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EXTENDED TO MAY 15,

m 990

Department of the Treasury
Internal Revenue Service

2019

Return of Organization Exempt From Income Tax

Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations)
P Do not enter social security numbers on this form as it may be made public.

» Go to www.irs. gov/Form990 for instructions and the latest information.

.

OMB No. 1545-0047

2017 _

A For the 2017 calendar year, or tax year beginning JUL 1, 2017 andending JUN 30, 2018
B Check if C Name of organization D Employer identification number
applicable:

ovange: | OSTEOGENESIS IMPERFECTA FOUNDATION, INC.

[ Janee | Doing business as 23-7076021
o Number and street (or P.0. box if mail is not delivered to street address) Room/suite | E Telephone number
Final 804 W. DIAMOND AVENUE 210 301-947-0083
;et'ergln City or town, state or province, country, and ZIP or foreign postal code G Gross receipts $ 2,308 ,393.
'l GAITHERSBURG , MD 20878 _ H(a) Is this a group return

[_108%"= & Name and address of principal office TRACY HART for subordinates? __[_lves [XINo
pending SAME AS C ABOVE H(b) Are all subordinates lncluded?IZIYes I:, No

| Tax-exempt status: [X] 501(c)(3) L] 501(c) ( ) (insert no.) I_] 4947(a)(1) or L5027 If "No," attach a list. (see instructions)

J Website: > WWW.OIF .ORG H(c) Group exemption number P

K Form of organization: | X | Corporation Trust | | Association [ ] Other D>

[ L. Year of formation: 19 7 O m State of legal domicile: GA

Summary

T Briefly describe the organization’s mission or most significant activies: OUR MISSION IS TO IMPROVE THE

Signature Block

g QUALITY OF LIFE FOR PEOPLE WITH OSTEOGENESI S IMPERFECTA THROUGH
g 2 Checkthisbox P L] ifthe organization discontinued its operations or dispésed of more than 25% of its net assets.

3| 3 Number of voting members of the governing body (Part VI, line 1a) . = 17
g 4 Number of independent voting members of the governing body (Part VI, | 16
8 | 5 Total number of individuals employed in calendar year 2017 (Part V, 10
§ 6 Total number of volunteers (estimate if necessary) . 300
§ 7 a Total unrelated business revenue from Part VIlI, column (C), line 1 0.
b Net unrelated business taxable income from Form 990-T, lin 0.

Prior Year Current Year
g | 8 Contributions and grants (Part Vill, line 1h) ... bl 1,532,881. 1,485,493,
€| 9 Program service revenue (Part Vill, line2g) . Giw &8 80,689, 0.
é 10 Investment income (Part VIll, column (A), lines 3, 4 ¢ 135,882. 204,777.
11 Other revenue (Part Vill, column (A), lines 5, 6d, 8%% ¢, 10c, 1,700. 1,710.
12 Total revenue - add lines 8 through 11 (must equaiRart VIIl, 1,751,152, 1,691,980.
13 Grants and similar amounts paid (Part X, column ( 410,023, 288,420,
14 Benefits paid to or for members (Part X, column (A), 0. 0.
@ | 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 510) . 868,436. 861,879.
g 16a Professional fundraising fees (Part IX, column (A), line 11e) 0. 0.
g b Total fundraising expenses (Part X, column (D), line 25) - i
W 1147 Other expenses (Part IX, column (A), lines 11a-11d, 11f-24e) 670,315, 516,842,
18 Total expenses. Add lines 13-17 (must equal Part X, column (A), line 25) 1,948,774. 1,667,141.
19 Revenue less expenses. Subtract line 18 fromline 12 ... ... <197,622.p 24,839.

5% Beginning of Current Year End of Year
%é 20 Total assets (Part X, line 16) 2,311,968. 2,287,475.
<3| 21 Total liabilities (Part X, fine 26) 427,973. 447,996,
25’ 22 Net assets or fund balances. Subtract line 21 from line 20 1,883,995, 1,839,479.

Under penaltles of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is
true, correct, and com[ﬂte Declaration ofpreparer (other than officer) is based on all information of which preparer has any knowledge.

} A P [ .5/10/19
Sign Sigriature of officer Date /7
Here TRA HART ’ CEO
Type or print name and fitle
Print/Type preparer's name Preparer's signature Date chek [ [ PTIN

Pad  (CHARLES F. HELME III, CPA wampioys [P00118452
Preparer | Firm's name _p THOMPSON GREENSPON Firm'sENp 54-1029635
Use Only [Firm'saddressy, 4035 RIDGE TOP RD, SUITE 700

FATRFAX, VA 22030 Phoneno.{ 703)385-8888
May the IRS discuss this return with the preparer shown above? (see instructions) ... ... . ... [X]ves [ _TNo
732001 11-28-17  LHA For Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2017)

SEE SCHEDULE O FOR ORGANIZATION MISSION STATEMENT CONTINUATION



Form 990 (2017) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Page 2
‘Part IIl:] Statement of Program Service Accomplishments

Check if Schedule O contains a response or notetoany lineinthis Part I ... .. [X]

1

Briefly describe the organization’s mission:

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

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

Prior FOrm 890 0r 880-EZ7 e et Cves [(XINo
If "Yes," describe these new setvices on Schedule O.
Did the organization cease conducting, or make significant changes in how it conducts, any program services? |:|Yes @ No

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

Describe the organization’s program service accomplishiments for each of its three largest program services, as measured by expenses.
Section 501(c)(3) and 501(c)(4) organizations are required to report the amount of grants and allocations to others, the total expenses, and
revenue, if any, for each program service reported.

