- 990

Department of the Treasury
Internal Revenuse Serv|ce

[ B L
Return of Organization Exempt From In¢ome Tax
Under section 501(c), 527, or 4847(a){1) of the Internal Revenue Code (except private foundations)
» Do not enter Social Security numhbers on this form as it may be made public.
P Information about Form 990 and its instructions is at www.irs.gov/form390.

OMB No. 1645-0047

2013

Open to Public
Inspection

A For the 2013 calendar year, or tax year beginning JUL 1, 2013 andending JUN 30, 2014
B gggﬁéagle: C Name of organization D Employer identification number
Shenge | OSTEQGENESIS IMPERFECTA FOUNDATION, INC.
El-na;gege Dging Business As 23-7076021
ey Number and street (or P.0. box if mail is not dellvered to street address) Room/suite | E Telephone numbsr
[ Jgermi- | 804 W. DIAMOND AVENUE 210 301-947-0083
fAmendod | ivy or town, state or provings, country, and ZIP or foreign postal code G Gross receipts $ 1,564,448,
[ it | GAITHERSBURG, MD 20878 H{a) Is this a group return
pending A . i
F Name and address of principal officer TRACY HART for subordinates? [ lYes No
SAME AS C ABOVE H{b} Ars ail subordinates imcluded?DYes D No
| Tax-exempt status: @ 501{c)(3) [__] 501(g) ( 1 {insert na.) I:l A847(a){1) or [ 1507 If "No," attach a list. (see instructions})
J Website: - WHW.QIF.ORG H{c) Group exemption number

K_Farm of organization: Gorporation [ ] Trust [ | Association [ | Other =

LL VYear of formation: 19 7 0| m State of lagal domiclle: GA

-[Part || Summary

o | 1 Briefly describe the organization's mission or most significant activities; QUR _MISSTON IS TO IMPROVE THE
% QUALITY OF LIFE FOR PEQOPLE WITH OSTEQGENESIS IMPERFECTA
g 2 Check this box [ Jithe organization discontinued its operations or disposed of more than 25% of its net assets.
3 | 3 Number of voting membars of the governing body (Part VI, Ine 1a) 3 15
g 4 Number of independent voting members of the governing body (Part VI, line 1b) . 4 14
@ | & Total number of individuals employed in calendar year 2013 (PartV, Ine 28) 5 10
2| 6 Total number of volunteers (Bstimate T NeCeSSaIY) . 6 300
Z-J' 7 a Total unrelated business revenue from Part VI, column (C, e 12 7a 0.
b Net unrelated business taxable income from Form 980T, IIN€ 34 L. ittt ireirrrrirrrretierepsresrresraasosrrreraes 7h 0.
Prior Year Current Year
o | 8 Contributions and grants (Part VIIl, line thy 1,362,661, 1,204,935,
% 9 Program service revenue (Part VIILINe 29) . ... 0. 0.
E:; 10 Investment income (Part VIII, column {A), lines 3, 4, and 7d) 83,713, 130,965,
11 Other revenua (Part VIll, column (4, lines 5, 6d, 8¢, 9¢, 10¢, and 118) 3,118, g77.
12 Total revenue - add lines 8 through 11 (must equal Part VIlI, column (A), line 12) ... 1,449,492, 1,336,777,
13 Grants and simlfar amounts paid (Part IX, column (&), lines 1-3) . ... 277,148, 176,218,
14  Benefits paid to or for members (Part X, cotumn (A), inedy 0. 0.
@18 Salaries, other compensation, employee benefits {Part IX, column (A), fines 510} ... 714,814, 769,111,
g 16a Professional fundraising fees (Part IX, column (A), line 1Y) . 0. 0.
g b Total fundraising expenses (Part IX, column (D), line 25) 246,902 :
W1 47 Other expenses (Part IX, column (&), lines 11a-11d, 11f24e} 660,513. 470,273.
18 Total expenses. Add lines 13-17 (must equal Part [X, column (A}, line 28) ... 1,652,475, 1,415,602,
. 19  Revenus less expenses. SUbtract e 18 From N8 12 e seineans <202.,983.> <78,825,>
Eg Beginning of Current Year End of Year
2E| 20 Total assets (Part X, line 16) 2,561,113, 2,700,159,
éj’g 21 Total liabilities (Part X, line 26) 258,735, 315,391.
=5| 22 Net assets or fund balances. Subtract ling 21 from ine 20 ..o 2,302,378, 2,384,768,

[Part Il | Signature Block

Under penalties of perjury, | declare that | have examined tms return, Including accompanying schedules and statements, and to the best of my knowledga and balief, itis

frue, corregt, and completé’ Declagajion of preparer {other than oﬁlcer Is based on all mformat\on of which preparer has any knowledge.

TN 2 [ /2/22)14
Sign Signature g officer Date f
Here TRACYW HART, CEOQO
Type or print name and title
Print/Type preparer's name Preparer's signature Date %“‘*C“ ]| PTiN
Paid RICHARD D. CASTRO, CPA RD (‘AQTRQ CPA £ 3 & angutmipd P00367721
Preparer | Firm's name _p_THOMPSON GREENSPON “[Fim'sENy 54-1029635
Use Only | Firm'saddressy, 4035 RIDGE TOP RD, SUITE 700
FAIRFAX, VA 22030 Phonena. { 703)385-8888

May the IRS digcuss this return with the praparer shown above? (See instructions) . i Yes I___] No

LHA For Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2013)

332001 10-20-13
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Form 990 (2013) OSTEQOGENESIS IMPERFECTA FOUNDATION, LNC. 23-7076021 Page2
Part Il | Statement of Program Service Accomplishments
Chack if Schedule O contains a response or note to any line inthis Part Il . s
1  Briefly describe the organization's mission:

TQ IMPROVE THE QUALITY OF LIFE FOR PEQPLE WITH OSTEOGENESIS IMPERFECTA
(OI), THROUGH (A) RESEARCH TO FIND A CURE, (B) EDUCATION (C)
AWARENESS, AND (D) MUTUAL SUPPORT.

2 Did the organization undertake any significant program services during the year which were not listed on
£ PHOF FOMM 880 0P BB0-EZT ..., oo eeees ettt s o L_Ives [XINo
if "Yes," describe these new services on Schedule O.

3 Did the organization cease cenducting, or make significant changes in how it conducts, any program services?, . i:lYes No
if “Yes," describe these changes on Schedule O.

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

4a (Code: } {Fxpensas § 363, 674. Including grants of § 93 . 276, ) (Reverue & }
THE FOUNDATION FUNDS GRANTS TO SUPPORT RESEARCH RELEVANT TO
UNDERSTANDING AND TREATING OSTEOGENESIS IMPERFECTA. FELLOWSHIPS ARE
AWARDED TO POST-DOCTORAL TRAINEES WORKING ON PROJECTS WITH CLEAR
RELEVANCE TQO OI. SEED GRANTS ARE AWARDED FOR BASIC RESEARCH AND
CLINICAL STUDIES TO FOSTER PROOF OF CONCEPT STUDIES, THE OI FOUNDATION
HOSTS AN ANNUAL SCIENTIFIC MEETING TQ BRING TQGETHER LEADERS IN
CLINICAL AND BASIC RESEARCH ON A SINGLE TOPIC RELATED TO OI. IN
ADDITION, THE FQUNDATION PARTICIPATES IN NUMEROUS RESEARCH MEETINGS
SPONSORED BY OTHER ORGANIZATIQONS INCLUDING THE NATIONAL INSTITUTES OF
HEALTH, EVERY THTRD YEAR, THE OIF JOINS OTHER QI ASSQCIATIONS AT THE
INTERNATIONAL SCIENTIFIC CONGRESS ON OI. THE INTERNATIONAL SCIENTIFIC
CONGRESS ON OI WAS HELD IN WILMINGTON, DE IN 2014.

4b  (code: ) (Expenses $ 516 : 422, including grants of $ 82 ’ 942. ) (Revenue § )
THE FOUNDATION OFFERS MEDICALLY VERIFIED INFORMATION RELATED TO
OSTEQGENESIS IMPERFECTA. TOPICS INCLUDE MEDICAL ISSUES SUCH AS
GENETICS, DIAGNOSIS AND TREATMENTS. ADDITIONAL TOPICS FOCUS ON DATLY
LIVING STRATEGIES, SCHOOL AND EMPLOYMENT. THE FOUNDATIQN'S STAFF
REPLIES TO REQUESTS FOR INFORMATION VIA PHONE, INTERNET, FAX, SOCIAL
MEDIA AND MATI,. EDUCATIONAL MATERTIALS ARE AVAILABLE IN PRINT AND
ELECTRONICALLY THROUGH THE OIF WEBSITE. PRINT MATERIALS INCLUDE BOOKS,
BROCHURES, FACT SHEETS AND A QUARTERLY NEWSLETTER., ELECTRONIC
MATERIALS INCLUDE A MONTHLY EMAIL NEWSLETTER, AND VIA THE WEBSITE, FACT
SHEETS, BOOKLETS AND BROCHURES. INFORMATION ON OSTEOGENESIS TIMPERFECTA
IS WRITTEN FOR A VARIETY OF AUDIENCES INCLUDING MEDICAL PROFESSIONALS,
PARENTS AND OTHER FAMILY MEMBERS, CHILDREN, ADULTS WHO HAVE OI, AND

4c  (code: ) (Expenses $ 59,227 . incudnggantsot$ ) (Revenue $ }
OIF STRIVES TO BUILD PUBLIC AWARENESS AND GENERATE ADDITIONAL SUPPORT
AMONG PEOPLE WITH OT, COMMUNITY ORGANIZATIONS, GQVERNMENT AGENCIES, THE
GENERAL PUBLIC, SCHOOL PERSONNEL AND MEDICAL PROFESSIONALS, THE
FOUNDATION HAS A PUBLIC SERVICE ANNOUNCEMENT, PARTNERS WITH RELATED
ORGANIZATIONS SUCH AS THE U.S. BONE & JOINT DECADE, THE NATIONAL
ORGANIZATION FOR RARE DISORDERS, THE NATIONAL BONE HEALTH ALLIANCE, THE
RARE DISEASE PATIENT NETWORK, THE NATIONAL HEALTH COUNCIL, THE FEDERAL
WORKING GROUP ON BONE, AND THE OI FEDERATION OF EUROPE. IN ADDITION,
OIF PARTICIPATES IN RARE DISEASE DAY ACTIVITIES, AND EACH MAY SPONSORS
OI AWARENESS WEEK. IN 2014, OI AWARENESS WEEK VOLUNTEERS IN 30 STATES
HELD FUNDRAISING EVENTS, SECURED PROCLAMATIONS DECLARING IT OT
AWARENESS WEEK AT THE LOCAL AND STATE LEVELS, AND CONTRIBUTED THEIR

4d Other program services (Describe in Schedule O.)

{Expenses § 1 0 6 y 9 9 9 s inclyding grants of § } (Revenue $ )

d4e Total program service expenses P 1,046,322,

Form 990 (2013)
Tozocta SEE SCHEDULE O FOR CONTINUATION(S)
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Form 990 (2013) OSTEQOGENESTIS IMPERFECTA FOUNDATION, [NC. 23-7076021 Paged
| Part IV | Checklist of Required Schedules
Yes | No
1 |s the organization described in section 501{c}(3} or 4947(a}(1) (other than a private foundation)?
1F Y8, " COMPIBIE SCHBAUIB A oot et oot ass et eeee s et sas e s ee s e ee et ettt ee ettt 1 X
2 |s the organization required to compiste Schedule B, Schadule of ContriBULOrST . i e s 2 X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for
PUBIC OffiCe? IF FYES,  COmMPIate SChOTtte G, Part e i, 3 X
4 Section 501(c){3) organizations, Did the organization angage in lcbbying activities, or have a section 501(h} electicn in effect
during the tax year? If "Yes, " complete SCRaaUIE O, Part l e e e 4 | X
& Is the organization a section 501{c)(4}, 501(c)(5), or 501(c)(B} crganization that recelves membership dues, assessments, or
similar amounts as defined in Revenue Procedure 98-197? If "Yes," complete Schedule C, Part Il . i, 5 X
6 Did the organization maintain any donor advised funds or any similar funds cr accounts for which donors have the right to
provide advice on the distribution or investment of amounts in such funds or accounts? /f "Yes, ' complete Schedule D, Part | | 6 X
7 Did the organization receive or hold a censervation easemant, including easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yas," complete Schedule D, Part il .. .. .. i, 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f "Yes, " complete
SCNEAUIE D, PArtHL e e 8 X
9 Did the organization report an amcunt in Part X, line 21, for escrow or custodial account liability; serve as a custodian for
amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation services?
If "Yes," complete SCheduie D, PArT IV || ... e s e es et et e e 9
10 Did the arganization, directly or through a related aorganizaticn, hold assets in temporarily restricted endowments, permanent
endowments, or quasi-endowments? If "Yes," complete SChedule B, Part V e 10
11 If the organization's answer to any of the following questions is "Yas," then complete Schedule D, Parts VI, VII, Vi, {X, or X
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, ling 107 if "Yes," complete Schedule D,
PAFE VL e et 11a| 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 raported in Part X, line 187 If "Yes," complete Schedule D, Part Vil et 11b X
¢ Did the organization report an amount for investments - program related in Part X, line 13 that Is 5% or more of its total
assets reported in Part X, line 187 If "Yes," complete Schedule D, Part Vil e 11c X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported In
Part X, line 167 If "Yes, " complate SoRediule D, Part L e 11d X
e Did the crganization report an amount for other liabilities in Part X, line 257 If "Yes," complete Schedwle D, Part X ... .. 11e | X
f Did the organization's separate or consolidated financial statements for the tax year include a footnete that addresses
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)? if "Yes," complete Schedule D, Part X . ... 11f | X
12a Did the organization obtain separate, independent audited financial statements for the tax year? if "Yes, " complete
SCheTUIB D, PArts XEANA XIE e s ettt e e e 12a | X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
if "Yes," and if the organization answered "No" to line 12a, then completing Schedule D, Parts X! and Xil is optional | .. ... 12b X
13 Is the organization a school described in section 170(B}(1){A)il)? i "Yes," complate Schedule F 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? .. . 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? If "Yes," complete Schedule F, PArS Fand IV || ... ..o e 14b X
15 Did the organization report on Part 1X, column (A), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? /f "Yes, " complete SchedUle F, Parts 1 and IV 15 X
16 Did the organization report on Part X, column (A), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? If "Yes," complete Schedule F, Parts 1 and I 16 X
17  Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column {A), lines 6 and 1187 Jf "Yes, " complate SCRalle G, Part | e e 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIl lings
Tc and 8a? if "Yes," complete Schedule G, Partll | ... s 18 | X
19  Did the organization report more than $15,000 of gross income from gaming activities on Part Vi, ling 9a7 if "Yes, "
complate SChadlile G, Part lll e e et £t ettt b 19 X
20a Did the organization operate cne or more hospital facilities? if "Yes, " compiete Schedule H 20a X
b If "Yes" to line 20a, did the crganization attach a copy of its audited financial statements to this retum? ... 20b
Form 990 (2013)
832003
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Form 590 (2013) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Ppaged

| Part IV | Checklist of Required Schedules ontinued)

