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Department of the Treasury
Internal Revenus Service

benefit trust or private foundation)

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

P The organization may have to use a copy of this return to satisfy state reporting requirements.

OMB No. 1545-0047

2011

A For the 2011 calendar year, or tax year beginning  JUL 1, 2011 andending JUN 30, 2012
B S;:,?é‘ ;;Ie: C Name of organization D Employer identification number
chanss | OSTEOGENESIS IMPERFECTA FOUNDATION, INC.
§ﬁ£ﬁ§e Deing Business As 23-7076021
Gl Number and street (or P.0. box if mail is not delivered to street addrass) Roam/suite | E Telephone number
[ JTemmin- 804 W. DIAMOND AVENUE 210 301~-947-~0083
(XA City or town, state or country, and ZIP + 4 G Gross recelpts § 1,862,259,
Dﬁgﬁ"_ca' GAITHERSBURG, MD 20878 H{a) !s this a group return
Penhd T E Narme and address of principal office: TRACY HART for affiliates? [ Ives No
804 W DIAMOND AVENUE, GAITHERSBURG r MD 2087 Hib) Are all afiliates included? I Yes | No
| Tax-exempt status: [ X] 501(c)(3) [ 501(c) ¢ J 4 (insertno) [ | 4947(a)0yor [ 527 If "No,” attach a list. (see instructions)
J Website: » WWW.CIF.0ORG Hic) Group exemption number

organization: Corporation’ [ | Trust [ ] Association | ] Othar P

| L Vaar of formation: 197 O] M Stats of legal domicile: GA

K_Form of

Summary

o | 1 Briefly describe the organization’s mission or most significant activities: QUR MISSION IS TQ IMPROVE THE
g QUALITY OF LIFE FOR PEOPLE WITH OSTEOGENESIS IMPERFECTA
§ 2 Checkthisbox » [ ]ifthe organization discontinued its operations or disposed of mere than 25% of its net assets.
2| 3 MNumber of voting members of the governing body (Part Vi, line 1a) .. 3 17
g 4 Number of independent voting members of the governing body (Part VI, line 1<) R 4 16
@ | 5 Total number of individuals empioyed in calendar year 2011 (PartV,line2a) ... 5 11
5 | 8 Total number of volunteers (sstimate if necessary) ... 6 300
E 7 a Total unrelated business revenue from Part VIIl, column (C), ine 12 7a 0.
b Net unrelated business taxable income from Form 99G-T, N8 B4 oo oo 7b 0.
Prior Year Current Year
@ | 8 Contributions and grants (Part VIll, kine thy .. 1,458,571. 1,452,624.
5| @ Program service revenue (Part Vil line2g) ... . 58,023. 0.
ﬁ?:’ 10 Investment income (Part VIIl, column (A), lines 3, 4, and T e, 68,520. 98 ¢+ 320.
11 Other revenue (Part VIII, column {A), lines 5, 6d, 8¢, 9¢, 10c, and 11e) . 9,104. 7,384.
12 Total revenue - add lines 8 through 11 (must equal Part VIll, column (8), line 12) ... 1,594,218. 1,558,328.
13 Grants and similar ameunts paid (Part IX, column (A, lines 1-3) . 282,187. 311,321.
14 Benefits paid to of for members (Part IX, column {8), ine 4) ... 0. 0.
g | 15 Salaries, other compensation, employee benefits (Part X, column (A}, lines 5-10) . 740,485. 689,701. !
g 16a Professional fundraising fees (Part IX, column (A), line 118) e 0 0. ;
g b Total fundraising expenses (Part IX, column (D), Ine 25) P
Y117 Other expenses (Part IX, column {A), lines t1a-11d, 11F:24e) . . 600, . 463 ’ 866 .
18 Total expenses. Add fines 13-17 (must equal Part IX, column (&), line 25) ... 1,623,512. 1,464, 888.
18 Revenue less expenses. Subtract line 18 from INe 12 oo <29,294.p> 93,440.
‘gﬁ Baginning of Curtent Year End of Year
25120 Total assets (PartX,line 16) 2,600,850, 2,762,282,
2| 21 Total liabilities (Part X, IN€ 26) _........ooooooo 341,741. 447,975.
=2| 22 Net assets or fund balances. Subtract ine 21 from line 20 ... ... 2,259,109. 2,314,307.

Signature Block

Under penalties of perjury, | declare that | have exargined this reture, inciuding accompanying schedules and statements, and to the best of my knowledge and balief, it is

trus, correct, and complebé) Declaratjon of

fer {other than officer) is based on all information of which praparer has any knowledge.

' £ y L i/ ¢ / 15
Sign } Signafure of Dificer Date ' '
Here TRACY/HART, CEO
Type or print nama and title N
Print/Type preparer's name Prepareg§ signature 7 check | || PTIN
Paid RICHARD D. CASTRO ; CPA ﬁ(ﬂfjj ‘MM ‘i f ?Utzemployed P00367721
Preparer | Fir's name . THOMPSON, GREENSPON & CO. P. C. CPA’S FArmsENg  54-1029635
Use Only | Firm's address . 4035 RIDGE TOP RD, SUITE 700
FAIRFAX, VA 22030 Phoneno. (703)385-8888

May the IRS discuss this return with the preparer shown above? (886 INSEUCHIONSY oo o oo Yes |:1 No

LHA  For Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2011}

132001 01-23-12

SEE SCHEDULE O FOR ORGANIZATION MISSION STATEMENT CONTINUATION




Form 990 (2011) OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 page2
Part lIt] Statement of Program Service Accomplishments
Check if Schedule O contains a response to any questioninthis Part 11 ... e
1 Briefly describe the organization's mission:

TO IMPROVE THE QUALITY OF LIFE FOR PEOPLE WITH OSTEOGENESIS IMPERFECTA
(@I, THROUGH (A) RESEARCH TO FTIND & CURE, (B) EDUCATION (C)
AWARENESS, AND (D) MUTUAL SUPPORT.

2 Did the organization undertake any significant program services during the year which wers not listed on

the prior Form 990 0r 890-Z7 ..o Ives XINo
If "Yes," describe these new services on Schedule O.
3  Did the organizaticn cease conducting, or make significant changes in how it conducts, any program services? I:lYes @ No

If “Yes," describa these changes on Scheduls O.

4 Describe the organization's program service accomplishments for each of its three largest program services, as measured by expenses.
Section 501(c)(3} and 501(c)(4) organizations and secticn 4947(aj(1) trusts 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: } (Expenses § 469,414, including grants of $ 311,321, } (Revenus § )
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 TO 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 TO BRING TOGETHER LEADERS IN
CLINICAL AND BASIC RESEARCH ON A SINGLE TOPIC RELATED TO OI. IN
ADDITION, THE FOUNDATION PARTICIPATES IN NUMEROUS RESEARCH MEETINGS
SPONSORED BY OTHER ORGANIZATIONGS INCLUDING THE NATIONAL INSTITUTES OF
HEALTH. EVERY 3RD YEAR, THE OIF JOINS OTHER OI ASSOCIATIONS AT THE
INTERNATIONAL SCIENTIFIC CONGRESS ON OT. THE MOST RECENT MEETING TOOK
PLACE OCTOBER 2011 IN CROATIA.

4b  (Code: } (Expenses $ 530 . 827. Including grants of $ ) (Revenue § J
THE FOUNDATION OFFERS MEDICALLY VERIFIED INFORMATION RELATED TO
OSTEOGENESIS IMPERFECTA. TOPICS INCLUDE MEDICAL ISSUES SUCH AS
GENETICS, DIAGNOSIS AND TREATMENTS. ADDITIONAL TOPICS FOCUS ON DAILY
LIVING STRATEGIES, SCHOOL AND EMPLOYMENT. FOUNDATION STAFF REPLIES TO
REQUESTS FOR INFORMATION VIA PHONE, INTERNET, FAX, SOCIAL MEDIA AND
MATL. EDUCATIONAL MATERIALS ARF AVAILABLE IN PRINT AND ELECTRONICALLY
THROUGH THE OIF WEBSITE. PRINT MATERIALG INCLUDE BOOKS, BROCHURES, FACT
SHEETS AND A QUARTERLY NEWSLETTER. ELECTRONIC MATERTALS INCLUDE A
MONTHLY EMAIL NEWSLETTER, AND VIA THE WEBSITE, THE FACT SHEETS,
BOOKLETS AND BROCHURES. INFORMATTION ON OSTEOGENESIS IMPERFECTA 1S
WRITTEN FOR A VARIETY OF AUDIENCES INCLUDING MEDICAL PROFESGSIONALS,
PARENTS AND OTHER FAMILY MEMBERS, CHILDREN, ADULTS WHO HAVE OI AND

4¢  (Code: } (Expenses $ 6 l ’ 6 4 0 v Including grants of § ) (Revenue § 7 : 3 8 4 . )
THE OSTEOGENESIS IMPERFECTA FOUNDATION (OIF) STRIVES TO BUILD PUBLIC
AWARENESS AND GENERATE ADDITIONAL SUPPORT AMONG PEQPLE WITH
OSTEQOGENESIS IMPERFECTA (OI), COMMUNITY ORGANIZATIONS, GOVERNMENT
AGENCTIES, THE GENERAL PUBLIC, SCHOOL PERSONNEL AND MEDICAL
PROFESSTIONALS. THE FOUNDATION HAS A PUBLIC SERVICE ANNOUNCEMENT,
PARTNERS WITH RELATED ORGANIZATIONS SUCH AS THE U.S. BONE & JOINT
DECADE, NORD, 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 EURODE. IN ADDITION THE OIF
PARTICIPATES IN RARE DISEAGE DAY ACTIVITIES, AND EACH MAY SPONSORS OT
AWARENESS WEEK.

4d  Other program services (Deseribe in Schedule Q)
(Expenses § 56 r 336. Including grants of $ ) (Revenua $ )

4e _Total program service expenses P 1,118,217,

Form 990 (2011)
e SEE SCHEDULE O FOR CONTINUATION(S)
2
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Form 990 (2011) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 page3d

i Checklist of Required Schedules

Yes | No
1 Is the organizaticn described in section 501{c}(3) or 4947 (a){1) (other than a private foundation)?
IF'Yes," COMPIBte SCHEUUIB A ||| e et e e e 1| X
2 Is the organization required to complete Schedule B, Schedule of Contributors? ... X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposttion to candidates for
public office? If "Yes," complete Schedule G, Partl 3 X
4 Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501(h) election in effect
during the tax year? If 'Yes," complete Schedule G, Partll .o 4 | X
5 |s the organization a section 501(c)(4), 501(c)(5}, or 501(c)(6) organization that raceives membarship dues, assessments, or
similar amounts as defined in Revenue Procedure 98-197 /f "Yes, " complete Schedule C, Part Ill . 5 X
6 Did the organization maintain any donor advised funds or any similar funds or acoounts for which donors have the right to
provide advice on the distribution of iInvestment of amounts in such funds or accounts? If "Yes, " complete Schedule D, Part! | 6 X
7 Did the crganization receive or hold a conservation easement, including easemsnts to preserve open space,
the envircnment, histeric land areas, or historic structuras? If "Yes," complete Schedule D, Parf il . 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar asssets? If "Yes," complete
OO D, Pl s 8 X
9 Did the organization report an amount in Part X, lina 21; serve as a custedian for amounts not listed in Part X; or provide
credit counseling, debt management, credit repair, or debt negotiation services? if "Yes, ' complete Schedule D, Part IV 9 X
10 Did the organization, directly or through a related organization, hold assets In temporarily restricted endowments, permanent
andowments, or guasi-endowments? If "Yes, " complete Schedule D, Part V. e 10 X
11 If the organization’s answer to any of the following questions is "Yes," then complete Schedule B, Parts VI, VII, VIII, IX, or X
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 107 if "Yes, " complefe Schedule D,
PAt Ve e e e et e 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 reported in Part X, line 167 If "Yes, " complete Schedule D, Part VIl ... 11b X
¢ Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 167 /f "Yes, " complete Schedule D, Part VIl 11¢c X
d Did the organization report an amount for other assats in Part X, line 15 that is 5% or more of its total assets reported in
Part X, lin 167 f "Yes," complete Schedule D, PartIX L e 11d X
e Did the organization repcrt an amount for cther liabilities in Part X, line 257 /f ”Yes, "complete Schedule D, Part X . 11e| X
f Did the organization's separate or censclidated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 48 (ASC 740)7 If "Yes," compiete Schedule b, Part X 1| X
12a Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes, " complete
Schedue D, Parts Xi, Xil, 800 XIUI e 12a| X
b Was the organization included in consolidated, indepsndent audited financlal statements for the tax year?
If “Yes, " and if the organization answersd "No" tc line 12a, then completing Schedule D, Parts Xi, Xi, and Xill is optional . 12b X
13 is the organization a school described in saction 170(b)(1)(A)({)? If 'Yes," complete Schedule £ ... 13 X
14a Did the organizaticn maintain an office, employees, or agents cutside of the United States? . ... 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundralsmg, business,
investment, and program sesvice activities outside the United States, or aggregate forelgn investments valued at $100,000
or more? If "Yes,” complete Schedule F, Parts fand IV 14b X
15 Did the organization report on Part X, column (A}, line 3, mare than $5,000 of grants or assistance to any organization
or entity located outside the United States? /f "Yes," complete Schedule F, Parls ltand IV 15 | X
16 Did the organization report on Part 1X, column (A}, line 3, more than $5,000 of aggregate grants or assistance to inclividuals
located outside the United States? If "Yes, " complete Schedufe F, Parls il and IV 16 X
17  Did the organizaticn report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A}, lines 6 and 116? If 'Yes," complete Schedule G, Part! .o 17 X
18 Did the organization report more than $15,000 total of fundralsing event gross income and contributions on Part Vi, lines
1c and 8a? if "Yes, " complete Schedule G, Partlf | s 18| X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, ling 9a? If “Yes,"
complete SCREAUIE G, PAFE Il | | e et 19 X
20a Did the organization operate one or more hospital facilities? /f "Yes," complete Schedute H 20a X
b If "Yes" to line 20a, did the organization attach a copy of its audited financial statements to this return? ... ... . 20b
Form 990 (2011)
132003
01-28-12

15211207 701392 RC40871

3

2011.05010 OSTEQGENESIS IMPERFECTA FOU RC408711




21

22

23

24a

b Did the organization Invest any proceeds of tax-exempt bonds bayond a temporary period exception?

