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1Part 1] Summary

1 Briefly desoribe the organization's mission or most significant activities:

DEBRA IS DEDICATED TQ FINDING A
CURE FOR EB, WHICH AFFECTS 1 OUT QF EVERY 50,000 LIVE BIRTHS IN THE .

3
5
g 2 Chack'this box B~ [_tifthe organization discontinued lis operations or disposed of more than 25% of iis net agsets.
51 3 Number of voting members of the governing Body (Part Vi, Tne T8) e et r oo eererseeesessmnes 3 23
g 4 Number of independent voting mambers of the governing body (Part VI, fine 1b) | 4 22
@1 5 Total number of individuals employed in calendar year 2012 {Part V, Iinga 28 i 5 0
:ﬁ 6 Total nrumber of volunieers (estimats if necessary) e 6 0
§ 7 a Total unrelated businass revenue from Part VIH, column (O), fna 12 e e rerarr e rarren TR 0.
b Net unralated business taxable income from Form 980-T, liN€ 34 ....vvvesioiiiiesseneierieeee srsiesseiensseesnennseseraares Th 0.
: Prior Year CGurrent Year
g | 8 Contrbutions and grants (Part VL Ine 10 i 706,058, 1,043,787,
%1 9 Program service revenue (Part VI, ine 2g) .. e i J. 0.
;o; 10 Investment income (Part VIII, colurmin (), lines 3, 4 and Td) _________________________ 788, 2,892,
11 Other revenus {Part VI, column {A), lines 5, 64, 8¢, 9¢, 10¢, and 11e) . 66,991, 119,737,
12 Total revenue - add lines 8 through 11 {must equal Part VI, column (4), iine 12) 773,838. 1,166,416,
13 Grants and similar amounts paid (Part IX, column {4), lines 1-3) 0. 239,768.
14 Benefits paid to or for members {Part IX, column (A}, line d) | 0. C.
@ | 15 Salaries, other compensation, smployae benafits (Part X, column (A), lines 5. 10) 321,951, 354,896,
2 | 16a Professional fundraising fees (Part 1X, column (4), line 119) C. {.
&1 b Total fundraising expanses (Part IX, column (D), line 25) P+ 70,645, :
i 17 Other expenses (Part ¥, column (&), nes 11a-11d, TIE288) e, + 374, 423. 467,082,
18 Total expenses. Add lines 13-17 (must equal Part 1X, column (&), ine 26) .. 696,374, 1,061,746,
19 Revenue less expenses. Subtract iNe 18 oM ENe 12 oo e ieseasssersssssssesenane 77,464, 164,670,
sg - Beginning of Gurreat Vear End of Year
B3 20 Totalassets Part X, Bne 16} e s s 931,416, 1,187,157,
<ol 21 Total liabillties (Part X, line 26) . ; 20,068, 171,140,
Z3| 22 Net assets or fund balances. Subtract Ime 21 from line 20 . 911,348, 1,016,017,

[PartTi [Signature Block

Under penalties of perjury, | declara that | have examined this return, Including accompanying schedules and siatements, and fo the best of my knowledge and balief, Itis
trus, correct, and complele. Dactaration: of pr@parer M than officer) Is hased on all information of which preparer has any knowledgs.
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Sign Siermatura of ofticer Date f
Here BRETT ECPELAN, EXEC DIRECTOR
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Print/Type preparer's name rer's signafure Date ok [ ] PN

Pald BRIAN C. WHITE ﬁe M/ﬂjﬁ f‘g""? !sfelf-empfuyad PO0O58320
Praparer |Firm'sname y STUDLEY, WHITE & ASSOCIATES, P.C. Fro'sEiNp  06-0990132
Use Only |Firv's addressy,. P.O. BOX 399

DANBURY, CT 06813 Phoreno. 203.748.6517
May the IRS discuss this return with the preparer shown above? (588 MSHUCHIONS) Lo easais st srssreenee [:l No
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DYSTROFPHIC EPIDERMOLYSIS BULLOSA
Form 950 (2012) RESEARCH ASSQCIATION OF AMERICA 11-2519726  Page?2
Part lll | Statement of Program Service Accomplishments

Check if Schedule © contains a response to any question in this Part (1] i eeeseecsoteesesgeaasnns @
1 Briefly describe the organization's mission:
DEBRA IS DEDICATED TO FINDING A CURE FOR EB, WHICH AFFECTS 1 OUT OF
EVERY 50,000 LIVE BIRTHS IN THE UNITED STATES TODAY. EB IS A
GENETICALLY BASED DISEASE CHARACTERIZED BY CHRONIC, PAINFUL
BLISTERING, THE SKIN AND MUCOUS MEMBRANES ARE SO FRAGILE THAT THE
2 Did the organization undertake any significant program services during the year which were not listed on
[::lYes @ No

the PrIOr FOMM 90 08 990-EZ7 oot eee e er e
If “Yes," describe these new services on Schedule O.

8  Did the organization cease conducting, or make significant changes in how it conducts, any program services? ... {:|Yes {5{] No
If "Yas," describe these changes on Schedule O.

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

da  {code: ) (Expenses & 141,291 . inciudnggantsors Y (Revenue 8 }
PUBLIC AND PROFESSIONAL EDUCATION - EDUCATE THE PUBLIC & HEALTH
PROFESSTONALS ABOQUT DYSTROPHIC EPIDERMOLYSIS BULLOSA "EB"

4b  (Code: ) (Expenses § 482 . 880. Including grants of ) (Reverue $ }
PATIENT & FAMILY SERVICES - PROVIDE SERVICES FOR PEQPLE WITH EB & THEIR
FAMIT,TES THRU NEWSLETTERS, COUNSELING PEER SUPPORT SERVICES,
CONFERENCES AND SEMINARS

4c (Code: ) (Expanses$ 2 1 r 1 9 2 » Including grants of § } (Revenus % )
ADVOCACY - NETWORK WITH OTHER PROFESSIONAL ORGANIZATIONS & MEET KEY
LEGISLATORS TO INFORM THEM OF EB AND SECURE RESEARCH FUNDS

4d  Other program services {Describe in Schedufa G))

(Expenses § 310,414, ioudingganisot 239,768 .) (Revenues }
4e Total program service expenses B 955,777.
Form 990 (2012)
232002
8-16-12
2
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Form 990 (2012) RESEARCH ASSOCTIATION OF AMERICA 11--2519726  Page3
| Part IV | Checklist of Required Schedules