Yes | No
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
government on Part IX, column (&), line 17 If "Yes," complete Schedule |, Parts 1 and 1 s 21 | X
22  Did the organization repert more than $5,000 of grants or other agsistance to individuals in the United States on Part [X,
column {A), line 27 If "Yes, " complete Schedule |, Parts L and e e e e e 22 | X
23 Did the organization answer "Yes" t¢ Part VIl, Section A, line 3, 4, or 5 about compensation of the organization's current
and former cfficers, directors, trustees, key employees, and highest compensated employses? If "Yes, " complete
SCHOULIE U . oot e e et e et et ettt et ettt 23 | X
24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of mere than $100,000 as of the
last day of the year, that was issued after December 31, 20027 /f "Yes, " answer lines 24b through 24d and complete
Schedule K. M 'NO', QO I0 N8 282 || || s 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? . .. ... 245
¢ Did the organization maintaln an escrow account other than a refunding escrow at any time during the year tc defease
ANy tAX-EXaMPE BONGET et ettt e e e ettt et 24¢c
o 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) and 501(c){4) organizations. Did the organization engage in an excess benefit transaction with a
disqualified person during the year? If "Yes, " complete Schedila L, Part I e 25a X
b Is the organization aware that it engaged in an excess bensfit transaction with a disqualified persen in a prior year, and
that the transaction has not been reported on any of the crganization's prior Forms $90 or 990-E2? If "Yes," complete
SCABUUIE Ly PAITL | oo oo eee et e e oot e sttt et 250 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 officars, directors, trustees, key employees, highest compensatad employees, or disqualified persons? If so,
complete SChadUIB L, Part 11 e e s 26 X
27 Did the organizaticn provide a grant or other assistance to an officer, director, trustae, key employee, substantial
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member
of any of these persons? If "Yes, " complete SCRedule L, Part Bl 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 IV .. ... 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes, " complete Schedule L, PartiV ., | 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an officer,
director, trustee, or direct or indirect owner? If "Yes, " complete Schedule L, Part IV 28¢c X
29 Did the organization receive more than $25,000 in nen-cash contributions? /f "Yes, " complete Schedule M 29 X
30 Did the organization regeive contributions of art, histerical treasures, or other similar assets, or qualified conservation
contributions? If "Yes, " compiete SChedUle M | . e s 30 X
31 Did the organization liguidate, terminate, or dissolve and cease cperations?
If "Yes, " complete Schedule N, Part 1 e 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes," complete
SCREAUIE N, Par Il | e e e ettt e ettt s 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701:37 If "Yes,” complete Schedule R, Part | e e 33 X
34 Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Scheduwle R, Part If, lil, or IV, and
PV, BINE T oottt v et e e o8 34 X
36a Did the organization have a controlled entity within the meaning of section S12(b)13) 35a X
b If "Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a controlled entity
within the meaning of section 512(0){13)7 If "Yes," complete Schedule R, Part V, ine 2 . i 358b
36 Section 501{c}{3) organizations, Did the organization make any transfers to an exempt non-charitable related organization?
If "Yes," complete Schedule R, Part V, INE 2 . et e sttt e a et r e et 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? /f "Yes,” complete Schedule R, Part VI ... 37 X
38 Did the organization complete Schedule O and provide sxplanations in Schedule O for Part VI, lines 11b and 19?
Note. All Form 990 filers are required to complete Schedule O e, 33 | X
Form 990 (2013)
332004
10-28-13
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Form 990 (2013) OSTEQGENESTS IMPERFECTA FOUNDATION, [NC. 23-7076021  Pageb

Part V| Statements Regarding Other IRS Filings and Tax Compliance

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

Yes | No
1a Enter the number reported in Box 3 of Form 1096, Enter -C- if not applicable ... 1a 2
b Enter the numher of Forms W-2G included in fine 1a. Enter -C- if not applicable . ...................... 1b 0
id the organization comply with backup withholding rules for reportable paymants to vendors and reportable gaming
(gambling) winnings t0 PHZE WINNBIST | ... it DD PRUTTRPOT ic | X
2a Enter the number of employeses reperted on Form W-3, Transmittal of Wage and Tax Statements,
filed for the calendar year ending with or within the year covared by this retum ..., 2a 10
b If at least one is reported on line 2a, did the organization file all required federai employment tax retums? | ... ob | X
Note. If the sum of lines 1a and 2a Is greater than 250, you may be required to e-fife (see instructions) .. . ...
3a Did the organization have unrelated business gross income of $1,000 or mere 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 . .............ccee, 3h
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 & fereign country (such as a bank account, securities account, or other financial account)? ... ... .. 4a X
b If"Yas," enter the name of the forsign country: P
See instructions for filing requirements for Form TD F 80-22.1, Report of Foreign Bank and Financial Accounts.
ba Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? .. .. ... ... 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? ... 5b X
If "Yes," to line 5a or Sh, did the organization Tl Form B80Tt ¢
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 SN DU IONS T it sissirrerrssrerrressreseenreremeeeeeeenenne Ga X
b If "Yes," did the organization include with every sclicitation an express statement that such contributions or gifts
WP NOLEAX BOAUCHIIB? | oot e et ses st 6b
7 Organizations that may receive deductible contributions under section 170{c).
a Did tha organization recelve a payment in excess of $75 made partly as a contribution and partly for goods and services provided to the payor? | 7a X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? 7b
¢ Did the crganization seli, exchange, or otherwise dispose of tangible personal property for which it was required
0 FilB FOMM BEB2? it ii st ot iee v es s ee e e e e ee e et et e et e e 7c X
d If "Yes," indicate the number of Forms 8282 fllad during the year J 7d i
e Did the organization receive any funds, directly or indirectly, to pay premiums cn a personal benefit contract? 7e X
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . ... ... 7f X
g If the organfzation raceived a contribution of qualified intellectual property, did the organization file Form 8899 as required? | | 7g
h [f the crganization received a contribution of cars, boats, airplanes, or other vehicles, did the organization fife a Form 1098-C? | 7h
8 Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting organizations. Did the supporting
organization, or a donor advised fund maintained by a sponsoring crganization, have excess business holdings at any tme during the year? 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the organization make any taxable distributions Under SeCHOn A8 BT Qa
b Did the crganizaticn make a distribution to a donor, doner advisor, or related PersOn T | 9b
10 Section 501{c)(7} organizations. Enter:
a [nitiatlon fees and capital contributions included on Part VI line 12 10a
b Gross receipts, included on Form 980, Part VI, line 12, for public use of club facilities ... 10k
11 Section 501(c){12) organizations. Enter:
a Gross income from members of shareholders e 11a
b Gross income from other sources (Do not net amounts due o paid to other sources against
amounts due or reCeived from tham) 11b -
12a Section 4947{a){1) non-exempt charitable trusts. Is the organization filing Form 890 in lieu of Form 10417 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during the year ._............... 12b i
13 Section 501(c)(29) qualified nonprofit health insurance issuers.
a s the organization licensed to issue qualified bealth plans in more than one state? e, 13a
Note. Sae the instructions for additional information the organization must report on Schedule O.
b Enter the amount of raserves the organization is reguired to maintain by the states in which the
organizaticn is licensed to issue qualified health plans 13b
¢ Enter the amount of raserves ONNANG || ... e e e 13c
14a Did the organization receive any payments for indoor tanning services during the tax Year? ... ... 14a X
b _If "Yes," has it filed a Form 720 to report these payments? /f "No, " provide an explanation in Schedwe O ..o 14b
Form 990 (2013)
3320058
10-29-18
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Form 990 (2013) OSTEQGENESIS IMPERFECTA FQUNDATION, LINC. 23-7076021 Pageh
Part VI | Governance, Management, and Disclosure Foreach "Yes" response to fines 2 through 7b below, and for a "No" response
to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O, See instructions.

Check if Schedule C gontaing a respense or noteto any line inthis Part VI i
Section A. Governing Body and Management
Yes | No
1a Enter the number of vating members of the governing body at the end of the tax year ... 1a 15
If there are material differances In voting rights among members of the governing body, or if the governing
body delegated broad authority to an executive committse or similar committee, explain in Schedule C.
b Enter the number of voting members included in line 1a, above, who are independent ... 1b 14|
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, diraCtor, trUStEE, OF KBY B0 OO T e e e e, 2 X
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors, or trustees, or key employees to a management company or other person? i, 3 X
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? | . 4 X
5 Did the organization become aware during the year of a significant diversion of the organization’s assets? ... |3 X
6 Did the arganization have members or StoCkhOIGRIST e 6 | X
7a Did the organization have members, stockholders, or other persons who had the power to elect or appeoint one or
more Members Of e GOVEINING BOYT oot ettt e ens s 7a X
b Are any governance decisions of the crganization reserved to {cr subject to approval by) mambaers, stockholders, or
persons other than the governing DOTYT e ettt e en et 7b
8 Did the arganization contemporaneously documant the meetings held or written actions undertaken during the year by the following:
8 TG GOVEINING DOGY? e e oo e e ettt ottt et b e bt at sttt s et s 8a | X
b Each committee with authority to act on hahalf of the governing DOUY Y e g8 | X
9 I[s there any officer, director, trustee, or kay employas listad in Part VII, Section A, who cannot be reached at the
organization's mailing address? If "Ves," provide the names and addresses in Schedule O oo 9 X
Section B. Policies (This Section B requssts information about policies not required by the Internal Revenue Code.)
Yes | No
10a Did the crganization have tocal chapters, branches, Of aflEtas T e 10a X
b If "Yes," did tha organization have written policies and procedures governing the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with the organization’s exampt purpeses? ... 10b
11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? | 11a X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990.
12a Did the organization have a written conflict of interest policy? If "NO, " g0 b0 e 18 et 12a | X
b Waere officers, directors, or trustees, and kay empfoyees required to disclose annually interests that could give rise to conflicts? . .............. 120 | X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes, ' describe
in Schedufe O ROW IS WBS TOME || .. ......ccooriereeco oo ceoe st s oo en et ee et 12¢ | X
13 Did the organization have a written wWhisteb oW ar POICY T e 13 | X
14  Did the organization have a written document retention and destruction PONCY Y . e 14 | X
15 Did the process for detsrmining compensation of the following persons include a review and approval by independent ’
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization’s CEOQ, Executive Director, or top management OffiCial | e e 165a | X
b Cther officers or key employees of the Organizalion | ... ... ... e e 15b X
If "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).
16a Did the erganization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable eNtity AUANG The YBAIT e e e s s st 16a X
b If "Yes," did the organization fellow a written policy or procedure raquiring the organization to evaluate its participation
in joint venture arrangemeants under applicable federal tax law, and take steps to safeguard the organization’s
axempt status with respect to such arrangements? . . e it e 16b

Section C. Disclosure

17 List the states with which a copy of this Form 990 is required to be filed wAK , AR, CA ,CO,CT ,DC,FL,GA,IL,KS ,KY , ME

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable}, 990, and 990-T (Section 501{c){3}s cnly) available
for public inspection. Indicate how you made these avallable. Check alf that apply.
[E Own website |:| Another's website @ Upcn request |:| Other {explain in Schedule O}
19 Describe in Scheduie O whather (and if so, how), the organtzation 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: >

THE FOUNDATION - 301-947-0083

804 W. DIAMOND AVE, SUITE 210, GATITHERSBURG, MD 20878

882006 10-20-13 SEE SCHEDULE O ¥OR FULL LIST QF STATES Form 990 (2013)
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Form 990 (2013) OSTEQGENESIS IMPERFECTA FQUNDATION, INC, 23-707602) Page?
Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors
Check if Schedule O contains a response or note to any line inthis Part VIl e e s D
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 yoar ending with or within the organization's tax ysar.

® |ist all of the organization's current officers, directors, trustees (whather individuals or organizations), regardless of amount of compeansation.
Enter -0- in columns (B), (E), and (F) if no compensation was paid.

® |jst all of the organization's current key employees, if any. See instructions for definition of "key employee.”

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

® st all of the organization's former officers, key employees, and highest compensated employees who received more than $100,000 of
raportable compensation from the organization and any related organizations.

® |ist 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 crganization and any related crganizations.
List persons in the following order; individual trustees or directors; institutional trustees; officers; key employees; highest compensated employess;
and former such psersons.

D Check this box if nelther the organization nor any related organization compensated any current officer, director, or trustee.

{A) (B (©) {D) (E) {F)
Name and Title Average | .o CE; 25:?1'3': A Reportable Reportaple Estimated
hotrs per | box, unlass person is both an compensation compensation amount cf
week offlcer and a director/trustee) from from related other
(list any E the organizations cocmpensation
hours for _-; . b organization {W-2/1098-MISC) from the
relatad & g . g {W-2/1099-MISC} organization
organizations| = | E|E, and related
below 28| .| E|EE = organizations
i) | E|E £ 5 =5l E
(1) MICHELLE DUPREY, ESQ. 2.00
SECRETARY ' X X 0. 0. 0.
{2) MARK BIRDWHISTRLL 2.00
PRESIDENT X X 0. 0. 0.
{3) SHARON TRAHAN 2.00
IMMEDIATE PAST PRESIDENT X X 0. 0. 0.
(4) KENNETH GUDEK, SR, 2.00
TREASURER X X 0. 0. 0.
(5) FRANCIS GLORIEUX, ©C, MD, PHD 2.00
MAC CHAIR X 0. G, 0.
{6) XARA B, AYERS, PHD 2.00
DIRECTOR X 0. 0. 0.
(7} AMANDA BERGMAN 2.00
DIRECTOR X 0. 0. 0.
(8) ROBIN WRIGHT, &G, 2.00
SECOND VICE PRESIDENT X X 0. 0. 0.
(9) TIAN SACKS 2.00
DIRECTOR X 0. g. 0.
(10) KRISTEN D, ANTOLINI, ESQ. 2.00
DIRECTOR X 0. 0. 0.
(11) JODY W, CHEFX, M,ED, 2.00
DIRECTOR X 0. 0. 0.
(12) ALCIDES ORTIZ, ESQ, 2.00
DIRECTOR ' X 0. 0. 0.
{13) CAROLYN REDFORD TIPTON 2.00
DIRECTOR X 0. 0. 0.
(14) GIL CABACUNGAN ITI ' 2.00
FIRST VICE PRESIDENT X X 0. 0. 0.
(15) CAMERON R, PENN 2.00
DIRECTOR X 0. 0. 0.
(16) TRACY SMITH HART 40.00
CHIEF EXECUTIVE OFFICER X 146,185, 0. 22,516,

332007 10-29-13 Form 990 (2013)
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Form 990 (2013)

{
OSTEOGENESIS IMPERFECTA FOUNDATION, (NC.