Checklist of Required Schedules continued)

Form 890 (2017) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021  paged
v

Did the organization report more than $5,000 of grants and other assistance to any government or organization in the

United States an Part IX, column (A}, line 12 If "Yes, " complete Schedule |, Parts fand Il
Did the organization report more than $5,000 of grants and cther asslstance to Individuals in the United States on Part X,
column (A), line 27 If "Yes," complete Schedule |, Parts fand il
Did the organization answer "Yes" to Part VI, Section A, line 3, 4, or 5 about compensation of the organization’s current

and former officers, directors, trustees, key employees, and highest compensated employees? /f "Yes," complefe

SChEdu're J .......................................................................................................................................................................
Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than $100,000 as of the
lagt day of the year, that was issued after December 31, 20027 if "Yes, " answer lines 24b through 24d and complete
Schedule K. If "Nio", go to line 25

¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease

25a

26

27

28

any tax-exaIMPL DONUST? | e e e e e e e e ettt
Did the organization act &s an "on behalf of" issuer for bonds cutstanding at any time during theyear? ... ...
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 Schedule L, Part I ...
Is the erganization aware that it engaged in an excess bensfit transaction with a disqualified person in a prior year, and

that the transaction has not been reported on any of the organization's prior Forms 290 or 990-EZ7 if 'Yes, ' complete
Sehedule L Partl e e e
Was a loan to or by a current or former officer, director, trustese, key employee, highly compensated amployee, or disgualified
person outstanding as of the end of the organization’s tax year? If "Yes, " complete Schedule L, Part !l
Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial

contributor or employse thereof, a grant selection committee member, or te a 35% controlled entity or family member

of any of these parsons? If 'Yes," complete Schedule L, Part il e,
Was the organization a party to a business transaction with one of the following parties (see Schedule |, Part IV

instructions for applicable filing thresholds, conditions, and exceptions):

A current or former officer, director, trustee, or key employee? /f "Yes, " complete Schedufe L, Part IV ...
A family member of a current or former officer, director, trustee, or key employee? if "Yes," complete Schedule L, Part IV
An entity of which a current or former officer, director, trustee, or key employes {or a family member thereof) was an officer,

Yes | No
21 | X
o0 | X
o3 X
24a X
241
24c
244
2ba X
25h X
26 X

director, trustee, or direct or indirect owner? If "Yes," complete Schedule L, Part v 28c | X
29 Did the organization receive more than $25,000 in non-cash contributions? If "Yes, " complete Schedule M ... ... 29 X
30 [id the organization receive contributions of art, historical treasures, or other similar assets, or cualified conservation

contributions? If "Yes," complete Schedule M. 30 X
31 Did the organization liquidate, terminate, or dissclve and cease operations?

If "Yes," complete Schedule N, Partl e, 31 X
32 Did ihe organization sell, exchange, dispose of, of transfer more than 25% of its net assets?if "Yes, ' complete

SOREUUIE N, PRIT I o oo e e e 32 X
33 Did the organization own 100% of an entlty dlsregarded as separate from the organlzatlon under Regulations

sections 301.7701-2 and 301.7701-37 /f "Yes, " compiete Schedute R, Part! ] s X
34 Was the organization related to any tax-exempt cr taxable entity?

If "Yes," comiplete Schedule R, Parts I, Il IV, and Vo ine T e 34 &
35a Did the crganization have a controlled entity within the meaning of section 512(b)(13)7 35a X

b Did the organization receive any payment from or engage in any transaction with a controlled entity w1th1n the meanlng of

section 512(b){13)7 If 'Yes, " complete Schedule R, Part V, i€ 2 ..., 35b X
36 Section 501(c)(3} crganizations. Dicl the organization make any transfers to an exempt non-charitable related crganization?

if *Yes," complete Schedule H, Part VLI 2. e, 36 X
a7 Did the arganization conduct more than 5% of its activities through an entity that is not a related organization

and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedule B, Part Vi e 37 X
38 Did the organization complete Scheduie O and provide explanations in Schedule O for Part V1, lines 11 and 197

Note. All Form 990 filers are required to complete Schedule O i i g | X

Form 990 2011)

132004
01-23-12

15211207 701392 RC40871

4

2011.05010 OSTEOGENESIS IMPERFECTA FQU RC408711




Form 990 (2011) OSTEOGENESIS IMPERFECTA FOUNDATTION, INC. 23-7076021 pageb
: Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response to any guestion inthis Part V.
1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable 1a

b Enter the number of Forms W.-2G inciuded in line 1a. Entar -O- if not applicable
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming

1b

(gambling) winnings to prize winners?

2a Enter the number of employeas reported on Form W-3, Transmittal of Wage and Tax Statements,
filad for the calendar year ending with or within the year covered by thisreturn ... ... 2a
b If at least one is reported an line 2z, did the organization file all required faderal employment tax returns’? _____________________________
Note, If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions)
3a Did the organization have unrelatad business gross income of $1,000 or more during the year?
b If "Yes," has it filed a Farm 990-T for this year? If "No," provide an sxplanation in Schedufe O ..
da At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, a w
financial account in a forsign country (such as a bank account, securities account, or other financial accounty? .. . !
b If "Yes," enter the name of the farelgn country: P }
See instructions for filing requirements for Form TD F 90-22.1, Report of Foreign Bank and Financial Accounts.
5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? .. ... ...
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? ...
¢ If "Yes," to line Sa or 5b, did the organization file Form 8886-T7 | ...
6a Does the organizaticn have annual gross receipts that are normally greater than $100,000, and did the organization solicit
any centtibutions that wete not tax deductible? | ...
b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
WBNE MO X OOl et
7 Organizations that may receive dediictible contributions under section 170(c). :
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for gocds and services provided to the payor?
b If "Yes," did the organization notify the doner of the value of the goods or services provided? .
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal propeity for which it was required
B0 Tl FON T B2 B2 i e oot e e et et e et et e e
d If "Yes," indicate the number of Forms 8282 filed during the year N | 7d |
e Did the crganization receive any funds, directly or indirectly, to pay premiums on & perscnal benefit contract? ... .
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . ... ...
g If the organization received a contribution of quaiified intellectual property, did the crganizaticn file Form 8899 as required?
h Ifthe organization received a contribution of cars, boats, airplanes, or ather vehicles, did the organization file a Form 1098-CG?
8 Sponsoring organizations maintaining donor advised funds and section 509(a}(3) supporting organizations. Did the suppoerting
organization, or a donor advised fund maintained by a sponsoring organization, have excess business holdings at any time during the year?
9 Sponsoring organizations maintaining donor advised funds,
a Did the organization make any taxable distributions under section 49667 ...
b Did the organization make a distribution to a denor, donor advisor, of related person?
10 Section 501(c){7) organizations. Enter:
a |Initiation fees and capital contributions included on Part VIl line 12 10a !
b Gross receipts, included on Form 9390, Part VI, line 12, for public use of club facilities 10b '
11 Section 501(c}(12} organizations. Enter: :
a Gross income from members or shareholders ... 11a
b Gross income from cther sources (Do not net amounts due or pald to other sources against
amounts due or received FrOMTNeM.} 11b
12a Section 4847(a)(1) non-exempt charitable trusts. Is the crganization filing Form 990 in lisu of Form 10417
b I "Yes," enter the amount of tax-exempt interest received or accrued during the year .................. | 12h |
13 Section 501{c}{29) qualified nonprofit health insurance issuers.
a Is the crganization licensad to issue qualified health plans in maore than one state?
Note. See the instructions for additional information the crganization must report on Schedule O.
b Enter the amount of reservas the organization is reqguired to maintain by the states in which the
organization is licensed to issue quealified health plans 13b
¢ Enter the amount of reserves onhand | . ... 13¢c i
14a Did the crganization receive any payments for indoor tanning services duting the tax year? 14a X
b _If "Yes," has it filed & Form 720 to report these payments? /f "No, " provide an explanation in Schedule O .. ... ... 14b
Form 990 (2011)
132005
01-23-12
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011) OSTEQGENESIS IMPERFECTA FOQUNDATION, INC. 23-7076021 pageb
Governance, Management, and Disclosure rForeach "Yes" response to lines 2 through 76 below, and for a "No" response
to line 8a, 8b, or 10k below, describe the circumstances, processes, or changes in Schedule O. See instructions.

Check If Schadule O containg a response tc any question in this Part VI oo
Section A. Governing Body and Management

1a Enter the number of voting members of the governing body at the end of the tax year . ... 1a
If there are mataria! differences in voting rights among members of the govarning body, or if the governing
hody delegated broad authority to an executive committee or similar committee, explain in Schedule O.
b Enter the number of voting members included in line 1a, above, whe are independent ... 1b
2 Did any officer, director, trustee, or key employes have a family relationship or a business relationship with any other
officer, director, trustee, or key 8MBlOYEE? e e e e

3 Did the crganization delegate control over management duties customarily performed by or under the direct supervision

of officers, directors, or trustees, or key employees to a managemsnt company or ¢ther person? 3
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was flled? . . 4
5 Did the organization become aware during the year of a significant diversion of the organization's assets? 5
6 Did the organization have members or stockholders? e 6 | X
7a Did the organizaticn have members, stockhoiders, or other persens who had the power to elect or appoint one or
more members of the goverming body e e 7a

b Are any governance decisions of the organization reserved to {or subject to approval by) members, stockholders, or

persons other than the goveming boty? e

8 Did the organization contemporanegusly documeant the meetings held or written actions undertaken during the year by the following;
8 The gOVEIMING DOUYT e e e ettt et et e
b Each committee with authority to act on behalf of the goveming body?
9 s there any officer, director, trustee, or key employee listed in Part VII, Section A, who cannot be reached at the
organization's mailing address? If "Ves, " provide the names and addresses N Schedule © i 9 X
Section B. Policies (This Section B requests information about policies not required by the internal Revenue Code.)

Yes | No
10a Did the organization have local chapters, branches, or affiliates? 10a X
b If "Yes," did the organization have written policies and procedures governing the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with the organization's exempt purposes? .. 10b
11a Has the organization provided a complete copy of this Form 920 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, " go to e 18 12a| X
b Were officers, directars, or trustses, and key employees required to disclose annually interests that could give rise to conflicts? 12| X

¢ Did the organization regularly and censistantly monitor and enforce compliance with the policy? If "Yes, " describe
in Schedule O how this was done 12¢ | X
X
X

13 Did the organization have a written whistleblower policy?
14 Did the organization have a written document retention and destruction policy?
15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization's CEQ, Executive Director, or top management official
kb Other officers or key employees of the organization
If “Yes" to line 15a or 15h, describe the process in Schedule G (see instructions).
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with g
taxable entity during the year? . . e e e e e e e
b If "Yes," did the crganization follow a written pollcy or procedure requiring the organization to evaluate its par‘tlmpatlon
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s
exempt status with respect to such arrandements?
Section C. Disclosure
17  List the states with which a copy of this Form 990 is required to be filed »AK ,AZ,AR,CA,CO,CT,DC,FL,GA,TL,KS , KY
18  Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable}, 890, and 990-T (Section 501(c)(3)s only} available
for public inspection. Indicate how you made these available. Chack all that apply.
Own website :‘ Another’s website Upon request
18 Describe in Schedule O whether (and if so, how), the organization made its govering 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 wha possesses the books and records of the organization:
THE FOUNDATION - 301-947-0083
804 W. DIAMOND AVE, SUITE 210, GAITHERSBURG, MD 20878
01.26-12 SEE SCHEDULE O FOR FULL LIST QF STATES Form 990 (2011)
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990 (2011)

OSTEOGENESIS IMPERFECTA FOUNDATION,

INC.

23-7076021

Page 7

I[ Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors
Check if Schedule O contains a response to any guastion in this Part VIl

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

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

* | st all of the organization’s current officers, diractors, trustees {(whether individuals or organizations), regardiess of amount of compensation.
Enter -0- in columns {DY), (E}, and (F} if no compensation was paid.
® List all of the organization’s current key employees, if any. Ses instructions for definition of "key employse.”
& |.ist the organization's five current highest compensated employaes (othsr than an officer, director, trustes, or key employee) who received reportable
gompensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of mare than $100,000 from the organization and any related organizations,
® | ist all of the organization's former officers, key employees, and highast compensated employees who received more than $100,000 of
reportable compensation from the organization and any related organizations.
® | st all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the organization,
more than $10,000 of reportable compensation from tha crganization and any related organizations.
List persons in the following order: individual trustees or directors; institutional trustees; officers; key employess; highest compensated employees;

and former such persons.

D Check this box if neither the organization nor any related organization compensated any current officer, director, or trustee.

{A) (B (C) D) {E) {F)
Name and Title Average | oo orf;‘gfﬁiggman ore Reportable Reportable Estimatad
hours per | box, unless person Is both an compensation compensation amount of
week officar and a director/rustee)} from from related other
(describe | & the organizations compensation
hours for g . T organization (W-2/1099-MISC} from the
related |8 ) g (W-2/1099-MISC) organization
organizations| = | & £lg, and related
inSchedule [ £ ]2} _ |2 |25 5 organizations
o |E|E|g|sEE
(1) MICHELLE DUFREY, ESQ.
SECRETARY 2.00|X X 0. 0. 0.
{2) MAREK BIRDWHISTELL
FERST VICE PRESIDENT 2.00|X X 0. 0. 0.
{3} CAREN LOGUERCIO, ESQ,
SECOND VICE PRESIDENT 2.00{X X 0. 0. 0.
(4) SHARON TRAHAN
PRESIDENT 2.00|X X 0. 0. 0.
(5) ANTHONY BENISH
TREASURER 2.00(X X 0. 0. 0.
{(6) FRANCIS GLORIEUX, OC, MD, PHD
MAC CHAIR 2.00|X X 0. 0. 0.
{7) ANNA CURRY
DIRECTCR 2.00|X 0. 0. 0.
(8) AMANDA BERGMAN
DIRFCTOR 2.00|X 0. 0. 0.
{9) ROBERT SANDHAUS, MD,6 PHD
DIRECTOR 2,00(X 0. 0. 0.
(10) GREG HOLMAN
DIRECTOR 2.00|X 0. 0. 0.
(11) GIL CABACUNGAN
DIRECTOR 2.00|X 0. 0. 0.
(12) TAN SACKS
DIRECTOR 2,00|X 0. 0. 0.
(13} KRISTEN ANTOLINT
DIRECTOR 2.00|X 0. 0. 0.
{14) JODY CHEEK
DIRECTOR 2.00(X 0. 0. 0.
{15) ALCIDES ORTIZ
DIRECTOR 2.00|X 0. 0. 0.
{16) CAROLYN TIPTON
DIRECTOR 2.00(x 0. 0. 0.
{17) ROBIN WRIGHT
DIRECTOR 2.00(X 0. 0. 0.
132007 01-23-12 Form 990 (2011}
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90 (2011} OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Page8

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

(A) (B) © D) (E) (F)
Name and title Average | Cﬂgﬁg‘ggthan ane Reportabls Reportable Estimated
hours per | sox, unisss parson is bath an compensation compensation amount of
week officer and a director/trustas} from from relatad other
(describe ‘E the organizations compensation
hours for [ .= = organization {W-2/1099-MISC) from the
related é 8 § (W-2/1099-MISC) organization
organizations] g | = g |e and related
in Schedule g E|l_|2|z § . crganizations
= | = = = 1Z35|
0) HEHHBEE
{18) TRACY SMITH HART
CHIEF EXECUTIVE OFFICER 40.00 X 133,191. 0. 12,699.
16 SUB-Otal | e e 133,191. 0.] 12,6593.
¢ Total from continuation sheets to Part VIl, Section A 0. 0. 0.
d_Total faddlines tband 16} . ... oo 133,191, 0.] 12,699,

2 Total number of individuals {including but not limited to those listed abave} who received more than $100,000 of reportable
compensation from the organization