Yes | No
1 Is the organization desctibed in section 501{c)(3) or 4947{a)(1) {other than a private foundation)?
I 7Yes," completa SCREGUIZ A ||| | .. ..o e e e 1 X
2 s the organization required to complete Schedule B, SChedule of ComiibulorS e eeres e e v vrerreeiaeans 2 X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for
public office? If *Yes,* complete Schedule G, PArtl ... ... ieae st ee st a s s 3 X
4  Section 501(c)(3} organizations. Did the organization engage In lobbying activities, ar have a section 501{h} election in eifect
during the tax year? If "Yes, " complate SCNauUle C, Part e 4 X
5 s the organization a section 501(c){4}, 501(c)(5), or 501(c){6} organization that receives membership dues, assessments, or
similar amounts as defined in Revenue Procedure 98-187 If "Yes," complete Schedule C, Part Il | ... e, 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the right to
provide advice on the distribution or investment of amounts in such funds or accounts? If “Yes, " complete Schedule D, Part ! 5] X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or histaric structures? If "Yes, " complete Schedule D, Part oo 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If *Yes," compleie
Scheditle D Part fll | ... .ottt £ e 8 X
9 Did the crganization report an amount in Part X, line 21, for escrow or custodial account liability; serve as a custodian for
amounts net listed in Part X; or provide credit counseling, debt managament, credit repair, or debt nagotiation services?
If "Yes, " complete Schedule D, Part IV e b 9 X
10 Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments, permanent
andowments, or guasi-endowments? If "Yes," complete SChadule D, Part V e 10 X
11 If the organization’s answer to any of the following questions is "¥es," then complete Schedule D, Parts VI, VII, VI, IX; or X
as applicable, :
a Did the organization report an amount for land, buildings, and eguipment in Part X, line 107 If "Yes," complete Schedule D,
PAIEV oo ettt ettt e e s ettt e bR Ma| X
b Did the arganization report an amount for invastments - other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, fine 167 If "Yes, " complete SCRedle D, Part Yl et e e 11k X
¢ Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, ling 167 If "Yes,” complete Schedle D, Part VIl e iic X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reportad in
Part X, line 167 If "Yes," complete Schedule D, PartIX || ... e 11d X
e Did the organization report an amount for other liabilities in Part X, fine 257 If "Yes," compiate Schedule D, Part X ... 1le 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' ... 11 X
12a Did the organization obtain separate, independent audited financial statements for the tax year? Jf "Yes," complete
SCARAUIE D, PAIS XU BNO XU ... 111\ 1o oo e eeeeeoeee e eeeese et ee et et et e 12a| X
b Was tha organization inciuded in consclidated, independent audited financiat statements for the tax year?
if "Yes," and if the organization answered “No® fo fine 12a, then completing Schedule D, Parts X! and Xif is optional ... | 12b X
13 |s the organization a school described in section 170()(1){ANINT? If "Yes, " complete Scheduie E . i, 13 X
14a Did the organization maintain an office, employeas, or agents cutside of the United States? e, 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
investment, and program service activitiss outside the United States, or aggregate foreign investments valued at $100,060
or more? If "Yes," complete Schedule F, Parts 1and IV | ... e s 14b X
15  Did the organization report on Part 1X, column {4), line 3, more than $5,000 of grants or assistance o any organization
or entity located outside the United States? If "Yes,” complete Schedule F Parts 1and IV e 15 | X
16  Did the organization report on Part [X, column (4}, line 3, more than $5,000 of aggregate grants or assistance to individuals
located cutside the United States? if "Yes," complate Schadule F, Paris L and IV e vaaio: 16 X
17  Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part 1X,
colummn {A), lines & and 11e7 If "Yes," complete Schedule G, Part] || ... 17 X
18  Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIl lines
T and 8a? If "Yes," complete SCREUUIB G, PAITH ..o oo ere oo essees e na e 18§ X
18 Did the crganization report more than $15,000 of gross income from gaming activities on Part Vill, line 9a? If "Yes,"
COMHEtE BOREUIR (G, PAIE M |, oo oot es e et e oot es ettt et eee e et e e at et ae st s ernnnee 19 X
20a Did the organization operate one or more hospital facifities? If *Yes, " complete Schedule H 20a X
b _If “Yes" to line 20a, did the organization attach a copy of its audited financial statements tc this return? ... . 20b
Form 990 (2612
232003
12-10-12
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2012) RESEARCH ASSQCYATION QOF AMERICA 11-2519726  Page4
[ Part IV | Checklist of Required Schedules (continued) ‘
Yes | No
21 Did the organization report more than $5,000 of grants and other assistance to any government or organization in the
United States on Part 1X, column (A), fine 17 f "Yes," complete Scheduie |, Parts 1 and Il e, 21 | X
22 Did the organization repert more than $5,000 of grants and other assistance to individuals in the United States on Part X,
calumn {A), line 27 If "Yes, " complate Schadule 1 Parts Land Ml e, 22 X
23 Did the organization answer "Yes" to Part Vi, Saction A, line 3, 4, or 5 about compensation of the organization's current
and former officers, directors, trustees, key employees, and highest compensated employees? /f "Yes," complefe
SOREUIE U _____...\\1 oo oo e e e e ee e oot oo oot et e ee ettt et 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 vear, that was issued after Decembar 31, 20027 Jf "Yes," answer fines 245 through 24d and complefe
Scheadule KA "INO", GO BOTINE 25 | ||| ....cciooieeoecoeeeoeeeeeov oo et eee e cav e s sttt 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24h
¢ Did the organization maintain an escrow account cther than a refunding escrow at any time during the year to defease
ANY TECEXOMIPE BONAST | it et er et e aR AR e R b b ettt et £ £ her et eh e er e 24¢
d Did ihe organization act as an "on behalf of" issuer for bonds outstanding at any time during the year? 24d
25a Section 501{c}{3) and 501{c)}{4) crganizations, Did the organization engage in an excess benefit transaction with a
disqualified person during the year? If "Yes, " complate SChadula L, Part l v 25a X
b s the organization aware that # engaged in an excess benefit transaction with a disqualifiad person in a prior year, and
that the transacticn has not been reported on any of the organization’s prier Forms 990 or 990-EZ7? If "Yes,” complete
SCREAUIE L, PAITI oot e 25b X
26 Was aloan to or by a current or former officer, director, trustes, key employee, highest compensated employee, or disqualified
person outstanding as of the end of the organization’s tax year? If "Yes," complete Scheduwle L, Part il .. ... 26 X
27  Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor or employee thereof, & grant selection committee membet, or to 2 35% controlled entity or family member
of any of these persons? If *Yes," complete Schedufe L, Partill | e 27 X
28 Was the organization a party to a business transaction with ane of the following parties (see Schedule &, Part IV
instructions for applicable fiting thresholds, conditions, and exceptions):
a A current or former officer, director, trustes, or key employaa? If "Yes," complete Schedule L, Fart V' i, 28a b4
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete Schedule !, Part IV 28h X
¢ An entity of which a current or former officer, director, trustee, or key employee {or a family member thereof} was an officer,
director, trustee, or direct or indirect owner? If "Yes, * complete Schedile L, Part IV 28¢ X
29  Did the organization receive more than $25,000 in non-cash contributions? If *Yas,* complete Schedule M ... 29 | X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If "Yes," complate SCHedDlo M e 30 X
31 Did the organization fiquidate, terminate, or dissolve and cease operations?
I YEs, GOl ShetUIe N, Part e e 31 X
32 Did the organization sell, exchangs, dispose of, or transfer more than 25% of its net asseis?/f "Yes," complete
SCNBOUIE N, PAIEH | oo e eee oot en e eee e 32 X
33 Did the crganization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-37 I "Yes," complete Schedtle R, Part l e e, 33 X
34  Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Schedule R, Part il, lli, or IV, and
Pt 0 T e 34 X
356a Did the organization have a controlled entity within the meaning of section ST2(0X 13 i 35a X
b If "Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a controlled entity
within the meaning of section 512{b)13)? If "Yes," complate Schedule R, Part V, 00 2 i 35b
36 Section 501(c}(3) organizations, Did the organization make any transfers to an exempt non-charitable related organization?
If "Yes," complete SChadule R, Part V, HI@ 2 ... ..o ooe e eeeeeeeeeeeeees et eveser e ess s s s et ee st ese s 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? If "Yes," complete Scheduls R, Part VI ... 37 X
38  Did the organization complete Schedule O and provide explanations in Scheduie O for Part Vi, lines 11b and 197
Note. All Form 990 fifers are required 10 complete SehegUIe O . sttt ee s cees ity s srsiste s esseessaseaeaseaeeessesenas 38 | X
Form 990 (2612)
232004
12-10-12
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Form

DYSTROPHIC EPIDERMOLYSIS BULLOSA

990 (2012) RESEARCH ASSOCIATION OF AMERICA 11-2519726

Page 5

| Part V| Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains a response to any question in this Part V

Yes | No

1a Enter the number reported in 8ox 3 of Form 1096, Enter -0- if not applicable ... 1a 0
b Enter the number of Forms W-2G included in line 1a. Enter -G-if not applicable ... 1b 0

Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling} WInnings t0 PIriZe WINMBIS? . ... .o iesies s oo estessenee s ee e ee e e b b oo Sa s b et s 1
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statemants,
filed for the calendar year ending with or within the year covered by thisreturn ... ... 2a 0
b If at least one is reported on line 2a, did the organization fite all required federal employment tax retumns? ... 2b
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions}

3a Did the organization have unrelated business gross income of $1,000 or more during the year? 3a X
b If "Yes," has it filed a Form 990-T for this year? If "No," provide an explanation in Schedule O 3b

4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, a

financial account in a foreign country (such as a bank account, securities account, or other financial accound)? | ............. 4a X
b H "Yes," enter the name of the foreign country: B~
See instructions for filing requirements for Form TD F 90-22.1, Report of Foreign Bank and Financial Accounts.

Sa Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? ... ... Sa X
b Did any taxable party notify the organization that it was or is a parly to a prohibited tax shelter transaction? ... ... &b X
¢ 1T "Yes," to line 5a or b, did the organization fle Fomm B8B6 T e e e et e s s anr e e e e 5c

6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit

any contributions that were not tax deductible as charitable cortributionNS e Ga X
b i "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
were NOTTAX ABAUGHDIET et ees et veses 2t s e £t b e bbb 6b
7 OQrganizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribition and partly for goods and services provided to the payor? | 7a X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? ..., b
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
1O file FOIT B2B2? o oo oo ee e s ee o b oo ekb eSS et e 7c X
d
e Did the organization receive any funds, directly ar indirectly, to pay premiums on a personal benefit contract? ... 7e
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? | ... .. i
g If the organization received a contribution of qualified inteliectual property, did the organization file Form 8899 as required? | | 7g
h If the organization recelved a coniribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? | 7h
8  Sponsoring organizations maintaining donor advised funds and section 509{a)(3) supporiing organizations. Did the supparting
organization, or & donor advised fund maintained by a spansoring organization, have excess business holdings at any time during the year? 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the organization make any taxable distributions under section 48687 e s 9a
b Did the organization make a distribution to a donor, donor advisor, or related PBISONT | e s 9b
10 Section 501(c){(7) organizations. Enter:
a Initiation fees and capital contributions included on Part VIl line 12 . 10a
b Gross receipts, included on Form 880, Part Vi, line 12, for public use of club facilities 10b
11 Section 501(c){12) organizations. Entsr:
a Gross income from members of shareholders 11a
b Grass income from other sources (Do not net amounts due or paid to other sources against
amounts due of received oM teM.) . e 11b i
12a Section 4947(a){1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417 12a
b H "Yes," enter the amount of tax-exempt interest received or accrued during the year ................. 12b
13  Section 531(c}(29) qualified nonprofit health insurance issuers.
a s the organization licensed to issus qualified health plansin more thanone state? s 13a
Note. See the instructions for additional information the organization must report en Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which the
arganization is licensed to issue qualified health plans 13b
¢ Enter the amount of reserves onaNd ...t 3¢
14a Did ihe organization receive any payments for indoor tanning services during the tax year? .. 14a X
b If"Yes," has it filed a Form 720 to report these payments? If "Ng," provide an explanation in Schedufe O ........oooiviiieenns. 14b
Faorm 990 (2012}
232005
12-10-12
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Form 990 (2012) RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page®
Part Vi ! Governance, Management, and Disclosure For each "Yes” response to lines 2 through 7b befow, and for a "No” response
to fine 8a, 8b, or 10b below, describe the circumnstances, processes, or changes in Schedule O. See instructions.

Check if Schedule O centains a response to any guestion in this Part VI oo Bl
Section A. Governing Body and Management

Yes | No

1a Enter the number of voting members of the governing body at the end of the taxyear . ... 1a 23
if there are material ditferances in voting rights among members of the governing body, or if the governing
body delegated broad authority to an executive comraiitee or simitar committee, explain in Scheduie £,

b Enter the number of voting members included in line 13, above, who are independent | ... 1b 22

2 Did any officer, director, trustee, or key employee have a family relationship or a business refationship with any other
officer, director, trustee, or key emplOYBET | e e e

3 Did the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors, or trusteas, or key employees to a management company or other person? . ...........c.ccoviinn.

4 Did the organization make any significant changass to its governing documents since the prior Form 880 was filed?

Did the organization become aware during the year of a significant diversion of the organization's assets?