4a

(code: } (Expenses $ 56 0,563. including grants of $ 18 0 936. ) (Revenue $ )
THE FOUNDATION FUNDS GRANTS TO SUPPORT RESEARCH RELEVANT TO
UNDERSTANDING AND TREATING OI. THROUGH THE MICHAEL GEISMAN FELLOWSHIP
PROGRAM, OIF'S YOUNG INVESTIGATOR GRANT PROGRAM NAMED FOR THE SON OF
OIF FOUNDER, GEMMA GEISMAN, FELLOWSHIPS ARE AWARDED TO POST-DOCTORAL
TRAINEES WORKING ON PROJECTS WITH CLEAR REEREVANCE TO OI. THIS PAST
YEAR, OIF AWARDED SECOND YEAR FUNDING TO IVAN DURAN JIMENEZ FROM

=TH PIES FOR OI CAUSED BY

CLINICAL AND BASIC RESEARCH ON A ST TOPIC RELATED TO OI. 1IN
ADDITION, THE FOUNDATION PARTIC
SPONSORED BY OTHER ORGANIZATION, ELUDING THE NATIONAL INSTITUTE OF

4b

(Code: } (Expenses $ 508,453, o
THE FOUNDATION OFFERS MEDICALLY%YV

TREATMENTS.
AND EMPLOYMENT. THE FOUND STAFF REPLIES TO REQUESTS FOR
INFORMATION VIA PHONE, INTE AX, SOCIAL MEDIA AND MAIL.

EDUCATIONAL MATERIALS ARE AVATEABLE IN PRINT AND ELECTRONICALLY THROUGH
THE OIF WEBSITE. PRINT MATERIALS INCLUDE BOOKS, BROCHURES, FACT SHEETS
AND A QUARTERLY NEWSLETTER. ELECTRONIC MATERIALS INCLUDE A MONTHLY
EMAIL NEWSLETTER, AND VIA THE WEBSITE, FACT SHEETS, BOOKLETS AND
BROCHURES. TINFORMATION ON OI IS WRITTEN FOR A VARIETY OF AUDIENCES
INCLUDING MEDICAL PROFESSIONALS, PARENTS AND OTHER FAMILY MEMBERS,
CHILDREN, ADULTS WHO HAVE OI, AND SCHOOL PROFESSIONALS. ON AVERAGE,

(Code: ) (Expenses $ 7 7 2 3 6 * including grants of $ ) (Revenue $

OIF STRIVES TO BUILD PUBLIC AWARENESS AND GENERATE ADDITIONAL SUPPORT
AMONG PEOPLE WITH OI, COMMUNITY ORGANIZATIONS, GOVERNMENT AGENCIES, THE
PUBLIC, SCHOOL PERSONNEL AND MEDICAL PROFESSIONALS. THE FOUNDATION HAS
A PUBLIC SERVICE ANNOUNCEMENT, PARTNERS WITH RELATED ORGANIZATIONS SUCH
AS THE U.S. BONE & JOINT DECADE, THE NATIONAL ORGANIZATION FOR RARE
DISORDERS, THE NATIONAL BONE HEALTH ALLIANCE, THE RARE DISEASE PATIENT
NETWORK, THE NATIONAL HEALTH COUNCIL, COMMITTEES/COUNCILS OF THE
NATIONAL INSTITUTES OF HEALTH, AND THE OI FEDERATION OF EUROPE. 1IN
ADDITION, OIF PARTICIPATES IN RARE DISEASE DAY ACTIVITIES, AND SPONSORS
OI AWARENESS WEEK EACH MAY., NATIONAL OSTEOGENESIS IMPERFECTA AWARENESS
WEEK 2018 WAS MAY 5-12. VOLUNTEERS PROCLAIMED OI AWARENESS WEEK IN OVER
13 CITIES AND STATES, AND HELD MULTIPLE EVENTS NATIONWIDE. OILF

4d

Other program services (Describe in Schedule O.)
(Expenses $ 100 ’ 274, Including grants of § } (Revenue $ )

de

Total program service expenses P 1,246,526,

Form 990 (2017)

732002 11-28-17 SEE SCHEDULE O FOR CONTINUATION(S)
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Form 990 (2017) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 page3

