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. . OMB No_1545-0047
§90 Return of Organization Exempt From Income Tax -
Form A M Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except black lung 2 0 0 g
Department of the m;sury benefit trust or private foundation) 5 o Pobhic.
Intemal Revenie Service P The organization may have to use a copy of this return to satisfy state reporting requirements. inspection

A For the 2009 calendar year, or tax year beginning JUL 1, 2009 andending JUN 30, 2010

B Check it C Name of organization

D Employer identification number

applicable UF;'SSR;

Aaress | o0 * DSTEOGENESIS IMPERFECTA FOUNDATION, INC.

Shinse | ¥ | Doing Business As 23-7076021

ity See Number and street (or P O box if mail Is not delivered to street address) | Room/suite | E Telephone number

Termn- |PPe*"*1804 W. DIAMOND AVENUE 10 301-947-0083

renended | ons | ity or town, state or country, and ZIP + 4 G Gross recelpts § 2,595,725,

[_Jpghe= GAITHERSBURG, MD 20878 H(a) Is this a group return

Pendnd ' Name and address of principal officer: TRACY HART for affiliates? [ Yes No

804 W DIAMOND AVENUE, GAITHERSBURG, MD  2087|H(b) Arealaffilates ncluded [_JYes [_INo

| Tax-exempt status: 501(c) (3 ) (nsertno) [ J4947@()or [ 1527

J Website: » WWW.OIF.ORG

If °“No," attach a list. (see Instructions)
H(c) Group exemption number P

K _Form of organization Corporation [ ] Trust [ | Association [ | Other»

| L vear of formation 19 7 O M State of legal domicile GA

i Part | Summary

|

f

o | 1 Bnefly describe the organization’s mission or most significant activities; OUR MISSION IS TO IMPROVE THE
% QUALITY OF LIFE FOR PEOPLE WITH OSTEOGENESIS IMPERFECTA
§ 2 Checkthis box P [:] If the organization discontinued its operations or disposed of more than 25% of its net assets
2 | 3 Number of voting members of the governing body (Part VI, line 1a) 3 17
g 4 Number of independent voting members of the governing body (Part VI, line 1b) 4 17
8| 6 Total number of employees (Part V, line 2a) 5 9
';: 6 Total number of volunteers (estimate iIf necessary) 6 350
E 7a Total gross unrelated business revenue from Part VilI, column (C), line 12 7a 0.
b _Net unrelated business taxable income from Form 990-T, line 34 7b 0.
Prior Year Current Year
g | 8 Contributions and grants (Part VIll, line 1h) 1,7 g; ' ggg . 1,7 2% ’ g%é .
€ | 9 Program service revenue (Part VIII, ling ’ . ’ .
t:;: 10 Investment income (Part VIII, column (A), |IFR EGEEC’BJ)ED <118,056.p 56,882.
11 Other revenue (Part VIII, column (A), lineg 5760, B¢, 9¢, 10¢, and 11 7,480, 7,361,
12 Total revenue - add lines 8 through 1 {@rust equal ParhVIH soalumnl@®) line 12) 1,741,281. 1,878,059.
13 Grants and similar amounts paid (Pat & coldﬁi\'\\iA)fﬁiez:ium 600,710. 707,778.
14 Benefits paid to or for members (Part IR‘,' olum -
@ | 15 Salanes, other compensation, employee be@@ IN oltun A), links 5-10) 742,118, 754,202,
2 | 16a Professtonal fundraising fees (Part IX, )
Q
e b Total fundraising expenses (Part IX, column (D), lIne 25) P 225,069.
W1 17 Other expenses (Part IX, column (A), lines 11a-11d, 11§-24f) 574,044. 466,638,
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), Iine 25) 1,916,872. 1,928,618.
19 Revenue less expenses Subtract line 18 from line 12 <175,591.p <50,559.>
Eg Beginning of Current Year End of Year
?’E 20 Total assets (Part X, line 16) 2,742,172, 2,794,580.
— Zo| 21 Total liabilties (Part X, line 26) 658,917. 695,783.
= 22] 22 Net assets or fund balances. Subtract line 21 from line 20 2,083,255. 2,098,797.
o~ [Part it | Signature Block
(-1 Under penalties of\perury, | declare that | have examined this retum, including aeoomranylng schedules and statements, and to the best of my knowledge and belief, it is true, comrect,
- and complete D(%ratlon of prepw officer} is based on a!l information of which preparer has any knowledge
<ZISign } ‘/ W} L\/ /2-/7;’//0
~= Here Signature of gificer Date
. TRACY HART, CEO
% Type or print name and title
N Iy, / 25@ w5k o |5 Ry e e
gPreparers 3|gn'ature / ; .9", /O |employed » [ ]
Tryse Only )’,—'O’L"r:.;’a’"’ for THOMPSON, GREENSPON & CO. P. CJ CPA’S EIN P
self-employed), 4035 RIDGE TOP RD, SUITE 700
ZP .4 FAIRFAX, VIRGINIA 22030 Phoneno > (703)385-8888
May the IRS discuss this return with the preparer shown above? (see instructions) Yes [ _INo
T Tjeoot 02-04-10 LHA For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions. 6- Vi (0 Form 990 (2009)

! SEE SCHEDULE O FOR ORGANIZATION MISSION STATEMENT CONTINUATION \O\
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Form 990 (2009) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 page2
| Part i}t { Statement of Program Service Accomplishments
1 Bnefly describe the organization's mission:
TO.IMPROVE THE QUALITY OF LIFE FOR PEOPLE WITH OSTEOGENESIS IMPERFECTA
LQI), THROUGH (A) RESEARCH TO FIND A CURE, (B) EDUCATION, (C)
AWARENESS, AND (D) MUTUAL SUPPORT.

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

the prior Form 990 or 990-EZ2? [:]Yes No
If *Yes," descnbe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes In how It conducts, any program services? DYes No

If "Yes," descnbe these changes on Schedule O.

4  Describe the exempt purpose achievements for each of the organization’s three largest program services by expenses.
Section 501(c}3) and 501(c)(4) organizations and section 4947 (a)(1) trusts are required to report the amount of grants and
allocations to others, the total expenses, and revenue, If any, for each program service reported.

SEE SCHEDULE O FOR CONTINUATION(S)

4a (Code: ) (Expenses $ 902,935 . including grants of $ 707,778 . ){Revenue $ )
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 THAT WILL ENABLE THEM TO DEVELOP EXPERTISE IN OI
RESEARCH. SEED GRANTS ARE AWARDED FOR BASIC AND CLINICAL STUDIES TO
ALLOW RESEARCHERS TO COLLECT PRELIMINARY DATA AS A BASIS FOR
APPLICATION TO EXTERNAL MAJOR RESEARCH FUNDING SOQURCES OR OTHER
LONG-TERM COLLABORATIVE RESEARCH EFFORTS. RESEARCH RELATED ACTIVITIES
ADOPTED BY THE BOARD OF DIRECTORS INCLUDE: MEDICAL SYMPOSIUMS,
MEETINGS, CONFERENCE, ADVOCACY EFFORTS TO ENCOURAGE RESEARCH BY FEDERAL
AGENCIES AND THE INDIRECT AND ACTUAL COSTS TO ADMINISTER AND ADVANCE
ALL OF THE ABOVE RESEARCH EFFORTS OF THE FOUNDATION. IN 2004, THE

4b (Code: )} (Expenses $ 502,096. including grants of $ ) (Revenue $ )
THE FOUNDATION HAS 14 TITLES ON ITS PUBLICATION LIST; FIVE ARE

SPECIFICALLY FOR MEDICAL PROFESSIONALS AND NINE ARE FOR FAMILIES,
CHILDREN AND SCHOOL PROFESSIONALS. MANY OF THE TITLES ARE INTENDED TO

SERVE MULTIPLE AUDIENCES. A TOTAL OF 69 FACT SHEETS PRESENTING

MEDICALLY VERIFIED INFORMATION ON FREQUENTLY REQUESTED TOPICS ARE

AVAILABLE THROUGH THE FOUNDATION WEBSITE (WWW.OIF.ORG) AND IN PRINT.

TWO INSTRUCTIONAL DVDS WITH COMPANION GUIDES, A QUARTERLY NEWSLETTER,

AND A MONTHLY E-NEWSLETTER ARE ALSO AVAILABLE. THE PUBLICATION, A GUIDE

TO OI FOR PEDIATRICIANS AND FAMILY PRACTICE PHYSICIANS, IS AVAILABLE

BOTH IN PRINT AND AS A PDF THROUGH THE FOUNDATION WEBSITE. TOPICS

COVERED INCLUDE INFANT CARE, SCHOOL ISSUES, PHYSICAL THERAPY AND
EXERCISE, GENETICS, EMOTIONAL NEEDS OF THE FAMILY, CHILD ABUSE

4c (Code: ) (Expenses $ 99,435. including grants of $ ) (Revenue $ 61,375.)
THE FOUNDATIONS PRINCIPAL EDUCATION EVENT IS THE BIENNIAL NATIONAL
CONFERENCE ON OI. THE CONFERENCE PROVIDES MORE THAN 500 PEOPLE, THOSE
WITH OI AND THEIR FAMILY MEMBERS, THE LATEST MEDICAL, RESEARCH AND
COPING INFORMATION. THE CONFERENCE ALSO PROVIDES THE OPPORTUNITY FOR
ATTENDEES TO HAVE FACE-TO-FACE MEETINGS WITH PHYSICIANS AND THERAPISTS
WHO ARE CONSIDERED EXPERTS IN CARING FOR PEOPLE WITH OI. BECAUSE OI IS
A RARE DISORDER, FOR MANY, THE CONFERENCE IS THEIR FIRST OPPORTUNITY TO
MEET OTHERS WHO ARE LIVING WITH OI.

4d Other program services. (Describe in Schedule O.)
{Expenses $ 62,604. including grants of $ ) (Revenue $ 7,361. )
4e__ Total program service expenses P> $ 1,5 67 ) 070.

Form 990 (2009)
932002
02-04-10
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" Form 990 (2009) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021  Page3d
| Part IV | Checklist of Required Schedules

. Yes | No
1 Is the organization descnbed In section 501(c)(3) or 4947(a)(1) (other than a pnvate foundation)?
If ")fes, " complete Schedule A 1 X
2 Is the organization required to complete Schedule B, Schedule of Contnibutors? 2 X
3 Did the organization engage In direct or indirect political campaign activities on behalf of or in opposition to candidates for
public office? If "Yes," complete Schedule C, Part | 3 X
4 Section 501(c)(3) organizations. Did the organization engage In lobbying activities? /f "Yes," complete Schedule C, Part Il 4 X
5 Section 501(c)(4), 501(c)(5), and 501(c)(6) organizations. Is the organization subject to the section 6033(e) notice and
reporting requirement and proxy tax? If "Yes," complete Schedule C, Part Il 5
68 Did the organization maintain any donor advised funds or any similar funds or accounts where donors have the nght to
provide advice on the distribution or Investment of amounts In such funds or accounts? /f "Yes," complete Schedule D, Part! | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yes," complete Schedule D, Part Il 7 X
8 Did the organization maintain collections of works of art, histonical treasures, or other similar assets? If "Yes, " complete
Schedule D, Part Il 8 X
9 Did the organization report an amount In Part X, line 21; serve as a custodian for amounts not listed In Part X; or provide
cradit 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 term, permanent, or quasi-endowments?
If *Yes," complete Schedule D, Part V 10 X
11 Is the organization's answer to any of the following questions *Yes"? If so, complete Schedule D, Parts VI, VI, Vill, IX, or X
as applicable 11 | X
® Did the organization report an amount for land, bulldings, and equipment In Part X, line 10? If "Yes, " complete Schedule D,

Part V1.

® Did the organization report an amount for iInvestments - other securities In Part X, line 12 that is 5% or more of its total
assets reported In Part X, line 167 /f "Yes," complete Schedule D, Part Vii.

® Did the organization report an amount for investments - program related in Part X, ine 13 that 1s 5% or more of its total
assets reported In Part X, ine 167 If "Yes," complete Schedule D, Part Vill

| ® Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported In

Part X, line 16? /f "Yes," complete Schedule D, Part IX.

® Did the organization report an amount for other liabilities 1n Part X, line 257 If “Yes," complete Schedule D, Part X.

® Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 487 If “Yes," complete Schedule D, Part X.