3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee on
line 1a? If "Yes," complete Schedule J for such individual e,
4  For any individual iisted on line 1a, is the sum of repartable compensation and other compensation from the organization
and related organizations greater than $150,0007 i "Yes," complete Schedule J for such individual
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services
rendered to the organization? If "Yes, " complete Schedule J for SUCH DEISOM ...
Section B. [ndependent Contractors

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

(A) (B {C)
Name and business address NONE Description of services Compensation

2 Total number of independent centractors (including but not limited to those listed above) whe received mora than
$100,000 of compensation from the organization P 0

Form 990 (2011}

132008 01-23-12
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Form 990 (2011) QSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 page9

Statement of Bevenue

(A) (B (© Re\(.'lejr)me
Total revenue Related or Unrglated excluded from
exempt function business tax under
revenue revenue 359102?23 5511§=
%g 1 a Federated campaigns ... . 1a ,b67. =
(.’JE 3 b Membershipdues . 1b 12,024.
m‘E ¢ Fundraisingevents .. 1c 409,360.
gﬁ d Related organizations ... 1d
g“g e Government grants (cpntributions) 1e
2 & t All other contributions, gifts, grants, and
25 similar amounts not included above 1| 984,673,
‘gg Neneash contributions included in lines 1a-11: §
O8| h Total. Addiinesta-tt ... » | 1452624
Business Code
8| 2e
£ b
gl
o f All other program service revenue
g Total Addiines2a-2f .. ..oon >
3 Investment income (including dividends, interest, and
cther similar amounts} 44 [ 785. 44 [ 785.
4 Income from investment of tax-exempt bond proceeds
5 Rovyalties ......... [P,
6a Grossrents .. ..
b Less:rental expenses
¢ Rentalincome or {loss) .
d Net rental income or (loss}
7 a Gross amount from sales of | {i) Sacurities (i) Other
assets other than inventory 268500.
b Less: cost or cther basis
and sales expensss 214965,
¢ Gainor{loss) .. .. 53,535,
Net gain or {I688) ...
o 8 a Gross income from fundraising events (not
g including $ 409,360. of
E contributions repotted on line 1¢). See
5 Part IV, 1ine 18 ...
S b Less:directexpenses ... ...
Net income or (loss) from fundraising events
9 a Gross income from gaming activities, See
Part IV line 19 ..
Less: direct expenses ...
Net income or {loss) from gaming activities
10 a Gross sales of inventory, less retumns
andallowances al 10,
b Less: cost of goods sold b 2,
¢ _Net income or {loss} from sales of inventory ...
Miscellaneous Revenue Business Codef:
11a
]
c
d Allotherrevenue ... ...
e Total. Add lines T1a-11d ... >
12 Total revenue. See instructions. > 98,320.
078 12 Form 990 (2011)
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Form 990 (2011}

_OSTEQOGENESIS IMPERFECTA FOUNDATION, INC.

23-7076021 Page 10

.| Statement of Functional Expenses

Section 501(c)3) and 501(c)(4) organizations must compiete all calumns. All other organizations must complete column (A) but are not required to
compilete columns (B), (C), and (D).

Check if Schedule O contains a response to any quastion inthis Part X . |_|
Do not include amounts reported on lines 6b, Total é)?[:))enses Progra(rE)service Managéﬁent and Func(ilr:gfsing
7b, 8b, 9b, and 10b of Part Vi, expenses eneral expenses expenses
1 Grants and other assistance to governments and
organizations In tha United States. Sze Part IV, line 21 155,000. 155,000
2 Grants and other assistance to individuals in
the United States. See Part IV, Ine 22 146,321, 146,321.
3 Grants and other assistance to governments,
organizations, and Individuals outside the
United States. See Part IV, fines 15 and 16 10,000. 10,000
4 Benefits paid to or for members ...
5 Compensation of current officers, directors,
trustees, and key employees . .. ... 158,605. 103,434, 36,933. 18,238.
6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)} and
persons described in section 4958(c)(3)(B)
7 Othersalaries and wages ... ... 444,709. 202,640. 159,940- 82,129.
8 Pension plan accruals and contributions gnciude
saction 401(k) and section 403{b) employer contributlons) lo ] 0 8 0 . 3 ' 0 3 9 . 4 I 489 . 2 ' 552 .
9 Otheremployee benefits 40,265, 12,160. 15,828. 12,277.
10 Payrolltaxes .. ... 36,042, 13,928. 13,791. 8,323,
11 Faes for services {hon-employees):
a Management
b L8Gal ... 56. 56.
¢ Accounting ... 11,405, 11,405.
d LobbYiNg e,
e Professicnal fundraising services. See Part 1V, ling 17
f Investment managementfees ... 32,740, 32 ’ 465. . 275,
9 OSr e 21,4971, 10,815, 2,726, 7,950.
12 Advertising and promotion ..
13 Office expenses ... . .. 85,707, 49,579. 28,131, 7,997,
14 Information technology ... 61,639. 42,559. 17,070, 2,010.
15 Rovyaltles | . ..
16 OCCUPANGY ..o 67,969, 67,969.
17 Travel e 16,194, 5,758. 1,993. 8,443.
18 Payments of fravel or entertainment expenses
for any federai, state, or local public officials
19 Conferences, conventions, and meetings 77,924, 73,845, 3,803. 276.
20 Interest
21 Payments to affiiates ...
22 Depraciation, depletion, and amortization 19 ’ 428. 19 , 428,
28 Insurance ... ... B 5,260. 3,370. 1,890.
24 Other expenses. [temize expensas not covere -
above. (List miscellaneous expenses in ling 24e. If ling
24 amount exceeds 10% of line 25, column (A)
amount, list line 24e expenses on Schedule 0.)
a MEDICAL RESEARCH AND RE . .
b ADVOCACY AND AWARDS 14,537,
¢ LICENSE AND PERMITS 4,377, 4,377,
d INDIRECT COST ALLOCATIOQ 0. 229,648, -301,597. 71,9459,
e All other expenses 3,571, 3,386, 185.
25  Total functional expenses. Add lines 1 through 24e 1,464,888, 1,118,217. 117, 985. 228,686,
26 Joint costs. Complete this line only if the organization
raported in column (B) joint costs from a combinad
educational campaign and fundraising soligitation.
Check herc B If following SOP 98-2 (ASC 958-720) 65,584. 50,9609. 0. 14,615.
132010 01-23-12 Form 990 (2011)
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Form 990 {2011} QSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 page1d
Balance Sheet
{A) (B)
Beginning of year End of year
1 Cash - NONNIErOStDORNNG . ...\ oooooooococoeoeeeseos oo e 53,992.] 1 172,293.
2 Savings and temporary cash investments 199,084.] 2 253,174.
3 Pledges and grants receivable, net . ... 472,870.] 3 528,278.
4 Accounts receivable, net 74,764.] 4 41,083,
5 Receivables from current and former officers, directors, trustees, key
employees, and highest compensated employses. Complete Part ||
of Schedule L ... SOOI
6 Receivables from other disqualified persons (as defined under section
4958(f)(1)), persons described in section 4958(c)(3)(B), and contributing
employers and sponsoting organizations of section 501 (c}(9) veluntary
" employees’ beneficiary organizations (see instructions) .. 6
© | 7 Notesand loans receivable, Net .. ..., 7
2 8 Inventories forsaleoruse ... ... 19 . D 65.] 8 22,048,
9 Prepaid expenses and deferred charges ... g
10a Land, buildings, and equipment: cost or other =
basis. Complete Part Vl of Schedule D 10a
b Less: accumulated depreciation ... 10b 105 r 157. 53 ;9 29.] 10c 34 .7 16.
11 Investments - publicly traded SecUNes ... 1,693,836.] 11 1,646,353.
12 Investments - other securities. See Part IV, line 11 12
13  Investments - program-related. See Part IV, line 11 13
14 Intangbleassets ... 14
18 Other assets. See Part IV, line 11 22, 262. 15 22,262,
16 Total assets. Add lines 1 through 15 (must equal line 34} .. ..o 2,600,850.] 16 2,762,282,
17 Accounts payable and accrued expenses ... 146,578.] 17 174,869,
18 Grantspayable .. 184,596.| 1 198,329,
19 Deferred ravenUe | ... 19 66,912,
20 Tax-exempt bond liabilities
% |21 Escrow or custodial account liability. Complete Part IV of Schedule D
£ |22 Payables to current and former officers, directors, trustees, key employees,
ﬁ highest compensated employees, and disqualified persons. Complete Parit |1
- of SEhedule L. e
23  Secured mortgages and notes payable to unrelated third parties ...
24  Unsecured notes and leans payable to unrelated third parties ...
25 Other liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X of
T o O 10,167.] 25 7,865.
26 Total liabilities. Add lines 17 through 25 . _ N — 341,741.] 26 447,975,
Organizations that follow SFAS 117, check here P~ X and complete
14 lines 27 through 29, and lines 33 and 34.
E |27 Unrestricted netassels ... 1,607,753,
E 28 Temporarily restricted net asseis 596 . B62.| 28
T |29 Permanently restricted netassets . 54,488.
Z Organizations that do not follow SFAS 117, check here P |:| and
5 complete lines 30 through 34.
% 30 Capital stock or trust principal, or current funds
ﬁ 31  Paid-in or capital surpius, or land, building, or equipment fund ...
% |32 Retained samings, endowment, accumulated income, or other funds ..
< |33 Total net assets or fund balances 2,259,109.] a3 2,314,307,
34 Total liabilities and net assets/fund baiances 2,600,85 0.] 3a 2,762,282,

132011 01-23-12
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Form 990 (2011) OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 pﬂge12
/| I Reconciliation of Net Assets

Check if Schedule O contains a response to any question N this Part X1 ..o
1 Total revenue (must equal Part VIIl, column (A}, line 12) 1 1,558,328,
2 Total expenses (must equal Part [X, column {4), fine 25) 2 1,464,888,
3 Revenue less expenses. Subtract line 2 from line 1 ... 3 93,440,
4 Net assets or fund balances at beginning of year {must equal Part X, line 33, column (&) .. 4 2 ' 259 ’ 109.
§  Other changes in net assets or fund balances (explain in Scheauleoy ... ..~~~ 5 -38 ‘ 242,
6 Net assets or fund balances at end of year. Combine lines 3, 4, and 5 (must equal Part X, line 33, column (B} 4] 2,314,307,

| Financial Statements and Reporting
Check if Schedule © contains a response 1o any question In this PRI X1 ..oy e

1 Accounting method used to prepare the Form 990: D Cash Accrual |:J Other
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O,
2a Were the crganization’s financial statements compiled or reviewed by an independent accountant?
b Were the organization’s financial statements audited by an independent accountant?
¢ If "Yes" to line 2a or 2b, does the organization have a committes that assumes responsibility for oversight of the audit,
review, or compilation of its financlal statements and selection of an independent accountant?
If the arganization changed either its oversight process or selection process during the tax ysar, explain in Schedule O.
d If "Yes" te line 2a or 2b, check a box below to indicate whether the financial statements for the year were issued on a
separate basis, consclidated basis, or both:
Separate basis L] Consolidated basis I:] Both consolidated and separate basis

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 GIrGUIAr AT83? |10 e e e e 3a X
b If "Yss," did the organization undergo the required audit or audits? If the organization did not undergo the reguired audit
or audits, explain why in Schedula O and describe any steps faken to undergo such audits. ... 3b
Form 990 (2011)
132012
01-23-12
12

15211207 701392 RC40871 2011.05010 OSTEOGENESIS IMPERFECTA FQU RC408711




f;f,ﬂ'f,‘;’ouo';ﬁgﬁ_m Public Charity Status and Public Support O?&?ﬁiﬁ

Complete if the organization is a section 501{c){3} organization or a section

Department of tha Treasury 4947(a)( 1} nonexempt charitable trust.

Internal Revenue Servica P Attach to Form 990 or Form 990-EZ. I See separate instructions. :

Name of the organization Employer identification number
OSTEOGENESTIS IMPERFECTA FOUNDATION, INC,. 23-7076021

Reason for Public Charity Status {All 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 bex.)

1 |:] 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)(1AXii}. {Attach Schedule E.)

3 [:’ A hospital or a cooperative hospital service organization described in section 170{b)(1)(A)ii).

4 A medical research organization operated In conjuncticn with a hospital described in section 170(b}{1){A)(1ii). Enter tha hospital's name,
city, and state:
An organization operated for the benefit of a collage or university owned or operated by a governmental unit described in

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

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

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

A community trust described in section 170(b}{ 1{ANvi). (Complets Part 1)

An crganization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross recaipts from
activities related 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 business taxabie income (less section 511 tax} from businesses acquired by the organization after June 30, 1975.
See section 509(a)({2). (Complete Part I11.)

91 00 1)

10 |:| An organization organized and operated exclusivaly to test for public safety. See section 508(a){4).

11 I:l An organization organized and opsrated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one or
maore publicly supported organizations described in section 509(a)(1) or section 502(a)(2). See section 509{a)(3}. Check the hox that
describes the type of supporting organization and complete lines 11e through 11h.

a D Type | b l:l Type i c |:| Type Il - Functionally integrated d |:| Type ill - Other
e D By checking this box, | certify that the organization s not controlled directly or indirectly by one or more disquaiified persons other than

foundation managers and other than one or more publicly supported organizations described in section 502(a)(1) or section 509(a)(2).
f If the organization received a written determination from the IRS that it is a Type |, Type I, of Type IlI

supporting organization, check this box e e ettt [ ]
g Since August 17, 20086, has the organization accepted any gift or contribution from any of the following parsens?

(i} A person who directly or indirectly controls, either alone or together with persons described i (il) and (iil) below, Yes | No

the gavemning body of the supported organization? e ... | Tgii}

(i} A family memoer of a person described in ([ above? | L s  11g(ii)

(i) A35% contrclled entity of a person described in () or {i) above? | 11g(iii)
h Provide the following information about the supperted organization(s).
(i} Name of supported (I} EIN (iii)Ter?_ of (iv}Is the organization| (v) Did you notify the or arg‘i’zigtli?) }]hi% ol Vi) Amount of

organization (desc?irb%?jmozr? ||i?]25 19 n col. (1) listed in your| - organization in col (i}gorganized e support
above or IRC section governing document?| (i) of your support? us?
(see instructions)) Yes No Yes No Yes No

LHA For Paperwork Reduction Act Notice, see the Instructions for Schedule A (Form 990 or 980-EZ) 2011
Form 990 or 990-EZ2.

132021
01-24-12
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Schedule A (Form 990 or 920-EZ) 2011 Page 2
Support Schedule Tor Organizations Described in Sections 170{b)(1){A) (v} and 170(b){(1)(ANVI)

{Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to gualify under Part Ili. If the arganization
fails to qualify under the tests listed below, please complste Part I11.)