Checklist of Required Schedules

Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
[f7Yes,™ COMPIELE SCREAUIE A ||| | ...\ ..c.....ooioeioeieeeeeeeeee ettt et 1 /X
2 Is the organization required to complete Schedule B, Schedule of Contributorsy . 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? /f "Yes, " complete SchedUle C, Part | 3 X
4 Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501(h) election in effect
during the tax year? If *Yes," complete Schedule C, Part Il | .. ... 4 X
5 s the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membership dues, assessments, or
similar amounts as defined in Revenue Procedure 98-197 /f "Yes," complete Schedule C, Partlll . . . 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the right to
provide advice on the distribution or investment of amounts in such funds or accounts? /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? /f "Yes," complete Schedule D, Part il . . . . . .. 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f *Yes," complete
SCREAUIE D, Pt oo\ttt 8 X
9 Did the organization report an amount in Part X, line 21, for escrow or custodial account liability, serve as a custodian for
amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation services?
If “Yes," complete Scheaule D, Part IV - 9 X
10  Did the organization, directly or through a related organization, hold assets in tempéoratily restricted endowments, permanent
endowments, or quasi-endowments? /f *Yes," complete Schedule D, Part V
11 Ifthe organizatién’s answer to any of the following questions is "Yes," then ¢
as applicable,
a Did the organization report an amount for land, buildings, and equipm
1Ma] X
b
11b X
c
11c X
d
11d X
e e | X
f
the organization’s liability for uncertain tax positions unde 8 (ASC 740)? If "Yes," complete Schedule D, Part X 11| X
12a Did the organization obtain separate, independent audited financial statements for the tax year? /f "Yes," complete
Schedule D, Parts X1 and Xl e 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
If *Yes," and if the organization answered *No" to line 12a, then completing Scheaule D, Parts X! and Xil is optional 12b X
13 Is the organization a school described in section 170(b)(1)(A)i))? /f "Yes," complete Schedule 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? . . 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
ormore? If "Yes, " complete Schedule F, Parts | and IV | 14b X
16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? /f *Yes," complete Schedule F, Parts land IV 15 X
16  Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? /f *Yes," complete Schedule F, Parts llland IV e 16 X
17  Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), lines 6 and 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 VIil, lines
1cand 8a? If "Yes," complete Schedule G, Part Il e, 18 | X
19  Did the organization report more than $15,000 of gross income from gaming activities on Part VII}, line 9a? /f *Yes, "
complete Schedule G, Part Il . .. . e e 19 X
Form 990 (2017)

732003 11-28-17
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Form 990 (2017) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 paged

20a
b
21

22

23

24a

Checklist of Required Schedules (continued)

Did the organization operate one or more hospital facilities? /f *Yes, " complete Schedule H .
If *Yes" to line 20a, did the organization attach a copy of its audited financial statements to this retumn?
Did the organization report more than $5,000 of grants or other assistance to any domestic organization or

domestic government on Part IX, column (A), line 17 /f "Yes," complete Schedule |, Partsfand | .
Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on

Part IX, column (A), line 27 /f "Yes," complete Schedule |, Parts [ and Il @
Did the organization answer "Yes" to Part VII, 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
R O
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 /f "Yes,"* answer lines 24b through 24d and complete
Schedule K. If "No*, go to lihe 25a

Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
any tax-exempt bonds?

27

transaction with a disqualified person during the year? /f "Yes,"* complete Schedul At
Is the organization aware that it engaged in an excess benefit transaction with a disgualified person in a prior year, and
that the transaction has not been reported on any of the organization's prior 990-EZ? If "Yes, " complete

contributor or employee thereof, a grant selection committee
of any of these persons? If "Yes," complete Schedule L, Part

Yes | No
20a X
20b
21 | X
22 | X
23 | X
24a X
24b
24¢c
24d
253 X
25b X
26 X

28 Was the organization a party to a business transaction with o
a
b 28b X
c
28¢ X
29 Did the organization receive more than $25,000 in non-cash contributions? /f "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 . e 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If *Yes," complete Schedule N, Part ] | et 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f *Yes," complete
SCREAUIE N, PAIE I || oottt ettt e 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 801.7701-2 and 301.7701-3? /f "Yes," complete Schedule R, Part| 33 X
34 Was the organization related to any tax-exempt or taxable entity? /f "Yes," complete Schedule R, Part I, lli, or IV, and
T O 34 X
36a Did the organization have a controlled entity within the meaning of section 512(b)(13)? 35a X
b If "Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a controlled entity
within the meaning of section 512(b)(13)? /f "Yes," complete Schedule R, Part V, line2 L 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related organization?
If *Yes," complete Schedule R, PartV, ne 2 e 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? /f "Yes," complete Schedule R, Part VI 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 197
Note. All Form 990 filers are required to complete SChedule O . i et ieeesesisesrssisesnsensas 38 | X
Form 990 (2017)

732004 11-28-17
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Form 990 (2017) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 page5
Part V| Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response or note to any line in this Part V

1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable 1a

b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable 1b

¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to prize winners?