6 Did the organization have members or stockhOIders? | ... s

7a Did the organization have members, stockholders, or other persons who had the power to efect or appoint one or

\+]

[+

more members of the gOVEITHNG DOUY? | . it ees et caeam e emem oo ec oo ba e bbbt et e
b Are any governance dacisions of the organization reserved to {orsubject to approval by) members, stockholders, or

persons other than the GOveming DOAYT ..ot tas et e et et e ettt

g Did the organization contemporanenusly document the meatings held or written actions undertaken duzing the year by the following:
@ The QOVEMING DOUY? | oo eese s etee st soe et eeese e e e s e e es s e sene s oo bbbt et b ket en g8a | X
b Each committee with authority to act on behalf of the GOVermiNg DoAY T e e gh | X
g9 s there any officer, director, trustee, or key employee listed in Part VIi, Section A, who cannot be reached at the
organization's mailing address? If "Yes, " provide the names and addresses in Schedule O .......ocooocvvinieiiiniseeeiciiiiiinnsss o
Section B. Policies (This Section B requests information about policies not required by the Iniernal Revenue Code.)

I P A R e

7h

10a Did the organization have 10cat chapters, Dranchies, O Al iabeS ? o e e st tiesresarae s rnmanan 10a
b I "Yes," did the arganization have written policies and procedures governing the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with the organization’s exempt purposes? . ..., 10b
11a Has the organization provided a complete copy of this Form: 990 to all members of its governing body betore filing the form? 11a
b Describe in Schedule O the process, if any, used by the organization to review this Form 820.
12a Did the aorganization have a written confiict of inkerest policy? i "NO, " GO 10 18 13 e ette s rrarneas 12a
b Were officers, directors, or trustees, and key employees required to disclose annualiy interests that could give rise to conflicts? | ... 12b
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? I "Yes, " describe
in Schedile Chow this Was dOM8 ..o oo eee oot e b st e en et 12¢
13 Did the organization have a writtan whistleb ower DORCY T et 13
14 Did the organization have a writton document retention and destruction POUCY T et e e e erinans 14
15  Did the process for determining compensation of the following persons include a review and approval by indapendent
persons, comparability data, and conternporanecus substantiation of the deliberation and decision?
a The crganization's CEQ, Executive Director, or top management offiCial | .. ... eee et resirsresrte s vesnseannien 15a | X
b Other officers or key employees of the organization ... ene st | 1O X
If "Yes" to fine 15a or 15h, describe the process in Schedule O (see instructions).
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity UIng B YEAIT et e et 16a X
b If "Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its participation
in joint venture arrangements under applicable faderal tax faw, and take steps to safeguard the organization’s
exempt status with respect to SUCh arangemMents? .. . 16b
Section C. Disclosure
17 List the states with which a copy of this Form 990 is required to be filed BNY , MI ,MA  NJ ,CA
18 Section 6104 requires an organization to make its Forms 1023 {or 1024 if applicable}, 990, and 99C-F {Section 501{c)(3)s only} available
for public inspection. Indicate how you made these available. Check all that apply.
:| Own website ,:I Another’s website [:_Yﬂ Upon request I:] Other fexpiain in Schedule O)
19  Describe in Schedule O whether {and if so, how), the organization made its governing documents, conflict of interest policy, and financial
statements available to the public during the tax year.
20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization: B
BRETT KOPELAN - 212.868.1573

16 BAST 418T STREET, NEW YORK, NY 10017

02 Form 990 (2012)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Form 990 (2012) RESEARCH ASSQOCIATION OF AMERICA 11-2519726 Page?
WmﬂmCmmwmmmdomwmDMdm&ﬁmWﬁKwEmmW%JMmmCmmmmmd
Employees, and Independent Contractors
Check if Schedule O contains a response to any guestion Inthis Part VIl E

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
Ta Complete this Lable for alt persons required to be fisted. Repost 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 indiviguals 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 employees, if any. See instructions for definition of "key employes.”

@ List the organization's five gurrent highest compensated employees {other than an officer, directer, trustes, or key employee) whe received reportable
compensation {Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any related organizations.

& List all of the organization's former officers, key employees, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any related crganizations.

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

[:l Check this box if neither the organization nor any related organization compensated any current officer, director, or frustee.

(A) (B) (©) ) (E) (F)
Name and Title Average | . C{; ff':]'g?m one Reportable Reportable Estimated
hours per box, unless person is koth an compensa’uon Compensatzon amount of
week afficer and a director/lrustee) from from related ather
{list any g the organizations compensation
hours for E . E organization (W-2/1099-MISC) from the
relatad 2|8 R % {W-2/1059-MISG) organization
organizations| = 1 5 = |E and related
below 2l 8 %%’ 5 organizations
ine) | 2|Z|E |8zl §
(1) FAITH DANIELS 1.00
PRESIDENT X X 0. 0. 0.
{2) CHARLEE MILLER 1.00
TREASURER X X 0. 0. 0.
{3) WARREN BUHLE 1.00
VICE PRESIDENT X X 0. 0. 0.
(4) TRANK KACMARSKY 1.00
DIRECTOR X 0. 0. 0.
{5) RICHARD GALLAGHER 1.00
DIRECTCR X 0. 0. 0.
{6} TOM GILLESPIE i.00
DIRECTOR X 0. 0. 0.
(7) DANIEL MARK SIEGEL MD 1.00
DIRECTOR X 0. 0. 0.
{8) DR, ROBERT METROWITZ 1.00
DIRECTOR X 0. 0. 0,
(8} BRETT KOPELAN 40.00
EXECUTIVE DIRECTOR X X 0. 135,000. 0.
{10) DR.LARRY MILLER 1.00
DIRECTOR X 0. 0. 0.
(11) DR,ALAN SHALITA 1.00
DIRECTOR X 0. 0. 0.
(12} DR,JOUNI UITTO 1.00
DIRECTOR X 0. 0. 0.
{13} KATHLEEN BROWN 1.00
DIRECTOR X 0. 0. 0.
{14) SONYA WILANDER 1.00
DIRECTOR X 0. 0. 0.
(15) LESLIE RADER 1.00
SIRECTOR b4 0. 0. 0.
{16} THOMAS MISISCO 1.00
DIRECTOR X 0. 0. 0.
(17) ANGELA CERISTIANO PH.D, 1.00
DIRECTOR X 0. 0. 0.
232007 12-10-12 Form 990 (2012)
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‘DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2012) RESEARCH ASSOCIATION QF AMERICA 11-2519726 Page8
IPart Vi l Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees {continued)
(A ®) (C) (D} (E) F)
Name and titie Average o not c?i gfglorgman ons Reportable Reportab[e Estimated
hours per | pox untess person is both an compensation compensation amount of
week officer and a director/trustes) from from related other
(istany | & the organizations compensation
hoursfor |5 B organization (W-2/1099-MISC) from the
related | & | & 2 (W-2/1089-MISC) organization
organizations| £1 S g [E and related
pelow [EB1E) |2 Zgl . organizations
(18) JAMES WETRICH 1.00
DIRECTOR X 0. 0. 0.
{19) GREGG CUVIN 1.00
DIRECTOR X 0. 0. 0.
(20) ALEXANDER SILVER 1.00
DIRECTOR X 0. 0. 0.
{21} JEANNE ROCCON RGHM 1.00
DIRECTOR X 0. 0. 0.
(22) TIMOTHY WIEBE 1.00
DIRECTOR X 0. 0. 0.
(23) WILLIAM CORNMAN 1.00
DIRECTOR X 0. 0. 0.
1B SUB-TOMA e e [ 0. 135,000. 0.
¢ Total from continuation sheets to Part Vil, Section A . -3 0. Q. 0.
d Total (add lines th and 10} ..o [ 0. 135,000, 0.
2 Total number of individuals {including but not limited to those listed above) who received more than $100,000 of reportabla
compensation from the organization 0
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee on
line 127 If *Yes," complele Schedule J for SUch indivdual | ... . 3 X
4  Forany individual fisted on line 1a, is the sum of reportable compensation and other compensation from the organization
and related organizations greater than $150,000? Jf "Yes," complete Schedufe J for such individual 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unretated organization or individual for services
rendered to the organization? if "Yes, * complete Schadule J For SUCH POrsOm o oo e 5 X
Section B. Independent Cantractors )
1 Complete this table for your fiva highest compensated independent contractors that received more than $100,000 of compensation from
the organization. Report compensation for the calendar year ending with or within the organization’s tax year.
A (B) {C)
Narme and business address NONE Description of services Coempensation
2 Total number of independent contractors {inciuding but not limited to those listed above) who receivad more than
$100,000 of compensation from the organization 0
Form 990 (2012)
252008
12-10-12
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Forrmn 990 (2012) RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page9
] Part Viii | Statement of Revenue

Check if Schedule G contains a respense to any question in this Part VI . ...
A {B) (C} (D}
Total revenue Related or Unretated R?rvc?rrr};ut?i )?ﬁcnlgg?d
exempt function business sactions 517,
revenue revenue 513, or 514
£2| 1a Federated campaigns . 1a
g 3 b Membership dues 1o
"E c Fundraising events 1c
'(%c_E d Related organizations 1d
clc:':“ E e Government grants {cortributions) 1e
.g? f  All cther contributions, gifts, granis, and
_.3;35) simifar amounts not included above {17 L, 043 ,787.
‘Eg ¢ Noncash coniributions included in lines 1a-1¢ $
O&| _h Total.Addinestatf oo . B 1,043,787,
Business Gode|
2 2a
EQ
sE)
] e
o f All other program service revenue
q Total. Addlines2a-2f ... B
3 Investment income (including dividends, interest, and
other similar amounts) ... 2 2,892, 2,892.
4 Income from investment of tax-exempi bond proceeds P
5 Royalies . ... e b
(i} Real (iiy Personal
6a Grossrents
b Less:rental expenses
¢ Rentalincome or (loss) |
d Netrentalincome or(loss) ... N
7 a Groess amount from salss of (i) Securities (iiy Other
assets other than inventory
b Less: cost ar other hasis
and sales expenses |
¢ Ganorfless) | .
Net gain or 088} ..o |
o | 8 a Grossincome frem fundraising events {not
g including $ of
E contributions reported on line 1c). See
5 Part IV, linet8 ald10,552,
g b less:directexpenses . bl290,815.
Net income or {Joss) from fundraising events ... b 119,737, 119,737.
9 a Gross income from gaming activities. Ses
Part IV, fine 19 a
b Less: direct expenses b
¢ Netincome or {foss) from gaming activites ... B
10 a Gross sales of inventory, less returns
and allowances || L a
b Less: cost of goods sold b
c_Net income or {loss) from sales of inventory ... P
Miscellaneous Revenue Business Code
11a
b
c
d All other revenue
@
12 1,166,416, 0. 0.0 122,629,
e Form 990 {2012)
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Form 990 (2072}

DYSTROPHIC EPIDERMOLYSIS BULLOSA

RESEARCH ASSOCIATION OF AMERICA

11-2519726 Page 10

| Part IX] Statement of Functional Expenses

Section 501{c)(3) and 507(c}{4) organizations must complete all columns. All other organizations must complete column (A).