[

23-7076021

Page 8

fPart Vi | Section A. Officers, Directors, Trustees, Key Em

lovees, and Highest Compensated Employees (continued)

{A)
Name and title

(B)
Average
hours per

week

©
Position
{do not check more than one
box, unless person ia both an
offlcer and a dirsstorfrustee)

(list any
hours for
related
crganizations
balow
line)

r

individual trustes or directo
Highest compensated

institutional trustes
Key emploves
employes

Former

Dificer

(D)
Reportable
compensation
from
the
arganization
(W-2/1099-MISC)

{E)
Reportable
compensation
from related
organizations

(W-2/1099-MISC)

{F)
Estimated
amount of

other
compensation
from the
organization
and related
organizations

D SUB-EOTAL, .o et e > 146,185, 0. _22,516.
Total from continuation sheets to Part VI, Section A . ..., > 0. 0. 0.
d Total (add lines 10 aNe 16} .o, > 146,185, Q.. 22,516,
2 Total number of individuals (including but not limited to those listed above) who received mors than $100,000 of reportatle
compensation from the organization 1
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employse on
lins 1a? If "Yes," complefe Schedule J for such individual L 3 X
4 For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the organization i
and related organizations greater than $150,0007 If "Yes," complete Schedule J for such individual . ... 4 | X
5 Did any person listed on line 1a receive or accrue compensaticn from any unrelated organization or individual for services .
rendered to the organization? /f "Yes," complete Schedule J for SUCH DEISON oo 5 X

Section B. Independent Contractors

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

Y

Name and business address

NONE

(B)
Description of services

(C)

Compensation

2 Total number of independent contractors {incitding but not limited to those listed above) who received more than

$100,000 of compensation from the organization P

0

332008
16-29-13
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Form 890 (2013) QOSTEOGENESTIS IMPERFECTA FOUNDATION, INC. 23-7076021 Page9
Part VI | Statement of Revenue
Chack if Schedule O contains a response or note to any line in this Part VI .. e D
(A) (B} {C) (D)
Total revenua Related or Unrelated R?ygrr[u]ut% ﬁﬁ%g?d
exempt function business sections
revenus revenue 512-514
42-2 1 a Federated campaigrs ... 1a 35,790.
g 2| b Membershipdues . ... 1b 21,886,
gé ¢ Fundraising events .. ... .. 1c| 366,179,
55 d Related organizations ... .. 1d
g",g e Government grants (contributions} 1e
.g“g £ All othar cantributions, gifts, grants, and
25 similar amounts not Includad above 1f 781,080.
®O
g -g g Nonecash contributions included in lines 1a-1i % 9 7 5 7 6 .
OG| h Total.Addlinestatf ..o p 1,204,935,
Business Code
g | 22
e b
€8 d
B
] e
e f All other program service revenue ...,
g Total. Addlines 2a-2f . i [ -
3  Investment income {including dividends, interest, and
other Similar amOUNtS) . ..............covcrerecrrrerieesneiices > 42,937, 42,937.
4 Income from investment of tax-exempt bond proceeds P
B ROVAMES .o e »
(i) Real (i) Personal
6 a Grossrents ...
b Less:rental expenses .
¢ Rental income or (loss) .
d Netrental income or (088) ... e >
7 a Gross amount from sales of (i} Securities {ii) Other
assets other than inventory 577,523,
b Less: cost or other basis
and sales expenses ... 489,495,
¢ Gainor(loss) . ... .. 88,028,
d Net gain of (I088) ......ocoooiieoeoeeeoe e » 88,028, Bg8,028.
o | 8 a Gross income from fundraising events {not
% including $ 366,179, of
2 contributions reported on line 1c). See B
T Part IV, line 18 . all36,123.|
g b Less: direct expenses k136 ‘ 123.}
¢ Netincome or (loss) from fundraising everts ... > 0 .
9 a Gross income from gaming activities. See '
Part IV, ine 19 a
b Less: direct expenses b
¢ Net income or (loss) from gaming activities ... »
10 a Gross sales of inventory, less returns
and allowanCes . a 2,930,
b Less:costofgoodssold ... b 2 ; 053.
¢_Net income or (loss) from sales of inventory ... > 877, 877.
Miscellansous Revenue Business Code
11 a
b
c
d
e
12 Total revenue. See instruchions. ... 1,336,777, 877. 0. 130,965,
352000 Form 990 (2013)
9
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Form 990 (2013}

\ L
OSTEQGENESIS IMPERFECTA FOUNDATION, INC.

23-7076021 Page10

| Part IX| Statement of Functional Expenses

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

Check if Schedule O contains a response or note(;r;; any line in this Part D((B) ............................... ( C) ................................. D ) [:]
Do not include amounts reported on lines 6b, . -
75, 5, S anl 10n o Prt Vil Towdionsss | Pogailonse | Magerewws | Fanddan
1 Grants and other agsistance to governments and
organizaticns in the United States. See Part IV, ling 21 93,276. 93,276.
2 Grants and other assistance to individuals in
the United States. See Part IV, fine 22 82,942, 82,942,
3 Grants and other assistance to governments,
crganizaticns, and individuals outside the
United States. See Part IV, lines 15 and 16 |
4 Benefits paid to or for members ...
5 Compensaticn of current officers, directors,
trustees, and key employess 181,890. 133,414, 30,057, 18,419.
6 Compansation not Included ahove, to disqualified
persons (as defined under section 4958(f)(1)) and
persons desoribed in section 4958{c)(3}(B} ...
7 Othersalariesand wages 494,174, 230,963, 183,373, 79,838.
8 Pension plan accruals and contributions {inctude
saction 401(k) and 403(b) employer contributions) 12,422. 5,975, 5,074. 1,373,
g Other smployse benefits 41,399, 21,153, 871. 15,375,
10 Payrolltaxes o 39,226, 18,337, 14,507, 6,382,
11  Fees for services (non-employees):

a Management

B LBOBL e 2,787, 2,787.

© ACCOUNLING 15,012. 15,012.

d Lebbying

e Professional fundraising servicas. See Part IV, line 17

f Investment managementfees 39,713. 373, 39,340,

g Other. (Ifling 11p amount exceeds 10% of iing 25,

columa (A) amount, list line 11g expenses on Scit 0.) 16,105. 3,100. 4,455, 8,550,
12 Advertising and promation ...
13 Office expenses, 65,477. 26,212. 29,632, 9,633,
14 Information technology ... ... ... 61,189°, 39,848, 19,186, 2,155,
15 Royalties
18 OGOUPANEY ...\ 72,246. 72,246,
7 TrRYEl 19,157, 9,311. 120, 9,726,
18 Payments of travel or entertainment expenses

for any federal, state, or iocal public officials
19 Conferences, conventions, and mestings 120,275, 116,422, 3,827. 26.
20 Interest 4,522, 4,272, 250,
21 Paymentstoaffiiates |, .. . ... ... ...
22 Deptecialion, depletion, and amartization 10,732, 10,732,
93 INSUFBNGE o oo 5,086, 3,281, 1,805.
24  Other expensas. ltemize expenses not coversd -

ahove. {List miscellanecus expenses in line 24e. If line

24e amount exceeds 10% of line 25, column (A) o

amount, list line 24¢ expenses on Schedule 0.) ...

a ADVOCACY AND AWARDS 30,705, 30,705,

b LICENSE AND PERMITS 4,501. 4,501,

¢ DUES AND SUBSCRIPTIONS 2,428, 2,345. g83.

d MISCELLANEQUS 338. 5. 333.

e All pther expenses 229,154, <314,023, B4,869.
25  Total functional expenses. Add lines 1 through 24g 1,415,602, 1,046,322, 122,378, 246,902,
26 Joint costs. Complete this line only if the organization

reported in column (8) joint costs from & combined
educational campalgn and fundraising soiicitation.
GCheck hers [ X it foilawing S0P s8.2 (ASC 956-720;
Form 990 (2013)
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OSTECGENESIS IMPERFECTA FOUNDATION, INC.

23-7076021 Pageid

Form 990 (2013)
| Part X | Balance Sheet
Check if Schedule O contains a response or note 10 any lINg in this Par X i et iiesestesesrretestresieereers e reeeaenens |:|
(A) {B)
Baginning of year End of year
1 Cash - RO INtares D ar NG 135 P 868.| 1 136 (327,
2  Bavings and temporary cash investments 209 ‘ 649. 2 244 I 917,
3 Pledges and grants recelvable, Nt 274,921, 3 322,350.
4  Accountsreceivable, net e 78,382.] 4 27,982,
5 Loans and other receivables from current and former officers, directors,
trustees, key employaas, and highest compensated employees. Complete
Part 11 of SCheaUIE L 5
6 Loans and other receivables from cther disqualified persons (as defined under
section 4958(f)(1)), persons described in section 4958(c)(3)(B), and centributing
employers and sponscring organizations of section 507(c)9) voluntary
] employees’ beneficiary organizations (see instr). Complate Part Il of Sch L | ., 8
4 | 7 Notesand loans receivable, net | . ... 7 '
LB Inventories for BAlG OF USE 25,903.] 8 25,927,
9 Propaid expenses and deferred Charges 12,911.] o 28,198.
10a Land, buildings, and equipment: cost or other 3
basis. Complete Part VI of Schedufe D | 10a 151,176, .
b Lsess:accumulated depraciation ... 10b 128,129, 25,072.] 10e 23,047,
11 Investments - publicly traded SeCUmMtIEs . e 1,776,145, 11 1,869,149,
12  Investments - other securities. See Part IV, line 17 12
13 Investments - program-related. See Part IV, line 11 13
14 I aNgIDIE BSSEES | it e 14
15 Other assets. See Part IV, N8 11 o 22,262.0 15 22,262,
16 Total assets. Add lines 1 through 15 (must equal line 34} 2 : 561,113.] 18 2,700,159,
17  Accounts payable and accrued expenses 183,042, 17 138,729.
18 Grants PAYABIS | et 70,130.; 18 108,249.
19 DElar O FaV UG 19 65 ‘ 152,
20 Tax-exempt DONd Bl eSS 20
21 Escrow or ¢ustodial aceount liability. Complete Part IV of Schedule D 21
@ 22 Loans and other payables to current and former officers, directors, trustees,
= key employees, highest compensated employees, and disqualified persons.
8 Complete Part llof Schedule L .o 22
= |23 Secured mortgages and notes payable to unrelated third parties ... 23
24 Unsecured notes and loans payable to unrelated third parties ... 24
25  Other liabilities (including federal income tax, payables to related third
parties, and cther liabilities not included on lines 17-24). Complete Part X of
BCNEAUIE D 5,563.] 25 3,261.
26 __Total liabilities, Add lines 17 through 25 ..o e 258,735,] 2 315,391,
Organizations that follow SFAS 117 {(ASC 958), check here > [ X1 and : T o :
a complete lines 27 through 29, and lines 33 and 34. i ' .
é 27 Unrestricted Ret S80S 1,890,280. 27 1,993,781.
T |28 Temporarly restricted net assets ..o 357,610.) 28 336,499,
T |20 Permanently restricted net assets ... 54,488.| 29 54,488,
& Organizations that do not follow SFAS 117 {ASC 958), check here P [:| L
] and complete lines 30 through 34.
% 30 Capital stock or trust principal, or current fUNds 30
ﬁ 31 Paid-in or capital surplus, or land, building, or equipmentfund .. ... .. ... 31
% | 32 Retained earnings, endowment, accumulated income, or other funds 32
Z |33 Totalnetassetsorfundbalances .. 2,302,378, 33 2,384,768,
34 Total liabilities and net asssts/fund balances . ... 2,561,113.] 34 2,700,159,

33201
10-29-13
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Fortm 990 (2013} OSTEOGENESIS IMPERFECTA FOUNDATICON, I[NC. 23-7076021 Page12
Part XI | Reconciliation of Net Assets l

Check if Schedule O contains a response or note to any line inthis Part X1 et D
1 Total revenue {must equal Part Viil, column (A}, line 12) 1 1,336,777,
2 Total expenses (must equal Part IX, column {A), line 25) 2 1,415,602,
3 Revenue less expenses. SUBIact N8 2 from N8 1 e e 3 <78,825.>
4  Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A ..., 4 2,302,378,
5 Net unrealized gains {Jossas) on investments 5 161,215,
6 Donated services and use of facilifieS | ... 6
7 investment BXpeNSes .. ... 7
8 Priorperiod adiUSTMENTS e et s 8
9 Other changes in net assets or fund baiances (explain in Schedule O) 9 0.
10 Net assets or fund baiances at end of year. Combine lines 3 through 9 {must equal Pant X, line 33,
T (=) N e ettt eeaaen 10 2,384,768,
Part Xll| Financial Statementis and Reporting
Check if Schedule © contains a response or note to any line in this Part XI s @

Yes | No

1 Accounting method used to prepare the Form 890: |:| Cash Accrual I:! Other
If the arganization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.
2a Were the organizatiocn's financial statements compiled or reviewed by an independent accountant? .. 2a X
If "Yes," check a box below to indicate whether the finangial statements for the year were compiled or reviewed on a
separate basis, consolidated basis, or both:
|:] Separate basis | Consolidated basis [ I Both consolidated and saparate basis
h Were the organization’s financial statements audited by an indepandent accountant? .. e, 2b | X
If "Yes," check a box below to indicate whether the financial statements for the year were audited con a separate basis,
consolidated kasis, or both:
@ Separate basls L] consoiidated basis {1 Both consolidatsd and separate basis
¢ If "Yes" to Iine 2a or 2b, does the arganization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? . ... ... ... .0 20 | X
If the organization changed either its oversight process or selsction process during the tax year, sxplain in Schedule C.
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit

Act and OMB GIrcular AT3B7 e e et ettt e e b 3a X
b If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to undergo sugh audits . 3b
Form 990 (2013)
3a3zg1z
10-20-13
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OMB No, 15450047

SCHEDULE A . . . :
Public Charity Status and Public Support :
{(Form 990 or 990-E2Z) i o . - :
Complete if the organization is a section 501(c){3) organization or a section 20 1 3
4947(a)(1) nonexempt charitable trust.

Department of the Treasury P Attach to Form 990 or Form 990-EZ. Opgn to F’_ublic

Internai Revenus Service P Information about Schedule A (Form 980 or 990-EZ) and its instructions is at www.irs.gov/form990. " Inspection

Name of the organization Employer identification number
OSTEOQGENESIS TIMPERFECTA FOUNDATION, INC. 23-7076021

| Part | I 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 11, check only one box.}
1 D A church, convention of churches, or association of churches described in section 170(b}1)(A)i). _
2 |:] A school described in section 170(b){ 1){A)(ii). (Attach Scheduls E.) :
3 |:| A hospital or a cooperative hospital service organization described in section 170{b)({ 1)(A)(iii). I
4 [:] A medical research organization operated in conjunction with a hospital described In section 170{b)(1)(A)iii). Enter the hospita’s name, ;
clty, and state; :
An organization operated for the benefit of a cellege or university owned or operated by a governmental unit described in
section 170{(b){(1)}{A)iv). (Complete Part II.) )
Afederal, state, or local governmant or governmental unit described in section 170(b){1)(A)(v).
An crganization that normally receives a substantial part of its support from a governmental unit or from the gensral public described in
section 170(b){1){A){vi). (Complete Part 1)
A community trust described in section 170(b)(1){A)(vi). {Complete Part I1.)
An organization that normally receives: {1} more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities ralated to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment
income and unrelated busihess taxable income (less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part 111}
An crganization organized and operated exclusively to test for public safety. See section 509{a)(4).
An organization organized and operated exciusivaly for the bensdit of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations described In section 509(&)(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.
a I:l Type | b D Type I el Type i - Functionally integrated al ] Type Il - Non-functicnally integrated
e D By checking this bex, | certify that the organization is not controlled directly or indirectly by one or more disgualified persons other than
foundation managers and other than one or more publicly supported crganizations described in section 509{a)(1) or section 509{a)(2).

W 00 O

10
th!

0

f If the organization received a written determination from the IRS that it is a Type |, Type I, or Type Il
SUPPOMING OrgANIZatioN, CheCK this DOX ]
g Since August 17, 2006, has the organization accepted any gift or contribution from any of the following persons?
{i} A person whe directly or indirectly controls, either alone or togethar with persons described in (i} and (i} below, Yes | No
the governing body of the supported organization? e 11g(i)
(i} A family member of a parson deseribed in {} above? | ... . 11g(ii}
{iii) A 35% controlled entity of a person described in (i) or {ii) above? 11g(iii)
h Provide the following information about the supported organization(s).
{i) Name of supported (i) EIN (iif) Type of organization §iv)!s the crganization| (v) Did you natify the orga|(1\i’ziz)nli%ﬁhi?1 sol. | (¥ii) Amount of monetary
arganization {described on jings» 1-g fincal, (‘|) listed in your, qrganlzatlon in col. (i} organized in ihe support
ahove or IRC section  |governing document?| (i) of your support? Us.?
(see Instructions)) Yes No Yes No Yes No
Total
LHA For Paperwork Reduction Act Notice, see the Instructions for Schedule A (Form 990 or 990-EZ) 2013

Form 290 or 990-EZ.