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)?

b If "Yes," enter the name of the foreign country: >
See instructions for filing requirements for FinCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
Was the organization a party to a prohibited tax shelter transaction at any time during the tax year?

Did the organization receive a payment in excess of $75 made partly as a contri
If “Yes," did the organization notify the donor of the value of the .

o

7b

If "Yes," indicate the number of Forms 8282 filed during the y
Did the organization receive any funds, directly or indi 6 pay-premiums on a personal benefit contract?
Did the organization, during the year, pay premiums, tly or i -éiirectly, on a personal benefit contract? . ...
If the organization received a contribution of qualiﬁeoﬁ llectual property, did the organization file Form 8899 as required? . | 7g
If the organization received a contribution of cars, boa Aes; or other vehicles, did the organization file a Form 1098-C? | 7h
8 Sponsoring organizations maintaining donor advised Did a donor advised fund maintained by the B
sponsoring organization have excess business holdings at any time during the year?
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section 49667
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person?
10  Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions included on Part Vill, line12 .
b Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facilities
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 filing Form 990 in lieu of Form 10417
b If "Yes," enter the amount of tax-exempt interest received or accrued during the year
13 Section 501(c)29) qualified nonprofit health insurance issuers.
a [s the organization licensed to issue qualified health plans in more thanone state? ... ... .
Note. See the instructions for additional information the organization must report on Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue qualified health plans 13b

TQa -0 o

¢ Enterthe amount of reserves onhand || . ... .. 13c
14a Did the organization receive any payments for indoor tanning services during the taxyear? . 14a X
b_If "Yes," has it filed a Form 720 to report these payments? /f "No," provide an explanation in Schedule O . ... .. ... 14b
Form 990 (2017)

732005 11-28-17
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Form 990 (2017) OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Page 6
art'VI.| Governance, 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, describe the circumstances, processes, or changes in Schedule O. See instructions.

Check if Schedule O contains a response or noteto any iNe INthis Part VI ..ot @
Section A. Governing Body and Management

1a Enter the number of voting members of the governing body at the end of the taxyear . 1a

If there are materlal differences in voting rights among members of the governing body, or if the governing
body delegated broad authority to an executive committee or similar committee, explain in Schedule O.

b Enter the number of voting members included in line 1a, above, who are independent ... ... .. 1b
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other o
officer, director, trustee, OF KeY EMPIOYEE? 2 X
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision
" of officers, directors, or trustees, or key employees to a management company or other person? . . ... 3 X
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? 4 X
§ Did the organization become aware during the year of a significant diversion of the organization’s assets? . ... .. .. . 5 X
6 Did the organization have members or StoCKNOIderS? 6 | X
7a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or
more members of the gOVEINING BOY? oot ee oo ettt ee et ee et 7a X

b Are any governance decisions of the organization reserved to (or subject to approval by) members, stockholders, or
persons other than the goverming body? . . ;
8 Did the organization contemporaneously document the meetings held or written actions unde
a Thegoveming body? | . . ...,
b Each committee with authority to act on behalf of the governing body?
Is there any officer, director, trustee, or key employee listed in Part Vi, S

9 X
Yes | No
............................................................ 10a X
) the activities of such chapters, affiliates,
V'S eXeMPL PUIPOSES? e, 10b
11a Has the organization provided a complete copy of thi 11a

b Describe in Schedule O the process, if any, used by t
12a Did the organization have a written conflict of interesg
b Were officers, directors, or trustees, and key employees requi

¢ Did the organization regularly and consistently monitor an rce compliance with the policy? /f "Yes, " describe
in Schedule O how this was done 12¢c

13
14
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
b Other officers or key employees of the organization .
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 dUriNG the YEAr? ettt r oo
b If "Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its participation
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s
exempt status with respect to such arrangements?
Section C. Disclosure
i 17  List the states with which a copy of this Form 990 is required to be filed ™AK ,AR,CA,CO,CT,DC,FL,GA,IL,IA ,KS, KY
‘ 18  Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (Section 501(c)(3)s only) available
for public inspection. Indicate how you made these available. Check all that apply.
Own website Another's website P4 Upon request Other (explain in Schedule O)
19 Describe in Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and financial
statements available to the public during the tax year.
20 State the name, address, and telephone number of the person who possesses the organization’s books and records: p

THE FOUNDATION - 301-947-0083
804 W. DIAMOND AVE, SUITE 210, GAITHERSBURG, MD 20878
732006 11-28-17 SEE SCHEDULE O FOR FULL LIST OF STATES Form 990 (2017)
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OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

Page 7

Form 990 (2017)

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

T 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.
® List all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.
Enter -0- in columns (D), (E), and (F) if no compensation was paid.
® List all of the organization’s current key employees, if any. See instructions for definition of "key employee."
® List the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee) who received report-
able compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any related organizations.
® List all of the organization’s former officers, key employees, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any related 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.