Check if Schedule O contains a response to any question in this Part 1X

Do not include amounis reported on lines 6b, (A) B) {C) B}
76, 85, 9, an) 105 of art VI Toelbenses | Progangice | Mensgemeniand | Tumeanho
1 Granis and cther assistance to governments and
organizations In the United States. See Part IV, line 21 210,000, 210,000.
2 Grants and other assistance to individuals in
the United States. Ses Part IV, line 22
3 Grants and other assistance to governments,
organizations, and individuals outside the
United States. See Part IV, lines 15 and 16 29,768. 29,768.
4 Benefits paid fo or formembers
§ Compensation of cuirent officers, directors,
trustees, and key employees |
6  Compensaticn not included above, to disqualified
parsons (as definad under section 4858(f)(1)) and
persons describad in section 4958(c)3)(3) ...
7 Othersalariesandwages 305,948. 260,056. 15,2987, 30,585,
8 Pension plan accruals and contributions {inclede
section 401(k) and 403(b) employer coniributions)
9 Otheremployee benefits 21,108. 17,942, 1,055. 2,111.
10 Payrolitaxes .. ... 27,840, 23,664. 1,392, 2,.784.
11 Fees for services (non-employees);
a Management | .. ...
Bohegal e,
© ACCOUNtING . 5,593, 1,864. 3,729,
d Lobbying |
e Professfonal fundraising services. See Part IV, line 17
f Investment managementfees . . . ...
g OCther, (Iffine 11g amount exceads 10% of ling 25,
column {A) amount, list line 11g expanses on Sch 0.) 31,696, 31,6596.
12 Advertising and promotion 64,386, 54,728. 3,219. 6,439.
13 Officeexpenses ... 45,807. 38,936, 2,280, 4,581,
14 Information techrology
15 Royalties ...
18 OCCUPANGY ... ..o, 95,977. 81,580. 4,739. 9,598,
7 TaVel e 47,387. 40,279, 2,369. 4,739,
18 Payments of travel or entertainmant expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meeatings |
20 Interest 26. 22. 1. 3.
21 Paymentstoaffiliates .
22 Depreciation, depletion, and amortization 5,006. 4,256, 250. 500.
23 Insurance ... ... 9,679. 8,227. 484, 968.
24  Other expenses. ltemize expansas not covared
above. (List miscellanaous expenses in line 24e. if fine
248 amound exceeds 10% of line 25, column (A)
amount, list fing 24 expenses on Schedule 0.) ...
a PATIENT ASSISTANCE 115,523, 115,523,
b EQUIPMENT 10,468. 8,898, 523. 1,047,
¢ FILING FEES 9,683, 8,230. 487, 966,
d TELEPHONE 9,461. 8,042, 473. 946,
e All other expenses 16,390. 13.,9830. 821. 1,639,
25  Total functional expenses. Add lines 1 through 24e 1,061,746, 955,777, 35,324. 70,645,
26 Joint costs. Complete this line only if the organization
reported in column {B) joint costs from a combined
educational campaign and fundraising solicitation.
Check hers B D if following SOP 98-2 (ASC 958-720)
Form 980 2012)
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Form 990 (2012)

DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCIATION OF AMERTICA

11-2519726 pPage 11

| Part X |Balance Sheet

Check if Schedule O contains a response to any guestion in this Part X

(A) (B)
Beginning of year End of year
1. Cash-nondinterestbearng ... 311,411.] A 482,210.
2 Savings and temporary cash investmenis 539,461.] 2 542,067.
3 Pledges and grants receivable, net 3
4 Accounts receivable, net . .. e 55,166.] 4 131,789,
5 Loans and other receivables from current and former officers, directors,
trustees, key employees, and highest compensated employsss. Compiete
Partilof Schedule L et 5
6 Loans and other raceivablas from other disqualified persons (as defined under
section 4858(f)(1)), persons described in section 4958(c)(3){B}, and contributing
ernployers and sponsoting organizations of section 501(c){8) voluntary
employees’ beneficiary organizations (see instr). Complete Part ll of Sch L 6
ﬁ 7 Notes and loans receivable, net ... 7
% 8 nventoriesfarsale oruse 8
9 Prepaid expenses and deferred charges 9 5,047.
10a Land, buildings, and equipment: cost or othar
basis. Complete Part V| of Schedule D )
b Less: acoumulated depreciation 4,130, 10e 4,7896.
11 Investments - pubticly traded securities 11
12 investments - other securities. See Part IV, fine 11 12
13 Investments - program-related. See Part W, fine 11 13
14 Intangibleassets 14
16 Other assets. See Part IV, line 11 21,248.1 15 21,248.
16 Total assets, Add lines 1 through 15 (must squalline 34) ... 931,416.] 18 1,187,157,
17 Accounts payable and accrued expenses 7,068.1 17 21,140.
18 Grants payable 8 150,000.
19 Deferred revenue 13,000.] 19 0.
20 Taxexempi bond iiabilitics 20
@ | 21  Escrow or custodial account liability. Complete Part IV of Schedule D 21
g 22 Loans and other payables to current and former officers, directors, trustses,
.ﬁ key employees, highest compensated employees, and disqualified persons,
- Complete Part fl of Schedule L 22
23  Secured mortgages and notes payable to unrslated third parties ... 23
24 Unsecured notes and loans payabie to unrelated third parties 24
25  Cther liabilities (including federal income tax, payables to related third
parties, and other liabilities not includad on lines 17-24). Complste Part X of
Sehedule D e 25
26 Total liabilities, Add lines 17 through25 ... oo 20,068.] 26 171.140.
Organizations that folfow SFAS 117 (ASC 958), check here E{] and
2 complete lines 27 through 29, and lines 33 and 34,
§ |27 UNStictod et ASSeIS ... 786,262.| 27 911,964.
& |28 Temporarily restricted net assets 125,086. 28 104,053.
: 29  Permanently restricted net asssts 29
Z Organizations that do not follow SFAS 117 (ASC 958), check here B~ [:!
5 and complete lines 30 through 34.
*3 30  Capital stock or trust principal, or current funds 30
ﬁ 31  Paid-in or capital surplus, or land, building, or equipment fund 31
% |82 Retained earnings, endowment, accumulated income, or other funds 32
Z |33 Totalnetassetsorfundbalances 911,348.i 33 1,016,017,
34 __Total liabilities and net assets/fund balanges .. .. 931,416.] 34 1,187,157.
Form 990 (2012)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2012) RESEARCH ASSOCIATION OF AMERICA 11-2519726 Pagel2
Part Xl | Reconciliation of Net Assets

Check if Schedule Q contains a response to any question inthis Part X1 . it r s i s i e s s

1,166,416,
1,061,746.
104,670,
911,348.

Total revenue (must equal Part VI, coluimn {A), line 12} 1
Total expenses (must equal Part IX, column (A}, line 25} 2
Revenue less expenses. Subtract INe 2 oM Ne & e et 3
Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)) | 4
Net unrealized gains (JoSse8) ON VeSO S e 5
6
7
8
9

Donated services and use of facilities
Investment expenses
Prior period adjustments
Other changes in net assets of fund balances {explain in Schadule O) . e,
Net assets or fund balances at end of year. Combine lines 3 through 9 {must equal Part X, line 33,

GOIININ (B} it e et e e s
! Part Xl Financial Statements and Reporting

GCheck if Schedule O contains a response to any question in this Part X ... e e
Yes | No

<l.>

@ W~ ;RN

—_
o

10 1,016,017,

1 Accounting method used to prepare the Form 990: [ lcash [ X Acorual ] Other
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule C.
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? . ... 2a
If "Yes," check a box below to indicate whether the financial statements for the year were compited or reviewed on a
separate basis, consolidated basis, or both:
f___| Separate basis L—_] Consoiidated basis [:] Both consolidated and separate basis
b Were the organization’s financial statements audited by an independent acCoUntant? e, 2b
If "Yes," check a box below to indicate whether the financial statements for the year were audited on a separate basis,
consclidated basis, or both:
D Separate hasis |:| Consolidated basis j::] Both consolidated and separate basis
c If "Yes" 1o line 2a or 2b, does the organization have a committes that assumas responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? 2¢
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 underge an audit or audits as set forth in the Single Audit
Actand OMB CIrcUar AT337 et e et nen e e 3a
b If "Yes," did the organization underge the required audit or audits? If the organization did not undergo the required audit

or audits, explain why in Schedule O and describe any steps taken fo undergo suchaudits ... 3b
Form 990 2012
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(Form 990 or 990-EZ)

OM8 No, 1545-0047

SCHEDULE A .
Public Charity Status and Public Support 2012

Compilete if the organization is a section §01(c)(3) organization or a section

Gapartment of the Treasury 4947(a)(1} nonexempt charitable trust. Cpen to Public

interral Revenus Service B Attach to Form 990 or Form 980-EZ. B~ See separate insiructions. Inspection

Name of the organization DYSTROPHIC EPIDERMOLYSIS BULLOSA Employer identification number
RESEARCH ASSOCIATION OF AMERICA 11-2519726

I Part | | Reason for Public Charity Status (Al organizations must complete this part.) See instructions.

The organization is not a private foundation becauss it is: (For lines 1 through 11, check only one box.)

1 [
2 []
a L]
4

0 =0 O

10
11

i

e ]

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

A school describad in section 170{b){ 1){A)(ii). (Attach Schedule E)

A hospital or a cooperative hospita! service organization describad in section 170{b){ 1){A)iii).