Section A. Public Support
Galendar year {or fiscal year beginning in) (a) 2007 (k) 2008 {c) 2009 (d) 2010 {e) 2011 {f) Total
1 Gifts, grants, contributions, and
membership fees recaived. (Do not
include any "unusual grants."y
2 Tax revenues levied for the organ-
ization's benefit and sither paid to
or expendsd on its behalf
3 The value of services or facilities
furnished by a governmental unit to
the organization without charge
4 Total Add lines 1 through 3
8§ The portion of total contributions
by each perscn {other than a
governmental unit or publicly
supported crganization) included
on line 1 that exceeds 2% of the
amount shown on line 11,
column (f)

6 Public support. subtrect lne 5 from lina 4.
Section B. Total Support
Calendar year (or fiscal year beginning in) p» (a) 2007 (b) 2008 {c) 2009 {d} 2010 (e} 2011 (f} Total

7 Amounts fromlined ..

8 Gross income from interest,

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

9 Net income from unrelated business

activities, whether or not the
businass is regularly carried on
10 Other income. Do not include gain
or loss from the sale of capital
assets {(Expialnin Part IV} .
11 Total support. Add lines 7 through 10 |
12 Gross receipts from related activities, etc, (see instructions}
13 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501{c}(3)

Organization, Chack Ihis BoX BN Sl O o i i e s e e et s e e s e s re e » [ ]
Section C. Computation of Public Support Percentage
14 Public support percentage for 2011 (line 6, column (f) divided by line 11, column ) ... ... ... 14 %
15 Public support percentage from 2010 Schedule A, Part I, line14 15 %
16a 33 1/3% support test - 2011. If the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supported organization ... > ]

b 33 1/3% support test - 2010, If the crganization did not check a box on line 13 or 18a, and line 15 is 33 1/3% or more, check this box

and stop here. The organization qualifies as a publicly supported organization .
17a 10% -facts-and-circumstances test - 2011. If the crganization did not check a box on line 13, 16a, or 18b, and line 14 is 10% or more,

and if the organization mests the "facts-and-circumstances" test, check this box and stop here. Explain in Part IV how the organization
meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization . . ... > E]

b 10% -facts-and-circumstances test - 2010. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15is 10% or
more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part IV how the
organization meets the "facts-and-circumstances" test. The organization quaiifies as a publicly supported organization ... [ 3 D

18 Private foundation. If the crganization did not check a box on line 13, 18a, 18k, 17a, or 17, check this box and see instructions ... D
Schedule A (Form 990 or 990-EZ} 2011
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Schedule A (Form 990 or 990-E2) 2011 OSTEQOGENESIS IMPERFECTA FOQUNDATION, INC.23-7076021 pages
upport Schedule for Organizations bed in Section 509(a)(2)
(Complete only if you checked the box on line 9 of Part | or if the organization failed to quaiify under Part 1. If the organization fails to
ualify under the tests listed below, please complete Part 1)
Section A. Public Support
Calendar year {or fiscal year beginning In) | (a) 2007 (b) 2008 {¢) 2009 {d} 201C {e) 2011 {f) Total !
1 Gifts, grants, contributions, and !
membership fees received. (Do not :
include any "unusual grants."} 1,681 957, 2,021,827, 1,836,616, 1,485,571, 1,482,624, 8,508,595,

2 Gross receipts from admissions,
merchandise sold or services per-
formed, or facilities furnished in
any activity that is related to the

organization'stax-exemptpurpose 6,498- 95,438- 68,736- 70,083- 10,002. 250,757-

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

iness under section 513 ‘ 85,512.] 86,348.| 171,860. !

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

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

6 Total. Add lines 1 through 5 .
7a Amounts included on lines 1, 2, and

3 received from disqualified persons | 291 ,653.{ 361,511, 337,622.| 329,155.] 320,154. 1,640,095,
b Amounts included on lnes 2 and 3 received
ftam other than distualifled persons that
axcaeed the greater of $5,000 or 1% of the

amount on ling 13 for the year . 0 .

cAddlines7aand 7b 281,653.] 361,511.] 337,622.] 329,155.] 320,154, 1 420,095,

8_Public support isuxyartiine 7c from Ine §,) 7,291,117,
Section B. Total Support

Calendar year (or fiscal year beginning in) p» (a} 2007 {B) 2008 (c) 2009 (d) 2010 (e} 2011 {f) Total
9 Amounts from line & 1,688 455, 2,117,265, 1,905,352, 1,641,168, 1,578,974, 8,931,212,

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

and income from similar sources 65,768. 47,627- 42,201. 44,473- 44,785. 244,854.

b Unrelated business taxable income
{less section 511 taxes) from businessas
acquired after June 30, 1975

¢ Addlines 10aand 10b
11 Nst income from unrelated business
activities not included in line 10b,
whether or not the business is
reguiarly carried on

12 Other income. Do notinclude gain

1,688,455, 2,117 265, 1 905 352, 1,641,166 1,578,974, 8,931 212,

65,768. 47,627.| 42,201.] 44,473, 44,785.] 244,854.

sememiaae | 1690, 150,

13 Tuta[suppori(Add“nESg_mcl11,ﬂnd12_) 1,755 913, 2,164,892, 1,947 553, 1,685,639, 1,623,758, 9,177,756, i

14 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501{c)}(3) organization, '
check this boxandstop here ... i ettt e etk en e e e annee s » ]

Section C. Computation of Public Support Percentage

15 Public support percentage for 2017 {line 8, column (f) divided by line 13, column () ... 15 79.44 o

16 _Public support percentage from 2010 Schedule A Part WL line 15 16 77.09 %

Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2011 {line 10¢, column {f) divided by line 13, column (f)) 17 2.67 g

18 Investment income percentage from 2010 Schedule A, Part I, ine 47 . 18 2.90 %

19a 33 1/3% support tests - 2011. If the organization did not check the box on line 14, and line 15 is mors than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box and stop here. The organization gualifies as a publicly supported organization >
b 33 1/3% support tests - 2010. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and
line 18 is not more than 33 1/3%, check this box and stop here. The arganization qualifies as a publicly supperted organization » l:]
20 Private foundation, ' the organization did not check a box on iine 14, 19a, or 19b, check this box and see instructions ... ... | :'
132023 01-24-12 Schedule A (Form 990 or 990-EZ) 2011
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QSTEQOGENESIS IMPERFECTA FQUNDATION, INC.

23-7076021

Payments from Disqualified Persons

Schedule A Included on Part Ill, Line 7a 2011
** Do Not File **
*** Not Open to Public Inspection ***
, 2007 2008 2009 2010 2011
Payer's Name Amount Amount Amount Amount Amount
HENRY AND GILDA
BUCHBINDER 50,000. 50,000. 50,000. 50,000. 50,000.
CHARITABLE RESEARCH
FOUNDATION 55,000. 5,000. 10,000. 32,750, 30,000.
PARKER AND CAROL
FOLSE, III 57,077, 82,876. 75,000. 100,120. 75,000,
KROGER. FOOD STORES 109,576, 122,302, 154,406. 98,700. 63,915,
NOVARTIS
PHARMACEUTICALS CORP 20,000. 0. 0. 0. 0.
QUATTRONE FOUNDATION 0. 55,000. 0. 0. 0.
ESTATE OF PETER
WILMANN 0. 36,333, 0. 0. 0.
DEGNA SPOLDI PRIVATE 0. 10¢,000. 10,000. 10,000. 10,000.
EICHENBERG-LARSON
CHARITABLE FOUNDATIO 0. 0. 10,000. 10,000. 10,000.
TED & SHARON TRAHAN 0. 0. 4,024. 3,500. 3,644,
MICHAEL & CAREN
LOGUERCIO 0. 0. 1,271. 1,240. 1,405.
BERGMAN FAMILY
FOUNDATION 0. 0. 7,800, 7,143, 7,143,
DR. ROBERT SANDHAUS 0. 0. 2,500. 5,000. 5,000.
ANTHONY BENTSH 0. 0. 850. 1,850. 1,380.
GREG HOLMAN 0. 0. 35. 0. 40,
MR. & MRS. DONALD
TRAHAN G. 0. 400. 100. 0.
MARK & MARTHA
BIRDWHISTEL 0. 0. 830, 2,000. 2,085.
MICHAEL LOGUERCIO,
SR. 0. 0. 200. 0. 0.
JOHN & CHRISTINE
BENISH 0. 0. 350. 120. 100
DR. & MRS. WALTER
HOLMAN, JR. 0. 0. 2,500, 25. 125,
JOHN & ELLEN BENISH 0. 0. 1,000. 3,500. 2,500.
ASHLEY CURRY 0. 0. 100. 50. 100.
JEFFREY & ANDREZ
STEWART 0. 0. 5,395, 0. 0.
GUILLERMO & NELLY
CABACUNGAN, JR. 0. 0. 200. 100. 0.

Total to Schedule A,

Part Ifl, Line 7a

123172 05-01-11




OSTEQGENESIS IMPERFECTA FOUNDATION, INC.

23-7076021

Payments from Disqualified Persons

Schedule A Included on Part lll, Line 7a 2011
** Do Not File **
*** Not Open to Public Inspection ***
, 2007 2008 2009 2010 2011
Payer's Name Amount Amount Amount Amount Amount
GIL CABACUNGAN, III 0. 0. 761. 0. 0.
BEN BIRDWHISTELL 0. 0. 0. 45, 0.
MICHELLE DUPREY,
ESQ L] O a 0 » 0 - 1 OO - 0 -
DENISE BEDEIAN 0. 0. 0. 265, 0.
IAN SACKS 0. 0. 0. 847. 1l1i6.
HELENE SACKS 0. 0. 0. 100. 0.
MITCHELL & GERALDINE
SACKS 0. 0. 0. 1,500. 1,000.
GIL & ALMA
CABACUNGAN 0. 0. 0. 0. 815,
TRA BIRDWHISTELL 0. 0. 0. 0. 50.
TOWERBROOK
FOUNDATION 0. 0. 0. 0. 25,000.
CAROLYN & JCHN
TIPTON 0. 0. 0. 0. 15,000.
KRISTIN ANTOLINT 0. 0. 0. 0. 686.
ERNST & GERTRUDE
TICHO CHARITABLE FOU| 0. 0. 0. 0. 15,000.
JOE & MARTHA
ANTOLINI 0. 0. 0. 0. 50.
Total to Schedule A,
Partlll, Lne 78 oo 291,653.] 361,511. 337,622. 329,155. 320,154,

123172 08-01-11




Schedule B Schedule of Contributors OMB No. 1545-0047

{Form 990, 990-EZ,
or 890-PF) P Attach to Form 990, Form 990-EZ, or Form 990-PF, 20 1 1

Department of the Treasury
Internal Revenue Servica

Name of the organization Employer identification number
OSTEQGENESIS IMPERFECTA FQUNDATION, INC. 23-7076021

Organization type {check one):

Filers of: Section:

Form 990 or 890-EZ 501(c)( 3 ) {enter number) organization

4947(a)(1} nonexempt charitable trust not treated as a private foundsation
527 political organization
Form 990-PF B01(c){3) exempt private foundation

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

J oo

501{c)(3) taxable private foundation

Check if your organization is covered by the General Rule cr 2 Special Rule.
Note, Only a section 501(c)(7), (8), or (10} organization can check boxes for both the General Rule and a Special Ruls. See instructions.

General Rule

For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, $5,000 or more (in money or property} from any one
contributor. Complete Paris | and 1l

Special Rules

|:[ For a section 501{c){3) organization filing Form 890 or 990-EZ that met the 33 1/3% support test of the regulations under sections
509{a)(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 or (2) 2%
of the amcunt on (i) Form 980, Part VIII, line 1h, or (i) Form 990-EZ, line 1. Complste Patts | and Il.

] For a section 501(cH7), (8), or (10) organization filing Form 990 or 990-EZ that received from any one contributor, during the year,
total contributions of more than $1,000 for use exclusively for religious, charitable, scientific, literary, or educaticnal purposes, or
the preventicn of cruselty to children or animals. Complete Parts |, 11, and 1.

|:| For a section 501(c)(7}, (8), or (10) crganizaticn filing Form 890 or 990-EZ that received from any one contributor, during the year,
contributions for use exciusively for religious, charitable, stc., putpeses, but these contributions did not total to more than $1,000.
If this box is checked, enter here the total contributions that were recaived during the year for an exclusively religious, charitable, stc.,
purpose. Do not complete any of the parts unless the General Rule applies to this erganization because it received noneaxclusively

religious, charitable, etc., contributions of $5,000 or more duting the year. |

Caution. An organization that is not covered by the General Rule and/or the Special Rules does not flle Schedule B (Form 990, 890-EZ, or 990-PF),
hut it must answer "No" on Part IV, line 2, of its Form 990; or check the box on fine H of its Form 990-EZ or on Part |, line 2 of its Form 890-FF, to
certify that it does not maet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-PF).

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990, 990-EZ, or 990-PF. Schedule B {Form 990, 890-EZ, or 980-PF) {2011}

123451 D1-28-12




Scheduls B (Form 890, 990-EZ, or 990-PF) (2011)

Page 2

Name of organization

Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
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 | BENNETT CLAYTON FOUNDATION Person
Payroll D
40596 RIVER BLUFF LN. 20,000. Noncash [ |
(Complete Part Il if thers
ST. PETER, MM 56082 is a nencash contribution.)
{a) (b) (c) (c}
No. Name, address, and ZIP + 4 Total coniributions Type of contribution
2 | BOOZ ALLEN HAMILTON, INC. Person
Payroil ]
8283 GREENSBORO DRIVE 5,000, Noncash [ |
(Complete Part Il if there
MCLEAN, VA 22102 is & noncash contribution.)
(a} (b} (c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
HENRY/GILDA BUCHBINDER FAMILY
3 | FOUNDATION Person
Payroll E]
209 E. LAKE SHORE DR. 50,000. Noncash [ |
(Compiete Part Il if there
CHICAGO, IL 60611 is a noncash contribution.)
(a) (b} (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
4 | THE CHARITABLE & RESEARCH FOUNDATICON Person
Payroll D
3321 SUNSET KEY CIR. STE 704 30,000. Noncash [ |
{Complete Part Il if thers
PUNTA GORDA, FL 33855 is & nohcash contribution.)
(a) (b} (c) {d}
No. Name, address, and ZIP + 4 Total contributions Type of contribution
5 | CHILDREN'S BRITTLE BONE FOUNDATION Person
Payroll [ |
7701 95TH ST. 268,810. Noncash [ |
(Complets Part || if there
KENOSHA, WI 53158 is a noncash contribution.)
(a) (b) {c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
6 | DEGNA SPOLDI PRIVATE FAMILY FOUNDATION Person
Payroll ]
7967 GRAND BAY DR. 10,000. Noncash [ |
(Complete Part Il if there
NAPLES, FL 34108 is & nencash contribution.)