332021
06-25-13
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Schedule A (Form 990 or 990-E7) 2013 OSTEOGENESTS IMPERFECTA FOUNDATLON, INC,23-7076021 Page2
Part 1| Support Schedule for Organizations Described in Sections 170{b}(1)(A}{iv} and 170{(b)(1}{A){vi}
(Complete cnly if you checked the box on line 5, 7, or 8 of Part | or if the arganization failed to qualify under Part |11, If the organizatfon
fails to qualify under the tests listed below, please complete Part 1))

Section A. Public Support
Calendar year {or fiscal year beginning in) P> {a) 2009 (b} 2010 {c) 2011 {d} 2012 {e)} 2013 {f) Totai
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

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

3 The value of services or facilities
furnished by a governmental unit te
the arganization 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 fine 11,
column {f)

6 Public support. Subtract line 5 from line 4.
Section B. Total Support
Calendar year (or fiscal year beginning in) p» (a) 2002 {b) 2010 (c) 2011 (d) 2012 {e) 2013 (f) Total

7 Amounts fromlined ..

8 Gross income from interest,

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

9 Net income from unrelated business

activities, whether or not the
business s regularly carrisd on
10 Cther income. Do not include gain
or loss from the sale of capital
assets (Explainin Part IV.) | ... ...
11 Total support. Add lines 7 through 10

12 Gross recelpts from related activities, etc. (see INStrUCHICNS) 12 |
13 First five years. If the Form 990 is for the crganization’s first, second, third, fourth, or fifth tax year as a section 501{c)(3)

organization, check this box and stop here .. e |
Section C. Computation of Public Support Percentage
14 Public support percentage for 2013 (line 6, column (f) divided by fine 11, column () ..o 14 %
15 Public support percentage from 2012 Schedule A, Part Il line 14 ..., 15 %
16a 33 1/3% support test - 2013, if the organizaticn did not check the box on line 13, and line 14 Is 33 1/3% or more, check this hox and

stop here. The organization qualifies as a publicly SUpPOrEd CrgaNIZat 0N e [ 2 ]

b 33 1/3% support test - 2012, If the organization did not check a box on line 13 or 18a, and line 15 is 33 1/3% or mora, check this box
and stop here. The organization gualifies as a publicly supported organization
17a 10% -facts-and-circumstances test - 2013, If the organizaticn did not check a box on line 13, 16a, or 16b, and fine 14 is 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 arganization .., > |j
b 10% -facts-and-circumstances test - 2012, If the organization did not check a box on line 13, 16a, 16b, cr 17a, and line 15 is 10% or
more, and if the organization meets the "facts-and-circumstances” test, check this box and stop here. Explain in Part IV how tha
organization meets the "facts-and-circumstances' test. The organization qualifies as a publicly supported organization ... » D

18 Private foundation. If the crganization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions ......... » l:J
Schedule A (Form 980 or 990-EZ) 2013

332022
08-25-13
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: L
Schedule A {(Form 990 or 990-E7) 2013 OSTEOGENESTIS IMPERFECTA FQUNDAT.ON, INC.23-7076021 Pages
| Part Il | 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 |1, If the organization fails to
qualify under the tests listed below, please complete Part I1.)

Section A. Public Support

Calendar year (or fiscal year beginning in)
1 Gifts, grants, contributions, and
membership fees recelived. (Do not
include any "unusual grants,"
2 Gross receipts from admissions,
marchandise sold or services per-
formed, or facilities furnished in
any activity that is related to the
organization's tax-exempt purpose
3 CGross receipts from activities that
are not an unrelated trade or bus-
iness under section 18
4 Tax revenues levied for the crgan-
ization’s benafit and either paid to

or expended on its behaif

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

6 Total. Add lines 1 through 5 ...

7a Amounts included on lines 1, 2, and
3 recelved from disqualified persons

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

¢ Add lines 7a and 7b
8 Public support (Subiaet pe 7¢ from line 8J

{(a} 2009

(b) 2010

{c) 2011

(d) 2012

{e) 2013

{f) Total

1,836,616,

1,485 571,

1,482,624,

1,402,661,

1,204,935,

7,412 407,

68,736.

70,083,

10,002.

7,773,

2,930.

159,524,

85,512,

86,348.

94,422,

136,123,

402,405.

1,905,352,

1,641 166,

1,578,974,

1,504 8586,

1,343 588,

7,874,336,

337,622,

329,155,

320,154,

300,175,

272,508,

1,555 ¢14,

0.

329,155,

320,154,

300,175,

1,559 614

337,622.

272,508,

§,414 722,

Section B, Total Support

Calendar year {or fiscal year beginning in) p»
9 Amounts fromline6 ...

10a Gross income from interest,
dividends, payments received on
securities loans, rents, royalties
and income from similar sources

b Unralated business taxable income

{l8ss section 511 taxes) from businesses |

acqulred after Juns 30, 1975

¢ Addlines 1Caand 10b ... ..
11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is
regularly carriedon
12 Otherincome. Do not include gain
or loss from the sale of capital
assets (Explain in Part V)
13 Total supporl. (add ines s, 100, 11, and 12.}

(a) 2009

{b) 2010

{c) 2011

{d} 2012

(e} 2013

{f) Tota!

1,805 352,

1,641,166,

1,578,974,

1,504 856,

1,343 988,

7,974,336,

42,201,

44,473,

44,785,

42,547.

42,937.

216,943.

42,201,

44,473.

44,785,

42,547,

42,937,

216,943,

1,947 553,

1,685 €39,

1,623,758,

1,547 403,

1,386,925,

8,181 279,

14 First five years, If the Form 980 is for the organization’s first, second, third, fourth, or fifth tax year as a ssection 501(¢)(3) organization,

check this box and stop here

Section €. Computation of Public Support Percentage

16 Public support percentage for 2013 (line 8, column {f) divided by iine 13, column (f)
16__Public support percentage from 2012 Schedule A, Part 111, ling 15

15

78.31 %

16

79.15 %

Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2013 (line 10c, column (f) divided by line 13, column (f))

18 Investment income percentage from 2012 Schedule A, Part 11!, line 17
19a 33 1/3% support tests - 2013, If the crganization did not check the box on ling 14, and line 15 {s 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

b 33 1/3% support tests - 2012, If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and

17

2.65 %

18

2.47 %

ling 18 is not more than 33 1/3%, check this box and step here. The organization qualifies as a publicly supported organization

20 _Private foundation. If the organization did not check a box on line 14, 19a, or 18h, check this box and see instructions ... ..
Schedule A (Form 990 or 990-EZ) 2013

332028 06-25-13
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k
Schedule A {(Form 990 or 890-E7) 2013 OSTEQGENESIS IMPERFECTA FOUNDAT . ON, INC,.23-7076021 Page4
Part IV | Supplemental Information. Provide the explanations required by Part II, line 10; Part II, lina 17a or 17b; and Part Ill, line 12.
Alsc complete this part for any additional information. (See instructions).

332024 09-25-13 Schedule A (Form 990 or 990-EZ) 2013
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OSTHROGENESIS IMPERFEQTN. QUNDATTON, INC.

23-7076021

Payments from Disqualified Persons

Schedule A Included on Part lil, Line 7a 2013
** Do Not File **
*** Not Open to Public Inspection ***
Paver's N 2009 2010 2011 2012 2013
v ame Amount Amount Amount Amount Amount
HENRY AND GILDA
BUCHBINDER 50,000. 50,000. 50,000. 50,000. 50,000.
THE CHARITABLE &
RESEARCH FQOUNDATION 10,000, 32,750. 30,000. 50,000. 30,000.
PARKER AND CAROL
FOLSE, III 75,000, 100,120. 75,000, 75,000, 100,000.
KROGER FOOD STORES 154,406. 98,700. 63,915. 0. 0.
DEGNA SPOLDI PRIVATE 10,000, 14,000. 10,000. 25,000. 20,000,
EICHENBERG-LARSON
CHARITABLE FQUNDATIO 10,0090. 10,000. 10,000. 10,000, 10,000.
TED & SHARON TRAHAN 4,024. 3,500. 3,644, 3,410, 4,454,
MICHAEL & CAREN
LOGUERCIO 1,271. 1,240, 1,405, 0. 0.
BERGMAN FAMILY
FOUNDATION 7,800, 7,143. 7,143, 0. 0.
DR.. ROBERT SANDHAUS 2,500. 5,000, 5,000. 0. 0.
ANTHONY BENISH 850, 1,950. 1,380. 360. 0.
GREG HOLMAN 35, 0. 40. 0. g.
MR. & MRS. DONALD
TRAHAN 400. 100. 0. 500. 300.
MARK & MARTHA
BIRDWHISTEL 830. 2,000, 2,085. 3,110, 1,065,
MICHAEL LOGUERCIO,
SR. 200. 0. 0. 0. 0.
JOHN & CHRISTINE
BENISH 350. 120, 100. 220. 0.
DR. & MRS. WALTER
HOLMAN, JR. 2,500. , 25, 125. 0. 0.
JOHN & ELLEN BENISH 1,000. 3,500. 2,500. 200. 0.
ASHL,EY CURRY 100. 50, 100. 40. 0.
JEFFREY & ANDREA
STEWART 5,395, 0. 0. 0. 0.
GUILLERMO & NELLY
CABACUNGAN, JR, 200. 100. 0. 150. 100.
GIL CABACUNGAN, III 761. 0. 0. 0. 0.
BEN BIRDWHISTELL 0. 45, 0. 0. 0.
MICHELLE DUPREY,
ESQ. 0. 100. 0. 60, 0.
Total to Schedule A,
Part Il Line 7a

323172 05-01-13




OSTEQGENESIS IMPERFECTA

QUNDATION, INC,

{

23-7076021

Payments from Disqualified Persons

Schedule A Included on Part lll, Line 7a 2013
** Do Not File **
*** Not Open to Public Inspection ***
, 2009 2010 2011 2012 2013
Payer's Name Amount Amount Amount Amount Amount
DENISE BEDEIAN 0. 265. 0. 0. 0.
IAN SACKS 0. 847, 116, 445. 0.
HELEN SACKS 0. 100. 0. 75, 0.
MITCHELL & GERALDINE
SACKS 0. 1,500. 1,000. 5,000. 4,000.
GIL & ALMA
CABACUNGAN 0. 0. 815. 260. 0.
IRA BIRDWHISTELIL 0. 0. 50. 0. 0.
TOWERBROOK
FOUNDATION 0. 0. 25,000. 23,750, 0.
CAROLYN & JOHN
TIPTON C. 0. 15,000, 15,000. 15,000.
KRISTIN ANTOLINI 0. 0. 686. 440. 150,
ERNST & GERTRUDE
TICHO CHARITABLE FQU 0. 0. 15,000, 10,000. 5,000.
JOE & MARTHA
ANTOLINI 0- O [ 50- 100\- 0-
ANNA CURRY GUALANO 0. 0. 0. 60, 0.
DR. LORI TOSI 0. 0. 0. 5,000. 5,730,
GERALD & JQANN
CABACUNGAN 0. 0. 0. 25, 0.
ROBIN WRIGHT 0. 0. 0. 2,880. 494.
TECHNICAL NEEDS,
INC. 0. 0. 0. 10,700. 19,900,
TERESA & KEN GUDEK,
SR. 0. 0. 0. 8,390. 6,315,
Total to Schedule A,
Part 1, LINg 78 ..ol 337,622, 329,155, 320,154. 300,175, 272,508,

323172 05-01-13
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Scheduie B Schedule of Contributors ONE No. 18450047
goggz)ggg}’ 990-EZ, P Attach to Form 890, Form 990-EZ, or Form 990-PF.,
b i P information about Schedule B (Form 990, 990-EZ, or 990-PF) and 20 1 3
epartment of the Treasury T . . ;
Internal Revenue Service its instructions is at www.irs.gov/form980,
Narme of the organization . Employer identification number
OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 ;
Organization type (check one): |
Filers of: Section:
Form 980 or 990-EZ 501{c){ 3 )ientar number) crganization

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

527 political organization

Form 990-PF ] 501(c)(3) exempt private foundation
D 4947(a)(1) nonexempt charitable trust treated as a private foundation

501{e)(3) taxable private foundation

Check if your organization is coverad by the General Rule or a Special Rule.
Note. Cnly & section 501{c){7), (8), or (10) organization can chack boxes for both the General Ruls and a Special Ruie. See instructions.

General Rule

For an organization filing Form £90, 980-EZ, or 990-PF that received, during the year, $5,000 or more {in money or property} from any one
contributor, Complete Parts | and |l.

Special Rules

!:l For a section 501(¢)(3) organization fling Form 990 or 990-EZ that met the 33 1/3% support test of the regulations under sections
509(z)(1) and 170(b)(1}{A)vi) and received from any one contributor, during the year, a contribution of the greater of {1) $5,000 cr (2) 2%
of the amount on (i) Form 990, Part VIII, line th, or (i) Form 990-EZ, line 1, Complete Parts } and i,

l:l For a section 501(c)(7}, (8), or (10) organization filing Form 890 or $90-EZ that recsived from any one contributor, during the year,
total contributions of more than $1,000 for use exclusively for religious, charitable, scientific, litarary, or educational purposes, or
the prevention of cruelty tc children or animals. Complete Parts |, i, and Il

I:l For a section 501{c){7), (8), or (10} organization filing Form 990 or 990-EZ that recelved from any one contributor, during the year,
contributions for use exclusively for religious, charitable, etc., purposes, but these contributions did not total to more than $1,000.
ff this box is checked, enter here the total contributions that were received d uring the year for an exclusively religious, charitable, etc.,
purpese. Do nat complete any of the parts unless the General Rule applies to this organizaticn bacause it received nonexclusively
religious, charitable, etc., contributions of $5,000 or more during theyear ... I

Caution. An organization thaf is not covered by the General Rule and/or the Special Rules does not file Schedule B (Form 990, 99C-EZ, or 990-PF),
but it must answer "No“ on Part 1V, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on its Form 990-PF, Part |, line 2, to
certify that it does not meet the filing requirermnents of Schedule B (Form 990, 990-EZ, or 990-FF).

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990, 990-EZ, or 990-PF. Schedule B (Farm 990, 990-EZ, or 990-PF} (2013)

323451
10-24-13




L
Schedule B {Form 990, $90-EZ, or 990-BF) (2013)

Page 2

Name of organization

Employer identification number

OSTEQGENESIS IMPERFECTA FQUNDATION, INC. 23-7076021
Part | Contributors (see instructions). Use duplicate copies of Part | If additional space is needed.
{a) (b} (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
1 | ALEXION PHARMACEUTICALS, INC. Person [ X]
Payroll D

352 KNOTTER DR,

10,000. | Noncash [ ]

CHESHIRE, CT 06410-1138

(Complete Part [l for
noncash contributions.)

(a) (b)

{c) {d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
THE AMERICAN SOC. OF BONE & MINERAL
2 | RESEARCH Person  [XI
Payroli |:|

2025 M STREET, NW, STE. 800

10,000, Noncash [ |

WASHINGTON, DC 20036-2422

(Compiste Part Il for
noncash contributions.)

{a) (b)

{c} (d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
3 | ROGER & GAYLE BACHE Person | X|
Payroll E|

3809 FOX VALLEY DR.

5,100. Noncash | ]

ROCKVILLE, MD 20853-3282

{Complete Part Il for
noncash contributions.)

(@) {b)

() {d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
4 | BENNETT CLAYTON FOQUNDATION Person  [X_
Payroll [:]

36910 COUNTY ROAD 15

22,000, Noncash D

SAINT PETER, MN 56082-4021

{Completa Part il for
nencash contributions.}

(a) (b)

{c) (d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
5 | HENRY & GILDA BUCHBINDER Person  [X]
Payroll !::I

208 E. LAKE SHORE DR.

50,000. Noncash [ |

CHICAGO, IL 60611-1307

(Complete Part Il for
noncash contributicns.)