12 Did the organization obtain separate, Independent audited financial statements for the tax year? If "Yes, " complete

Schedule D, Parts XI, Xil, and Xill 12 | X
‘ 12A Was the organization Included In consolidated, Independent audited financial statements for the tax year? Yes | No
| If "Yes," completing Schedule D, Parts Xi, Xll, and Xlil is optional &21\ X
13 Is the organization a schoo! described In section 170(b)(1)(A)(1)? If "Yes," complete Schedule E 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundratsing, business,

and program service activities outside the United States? If "Yes," complete Schedule F, Part | 14b X
15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or assistance to any organization

or entity located outside the United States? If "Yes, " complete Schedule F, Part Il 15 | X
16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or assistance to individuals

located outside the United States? /f "Yes," complete Schedule F, Part Il 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,

column (A), ines 6 and 11e? If "Yes, " complete Schedule G, Part | 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part Vi, lines

1¢ and 8a? If "Yes," complete Schedule G, Part Il 18 | X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, ine 9a? /f "Yes,"

complete Schedule G, Part Il 19 X
20 __Did the organization operate one or more hospitals? If "Yes, " complete Schedule H 20 X

Form 990 (2009)
020810
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" Form 990 (2009) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Paged
| Part W | Checklist of Required Schedules (continued)

e Yes | No
21 Did the organization report more than $5,000 of grants and other assistance to governments and organizations in the
United States on Part IX, column (A), line 1? If "Yes," complete Schedule |, Parts | and Il 21 | X
22 Did the organization report more than $5,000 of grants and other assistance to Individuals in the United States on Part IX,
column (A), ine 27 If "Yes, " complete Schedule I, Parts | and Il 22 X

23 Did the organization answer "Yes" to Part VI, Section A, line 3, 4, or 5§ about compensation of the organization’s current
and former officers, directors, trustees, key employees, and highest compensated employees? /f "Yes," complete
Schedule J 23 X

24a Did the organization have a tax-exempt bond Issue with an outstanding principal amount of more than $100,000 as of the
last day of the year, that was Issued after December 31, 20027 If "Yes," answer lines 24b through 24d and complete

Schedule K. If “No*, go to fine 25 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
any tax-exempt bonds? 24c
d Did the organization act as an "on behalf of" Issuer for bonds outstanding at any time dunng the year? 24d
25a Section 501(c)(3) and 501(c)(4) organizations. Did the organization engage In an excess benefit transaction with a
disqualified person during the year? If "Yes," complete Schedule L, Part | 25a X

b Is the organization aware that It engaged In an excess benefit transaction with a disqualified persen In a prior year, and
that the transaction has not been reported on any of the organization's prior Forms 990 or 990-EZ7? If "Yes," complete

Schedule L, Part | 25b X
26 Was aloan to or by a current or former officer, director, trustee, key employee, highly compensated employee, or disqualified
person outstanding as of the end of the organization’s tax year? If “Yes," complete Schedule L, Part I| 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor, or a grant selection committee member, or to a person related to such an individual? /f "Yes," complete
Schedule L, Part lil 27 X

28 Was the organization a party to a business transaction with one of the following parties, (see Schedule L, Part IV
Instructions for applicable filing thresholds, conditions, and exceptions):

a A current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV 28a| X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV 28b | X
¢ An entity of which a current or former officer, director, trustee, or key employee of the organization (or a family member) was
an officer, director, trustee, or direct or indirect owner? /f "Yes," complete Schedule L, Part IV 28c | X
29 Did the organization receive more than $25,000 in non-cash contributions? If "Yes," complete Schedule M 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If "Yes," complete Schedule M 30 X
31 Did the organization hiquidate, terminate, or dissolve and cease operations?
If "Yes," complete Schedule N, Part | 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes, " complete
Schedule N, Part Il 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-37 If "Yes," complete Schedule R, Part | 33 X
34 Was the organization related to any tax-exempt or taxable entity?
If "Yes," complete Schedule R, Parts lI, lll, IV, and V, line 1 34 X
35 Is any related organization a controlled entity within the meaning of section 512(b)(13)?
If "Yes," complete Schedule R, Part V, line 2 35 X
36 Section 501(c){3) organizations. Did the organization make any transfers to an exempt non-charitable related organization?
If "Yes," complete Schedule R, Part V, ine 2 36 X
37 Did the organization conduct more than 5% of its activities through an entity that Is not a related organization
and that Is treated as a partnership for federal Income tax purposes? If "Yes," complete Schedule R, Part VI 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part Vi, lines 11 and 197
Note. All Form 990 filers are required to complete Schedule O. 38 | X
Form 990 (2009)
932004
02-04-10
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" Form 990 (2009) _ OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021  Pageb
{Part V] Statements Regarding Other IRS Filings and Tax Compliance

. Yes | No
1a Enter the number reported in Box 3 of Form 1096, Annual Summary and Transmittal of
U 8 ‘information Returns. Enter -0- if not applicable 1a 1
b Enter the number of Forms W-2G included in line 1a Enter -0- if not applicable 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to pnze winners? 1¢
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements,
filed for the calendar year ending with or within the year covered by this return 2a 9
b If at least one Is reported on line 2a, did the organization file all required federal employment tax returns? 2b | X
Note. If the sum of lines 1a and 2a Is greater than 250, you may be required to e-file this return (see instructions)
3a Did the organization have unrelated business gross income of $1,000 or more during the year covered by this return? 3a X
b If "Yes," has it filed a Form 990-T for this year? If "No," provide an explanation in Schedule O 3b
4a At any time during the calendar year, did the organization have an Interest In, or a signature or other authority over, a
financial account In a foreign country (such as a bank account, securities account, or other financial account)? 4a X
b If *Yes," enter the name of the foreign country: P>
See the Instructions for exceptions and 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? 5a X
b Did any taxable party notify the organization that It was or Is a party to a prohibited tax shelter transaction? 5b X
¢ If "Yes," to line 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding Prohibited
Tax Shelter Transaction? 5c
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit
any contributions that were not tax deductible? 6a X
b If “Yes," did the organization Include with every solicitation an express statement that such contributions or gifts
were not tax deductible? 6b
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment In excess of $75 made partly as a contribution and partly for goods and services
provided to the payor? 7a | X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? 7 | X
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
to file Form 82827 7¢ X
d If "Yes," indicate the number of Forms 8282 filed during the year I 7d |
e Did the organization, during the year, receive any funds, directly or Indirectly, to pay premiums on a personal
benefit contract? 7e X
t Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? 74 X
g For all contributions of qualified intellectual property, did the organization file Form 8899 as required? | 79 X
h For contributions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as required? 7h X
8 Sponsoring organizations maintaining donor advised funds and section 509(a}(3) supporting organizations. Did the
supporting organization, or a donor advised fund maintained by a sponsoring organization, have excess business holdings
at any time during the year? 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the organization make any taxable distributions under section 49667 9a
b Did the organization make a distribution to a donor, donor advisor, or related person? 9b
10 Section 501(c)(7) organizations. Enter:
a Inmtiation fees and capital contributions included on Part VI, line 12 10a
b Gross recelpts, Included on Form 990, 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 other sources (Do not net amounts due or paid to other sources against
amounts due or received from them.) 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filng Form 990 In lieu of Form 10417 12a
b _If "Yes," enter the amount of tax-exempt Interest received or accrued during the year 12b
Form 990 (2009)
832005
02-04-10
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' Form 990 (2009) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Pageb

[ Part Vi 1 Gavernance, Management, and Disclosure For each "Yes" response to lines 2 through 7b below, and for a "No" response
to line 8a, 8b, or 10b below, descrbe the circumstances, processes, or changes in Schedule O. See instructions.

Section A. Governing Body and Management

N Yes | No
1a Enter the number of voting members of the governing body 1a 17
b Enter the number of voting members that are independent 1b 17
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee, or key employee? 2 X
3 Did the organization delegate control over management duties customarly performed by or under the direct supervision
of officers, directors or trustees, or key employees to a management company or other person? 3 X
4 Did the organization make any significant changes to its organizational documents since the prior Form 990 was filed? 4 X
5 Did the organization become aware during the year of a matenal diversion of the organization's assets? 5 X
6 Does the organization have members or stockholders? ] X
7a Does the organization have members, stockholders, or other persons who may elect one or more members of the
governing body? 7a X
b Are any decisions of the governing body subject to approval by members, stockholders, or other persons? 7b X
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year
by the following:
a The governing body? ga | X
b Each committee with authority to act on behalf of the governing body? gb | X
9 s there any officer, director, trustee, or key employee listed In Part VlI, Section A, who cannot be reached at the
organization’s mailing address? If "Yes, " provide the names and addresses in Schedule O 9 X
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code )
Yes [ No
10a Does the organization have local chapters, branches, or affilates? 10a X
b If *Yes," does the organization have written policies and procedures governing the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with those of the organization? 10b
11  Has the organization provided a copy of this Form 990 to all members of its governing body before filing the form? 1" X
11A Descrbe in Schedule O the process, If any, used by the organization to review this Form 990.
12a Does the organization have a wntten conflict of interest policy? /f "No," go to line 13 12a | X
b Are officers, directors or trustees, and key employees required to disclose annually interests that could give rise
to conflicts? 12b| X
¢ Does the organization regularly and consistently monitor and enforce compliance with the policy? If “Yes, " descnbe
in Schedule O how this Is done 12¢ | X
13 Does the organization have a written whistieblower policy? 131 X
14 Does the organization have a written document retention and destruction policy? 19 | X
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 CEO, Executive Director, or top management official 15a | X
b Other officers or key employees of the organization 15b X
if "Yes" to line 15a or 15b, describe the process In Schedule O. (See instructions.)
16a Did the organization Invest In, contribute assets to, or participate In a joint venture or similar arrangement with a
taxable entity dunng the year? 18a X
b !f "Yes," has the organization adopted a written policy or procedure requinng the organization to evaluate its participation
In Joint venture arrangements under applicable federal tax law, and taken steps to safeguard the organization’s
exempt status with respect to such arrangements? 16b

Section C. Disclosure
17 Lst the states with which a copy of this Form 990 is required to be fled »AK, AZ , AR, CA,CO,CT, DC, FL,GA, IL, KS,KY
18 Section 6104 requires an organization to make Its Forms 1023 (or 1024 if applicable), 990, and 990-T (501(c)(3)s only) available for
public inspection. Indicate how you make these avallable. Check all that apply.
Own webstte ':] Another's website Upon request
19 Descnbe in Schedule O whether (and If so, how), the organization makes Its governing documents, conflict of interest policy, and financial
statements available to the public.
20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization: »

THE FOUNDATION - 301-947-0083
804 W. DIAMOND AVE, SUITE 210, GAITHERSBURG, MD 20878

Form 990 (2009)

B0 SEE SCHEDULE O FOR FULL LIST OF STATES
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Form 990 (2009)

OSTEOGENESIS IMPERFECTA FOUNDATION,

INC.

23-7076021

Page 7

{Part VIi| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors

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. Use Schedule J-2 if additional space Is needed.
® List all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.
Enter -0- In columns (D), (E), and (F) if no compensation was paid.
® st all of the organization’s current key employees. See instructions for definition of "key employee."
® |ist the organization’s five current highest compensated employees {other than an officer, director, trustee, or key employee) who received reportable
compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any refated organizations.
® List all of the organization's former officers, key employees, and highest compensated employees who recelved more than $100,000 of
reportable compensation from the organization and any related organizations.
® List all of the organization’s former directors or trustees that received, in the capacity as a former director or trustee of the organization,
more than $10,000 of reportable compensation from the organization and any related organizations.
List persons In the following order: Individual trustees or directors, institutional trustees; officers; key employees; highest compensated employees;

and former such persons.

':] Check this box If the organization did not compensate any current officer, director, or trustee.