123452 01-23-12

15211207 701392 RC40871

17

Schedule B (Form

90, 990-EZ, or 990-PF} (2011}

2011.05010 OSTEOGENESIS IMPERFECTA FOU RC408711




Schedule B (Form 990, 8280-EZ, or 990-PF) (2011) Page 2

Name of organization Employer identification number
OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
Contributors (sse instructions). Use duplicate coples of Part ! if additicnal space is needsd.
(a) {b) (c} (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
EICHENBERG-LARSON CHARITABLE
7 | FOUNDATION Person (X]
Payroll  |[__]
#1 COLLINS ISLAND $ 10,000. Noncash [ |
{Complete Part Il if there
NEWPORT BEACH, CA 92662 is & noncash contribution.}
{a} )] {c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
ERNST & GERTRUDE TICHO CHARITABLE
8 | FOUNDATION Person
Payrolt |:!
P.O. BOX 672 $ 15,000. Noncash [ ]
(Complete Part Il if there
GLEN ECHC, MD 20812 is & noncash contribution.}
(a) (b) (c) )]
No. Name, address, and ZIP + 4 Total contributions Type of contribution
9 | PARKER & CAROL FOLSE, III Person
Payroll Ij
4895 ROSE AVENUE, NE $ 75,000. | Noncash [ |
(Complete Part |1 if there
BATNBRIDGE ISLAND, WA 88110 Is a noncash contribution.)
(a) (b} (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
10 | MR. JAY GOODING Person
Payroll |:|
7 MILL CREEK LN. $ 5,000. Noncash [ |
{Complete Part Il if there
MATLVERN, PA 19355 is a noncash contribution.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
11 | J. ERIC & LAURA GOULD Person
Payroll l:f
410 8. HIBISCUS DR. $ 10,000. Noncash |
{Complete Part Il if there
MIAMI, FL 33139 is a noncash cantribution.)
(a) (b) (c) (d}
No. Name, address, and ZIP + 4 Total contributions Type of contribution
12 | KROGER FOOD STORES Person
Payroll Ij
P.0. BOX 14002, 3631 PETER'S CREEK RD $ 63,915, Noncash [ |
(Complete Part 11 if there
ROANQOKE, VA 24038 ‘ is a nonsash contribution.)
123452 01-23-12 Schedule B (Form 590, 990-EZ, or 990-PF) (2011)
18
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Schedule B (Form 990, 990-EZ, or 990-PF} (2011}

Page 2

Name of organization

OSTEOGENESTS IMPERFECTA FOUNDATION,

INC.

Employer identification number

23-7076021

Contributors (ses instructions). Use duplicate copies of Part | if additional space is needed.

(b} (e} (d)
Name, address, and ZIP + 4 Total contributions Type of contribution
13 | MIRACLE MICHAEL FOUNDATION Person
Payroll J:l
4823 FESSENEVA LANE 25,000. Noncash [ |
(Complete Part Il if thare
NAPERVILLE, IL 60564 is & noncash contribution.)
{a) ) (c} {d}
No. Name, address, and ZIP + 4 Total contributions Type of contribution
14 | BOSTON CHILDREN'S HOSPITAL Person X!
Payroll D
300 LONGWOOD AVENUE 10,000. Moncash [ ]
{Complete Part if if there
BOSTON, MA 02115 is a nongash contribution.)
{a) (b (c) {d}
No. Name, address, and ZIP + 4 Total contributions Type of contribution
15 | JOHN & CAROLYN TIPTON Person
Payroll l__—l
2237 BANYAN DR. 15,000, Noncash [ |
{Complete Part Il if there
LOS ANGELES, CA 90049 is & noncash contribution )
(a} {b} {c} (d)
No, Name, address, and ZIP + 4 Total contributions Type of contribution
16 | UNITED WAY OF CENTRAL INDIANA Person [ ]
Payroli
3901 N. MERIDIAN ST., P.O. BOX 88409 9,500. [ Noncash [ ]
({Complete Part Il if there
INDIANAPOLIS, IN 46208 is a noncash contribution.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
17 | BRUCE & DIANE ALBRECHT Person
Payroll El
1283 WHIPPLETREE LN. 5,000. Noncash [ |
(Complete Part Il if thers
NEENAH, WI 54650 is a noncash contribution.)
{a} (b} {c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
18 | AMGEN USA Person
Payroll D
ONE. AMGEN CENTER DR. 8,000. | Noncash [ |
{Complete Part Il if there
THOUSAND QAKS, CA 91320 is a noncash contribution.)

123452 01-23-12

15211207 701392 RC40871
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Scheduie B (Form 990, 990-E7, of 990-PF) (2011)

Page 2

Name of organization

Employer identification number

OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
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 { CLARENCE S. & CLARA E. FRIEDMAN ESTATE Person
Payroll [ ]
843 REAVIS BARRACKS RD. $ 5,000. Noncash [ |
(Complete Part Il if there
ST. LOUIS, MO 63125 is a hohcash contribution.)
(a} (b) (c) (d}
No. Name, address, and ZIP + 4 Total contributions Type of contribution
20 | MS. JUDITH CLARKE Person  [X]
' Payrall !
808 SUMMERWOCD PL. % 5,000. Noncash | |
{Complete Part (| if there
VICTORIA, BC, CANADA is & noncash contribution.)
(a) (b} {c} (d)
No. Name, address, and Z2IP + 4 Total contributions Type of contribution
HATGHT CONSTRUCTION MANAGEMENT
21 | SERVICES Person
Payroll l::,
105 WEST FRANKLIN ST. $ 10,000. | Noncash [ ]
(Complete Part Il if there
WAXAHACHIE, TX 75165 is & noncash contribution.)
(a) {b} (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
22 | MRS. ANAT HAIMOVICI Person
Payroll :]
22 SHALLMAR BLVD., APT 811 4 5,000. Noncash [ |
(Complete Part Il if there
TORONTO, ON, CANADA is & noncash contribution.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
23 | ILLINOIS TOOL WORKS FOUNDATION Person
Payroll J:j
3600 WEST LAKRE AVE. $ 15,000. Noncash [ |
{Complete Part Il if thate
GLENVIEW, IL 60026 is @ noncash contribution.)
(a) (b} (<) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
24 | INSPERITY Person
Payroll :|
19001 CRESCENT SPRINGS DR. $ 5,000. Noncash [ |

EINGWOOD, TX 77339

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

123452 01-23-12

15211207 701392 RC40871
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Schedule B (Form 980, 990-EZ, or 990-PF) (2011}

Page 2

Name of organizatien

Employer identification number

OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
: Contributors (see instructions}. Use duplicate copies of Part | If additional space is needed.
(b} {c} (d)
Name, address, and ZIP + 4 Total contributions Type of centribution
25 | INTOUCH SOLUTIONS Person
Payroll I::f

10975 BENSTON DR., STE. 200

OVERLAND PARK, KS 66210

5,000, Noncash [ |

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

(a} (b}

fc) (d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
JAMES W. JONES & ELTIZABETH W. JONES
26 | TRUST Person
Payroll D

2881 DECATUR DR.

25,000. Noncash [ |

HAYES, VA 23072

{Complete Part [l if there
is a noncash contribution.)

(a) (b} (] (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
27 | ALEXION/ENOBIA Person
Payroll I:l

245 FIRST STREET, STE. #18

7,500, Nencash [ |

CAMBRIDGE, MA 02142

(Complete Part Il if thers
is a noncash contribution.)

{a) {b)

(c) {d)

Na. Name, address, and ZIP + 4 Total contributions Type of contribution
28 | MORGAN STANLEY SMITH BARNEY Person
Payroll I:|

1300 THAMES ST. WHARF, 4TH FLOOR

8,333, Noncash [ ]

BALTIMORE, MD 21231

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

{a) (b)

(c) (D

No. Name, address, and ZIP + 4 Total contributions Type of contribution
25 | NATIONAL INSTITUTE OF ARTHRITIS-NIAMS Person
Payroli [:]

1 AMS CIRCLE

15,000. Noncash [ |

BETHESDA, MD 20892

(Complete Part Il if there
is a hancash contribution.)

(a) (b)

{c) {d}

No. Name, address, and ZIP + 4 Total contributions Type of contribution
30 | NEW JERSEY AREA OI SUPPORT GROUP Person
Payroll D

464 OQOUTWATER LANE

7,018, Noncash [ _|

GARFIELD, NJ 07026

(Complete Part Il if there
is a noncash contribution.}

123452 01-23-12
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Schedule B (Form 990, 980-EZ, or 990-PF) (2011}

Page 2

Name of grganization

OSTEQGENESIS IMPERFECTA FOUNDATIOQN,

INC.

Employer identification number

~ 23-7076021

Contributors (see instructicns). Use duplicate copies of Part | if additional space Is needed.

(a) (o) (c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
31 | EDWARD & KENDRICK PASCORE Person
Payroll
3706 MONTROSE RD. $ 5,000. Noncash [ |
(Complate Part Il if there
BIRMINGHAM, AL 35213 is a nancash contribution.)
(a) (b} (c) (d)
No, Name, address, and ZIP + 4 Total contributions Type of contribution
32 | PERMOBIL, INC Person
Payroll |:|
300 DUKE DRIVE $ 5,000. Noncash [ |
{Complete Part Il if there
LEBANON, TN 37090 Is a noncash contribution.)
(a) (b} (c) (d}
No. Name, address, and 2IP + 4 Total contributions Type of contribution
33 | §.C.P.I. CHARITY ASSOCIATION Person
Payroll |:|
23005 CECELIA $ 45,000. Noncash [ |
(Complete Part Il if there
MISSION VIEJQO, CA 92691 is & noncash contribution.)
(a) (b} (c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
34 | ROBERT SANDHAUS Person X
Payroll . D
5005 W. KING CREST LN. $ 5,000. Noncash [ |
(Complete Part |l if there
BOW MAR, CO 80123 is a noncash contribution.)
(a) (b} (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
35 | TECHNICAL NEEDS, INC. Person
Payroll D
18 PELHAM RD. 3 6,000. Noncash [ ]
(Complete Part Il if there
SALEM, NH 03079 is & noncash contribution.)
{a) {b) (c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
36 | THE TJX FOUNDATION, INC. Person
Payroll D
770 COCHITUATE RD. I3 5,000. Noncash [ |

FRAMINGHAM, MA 01701

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

123462 01-23-12

15211207 701392 RC40871
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Schedule B {Form 990, 980-EZ, or 980-PF) (2011)

Page 2

Name of organization

QSTEOGENESIS IMPERFECTA FOUNDATION,

INC.

Employer ldentification number

23-7076021

Contributors (see instructions). Use duplicate coples of Part | if additional space is needed.

(a) {b)
No. Name, address, and ZIP + 4

c)

(d)

Total contributions Type of contribution

37 | THE TOWERBROOK FOUNDATION

65 EAST 55TH ST., 27TH FLOOR

Person
Payroll D

$ 25,000. Noncash [ |

NEW YORK, NY 10022

(Compiete Part I if there
is a noncash contribution.)

(a) (b)
No. Name, address, and ZIP + 4

(c}

{c)

Total contributions Type of contribution

Person D
Payroll [:‘
Noncash [ |

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

(a) (b}
No. Namne, address, and ZIP + 4

(c)

{d)

Total contributions Type of contribution

Person |:]
Payroll L—_|
Noncash [ |

{Complete Part li if there
fs a noncash contribution.)

(a} (b}
No. Name, address, and ZIP + 4

(c)

{d)

Total contributions Type of contribution

Petson D
Payroll |:|
Noncash |:|

{Complete Part Il if thers
is & honcash contribution.)

{a) (b}
No. Name, address, and ZIP + 4

()

()

Total contributions Type of contribution

Person D
Payroll |:|
Noncash [ |

{Complete Part II if there
is & noncash contribution.)

(2) (b}
No. Name, address, and ZIP + 4

(e}

Total eontributions

(d)

Type of contribution

Person D
Payroll I:|
Noncash [ |

(Complete Part Il if there
is a noncash contribution.}

123452 01-23-12
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Schedule B {(Form 990, 890-EZ, ar 890-PF) (2011)

Page 3

Name of organization

Employer identification number

OSTEQGENESIS IMPERFECTA FOUNDATTION, INC. 23-7076021
Noncash Property {see instructions). Use duplicate copies of Part || if addtional space is nsaded.
(c)
(b) . {d)
FMV timat
from Description of noncash property given {or es |rr1a e) Date received
Part | (see instructions)
{a)
No. {b) (e) {d)
FMV i
from Description of noncash property given M i(or ESt@ate) Date received
Part | (see instructions)
(a)
No. {b) (e) (d}
FMV timat
from Description of noncash property given '(or es "."a e) Date received
Part | (see instructions)
(a)
(c)
No.

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

{a)
No. (c)

. (b) . FMV {or estimate) (@ i
from Description of honcash property given . . Date received
Part [ (see instructions}

(a)
No. (C)

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

123453 01-23-12
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Schedule B (Form 890, 990-EZ, or 990-PF) (2011)

Psge 4

Name of organization

OSTEOGENESIS IMPERFECTA FOUNDATION

igious, ¢harita i]]
Eomgete columns (

Exclusi
year.

INC.

10Ns 10 Section

Use duplicate copies of Part IIl if additional space is needed,

Employer identification number

23-7076021
Organizalions tNat total more tan §1,000 for 18—

al CONTrnu . ar
a) through ( }andthe fo\luwmg line entry. For organlzahons completmg Part l], enter
the total of exclusively religious, charitable, etc., contricutions of $1,000 or less for the year. {Enterthis information ance.)

{a) No.
Ff’r;:-Tl {b) Purpose of gift {c) Use of gift (d} Description of how gift is held
{e} Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
g;-Tl (b) Purpose of gift (¢) Use of gift {d) Description of how gift is held
{e} Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
E’rOTI (b} Purpose of gift {c} Use of gift {d) Descripticn of how gift is held
ar
(e) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
{a} No.
I];mrTl (b} Purpose of gift (c) Use of gift (d) Description of how gift is held
al
{e} Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee

123454 01-23-12
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I OME No. 1545-0047

2011

SCHEDULE C Political Campaign and Lobbying Activities

Form 990 or 990-EZ,
( ) For Organizations Exempt From Income Tax Under section 501(¢) and section 527

Department of the Treasury > Complete if the organization is described below, P Attach to Form 990 or Form 990-EZ.
Internal Revenue Service . .
| P See separate instructions.

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: Compiete Parts I-A and B. Do not complets Part |-C.

® Secticn 501{(c) {other than section 501 (c)(3)} organizations: Complete Parts |-A and C below. Do not complete Part I-B.

® Section 527 organizations: Complete Part I-A only.
If the organization answered "Yes" to Form 990, Part IV, line 4, or Form 990-EZ, Part VI, line 47 (Lobbying Activities), then

® Sectich 501(c)(3) organizations that have filed Form 5768 (slection under section 501(h)): Complete Part li-A. Do not complete Part I1-B.

® Section 501(c)(3) organizations that have NOT filed Form 5768 (glection under section 501(h)): Complete Part II-B. Da not compiste Part il-A.
If the organization answered "Yes" to Form 880, Part IV, line 5 (Proxy Tax), or Form 990-EZ, Part V, line 35¢ (Proxy Tax}, then

® Saction 501{c){4), {(5), or (B} organizations: Complets Part Il
Name of crganization

Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
Complete Iif 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 Political expendItUISS e oo >3

B VGIUMEBBI HOUS oo et ettt ettt e e
Complete if the organization is exempt under section 501(c)(3}.

1 Enter the amount of any excise tax incurred by the organization under section4¢ss >

2 Enter the amount of any excise tax incurred by organization managers under section 4955 > L

3 Ifthe organization incuired a section 4955 tax, did it file Form 4720 for this year?
4a Was a CorreCtion made? L R R T T T T it raracresterresssTasstEtEassas s antna
b If "Yes ' describe In Part V.