{a) {b) () (ch
No. Name, address, and ZIP + 4 Total contributions Type of contribution
6 | THE CHARITABLE & RESEARCH FN., INC. Person
Payrol |:|

3321 SUNSET KEY CIR., STE. 704

30,000, Noncash [ |

PUNTA GORDA, FL 33955-3906

{Complete Part Il for
noncash contributions.)

323452 10-24-13
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Schedule B {(Form 990, 290-EZ, or 880-PF) (2013)

Page 2

Name of organization

Employer identification number

OSTEQGENESTS IMPERFECTA FOUNDATION, INC. 23-7076021
Partl  Contributors (see instructions}. Use duplicate copies of Part | if additional space Is needed.
(a) () (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
7 | CHILDREN'S BRITTLE BONE FOUNDATION Person [X]
Payroll D
7701 95TH ST. 171,935, Noncash [ ]
(Compileta Part Il for
KENOSHA, WI 53158-2716 noncash contributions.)
(a) (b) (c} {ch)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
8 | DEGNA SPOLDI PRIVATE FAMILY FOUNDATION Person
Payroll I:|
7967 GRAND BAY DR. 20,000, Noncash ]
(Complete Part [l for
NAPLES, FL. 34108-7554 noncash contributicns.)
{a) {b) {c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
EICHENBERG-LARSON CHARITABLE
9 | FOUNDATION Person
Payroll [ |
#1 COLLINS ISLAND 10,000, Noncash [ ]
(Complete Part Il for
NEWPORT BEACH, CA 92662-1003 noncash contributions.)
{a) {b) {c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of cantribution
10 | ELKTON UNITED METHODIST CHURCH Person
Payroll [:I
219 E., MAIN ST. 5,889, Noncash [ |
(Complete Part 1| for
ELKTON, MD 21921-5717 noncash contributions.)
{a) (b) (c} {d}
No, Name, address, and ZIP + 4 Total contributions Type of contribution
11 | PARKER & CAROL FOLSE, III Person  [X]
Payroll [:l
4895 ROSE AVE., NE 100,000. , Noncash [ ]
(Complete Part Il for
-BAINBRIDGE TISLAND, Wa 98110-2141 noncash contributions.)
(a) (b) () {ch
No. Name, address, and ZIP + 4 Total contributions Type of contribution
12 | J. ERIC & LAURA GOULD Person [ X]
Payroll D
410 8. HIBISCUS DR. 10,000. Noncash [ ]

MIAMI BEACH, FIL, 33139-5136

(Complete Part I for
noncash contributions.)

323452 10-24-13

14051215 701392 RCA40871
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f
Schedule B (Form 990, 990-EZ, or 890-PF) (2013}

Pags 2

Name of organfzation

Employer identification number

OSTEQGENESIS IMPERFECTA FOUNDATTON, TNC. 23-7076021
Part] Contributors (ses instructions). Use duplicate copies of Part | i additional space is needed.
{a) (b) (c) {d}
No. Name, address, and ZIP + 4 Total contributions Type of contribution
13 | ILLINOIS TOOL WORKS FOUNDATION Person
Payroll :I
3600 WEST LAKE AVE. 15,000. Noncash [ ]
(Complete Part |l for
GLENVIEW, IL 60026-1215 hencash contributions.)
(a) (b) (c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
14 | TIM DOMBRO & JAMIE KENDALL Person | ]
- Payroll !:I
5120 DONOVAN DRIVE, #304 5,042, Noncash [X]
(Complete Part |l for
ALEXANDRTA, VA 22304-8661 noncash contributions.)
(2 {b) (c) {c}
No, Name, address, and ZIP + 4 Total contributions Type of contribution
15 | S.C.P.I. CHARITY ASSOCIATION Person
Payroll l____l
23005 CECELIA 56,000, | Noncash [ |
{Complete Fart || for
MISSICN VIEJO, CA 92691-2148 noncash contributions.)
{a) (b} (c) {d)
No, Name, address, and ZIP + 4 Total contributions Type of contribution
16 | MIRACLE MICHAEL FUND Person | X]
Payroll D
4823 FESSENEVA LN. 43,607, Noncash [ |
(Compiete Part Il for
NAPERVILLE, TL 60564-5839 noncash contributions.)
(a} (b} (c) (d)
No, Name, address, and ZIP + 4 Total contributions Type of contribution
17 | BOSTON CHILDREN'S HOSPITAL Person
Payroll D
300 LONGWOOD AVE, FEGAN 2 . ORTHOPEDICS 10,000. Noncash [ ]
(Complete Part Il for
BOSTON, Ma 02115-5724 noncash contributions.)
(a) (b} (e) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
18 | TECHNICAL, NEEDS, INC. Person | X|
Payroll D
18 PELHAM RD. 17,500. Noncash [ |
{Complete Part li for
SALEM, NH 03079-4818 noncash cantributions.)

323452 10-24-13
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Schedule B {Form 990, $90-EZ, or 990-PF} (2013)
Name of organization

Page 2
Employer identification number
OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
Partl  Contributors (see instructions). Use duplicate copies of Part | if additional space Is needed.
(a) {b) (c) {d)
No. Name, address, and ZiP + 4 Total contributions Type of contribution
19 | JOHN & CARQLYN TIPTON Person  [XI
Payroll |:J
345 HOMEWQOOD RD $ 15,000, ; Noncash [ ]
(Complete Part Il for
LOS ANGELES, CA 90049-2711 noncash contributions.)
(a) (b) () {d}
No. Name, address, and ZIP + 4 Total contributions Type of contribution
20 | UNITED WAY OF CENTRAL INDIANA Person
Payroll D
3901 N. MERIDIAN ST.; P.O. BOX 88409 $ 10,425, | Noncash [
{Complete Part |l for
INDTANAPOLIS, IN 46208-0409 noncash contributions )
(a) {b) (c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
21 | VIDARA THERAPEUTICS, INC. Person  [XJ
Payroll I::]
1000 HOLCOMB WOODS PKWY, STE. 270 $ 10,000, | Noncash []
(Complete Part |l for
ROSWELL, GA 30076-2587 nongash contributions.)
(2) (b} {c} (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
Person [:|
Payroll D
% Noncash [:]
{Complete Part |l for
noncash contributions.)
(a) {b} {e) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
Person D
Payroll L_—_l
$ Noncash [ |
({Complete Part 1! for
noncash contributions.) :
(@) (6) - © (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
Person |:|
Payroll I::|
& Noncash [ |
{Complete Part |l for
noncash contributions.}
323462 10-24-13 Schedule B (Form 990, 990-EZ, or 950-PF) (2013)
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Schedule B {Form 990, 890-EZ, or 990-PF) (2013)

Page 3

Name of organization

OSTEQGENESIS TMPERFECTA FQUNDATION, INC.

Employer identification number

23-7076021

Partll Noncash Property {see instructions). Use dupiicate copies of Part !f if additional space is neaded,

(a)

{c)
No. () FMV (or estimate) (c)
from Description of noncash property given . . Date received
Part | (see instructions)
37 SHARES ISHARES CORE S&P MID-CAP ETF
14
5,042, 03/05/14
(a)
{e)
No. {b) FMV (or estimate) ()
from Description of noncash property given h . Date received
Part | (see instructions)
{a)
()
No. (k) FMV (or estimate) (d)
from Description of noncash property given s . Date received
Part | (see instructions)
(a)
c)
No. (b} FMV (or(estimate) (d)
from Description of noncash property given . . Date received
Part | {see instructions)
(a)
(c)
No. ) FMV {or estimate) {d}
from Description of noncash property given . . Date received
Part | {see instructions)
(a)
(c)
No. (b) FMV (or estimate) {d)
from Description of noncash property given . . Date received
Part (see instructions)

323453 10-24-13
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Schedule B (Form 990, 990-EZ, or 990-PF) (2013)

Page 4

Name of organization

OSTEOGENESIS IMPERFECTA FOUNDATION, INC.

Employer identification number

23-7076021

Part H Exclusively religious, charitable, etc., ndividual centributions to section 501{c}(7), (8}, or {10} organizations that total more than $1,000 for the
year. Complete columns (a) through (e) and the following line entry. For organizations completing Part 111, anter
the total of exclusively religicus, charltable, ets., contrinutions of 1,000 or less for the vear. (Erter this Information onee.)
Yse duplicate coples of Part |l if additional spacs is needed,
{a) No.
I;rc:'TI (b) Purpose of gift {c} Use of gift (d) Description of how gift is held
al
(e) Transfer of gift
Transferee’s hame, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
Igl’ %TI (b) Purpose of gift {c) Use of gift (d} Description of how gift is held
a
(e) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transfercr to transferee
{a) No.
Ff’mrtnl (b} Purpose of gift (c) Use of gift {d}) Description of how gift is held
ar
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
li;rt:‘Tl (b} Purpose of gift {c} Use of gift (d) Description of how gift is held
a

(e} Transfer of gift

Transferee’s name, address, and ZIP + 4

Relationship of transferor to transferee

328454 10-24-13

14051215 701392 RC40871
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SCHEDULE C Political Campaign and Lobbying Autivities OME No. 15460047
Form 990 or 890-EZ
(Form or ) For Organizations Exempt From Income Tax Under section 501(c) and section 527 20 1 3
» Complete if the organization is described below. P Attach to Form 990 ar Form 990-EZ, Oven to Publi
Dapartment of Ine® roaaury P See separate instructions. B> information about Schedule C }Form 990 or 990-EZ) and its | PN 1o Public
nternal Revenue Service instructions is at www.irs.gov/form990. Inspection

If the organization answered "Yes," to Form 990, Part IV, line 3, or Form 990-EZ, Part V, line 46 (Political Campaign Activities), then

® Section 501(c){3} organizations: Complete Parts I-A and B, Do not complete Part I-C.

* Section 501(c) (other then section 501(c)(3)) crganizaticns: Complste Parts |-A and C below. Do not complete Part I-B.

® Section 527 organizations: Complete Part |-4 oniy.
It the organization answered "Yes," to Form 990, Part IV, line 4, or Form 990-EZ, Part V!, line 47 {Lobbying Activities), then

* Section 501(c)(3) crganizations that have filed Form 5758 {election under section 501(h)): Complets Part II-A. Do not complete Part iI-B.

¢ Section 501{c)(3) organizations that have NOT filed Form 5768 {election under section 501{h)): Complete Part II-8. Do not complete Part |I-A.
If the organization answered "Yes," to Form 9980, Part IV, line 5 (Proxy Tax) or Form 990-EZ, Part V, line 35¢ (Proxy Tax), then

® Section 501(c)(4), (5}, or [6) organizations: Complete Part 1],
Name of organization Employer identification number

OSTEOGENESIS IMPERFECTA FQUNDATION, INC. 23-7076021
| Part I-A| Complete if the organization is exempt under section 501(c) or is a section 527 organization,

1 Provide a description of the organization’s direct and indirect political campaign activities In Part iV,
2 Poltical expenditures
B VOIMBBINOUIE ... ettt st et et eee oo oot e

| Part I-B] Complete if the organization is exempt under section 501 {c)(3).

1 Enter the amount of any excise tax incurred by the organization under section49s5 >3
2 Enter the amount of any excise tax incurred by organization managers under section 4955 [ 3
3 !fthe arganization incurred a section 4855 tax, did it file Form 4720 for this year? | . i:J Yes [:' No
4a WaS & COMBGHON MAUB? ...\ [ Jves [Ino

| Part I-C] Complete if the organization is exempt under section 501(c), except section 501(c)(3).

1 Entsr the amount direstly expended by the filing organization for section 527 exempt function activities |
2 Enter the amount of the filing crganization’s funds contributed to other organizations for section 527
SXBMPIUNCHON ACHWIIOS ..o &
3 Total exempt function expenditures, Add lines 1 and 2. Enter here and on Form 1120-POL,
NG TTID e et st s e e ettt oottt e >3
4 Did ths filing organization file Form 1120-POL for this VBRI e D Yes E] No

5 Enter the names, addresses and employer identification number {EiN) of all section 527 pelitical erganizations to which the filing organization
made payments. For sach crganization listed, enter the amount paid from the fiiing organization's funds. Also enter the amount of political
contributions received that were promptly and directly delivered to a separate political organization, such as a separate segregated fund or a
political action committes (PAC), If additional space is needed, provide information in Part IV,

(a) Name (b} Address (c) EIN {d) Amount paid from {e} Amount of political
filing organization’s | centributions recsived and
funds. if none, enter -0-. premptly and directly

delivered to a separate
political organization.
If none, enter -0-,

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule C (Form 990 or 990-EZ) 2013
I_HA
332041
11-08-13
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Schedule C (Form 990 or 990-E7) 2013 OSTEQGENESIS IMPERFECTA FOUNDA'\].'J.ON L INC 23-7076021 Pagez

Part II-A | Complete if the organization is exempt under section 501(c)(3) and filed Form 5768
{election under section 501(h)).

A Check P D if the filing organization belongs to an affiliated group (and fist in Part |V each affiliated group member's nama, address, EIN,
expenses, and share of excess lobbying expenditures).
B Check P I:j If the filing organization checked bax A and “limited control" provisions apply.

Limits on Lobbying Expenditures org(:r{izlalﬂgn's (b} Amigc:g group
{(The term "expenditures® means amounts paid or incurred.) totals
1a Total lebbying expenditures to influence publlc opinion {grass roots lebbying) ..
b Total lobbying expenditures to inflience a lagistative body (direct lobbying) ...
¢ Total lobbying expenditures {add iines 1a and T e
d Other exempt purpose expenditures ... ...
e Total exempt purpose expenditures (add lines 1c and 1) e
f Lobbying noptaxable amount. Enter the amount from the following tabie in both columns.
If the amount on line 1e, column {a) o7 (b) is: The lobbying nontaxable amount is: 7
Not over $500,000 20% of the amount on line 7e.
Cver $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000,
Over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1 ,000,000
Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1 ,500,000,
Over 17,000,000 $1,000,000.
g Grassroots nontaxable amount (enter 25% of line 1)
h Subtract line 1g from line 1a. f zero or less, enter -0-
i Subtract line 1f from line 1c. If zero or less, enter -0-
i [fthere is an amount other than zero on efther line 1h or line 1i, did the organization file Form 4720
reporting section 4911 tax for this Year? ... J:i Yes D No

4-Year Averaging Period Under Section 501(h)
(Some organizations that made a section 501(h} election de not have to complete all of the five
columns below. See the instructions for lines 2a through 2f on page 4.)

Lobbying Expenditures During 4-Year Averaging Period

o ﬁscgla)';”a‘:iregj;mg - (a) 2010 (b) 2011 (¢) 2012 (d) 2013 (e} Total

2a iLobbying nontaxabie amount

b Lobbying celling amount
{150% of line 2a, column(e))

c_Total lobbying expenditures

d Grassroots nontaxable amount

e Grassroots ceiling amount
{150% of line 2d, column (&)

f Grassroots lobbying expenditures

Schedule C (Form 990 or 990-EZ) 2013

332042
11-08-15
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Schedule C (Form 990 or 990-E7) 2613 OSTEQGENESTS IMPERFECTA FOUNDAT.ON, INC 23-7076021 Pages
Part I-B | Gomplete if the organization is exempt under section 501(c){3) and has NOT filed Form 5768

(election under section 501(h)).