(A) (8) (C) (D) () (3]
Name and Title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per = from from related other
week E the organizations compensation
s g organization (W-2/1099-MISC) from the
g g g g.’ (W-2/1099-MISC) organization
= | & g i8¢ and related
g g g § g§ E organizations
MICHELLE DUPREY, ESQ.
DIRECTOR 2.00|X 0. 0. 0.
JEFFREY STEWART
SECOND VICE PRESIDENT 2.00|X X 0. 0. 0.
ROGER BACHE
PRESIDENT 2.00|X X 0. 0. 0.
CHRISTINE WYMAN ROSSI
SECOND VICE PRESIDENT 2.00(X X 0. 0. 0.
MARK BIRDWHISTELL
THIRD VICE PRESIDENT 2.00(X X 0. 0. 0.
AMANDA BERGMAN
DIRECTOR 2.00 (X 0. 0. 0.
ROBERT SANDHAUS, MD, PHD
DIRECTOR 2.00|X 0. 0. 0.
DENISE TARANTINO
DIRECTOR 2.00X 0. 0. 0.
JACQUELINE BOURGEOIS
DIRECTOR 2.00([X 0. 0. 0.
GIL CABACUNGAN
DIRECTOR 2.001X 0. 0. 0.
CAREN LOGUERCIO, ESQ.
DIRECTOR 2.00 (X 0. 0. 0.
ANNA CURRY
DIRECTOR 2.00 X 0. 0. 0.
ANTHONY BENISH
TREASURER 2.00[X X 0. 0. 0.
SHARON TRAHAN
FIRST VICE PRESIDENT 2.00 (X X 0. 0. 0.
GREG HOLMAN
DIRECTOR 2.00(X 0. 0. 0.
CHERRY SACCHETTI
SECRETARY 2.00([X X 0. 0. 0.
FRANCIS GLORIEUX, OC, MD
MAC CHAIR 2.00(X X 0. 0. 0.
932007 02-04-10 Form 990 (2009)
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Form 990 (2009) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Page8
{Part Vﬂi Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
: (A) 8) (C) (D) (E) (3]
Name and title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per 5 from from related other
week E the organizations compensation
5 B organization (W-2/1099-MISC) from the
§ § 8 E (W-2/1099-MISC) organization
3 g _ '§ gg _ and related
§ £ g é‘ 5F g organizations
TRACY SMITH HART
CHIEF EXECUTIVE OFFICER 40.00 X 130,042. 0. 12,830.
1b Total > 130,042. 0. 12,830.
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 In reportable
compensation from the organization P 1
Yes | No
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 3 X
4  For any Individual listed on line 1a, 1s the sum of reportable compensation and other compensation from the organization
and related organizations greater than $150,0007 /f “Yes, " complete Schedule J for such individual 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization for services rendered to
the organization? /f "Yes," complete Schedule J for such person 5 X

Section B. Independent Contractors

1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of compensation from

the organization.

NONE

(A)
Name and business address

8

Description of services

c)
Compensation

2 Total number of Independent contractors (including but not imited to those listed above) who received more than

$100,000 in compensation from the organization ¥

0

832008 02-04-10

20371118 701392 RC40871
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Form 990 (2009) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Page9
| Part Vill | .Statement of Revenue
- @ ® O | el
. Total revenue Related or Unrelated excluded from
. exempt function business tax under
. revenue revenue Sggg?gf 551142.
.‘é'% 1 a Federated campaigns 1a 74,758.
gg b Membership dues 1b 12,495,
a5 ¢ Fundraising events 1c| 522,843.
%E d Related organizations 1d
Q'E e Government grants (contributions) 1e
-% g f All other contnibutions, gifts, grants, and
2< similar amounts not included above 141,142,345,
g'g @ Noncash contnbutions included in lines 1a-1f §
on h_Total. Add lines 1a-1f » |1,752,441.
Business Code
2 | 2a CONFERENCE 611710 61,375. 61,375.
ES
K] d
B
o f All other program service revenue
g Total. Add lines 2a-2f > 61,375,
3 Investment income (including dividends, Interest, and
other similar amounts) > 42,201. 42,201.
4  Income from investment of tax-exempt bond proceeds P>
5 Royalties »
() Real () Personal
6 a Gross Rents
b Less: rental expenses
¢ Rental iIncome or (loss)
d Net rental Income or (loss) |
7 a Gross amount from sales of (1)) Securities (1) Other
assets other than inventory 646,111.
b Less. cost or other basis
and sales expenses 631,430,
¢ Gain or (loss) 14,681.
d Net gain or (loss) > 14,681. 14,681.
g 8 a Gross Income from fundralsing events (not
£ including $ 522,843. o
é contributions reported on line 1c). See
5 Part IV, line 18 al 84,175.
g b Less: direct expenses b| 84,175.
¢ Net income or (loss) from fundraising events » 0.
9 a Gross Income from gaming activities. See
Part IV, line 19 a
b Less: direct expenses b
¢ Net income or (loss) from gaming activities >
10 a Gross sales of Inventory, less returns
and allowances al 9,422.
b Less: cost of goods sold b| 2,061.
¢_Net income or {loss) from sales of inventory | - 7,361. 7,361.
Miscellaneous Revenue Business Code
11a
b
c
d All other revenue
e Total. Add lines 11a-11d »
12 Total revenue See Instructions » 1,878,059, 68,736. 0.] 56,882.
30810 Form 990 (2009)
9
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Form 980 (2009)

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 page10
{ Part IX { Statement of Functional Expenses
N Section 501(c)(3) and 501(c)(4) organizations must complete all columns.
All other organizations must complete column (A) but are not required to complete columns (B}, (C), and (D).
Do not ihclude amounts reported on lines 6b, Total e()l(genses Progran('r?)semce Manage(s\)ent and Func§2|5|ng
7b, 8b, 9b, and 10b of Part Vill. expenses general expenses expenses
1 Grants and other assistance to governments and
organizations in the US See Part IV, line 21 607,778. 607,778.
2 Grants and other assistance to Individuals in
the U.S. See Part IV, line 22
3 Grants and other assistance to governments,
organizations, and individuals outside the U.S.
See Part IV, lines 15 and 16 100,000. 100,000.
4 Benefits paid to or for members
5 Compensation of current officers, directors,
trustees, and key employees 146,578. 96,682. 20,016. 29,880.
6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons descnbed in section 4958(c)(3)(B)
7  Other salanes and wages 509,377. 240,438, 161,937. 107,002.
8 Penston plan contributions (include section 401(k)
and section 403(b) employer contributions) 10,513. 4,531, 3,202. 2,780.
9 Other employee benefits 33,208. 1,619. 20,878. 10,711.
10 Payroll taxes 54,526. 24,575. 17,461. 12,490.
11 Fees for services (non-employees):
a Management
b Legal 6,277. 1,495. 4,782.
¢ Accounting 11,178. 11,178.
d Lobbying
e Professional fundraising services See Part IV, line 17
f Investment management fees 14,971. 14,971.
g Other 22,179. 4,498. 14,816. 2,865.
12 Advertising and promotion
13 Office expenses 106, 350. 41,031. 39,844. 25,475,
14  Information technology 57,937. 39,926. 16,001. 2,010.
15 Royalties
16 Occupancy 81,802. 81,802.
17 Travel . 13,687. 5,684. 1,695. 6,308.
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings 81,594. 69,947. 11,504. 143.
20 Interest 1,118. 868. 250.
21 Payments to affilates .
22 Depreciation, depletion, and amortization 15,827. 15,827.
23 Insurance 6,275. 3,895, 2,380.
24 Otherexpenses Itemize expenses not covered
above (Expenses grouped together and labeled
miscellaneous may not exceed 5% of total
expenses shown on line 25 below )
a EVENT EXPENSES 22,389, 22,321. 68.
b ADVOCACY AND AWARDS 17,045. 17,045,
¢ LICENSE AND PERMITS 3,987. 3,987.
d DUES AND SUBSCRIPTIONS 3,756. 3,386. 370.
e INDIRECT COST ALLOCATIO 0. 286,114, <349,637.p 63,523.
f Al other expenses 266. 266,
25 Total functional expenses. Add lines 1 through 24t 1,928,618.] 1,567,070. 91,374. 270,174.
26 Joint costs. Check here P> if following
SOP 98-2 Complete this ine only if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising solictation 79,297. 62,471. 0. 16,826.
932010 02-04-10 Form 990 (2009)
10
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Form 990 (2009) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Page11
| Part X | Balance Sheet
: (A) (B)
. Beginning of year End of year
1 - Cash - non-interest-bearng 124, 1 112,034,
2" Savings and temporary cash Investments 575,940.| 2 236,289.
3 Pledges and grants receivable, net 640,426.| 3 625,411,
4  Accounts recelvable, net 1,124.} 4 7,027.
5 Receivables from current and former officers, directors, trustees, key
employees, and highest compensated employees Complete Part Il
of Schedule L 5
6 Recelvables from other disqualified persons (as defined under section
4958(f)(1)) and persons described In section 4958(c)(3)(B). Complete
Part Il of Schedule L 6
% 7 Notes and loans receivable, net 7
@ | 8 Inventories for sale or use 10,669.| 8 11,300.
< 9 Prepaid expenses and deferred charges 13,411.| ¢ 38,515.
10a Land, buildings, and equipment: cost or other
basis. Complete Part VI of Schedule D 10a 166,019.
b Less: accumulated depreciation 10b 105 ’ 907. 55, 633.]10¢ 60 7 112.
11 Investments - publicly traded secunties 1,422,583.] 11 1,681,630.
12 Investments - other secunties. See Part [V, line 11 12
13 Investments - program-related. See Part |V, line 11 13
14 Intangible assets 14
15  Other assets. See Part IV, line 11 22,262.] 15 22,262.
16 Total assets. Add lines 1 through 15 (must equal line 34) 2,742,172.] 16 2,7 94,580.
17  Accounts payable and accrued expenses 127,492.| 17 185,1009.
18  Grants payable 531,425.| 18 462,497.
19 Deferred revenue 19 48,177.
20 Tax-exempt bond liabilities 20
9 21  Escrow or custodial account liability. Complete Part IV of Schedule D 21
g 22 Payables to current and former officers, directors, trustees, key employees,
_.'3 highest compensated employees, and disqualified persons. Complete Part ||
= of Schedule L 22
23 Secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable to unrelated third parties 24
25 Other liabilities. Complete Part X of Schedule D 25
26 Total liabilities. Add lines 17 through 25 658,917.| 28 695,783.
Organizations that follow SFAS 117, check here | 4 and complete
b lines 27 through 29, and lines 33 and 34.
g 27  Unrestricted net assets 1,332,141.] 27 1,200,229.
S |28 Temporarly restricted net assets 696,626. 28 844,080.
T |20 Permanently restricted net assets 54,488.| 29 54,488.
e Organizations that do not follow SFAS 117, check here | 4 [:] and
5 complete lines 30 through 34.
% 30 Capntal stock or trust princtpal, or current funds 30
ﬁ 31 Paidin or capital surplus, or land, building, or equipment fund 31
% | 32 Retaned earnings, endowment, accumulated income, or other funds 32
Z |33 Total net assets or fund balances 2,083,255.| a3 2,098,797.
34 Total liabilities and net assets/fund balances 2,742,172.| 34 2,794,580.
Form 990 (2009)

932011 02-04-10
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l Form 990 (2009) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Page 12
| Part X} { Financial Statements and Reporting

Yes | No

1 Accounfmg method used to prepare the Form 990: I:l Cash Accrual I:I Other
If the organization changed its method of accounting from a prior year or checked “Other," explain in Schedule O.
2a Were the organization’s financial statements compiled or reviewed by an Independent accountant? 2a X
b Were the organization’s financial statements audited by an iIndependent accountant? 2| X
¢ If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the auditt,
review, or compllation of its financial statements and selection of an Independent accountant? 2¢| X
If the organization changed either its oversight process or selection process during the tax year, explain in Schedule O.
d If *Yes" to line 2a or 2b, check a box below to Indicate whether the financial statements for the year were Issued on a
consolidated basis, separate basis, or both:
Separate basis D 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 Circular A-133? 3a X

b If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit

or audits, explain why In Schedule O and describe any steps taken to undergo such audits. 3b
Form 990 (2009)

932012 02-04-10
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SCHEDULE A
(Form 990 or 990-E2)

OMB No 1545-0047

2009

Public Charity Status and Public Support

o Complete if the organization is a section 501(c)(3) organization or a section

Department of the Treasury 4947(a){1) nonexempt charitable trust. Open to Public

Intemal Revenue Service P Attach to Form 990 or Form 990-EZ. P> See separate instructions. Inspection

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

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

The organization Is not a private foundation because 1t Is: (For lines 1 through 11, check only one box.)

1

]

s wnN

(4}

20 00 [

10
11

0d

el ]

A church, convention of churches, or association of churches described In section 170(b)(1)(A)(i).
A school described In section 170{b)(1){A)(ii). (Attach Schedule E.)
A hospital or a cooperative hospital service organization descnbed Iin section 170(b)(1)(A)(iii).
A medical research organization operated In conjunction with a hospital descnbed in section 170(b)(1)(A)(iii). Enter the hospital’s name,
city, and state:
An organization operated for the benefit of a college or university owned or operated by a governmental unit described In
section 170(b)(1){(A)(iv). (Complete Part Il.)
A federal, state, or local government or governmental unit described In section 170(b)(1){A)(v).
An organization that normally receives a substantial part of its support from a governmental unit or from the general public described In
section 170(b}{1){(A)(vi). (Complete Part Il.)
A community trust descnbed in section 170(b}{(1)(A){vi). (Complete Part Il.)
An organization that normally recelves: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts 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 taxable Income (less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part ll.)
An organization organized and operated exclusively to test for public safety. See section 509(a)(4).
An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 508(a}(3). Check the box that
describes the type of supporting organization and complete lines 11e through 11h.
a L__] Type | b |:] Type Il c [:] Type lil - Functionally integrated d D Type |1l - Other
By checking this box, | certify that the organization Is not controlled directly or indirectly by one or more disqualified persons other than
foundation managers and other than one or more publicly supported organizations descnbed In section 509(a)(1) or section 509(a)(2).
If the organization received a written determination from the IRS that it 1s a Type |, Type I, or Type llI
supporting organization, check this box
Since August 17, 2006, has the organization accepted any gift or contribution from any of the following persons?
(i) A person who directly or Indirectly controls, either alone or together with persons described In (i) and () below,
the governing body of the supported organization?
(i) A family member of a person described In ()) above?
{iii) A 35% controlled entity of a person descnbed In ()) or (i) above?
Provide the following information about the supported organization(s).