1 Enter the amount directly 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

exempt function aCtivties e
3 Total exempt function expenditures. Add lines 1 and 2. Enter here and on Form 1120-POL,

net7b . ... B U TR SPURRRRVRTRTIT .
. |_|Yes |___J No

4 Did the filing organization file Form 1120-POL for this year?
5 Enter the names, addresses and employer identification number (EIN) of all section 527 politicat organizations to which the filing organization
made payments. For each organization listed, enter the amaunt paid from the filing 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

palitical action committee (PAC). if additional space is needad, provide information in Part V.

(a) Name (b) Address (¢) EIN (d} Ameount paid from {e} Amount of political
flling organization's contributions received and
funds. If none, enter -0-. promptly and diractly

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

Far Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule C (Form 990 or 990-EZ)} 2011
LHA
132041
01-27-12
26
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Schedule C (Form 990 or 990.E2) 2011 OSTEQOGENESIS IMPERFECTA FOQUNDATION, INC 23-7076021 page2

Complete if the organization is exempt under section 501(c)(3) and filod Form 5768

{election under section 501{h)}.

A Check P | ifthe filing organization belongs to an affiliated group (and kst in Part IV each affiliated group membet's name, address, EIN,
expenses, and share of excess labbying expenditures).
B Check W |:| if the filing organization checked box A and "limited control” provisions apply.

Limit_s on Lobbying Expenditure.s . org}ggizgtr;gn’s (b} Aml?::g grotp
{The term "expenditures" means amounts paid or incurred.) totals
1a Total lobbying expenditures to influence public opinion {grass roots lobbying) .. ... ...
b Total lobbying expenditures to influence a legislative body (direct lobbying}y ...
¢ Total lobbying expenditures (add ines Taand T} | ...
d Other exempt purpose expenditUres | ...
e Total exempt purpose expenditures (add lines Teand 1d)
f Lobbying nontaxable amount. Enter the amount from the following table in beth coiumns.

If the amount on ling 1s, column {a) or (b) is:

The lobbying nontaxable amount is:

Not over $500,000

20% of the amount on line 1e.

Over $500,600 but not cver $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

Qver $1,500,000 but not over $17,000,000

$225,000 plus 5% of the sxcess over $1,500,0C0.

Over $17,000,000

$1,060,000.

g Grassroots nontaxable amount (enter 25% of line 1)
h Subtract line 1g from line 1a. If zero or less, enter -0-
Subtract line 1f from line 1¢. If zero or 'ess, enter -C-

j fthere is an amount cther than zero on either line 1h or line 1i, did the organization file Form 4720

reporting section 491 1 1aX for This YEarT L e ie s i raae e e D Yes |:| No
4-Year Averaging Period Under Section 501(h)
{Some organizations that made a section 501(h) election do 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
Galendar year (a) 2008 (b) 2009 {c) 2010 (d) 2011 (e} Total

{or fiscal year beginning in)

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

¢ Total lobbying expenditures

d_Grassroots nentaxable amount
e Grassroots ceiling amount
(150% of line 2d, column (g})

f Grassroocts lobbying expenditures

132042
01-27-12

15211207 701392 RC40871

Schedule C (Form 990 or 990-EZ) 2011
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Schedule C (Form 990 or 890-57) 2011 OSTEOGENESTS IMPERFECTA FOUNDATION, INC 23-7076021 pages

(election under section 501 (h)).

For each "Yes" response fo fines 1a through 1i below, provide in Part IV a detailed dascription (a} {b)

of the lobbying activity. Yes No Amount

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

local legislation, including any attempt to influence puklic opinion on a legislative matter

or referendum, through the use of:

VOIUNEBEIST | i o e oo e ettt e e
Paid staff or managsment {inciude compensation in sxpenses reported on lines 1¢ through 117
Media dVBIISEMBIIST | oo et re ettt s
Mailings to members, legislators, or the public?

Puklications, or published or broadcast statements?
Grants to other organizations for lobbying purposes?
Direct contact with legislators, their staffs, government officials, or a legislative body?
Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means?
Other activties? e
Total. Add lines 1c through 1i
Did the activities in ne 1 cause the organization to be nct described in sectlon 501(cH3)?
b If "Yes," enter the amount of any tax incurred under section4912
¢ If "Yes," enter the amount of any tax incurred by organization managers under section 4912

d_|f the filing organization incurred a section 4912 tax, did it file Form 4720 for thisyear? ...
Complete if the organization is exempt under section 501(c){4), section 501{c}{5), or section

501(c){6).

b b BB B b B

- TG = 0 0 6 T o

X 14,537.

[
[ -

Yes No
1 Were substantially all (80% or more) dues received nondeductible by members? 1
2 Did the organization make only in-house lobbying expenditures of $2,000 or less? 2
3 Did the organization agree to carry over lobbying and political expenditures from the pricr year? ... 3

Complete if the organization is exempt under section 501{(c)(d}, section 501(c)(5}, or section
501(c)(6) and if either (a) BOTH Part lll-A, lines 1 and 2, are answered "No" OR (b) Part llI-A, line 3, is
answered "Yes."
1 Dues, assessments and similar amounts from members
2 Section 162(e) nondeductible lobbying and political expenditures {do not include amounts of polltlcal
expenses for which the section 527(f} tax was paid).
8 CUITBNT VBRI e e e e e
b Carryover from last year
G Tl e e e e e
3 Aggregate amount reported in section 6033{e){1){A) notices of nondaductible section 182(e} dues .. ...
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 lobbying and palitical
expenditure next year”

1]

Complete this part to provide the descriptions required for Part I-A, line 1; Part I-B, line 4; Part |-C, line 5; Part l-A; and Part II-B, line 1. Also, complete
this part for any additional information.

PART II-B, LINE 1, LOBBYING ACTIVITIES:

THE FOUNDATION ADVOCACY EFFORTS FOCUS ON EDUCATING LEGISLATQORS AND

THEIR STAFFS ABOUT OI AND THE PRICRITIES OF THE FQUNDATION IN ADDITION

TO ADVOCATING FOR INCREASED FUNDING FROM THE NATIONAL INSTITUTE OF

HEALTH (NIH) FOR OI RESEARCH.

Schedule € (Form 990 or 990-EZ) 2011
132043 01-27-12
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SCHEDULE D Supplemental Financial Statements TP

{Form 990} P Complete if the organization answered "Yes," to Form 990, 20 1 1

Departmant of the Tressury Part IV, line 6,7, 8, 9, 10, 11a, 11b, 11¢, 11d, 11e, 111, 12a, or 12b. g

Internal Revenue Servics P Attach to Form 990. P See separate instructions,

Name of the organization Employer identification number
OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if the
organization answsrad "Yes" to Form 990, Part IV, line 8.

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

1 Totalnumberatend ofyear ... . . . ..
2 Aggregate contributions to (during year)
3 Aggregate grarits from (during yeary
4 Aggregate valueatendofyear .
& Did the organizaticn inform all donors and donor advisors in writing that the assets held in donor advised funds

are the organization’s property, subject to the organization's exclusive legai control? . :‘ Yes D No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only

for charitable purposes and not for the benefit of the doror or donar advisor, or for any other purpose conferring
impermissible private benefit? e e I:[ Yes L] No
Conservation Easements. Complete If the organization answered 'Yes" to Form 990, Part IV, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply).
Preservation of land for public use {e.g., recreation or education) Preservation of an histerically important land area
Protection of natural habitat |:| Presetvation of a certified historic structure
Praservation of open space
2 Complete iines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the last

day of the tax year.
Held at the End of the Tax Year

a Totsl number of conservation easements . 2a
b Total acreage reslricted by conservation essements 2b
¢ Number of conservation sasements on a certified histeric structure included in @ 2c
d Number of conservation easements included in {c) acquired after 8/17/06, and not on & historic structure

listed in the National Register 2d

3  Number of conservation easements modified, transferred released, extinguished, or terminated by the arganization during the tax
vear

4 Number of states where property subject to consarvation easement is located

5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of
violatlons, and enforcement of the conservation easements itholds? D Yes D No

6 GStaff and voluntser hours devoted Lo monitoring, inspecting, and enforcing conservation easements during the year p»

7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements during the year p» $

8 Does each conservation easement reported on line 2(d} above satisfy the requirements of section 170()(4XB)()
and seotion 17OMEBIN? .. [ dves [ Ino

9 InPart XIV, describe how the organization reports conservation easements in its revenue and expense statement, and baiance sheet, and
include, if applicable, the text of the footnote to the organizaticn's financial statements that describes the organization’s accounting for
conservation easements.

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

Complete if the organizaticn answered "Yes" to Form 990, Part 1V, line 8,

1a [f the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance shest works of art,
historical treasures, or other similar assets hald for public exhibition, education, of research in furtherance of public service, pravide, in Part XIV,
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 statement and balance sheet works of art, historical
treasures, or other similar assets heid for public exhibition, education, or research in furtherance of public service, provide the following amounts
relating to these items:

(i) Revenuss included in Form 890, Part VI, line 1
(i} Assets included in Form 00, Part X |

2  If the organization recsived or held works of att, historical treasures or other similar assets for financial gain, provide
the fallowing amounts required to be reported under SFAS 116 (ASC 958) relating to these items:

a Revenues included in Form 990, Part VIII, line 1 > 3

b Assetsincluded in Form 890, Part X | ]
LHA -For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990§ 2011
132051
01-23-12
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Schedule D {Form 990) 2011 OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 page2
P Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (zontinued)

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 apply):

a l:] Public exhibition d D Loan or exchange programs
b |:| Scholarly research e |:| Other
c Presetvation for future generations

4 Provide a descripticn of the organization’s collections and explain how they further the arganization’s axempt purpose in Part XIV.
§ During the year, did the organizaticn solicit or recelve donations of art, historical treasures, cr other similar assets
to be sold to raise flnds rather than to be maintained as part of the organization's collection? ... ... [ |Yes __I;_f No
Escrow and Custodial Arrangements. Complete if the organization answered “Yes" to Form 990, Part IV, line 9, or
reporied an amount on Form 990, Part X, line 21.

1a |s the crganization an agent, trustee, custodian or ather intermadiary for contributions or other assets not included
on Form 990, Part X? Clves [ e

Amount

-0 00
b
o
[=%
=
5]
=]
@
a
c
=3
3
Q
'+
>
L]
<
]
o
=

2a Did the arganization include an amount on Form 890, Part X, line 217 |_| No

b_If "Yes " explain the arrangement in Part XIV.
Endowment Funds. Complata if the organization answered "Yes" to Form 990, Part IV, line 10.

{a) Current year {b) Prior vear {c) Two years back | (dj Three years back | {e} Four years bagk

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

g Endofyearbalance . ...
2 Provide the estimated percentage of the current year end balance (line 1g, column {a)) held as:

a Board designated or guasi-endowment P %

b Permanent endowment p %

¢ Temporarily restricted endowment %

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 administered for the organization

T o0 O

—

by: Yes | No
(i} unrelated organizations 3ali)
(ii} related organizations 3alii)

Describe in Part XIV the intended uses of the organization's endowment funds.
Land, Buildings, and Equipment. See Form 990, Part X, line 10,

Description of property (a) Cost or other {b} Cost or other (e} Accumulated {d) Bock value
basis {investment) basis {other} depreciation
Ta Land o,
b Bulldings .
¢ Leasehold improvements ... ..
d Equipment ... 62,337. 44,179. 18,158.
e Other . .. 77.536. 60,978. 16,558.
Totai. Add lines 1a through 1e. (Column (d} must equal Form 890, Part X, column (B), line 10{c).) . ... ... ... R | 3 34 , 7 16.
Schedule D (Form 990} 2011
55
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Form 980) 2011

OSTEQGENESTIS IMPERFECTA FOUNDATION,

INC, 23-7076021 page3

Schedule D {

Investments - Other Securities. See Form 990, Part X, fine 12.

{a} Description of security or category
{including name of security)

(b) Book value

(e} Method of valuation:
Cost or end-of-year markst valus

(1} Financial derivatives ... .. .

{2) Closely-held equity interests

(3) Other

(A

(B)

©

D)

(E)

(F]

{G)

H)

. {Co! {h) must equal Form 980, Part X, col (B) line 12.)

| Investments - Program Related. Ses Form 990, Part X, line 13.

{a} Description of investment typs

{b) Book value

(c) Methad of valuation:
Cost or end-of-year market valua

Col (b) must equal Form 990, Part X, col (8] line 13.}

Other Assets. See Form 990, Part X, line 15.

(a) Description

{b) Book valus

Q)]

2)

3)

{4)

(5)

(6

{7

{8)

©)

(0)

Column (b} must equal Form 990, Part X, col (B} fine 15.}

Other Liabilities. see Form 990, Part X, line 25.

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

(1) Federal income taxes
() DEFERRED RENT 7,865,
3
)]
(5}
{6)
)
{8)
9

{19

k)

Total. (Column {(b) must equal Form 990, Part X, col (B) line 25.)
2, FIN 48 {ASC 740). ) '

7,865,

01-23-12

15211207 701392 RC40871
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ule D (Form 990) 2011 OSTEQOGENESIS IMPERFECTA FOQUNDATION, INC. 23-7076021 paged

]

P /| Reconciliation of Change in Net Assets from Form 990 to Audited Financial Statements
1 Total revenue (Form 990, Part Vill, column (&), line 12} ...~ 1 1,558,328,
2 Total expenses (Form 990, Part |X, column (A], line 25) ... . 2 1,464,888,
3 Excoss or (deficit) for the year. Subtract ine 2 fromline 1. 3 93,440,
4 Net unrealized gains (losses) on investments ... 4 -38,242.
5 Donated services and use of facilities 5
6 INVestMent eXPENSES | . e 8
7 Priorperiod adjustments e 7
8 Other (Describe in Part XNV 8
9 Total adjustments (net). Add lines 4 through 8 ... 9 -38,242,
10 Excess or deflmt for the ear per audited financial statements Gombine lines 3 and 9 10 55 ) 198.

1 Total revenue, gains, and other support per audited financial statements 1,620 ’ 449.
2  Amounts included on line 1 but not on Farm 990, Part VI, line 12;

a Net unrealized gains on investments . 2a -38,242

b Donated services and use of facilities 2b 14,015

& Recoverles of prioryeargrants ... 2c

d Other (Describe inPartXIV.) ... 2d 86,348

e Addlines 2athrough 2d .. 62,121.
8 Subtractlne 2e fromline T . 1,558,328.
4 Amounts included on Form 290, Part VI, ling 12, but not on line 1

a Investment expenses not included on Form 990, Part VI, line7b . 4da

b Other{Describe inPart XIV.) 4b

¢ Add lines 4a and 4b 0.

5 1,558,328,

Al Reconciliation of Expenses per Audited Flnanc|al Statements With Expenses per Return

1 Total sxpenses and losses per audited fnancial siatements ... 1,565,251,
2 Amounts included on line 1 but not on Form 990, Part 1X, line 25:
a Donated services and use of facllities .. 2a
b Prior year adjustments e et 2b
© Otherlosses . e 2c
d Other {Describe in Part XIVL) s s 2d
e Addlines 2athrough 2d e 100,363.
3 Subtractline 2e fromline 1 a | 1,464,888,
4 Amounts included on Form 990, Part IX, line 25, but not on line 1:
a Investment expenses not included on Form 990, Part VIll, line7b 4a
b Other (Dascribe in Part XIV) ) 4b
0.