For each "Yes," response to lines 1a through 1/ below, provide in Part 1V a detailed description (a) {b)
of the lobbying activity, Yes No Amount

1 During the year, did the filing organization attempt to influence foreign, national, state or

local leglslation, including any attempt to influence public opinion ¢n a legislative matter

or referendum, through the use of:

VOILINTBBIBT ettt et oo
Paid staff or management (include compensation in axpenses reported on lines 1c through 137
Media advertisements? . ..
Mailings to members, legislators, or the public? . .. . o
Publications, or published or breadcast statements?
Grants to other organizations for loboying purposes?
Direct contact with legislators, their staffs, government officials, or a legislative body?
Rallies, demonstrations, seminars, conventions, speechss, lectures, or any similar means?
Other activities? X 30,705,
30,705,

bl b b LR

_— T W - 0 OO0 T N

b

Did the activities in line 1 cause the crganization to be not described in section 501 (C)3)7?
If "Yes," enter the amount of any tax incurred under saction 4612
¢ If "Yes," enter the amount of any tax Incurred by crganization managers under saction 4912
i the filing crganization incurred a section 4912 tax, did it file Form 4720 for this Year? ...

N
o

o

d
Part lll-A| Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section
501(c)(6).

Yes No

1 Woere substantially all (90% or more) duses received nondeductible by members? 1
2 Did the organization make only in-house lobbying expenditures of $2,00C orless? 2
3 _ Did the arganization agree to carry over lobbying and political expenditures from the prioryear? . ... 3
Part lll-B| Complete if the organization is exempt under section 501{c)(4), section 501(c)(5), or section
501(c)(6) and if either (a) BOTH Part llI-A, lines 1 and 2, are answered "No," OR {b) Part lll-A, line 3, is

answered "Yes."

1 Dues, assessments and similar amounts from members ... .. 1
2  Section 162(e) nondeductible lobbying and pelitical expenditures (do not include amounts of political
expenses for which the section 527(f) tax was paid),
a Current year 2a
b Carryover from last year 2h
L0l et et 2c
3 Aggregate amount reported in section 8033(e)(1)(A) notices of nondeductible saction 182(e)dues ... 3
4 If notices were sent and the amount on line 2¢ exceeds the amount on line 3, what portion of the excess
does the organization agree to carryover to the reasonable estimate of nondeductible lobbylng and political
expenditure next year? | 4
Taxable amount of lobbylhg and political expenditures (see instructions) 5

5
[Part IV | Supplemental Information
Frovide the descriptions required for Part I-A, line 1; Part I-B, line 4; Part |-G, line 5; Part |I-A (affiliated group list); Part II-4, line 2: and Part II-8, lina 1.
Alsc, completa this part for any additional information.

PART I1-B, LINE 1, LOBBYING ACTIVITIES:

EXPLANATION: THE FQUNDATION ADVOCACY EFFORTS FOCUS ON EDUCATING

LEGISLATORS AND THEIR STAFFS ABOUT O AND THE PRIORITIES OF THE

FOUNDATION IN ADDITION TO ADVOCATING FOR INCREASED FUNDING FROM THE

NATIONAL INSTITUTE OF HEALTH (NIH) FOR OI RESEARCH.

Schedule C (Form 990 or 990-EZ) 2013

332048
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: - . . | % OMB No. 1545-0047
SCHEDULE D Supplemental Financial Statements -
(Form 990) P Complete if the organization answered "Yes," to Form 990, 20 1 3
PartIV,line 6,7, 8 9, 10, 11a, 11h, 11¢, 11d, 11e, 11f, 123, or 12b. o Publi
Department of the Treasury P Attach to Form 990, \ pen tq U Ic
Internal Reverue Service P Information about Schedule D (Form 990) and its instructions is at www.irs.gov/form990. Inspection
Name of the organization Employer identification number
OSTEQGENESTS IMPERFECTA FOUNDATICON, INC. 23-7076021

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

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

Total numberatend ofyear ...
Aggregate contributions to {during year)
Aggregate grants from (during year)
Aggregate valus atend of year ... ...
Did the crganization inform all donors and denor advisars in writing that the assets held in donor advised funds
are the organization’s property, subject to the organization's exclusive legal control? . [ Yos I:f No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpese cenferring
I eSS Dl VA Dt Y i i ittt it ets ettt et tet byt ettt ettt ettt L iee st en et nsertennesses |:] Yes l:l No
'Part 1l | Conservation Easements. Gomplete if the organization answered "Yes" to Form 990, Part IV, line 7.
1 Purposa(s) of conservation easemants held by the organization (check all that apply).
Preservation of land for public use {e.g., recreation or education) D Preservation of an historically impoertant land area
D Protection of natural habitat D Preservation of a certified historic structure
Preservation of open space
2 Complete lines 2a through 2d if the organization hald a gualified conservation contribution in the form of a conservation easement on the fast
day of the tax year.

B WN -

Held at the End of the Tax Year

a Total number of conservation asements | ... . e 2a
b Total acreage restricted by conservation easements 2b
¢ Number of conservation easements on a certified historic structure included in(a) ... 2c
d Number of conservation easements included in {¢) acquired after 8/17/06, and not on a histeric structure

listed in the National REgISIBr ... ettt et 2d

3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
year p

4 Number of states where property subject to conservation easement is located p

& Does the organization have a written policy regarding the petiodic monitoring, inspection, handling of
violations, and enforcement of the conservation easements it holds? [:l Yes [ INo

6 Staff and volunteer hours devoted to monitoring, inspecting, ahcl enforcing conservation easements during the year p»

7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements during the year - §

8 Does each conservation easement reported on line 2(d) abcve satisfy the requirements of section 170{(h)(4)(B)()
80d $0CtHON T7OMENBIIT ..., .. e e e L Ives [ Ino

9 In Part Xlil, describe how the organization reports conservation easements in its revenue and expenss statement, and balance shest, and
includs, if applicable, the text of the footnote ta the organization's financial statements that describas the arganlzation’s accounting for
conservation easements.

Part [ll ;| Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

Complete if the organization answered "Yas" to Form 990, Part IV, line 8.

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

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

(i) Revenues includedin Form 990, Part VIIL INe 1 | e > §

{ii) Assetsincludedin Form 990, Part X e, > 5
2 If the organization received or held works of art, historical treasures, or other simitar assets for financial gain, provide
the following amounts required to be reported under SFAS 116 (ASC 958) relating to these items:

a Revenues included in Form 990, Part VI, Bine 1 > 3
b Assets included in Form 980, Part X e > §
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D {Form 920) 2013
S5e s
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Schedule D (Form 990) 2013 OSTEQOGENESIS IMPERFECTA FOUNDATIé)m : INC. 23-7076021 Page?2
| Part IIT | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assetsicontinued)
3 Using the organization’s acquisition, accession, and other records, check any of the following that are a significant use of its collaction items

{check all that appty):

a [:I Public exhibition d |:| Loan or exchange programs
b D Scholarly research : e E:I Other
c Preservation for future genarations

4 Provide a description of the organization’s collections and axplain how they further the organization's exempt purposa in Part X,
5 During the year, did the organization solicit or receive donations of art, historicai treasures, or other similar assets

to be soid to ralse funds rather than to be maintained as part of the organization’s collection? ... D Yes ’::] No
Part IV | Escrow and Custodial Arrangements. Complete if the organization answered "Yes" to Form 990, Part IV, line 9, or

reported an amount on Form 990, Part X, line 21.

1a s the organization an agent, trustse, custodian or other intermediary for contributions or other assets not Included

ON FOMM 890, PAMX? 1 cttsscee oot e Llves [Ine

b If "Yes," explain the arrangemsnt in Part Xiil and complete the following table:

Amount
¢ Baginning balance 1c
d 1d
e 1e
f 1f
2a Did the organization include an amount on Form 990, Part KlNe 212 e Jj Yes D No

if "Yes," explain the arrangemsnt in Part XIIl. Check here if the explanation has been provided inPart X ...
LP-ar‘I: v ‘ Endowment Funds. Complete if the organization answerad "Yes" to Form 980, Part IV, Iine 10.
a} Current year (b) Prior year {c} Two years back | (o) Three years back | (e) Four vears hack

1a Beginning of year balance
Conttiputions ...
Net investment earnings, gains, and losses
Grants or scholarships . ... ..
Other expenditures for facilities
and programs ..
Administrative expenses
9 End of year balance
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) hald as:
a Board designated or quast-endowment p» %
b Permanent endowment p- %
¢ Temporarily restricted endowment P %
The percentages in lines 2a, 2b, and 2¢ should equal 100%.
3a Are there endowment funds not in the possession of the organization that are held and administerad for the organization
by: Yes | No
(i) urrelated organizations 3a(i)
(i} related OMGANZAtONS ... ... Bafii)

P o0 o

[y

b If"Yes" tc 3a(if), are the related organizations listed as reguired on Schadule R? 3b |
4 Desctibe in Part Xill the Intended uses of the organization’s egndowment funds.
Part VI |Land, Buildings, and Equipment.
Complete if the organization answered "Yes" to Form 990, Part IV, line 11a. See Form 950, Part X, line 10.
Description of property (a) Gost or ather (b) Cost or other (e) Accumulated {d} Bock value
basis (investment) basis (other) depraciation 1
1a Land
b Buildings ‘
¢ Leasehold improvements .
d Equipment 60,565. 52,255, 8,310,
e Cther 90,611, 75,874, 14,737. |
Total. Add lines 1a through e, (Cofumin () must equal Form 990, Part X, column (B), line 10(c)) ... e P 23,047, |

Schedule D (Form 990) 2013

332082
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Scheduls D (Ferm 990) 2013 OSTEQOGENESIS IMPERFECTA FOQUNDATIOw, INC. 23-7076021 Page 3
Part Vll| investments - Other Securities.
Complete if the organization answerad "Yes® to Form 8980, Part IV, line 11b. See Form 990, Part X, line 12.
(a) Description of security or category gnoluding nema of security) (b) Book valus (c) Method of valuation: Cost or end-of-year market value

(1) Financial derivatives ...~~~
(2) Closely-held equity interests
(3) Other
A
—B) : 5
€ |
(8)
(B
)
S)]
(H)
Total, (Col. (b) must equal Form 990, Pari X, cal. {B) ling 12.) p»
Part VIl Investments - Program Related.

Complete if the arganization answerad “Yes" to Form 990, Part 1V, line 11¢. See Form 990, Part X, fine 13.
{a) Description of Investment (b} Book value {c) Method of valuation: Cost or end-of-year market value

1)
[2)
(3)
)
(5)
()
{7}
(8)
9
Total. {Col. (b} must equal Form 930, Part X, col. (B) line 13.)
Part IX| Other Assets.
Complete if the organization answered "Yes" to Form 990, Part iV, line 11d. Ses Form 990, Part X, line 15.
{a) Description (b} Boak value

{1

2)

3)

(4)
8)

&)

()

8

)
Total. (Column (b} must equal Form 990, Part X, col, (B} ine 15.) oo »>

Part X | Other Liabilities. :

Complste if the organization answered "Yes® to Form 9580, Part IV, line 11e or 11f. See Form 990, Part X, line 25.
1. {a) Description of liability {b) Book value

{1)_Federal income taxes
2) DEFERRED RENT 3,261.
3)
{4)
)
(6)
@) . o
.8 |
() ‘
Total. (Column (b} must equal Form 990, Part X, col, (8) line 25.) ... .. [ 3 3,261, _ - !
2. Lability for uncertain tax positions. In Part Xli!, provide the text of tha footnote to the organization's financial statements that reports the '
organization’s liability for uncertain tax positions under FIN 48 (ASC 740). Check hers if the text of the footnote has been provided in Part Xl @
Schedule D (Form 290} 2013

332083
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Schedule D (Ferm 980) 2013 OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7 076021 Paged
Part XI | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.

Complets if the organization answered "Yes" to Form 990, Part IV, line 12a.

1 Total revenue, gains, and ather support per audited financial statements 1 1,638,605,
2 Amounts included on line 1 but not on Form 9906, Part VI, line 12:

a Netunrealized gans on investments .~ 2a 161 ,215.

b Donated services and use of facilties . ... . 2b 4,489,

¢ Recoverles of prior yeargrants 2c

d Other (Describe InPart XIL) 2d 136,124.

e Addlines 2a through 2d . 2e 301,828,
8 Subtractline 26 from fiNG T ..o 3 1,336,777,
4 Amounts included on Farm 990, Part VI, ling 12, but not on lins 1

a Investment expenses not included on Form 990, Part Vill,Lline7b .. | 4a

b Other (Desoribe in PartXilly ... .. . | ap

C AAINGS 4aand 4b e 4c 0.
§__Total revenue. Add lines 8 and de. (This must equal Form 990, Part [ fine 12) 5 1,336,777,

Part Xl | Recongiliation of Expenses per Audited Financial Statements With Expenses per Return.
Complete if the organization answered "Yas" to Form 980, Part IV, line 12a.

1 Total expenses and losses per audited financial statements ..~ 1 1,556,215,
2 Amounts included on line 1 but not on Form 990, Part 1X, line 25;

2 Donated services and use of facilities ... ... ...~ 2a 4,489.

b Prioryearadjustments 2b

C OHerlosses . e 2¢

d Other (Describe In Part XiL) ..o 2d 136,124,

& Addines 2atroUGN 20 ,_..._......cccocciiimiiiii oo 2e 140,613,
8 Sudtractiine 2 from e 1 i 3 1,415,602.

a Investment expenses not included on Form 990, Part Viliine7b | 4a

b Other (Describe in Part XIL) . |_an

€ AdAINES 48N 4D ...\ 4c 0.
Total expenses. Add lines 3 and 4e. (This must equal Form 990, Part | ine 18.)  .oo.oo..oooooioio 5 1,415,602,

5
| Part XilI] Supplemental Information.
Provide the descriptions required for Part |, lines 3, 5, and 9; Part I, ines 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 XlI, lines 2d and 4b. Also complete this part to provide any additional Information.

PART X, LINE 2:

EXPLANATION: THE FOUNDATION HAS NO UNCERTAIN TAX POSITIONS THAT QUALIFY

FOR EITHER RECOGNITION OR DISCLOSURE IN THE FINANCIAL STATEMENTS, AND NO

INTEREST AND PENALITIES HAVE BEEN RECORDED IN THE ACCOMPANYING FINANCIAL

STATEMENTS RELATED TO UNCERTAIN TAX POSITIONS.

PART XTI, LINE 2D - QTHER ADJUSTMENTS :

SPECIAL EVENT EXPENSES 136,124.

PART XTI, LINE 2D - OTHER ADJUSTMENTS :

SPECTAL EVENT EXPENSES 136,124,

332084 Schedule D (Form 990) 2013
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Schedule D {Form 990) 2013 OSTEQGENESIS IMPERFECTA FQUNDAT.ON, INC.23-7076021 Pages

{Part Xl | Supplemental Information (continued)

Schedule D (Form 990) 2013
332055
09-25-13
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SCHEDULE G . . . Co —_ OMB No. 1545-0047

Form 990 or 990.EZ Supplemental Information Regarding Fundraising or Gaming Activities

(Form or -E2Z) Complete if the organization answered "Yes" to Form 990, Part IV, lines 17, 18, or 19, or if the 20 1 3

organization entered more than $15,000 on Form 990-EZ, line 6a.
Departron o the Tressury P Attach to Form 890 or Form 990-EZ. Open To Public
Intemei Rovenue Servce P _information about Schedule G (Form 890 or 890-EZ) and its Instructions is at www.irs.gov/form §90. | Inspection
Name of the organization Employer identification number
OSTEQGENESIS IMPERFECTA FOUNDATION, INC, 23-7076021

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

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

a | Mail solicitations e [ Solicitation of non-government grants
b [___| Internet and emall solicitations f :I Saolicitation of government grants
c |:| Phone sclicitations s} D Special fundraising events

d |:| In-person solicitations
2 a Did the organization have a written or oral agreement with any individuai (including officers, directors, trustess or
key employses listed in Form 880, Part VII) or entity in connection with professional fundraising services? [ 1 Yes E:] No
b If "Yes," list the ten highest paid individuals or entities {fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least $5,000 by the organization.

iii} i v) Amount paid : .
(i} Name and address of individual A i b, (iv) Gross receipts n(; %or retainegl py) | Vi) Amount paid
or entity (fundraiser) {ii) Activity have culst?df}l from actlvity fundraiser to (or ret_alne_ad by)
contributions? listed in col. {i) organization
Yes | No
TOAl it ettt ettt e ee eaenee e aen |
3 List alf states in which the organization is registered or licensed to solicit contributions or has been notified it is exempt from tegistration
or licensing.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 920 or 990-EZ, Schedule G (Form 990 or 990-EZ) 2013
33zo81
09-12-13
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Schadule @ (Form 990 or 990-E7) 2013 OSTEQGENESIS IMPERFECTA FOUNDATJ.ON

1
i

INC.23-7076021 Page2

Part Il

Fundraising Events. Complete If the crganization answered "Yes' to Form 90, Part IV, line 18, or reported more than $15,000

of fundraising event contributions and gross income on Form 980-EZ, lines 1 and 6b. List events with grass recelpts greater than $5,000.