(.

No

Yes

11g(i)
11g(ii)
11g(iii)

(i) Name of supported
organization

(1) EIN

(iil) Type of
organization
(descnbed on lines 1-9
above or IRC section
(see Instructions))

iv) Is the organization
n col (i) listed in your
governing document?

(v) Did you notify the
organization in col
(i) of your support?

(vi) Is the
organization in col
(i) organized In the

us?

Yes No

Yes No

Yes No

(vil) Amount of
support

Total

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for

Form 990 or 990-EZ.

932021 02-08-10

20371118 701392 RC40871
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Schedule A (Form 990 or 990-E7) 2009 Page 2
] Part H [ Support Schedule for Organizations Described in Sections 170(b)(1){A)(iv) and 170(b)(1)(A){vi)
(Complete only If you checked the box on line 5, 7, or 8 of Part |.)
Section A. Public Support
Calendar~ year (or fiscal year beginning in)P> {a) 2005 {b} 2006 {c) 2007 {d) 2008 _{e) 2009 {f) Total
1 Gifts, grants, contnbutions, and

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

2 Tax revenues levied for the organ-
1zation's benefit and either paid to
or expended on Iits behalf

3 The value of services or facllities
furished by a governmental unit to
the organization without charge

4 Total. Add lines 1 through 3

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

6 Public support. subtract line 5 from line 4
Section B. Total Support
Calendar year (or fiscal year beginning in)P (a) 2005 {b) 2006 {c) 2007 {d) 2008 _{e) 2009 (f) Total

7 Amounts from line 4

8 Gross Income from interest,

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

9 Net income from unrelated business

activities, whether or not the
business Is regularly carried on

10 Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part IV.)

11 Total support. Add lines 7 through 10

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

organization, check this box and stop here » E:]
Section C. Computation of Public Support Percentage
14 Public support percentage for 2009 (line 6, column (f) divided by line 11, column (f)) 14 %
15 Public support percentage from 2008 Schedule A, Part Il line 14 15 %
16a 33 1/3% support test - 2009.If the organization did not check the box on Iine 13, and line 14 1s 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supported organization | 4 l:]

b 33 1/3% support test - 2008.If the organization did not check a box on line 13 or 18a, and line 15 1s 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization | 4 D

17a 10% -facts-and-circumstances test - 2009.If the organization did not check a box on line 13, 16a, or 16b, and line 14 1s 10% or more,
and If the organization meets the "facts-and-circumstances’ test, check this box and stop here. Explain in Part IV how the organization
meets the “facts-and-circumstances® test. The organization qualifies as a publicly supported organization | 4 D
b 10% -facts-and-circumstances test - 2008.If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 1s 10% or
more, and if the organization meets the “facts-and-circumstances® test, check this box and stop here. Explain in Part IV how the
organization meets the “facts-and-circumstances" test. The organization qualifies as a publicly supported organization | 4 D
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see Instructions > l:]
Schedule A (Form 990 or 9890-EZ) 2009

932022
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‘ Schedule A (Form 990 or 990-E7) 2009 OSTEOGENESIS IMPERFECTA FOUNDATION,

INC.23-7076021 page3

lT’art it { Support Schedule for Organizations Described in Section 509(a)(2) (complete only if you checked the box on ling 9 of Part | )

Section A. Rublic Support

Calendar year (or fiscal year beginning in)P>

1 Giftsgrants, contributions, and

merﬁbershlp fees received. (Do not

include any "unusual grants.")

2 Gross recelpts from admissions,
merchandise sold or services per-
formed, or facllities furnished in
any activity that Is related to the

organization's tax-exempt purpose

3 Gross recelpts from activities that
are not an unrelated trade or bus-
iness under section 513

4 Tax revenues levied for the organ-
1zation'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

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

¢ Add lines 7aand 7b
8 Public support (subtrctling 7c from ling 6)

(a) 2005

(b) 2006

() 2007

(d) 2008

{e) 2009

{f) Total

1301302.

1427601.

1681957.

2021827.

1836616.

8269303.

39,017.

13,256.

6,498.

95,438.

68,736.

222,945.

1340319.

1440857.

1688455.

2117265.

1905352.

8492248.

476,975.

576,541.

543,736.

897,011.

925,204.

3419467.

0.

476,975.

576,541.

543,736.

897,011.

925,204.

3419467.

5072781.

Section B. Total Support

Calendar year (or fiscal year beginning i)

8 Amounts from line 6
10a Gross Income from interest,
dividends, payments received on
secunties loans, rents, royalties
and Income from similar sources

b Unrelated business taxable income

(less section 511 taxes) from businesses

acquired after June 30, 1975
¢ Add lines 10a and 10b

11 Net income from unrelated business

activities not included in line 10b,
whether or not the business Is
regularly carried on

12 Other Income. Do not Include gain

or loss from the sale of capital
assets (Explain In Part [V.)

13 Total support (add iines 9, 10c, 11, and 12)

(a) 2005

(b) 2006

(c) 2007

(d) 2008

(e) 2009

{f) Total

1340319.

1440857.

1688455.

2117265.

1905352.

8492248.

30,825.

64,137.

65,768.

47,627.

42,201.

250,558.

30,825.

64,137.

65,768.

47,627.

42,201.

250,558.

63,114.

63,114.

3,360.

2,286.

1,690.

7,336.

1374504.

1570394.

1755913.

2164892.

1947553.

8813256.

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 box and stop here »[ ]
Section C. Computation of Public Support Percentage
15 Public support percentage for 2009 (line 8, column (f) divided by line 13, column {f) 15 57.56 o
16 Public support percentage from 2008 Schedule A, Part Il line 15 16 61.36 %
Section D. Computation of Investment Income Percentage
17 Investment iIncome percentage for 2009 (line 10c, column (f) divided by line 13, column (f)) 17 2.84 %
18 Investment Income percentage from 2008 Schedule A, Part lll, line 17 18 2.99 %
19a 33 1/3% support tests - 2009. If the organization did not check the box on line 14, and line 15 1s more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box andstop here. The organization qualifies as a publicly supported organization >

b 33 1/3% support tests - 2008. 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 andstop here. The organization qualifies as a publicly supported organization | 4 D

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see Instructions » D

932023 02-08-10
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20371118 701392 RC40871

SCHEDULE C Political Campaign and Lobbying Activities OMB No 15450047

F. 990-E

(Form 890 or R 2 For Organizations Exempt From Income Tax Under section 501(c} and section 527 2 0 0 g
Department of the Treasury > Complete if the organization is described below. Open to Public
Intemal Revenue Service P> Attach to Form 890 or Form 890-EZ. P> See separate instructions. Inspection

If the t;g:nization answered "Yes," to Form 990, Part IV, line 3, or Form 990-EZ, Part VI, line 46 (Political Campaign Activities), then
® Section 501(c)(3) organizations: Complete Parts [-A and B. Do not complete Part |-C.
® Section 501(c) (other than section 501(c)(3)) organizations: Complete Parts |-A and C below. Do not complete Part |-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
® Section 501(c)(3) organizations that have filed Form 5768 (election under section 501(h)): Complete Part II-A. Do not complete Part |I-B.

® Section 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501(h})): Complete Part |I-B. Do not complete Part II-A.

If the organization answered "Yes," to Form 990, Part IV, line 5 (Proxy Tax), then
® Section 501(c)(4), (5), or (6) organizations' Complete Part lll.

Name of organization Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

Part l-A{ Complete if the organization is exempt under section 501(c) or is a section 527 organization.

1 Provide a description of the organization’s direct and Indirect political campaign activities in Part IV.
2 Political expenditures >3

3 Volunteer hours

| Part FB] Complete if the organization is exempt under section 501(c)(3).

1 Enter the amount of any excise tax incurred by the organization under section 4955 »3
2 Enter the amount of any excise tax Incurred by organization managers under section 4955 >3
3 If the organization Incurred a section 4955 tax, did it file Form 4720 for this year? (I Yes
4a Was a correction made? [ Jves

b If “Yes," descnbe in Part IV.

|Part FG{ Complete if the organization is exempt under section 501(c), except section 501(c)(3).

1 Enter the amount directly expended by the filing organization for section 527 exempt function activities |
2 Enter the amount of the filing organization’s funds contnbuted to other organizations for section 527
exempt function activities >3
3 Total exempt function expenditures. Add lines 1 and 2. Enter here and on Form 1120-POL,
line 17b >3
4 Did the filing organization file Form 1120-POL for this year? D Yes D No

5 Enter the names, addresses and employer identification number (EIN) of all section 527 political organizations to which payments were made.
For each organization listed, enter the amount 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 poittical action committee

(PAC). If additional space Is needed, provide Information in Part IV.

(a) Name (b) Address {c) EIN (d) Amount paid from (e) Amount of political

filing organization’s | contributions received and
funds. If none, enter -0-. [  promptly and directly
delivered to a separate
political organization.
If none, enter -0-.

For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule C (Form 990 or 990-EZ) 2009

LHA
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‘ Schedule C (Form 990 or 990-EZ) 2009 OSTEOGENESIS IMPERFECTA FOUNDATION,

INC23-7076021 Ppage2

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

(election under section 501(h)).

A Check_ > [:l if the filling organization belongs to an affiliated group.
B Check: P> [:] if the filing organization checked box A and “limited control* provisions apply.

Limits on Lobbying Expenditures
(The term "expenditures" means amounts paid or incurred.)

{a) Filing
organization’s
totals

(b) Affillated group
totals

Total lobbying expenditures to Influence public opinion (grass roots lobbying)

Total lobbying expenditures to influence a legislative body (direct lobbying)

Total lobbying expenditures (add lines 1a and 1b)

Other exempt purpose expenditures

Total exempt purpose expenditures (add lines 1¢ and 1d)

Lobbying nontaxable amount. Enter the amount from the following table in both columns.

- 0 a 06 T o

It the amount on line 1e, column (a) or (b) is: The lobbying nontaxable amount is:
Not over $500,000 20% of the amount on line 1e.

Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000.

Over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000

QOver $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000.

Over $17,000,000 $1,000,000.

g Grassroots nontaxable amount (enter 25% of line 1f)

h Subtract line 1g from line 1a. If zero or less, enter -0-

i Subtract line 1f from line 1c. If zero or less, enter -0-

i If there is an amount other than zero on either line 1h or fine 11, did the organization file Form 4720
reporting section 4911 tax for this year?

E] 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

Calendar year
(or fiscal year beginning in) (e) 2006 (b) 2007 (c) 2008

(d) 2009

(e) Total

2a Lobbying nontaxable amount

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

¢ Total lobbying expenditures

d Grassroots nontaxable amount

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

f Grassroots lobbying expenditures

932042 02-04-10
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1

. Schedule C (Form 990 or 990-E7) 2009 OSTEOGENESIS IMPERFECTA FOUNDATION, INC23-7076021 Page 3
Part II-B | Complete if the organization is exempt under section 501(c)(3) and has NOT filed Form 5768
_{election under section 501(h)).

(a) {b)
Yes No Amount
1 During the year, did the filing organization attempt to Influence foreign, national, state or
local legislation, including any attempt to Influence public opinton on a legislative matter
or referendum, through the use of:
a Volunteers? X
b Paid staff or management (include compensation In expenses reported on lines 1¢ through 11)? X
¢ Media advertisements? X
d Mallings to members, legislators, or the public? X
e Publications, or published or broadcast statements? X
f Grants to other organizations for lobbying purposes? X
g Direct contact with legislators, their staffs, government officials, or a legislative body? X
h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means? X
i Other activities? If *Yes," describe In Part IV X 17,045.
j Total. Add lines 1c through 1 17,045.
2a Did the activities In line 1 cause the organization to be not described In section 501(c)(3)? X
b If "Yes," enter the amount of any tax Incurred under section 4912
c If "Yes," enter the amount of any tax incurred by organization managers under section 4812

d If the filing organization incurred a section 4912 tax, did it file Form 4720 for this year?
Part Hi-A| Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section
501(c)(6).