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

(A) (B) © (D) (E) (F)
Name and Title Average | (40 o cfegf':]'ggmm one Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week officer and a director/trustee) from from related other
(list any g the organizations compensation
hours for |3 . organization (W-2/1099-MISC) from the
related é g /1099-MISC) organization
organizations| £ | 5 and related
below 1Z[£], organizations
line) g|2|s
(1) ERIC GOULD 2.00
DIRECTOR X 0. 0. 0.
(2) KENNETH W, GUDEK, SR, 2.00
PRESIDENT X 0. 0. 0.
(3) JOE HALL 2.00
DIRECTOR X 0. 0. 0.
(4) TED TRAHAN 2.00
DIRECTOR X 0. 0. 0.
(5) CAROLYN REDFORD TIPTON
SECRETARY 0. 0. 0.
(6) KRISTEN D, ANTOLINI, ESQ,
DIRECTOR X 0. 0. 0.
(7) SHARON MUTNICK 2.00
DIRECTOR X 0. 0. 0.
(8) KARA B, AYERS, PH,D, 2.00
DIRECTOR X 0. 0. 0.
(9) ALCIDES ORTIZ, ESQ. 2.00
TREASURER X X 0. 0. 0.
(10) ROBIN WRIGHT, G,G. 2.00
SECOND VICE PRESIDENT X X 0. 0. 0.
(11) 8, JACINTA WHYTE 2.00
DIRECTOR ' X 0. 0. 0.
(12) BRETT EISENBERG 2.00
DIRECTOR X 0. 0. 0.
(13) CAMERON R, PENN 2.00
FIRST VICE PRESIDENT x X 0. 0. 0.
(14) FRANCIS GLORIEUX, O,C., M,D,, P 2,00
MEDICAL ADVISORY COUNCIL CHAIR X X 0. 0. 0.
(16) MICHELE BURKA, M.B.A, 2.00
DIRECTOR X 0. 0. 0.
{(16) LAURA TOSI, M.D, 2.00
DIRECTOR X 0. 0. 0.
(17) TRACY SMITH HART 40.00
CHIEF EXECUTIVE OFFICER X 168,435. 0.] 31,220.
732007 11-28-17 Form 990 (2017)
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Form 990 (2017) OSTEQGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 pPage8
Part VIl| section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
9
(A) (8) (© (D) (E) (F)
Name and title Average (do not cf eg(s',g'g;‘mm one Reportable Reportable Estimated
hours per | o, uniess person is both an compensation compensation amount of
week officer and a director/trustee) from from related other
(list any £ the organizations compensation
hours for | 5 3 organization {(W-2/1099-MISC) from the
relgted ;Z» g z (W-2/1099-MISC) organization
organizations| £ é g |E and related
below 3 HNE R organizations

1b Sub-total 168,435.

0‘

c Total from continuation sheets to Part Vil, Section A

d Total (addlines tband 1¢) ..o, > 168,435.

2 Total number of individuals (including but not limited
compensation from the organization P>

3 ' Did the organization list any former officer, director, or trustée, key employee, or highest compensated employee on
line 1a? If "Yes,” complete Schedule J for such individual
4  For any individual listed on line 1a, is 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 ... ... . ...
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services
rendered to the organization? /f "Yes," complete Schedule J for such person

Section B. Independent Contractors

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

the organization. Report compensation for the calendar year ending with or within the organization's tax year.

(A) (8)
Name and business address NONE Description of services

€

Compensation

2 Total number of independent contractors (including but not limited to those listed above) who received more than -
$100,000 of compensation from the organization P 0 a

732008 11-28-17
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Form 990 (2017) . OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Page9
P, | Statement of Revenue

Check if Schedule O

ntain

(B) ol
Related or Unrelated Rtfavenut exclgded
exempt function business '°?ec%’i‘o‘,{2 o

revenue revenue 512-514

Federated campaigns
Membership dues
Fundraisingevents ... ... .. .
Related organizations . ... . 1d :
Government grants (contributions) 1e 168 ,000.]

All other contributions, gifts, grants, and

similar amounts not included above 1t 871,000.

391,156.]

- 0o a o T

g Noncash contributions included in lines 1a-1f: $
Total. Add lines a-1f . ... . i »
usiness Cod

Contributions, Gifts, Grants
and Other Similar Amounts

h,485,493.

¥

am Service
evenue

Prog
e 0o a0 oo

All other program service revenue
Total. Add lines 2a-2f ... .. ... ... ... >
3  Investment income (including dividends, interest, and

other similar amounts) ..., |
4 Income from investment of tax-exempt bond proceeds P>
5  Royalties ..o »
(i) Personal:

Grossrents ...

a
b Less:rental expenses .
¢ Rental income or (loss) .
d
a

Net rental income or (loss} .........................
Gross amount from sales of (i) Securities
assets other than inventory 560, 257.
b Less: cost or other basis
and sales expenses 397,617.