{a) Event #1 (b) Event #2

(e} Other evants {d) Total events

NH GOLF FINE WINES (add col. (a) through
TOQURNAMENT STRONG BONES 13 col. (c)

© {event type} {event type) (total numbsr) '

J

=

511 Grossreceipts ... 58,045, 77,003.]  367,254.  502,302.
2 Lless:Contrioutions .. 58,045. 77,003, 231,131, 366,179.
3 Gross income {line 1 minusline 2) ... 136,123, 136,123,
4 Cashprizes | ...
6 Noncashptizes ... . ...

723

Ak}

EJ- 6 Rent/faciltycosts .~

i

E 7 Food and beverages ... ...

5
8 Entertainment | ...
9 Other direct expsnses 136,123, 136,123.
10 Direct expense summary. Add lines 4 through 9incoiumn {d) . [ 2 136,123,

Net income summary. Subtract ling 10 from line 3, Golumn (d) o » 0,

Pal‘l i | Gaming. Complete if the organization answered "Yes' to Form 990, Part IV, line 19, or reported more than
$15,000 on Form 990-EZ, line Ga.

Revenue

(b} Pull tabs/instant

(a) Bingo bingo/progressive hingo

(d) Total gaming (add

fe) Other gaming col, {a} through col. {c))

Direct Expenses

|:| Yes % D Yes % D Yes %
6 Volunteerlabor . . |:f No i:l No E] No
7 Direct expense summary. Add lines 2 through Sincolumn (dy >
8 Net gaming income summary. Subtract line 7 from line 1, column (d) oo oo »

9 Enter the state(s) in which the crganization operates gaming activities:
a ls the organization licensed to operate gaming activitiss in each of these states?

b If "No," explain;

10a Were any of the organization’s gaming licenses ravoked, suspendsd or terminated during the taxyear?

b If "Yes," explain;

332082 09-12-13

14051215 701392 RC40871
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{

.
Schedule G (Form 990 or 990-E7) 2013 OSTEOGENESTIS TMPERFECTA FOUNDAT.ON, INC.23-7076021 Pages

11 Does the organization operate gaming activities with nonmembers?

12
to administer charitable gaming?

a The organization’s facility

Is the organization a grantor, beneficiary or trustee of a trust or a member of a partnership or other entity formed

.................................................................................................................... |:| Yes |:l No

13 Indicate the percentage of gaming actlvity operated in:

................................................................................. L] Yes

DND

............................................................................................................................................. 13a %
B AN OULSIAE TACHIY | ittt e ettt er e 13b %
14 Enter the name and address of the person who prepares the organization’s gaming/special events books and records:
Name
Address

15a Does the organization have & coniract with a third party from whom the organization receives gaming revenus?

b If "Yes," enter the amount of gaming revenus recelved by the organization - $

and the amount

of gaming revenue retained by the third party = $ .
c If "Yes," enter name and address of the third party:

Name P

:[Yes D No

Addross

16  Gaming manager information:

Nama p»

Gaming manager compensation P $

Description of services provided P

[:f Director/officer I:' Employee

17 Mandatory distributions:

D Independent contractor

a ls the organization raquired under state Jaw to make charitable distributions from the gaming proceeds to

retain the state gaming license?

....................................................................................................................................... [ Tves [ 1No

b Enter the amount of distributions required under state law to be distributed to other exempt organizations or spent in the
organization's own exempt activities during the tax vear - $

Part IV Supplemental Information. Provide the explanations required by Part |, line 2b, columns (i) and (v), and Part 111, lines 9, 9k, 10b, 15b,

15¢, 16, and 17b, as applicable. Alsc complete this part to provide any additional information (see instructions).

332082 0e-12-13

14051215 701352 RC40871
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- - i
SCHEDULE J Compensation Information - OMEB No. 1645-0047

{Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest 20 1 3
Compensated Employees
P Complete if the organization answered "Yes" on Form 990, Part IV, line 23.

P Attach to Form 990. P> See separate instructions.

Open to Public

Department of the Treasury "
Internal Revenue Service P Information about Schedule J (Form 990) and its instructions is at www.irs.gov/form990. Inspection
Name of the crganizaticn Employer identification number
OSTECGENESTIS TIMPERFECTA FOUNDATION, INC. 23-7076021
| Partl | Questions Regarding Compensation
Yes | No
1a Check the appropriate box({es) if the organizaticn provided any of the following to or for a persen listed in Form 990,
Part VII, Section A, line 1a. Complate Part [l to provide any relevant information regarding these items.
D First-class or charter travel E Housing allowanca or residence for personal use
I:l Trave! for companions D Payments for business use of personal residence
[:] Tax indemnification and gross-up payments D Health or sccial club dues or initiation fees
D Discretionary spending account D Parsonal services (e.g., maid, chauffeur, chef)
b If any of the boxes on line ia are checked, did the organization follow a written policy regarding payment or
reimbursement or provision of all of the expenses described abovs? If "No," complate Part lll to explain ... 1b
2 Did the crganization require substantiation pricr to reimbursing or allowing expenses incurred by all directors,
trustees, and officers, including the CEC/Executive Director, regarding the items checked inline1a? . ... .. ... ... .. 2
3 Indicate which, if any, of the following the filing organization used to establish the compensation of the organization's
CEO/Executive Director. Check all that apply. Do not check any boxes for methods used by a related organization to
establish compsnsation of the CEQ/Executive Director, but explain in Part |11,
D Compensation committee I_Tﬂ Writtan employment contract
|:| Independent compensation consultant [2] Compensaticn survey or study
|:| Form 990 of other organizations Approval by the board or compensation committes
4 During the year, did any person listed in Form 980, Part VIl, Section A, line 1a, with respect to the filing
organization or & related organization:
a Receive a severance payment or Change- ol Comtol RaYIMEI T 4a X
b Participate in, or receive payment from, a supplemental nonqualified retirement plan? 4h X
¢ Participate in, or receive payment from, an equity-based compensation armangemeant? 4c X
If "Yes" to any of lines 4a-c, list the perscns and provide the applicable amounts for each item in Part 111 '
Only section 501(c){3}) and 501(c)(4) organizations must complete lines 5-9.
5 For persons listed in Form 990, Fart VI, Section A, line 1a, did the ¢rganization pay or accrue any compensation
contingent on the revenues of;
A THe OrOAMIZAIIONT || s i es bt e et ettt et et ettt ettt 5a X
b ANy related OrganiZAtIONT e e et ettt e et b X
If "Yes" to line 5a or 5b, describe in Part IIi.
6 For persons listed in Form 990, Part VIl, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the net earnings of:
A THe OIGANIZATIONT e e 6a X
b ANy ralatatd OFGANIZATONT ettt ettt 6b X
If "Yes" to line 6a or 6b, describe in Part 1. o
7 For persons listed in Form 990, Part VII, Section A, line 1a, did the crganization provide any non-fixed payments
nat described in finas B and B IF "Yes," describe in Part 1 | 7 X
8 Were any amounts reported in Form 990, Part VII, paid or accrued pursuant to a contract that was subject to the
Initial contract exception described in Reguiations section 53.4958-4(a)(3)? If "Yes," describe inFart 1t . ... ... 8 X
9 If "Yes" to line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations section B3.4858-B(C)T 1.0t 9
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 990) 2013
232111
06-18-13
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|
OMB No. 1548-0047

SCHEDULE O Supglemental Information to Form 990 or 990-EZ
{Form 990 or 990-EZ) omplete to provide information for responses to specific questions on 20 1 3
Form 990 or 990-EZ or to provide any additional information.

Department of the Treasury p=-Attach to Form 990 or 990-EZ, Open to Public
Internal Reyenue Service P> Information about Schedule O (Forin 990 or 990-EZ) and its instructions is at www.irs.gov/form990. Inspection
Name of the organization Employer identification number

OSTEOGENESTS TMPERFECTA FCUNDATION, INC. 23-7076021

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

THROUGH RESEARCH TO FIND TREATMENTS AND A CURE, EDUCATION, AWARENESS

AND MUTUAL SUPPORT. THERE ARE AT LEAST FOUR DISTINCT FORMS OF

OSTEQOGENESIS IMPERFECTA REPRESENTING EXTREME VARTATIONS IN SEVERITY AND

AFFECTING 20,000 TO 40,000 PEQOPLE IN THE UNITED STATES. O0OI NATIONAL

CONFERENCE IN WASHINGTON, DC, OI SCIENTIFIC MEETING, RARE BONE DISEASE

ADVOCACY ALLIANCE, AND RARE BONE DISEASE PATIENT NETWORK MEETING WERE

AMONG THE SIGNIFICANT 2013 FISCAL YEAR HIGHLIGHTS.

FORM 990, PART III, LINE 4A, PROGRAM SERVICE ACCOMPLISHMENTS:

OIF ALSO CONTINUED SUPPORTING TWO MICHAEL GEISMAN FELLOWSHIPS. FEACH OF

THESE STUDIES EXAMINES SPECIFIC GENETIC MUTATIONS THAT MAY SOMEDAY LEAD

TO NEW TREATMENTS TO STRENGTHEN BONES, ONCE THEY ARE BETTER UNDERSTOOD.

BOTH RESEARCHERS HAVE BEEN SUCCESSFUL IN MOVING THEIR RESEARCH FORWARD.

THEIR REPORTS ARE AVAILABLE ON THE OIF WEBSITE., IN ADDITION THE OIF

HELD A CLINICAL RESEARCH MEETING THAT BROUGHT TQGETHER MORE THAN 150

CLINICIANS FROM ARQUND THE COUNTRY AND PRESENTED TOPICS ON PHYSICAL

THERAPY, SURGICAL INTERVENTIONS, NEW DRUG THERAPIES AND INFORMATION ON

HOW OI AFFECTS OTHER ORGANS IN THE BODY INCLUDING THE HEART, LUNGS,

EYES AND HEARING.

THE FOUNDATION, IN PARTNERSHIP WITH THE CHILDREN'S BRITTLE BONE

FOUNDATION (CBBF), SUPPORTS THE LINKED CLINICAL RESEARCH CENTERS (LCRC)

PROJECT. THE PROJECT CONTINUED THIS YEAR AND REACHED AND SURPASSED ITS

ENROLLMENT GOAL OF 500 PEQOPLE IN THE NATURAL HISTORY STUDY. THE

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 980-EZ, Schedule O (Form 990 or 990-EZ) (2013}

a32211
08-04-13
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Schedule O {Form S90 or 990-£7) (2013) Fage 2
Name of the organization Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

ENROLLMENT OF OVER 500 PEQOPLE MAKES THE NATURAL HISTORY STUDY VERY

STRONG AND WILL BE A FOCAL POINT OF GRANT SUBMISSIONS TO CONTINUE THE

WORK OF THE LCRC MOVING FORWARD. 1IN 2014 TWO PUBLICATIONS WERE

RELEASED FROM INFORMATION OBTAINED FROM THE LCRCS AND MORE PUBLICATIONS

ARE IN PROGRESS. THIS WORK REPRESENTS A LONG-TERM COMMITMENT TO

DEVELOP EVIDENCE-BASED TREATMENTS FOR OI ACROSS THE ENTIRE LIFESFAN AND

INSPIRING CLINICAL CARE RESEARCH. AT THIS TIME, FIVE CENTERS ARE IN

CPERATION IN THE UNITED STATES AND CANADA., ALL CONTRIBUTE INFORMATION

TO THE CENTRAL DATA MANAGEMENT SYSTEM. A REGISTRY OF PEQPLE WITH OI IS

PART OF THIS PROJECT. DUE IN PART TO THE SUCCESS OF THE LCRC PROJECT

THE NTH AWARDED THE OI FOUNDATION THROUGH BAYLOR COLLEGE OF MEDICINE A

RARE DISEASE CONSCRTIUM GRANT OF $6.25 MILLION OVER FIVE YEARS TO

CONDUCT OI RELATED RESEARCH. OT IS THE FIRST RARE BONE DISEASE

ADMITTED TO THE NIH'S RARE DISEASES CLINTCAL RESEARCH NETWORK. THE

FUNDS WILL SUPPORT PILOT PROJECTS AS WELL AS THE CORE PROJECT WHICH IS

THE LONGITUDINAL STUDY OF OI. THIS GRANT IS THE PRODUCT OF A VERY

STRONG COLLABORATION BETWEEN THE OI SCIENTIFIC COMMUNITY AND THE QI

FOUNDATTION.

FORM 990, PART III, LINE 4B, PROGRAM SERVICE ACCOMPLISHMENTS:

SCHOOL PROFESSIONALS. ON AVERAGE, 25,000 PEOPLE USE THE WEBSITE EACH

MONTH. FOUNDATION STAFF AND VOLUNTEERS RESPOND TO MORE THAN 6,500

DIRECT INQUIRIES A YEAR. INFORMATION FROM THESE CONTACTS TS USED TO

ASSESS THE NEED FOR NEW RESOURCES. THE OIF WEBSITE HAS BEEN VISITED

300,000 TIMES IN SEARCH OF INFORMATION.

THE FOUNDATICON SPONSCRS A NETWORK OF SUPPORT GROUPS ACROSS THE UNITED

STATES. SUPPORT GRQUP ACTIVITIES PROVIDE QOPPORTUNITIES FOR MUTUAL
S Schedule O (Form 990 or 990-EZ) (2013)

09-04-13
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Schedule O (Form 990 or 980-EZ) (2013} ) Page 2
Name of the organization Employer identification number

QSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

SUPPORT AND INCREASED COMMUNITY AWARENESS. CURRENTLY, THERE ARE 41

ACTIVE GROUPS IN 32 STATES. IN ADDITION, 26 VOLUNTEER RESQOURCE PEQPLE

ARE ACTIVE IN 20 STATES.,

FORM 990, PART ITT, LINE 4C, PROGRAM SERVICE ACCOMPLISHMENTS :

PERSONAL STORIES TO MORE THAN 20 PUBLICATIONS ACROSS THE COUNTRY.