Yes No

1 Were substantially all (90% or more) dues received nondeductible by members? 1
2 Did the organization make only In-house lobbying expenditures of $2,000 or less?
3 Did the organization agree to carryover lobbying and political expenditures from the prior year? 3
[Part iI-B] Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section
501(c)(6) if BOTH Part lll-A, lines 1 and 2 are answered "No" OR if Part llI-A, line 3 is answered
llYes.ll
1 Dues, assessments and similar amounts from members 1

2 Section 162(e) nondeductible lobbying and political expenditures (do not include amounts of political
expenses for which the section 527(f) tax was paid).

a Current year 2a
b Carryover from last year 2b
¢ Total 2c
3 Aggregate amount reported In section 6033(e)(1)(A) notices of nondeductible section 162(e) dues 3

4 If notices were sent and the amount on line 2¢c exceeds the amount on Iine 3, what portion of the excess
does the organtzation agree to carryover to the reasonable estimate of nondeductible lobbying and polttical
expenditure next year? 4

5 Taxable amount of lobbying and political expenditures (see Instructions) 5

[Part IV | Supplemental Information
Complete this part to provide the descriptions required for Part I-A, line 1; Part I-B, Iine 4; Part I-C, line 5; and Pan {I-B, line 11. Also, complete this part
for any additional information.

PART II-B, LINE 1(I), OTHER LOBBYING ACTIVITIES:

THE FOUNDATION ADVOCACY EFFORTS FOCUS ON EDUCATING LEGISLATORS AND

THEIR STAFFS ABOUT OI AND THE PRIORITIES OF THE FOUNDATION IN ADDITION

TO ADVOCATING FOR INCREASED FUNDING FROM THE NATIONAL INSTITUTE OF

HEALTH (NIH) FOR OI RESEARCH.

Schedule C (Form 990 or 990-EZ) 2009
932043 02-04-10
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OMB No 1545-0047

‘Schedule D Supplemental Financial Statements 2009

(Form 990) . P Complete if the organization answered "Yes," to Form 990,
. Part IV, line 6, 7,8, 9,10, 11, or 12. Open to Pulsiic
Department of the Treasury P> Attach to Form 990. P> See separate instructions. inspeotion
Name of.t‘he organization Employer identification number
OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

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

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

Total number at end of year
Aggregate contnbutions to (dunng year)
Aggregate grants from (dunng year)
Aggregate value at end of year
Did the organization inform all donors and donor advisors In writing that the assets held in donor advised funds
are the organization's property, subject to the organization’s exclusive legal control? D Yes E] No
6 Did the organization Inform all grantees, donors, and donor advisors In writing that grant funds can be used only
for chantable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private benefit? L___J Yes [:] No
| Part i | 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 pleasure) D Preservation of an historically important land area
[:] Protection of natural habitat [:] Preservation of a certifted histonc structure
Preservation of open space
2 Complete lines 2a through 2d If the organization held a qualified conservation contnbution in the form of a conservation easement on the last
day of the tax year.

A bHh W -

Held at the End of the Tax Year
a Total number of conservation easements 2a
b Total acreage restricted by conservation easements 2b
¢ Number of conservation easements on a certified histonc structure included In (a) 2c
d Number of conservation easements Included In (c) acquired after 8/17/06 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
year P>

4 Number of states where property subject to conservation easement s located | 4
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of
violations, and enforcement of the conservation easements it holds? D Yes |:| No
6 Staff and volunteer hours devoted to monitoring, Inspecting, and enforcing conservation easements during the year | 4
7 Amount of expenses Incurred In monitonng, Inspecting, and enforcing conservation easements during the year | 3
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)()
and section 170(h)(4)(B)(1)? [CJYes [INo
9 In Part XIV, descrnibe how the organization reports conservation easements In Its revenue and expense statement, and balance sheet, and
include, If applicable, the text of the footnote to the organization’s financial statements that descnibes the organization’s accounting for
conservation easements.
l Part Il i Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete If the organization answered “Yes” to Form 990, Part IV, line 8.

1a If the organization elected, as permitted under SFAS 116, not to report Iin its revenue statement and balance sheet works of ar, historical
treasures, or other similar assets held for public exhibttion, education, or research In furtherance of public service, provide, 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, to report In its revenue statement and balance sheet works of ar, historical treasures,
or other similar assets held for public exhibtion, education, or research In furtherance of public service, provide the following amounts relating to

these items:
(i) Revenues Included in Form 990, Part VIIl, line 1 > 3
(ii) Assets Included In Form 990, Part X > 3

2 If the organization recelved or held works of ant, histoncal treasures, or other similar assets for financial gain, provide
the following amounts required to be reported under SFAS 116 relating to these tems:

a Revenues included in Form 990, Part VIII, ine 1 > 3
b Assets Included in Form 990, Part X > 3
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2009
30T 0
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‘ Schedule D (Form 990) 2009 OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Page2

| Part Bt | Qrganizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

3 Using the organization’s acquisition, accession, and other records, check any of the following that are a significant use of 1ts collection items
(check all that apply):
a E] Public exhibition d [:] Loan or exchange programs
b |:] Scholarly research e [:] Other

c [:] Preservation for future generations
4 Provide a description of the organization's collections and explain how they further the organization's exempt purpose In Part XIV.
5 During the year, did the organization solicit or receive donations of art, histoncal treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization’s collection? [ Jves CIno

Part Wi Escrow and Custodial Arrangements. Complete If organization answered *Yes" to Form 990, Part [V, line 9, or
reported an amount on Form 990, Part X, line 21.

1a Is the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included
on Form 990, Part X? Clves [no
b If "Yes," explain the arrangement In Part XIV and complete the following table:

Amount
¢ Beginning balance 1c
d Additions during the year id
e Distributions during the year 1e
f Ending balance 1f
2a Did the organization include an amount on Form 990, Part X, line 21? D Yes |:] No

b _If *Yes," explain the arrangement in Part XIV.

I PartV | Endowment Funds. Complete If the organization answered *Yes® to Form 990, Part IV, line 10.

{a) Current year {b) Pnior year (c) Two years back | (d) Three years back [ (e) Four years back

Beginning of year balance

Contributions

Net investment earnings, gains, and losses

Grants or scholarships

o Qa6 oo

Other expenditures for facllities
and programs

-

Administrative expenses

g End of year balance

2 Provide the estimated percentage of the year end balance held as:
a Board designated or quasirendowment > %
b Permanent endowment P> %
¢ Term endowment P> %
3a Are there endowment funds not in the possession of the organization that are held and administered for the organization

by: Yes [ No

(i) unrelated organizations 3afi)

{ii) related organizations 3a(ii)

b If "“Yes” to 3a(i), are the related organizations listed as required on Schedule R? 3b

Describe in Part XIV the intended uses of the organization’s endowment funds

4
[ Part V1 {Investments - Land, Buildings, and Equipment. See Form 990, Part X, line 10.

Description of investment {a) Cost or other (b} Cost or other {c) Accumulated (d) Book value
basis (investment) basis (other) depreciation
1a Land
b Buildings
¢ Leasehold improvements 4,206. 3,617. 589.
d Equipment 84,966. 63,622. 21,344.
e Other 76,847. 38,668. 38,179.
Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), iine 10(c) ) | - 60,112.
Schedule D (Form 990) 2009
B30
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Schedule D (Form 990) 2009 OSTEOGENESIS IMPERFECTA FOUNDATION,

INC.

23-7076021 Page3

[Part VIl Investments - Other Securities. See Form 990, Part X, line 12

(a) Description of secunty or category

* (including name of secunty) (b) Book value

(c) Method of valuation:
Cost or end-of-year market value

Financial denvatives

Closely-ﬁeld equity Interests

Other

Total. (Col (b) must equal Form 990, Part X, col (B) line 12 } B>

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

(a) Descniption of Investment type (b) Book value

(c} Method of valuation:
Cost or end-of-year market value

Total. (Col {b) must equal Form 990, Part X, col (B) ine 13 ) B>

[Part IX] Other Assets. See Form 990, Part X, line 15.

(a) Descnption

{b) Book value

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

[Part X | Other Liabilities. See Form 990, Part X, line 25.

1. (a) Descniption of hability

{b) Amount

Federal iIncome taxes

Total. (Column (b) must equal Form 990, Part X, col (B) line 25.) |

2. FIN 48 Footnote. In Part XIV, provide the text of the footnote to the organization’s financial statements that reports the organization’s liability for

uncertain tax positions under FIN 48.

932053
02-01-10
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Schedule D (Form 990) 2009 OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-707602]1 Page4
{ Part X} | Reconciliation of Change in Net Assets from Form 990 to Audited Financial Statements

1 Total revenue (Form 990, Part Viil, column (A), line 12) 1 1,878,059.

2 Tota) expenses (Form 990, Part IX, column (A), line 25) 2 1,928,618.

3  Excess or (deficit) for the year. Subtract line 2 from line 1 3 <50,559.>

4 Net unrealized gains {losses) on Investments 4 66,101.

5 Donated services and use of facilities 5

8 Investment expenses 8

7  Pror penod adjustments 7

8 Other (Describe In Part XIV.) 8

9 Total adjustments (net). Add lines 4 through 8 9 66,101.
10 _ Excess or (defictt) for the year per audited financial statements. Combine lines 3 and 9 10 15,54 2.
|Part XiI { Reconciliation of Revenue per Audited Financial Statements With Revenue per Return

1 Total revenue, gains, and other support per audited financial statements 1 2,031,089.

2 Amounts Included on line 1 but not on Form 990, Part VIii, line 12:

a Net unrealized gains on Investments 2a 66,101.

b Donated services and use of facllities 2b 2,754.

¢ Recovenes of pror year grants 2¢

d Other (Describe in Part XIV.) 2d 84,175.

e Add lines 2a through 2d 2e 153,030.
3 Subtract line 2e from line 1 3 1,878,059.
4 Amounts included on Form 990, Part Vill, line 12, but not on line 1:

a Investment expenses not included on Form 990, Part Viil, ine 7b 4a

b Other (Describe in Part XIV.) 4b

¢ Add lines 4a and 4b 4c 0.

Total revenue Add lines 3 and 4e. (This must equal Form 990, Part |, ine 12.) 5 1 I 878 7 059.
| Parl X*rReconcmatlon of Expenses per Audited Flnanclal Statements With Expenses per Return
1 Total expenses and losses per audited financial statements 1 2 ’ 015 r 547.
2 Amounts Included on line 1 but not on Form 990, Part IX, line 25:

a Donated services and use of facilities 2a 2,754.

b Prior year adjustments 2b

c Other losses 2¢c

d Other (Describe In Part XIV.) 2d 84,175.

e Add lines 2a through 2d 2e 86,929.
3 Subtract line 2e from line 1 3 1,928,618.
4  Amounts Included on Form 990, Part IX, line 25, but not on line 1.

a Investment expenses not Included on Form 990, Part VIII, iine 7b 4a

b Other (Describe In Part XiV.) 4b

¢ Add lines 4a and 4b 4c 0.

Total expenses. Add lines 3 and 4c. (This must equal Form 990, Part I, iine 18) 5 1,928,618.

IPart XV Supplemental Information

Complete this part to provide the descriptions required for Part Il, ines 3, 5, and 9; Part Ill, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part
X, line 2; Part Xi, ine 8; Part XII, lines 2d and 4b; and Part Xll, ines 2d and 4b. Also complete this part to provide any additional information.

PART XII, LINE 2D - OTHER ADJUSTMENTS:

SPECIAL EVENT EXPENSES: 84175.

PART XIII, LINE 2D - OTHER ADJUSTMENTS:

SPECIAL EVENT EXPENSES: B84175.

Schedule D (Form 990) 2009
932054
02-01-10
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Schedule F Statement of Activities Outside the United States Y YT
(Form 990) . » Complete if the organization answered "Yes" to Form 990, 2 0 0 g

. Part IV, line 14b, 15, or 186.
Department of theTreasury P> Attach to Form 990. P> See separate instructions. Open to Pubtic
Intemal Revenue Service Inspection
Name of the organization Employer identification number
OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

| Part | | General Information on Activities Outside the United States. Complete If the organization answered *Yes*
to Form 990, Part IV, line 14b.
1 For grantmakers. Does the organization maintain records to substantiate the amount of the grants or assistance, the
grantees' eligibility for the grants or assistance, and the selection critena used to award the grants or assistance? Yes [:] No

2 For grantmakers. Describe in Part IV the organization's procedures for monitoring the use of grant funds outside the United States.