¢ Gain or {loss) 162,640.

d Netgainor(foss) ..............coocoviiiiiiii e

8 a Gross income from fundraising events (not
including $ 391,156. of
contributions reported on line 1c). See

PartlV,linet8 al218,234.

b|218,234

b Less: direct expenses
¢ Net income or (loss) from fundraising events  ...............

9 a Gross income from gaming activities. See
Part IV, line 19 a

b less:directexpenses . ... b
¢ Netincome or (loss) from gaming activities
10 a Gross sales of inventory, less returns

and allowances a

Other Revenue

54
I
[}
w
@
Q
[*]
121
—~
o
=3

©
<}
0
Q
17
7:}
3
a
-4

c_Net income or (loss) from sales of inventory ...
Miscellaneous Revenue Business Cod

All other revenue

o o o6 T o

12 Total revenue. See instructions. ... ... » [1,691,980.] 1,7&0.] ‘ .1 204,777.
732009 11-28-17 Form 990 (2017)
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Form 990 (2017)
Statement of Functional Expenses

{

OSTEOGENESIS IMPERFECTA FOUNDATION,

INC.

23-7076021 page 10

Sect/on 501(c)(3) and 501(c)(4) organizations must complete all columns. All other organizations must complete column (A).

Check if Schedule O contains a response or note to any line in this Part 1X .. ... L]
Do not include amounts reported on lines 6b, Total exAgenses Progra(rer)s.ervice Managé(r:n)ent and Funcsg)ising
7b, 8b, 9b, and 10b of Part VIlI. expenses eneral expenses expenses
1 Grants and other assistance to domestic organizations g
and domestic governments. See Part IV, line 21 180,936. 180,936
2 Grants and other assistance to domestic
individuals. See Part IV, line22 107,484. 107,484.
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15and 16
4 Benefits paid to or for members
5 Compensation of current officers, directors,
trustees, and key employees . ... 206,373. 164,937. 32,131. 9,305.
6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B) .
7 Othersalariesandwages | ... ... 551,917. 239,416- 208,0SGo 104,445-
8 Pension plan accruals and contributions {include
section 401(k) and 403(b) employer contributions) 17,414. 907. 6,088. 3,419.
9 Other employee benefits ... . 32,906. 15,152.
10 Payrolitaxes . ... 53,2689. 18,541. 8,028.
11 Fees for services (non-employees):
a Management | ...
b Legal ...
¢ Accounting ... 20,860.
d Lobbying .. .. ...
e Professional fundraising services. See Part IV, line 17 Sl
f Investment managementfees . . 67. 44,799.
g Other. (If line 11g amount exceeds 10% of line 25,
column (A) amount, list line 11g expenses on Sch 0.) 22,190. 5,084. 3,046.
12 Advertising and promotion ..
13 Officeexpenses. ... .o 23,894, 31,419. 12,685,
14  Information technology 39,114. 19,180. 3,541,
15 Royalties | ...
16 Oceoupancy . .. 76,992- 76,992.
17 Travel 22,080. 1,484. 1,223. 19,373.
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings 150,331. 141,516, 8,712. 103.
20 Interest e, 6,476. 6,476.
21 Payments to affiliates .. .. ...
22 Depreciation, depletion, and amortization 11,401. 11,401.
23 InSUranCe 5,654,
24  Other expenses. ltemize expenses not covered o
above. (List miscellaneous expenses in line 24e. If ling | .
24e amount exceeds 10% of line 25, column (A) |
amount, list line 24e expenses on Schedule 0.) 2
a LICENSE AND PERMITS 8,236.
b MISCELLANEOUS 7,299, . 7,299,
¢ DUES AND SUBSCRIPTIONS 2,494, 2,494,
d INDIRECT COST ALLOCATIO 0. 270,633, <384,370. 113,737.
e All other expenses .
25 Total functional expenses. Add lines 1 through 24e 1,667,141.] 1,246,526. 117,397. 303,218.
26 Joint costs. Complete this line only if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising solicitation.
Check hero Jp- [XI if following SOP 98-2 (ASC 958-720)
732010 11-28-17 Form 990 (2017)
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2017.05050 OSTEOGENESIS IMPERFECTA