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

section 170{b){1){A¥iv). (Complete Part 1)

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

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

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

An organization that normally receives: (1) more than 33 1/3% of its support from contributions, mambership fees, and gross receipts from
activilies ralated to its exampt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment
income and unrelated business taxable income (less section 511 tax} from businasses acquired by the organization after June 30, 1975,
See section 509(a){2). {Complete Part )

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

An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations described in section 509(z)(1) or section 509(a){2). See section 509(a)(3). Check the box that
describes the type of supporting organization and complete lines 11e through 11h.

al | Type | b D Type Il G D Type lll - Functionally integrated d D Type Ill - Non-functionally integrated
By checking this box, | certify that the organization is not controlled directly or indirectly by one or more disqualified persons other than
foundation managers and other than one or more publicly supported organizations described In section 509(a)(1) or section 509(a}(2).

f If the organization received a written determination from the IRS that it is a Type |, Type II, or Type {il
SUPPOIING OFGaNIZAtON, ChECK ThiS BOX ... ..\ oo e oo s ee oo seees ettt [
g Since August 17, 2006, has the organization accepted any gift or contribution from any of the following persons?
{iy A person who directly or indirectly controls, either aione or together with persons described in (i) and (ji}} below, Yes | No
the governing body of the supported organization? | ... 11g(i)
(i) Afamily member of a person dascribed I ) @OVE T 11g(ii}
(i) A 35% controlled entity of a person described in (i) or {fi) above? 1 1gfiii)
h Provide the following information about the supported organization{s).
(1) Name of supported [{VEIN (iif) Type of erganization [iv) Is the organization) {v) Did you notify the orgag\i’zi;tli%}lhi?i cot. | (vil) Amount of manetary
argamization {described on lines 1-9 [ col. (‘1) listed in your; c.sfganiza%ion in col. (i) organized in the support
above or {RC section  [governing docurnant?f (i) of your support? Us.?
{see instructions)) Yoo No Yos No Yes No
Total
LHA For Paperwork Reduction Act Notice, see the Instructions for Schedule A (Form 990 or 890-EZ) 2012
Form 980 or 990-EZ.
232021
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Schedule A (Form 990 or 990-E7) 2012 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page2
Support Schedule for Organizations Described in Sections 170(b){1}{A)(iv) and 170{b)(1}{A){vi)
(Complete only if you checked the box on line 8, 7, or 8 of Part | or if the organization failed to qualify under Part IlL. If the organization

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

Section A. Public Support
Calendar year {or fiscal year beginning in) B> {a) 2008 (b} 2009 {c) 2010 (d) 2011 {e) 2012 {f} Total
1 Gifts, granis, contributions, and
membership fees received. (Do not
include any "unusual grants.")

355,614.| 255,540.| 489,432.) 719,454.| 948,110.; 2768150,

2 Taxrevenues levied for the organ-
ization’s benefit and either paid to
or expended on its behalf

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

4 Total. Add lines 1 through3

& 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,

CORMIAT
2768150,

8 Public support. Subtract line 5 from fine 4.

Section B. Total Support
Galendar year (or fiscal year beginping in) b= {a) 2008 (b} 2009 {c) 2010 {c) 2011 (g} 2012 {f} Total
7 Amounts fromlined 355,614.] 255,540.| 489,432, 715,454.| 948,110.1 2768150,
8 Gross income from interest,
dividends, payments received on
securities loans, rents, royalties
and income from similar sources 20,796, 5,254, 974, 2,892, 788.7 30,704.
9 Net income from unrelated business
activities, whather or not the
husiness is regularly carried on
10 Other income. Do not include gain
or loss from the sale of capital
assets (ExplaininPart V)
11 Total support. Add lines 7 through 10 2798854.
12 Gross receipts from related activities, etc. (86 INSIUCHONS) e, 12 | 1,604,350,
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  ....ooccoeoiiiiniiinii it
Section C. Computation of Public Support Percentage
14 Public support percentage for 2012 {line 8, column {f) divided by line 11, column {0} ... ... 14 98.5%0 %
15 Public support percentage from 2011 Schedule A, Part , lIne T4 15 96.67 %
16a 33 1/3% support test - 2012, If the organization did not check the box on ling 13, and line 14 is 33 1/3% or more, check this hox and
stop here. The organization qualifies as a publicly supported organization ... .. et eeee e
b 33 1/3% support test - 2011. If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here, The organization qualifies as a publicly supported organization |, ... ss e e sas
17a 10% -facts-and-circumstances test - 2012. If the organization did not check a box on line 13, 16a, or 16b, and {ine 14 is 1G% or more,
and if the organization meets the "facts-and-circumstances” test, check this box and stop here. Explain in Part IV how the organization
meets the "facts-and-circumstances" test. The organizati_on qualifies as a publicly supported organization . . -2 D
b 10% -facts-and-circumstances test - 2011, If the organization did not check a box on line 13, 16a, 16b, or 173, and line 15is 10% or
more, and if the organization meets the "facts-and-circumstances” test, check this box and stop here, Explain in Part IV how the
organization meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization ... .. B I:l

18 Private foundation. ¥ the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions ......... ¥ D
Schedule A (Form 990 ar 990-EZ) 2012

355,614.] 255,540.| 489,432.| 719,454.| 948,110.] 2768150.

232022
12-04-12
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Schedule A (Form 920 or 880-E7) 2012 Page 3

| Part lll | Support Schedule for Organizations Described in Section 509{(a){2)
{Complete only if you checked the box on line 9 of Part | or if the organization failed to qualify under Part |, If the organization fails to
qualify under the tests listed below, please complete Part I} ‘

Section A. Public Support
Galendar year (or fiscal year beginning in) b {a) 2008 (b} 2009 (c} 2010 {ch) 2011 (e} 2012 {f) Total

1 Gifts, grants, contributions, and

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

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

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

iness under section 513

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

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

6 Total. Add lines 1 through5 .. ...
7a Amounts included on fines 1, 2, and
3 received from disqualified persons

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

c Add ines Yaand7b

8 Public support (Subtactline 7¢ from line 5
Section B. Total Support

Galendar year {or fiscal year beginning in) b {a} 2008 {b) 2009 {(c) 2610 {d) 2011 {e} 2012 {f) Total

9 Amountsfromline 6 ... .. .
10a Gross income from interest,
dividends, payments received on
securities loans, rents, royalties
and income from similar sources
b Unralated husiness taxable income
(less section 511 taxes) from businesses

acquired after June 30, 1975

cAddlines 10aand10b ...
11 Netincome from unrelated businass
activities not included In fine 10b,
whether or not the business is
regularly carledon
12 Cther income. Do not include gain
or loss from the sale of capital
assets (Explain in Part IV)) ...
13 Total suppott. (add sines 8, 10¢, 11, and 12))
14 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 801(c){3) organization,

Check 1his BOX AN SEOD NEIE ..ot e e e it it it i it it e eee ettt see s eee e cehe s s et ot sae £asia s oAesm s easeeanereeensrns sseeeenntasaes taen
Section C. Computation of Public Support Percentage

15 Public support percentage for 2012 (line 8, column (f) divided by line 13, coluran () . 15 %
16_ Public support percentage from 2011 Schedule A, Part 1)), line 15 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2012 {line 10¢, column (f) divided by ling 13, column () ... 17 %
18 Investment income percentage from 2011 Schedule A, Part Il line 17 . 18 %o
1Da 33 1/3% support tests - 2012. If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization |- g D

b 33 1/3% support tests - 2011. If the organization did not chack a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and

line 18 is not mere than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization ... B D

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and se& INSUCHONS ..o iivieieeiins B D

232023 12-04-12 Schedule A (Form 990 or 990-EZ) 2012
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- i
Schedule B Schedule of Contributors OME No. 154500147
(Form 990, 990-EZ,

or 990-PF) B Attach to Form 990, Form 990-EZ, or Form 990-PF. 20 1 2

Department of the Treasury
Internal Revenus Service

Name of the organization Employer identification number

DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSQOCIATION OF AMERTICA 11-2518726

Organization type{check one):

Filers of: Section:
Form 930 or 990-EZ 501(cY{ 3 ) (enter number) organization
i:] 4947(a)(1) nonexempt charitable trust not treated as a private foundation
527 political organization

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

Form 990-PF l:] 501(c)(3) exempt private foundation

501(c)(3) taxable private foundation

Check if your crganization is covered by the General Rule or a2 Special Rule,
Note. Only a section 501{(c)(7), (8), or (10) organization can check boxes for both the General Rule and a Special Rule. See instructions,

General Rule

|:| For an organization filing Form 980, 920-E2, or 990-PF that received, during the year, $5,000 or more (in money or property) from any one
contributor. Complete Parts [ and Il

Special Rules

@ Far a section 501(c)(3) organization filing Form 990 or 890-EZ that met the 33 1/3% support test of the reguiations under sections
508(a)(1) and 170(b){1){A)v}) and received from any one contributor, during the year, a contribution of the greater of (1) $5,000 or (2) 2%
of the amount on {i) Form 880, Part VIIl, line ih, or {ii} Form 990-EZ, line 1. Complete Parts tand Il.

|:I For a section 501{c){7}, (8), or (10) organization filing Form 990 or 890-EZ that received from any one contributor, during the year,
total contributions of more than $1,000 for use exciusively Tor religious, charitable, scientific, literary, or educational purposes, or
the prevention of cruelty to children or animals. Complete Parts |, H, and Il

[_] Fora section 501 (e}(7), {8), or (10) organizaiion filing Form 990 or 950-EZ that recsived from any one contributor, during the year,
contributions for use exclusively for religicus, charitable, efc., purposes, but these contributions did not total to more than $1,000.
If this box is checked, enter here the total contributions that were received during the year for an exclusively refigious, charitable, etc.,
purpose. Do not complete any of the parts unless the General Rule applies to this organization because it received nonexclusively
religious, charitable, etc., contributions of $5,000 or more during the year 3

Caution. An organization that is not covered by the General Rule and/or the Speciat Rules does not file Scheduls B (Form 990, 930-EZ, or 930-PF),
but it must answer "No" on Part IV, line 2, of its Form 920; or check the box on line H of its Form 990-EZ or on Part [, line 2 of its Form 890-PF, to
certify that it does not meet the filing requirements of Schedule B (Form 580, 990-EZ, or 880-PF).