¢ Add lines 4a and 4b

5 1,464,888,

Complete this part to provide the descriptions required for Part Il lines 3, 5, and 8; Part ill, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part

X, line 2; Part X, line &; Part XI, lines 2d and 4b; and Part XII!, lines 2d and 4b. Also complste this part to provide any additional information.
PART X, LINE 2: 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

FPINANCIAL STATEMENTS RELATED TO UNCERTAIN TAX POSITIONS.

PART XTI, LINE 2D - QTHER ADJUSTMENTS:

SPECIAL EVENT EXPENSES 86,348.

Schedule D (Form 990) 2011

132054
01-23-12

32
15211207 701392 RC40871 2011.05010 OSTEOGENESIS IMPERFECTA FOU RC408711




Schedula D (Form 990) 2011 QSTEOGENESIS IMPERFECTA FOUNDATION, INC.23-7076021 pages
Supplemental Information (continued)

PART XIIT, LINE 2D - OTHER ADJUSTMENTS:

SPECIAL EVENT EXPENSES 86,348,

Schedute D (Form 990) 2011
132055
01-23-12
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SCHEDULE F Statement of Activities Outside the United States | -SRix e

(Form 990) P Complete if the organization answered "Yes" to Form 990, 20 1 1
Part IV, line 14b, 15, or 16.

DPapartment of the Treasury P Attach to Form 980, P See separate instructions.

Internal Revenue Servics !iD

Name of the organization Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

General Information on Activities Outside the United States. Complete if the organization answered "Yos"
to Form €90, Part 1V, line 14b. )
1 For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other assistance,
the grantees’ eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance? Yes [:‘ No

2 For grantmakers. Describe in Part V the organization’s procedures for monitoring the use of its grants and other assistance outside the
United States.
3 Activities per Region. (The following Part |, line 3 table can be duplicated if additional space Is needed.)

(a) Region {b} Number of | {c} Number of | (d) Activities conducted in region (e) If activity listed in {d) (f} thal
offices employees, |y type) (e.g., fundraising, program is a program service, expenditures
‘ ) agents, and - " . o for and
inthe region | independent services, investments, grants to describe specific type .
- ) ) . . . investments
Cior?rreac%?wrs recipients located in the region} of service(s} in region in region

3a Subtotal .. 0 0 0.
b Total from continuation
sheetsto Part| 0 0 0.
¢ Totals (add lines 3a
and3b) . o 0 0.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 920. Schedule F (Form 990} 2011
132071
01-23-12
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Schedule F (Form 990y 2011 OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 pages
BPart V| Foreign Forms

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

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

Corporation (see Instructions for FOMM G26) | ... e [ Jves No
2 Did the organization have an interest in a foreign trust during the tax year? If "Yes," the organization

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

Receipt of Certain Foreign Giffs, and/or Form 3520-A, Annual Information Return of Forsign Trust With

a U.S. Owner (see Instructions for Forms 3520 and 8520-4) [ ves No
3 Did the organization have an ownership inferest in a foreign corporation during the tax year? if "Yes,"

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

Certain Foreign Corporations. (see Instructions for Form 5471) ..., [ Ives [XINo

4 Was the organization a direct or indirect shareholder of a passive foreign investment company or a
qualified electing fund during the tax year? ff "Yes," the organization may be requirad to file Form 8627,
Information Return by a Shareholder of a Passive Foreign Invesiment Company or Qualified Electing Fund.
{see Instructions for Form 8621) [ Ives No

5 Did the organizaticn have an ownership interest in a foreign partnership during the tax year? if "Yes,"
the organization may be required fo file Form 8865, Retum of U.S. Persons With Respect To Certain

Foreign Partnerships. (see Instructions for Form 8865) ... {1 ves No
6 Dic the organization have any operations in or related to any boycotting countries during the tax year? /f

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

FOF FOMN 5718) ..o e [ ves No

Schedule F (Form 990) 2011

132074
01-23-12
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Scheduls F (Form 990y 2011 OSTEQGENESIS IMPERFECTA FQUNDATION, INC. 23-7076021 Ppages
4 Supplemental Information
Complete this part to provide the information required by Part |, line 2 (monitoring of funds}: Part |, fine 3, column (f} (accounting method;
amouints of investments vs. expenditures per ragion); Part |1, line 7 (accounting method); Part [l (accounting method); and Part /11, column
(c} (estimated number of recipients), as applicable. Also complsts this part to provide any additional information.

SCHEDULE F, PART I, LINE 2: THE FOUNDATION RECEIVES REPORTS FROM THE

GRANTEE LISTING THE AMOUNTS THAT HAVE BEEN SPENT ON GRANT RESEARCH. ONCE

THE SPENDING REPORTS ARE APPROVED BY THE FOUNDATION, THE GRANTEE WILL

RECEIVE THE AWARDED FUNDS.

132075 01-28-12 Schedule F (Form 990) 2011
38
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SCHEDULE G Supplemental Information Regarding | ovano isis0er

(Form 990 or 990-E2) Fundraising or Gaming Activities 2011
Complete if the organization answered "Yes" to Form 990, Part IV, lines 17, 18, or 19,
Department of tha Treasury or if the organization entered more than $15,000 on Form 920-EZ, line 6a.

Internal Revenus Service

P Attach to Form 990 or Form 990-EZ. P> See separate instructions. .
Name of the organization Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

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

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

a Mail solicitations a Solicitation of non-government grants
b D Intemet and email solicitations f l:i Solicitation of govarnment grants
[ Phone sciicitations g I:j Special fundraising events

d I:I In-person solicitations
2 a Did the organization have a written or oral agreement with any individual {including officers, directors, trustees or
key employees listed in Form 890, Part VIIj or entity In connaction with professional fundraising services? L] Yes ] 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.

jii} DId v) Amount paid : .
(i) Name and address of individual . o ﬁ!ln ralser | (iv) Gross receipts t((J %OI’ retaine% by) (vi) Amm{”t paid
cr entity (fundraiser) (i) Activity P contrel o from activizy fundraiser to {or retained by)
Lol . .
Y contbuticns? listed in cal. (ij | °rdanization
Yes | No
Total e N
3 List all states In which the organization is registered or licensed to solicit contributions or has been notified it is exempt from registration
or licensing.
LHA Paperwork Reduction Act Notice, see the Instructions for Form 980 or 990-EZ. Schedule G (Form 990 or 990-E2) 2011
132081 01-23-12
39
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Schedule G (Form 990 or 99062} 2011 OSTEOGENESIS TMPERFECTA FOUNDATION, INC.23-7076021 page2
Fundraising Events. Complete if the crganization answered "Yas" to Form 980, Part IV, line 18, or reported more than $15,000
of fundralsing evant contributions and gross income on Form 990-EZ, tines 1 and 6b. List events with gross receipts greater than $5,000.

(a) Event #1 (b) Event #2 {c) Other events (d) Total events
GOLF WINE (add col. (a} through
TOURNAMENT [FESTIVAL 16 col. (c)

o {event type) {event type) (total number) '

3

2

§ 1 Grossrecelpls 68,690, 53,166, 373,852, 495,708,
2 Less: Charltable contributions ... 68,650. 53,166. 287,504, 409, 360.
3 Gross income{line 1 minusline2) ... ... 86 L 348. 86 ! 348.
4 Cashprizes ... ...

2 5§ MNoncashprizes . ...

L]

Z

16 Rentfaciitycosts . ...

i

B

éﬂ_ 7 Food and beverages .
8 Entertainment
9 Other direct expenses . ... 86,348, 86,348.
10 Direct expense summary. Add lines 4 through 91 GOIUMIN (6)  __._..__...............c.cccccocooieriomroms oo > | 86,348,

Net income summary. Combine ling 3, column {d), and line 1C
Gaming. Complete if the organization answered "Yes" to Form 990, Part IV, line 18, or reported more than

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

) {b) Pull tabs/instant . {d) Total gaming {add

[a5]
E (a) Bingo bingo/orograssive bingo | (€ Oteraaming ) ") through col. (e}
g
1]
o

1 Grossrevenue ..............ooooiiiiieeeieiz... .
o|2 Cashprizes ...
A
]
213 Noncashprizes . ...
i
k3]
£ 4 Rentfaciliycosts
[

5 Otherdlrectexpenses ... ......

LI ves % |l Yes % | Yes = %

6 Volunteerlabor [ No D No __INo

7 Direct expense summary. Add lines 2 through Sincolumn (&) L )

8 Net gaming incoms summary. Combine line l,coumnd andline? ... RUTUTOTU PRI O OTO PSP UCPR PP PRI >

9 Enter the state(s) in which the crganization operates gaming activities:
a |s the organization licensed to operate gaming activities in each of these states? ... e |_| Yes |__| No
b If "No," explain:

10a Were any of the organization’s gaming licenses revoked, suspended or terminated during the tax year? __Tves L _INo

b If "Yes," explain:

182082 01-23-12 Schedule G (Form 990 or 990-EZ) 2011
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Schodule G (Form 990 or 990-E2) 2011 OSTEOGENESTS IMPERFECTA FOUNDATION, INC.23-7076021 pages

11 Does the organization operate gaming activities with nonmermbers? ... [ _Ives L_InNo
12 Is the organization a grantor, beneficiary or trustee of a trust or a member of a partnership cr other entity formed
to adminlster Gharftable 98MING? .| | . [ dves [Ino
13 Indicate the percentage of gaming activity operated in:
a The organization’s faCIlItY ... ... i e 13a %
b AN OUESITS FAGHIY ... oo e e 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 a contract with & third party from whom the crganization receives gaming revenue? D Yes I:] No
b If “Yes," enter the amount of gaming revenus received by the organization P § and the amount

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

Name

Address p

16 Gaming manager information:

Name

Gaming manager compensation p $

Description of services provided

] Diractor/officer 1] Employee E Independent contractor

17 Mandatory distributions:

a Is the organization required under state law to make charitable distributions from the gaming proceeds to
retain the state gaming license? : I:] Yes |:| No

b Enter the amount of distributions required under state law to be dlstrlbuted to other exempt organizations or spent in the
or amzatlon s own exempt activities during the tax year I $

Supplemental Information. Complete this part to provide the explanations required by Part |, line 2b, columns (i) and (v), and Part I,
lines 9, 9b, 10b, 15b, 15¢, 16, and 17b, as applicable. Also complete this part to provide any additional information (see instructions).

132083 01-23-12 Schedule G (Form 980 or 990-EZ) 2011
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SCHEDULE L Transactions With Interested Persons |_ove e tsss0er
(Form 990 or 980-EZ2) P Complete if the organization answered 20 1 1
"Yes" on Form 990, Part IV, line 25a, 25h, 26, 27, 28a, 28h, or 28¢,
Departmant of the Treasury or Form 990-EZ, Part V, line 38a or 40b.
Internal Revenue Service P Attach to Form 990 or Form 990-EZ. p» See separate instructions.

Employernidentlflcatlon number
OSTEOGENESIS IMPERFECTA FQOUNDATION, INC. 23-7076021

Excess Benefit Transactions (section 501(c)(3) and section 501{c)(4) organizations only).

Complete if the crganization answered "Yas" on Form 990, Part IV, line 25a or 25h, or Form 990-EZ, Part V, line 40b.

Name of the organization

¢} Corrected?
(a) Name of disqualified person {b} Description of transaction ( Y)es No

2 Enter the amount of tax imposed on the organizaticn managers or disqualified persons during the year under
saction 4958 > s

Loans to and/or From Interested Persons.

Complete if the organization answered "Yes" on Form 990, Part IV, line 26, or Form 890-EZ, Part V, line 38a.

{a) Nams of interested (b} Loan to or from | {¢) Original principal |  (d) Balance due {e}In (E Abpog%"gf (g} Written
person and purpose the organization? amount default? cgmrrittee’? agreemsnt?
To From Yes No Yes No Yes No

. ]
Grants or Assistance Benefiting Interested Persons.

Complets if the organization answered "Yes" on Form 980, Part IV, line 27.

(a} Name of interested parson (b} Relatichship between interested person and (¢) Amount and type of
the arganization assistance
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule L {Form 990 or 990-EZ) 2011

132131 01-19-12
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Business Transactions Involving Interested Persons.

Schedule L (Form 990 or 990.67) 2011 OSTEOGENESIS TMPERFECTA FOUNDATION,

Compilste If the organization answered "Yes" on Form 990, Part IV, line 28a, 28b, or 28c.

INC.23-7076021 page2

{a} Name of interested person (b} Relationship betwesn interastad (e} Amount of {d) Description of ((3?) f&ggﬂgn?;
person and the organizaticn transaction transaction Pevenues?
Yes No
FRANCTS GLORIERUX, M.D. PH.MEDICAL ADVISORY CH 10,000.LCRC-AWARDE X

Supplemental Information

Complste this part to provide additional information for responses to questions on Schedule L (see instructions).

SCH L, PART IV, BUSINESS TRANSACTIONS INVOLVING INTERESTED PERSONS:

(A) NAME OF INTERESTED PERSON:

FRANCIS GLORIEUX, M.D. PH.D. SHRINERS HOSPITAL MONTREAL

(B) RELATIONSHIP BETWEEN INTERESTED PERSON AND ORGANIZATION:

MEDICAL ADVISQORY CHAIR

(D) DESCRIPTION OF TRANSACTION: LCRC-AWARDED BY THE LCRC COMMITTEE

132132
01-19-12

46
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| QOMB No, 1545-0047

2011

SCHEDULE O Supplemental Information to Form 990 or 990-EZ

(Form 990 or 990-EZ} Complete to provide information for responses to specific guestions on

Department of the Traasury Form 990 or 990-EZ or to provide any additional information.

Interhal Revenue Sarvice b Attach to Form 990 or 990-EZ. .

Name of the organization Employer identification number
OSTEQGENESIS IMPERFECTA FOQUNDATION, INC. 23-7076021

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

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

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

OSTEOGENESIS IMPERFECTA REPRESENTING EXTREME VARIATIONS IN SEVERITY AND

AFFECTING 20,000 TO 40,000 PEOPLE IN THE UNITED STATES. MEETING LCRC

ENROLLMENT GOALS, IMPLEMENTING THE ADULT NATURAL HISTORY INITIATIVE

STUDY, INCREASTING ADVOCACY FOR OSTEOGENESIS IMPERFECTA, AND RESPONDING

10 A RECORD NUMBER OF INQUIRIES THROUGH OUR WEBSITE AND SOCIAIL MEDIA

ARE AMONG THE SIGNIFICANT 2012 FISCAL YEAR ACTIVITIES.

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

THE FOUNDATION, IN PARTNERSHIP WITH THE CHILDREN® BRITTLE BONE

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

PROJECT. THIS WORK REPRESENTS A LONG-TERM COMMITMENT TCO DEVELOPING

EVIDENCE-BASED TREATMENTS FOR OI ACROSS THE ENTIRE LIFESPAN AND

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

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

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

PART OF THIS PROJECT.