Form 990 (2017) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 page 11
Pz ‘| Balance Sheet
Check If Schedule O contains a response or note toany line inthis Part X ... LT
(A) (B)
Beginning of year End of year
1 Cash-noninterestbearing - 55,904.] 4 257,736.
2 Savings and temporary cashinvestments 64,932.] 2 131,252,
3 Pledges and grants receivable, net ... 368,015.] 3 230,652,
4 Accounts receivable, net 89,272.] 4 135,577,
5§ Loans and other receivables from current and former officers, directors,
trustees, key employees, and highest compensated employees. Complete
Partllof Schedule L . ... ...,
6 Loans and other receivables from other disqualified persons (as defined under
section 4958(f)(1)), persons described in section 4958(c)(3)(B), and contributing
employers and sponsoring organizations of section 501(c)(9) voluntary
g employees’ beneficiary organizations (see instr). Complete Part ll of Sch L 6
2 7 Notesandloansrecelvable, net 7
< 8 Inventories forsale oruse | 17,373.] 8 16,811,
9 Prepaid expenses and deferred charges .o 9
10a Land, buildings, and equipment: cost or other g °
basis. Complete Part VI of Schedule D 10a 134,45 5 i
b Less: accumulated depreciation 10b 111,60% 28,955, 22,846.
11 Investments - publicly traded securities 1,630,533.] 11 1,420,941,
12  Investments - other securities. See Part IV, line 11 12
13 Investments - program-related. See Part IV, line 11 13
14 Intangible assets . .. ... ... 14
15  Other assets. See Part \V, line 11 ... ... 22,262.] 15 22,262,
16 Total assets. Add lines 1 through 15 {must equal line 34) 2,311,968, 16 2,287,475.
17  Accounts payable and accrued expenses | 90,711.] 17 75,402,
18 Grantspayable ...y R 324,404.] 18 239,500.
19 Deferredrevenue . . ... ... 12,850.] 19 117,805.
20 Tax-exempt bond liabilites .
21 Escrow or custodial account liability. Complet
o |22 Loans and other payables to current and forme
g key employees, highest compensated employee:
@ Complete Part Il of Schedule L
- 123 Ssecured mortgages and notes payable to unrelated third parties . 23
24  Unsecured notes and loans payable to unrelated third parties . 24
25 Other liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X of
ScheduleD ... et e 8.| 25 15,289.
26 _ Total liabilities. Add lines 17 through 25 ... ... ... 427,973.[ 26 447,996,
Organizations that follow SFAS 117 (ASC 958), check here P> X1 and
H complete lines 27 through 29, and lines 33 and 34.
g 27 Unrestricted netassets 7,4 ol 27 ,225.
& 28 Temporariy restricted netassets ... ... . . ... 832,064.| 28 1,005,266,
T 29 Permanently restricted netassets 54,488.] 29 38,988.
£ Organizations that do not follow SFAS 117 (ASC 958), check here P D
s and complete lines 30 through 34.
g 30 Capital stock or trust principal, orcurrentfunds ...
ﬁ 31 Paid-in or capital surplus, or land, building, or equipment fund |
% |32 Retained earnings, endowment, accumulated income, or other funds 32
Z |33 Total net assets or fund balances 1,883,995.| 33 1,839,479.
34  Total liabilities and net assets/fund balances 2 y 311 ,968.] a4 2,287 ,475.
Form 990 (2017)
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Form 990 (2017) OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 pagei2
| Reconciliation of Net Assets

Check If Schedule O contains a response or note to any lineinthis Part XI ...t ]
1 Total revenue (must equal Part Vili, column (A), line 12) 1 1,691,980.
2 Total expenses (must equal Part [X, column (A), line 25) 2 1,667,141.
3 Revenue less expenses, Subtract line 2 fromiined 3 24,839,
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A) .. ... ... 4 1,883,995,
5 Netunrealized gains (losses) oninvestments 5 <69,355.>
6 Donated services and use of facilitles 6
T INVESIMENE BXPENSES | | ... .ot ettt 7
8 8
9 9 0.
10
10 1,839,479.

1 Accounting method used to prepare the Form 990: [:] Cash @ Accrual D 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 indepen
if “Yes," check a box below to indicate whether the financial statements for the ye
separate basis, consolidated basis, or both: '
L] Separate basis (] Consolidated basis [ Both consolid
b Were the organization’s financial statements audited by an independen
If "Yes," check a box below to indicate whether the financial stateme
consolidated basis, or both:
x] Separate basis ] Consolidated basis
c If "Yes" to line 2a or 2b, does the organization have a committ
review, or compilation of its financial statements and selectioné
If the organization changed either its oversight process or sel { uring the tax year, explain in Schedule O.
3a As aresult of a federal award, was the organization requ 1o undergotan audit or audits as set forth in the Single Audit

Actand OMB Circular A183? . ........A8 b, e 3a X
b If "Yes," did the organization undergo the required a he organization did not undergo the required audit
or audits, explain why in Schedule O and describe any ‘stef toundergosuchaudits ... 3b
' Form 990 (2017)

732012 11-28-17
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SCHEDULE A . . . OMB No, 1545-0047

Public Charity Status and Public Support

(Form 990 or 990-EZ) Complete if the organization is a section 501(c)}(3) organization or a section
4947(a)(1) nonexempt charitable trust.
Department of the Treasury P> Attach to Form 990 or Form 990-EZ.
Internal Revenue Service P Go to www.irs.gov/Form990 for instructions and the latest information. ol S
Name of the organization Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
Reason for Public Charity Status (All organizations must complete this part.) See instructions.

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

1
2
3
4

]

10

11 [
12 [

a [:] Type |. A supporting organization operated, sy,

b :] Type Il. A supporting organization supervised or:

= DD&DD

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 (Form 990 or 990-E2).)