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990, 990-EZ, or 990-PF. Schedule B (Form 990, 990-EZ, or 990-PF} (2012)

223457
12-21-12




Schedule B {Form 980, 890-EZ, or QQO-PFB ——2)

Page 2

Name of organization
" DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCIATION OF AMERICA

Employer identification number - .

11-2519726

Part | Contributors (seze instructions). Use duplicate copies of Part | if additional space is nesded.
(a) (b) {c) {d}
No. Name, address, and ZIP + 4 Total contributions Type of contribution
1 | JOBEN LEE Person
Payroll (:l
555 MONTGOMERY ST $ 25,000. | Noncash [ ]
(Complete Part If if there
SAN FRANCISCO, CA 94111 is a noncash contribution.)
{a) {b} (c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
2 | HOLLISTER Person [ X/
Payroll D
1580 SOUTH MILWAUKEE AVE $ 50,000. | WNoncash [ ]
{Complete Part it if there
LIBERTYVILLE, IL 60048 is a nencash contribution.)
{a) {b) (o) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
3 | LOTUS TISSUE REPAIR person  [X]
Payroll I:]
1 MIFFLIN PL $ 22,040, | Noncash [ I
(Compiete Part |l if there
CAMBRIDGE, MA 02138 is & nencash contribution.)
(= {b) {c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
4 | NATTIONAI, REHAB Person [ XJ
Payrol l:l
540 LINDBURGH DR $ 67,853, | Nencash [ ]
{Complete Part I} if there
MOON TOWNSHIP, PA 15108 is a noncash contribution.)
(a) (b) {c} {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
Person l:l
Payroll |:]
$ Noncash [ |
({Complete Part || if there
is a noncash contribution.)
(a) (b) {c} {d)
No. Name, address, and ZIP + 4 Total contributions Type of confribution

Person C:‘
Payroli D
Noncash [:]

{Complete Part Il if there
is a noncash contribution.)

223452 12-21-12

12260406 806990 DEBRA

Schedule B (Form 930, 990-EZ, or 990-PF) (2012}
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. I
Schedule B (Form 980, 990-EZ, or 990-PF) .. 12)

Page 3

Name of organization

- DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCTATION OF AMERICA

Employer idenfification number

11-2519726

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

(a)
No. ()] (©) . {d)

_ . FMV {or estimate) .
from Description of noncash property given (see instructions) Date recelved
Part |

(a)
(c}
No.

L ) . FMV {or estimate) td) .
from Description of noncash property given ( instructions) Date received
Part| see

(a)

No. (c) .
p oo tb) 3 FMV (or estimate) {d) .

rom Description of noncash property given (ses instructions) Date received
Part |

(a)

(¢}

MNo.

o b} N FMV (or estimate) () .
from Description of noncash property given ( nstructi ) Date received
Part | see instructions

(a)
No. fe)

. (b) . FMV {or estimate) {d) .
from Description of noncash property given instructi Date received
Parti (see instructions)

{a)
No. (e}
§ . ) . FMV {or estimate)} (c) ;
rom Description of noncash property given (see Instructions) Date received
Parti

823453 12-21-12

12260406 806990 DEBRA
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Schedule B (Form §90, 990-EZ, or 990»PF} wdJ12)

Page 4

Name of organization

DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCTATION OF AMERICA

11-2518726

Employer identificatien number

Part Il Exclusively religious, charitable, etc., individual contribuifons to section 501(c)(7}, (8}, or (10} organizations that total more than $1,000 for the
year. Complete celumns (a) through (e} and ihe following line entry. For organizations completing Part 111, enter
1he tofal of exclusively religious, charitable, etc., contributions of $1,000 or less for the year. Enter tis lformation crce)}
Use duplicate copies of Part II if additionat space is needed.
{a) No.
gg’ftﬂl (b) Purpose of gift (¢} Use of gift (d) Description of how gift is held
(e} Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferae
(a) No.
gg‘?l {b) Purpose of gift (c} Use of gift {cd} Description of how gift is held
{e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to fransferee
(a) No.
lg:;Tl {b} Purpose of gift (c} Use of gift {d} Description of how gift is held
(e} Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
g;rf":ﬂ! {b} Purpose of gift (¢} Use of gift {d) Description of how gift is held

Transferee's name, address, and ZIP + 4

(e) Transfer of gift

Relationship of fransferor to transferee

223454 12-21-12

12260406 806990 DEBRA
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SCHEDULE D Supplemental Financial Statements T T

{Form 980) - Complete if the organization answered "Yes," to Form 990, 20 12

Department of tha Treasury Part iV, line 6,7, 8, 9, 10, t1a, 11b, 11¢, 11d, 11e, 11f, 123, or 12b. Open to Public

Intemal Reverus Servica - Attach to Form 990, b See separate instructions. Inspection

Name of the organization DYSTROPHIC EPIDERMOLYSIS BULLOSA Employer identification number
RESEARCH ASSOCTATION OF AMERICA 11-2519726

[ Part] | Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if the
organization answered "Yes" to Form 290, Part IV, line 6.

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

Total number atend of year
Aggregate contributions to (during yeary ..
Aggregate grants from (during year) ...
Aggregate value atend of year
Did the organization inform all donors and donor advigors in writing that the assets held in donor advised funds

are the organization’s property, subject to the organization’s exclusive legal Gontrol? e, |:| Yes L—_j No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposas and not for the benefit of the donor or donor advisor, or for any other purpese confering

L4 B SO T R

I ermMISSiD e PHVATE Dol T o i ittt ittt iiiiiioitiesesenentatsernstesaseessrereemteteete treeie o aes aarereienestestbaiiistrtitstrae
[Part Il | Conservation Easemnents. Gomplete i the organization answered "Yes® to Form 990, Part IV, fine 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply).
Presarvation of fand for public use {e.g., recreation or education} Preservation of an historically important land area
l:' Protection of natural habitat |:| Preservation of a cettified historic structure

[ Preservation of open space
2  Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservaticn easement on the last

day of the tax year.

Held at the End of the Tax Year

a Total number of conservation easements | s 2a
b Total acreage restrictad by CONSEIVALION BaSEMEIES 2b
¢ Number of conservation easements on a certified historic structure includedin{a) .. 2¢
d Number of conservation easements included in {¢) acquired after 8/17/06, and not on a historic structure

listed in the National REGISLEr ||| ooseereorees e sesssssessssssssossersereenresseseoroeereen 2d

-3 Number of conservation easements maodified, transferrad, released, extinguished, or terminated by the organization during the tax
year p-

4 Number of states where property subject to consetvation easement is located P
5 Does the organization have a written policy regarding the periodic meonitoring, inspection, handling of
violations, and enforcement of the conservation easements B ROIGST
6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements during the vear -
7 Amouni of expenses incurred in monitoring, inspecting, and enforcing conservation easemenis during the year = §
8 Does each conservation easement reported on line 2(d} above satisfy the requirements of section 170{h)(@)}BXi)
and SECHON T7OMMIBNINT ... oo ee e et st et e [Jves [Ino
9 InPart Xill, describe how the organization reports conservation easements in iis revenue and expense statement, and balance shest, and
include, if applicable, the text of the footnote to the organization's financial staterments that describes the organization’s accourding for

|:| Yes I::] No

congervation easemants.

Part ilt | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if tha organization answered “Yes" to Form 920, Part [V, line 8.
ia If the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance sheet works of art,
historical treasures, or othar similar assets held for public exhibition, education, or research in furtherance of public service, provide, in Part Xlil,
the text of the footnote to its financial statements that describes these items.
b If the organization efected, as permitted under SFAS 116 {ASC 958}, to report In its revenue statement and balance sheet works of art, historical
treasures, or other similar assets held for pubiic exhibition, education, or research in furtherance of public service, provide the foliowing amounts

relating to these items:
(i} Revenues inciuded in Form 990, Part VIII, line 1 __ P %
{ii} Assets included In Form 980, Part X oo B3
2 I the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide
the foilowing amounts required to he reported under SFAS 116 (ASC 958) relating fo these items:
a Rsvenuas included in Form 890, Part VIl BNe b B 3
b Assets included in Form 990, Part X e B §

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990, Schedule D (Form 990) 2012

232051
12-10-12
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule D (Form 990} 2012 RESEARCH ASSOCTIATICON OF AMERICA 11-2519726 pPage2
{ Part Il | Organizations Maintaining Gollections of Art, Historical Treasures, or Other Similar Assetsiontinued)
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 i:l Pubtic exhibition d [::] Lean or exchange programs

b [] Scholarly research e []other

c [:] Preservation for future generations
4 Provide a description of the organization's collections and explain how they further the organization’s exempt purpose in Part X1,

§  During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be saold to raise funds rather than to be maintained as part of the organization's collection? ... [::3 Yes D No

‘ Part |V ! Escrow and Custodial Arrangements. Complete if the organization answered “Yes® to Form 980, Part IV, line 9, or
reported an amount on Form 980, Part X, line 21.