3 Activities per Reglon. (Use Schedule F-1 (Form 990) if additional space Is needed.)

{(a) Region {b) Number of | (¢) Number of | (d) Activities conducted In region (e) If activity listed In (d) (f) Total
offices employees or (by type) (1.e., fundraising, IS a program service, expenditures
In the region agents In program services, grants to describe specific type for region
region recipients located In the region) of service(s) in region

Totals » 0 0 0.
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule F (Form 890) 2008
932071

02-01-10
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SCHEDULE G
(Form 990 or 890-E2)

.

Supplemental Information Regarding
Fundraising or Gaming Activities

» Complete if the organization answered "Yes" to Form 880, Part IV, lines 17, 18, or 19,

OMB No 1545-0047

2009

Department of the Treasury or if the organization entered more than $15,000 on Form 990-EZ, line 6a. Open Ta Public

ntenal Revenue Service P Attach to Form 990 or Form 990-EZ. P> See separate instructions. Inspection

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

Part | Fundraising Activities. Complete 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 apply.

a @ Malil solicitations

b Internet and emall solicitations

c Phone solicitations
d In-person solicitations

e Solicitation of non-government grants

f Solicitation of government grants

g Special fundraising events

2 a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees or

key employees listed in Form 990, Part Vi) or entity in connection with professional fundraising services?

‘:] Yes |:] No

b If "Yes," list the ten highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser 1s to be
compensated at least $5,000 by the organization.

iii) D (v) Amount paid :
(i) Name of Individual - ) o, {iv) Gross recelpts | to 2or retalnez by) | lvi) Amount paid
or entity (fundraiser) (i) Actiity “arcontorel. | from activity fundraiser | to (Or retaned by)
contributions? listed in col. (i) organization
Yes | No

Total

>

3 List all states in which the organization Is registered or licensed to solicit funds or has been notified It Is exempt from registration or licensing.

AL, AK,AZ,AR,CA,CO,CT,DE,FL,GA,HI, ID,IL,IN, IA,KS,KY,LA,ME,MD,MA,MI,MN,MS, MO

MT,NE,NV,NH,NJ,NM,NY,NC,ND,OH,0OK,OR,PA,RT, SC,SD, TN, TX,UT,VT,VA,WA,WV,WI, WY

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ.
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Schedule G (Form 990 or 990-E2) 2009 OSTEOGENESIS IMPERFECTA FOUNDATION, INC23-7076021 page2

l Part i ] Fundraising Events. Complete If the organization answered *Yes" to Form 990, Part IV, line 18, or reported more than $15,000
opn Form 990-EZ, line 6a. List events with gross receipts greater than $5,000.

. (a) Event #1 (b) Event #2 (c) Other events (d) Total events
: GOLF GOLF (add col. {a) through
) TOURNAMENT [TOURNAMENT 19
col. {c))
o (event type) (event type) (total number)
(=
[
é 1 Gross receipts 115,656. 54,000. 422,413. 592,069.
2 Less: Chartable contributions 115,252. 54,000. 338,642. 507,894.
3 Gross Income (iine 1 minus line 2) 404. 83,771. 84,175.
4 Cash prizes
9 5 Noncash prizes
@
[ =
L% 8 Rent/facility costs
g 7 Food and beverages
8 Entertainment
9 Other direct expenses 404. 0. 83,771. 84,175.
10 Direct expense summary. Add lines 4 through 9 in column (d) » | 84,175 J
Net income summary Combine line 3, column (d), and line 10 | 0.

11
Part It | Gaming. Complete If the organization answered "Yes® to Form 990, Part IV, line 19, or reported more than
$15,000 on Form 990-EZ, line 6a.

{b) Pull tabs/instant (d) Total gaming (add
(Y]
2 {a) Bingo bingo/progressive bingo (c) Other gaming col. (a) through col. (c}))
3
o

1 _Gross revenue
o | 2 Cash prizes
3
c
% 3 Noncash prizes
°
g 4 Rent/facility costs

5 Other direct expenses

[ Yes % || Yes % [[_] Yes %
8 Volunteer labor |:] No D No [:! No

7 Direct expense summary. Add lines 2 through 5 in column (d) > )
8 Net gaming Income summary. Combine line 1, column (d), and line 7 »
Yes | No

9 Enter the state(s) In which the organization operates gaming activities:
a Is the organization licensed to operate gaming activities in each of these states? 9a
b If "No," explain.

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

11 Does the organization operate gaming activities with nonmembers? 11
12 s the organization a grantor, beneficiary or trustee of a trust or a member of a partnership or other entity formed to
_administer chantable gaming? 12
932082 02-03-10 Schedule G (Form 990 or 990-EZ) 2009
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Schedule G (Form 990 or 990-E2) 2009 OSTEOGENESIS IMPERFECTA FOUNDATION, INC23-7076021 page3

. Yes | No
13 Indicate the percentage of gaming activity operated in:

a The aqrganization’s facility 13a %

b An outside facility 13b %

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

Name P>
Address P
15a Does the organization have a contract with a third party from whom the organization receilves gaming revenue? 15a
b If "Yes," enter the amount of gaming revenue received by the organization P $ and the amount

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

Name P

Address P

16 Gaming manager Information:

Name P

Gaming manager compensation P $

Description of services provided | 4

(1 Drrector/officer [:] Employee [:] Independent contractor

17 Mandatory distributions:
a Is the organization required under state law to make charntable distributions from the gaming proceeds to
retain the state gaming license? 17a
b Enter the amount of distributions required under state law to be distributed to other exempt organizations or spent in the
organization’s own exempt activities during the tax year P> $

Schedule G (Form 990 or 990-EZ) 2009

932083 02-03-10

35
20371118 701392 RC40871 2009.04020 OSTEOGENESIS IMPERFECTA FOU RC408711



-20-20 101
Wm 01-20-20 10L2€6

6002 (066 wuo4) | °INpayog 066 W04 10} SUONONIISU| BY) 893S ‘D10 12V uoNdNpay yiomuaded pue oy Aoeaud 104 VH1

*0 < suoneziueblio 1ayio Jo JaqWinu [ejo} J8jug ¢

°I1 A suoneziuebio Juawuiarob pue (£)(2) LOG UO!08S JO JAqWINU B0} BJUT ¢
INYHO HOWVASH ] ‘vEE' 8 €OT09 66STOV9-TE 2TZEY HO SNEWNTO0D
INVED :Umtmmmu ANNIAAV VAOHY 869T

ALISYAAINN FLVILS OIHO FHL

INVID ¥EAINIJ "0 000 0S €OT09 ST06L80-6S 029€E Td ' VAWVL
HOUVASAY 'IVOINITIO JIANIT INNIAAY YATMOd T 20eVv
YAIHOTd HINOS d0 ALISYIAINN

INWID YALNA] ‘0 *000°0S €0T09 LLETZICT-P0 LOL09 1I ' ODYOIHO
HOYVZSAY TYOINITO QIANI'T ANIAAY MAVYd AVO N 1112
NZJATIHD YOd 'TVILIdSOH SUHANIYHS

INID ¥AINAJ ‘0 "000°S9 €0T09 TL6L090-CS 60212 W  FIOWILTIVE
HOYVASEY TYODINITO dIANIT AVMOVONH LOL
ALALILISNI YIOIIUA XAINNIA

INVID ¥dINAJ ‘0 *000°0S €OT0S 8LBETIT-PL 0€0LL XI  NOLSNOH
HOYVASAY 'TYOINIIO QIANIT ¥Z¥'1d ¥OTAVH ANO
ANIDIQEN 40 FADITIOO YOTAVE

LNVYD ¥ALNA] ] *000°0G €EDT09 60T9LITI-E6 6ETL6 YO ~AQNVILNOd
HOYVISAY TYOINITO JIANI' - QYOY SANIVD LO0L - ALISYIAINO
dONAIDS ANV HITVEH NODAHO

(tayio 20ue
. f Isisse
aoUe)SISSE 10 9oueR)SISSE USBO-UoU ._an_vanhN« bd_)_mw_, yseos-uou juesb yses ajqesidde y juswwanob 1o
juelb jo asoding (y) jo uonduosa( (B) X _ Jo Junowy (a) 0 Junowy (p) uonoss DH| (9) N3 Q) uoneziuebi0 Jo ssalppe pue awe (e) |

Jo powisy (1)
_H_ < pepeeu s| 80eds [2UOINIPPE Jl (066 WUOH) || 9INPAYDS PUE Al Hed @S '000'G$ UEY] aioWl paAiedad Juaidioal auo ou Ji x0q SIYl ¥9ayD "000'S$ UBY} 810w paAtedal jey juaidioal

Aue 1oy 'L Z BUI} ‘Al WBd ‘066 WO O} ,SOA, Palemsue Uoieziuebio ay) y 9)9|dwo) ‘sajelg pajiuf a2yl ul SUCHEZIUBBIQ pUB SJUSWUISAOE) O} BJURISISSY J3YJ0 pue sjueld m i Mg _
SOIeIS PeyUN 94} Ul Spunj juelb JO esn ey} BULIOHUOL 10} S8Jnpa20Jd S,UOIIEZIUEDIO 8t Af Ued Ul equisaq g
oN[ ] oA [X] (BIUR]SISSE 0 SJuRID 3y} PJEME O} Pasn BLBILID
UOND8|aS 8Y] PUE ‘BoUR)SISSE 10 SjURIB ay} oy ANIqIBie Seejuelb ay) ‘eoue)sISSE 1O SIURID B} JO JUNOWE SY} dJeURISGNS O} SPIOJa) urejurew uoljeziuebio ayy seoq |

92Ue)SISSY pue Sjueln UO UOHeWUNIOjU] [RJdUDD W j Heg _

T1209L0L-EC *ONI ‘NOILVANNOJ VIDIAJIYIdWI SISINIDOILSO
1aquinu uoijesyjuapi Jafojdwy uoljeziuebio ayy Jo sweN
- acnaadsuy ‘066 wi04 0] yoeuy BOIAIS BNUDASY [EWIU|
shiang o3 usd *2Z 10 |2 3ul| ‘Al Ued ‘066 WJ04 UO SBA, PRiamsue uoneziuebio ay) p aR|dwo) Aunseas) oui jo Juswpedaq
m c QN SO)BIS POlIUN 9Y} Ul S|ENPIAIPU] PUE ‘SJUBLLIUIDAOK)
‘suonjeziuebi() 0} IDURJSISSY JBYI0 pue Sjuesn (066 wa03)
LY00-5¥SL ON BWO 1 3INAIHOS




6002 (066 wuod) | |npaysg

L m 0L-20-20 20L2E6

THILNTYD HHL OL @dNSSI SI AINOW dHL

HJYO04HH SHINLIANAIXHE JyITHL ANV SINTAD YVIINIS ¥YFIHLO OL JIIYIWOD ANV JIMITAIY

SI SISNIdXHT A0 ISIT SIHL °“AdIWAAONI HONO SHINLIANIAIXH A0 ONILSIT ¥ NI dNJIS

OL SYH TAINVYD AHIL ‘qIAIYMV SI INVYD FHI ¥IALAY ¢ ANIT ‘I Luvd ‘I ATINAIHDS

*UOIJBWLIOJUI [eUOIUPPE 18Y]0 AUe puUE ‘g aul| ‘| Hed Ul paiinbai uoijewojul ey} epiacid 0} Jed siy 819jduios) ‘uonewuoju) jejuswaiddng m Atded m

A._m:«o._mm_mhaam.>2n_.v_oonvwocmum_wmmcmmo ucm_ocmmo me_a_umh
uonenea Jo poyisjy (9) -Uou Jo Junowy (p)| 0 unowy (9) Jo JequinN (q) aouelsisse 1o jJuelb Jo adA] (e)

aoue)sisse yseo-uou Jo uonduosaq (§)

‘papaau sl aoeds jeuollippe Jl (066 WUIOL) L-| 8|NPaydS pue A| Ued asn
*22 dUl| ‘Al Med ‘066 W04 0O} ,SBA, Paiamsue uoljeziuebio ay) i ajs|dwo) "sajels pajuf 3yl Ul S|enpIAIpu] 0} 3DULISISSY JAYIO pue sjuess m iy ued _