THE ADULT HEALTH INITIATIVE IS ANOTHER RESEARCH ACTIVITY OF THE OT

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

ACTIVITIES INCLUDED PRESENTATIONS AT THE 2012 OIF SCIENCE MEETING. THIS

TS AN ONGOING PROJECT WITH THE GOAL OF DEVELOPING CARE GUIDELINES FOR

ADULTS WHC HAVE OT.

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) {2011)
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Schedule O (Form 290 or 890-E7) (2011) Page 2
Name of the organizaticn Employer identification number

OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

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

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

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

DIRECT INQUIRIES A YEAR. INFORMATION FROM THESE CONTACTS IS USED TO i

ASSESS THE NEED FOR NEW RESOURCES.

THE FOUNDATION SPONSORS A NETWORK OF SUPPORT GROUPS ACROSS THE UNITED

STATES. SUPPORT GROUP ACTIVITIES PROVIDE QOPPORTUNITIES FOR MUTUAL

SUPPORT, AND INCREASED COMMUNITY AWARENESS. CURRENTLY, THERE ARE 41

ACTIVE GROUPS IN 32 STATES. IN ADDITICN 24 VOLUNTEER RESOURCE PEOPLE

ARE ACTIVE IN 18 STATES

IN 2009 THE FOUNDATION FORMED A PARTNERSHIP WITH THE CHILDREN® BRITTLE

BONE FOUNDATION (CBBF) T0O IMPLEMENT THE IMPACT GRANT PROGRAM. TIT IS

DESIGNED TO PROVIDE FUNDING FOR ITEMS THAT WILL SIGNIFICANTLY IMPROVE

THE QUALITY QF LIFE FOR A PERSON WHO HAS OI AND WHC HAS LIMITED

FINANCIAL RESOURCES. THE FOUNDATION AND CBBF WILL CONTINUE THE

PARTNERSHIP AND HAVE AGREED TO FUND ANOTHER ROUND OF GRANTS.

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

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

AND HAS ESTABLISHED AN ADVOCACY INITIATIVE. A GRASSROOTS EFFORT

FOCUSES ON EDUCATING LEGISLATORS AND THEIR STAFFS ABQOUT O AND THE

PRIORITIES OF THE FOUNDATION IN ADDITION TO ADVOCATING FOR INCREASED

FUNDING FOR THE NATIONAL INSTITUTES OF HEALTH.

FORM 990, PART III, LINE 4D, OTHER PROGRAM SERVICES:
0t Schedule O {Form 990 or 990-EZ) (2011)
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Scheduls O (Form 990 or 890-E2) 2011) Page 2
Name of the organization Employer identification humber

OSTEOGENESIS IMPERFECTA FQUNDATION, INC. 23-7076021

THE FOUNDATION® PRINCIPAL EDUCATION 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 i

MEETINGS WITH EXPERIENCED PHYSICIANS, LEARN ABOUT THE LATEST RESEARCH

AND TNTERACT WITH OTHER PEOPLE WHO ARE AFFECTED BY OI. THE JULY 2012

CONFERENCE HAD 650 ATTENDEES.

EXPENSES § 56,336. INCLUDING GRANTS OF $ 0. REVENUE § 0.

FORM 990, PART VI, SECTION A, LINE 6: MEMBERSHIP IN THE OI FOUNDATION IS

OPEN TO ALL PEOPLE WHO SUPPORT THE MISSION OF THE OI FOUNDATION. BOARD OF

DIRECTORS DETERMINES THE LEVEL AND BENEFITS OF MEMBERSHTIP, AND MAY CHANGE

THESE FROM TIME TO TIME, ALL MEMBERS ARE ENTITLED TO VOTING PRIVILEGES.

MEMBERSHIP BECOMES EFFECTIVE UPON RECEIPT QF DUES.

FORM 590, PART VI, SECTION B, LINE 11: AFTER THE FORM 990 TS 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: THE CONFLICT OF INTEREST POLICY

COVERS ALL MEMBERS OF THE BOARD, ITS COMMITTEES, FOUNDATION STAFF AND THEIR i

IMMEDIATE FAMILIES AND BUSINESS ASSOCTIATES. IT IS MONITORED BY ANNUAL

WRITTEN INFORMATION QUESTIONNAIRE FROM THE BOARD PRESTIDENT 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. IF POTENTIAL OR ACTUAL CONFLICTS (PAST, PRESENT OR

FUTURE) ARE IDENTIFIED, THE PERSON DETERMINED TO HAVE A CONFLICT IS RECUSED

FROM DELIBERATIONS AND VOTING. THE IDENTIFIED CONFLICTS QOF INTEREST AND
AR Schedule O (Form 990 or 990-EZ) (2011)
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Schedule O (Form 990 gr 990-E2) (2011) Page 2
Name of the crganization Employer identification number

OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

APPROPRIATE RECUSALS ARE DOCUMENTED IN THE MINUTES OF EACH BOARD OR

COMMITTEE MEETING.

FORM 990, PART VI, SECTION B, LINE 15A: 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 DELTBERATIONS 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 MOST RECENT YEAR FOR WHICH THIS

PROCESS WAS UNDERTAKEN FOR EACH IS IDENTIFIED:

OFFICE/TITLE YEAR OF MOST RECENT REVIEW/APPROVAL

CHEIF EXECUTIVE OFFICER 2011

FORM 390, PART VI, LINE 17, LIST OF STATES RECEIVING COPY OF FORM 990:

AK,AZ,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,RI,SC,S8D,TN,UT,VT,VA,WA, WV ,WI, IA

FORM 990, PART VI, SECTION C, LINE 19: OI FOUNDATION MAKES ITS CGOVERNING

DOCUMENTS, CONFLICT OF INTEREST POLICY, AND FINANCIAL STATEMENTS AVAILABLE

TO THE PUBLIC ON THEIR WEBSITE.

FORM 990, PART XI, LINE 5, CHANGES IN NET ASSETS:

NET UNREALIZED LOSSES ON INVESTMENTS : -38,242.

FORM 980, PART XI, LINE 2C:

NO CHANGES FROM THE PRIOR YEAR.
015a01p Schedule O (Form 990 or 990-EZ) (2011)
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Schedule O {(Form 990 or 990-EZ) {2011)

Page 2

Name of the organization

Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

AMENDED RETURN

THE RETURN HAS BEEN AMENDED DUE TQ THE QRIGINAL RETURN BEING FILED

HAVING AN INCORRECT BOARD OF DIRECTORS LISTING IN PART VIII, PAGE 7 OF

THE FORM 990. FIVE ADDITIONAL BOARD MEMBERS HAVE BEEN ADDED TO THE

RETURN AND ONE BCARD MEMBER WHO WAS ERRONEQUSLY INCLUDED IS REMOVED.

THE NUMBER OF BOARD MEMBERS NOW AGREES TO PAGE ONE OF THE FORM 950.

132212
01-23-12
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Form 8868 Application for Extension of Time To File an

(Rev. January 2012} Exempt Organization Return OMB No. 1545-1709
Department of the Traasiiry

Internal Revanus Sarvice P File a separate application for each return.

® |f you are filing for an Automatic 3-Month Extension, complete only Part | and checkthisbox . .. ... »

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

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

Electronic filing /e-fije) . You can electronically file Form 8868 if you need a 3-month automatic extension of time to fite (6 months for a corporaticn
required to file Form 990-T), or an additional (not automatic) 3-month extension of time. You can slectronically file Form 8868 to request an extension
of time to file any of the forms listed in Part ! or Part || with the exception of Form 8870, Information Retumn for Transfers Associated With Certain
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.

Automatic 3-Month Extension of Time. Only submit criginal (no copies needed).

A corporation reguired to file Form 990-T and requesting an automatic 8-month extansion - check this box and complete

P L 0Ny e e e e b » [ ]

All other corporations (including 1120-C filers), partnerships, REMICs, and trusts must use Form 7004 to request an extension of time
to file income tax returns.

Type or Name of exempt organization or other filer, see instructions. Employer identification numkber (EIN} or
print
e by the OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
due date for | Number, street, and room or suita no. If a P.O. box, see instructions. Social security number (SSN})
finsyor | 804 W, DIAMOND AVENUE, NO. 210
instructions. | Gity, town or post office, state, and ZIP code. For a foreign address, see instructions.
GAITHERSBURG, MD 20878

Enter the Return code for the return that this application is for (flle a separate application for each returm) .. T m
Application Return | Application Return
Is For Code | Is For Code
Form 920 01 Form 990-T {corporation) 07
Form 990-BL 02 Form 1041-A 08
Form 990-EZ 01 Form 4720 Q09

- Form 990-PF 04 Form 5227 10
Form 990-7 {sec. 401(a) or 408(a) trust) 05 Form 6069 11
Form 990-T {trust other than above) 06 Form 8870 12

THE FOQUNDATION

® The bhooks are in the care of > 80 4 W. DIAMOND AVE r SUITE 210 - GAITHERSBURG r MD 20 8 78

Telephone No. p» 301-947-0083 FAX Ne.
® |f the organization does not have an office or piace of business In the United States, check thisbox ... ... > |:l
® |f this is for a Group Return, enter the organization's four digit Greup Exemption Number (GEN) . If this is for the whole group, check this
bhox p I: . If it is for part of the group, check this bex P |:| and attach a list with the names and EINs of all members the extension is for.

1 | request an automatic 3-month (8 months for a corporation required to file Farm 990-T) extension of time until
FEBRUARY 15 , 2013 , to file the exempt organization return for the organization named above. The extension
is for the organization's return for:

> [ calendar year or
p (X! tax year beginning JUL 1, 2011 ,andending JUN 30, 2012
2  |f the tax year entered in line 1 is for less than 12 months, check reason: D Initiai return I:l Final return

Change in accounting period

3a If this application is for Form 990-BL, 990-PF, 890-T, 4720, or 6069, enter the tentative tax, less any
nonrefundable credits. See instructions. 3a | $ 0. |
b if this application is for Form 990-PF, 990-T, 4720, or 6069, enter any tefundable credits and ’
estimated tax payments made. Include any prior year overpayment allowed as a credit. a | $ 0.
¢ Balance due. Subtract line 3b from line 3a. Include your payment with this form, if required,
by using EFTPS (Electronic Federal Tax Pavment System). See instructions. 3c | $ 0.
Caution. If vou are going to make an electrenic fund withdrawal with this Form 8868, see Form 8453-EQ and Form 8879-EQ for payment instructions.
LHA  For Privacy Act and Paperwork Reduction Act Notice, see Instructions. Form 8868 (Rev. 1-2012}
125841
01-04-12
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*kkk% THTS IS NOT A FILEABLE COPY **#*#%%*

IRS e-file Signature Authorization OMB No. 1645-1878

rom 3879-EO for an Exempt Organization

For calendar year 2011, or fiscal year baginning JUL 1 , 2011, and ending JUN 3 0 20 E 20 1 1
Desartment of the Treasury p Do not send to the IRS. Keep for your records. )
Inteinal Revenue Servics P See instructions.
Name of exempt organization Employer identification number
OSTEQOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
Name and title of officer
TRACY HART
CEO

Type of Return and Return Information (Whole Dollars Only)

Check the box for the return for which you are using this Form 8879-EQ and enter the applicable amount, if any, from the return. If you check the box
on line 1a, 2a, 3a, 4a, or 5a, below, and the amount on that lins for the return being filed with this form was blank, then leave line 1b, 2b, 3b, 4b, or 8b,
whichever is applicable, blank (do not enter -0-). But, if you enterad -0- on the return, then enter -0- on the applicable line below. Do not complete more
than 1 line in Part I '

fa Form 990 check here = “b Total revenue, if any (Form 990, Part VIIl, column (&), ine 12} ... 1b 1558328
2a Form 990-EZ checkhere P [ ] b Tota! revenue, if any (Form 990-EZ, ine Q) i, 2b
3a Form 1120-POL check here P D b Total tax (Form 1120-POL, line 22} ... i, 3b
4a Form 990-PF checkhere P D b Tax based on ihvestment income {Form 990-PF, Part VI, line 8) ... .. 4ah
5a Form 8868 check here P ] b Balance Due (Form 8868, Part |, line 3cor Part I, line 8c) ... Bh

Declaration and Signature Authorization of Officer

Under penalties of perjury, | declare that | am an officer of the above organization and that | have examined a copy of the organization’s 2011
electronic return and accompanying schedules and statements and to the best of my knowledge and belief, they are true, correct, and complete. |
further declare that the amount in Part | above is the ameount shown on the copy of the organization’s efectronic return. | consent to allow my
intermediate service provider, transmitter, or electronic retumn originator (ERO) to send the organization's return to the IRS and to receive from the IRS
(a) an acknowledgement of receipt or reascn for rejection of the transmission, {b) the reason for any delay in processing the return or refund, and (¢}
the date of any refund. If applicable, | autharize the U.S. Treasury and its designated Financial Agent to initiate an electronic funds withdrawal {direct
debit) entry to the financial institution account Indicated in the tax preparation scftware for payment of the organization's faderal taxes owed on this
retumn, and the financial institution to debit the entry to this account. To revoke a payment, | must contact the U.S. Treasury Financial Agent at
1.888-353-4537 no later than 2 business days pricr to the payment (settlement) date. | also authorize the financial institutions involved iy the
processing of the electronic payment of taxes to receive confidential information necessary to answer inquiries and resolve issues related to the
payment. | have selected a personal identification number (PIN) as my signature for the organization’s electronic returm and, if applicable, the
organization's consent to electronic funds withdrawal.

Officer's PIN: check one box only

(X1 authorize THOMPSON, GREENSPON & CO. P. C. CPA'S toenter my PIN_ 40871

ERO firm name Enter five numbers, but
do not enter all zeros

as my signature on the organization’s tax year 2011 electronically filed return. If | have indicated within this return that a copy of the return
is being filed with a state agency(les) regulating charities as part of the IRS Fed/State program, | also authorize the aforementionad ERO to
anter my PIN on the return’s disclosure consent screen.

E:' As an officer of the organization, | will enter my PIN as my signature on the organization's tax year 2011 electronically filed return. If | have
indicated within this return that a copy of the return is being filed with a stats agency(les) regulating charities as part of the IRS Fed/State
program, [ will enter my PIN on the return’s disclosure consent screen.

Officer's signature p» ¥ **** THIS IS NOT A FILEABLE COPY *** pag p

Certification and Authentication

ERO’s EFIN/PIN. Enter your six-digit electronic filing identifipation

number (EFIN) followed by your five-digit self-selected PIN. | 54531440871 |
do not enter all zeros

| certify that the above numeric entry is my PIN, which is my signature on the 2011 slectronically filed return for the organization indicated above. |
) confirm that ] am submitting this return in accordance with the requirements of Pub. 4163, Modernized e-File (MeF;} Information for Authorized IRS
e-fite Providers for Business Retums.

ERO's signature Date P

ERO Must Retain This Form - See Instructions
Do Not Submit This Form To the IRS Unless Requested To Do So

l1_2|-31€\51 For Paperwork Reduction Act Notice, see instructions, Form 8879-EQ {2011)
12-01-11
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