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

ON OG0, PAt XY s ettt ee oot e et ee s e e e e e r e er et er ettt enateaes
b I *Yes,” explain the arrangement in Part XIll and complete the following table:

Amount
c 1c
d 1d
& 1e
f 1f
2a Did the organization include an amount on Form 890, Part X, line 2172 D Yes % No

b If "Yes," explain the arrangement in Part Xlll. Check here if the explanation has been provided in Part XU
[Part V| Endowment Funds. Complats i the organizaticn answered "Yes" to Form 990, Part IV, line 10.
{a) Current year {b} Prior year {c) Two years back {{d) Three years back | {e) Four yaars back

1a Beginning of year balance . ...
Contributions ...,
Net investment earnings, gains, and losses
Grants or scholarships ... ...
Other expenditures for facilities

and programs o,

o0 T

...,,
pd
=%
2
=
w
@
=
o
=
<
@
@
*

B
®
B
1]
®
@

g Endofyearbalance . ...
2 Provide the estimated percentage of the current year end balance {line 1g, colurn {a)} held as:
a Board designated or quasi-endowment B %
b Permanent endowment B %
¢ Temporarily restricted endowment p- Ye
The percentages in fines 2a, 2b, and 2c¢ should equal 100%.
3a Are thers endowment funds not in the possession of the organization that are held and administerad for the organization

by: Yes | No
(i} unreladed OIGANIZATIONS || ettt ettt ettt 3afi)
(i) rolated Organizations || ...t 3a(ii}
b If "Yes" to 3a(i), are the related organizations listed as required on Schedule R? 3h
4 Describe in Part Xl tha intended uses of the organization's endowment funds.
[Part VI [Land, Buildings, and Equipment. See Form 990, Part X, line 10,
Description of property {(a} Cost or other (b) Cost or ather {c) Accumulated {d} Book value
basis (investment) basis {other) depreciation
Ta band e
b Buildings
¢ Leasehold improvements . ...
d Equipment |
€ OEr i 26,440, 21,644, 4,796,
Total. Add lines 1a through Te. (Column (o} must equal Form 890, Part X, column (B), fine 10(c)) . . B 4,756.
Schedute D {(Form 980) 2012
232088
12-10-12
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Schedule D {Form 930) 2012 RESEARCH ASSQOCIATION OF AMERICA 11-2519726 Page3
[ Part VII] Investments - Other Securities. See Form 990, Part X, line 12.
(a) Description of sacurity or category gnoluding name of sacurity} {b) Beok value {c) Method of valuation: Cost or end-of-year market value

1) Financial derivatives ... ... ...
2) Closaly-held equity interests . . ... ...
(3) Other
&Y
B}
{C)
()]
(E)
{F)
{G)
{H
{1
Total. (Col. (b} must equal Form 990, Part X, col. (B) ling 12.)

| Part VIl Investments - Program Related. See Form 990, Part X, line 13.
(a) Description of investment type {b) Bock value (¢} Method of valuaticn: Cost or end-of-year market value

1))
2}
{3)
_ 4
(5}
(6)
{7
&
)]
(10)
Total. (Cob. (b) must equal Form 990, Part X, col. (B) ling 13.} b

Part IX | Other Assets. See Form 920, Part X, line 15.
{(a) Description {b) Book vaiue

1)

(2)

@3)

G

()

(6)

)

&

Q)

{19

Total. (Column (b} must equal Form 990, Part X, €0l (BINe 15.) oottt e e sseeesesiea B
| Part X | Other Liabilities. See Form 990, Part X, line 25.

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

(1) Federal income iaxes
2
(3)
{4)
5)
{6
{7}
(8)
9
(10
(11)
Total. {Columnn {b) must equal Form 990, Part X, col. (B) line 25.) oo B
2. FIN 48 (ASC 740) Foolnote. In Part XIil, provide the text of the footnote to the organization’s financial statements that reports the organization's

liability for uncerfain tax positions under FIN 48 (ASC 740} Check here if the text of the footnote has been providedin Part XII ..................
Scheduie D (Form 890) 2012

232053
12-10-12
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Schedule D (Form 99¢) 2012 RESEARCH ASSOCIATION QOF AMERICA 11-2519726 Page4d
[Part XI |Reconciliation of Revenue per Audited Financial Statements With Revenue per Return
1 Total revenue, gains, and other support per audited financial stalements e, 1 1, 199 P 358.
2 Amounts inckided on line 1 but not on Form 990, Part VI, line 12:
a Netunrealized gains oninvestments ..., 2a
by Donated sarvices and usae of facilities 2b
¢ HRecoveries of prior year granis 2c
d Other (Describe in Part XHL) 2d 32,943,
e Addlines 2athrough 2d e Ze 32,943.

3 1,166,416,

3 Subtract line 2e from ine 1
4 Amounts included on Form 990, Part Vi, line 12, but not on tine +:

a Investment expenses not included on Form 990, Part VIl ine 76 ... 4a

b Other {Describe in Part XIIL) i 4h

© AQAHINGS 4B NG AD | oo eeeteeee e eeee e e e oo 4c 0.
Total revenue. Add fines 3 and 4e, (This must equal Form 990, Parf | line 12,0 oo e 5 1,166,416,

[ Part Xl | Reconciliation of Expenses per Audited Financial Statements With Expenses per Return
1 1,094,689.

1 Total expenses and losses per audited financial statements e
2 Amounts includead on lina 1 but not on Form 990, Part iX, line 25:

a Donated services and use of facilities ., 2a 32,943.

b Frioryearadjustments | e ps]

© ORErIoSSES | e 2¢

d OtherDescribe INPart XIIL} L e 2d

e Add lines 2a through 24 2e 32,943,

.................. e ) 1.061.746.

3 Subtract line 2e from line 1
4 Amounts included on Form 980, Part IX, line 25, but not on line 1:

a Investment expenses not included on Form 980, Part VIl ine 7b ... ... 4a

b Other Describein Part XHLY e s 4b

G ADGENES A NG AD L et eee oo e eeee oo 4c 0.
Total expenses. Add lines 3 and 4e. (This must equal Form 990, Part {, ine 18 oiviirisceeiieieieiicie 5 1,061,746,

1 Part XIil} Supplemental Information
Complete this part to provide the descriptions reguired for Part I, lines 3, 5, and 9; Part #, lines 1a and 4; Part [V, lines 1h and 2b; Part V, line 4; Part
X, line 2; Part X1, lines 2d and 4b; and Part Xil, lines 2d and 4b. Also compilete this part to provide any additional information.

PART XI, LINE 2D - OTHER ADJUSTMENTS :

INKIND REVENUE 32,943.

PART XII, LINE 2D - QTHER ADJUSTMENTS:

IN KIND EXPENSES

Schedule D (Form 980) 2012

232064
12-10-12
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OMB No. 1545-0047

SCHEDULE F Statement of Activities Qutside the United States 29 1 2

{Form 990) B Complete if the organization answered "Yes" to Form 990,

Part IV, line 14b, 15, or 16.

Department of the Treasury B Attach to Form 990. = See separate instructions.
iniermal Revenue Service

Open to Public
inspection

Name of the organization
DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCIATION OF AMERICA

Employer identification number

11-2519726

I Part | | General Information on Activities Outside the United States. Complete if the organization answered "Yes”

to Form 990, Part IV, jine 14b.

1 For grantmakers. Doss the organization maintain records to substantiate the amount of its grants and other assistance,
the grantees’ eligikility for the grants or assistance, and the selection criteria used to award the grants or assistance? D Yes {E] No

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

United States.

3 Activities per Region. (The following Part 1, line 3 table can be duplicated if additicnal space is needed.}

{a} Region {b) Number of | (¢} Number of | (d) Activities conducted in region {e) If activity listed in (d) {f) Total
offices g&%l%y%ensé (by type) {e.g., fundraising, program is a program service, expenditures
inthe region | independant services, investmants, grants to describe specific type inv‘:srt?r?ednts
contractors ini i i i i i i i
in rogion recipients located in the region) of service(s} in region in region
8a Subtotal ... 0 0 9.
b Total from continuation
sheetsto Part1 0 0 0,
¢ Totals (add lines 3a
and3b) . G 0 0,

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 930,

232071
12-10-12
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DYSTROPHIC EPIDERMOLYSIS BRULLQSA
Schedule F (Form 990} 2012  RESEARCH ASSOCIATION OF AMERICA 11-25158726  Pegea
|Part IV | Foreign Forms

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

organization may be required to file Form 926, Return by a U.S. Transferor of Property to a Foreign
Corporation (see INSUCHONS FOr FOMM 926) ||| _........._..o 1o eoee oo [ ves No
2 Bid the organization have an interest in a foreign trust during the tax year? If “Yes," the organization

may be required to file Form 3520, Annual Return to Report Transactions with Foreign Trusts and

Receipt of Certain Foreign Gifts, and/or Form 3520-A, Annual information Return of Foreign Trust With

@ U.S, Owner {see Instructions for Forms 3520 and 3520-A) lj Yes IE No
3 Did the organization have an ownership interest in a forelgn corporation during the tax year? If "Yes,"

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

Cerlain Foreign Corporations. (see Instructons for FOmm 47 1) D Yes [ﬂ No
4 Was the organization a direct or indirect shareholder of a passive foreign investment company or a

qualified efecting fund during the tax year? /f "Yes," the organization may be required fo file Form 8621,
Information Return by a Shareholder of & Passive Foreign Investment Company or Qualified Electing Fund.
(see Instructions or FOMM 8621) | ...ttt ettt et

5 Did the organization have an ownership interest in a foreign partnership during the tax year? If *Yes,”
the arganization may be required to file Form 8865, Return of U.S. Persons With Respect To Certain
N g [Jves [Xlno

6 Did the organization have any operations in or related to any boycotting countrias during the tax year? If
*Yes," the organization may be required to fite Form 5713, International Boycott Report. (see instructions

O O BT 1) e [ Jves [XIno

Schedule F (Form 990) 2012

232074
12-10-12
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SCHEDULE G Supplemental Information Regarding OME No. 1635 0047
(Form 990 or 890-E2) Fundraising or Gaming Activities 2012
Complete if the organization answered "Yes" to Form 990, Part IV, lines 17, 18, or 19, To Publi
Tebartment of the Treasury or if the organization entered more than $15,000 on Form 990-EZ, line 6a. Open To Public
Hernel riavende Service B> Attach to Form 990 or Form 990-EZ. b See separate instructions. Inspection
Name of the organization DYSTROPHIC EPIDERMOLYST S BULLOSA Employer identification number
RESEARCH ASSQCIATION OF AMERTCA 11-251972¢6

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

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

a D Mait solicitations e D Solicitation of non-government grants
b D Internat and email solicitations || solicitation of government grants
c I:] Phone solicitations g D Specizal fundraising events

d I:I In-person solicitations
2 a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees or
key employees listed in Form 990, Part V) ar entity in connection with professional fundraising services? |:| Yes l:_—] No
b If "Yes," list the ten highest paid individuals or entities {fundraisers) pursuant to agreemenis under which the fundraiser is to be

compensated at least $5,000 by the organization.

it} o v} Amount paid . .
(i) Name and address of individual e n(fr{[ra?sigr {iv}) Gross receipts t({) %or retaine'gi by) {vi) Amount paid
or entity (fundraiser) (i} Activity have cuslody from actlvity fundralser to (or retained by)
comtbuane? listed in col, ) | Oroanization
Yes | No
Total it e
3 List ali states in which the organization is registered or ficensed 1o salicit contributions or has been notified it is exempt from registration
or licensing.
LHA Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-E7Z. Schedule G (Form 990 or 990-EZ) 2012
232081
01-07-13
28
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule G (Form 990 or 990-E7) 2012 RESEARCH ASSOCTIATION OF AMERICA

11-2519726 Page2

Part il |

Fundraising Events. Complete if the organization answered

"Yes" to Form 990, Part IV, line 18, or reportad more than $15,000
of fundraising event contributions and gross income on Form 990-EZ, lines 1 and 6b. List events with gross receipts greater than $5,000.