Z ebeg

1209L0L-€EC

*ONI ‘NOIIVANNOJd YILOTAYAIWI SISANIDOILSO 6002 (066 W0d) | 3INP3UDS



01-10-20 Lvelte

8¢t
6002 (066 Wi04) L-| 9|NPaYyds ‘066 W10 10} SUOHIONIISU| Y} IS ‘DD1I0N 19V UoNONPaY pomiaded pue oy Aoeaud 404 VH
INVHO HOUVASHY ‘0 "000° 09 €OT0S 6PLPTILI-ET TZ00T AN ~¥¥OX MAN
ILFdYLS HIOL ISVE SE€S
X¥IOUNS TYIDAIS dOd TYLIISOH
INVID HOUVASAY "0 LT’ Y EDT0Y L29T650-2S L8ZTZ GW  FYOWILTIVE
LFAYLS VYNITOHVD HIYON 109
ALISYIAINN SNINAOH NHOCL
INVYO HONVASAY ‘0 *000'ST €2109 L62C0009-1S 9TL6T AA HYVMAN
TIVH NEHINTIOH 012
ZYYMVIIAd 40 KLISHIAINN
INVYD HO¥VASH ‘0 *000 0% €DT09 V8VI8VI-T6 OLYL-S6T86 VM FTLLIVES
0LVLSE Xof
NOLONIHSYM 40 ALISYAAINN
INVEO HOWVASAY ‘0 *000'S €DT09 O0L96TST-EY O0TTE9 OM SINOT "IS -
ENNAAVY @ITONE HINOS 099 - ANIDIAAW
40 TTOOHDS ALISYWAAINN NOLONIHSYM
{(soyjo ‘resierdde
‘AL “ooq) aouejsisse
©2UB]SISSE 10 9oUB]SISSE YSED-UOU uoljenjea yseo-uou juelb yseos a|qeoldde juawuianob 10 uoneziuebio
yuelb jo asoding (y) Jo uonduoasaq (6) 30 POoYK ) Jo Junowy () 10 Junowy (p) uol30as DY| (9) NI (Q) o ssaippe pue awep (e)

{11 ved ‘(066 Wio4) | ©|nPayog) Sajels pauUN 2y ul suoneziuebiQ pue SJUBWLIBAOK) O} SJURISISSY 43410 PUE SjuelD Jo uoienuijuod “ 1 Meg _

. 1209L0L-¢EC

Jaquinu uonesynuapi Jakojdwy

*ONI

‘NOIILVANNOA YIDIANAIWI SISINIDOILSO

uoljeziuebio 8y} Jo aweN

uoHsedsu) “I1l Med 10 || Wed ‘(066 Wi04) | ANPaYSS Kingosy 51 40 1uaEdSq

- angnyg o} uadQ 10} uoljewlojul feuoiuppe st 0} 066 W10 0} yoeny « (066 wi04)
6002 -

T5000vSL ONGNG (066 wuo4) | INPaYDS 40} J93YS uoilenunuoy 1-1 3INA3HOS




SCHEDULE L
(Form 990 or 990-E2)

Department of the Treasury
Intemal Revenue Service

Transactions With Interested Persons
» Complete if the organization answered

"Yes" on Form 990, Part IV, line 25a, 25b, 26, 27, 28a, 28b, or 28c,
or Form 990-EZ, Part V, line 38a or 40b.

P Attach to Form 990 or Form 990-EZ. P> See separate instructions.

OMB No 1545-0047

2009

Open To Public
inspection

Name of the organization

OSTEOGENESIS IMPERFECTA FOUNDATION,

INC.

Employer identification number

23-7076021

[ Part | I Excess Benefit Transactions (section 501(c)(3) and section 501(c)(4) organizations only).

Complete if the organization answered "Yes" on Form 990, Part IV, line 25a or 25b, or Form 980-EZ, Part V, line 40b.

1 Corrected?
(a) Name of disqualified person (b} Descnption of transaction (c) Correcte
Yes No
2 Enter the amount of tax imposed on the organization managers or disqualified persons dunng the year under
section 4958 >3
3 Enter the amount of tax, if any, on line 2, above, reimbursed by the organization > 3
Part | Loans to and/or From Interested Persons.
Complete if the organization answered "Yes" on Form 990, Part |V, line 26, or Form 990-EZ, Part V, line 38a.
(a) Name of Interested {b) Loan to or from | (c) Onginal principal | (d) Balance due (e) In (2 At?og%/g? (g) Written
person and purpose the organization? amount default? cgmmlttee? agreement?
To From Yes No Yes No Yes No

> $

Total

[ Part 1l | Grants or Assistance Benefiting Interested Persons.

Complete If the organization answered "Yes" on Form 990, Part |V, line 27.

{b) Relationship between Interested person and

{c) Amount and type of

(a) Name of interested person
the organization assistance
| Part v ] Business Transactions Involving Interested Persons.
Complete If the organization answered "Yes® on Form 990, Part IV, line 28a, 28b, or 28c
(a) Name of interested person (b) Relationship between interested (c) Amount of (d) Description of é%;:‘lggﬂgn?;
person and the organization transaction transaction revenues?
Yes No
LCRC—-AWARDE X

FRANCIS GLORIEUX, M.D. PH.

MEDICAL ADVISORY CH

100,000.

LHA For Privacy Act and Paperwork Reduction Act Notice, see the

Instructions for Form 990 or 990-EZ.

Schedule L (Form 890 or 990-EZ) 2009

SEE SCHEDULE O FOR SCHEDULE L CONTINUATIONS

932131 02-01-10
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SCHEDULE O Supplemental Information to Form 990 Y YT %
(Form 990) Complete to provide information for responses to specific questions on 2 0 0 g
N Form 990 or to provide any additional information. 0O to Pubii
af;’;:“;;‘:g::"s:m” P Attach to Form 990. tnmo?ion *
Name of ¢the organization Employer identification number
) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

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

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

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

OSTEOGENESIS IMPERFECTA REPRESENTING EXTREME VARIATIONS IN SEVERITY AND

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

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

FOUNDATION BEGAN FUNDING A LONG-TERM PROJECT TO DEVELOP LINKED CLINICAL

RESEARCH CENTERS (LCRC) TO IMPROVE THE QUALITY OF CARE AND INCREASE

RESEARCH RELEVANT TO OI. INCLUDED IN THE PROJECT IS AN OI REGISTRY TO

IMPROVE KNOWLEDGE OF THE NATURAL HISTORY OF OI. AFTER SEVERAL YEARS OF

PLANNING, THE FIRST THREE CENTERS WERE APPROVED FOR FUNDING IN FEBRUARY

2008. THE PRINCIPAL INVESTIGATORS OF THOSE CENTERS BEGAN WORK ON

PATIENT ENROLLMENT AND DATA COLLECTION. IN APRIL 2009 THREE NEW

INSTITUTIONS WERE ADDED AS LINKED CLINICAL RESEARCH CENTERS THE

NATIONAL INSTITUTES OF HEALTH, OI PROGRAM; MONTREAL SHRINERS HOSPITAL

AND CHICAGO SHRINERS HOSPITAL. THE NEW CENTERS WERE OFFICIALLY

RECOGNIZED AS LCRCS ON JULY 1, 2009. MONTREAL SHRINERS AND CHICAGO

SHRINERS BEGAN ENROLLING PATIENTS IN LATE 2009. THE THIRD SITE HAS NOT

RECEIVED INSTITUTIONAL APPROVAL TO BEGIN ENROLLING PATIENTS.

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

ALLEGATIONS, FRACTURE MANAGEMENT, HEARING LOSS, DENTAL CARE, FAMILY

PLANNING AND OI DURING THE ADULT YEARS. THE INTERACTIVE WEBSITE OFFERS

INFORMATION ON ALL ASPECTS OF LIVING WITH OI AND THE OPPORTUNITY TO

JOIN AN ONLINE COMMUNITY. ON AVERAGE, OVER 20,000 PEOPLE USE THE

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule O (Form 990) 2009

932211
02-03-10
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SCHEDULE O Supplemental Information to Form 990 Y YV %

(Form 880) Complete to provide information for responses to specific questions on 2 0 0 g

Department - Form 990 or to provide any additional information. Open to Pulilic

o TroasuY P Attach to Form 990. tnspection

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

WEBSITE EACH MONTH. FOUNDATION STAFF AND VOLUNTEERS RESPOND TO MORE

THAN 6,000 DIRECT INQUIRIES A YEAR. INFORMATION FROM THESE CONTACTS IS

USED TO ASSESS THE NEED FOR NEW RESOURCES. NEW PRODUCTS ARE DEVELOPED

EACH YEAR IN RESPONSE TO RELEVANT RESEARCH DISCOVERIES I.E. THE

RECESSIVE FORM OF OI, AND NEEDS EXPRESSED BY FAMILIES, ADULTS WITH OI

AND THE PROFESSIONALS WHO WORK WITH THEM.

THE FOUNDATION SPONSORS A NETWORK OF SUPPORT GROUPS ACROSS THE UNITED

STATES. THROUGH THEIR MEETINGS AND NETWORKING ACTIVITIES THESE GROUPS

PROVIDE THE OPPORTUNITY TO MEET WITH OTHER FAMILIES WHO ARE AFFECTED BY

OI AND SHARE COPING STRATEGIES. CURRENTLY, THERE ARE 32 ACTIVE GROUPS.

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

THE FOUNDATION STRIVES TO BUILD PUBLIC AWARENESS AND GENERATE

ADDITIONAL SUPPORT AMONG PEOPLE WITH OSTEOGENESIS IMPERFECTA (OI),

COMMUNITY ORGANIZATIONS, PUBLIC AGENCIES, AND MEDICAL PROFESSIONALS.

THE FOUNDATION OFFERS MEDICALLY VERIFIED INFORMATION ON OSTEOGENESIS

IMPERFECTA, FROM MEDICAL ISSUES TO DAILY LIVING STRATEGIES, VIA PHONE,

INTERNET, FAX, AND MAIL. THE FOUNDATION ALSO REACHES OUT WITH PRINT

PUBLICATIONS, PRESS RELEASES, DVDS, E-NEWSLETTERS, AND A WEBSITE. THE

FOUNDATION HAS A 30-SECOND PUBLIC SERVICE ANNOUNCEMENT DESIGNED TO BE

ATRED ON LOCAL TELEVISION STATIONS. THE FOUNDATION ALSO PARTNERS WITH

RELATED ORGANIZATIONS SUCH AS THE US BONE & JOINT DECADE, NORD AND THE

RARE DISEASE PATIENT NETWORK.

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

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 890. Schedule O (Form 990) 2009

932211
02-03-10
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SCHEDULE O Supplemental Information to Form 990 Y YTV
(Form 980) Complete to provide information for responses to specific questions on 2 0 0 g
N Form 990 or to provide any additional information. (o] to Pubdi
Departmient of the Treasury P> Attach to Form 990. lngction N
Name of the organization Employer identification number
) QOSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

AND HAS ESTABLISHED AN ADVOCACY INITIATIVE. ADVOCACY EFFORTS FOCUS ON

EDUCATING LEGISLATORS AND THEIR STAFFS ABOUT OI AND THE PRIORITIES OF

THE FOUNDATION IN ADDITION TO ADVOCATING FOR INCREASED FUNDING FROM THE

NATIONAL INSTITUTES OF HEALTH.

IN 2009 THE FOUNDATION FORMED A PARTNERSHIP WITH THE CHILDRENS BRITTLE

BONE FOUNDATION TO IMPLEMENT THE IMPACT GRANT PROGRAM. THIS PROGRAM

PROVIDES EQUIPMENT AND SERVICES TO PEOPLE WITH OI IN FINANCIAL NEED

WHEN OTHER FORMS OF FUNDING HAVE BEEN EXHAUSTED. 1IN 2009 ONE ROUND OF

FUNDING PROVIDED SIX PEOPLE WITH THINGS LIKE A COMPUTER AND AN

ACCESSIBLE VEHICLE. THE FOUNDATION AND CBBF WILL CONTINUE THE

PARTNERSHIP AND HAVE AGREED TO FUND ANOTHER ROUND OF GRANTS.

EXPENSES § 55938. INCLUDING GRANTS OF § 0. REVENUE §$ 7361.

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

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

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

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

MEMBERSHIP BECOMES EFFECTIVE UPON RECEIPT OF DUES.

FORM 990, PART VI, SECTION B, LINE 11: AFTER THE FORM 990 IS PREPARED BY

INDEPENDENT ACCOUNTANTS IT IS REVIEWED BY THE AUDIT COMMITTEE BEFORE BEING

FILED WITH THE IRS.