THE FOUNDATION MANAGES FOUR SOCIAL NETWORKING SITES AND CONTINUES TO

OFFER, THROUGH ITS WEBSITE WWW.OIF.ORG, LINKS TO SITES THAT MIGHT BE

HELPFUL OR INTERESTING TO PARENTS AND YQUNG PEOPLE LIVING WITH OI, IN

ADDITION TO SITES THAT HELP OLDER ADULTS WITH 0I MANAGE THEIR DISORDER

THROUGHOUT THEIR LIFE THROUGH MUTUAI, SUPPORT. THE FQUNDATION ALSO

MATINTAINS AN OFFICIAL OIF FACEBOOK PAGE THAT PROVIDES INFORMATION AND

RESOQURCES TO ALL AGES AND IS UPDATED DAILY,

THE FOUNDATION IS COMMITTED TO ADVOCATING ON BEHALF OF PEOPLE WITH OI

AND HAS ESTABLISHED AN ADVOCACY INITIATIVE. A GRASSROOTS EFFORT

FOCUSES ON EDUCATING LEGISLATORS AND THEIR STAFFS ABQUT OT AND THE

PRIORITIES OF THE FOUNDATION IN ADDITION TO ADVOCATING FOR INCREASED

FUNDING FOR THE NATIONAL INSTITUTES OF HEALTH (NIH). 1IN JULY 2013,

MORE THAN 25 OIF VOLUNTEERS JOINED AN ADDITIONAL 75 RARE BONE DISEASE

VOLUNTEERS AND TRAVELED TO CAPITOL HILL TO ENCOURAGE LEGISLATORS TO

INCREASE FUNDING FOR NIH RARE BONE DISEASE RELATED RESEARCH,

SPECIFICALLY OI, AND EDUCATED THEM ON WHAT IT MEANS TO LIVE WITH A RARE

AND OFTEN DEBILITATING DISORDER LIKE QI. SPECIAIL, EMPHASIS WAS PLACED

ON ENCOURAGING LEGISLATORS TO INCREASE FUNDING FOR PROGRAMS THAT

SUPPORT LONGITUDINAL STUDIES LIKE THE QIF LINKED CLINICAL RESEARCH

CENTER PROGRAM.
e Schedule O {Form 990 or 990-EZ} (2013)
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OSTEOGENESIS IMPERFECTA FQUNDATION, INC, 23-7076021

FORM 590, PART III, LINE 4D, OTHER PROGRAM SERVICES:

THE FOUNDATION'S PRINCIPAL, EDUCATIONAL EVENT IS THE BIENNIAL NATIONAL

CONFERENCE ON OI. THE CONFERENCE BRINGS TOGETHER ADULTS WHO HAVE OI,

PARENTS, OTHER FAMILY MEMBERS AND LEADING MEDICAL EXPERTS. THIS

CONFERENCE PROVIDES THE OPPORTUNITY FOR ATTENDEES TO HAVE FACE-TO-FACE

MEETINGS WITH EXPERIENCED PHYSTCIANS, LEARN ABOUT THE LATEST RESEARCH,

AND INTERACT WITH OTHER PEOPLE WHO ARE AFFECTED BY QOI. THE AUGUST 2014

CONFERENCE HAD 600 ATTENDEES. THE THEME OF THE CONFERENCE "CELEBRATE

YOU!" AND ENCOURAGED PARTICIPANTS TO CELEBRATE THE WONDERFUL

ACCOMPLISHMENTS THEY HAVE MADE IN THEIR LIVES AND ENCOURAGED THEM TO

CONTINUE SETTING GOALS FOR THE FUTURE. THE 2014 CONFERENCE ALSO

PRESENTED THE SECOND WOMEN'S FORUM, CQORDINATED BY TWO BOARD MEMBERS.

THE FORUM WAS OPEN TO ONLY WOMEN WITH O AND EXPLORED ISSUES THAT

DIRECTLY AFFECT WOMEN INCLUDING NUTRITION, SEXUALITY, PREGNANCY AND

OVERALL WOMEN'S HEALTH. THE 2014 CONFERENCE ALSQO PRESENTED FOR THE

FIRST TIME A YOUTH FORUM WHICH ATTRACTED MORE THAN 50 YOUNG PEOPLE

BETWEEN THE AGES OF 16 AND 23. PRESENTATIONS DIRECTED AT THEIR AGE

GROUP FOCUSED ON INDEPENDENT LIVING; COLLEGE PREPARATION; TRANSITIONING

TO ADULT MEDICAL CARE AND HOW TQ DEVELOP SUCCESSFUL RELATIONSHIPS.

BOTH FQRUMS WERE WELL ATTENDED AND SUCCESSFUL.

IN APRIL 2014, 100 SCIENTISTS GATHERED FOR THE ANNUAL OIF SCIENTIFIC

MEETING. THE MEETING TITLED "THE TREATMENTS IN OI" FOCUSED ON VARIQUS

AREAS OF RESEARCH THAT DIRECTLY AFFECT PATIENT OUTCOMES INCLUDING

PHARMACOLOGTICAL, AND SURGICAL TREATMENTS., IT IS IMPORTANT TQO KEEP ALL

RESEARCHERS CURRENT WITH THE MOST UP TQ DATE RESEARCH ON TREATMENTS

THAT PHYSTCTIANS WILL POTENTIALLY USE WITH THEIR PATIENTS.
332212 Schedule O (Form 990 or 290-EZ) (2013)
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OSTEQGENESTIS IMPERFECTA FQUNDATION, INC. 23-7076021

THE ADULT HEALTH INITIATIVE IS ANOTHER RESEARCH ACTIVITY OF THE

FOUNDATION. A SURVEY OF ADULTS WITH OI WAS CONDUCTED IN 2011.

FOLLOW-UP ACTIVITIES INCLUDED PRESENTATIONS AT THE 2012 OIF SCIENCE

MEETING AND A SMALL WORKING GROUP MET AT THE 2013 SCIENTIFIC MEETING TO

CONTINUE EXAMINING THE NEEDS OF ADULTS WHO HAVE OI AND IDENTIFYING

AREAS NEEDING RESEARCH. THIS IS AN ONGOING PROJECT WITH THE GOAL QF

DEVELOPING CARE GUIDELINES FOR ADULTS WHO HAVE OI., THE ADULT HEALTH

INITIATIVE IS AN IMPORTANT PART OF THE NIH RARE DISEASES CLINICAL

RESEARCH NETWORK GRANT.

THE FOUNDATION ALSQO TOOK THE LEAD ON PRESENTING A WORKING GRQUP MEETING

OF THE RARE BONE DISEASE COMMUNITY AT THE OCTOBER 2013 AMERICAN SOCIETY

OF BONE & MINERAL RESEARCH (ASBMR) ANNUAL MEETING IN BALTIMORE,

MARYLAND., THE WORKING GROUP MEETING, CHAIRED BY MEDICAL: ADVISCRY

COUNCIL MEMBER DR. MICHAEL WHYTE, CONTINUED THE DISCUSSION ABQUT RARE

BONE DISEASE RESEARCH AND WHY IT IS IMPORTANT TQ ALL BONE DISEASE

RESEARCH. THE WORKING GROUP ATTRACTED 75 SCIENTISTS FROM ARQUND THE

WORLD INTERESTED IN RARE BONE DISEASE RESEARCH. BECAUSE OF THE

LEADERSHIP OF OIF AND THE WORK OF THE RARE BONE DISEASE ORGANIZATIONS

THE 2014 ASBMR PRE-MEETING FOCUSED ON RARE BONE DISEASES AND WAS

CHATIRED BY MAC MEMEERS DR. LAURA TOST AND DR. MATT WARMAN. OIF CEOQ

TRACY HART WAS THE MEETING'S ORGANIZER.

EXPENSES $ 106,999. INCLUDING GRANTS OF § 0. REVENUE $§ 0.

FORM 990, PART VI, SECTION A&, LINE 6:

EXPLANATION: MEMBERSHTIP IN THE OI FOUNDATION IS OPEN TO ALL PEQPLE WHO

SUPPORT THE MISSION OF THE OI FOUNDATION. THE BOARD OF DIRECTORS DETERMINE
e Schedule O (Form 990 or 990-EZ) (2013)
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OSTEQGENESTS IMPERFECTA FOQUNDATION, INC. 23-7076021

THE LEVEL AND BENEFITS OF MEMBERSHIP, AND MAY CHANGE THESE FROM TIME TO

TIME, ALL MEMBERS ARE ENTITLED TO VOTING PRIVILEGES. MEMBERSHIP BECOMES

EFFECTIVE UPON RECEIPT QF DUES.

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

EXPLANATION: AFTER THE FORM 990 IS PREPARED BY INDEPENDENT ACCOUNTANTS IT

IS REVIEWED BY THE AUDIT COMMITTEE BEFORE BEING FILED WITH THE IRS.

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

EXPLANATION: THE CONFLICT OF INTEREST POLICY COVERS ALL MEMBERS OF THE

BOARD, ITS COMMITTEES, FOUNDATION STAFF AND THEIR IMMEDIATE FAMILIES AND

BUSINESS ASSOCIATES. IT IS MONTTORED BY ANNUAL WRITTEN INFCRMATION

QUESTIONNAIRE FROM THE BOARD PRESIDENT WHICH IS REVIEWED AND MAINTAINED BY

THE AUDIT COMMITTEE CHAIR. THE ENTIRE BOARD REVIEWS EACH TRANSACTION TO

COME BEFORE THE BOARD FOR POTENTIAL OR ACTUAL CONFLICTS OF INTEREST. 1IF

POTENTIAL OR ACTUAL CONFLICTS (PAST, PRESENT OR FUTURE) ARE IDENTIFIED, THE

PERSON DETERMINED TO HAVE A CONFLICT IS RECUSED FROM DELIBERATIONS AND

VOTING, THE TDENTIFIED CONFLICTS OF INTEREST AND APPROPRIATE RECUSALS ARE

DOCUMENTED IN THE MINUTES OF EACH BQARD OR COMMITTEE MEETING.

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

EXPLANATION: THE PROCESS FOR DETERMINING COMPENSATION OF THE FOLLOWING

PERSONS INCLUDES A REVIEW AND APPROVAL BY INDEPENDENT MEMBERS OF THE

EXECUTIVE COMMITTEE. COMPARABILITY DATA USED IN THE REVIEW PROCESS IS

OBTAINED FROM NATIONAL HEALTH COUNCIL SALARY SURVEY. THE DELIBERATIONS AND

DECISIONS ARE DOCUMENTED IN THE MINUTES OF THE BOARD OR COMMITTEE MEETING.

THE COMPENSATION DETERMINATION PROCESS APPLIES TO THE FOLLOWING

OFFICES/POSITIONS AND THE MCST RECENT YEAR FOR WHICH THIS PROCESS WAS
ERe Schedule O {Form 990 or 990-EZ) (2013)
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OSTEOGENESIS IMPERFECTA FOUNDATIQN, INC. 23-7076021

UNDERTAKEN FOR EACH IS IDENTIFIED:

OFFICE/TITLE YEAR OF MOST RECENT REVIEW/APPROVAL

CHEIF EXECUTIVE OFFICER 2013

FORM 990, PART VI, LINE 17, LIST OF STATES RECEIVING COPY OF FORM 990:

AK,AR,CA,CO,CT,DC,FL,GA,IL, KS,KY ME,MD,MA MI MN,MS,NH,NJ, NM,NY,NC, ND,OH,OK

OR,PA,RT,SC,SD,TN,UT,VT, VA, WA WV ,WI,IA

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

EXPLANATION: OI FOUNDATION MAKES ITS GOVERNING DOCUMENTS, CONFLICT OF

INTEREST POLICY, AND FINANCIAL STATEMENTS AVAILABLE TC THE PUBLIC ON THEIR

WEBSITE.

FORM 990, PART XTI, LINE 2C:;

EXPLANATION: NO CHANGES FROM THE PRIOR YEAR.

a2l Schedule O (Form 990 or 990-EZ) (2013}
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Fom 8868 Application for Extension of Time To File an

Rev. January 2014 i i

( y 2014} Exempt Organization Return OMS No. 15451709
Department of the Treasury P File a separate application for each return.'

Internal Revenus Service P Information about Form 8868 and its instructions is at www.irs.gov/form8868,

® |f you are filing for an Automatic 3-Month Extension, complete only Part | and check this box . ... ..., [ 2 m

® |f you are filing for an Additional {Not Automatic) 3-Month Extension, complete only Part Il (on page 2 of this form).

Do not compiete Part I unless you have already been granted an automatic 3-month extension on a previously filed Form 8868.

Electronie filing {e-file). You can electronically file Form 8888 if you need a 3-month automatic extension of time to file (6 months for a corporation
required to file Form 990-T), or an additional {not automatic) 3-month extension of tima. You can electronically file Form 8868 to request an extension
of time to file any of the forms listed in Part | or Part il with the exception of Form 8870, Information Return for Transfers Associated With Cartain
Personal Benefit Contracts, which must be sent to the IRS in paper format (see instructions}. For more details on the electronic filing of this form,
visit www.irs.gov/efile and click on e-file for Charities & Nonprofits.

|Partl |  Automatic 3-Month Extension of Time. Only submit original (no copies needed).
A corporation required to file Form 890-T and requasting an automatic 8-month extension - check this box and complete
PAILLONIY L oo e oo oo st e e e » ]
Alf other corporations (including 1120-C filers), partnerships, REMICs, and trusts must use Form 7004 to request an extension of time
to fife income tax returns. Enter filer’s identifying number
Type or | Name of exempt organization or other filer, see instructions. Employer identificaticn number (EIN) or
print
il by tho OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
due date for | Number, street, and room or suite no. If a P.O. box, see instructions. Social security number {SSN)
Mmover | 804 W. DIAMOND AVENUE, NO. 210 _
instructlons. | City, town or post office, state, and ZIP code. For a foreign address, see instructions.

GATTHERSBURG, MD 20878

Enter the Return ¢ode for the return that this application s for (file a separate application foreach return) ..., ﬂ
Application Return | Application Return
Is For Code |IsFor Code
Form 9890 or Form 990-EZ 01 Form 990-T {corporation) 07
Form $90-BI.. 02 Form 1041-A 08
Form 4720 (individual) 03 Form 4720 (other than individual) 09
Form 920-PF 04 Form 5227 10
Form 990-T {sec. 401(a) or 408(a) trust) 05 Form 6065 11
Form 990-T (trust other than above) 08 Form 8870 12

THE FQUNDATION

® Thebooksareinthecareof » 804 W. DIAMOND AVE, SUITE 210 - GAITHERSBURG, MD 20878

Telephone No.p» 301-947-0083 Fax No, p
® |f the organization does not have an offica or place of business in the United States, checkthis boxX . .., > |___|
® [T this is for a Group Retumn, enter the organization's four digit Group Exemption Number (GEN) . If this is for the whole group, check this
box_p [:] . f it Is for part of the group, check this box P |:| and aftach a list with the names and EINs of all members the extension is for.

1 |request an automatic 3-month (6 months for a corporation required to file Form 990-T) extensicn of time until
FEBRUARY 15, 2015 | tofie the exempt arganization return for the crganization named above. The extension
is for the organization’s return for:

| 3 !:| calendar year or

P [ X | tax year beginning JUL 1, 2013 ,andending JUN 30, 2014
2 Ifthe tax year entered in line 1 is for less than 12 months, check reason; [__lInitial return :I Finai retum

L] Changs [n accounting period
3a If this application is for Forms 990-BL, $90-PF, 990-T, 4720, or 8069, enter the tentative tax, less any

nonrefundable credits. See instructions. 3a | 8 0.
b If this application s for Forms 990-PF, 980-T, 4720, or 6089, enter any refundable cradits and

estimated tax payments made. Include any prior year cvatpayment allowed as a credit. 3b | 8 0.
¢ Balance due. Subtract line 3k frem line 3a. Include your payment with this form, if required,

by using EFTPS {Electronic Federal Tax Paymaent System). See instructions. 3¢ | % 0.

Caution. If you are geing to make an slectronic funds withdrawal (direct debit) with this Form 8868, see Form 8453-EC and Form 8879-EO for payment
instructions.

LHA  For Privacy Act and Paperwork Reduction Act Notice, see instructions. Form 8868 (Rev. 1-2014)

323841
12-31-18
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