(a) Fvent #1 (b) Event #2 {c) Gther events (d) Total events
ANNUAL NONE (add col. (a) through
GOLF/TENNIS col. {))
® {event type) {event type) {total number}
3
|
Q0
6?:; 1 Grossreceipts 410,552, 410,552,
2 Lless:Contributions ... ...
3_ Gross income {line 1 minus line 2) ... 410,552, 410,552,
4 Cashprizes || .
§ Noncashprizes .
g
% |6 Rentfaciitycosts
&
;_‘3; 7 Foodand beverages
£
8 Entertainment
9 290,815, 290,815,
10 Direct expense summary. Add fines 4 through 9in column(d) ...~ -3 290,815,
Net income summary. Combine line 3, column (d), and e 10000 - 119,737,

$15,00C on Form 990-EZ, line 6a.

11
l Part I i Gaming. Complete if the organization answersd "Yes" to Form 980, Part IV, line 19, or reported more than

{b) Pull fabs/finstant

{dl} Totat gaming (add

€D i i
2 {a) Bingo bingo/progressive bingo (e} Other gaming col. {a) through ccl. {c))
e
143
il
1 Grossrevenue ...
w2 Cashprizes . ...
%
&
g:8 Noncashoptlizes . . ... .~
L
3] .
£|4 Rentfacitycosts .~~~
o
5 Otherdirectexpenses ... . ... . .
D Yes =~ % [ Ives % || Yes %
6 Volunteerlabor No [ Tno L_Ino
7 Direct expense summary. Add lines 2 through 5 incolumn(d) B [ )
8 Net gaming income summary, Combing line 1, column G, andline 7 .o |

@ Enter the statels) in which the organization operates gaming activities:
a Is the organization licensed to operate gaming activities in each of these states?
b if "No,"” explain:

t0a Were any of the organization's gaming licenses revoked, suspended or terminated during the tax year?
b if "Yes,"” explain:

E:]No

232082 ¢1-97-13

226040

6 806990 DEBRA
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Schedule G {Form 990 or 990-£7) 2012 RESEARCH ASSOCIATION OF AMERTICA 11-2519726 Pages
11 Does the organization operate gaming activities with nonmembers? i:l Yes |:| No
12 Is the organization a grantor, beneficiary or frustee of a trust or a member of a partnership or other entity formed
to administer charitable GAMIG? ... ... oo [ Tyes [Ino
13 Indicate the percentage of gaming activity operated in:
@ The Organization’s fAGHLY ..o e 13a %
B AR OUESITE FAGIIY | ooeceeeecceeoeocms oo 18b %

14 Enter the name and address of the person who prepares the organization's gaming/special evants books and records:

Name B
Address b
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? . I:] Yes D No
b i "Yes," enter the amount of gaming revenue received by the crganization b $ and the amount

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

MName B

Address B

16  Gaming manager information;

Name B

Gaming manager compensation B §

Description of services provided P

[:] Director/officer I:l Employee D Independent contractor

17 Mandatory distributions:
a Is the organization required under state Jaw to make charitable distributions from the gaming proceeds to
retein the state gaming license? [dves [_Ino
organization's own exempt activities during the tax vear |
Part IV Supplemental Information. Complete this part to provide the explanations requived by Part 1, line 2b, columns (if) and {v), and Part i,
lines 8, 9b, 10h, 15k, 15¢, 16, and 17b, as applicabie. Also complate this part to provide any additional information (see instructions).

232083 01-07-13 Schedule G {Form 990 or 990-EZ) 2012
30
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SCHEDULE M Noncash Contributions OMB No. 1545-0047

{(Ferm 990) 20 12

B Complete if the organizations answered "Yes" on Form

Open to Public

Department of the Treasury 990, Part IV, lines 29 or 30.
internal Revenue Service b Attach to Form 990. inspection
Name of the organization DYSTROPHIC EPIDERMOLYSIS BULLOSA Employer identification number
RESEARCH ASSOCIATION OF AMERTCA 11-2519726
{Part 1 | Types of Property
{a} {b) {c) {d)
Check if Number of Noncash contribution Method of determining
applicable | contributions or | amounts reported on noncash contribution amounts
items contributed| Form 890, Part VI, line 1g
1 At-Worksofart
2 Art - Historicai treasures
3 Art- Fractional interests
4 Books and publications
5 Clothing and household goods
6 Cars and other vehicles
7 Boatsandplanes
8 Intellectual property
9 Secuwities - Publicly traded
10 Securities - Glosely held stock
11 Securities - Partnership, LLC, or
trustinterests
12 Securities - Miscelfanecus
13 Qualified conservation contribution -
Historic structures
14 Qualified conservation contribution - Other__
15 Real estate - Residential .
16 Realestate - Commercial
17 Realestate-Other
18 Collectibles .
19 Foodinventory .
20  Drugs and medical supplies
21 Taxdermy
22 Historical artifacts |
23 Scientific specimens
24 Archeological artifacts
25 Other P ( LEGAL SERVICE) X 1 32,943, FAIR MARKET VALUE
26 Other B ¢ )
27 Other B )
28 Other B )
29 Number of Forms 8283 received by tha organization during the tax year for contributions
for which the crganization completed Form 8283, Part IV, Donee Acknowledgement | 29
: Yes | No
30a During the year, did the organization receive by contribution any property reported in Part |, lines 1-28 that it must hold for
at least thres years from the date of the initial contribution, and which is not required to be used for exempt purposes for
the entire holding POrOd? ... .o 30a X
b If "Yes," describe the arrangement in Part |,
31 Does the organization have a gift acceptance policy that requires the review of any non-standard contributions? 31 X
32a Does the organization hire or use third parties or relatad organizations to solicit, process, or sell noncash
OONUIUIONST ettt 32a X
b if "Yes," describe in Part |1,
33 I the crganization did not report an amount in column (c) for a type of property for which column {a) is chacked,
describe in Part 1.
"HA  For Paperwork Reduction Act Notice, see the instructions for Form 920. Schedule M {Form 990) (2012)

232141
12-20-12
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OMB No, 1545-0047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ 2012

{Forin 990 or 990-E2) Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information, Open to Public
Depart
-n?frnaﬂfé’iﬁff;%gﬁii"” B Attach to Form 990 or 990-EZ. Inspection
Name of the organization DYSTROPHIC EPIDERMOLYSIS BULLOSA Employer identification number
RESEARCH ASSQCIATTION OF AMERICA 11-2519726

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

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

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

FRAGILE THAT THE SLIGHTEST TOUCH CAN CAUSE SEVERE BLISTERING INSIDE AND

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

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

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

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

GENETIC RESEARCH IS MAKING PROGRESS TOWARDS TREATMENTS AND A CURE.

FORM 590, PART III, LINE 1, DESCRIPTION OF ORGANIZATION MISSION:

SLIGHTEST TOUCH CAN CAUSE SEVERE BLISTERING INSIDE AND OUTSIDE THE

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

ETHNIC GROUPS AND SOMETIMES, WHEN THERE IS NQ FAMILY HISTORY, IT OCCURS

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

CURE_OR TREATMENT FOR EB, EXCEPT DAILY WOUND CARE AND BANDAGING.

GENETIC RESEARCH IS MAKING PROGRESS TOWARDS TREATMENTS AND A CURE.

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

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

PREVENTION OF EB AND ITS COMPLICATIONS

EXPENSES § 310,414. INCLUDING GRANTS OF $ 239,768. REVENUE S 0.

FORM 990, PART VI, SECTION B, LINE 11: THE BOARD OF DIRECTORS MEETS WITH

THE CERTIFIED PUBLIC ACCOUNTANT TO REVIEW THE ANNUAL AUDITED FINANCTAL

STATEMENTS, MANAGEMENT LETTER AND FORM 990,

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O {Farm 990 or 990-EZ) {2012)

23221
G1-04-13
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Schedule O (Form 990 or 990-E7) (2012} Page 2
Namg of the organization DYSTROPHTIC EPIDERMOLYSIS BUILLOSA Employer identification number
RESEARCH ASSOCIATION OF AMERICA 11-251972¢6

FORM 990, PART VI, SECTION B, LINE 12C: THERE IS AN ANNUAL REVIEW

PERFORMED OF ALL BOARD MEMBERS TO_DETERMINE IF THERE ARE ANY CONFLICTS OF

INTERESTS.

FORM 990, PART VI, SECTION B, LINE 15A: THE BOARD OF DIRECTORS REVIEWS THE

EXECUTIVE DIRECTORS SALARY ON AN ANNUAL BASIS. A STUDY IS PERFORMED OF

OTHER NOT FQOR PROFIT AGENCY'S IN_THE NEW YORK AREA AS WELL AS OTHER

AGENCTIES THAT PROVIDE A SIMILAR SERVICE TO DETERMINE IF THE SALARY PATD IS

COMPETITIVE AND WITHIN ACCEPTABLE LIMITS.

FORM 990, PART VI, SECTION C, LINE 19: THE QRGANIVATION'S ORGANIZING

DOCUMENTS, ANNUAL AUDIT REPORT AND FORM 990 ARE AVAILABLE FOR PUBLIC

INSPECTION UPON A WRITTEN REQUEST TO THE EXECUTIVE DIRECTOR.

FORM 950, PART XI, LINE 9, CHANGES IN NET ASSETS:

ROUNDING -1,

837005 Schedule O (Form 990 or 990-EZ) (2012}
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