FORM 990, PART VI, SECTION B, LINE 12C: THE CONFLICT OF INTEREST POLICY

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

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 890. Schedule O (Form 990) 2009
932211
02-03-10
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SCHEDULE O Supplemental Information to Form 990 Y YT

(Form 990) Complete to provide information for responses to specific questions on 2 0 0 g

Department of the Treasury Form 990 or to provide any additional information. Open to Public

Internal Revenue Service P> Attach to Form 990. tnspection

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

IMMEDIATE FAMILIES AND BUSINESS ASSOCIATES. IT IS MONITORED BY ANNUAL

WRITTEN INFORMATION QUESTIONNAIRE FROM THE BOARD PRESIDENT WHICH IS

REVIEWED AND MAINTAINED BY THE AUDIT COMMITTEE CHAIR. THE ENTIRE BOARD

REVIEWS EACH TRANSACTION TO COME BEFORE THE BOARD FOR POTENTIAL OR ACTUAL

CONFLICTS OF INTEREST. 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 OF INTEREST AND

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 DELIBERATIONS AND DECISIONS ARE DOCUMENTED IN THE MINUTES OF THE BOARD

OR COMMITTEE MEETING. THE COMPENSATION DETERMINATION PROCESS APPLIES TO

THE FOLLOWING OFFICES/POSITIONS AND THE MOST RECENT YEAR FOR WHICH THIS

PROCESS WAS UNDERTAKEN FOR EACH IS IDENTIFIED:

OFFICE/TITLE YEAR OF MOST RECENT REVIEW/APPROVAL

CHEIF EXECUTIVE OFFICER 2009

FORM 990, 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,0OR,PA,RI,SC,SD,TN,UT,VT,VA,WA,WV,WI

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule O (Form 990) 2009

932211
02-03-10
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SCHEDULE O Supplemental Information to Form 990 FT T 1%

{Form 990) Complete to provide information for responses to specific questions on 2 0 0 9

Department of me‘T;mBmy Form 990 or to provide any additional information. Open to Public

Intemal Revepue Service P Attach to Form 990. tnspection

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

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

DOCUMENTS, CONFLICT OF INTEREST POLICY, AND FINANCIAL STATEMENTS AVAILABLE

TO THE PUBLIC ON THEIR WEBSITE.

FORM 990, PART XI, LINE 2C:

NO CHANGES FROM THE PRIOR YEAR.

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 ADVISORY CHAIR

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

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule O (Form 990) 2009

932211
02-03-10
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Department of theeTreasury

Fom 4562 Depreciation and Amortization 990

(Including Information on Listed Property)

Internal Revenue Service  (99) P> See separate instructions. P Attach to your tax return.

OMB No 1545-0172

2009

Attachment
Sequence No 6

Name(s) shown on retum Business or activity to which this form relates

OSTEOGENESIS IMPERFECTA FOUNDATION, INC.FORM 990 PAGE 10

ldentifying number

23-7076021

{ Part E| Election To Expense Certain Property Under Section 179 Note: If you have any listed property, complete Part V before you complete Part I.

1 Maximum amount. See the instructions for a higher limit for certain businesses 1 250,000.
2 Total cost of section 179 propenty placed in service (see Instructions) 2
3 Threshold cost of section 179 property before reduction in imitation 3 800,000.
4 Reduction In Imitation. Subtract line 3 from line 2 If zero or less, enter -0- 4
5 Dollar imitation for tax year Subtract ine 4 from iine 1_If 2ero or less, enter -O- If mamed filing separately, see instructions 5
6 (a) Descnption of property (b) Cost (business use only) (c) Elected cost
7 Listed property. Enter the amount from line 29 7
8 Total elected cost of section 179 property. Add amounts In column (c), lines 6 and 7 8
9 Tentative deduction. Enter the smaller of line 5 or line 8 9
10 Carryover of disaliowed deduction from line 13 of your 2008 Form 4562 10
11 Business Income limitation. Enter the smaller of business Income (not less than zero) or line § 11
12 Section 179 expense deduction. Add lines 9 and 10, but do not enter more than line 11 12
13 Carryover of disallowed deduction to 2010. Add lines 9 and 10, less line 12 > | 13 l
Note: Do not use Part Il or Part Ill below for listed property. Instead, use Part V.
[ Part ﬂi Special Depreciation Allowance and Other Depreciation (Do not include listed property.)
14 Special depreciation allowance for qualified property (other than listed property) placed in service during
the tax year 14
15 Property subject to section 168(f)(1) election 15
16 Other depreclation (including ACRS) 16
[ Part Hf | MACRS Depreciation (Do not include listed property.) (See instructions.)
Section A
17 MACRS deductions for assets placed In service In tax years beginning before 2009 17 | 14,405.
18 it you are electing to group any assets placed in service during the tax year into one or more generat asset accounts, check here > D

Section B - Assets Placed in Service During 2009 Tax Year Using the General Depreciation System

{b) Month and {c) Basis for depreciation
(a) Classification of property year placed (business/investment use (d) Recovery | ) convention | (§ Method (g) Depreciation deduction
In service only - see Instructions) penod
19a _ 3-year property 988. 3 HY |S/L 137.
b 5-year property 18,727.] 5 HY S/L 1,271.
[ 7-year propenty
d__ 10-year property 429.] 10 HY [S/L 14.
e 15-year property
1 20-year property
a9 25-year property 25 yrs. S/L
/ 27.5 yrs. MM S/L
h  Residential rental property ; 275 yrs. MM SIL
. / 39 yrs MM S/L
i Nonresidential real property / MM S/L
Section C - Assets Placed in Service During 2009 Tax Year Using the Alternative Depreciation System
20a Class life S/L
b 12-year 12 yrs. S/L
c 40-year / 40 yrs. MM S/L
{Part V| Summary (See instructions.)
21 Listed property. Enter amount from line 28 21
22 Total. Add amounts from line 12, lines 14 through 17, lines 19 and 20 in column (g}, and line 21.
Enter here and on the appropnate lines of your return. Partnerships and S corporations - see Instr. 22 15 ? 827.
23 For assets shown above and placed In service dunng the current year, enter the
portion of the basis attnbutable to section 263A costs 23
?}.8545.109 LHA For Paperwork Reduction Act Notice, see separate instructions. Form 4562 (2009)
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Form 4562 (2009)

OSTEOGENESIS IMPERFECTA FOUNDATION,

INC.

23-7076021 Page 2

20371118 701392 RC40871

IPartV]

Listed Property (Include automobiles, certain other vehicles, cellular telephones, certain computers, and property used for entertainment,
recreation, or amusement.)

Note: For any vehicle for which you are using the standard mileage rate or deducting lease expense, completeonly 24a, 24b, columns (a)
through (c) of Section A, all of Section B, and Section C if applicable

’ Section A - Depreciation and Other Information (Caution: See the instructions for limits for passenger automobiles)

24a Do you have evidence to support the business/investment use claimed? [ ]ves [ INo|24bif "Yes,' Is the evidence written? [ Ives[ INo
Type oﬁ))rope g;{e B”gT')‘GSS/ Co(sc?or Basis for ‘(’2’"’""’“" Rec(g/ery Me(t:)od/ Deprg(;l)atlon E'e‘(?it)ed
(st vehicles first ) p;aecrsién us'g‘éeesrggﬁgtge otherbasis | P Eeomssment | peniod Convention deduction Seth'%gt”g
25 Special depreciation allowance for qualified listed property placed in service during the tax year and
used more than 50% In a qualified business use 25
28 Property used more than 50% In a qualified business use:
%
%
%
27 Property used 50% or less In a qualified business use:
% S/L-
% S/L-
% S/ -
28 Add amounts In column (h), lines 25 through 27. Enter here and on line 21, page 1 28
29 Add amounts In column (1), line 26. Enter here and on line 7, page 1 29

Section B - Information on Use of Vehicles
Complete this section for vehicles used by a sole proprietor, partner, or other "more than 5% owner," or related person.
If you provided vehicles to your employees, first answer the questions In Section C to see If you meet an exception to completing this section for
those vehicles.

(a) (b} (c) (d) ) ]
30 Total business/investment miles driven during the Vehicle Vehicle Vehicle Vehicle Vehicle Vehicle
year (do not include commuting miles)
31 Total commuting miles driven during the year
32 Total other personal (noncommuting) miles
driven
33 Total miles driven during the year.
Add lines 30 through 32
34 Was the vehicle available for personal use Yes No Yes No Yes No Yes No Yes No Yes No
dunng off-duty hours?
35 Was the vehicle used primarily by a more
than 5% owner or related person?
36 Is another vehicle avallable for personal
use?

Section C - Questions for Employers Who Provide Vehicles for Use by Their Employees
Answer these questions to determine if you meet an exception to completing Section B for vehicles used by employees who are not more than 5%
owners or related persons.
37 Do you maintain a written policy statement that prohibits all personal use of vehicles, including commuting, by your Yes [ No
employees?
38 Do you maintain a written policy statement that prohibits personal use of vehicles, except commuting, by your
employees? See the Instructions for vehicles used by corporate officers, directors, or 1% or more owners
39 Do you treat all use of vehicles by employees as personal use?
40 Do you provide more than five vehicles to your employees, obtain information from your employees about
the use of the vehicles, and retain the information received?
41 Do you meet the requirements concerning qualified automobile demonstration use?
Note: If your answer to 37, 38, 39, 40, or 41 is "Yes," do not complete Section B for the covered vehicles

l Part Vi { Amortization

(a) (b) (c) (d) {e) ui]
Descnption of costs Date amortzation Amortizable Code Amortzation Amortization
begins amount section period or percentage for this year
42 Amortization of costs that begins during your 2009 tax year:
43 Amortization of costs that began before your 2009 tax year 43
44 Total. Add amounts In column (f). See the instructions for where to report 44
916252 11-04-09 Form 4562 (2009)
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Form 8868 Application for Extension of Time To File an

(Rev. April 2008) Exempt Organization Return OMB No. 1545-1709
Department of the Tfeasury

Intemal Revenue Service P File a separate application for each return. 7

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

® [f you are filing for an Additional (Not Automatic) 3-Month Extension, complete only Part Il (on page 2 of this form).
Do not complete Part Il unless you have already been granted an automatic 3-month extension on a previously filed Form 8868.

E Part b i Automatic 3-Month Extension of Time. Only submit onginal (no coples needed).

A corporation required to file Form 990-T and requesting an automatic 6-month extenston - check this box and complete

Part | only » [

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.

Electronic Filing (e-file). Generally, you can electronically file Form 8868 if you want a 3-month automatic extension of time to file one of the returns
noted below (6 months for a corporation required to file Form 990-T). However, you cannot file Form 8868 electrontcally if (1) you want the additional
(not automatic) 3-month extension or (2) you file Forms 990-BL, 6069, or 8870, group returns, or a composite or consolidated Form 990-T. Instead,
you must submit the fully completed and signed page 2 (Part Il) of Form 8868 For more details on the electronic filing of this form, visit
www.irs.gov/efile and click on e-file for Chanties & Nonprofits.

Type or | Name of Exempt Organization Employer identification number
print

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
File by the

duedate for | Number, street, and room or suite no. If a P.O. box, see Instructions.

fimgyor | 804 W. DIAMOND AVENUE, NO. 210

retum See
instructions | City, town or post office, state, and ZIP code. For a foreign address, see Instructions.

GAITHERSBURG, MD 20878

Check type of return to be filed(file a separate application for each return):

Form 990 |:] Form 990-T (corporation) |:] Form 4720
|:, Form 990-BL. :] Form 990-T (sec. 401(a) or 408(a) trust) [:] Form 5227
D Form 990-E2 [:] Form 990-T (trust other than above) [:] Form 6069
(] Form 990-PF 1 Form 1041-A (1 Form 8870

THE FOUNDATION
® The books are Inthe careof » 804 W. DIAMOND AVE, SUITE 210 - GAITHERSBURG, MD 20878

Telephone No.»» 301-947-0083 FAX No. P>
® |f the organization does not have an office or place of business in the United States, check this box | 4 I:]
® |f this Is for a Group Return, enter the organization's four digit Group Exemption Number (GEN) . If this 1s for the whole group, check this

box P> [j . If it 1s for part of the group, check this box P> (1 and attach a list with the names and EINs of all members the extension will cover.

1 Irequest an automatic 3-month (6-months for a corporation required to file Form 990-T) extension of time until
FEBRUARY 15, 2011 , to file the exempt organization return for the organization named above. The extension
Is for the organization’s return for:
> D calendar year

or
» [X] tax yearbegmning _JUL 1, 2009 ,andendng  JUN 30, 2010

2  Ifthis tax year Is for less than 12 months, check reason. [:] Initial return D Final return |:| Change In accounting period

3a |If this application Is for Form 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any

nonrefundable credits. See Instructions. 3a | 8§
b  [f this application is for Form 990-PF or 390-T, enter any refundable credits and estimated
tax payments made. Include any prior year overpayment allowed as a credit. 3bl $

¢ Balance Due. Subtract line 3b from line 3a. Include your payment with this form, or, If required,
depostt with FTD coupon or, If required, by using EFTPS (Electronic Federal Tax Payment System).
See instructions. 3c| $ N/A

Caution. If you are going to make an electronic fund withdrawal with this Form 8868, see Form 8453-EO and Form 8879-EO for payment Instructions.

LHA  For Privacy Act and Paperwork Reduction Act Notice, see Instructions. Form 8868 (Rev 4-2009)
923831
05-26-09
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