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

A medical research organization operated in conjunction with a hospital described in section 170(b)(1{A)(iii). Enter the hospital's 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 I1.)

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 II.)

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

An agricultural research organization described in section 170{b)(1){A)(ix) opgﬁ”
or university or a non-land-grant college of agriculture (see instructions). Enter
university: ;

ted in conjunction wrth a land-grant college
name, city, and state of the college or

See section 509(a)(2). (Complete Part Ill.)
An organization organized and operated exclusively to test f
An organization organized and operated exclusively for t
more publicly supported organizations described in sect
lines 12a through 12d that describes the type of support

the supported organization(s) the power to regi
organization. You must complete Part IV, Seé .
Fin connection with its supported organization(s), by having
control or management of the supporting organizatior vested in the same persons that control or manage the supported
organization(s). You must complete Part IV, Sections A and C.

c E] Type lll functionally integrated. A supporting organization operated in connection with, and functionally integrated with,

its supported organization(s) (see instructions). You must complete Part IV, Sections A, D, and E.

a [] Type lIl non-functionally integrated. A supporting organization operated in connection with its supported organization(s)

that is not functionally integrated. The organization generally must satisfy a distribution requirement and an attentiveness
requirement (see instructions). You must complete Part IV, Sections A and D, and Part V.

e D Check this box if the organization received a written determination from the IRS that it is a Type |, Type I, Type lll

HO ==

Enter the number of supported organizations
Provide the following information about the supported organization(s).

functionally integrated, or Type Il non-functionally integrated supporting organization.

(i) Name of supported (i) EIN (iii) Type of organization | (V1S te orgamizatonlisied | (v) Amount of monetary {vi) Amount of other

(described on fnes 1-10 In your governing document?

organization support (see instructions) | support (see instructions]
9 above (see instructions)) | Y€ No pport { ) |support{ )

Total

1446050

LHA For Paperwork Reduction Act Notlce, see the Instruct|ons for Form 990 or 990- EZ 732021 10-06-17  Schedule A (Form 990 or 990-EZ) 2017
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Schedule A (Form 990 or 990-E27) 2017 OSTEOGENESIS IMPERFECTA FOUNDATION, INC.23-7076021 page2
" I] Support Schedule for Organizations Described in Sections 170(b){1 Hﬂllvi and 170b){T)(A)(vi)

(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part l|\. If the organization

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

Section A. Public Support
Calendar year (or fiscal year beginning in) p» (a) 2013 {b) 2014 (c) 2015 (d) 2016 (e} 2017 {f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")
2 Tax revenues levied for the organ-
ization's benefit and either paid to
orexpended on its behalf
3 The value of services or facilities
furnished by a governmental unit to
the organization without charge
4 Total. Add lines 1 through3
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. subtact line 5 from line 4
Section B. Total Support
Calendar year (or fiscal year beginning in) p» (a) 2013
7 Amounts fromlined ...
8 Gross income from interest,
dividends, payments received on
securities loans, rents, royalties,
and income from similar sources
9 Netincome 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 (Explainin PartVI.)
11 Total support. Add lines 7 through 10 |
12 Gross receipts from related activities, etc. (see instructions) 12 |
13 First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check this box and SEOP Nere ... i i i it s et et et e et s et eens et esenseas
Section C. Computation of FuBilc Support Percentage

14 Public support percentage for 2017 (line 6, column {f) divided by iine 11, column (f)) 14 %
15 Public support percentage from 2016 Schedule A, Part Il, line 14
16a 33 1/3% support test - 2017. If the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and

15 (d) 2016 (e) 2017 (f) Total

(b) 2014

stop here. The organization qualifies as a publicly supported organization . . .. | 2 D
b 33 1/3% support test - 2016. If the organization did not check a box on line 13 or 164, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization . > |:]

17a 10% -facts-and-circumstances test - 2017, If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 10% or more,
and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the organization
meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization . ... > D
b 10% -facts-and-circumstances test - 2016. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 is 10% or
more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the
organization meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization . . | 4 (I

Schedule A (Form 990 or 990-EZ) 2017

732022 10-06-17
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Schedule A (Form 990 or 990.E2) 2017 OSTEOGENESIS IMPERFECTA FOUNDATION, INC.23-7076021 page3
| [ Support Schedule for Organizations Described in Section 509(a}(2)

{Complete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part Il. If the organization fails to
qualify under the tests listed below, please compiete Part lI.)
Section A. Public Support
Calendar year {or fiscal year beginning in) p> (a) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 (f) Total
1 Gifts, grants, contributions, and ’
membership fees received. (Do not
include any "unusual grants.") 1,204,935, 1,612,358, 1,263,238, 1,532,881, 1,485,493, 7,098,905,

2 Gross receipts from admissions,
merchandise sold or services per-
formed, or facilities furnished in

ivity that i lated h
oroanization's tox oxomat purmase 2,930.] 8,071. 2,404.] 2,739. 2,272.| 18,41s.

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

iness under section 513 136,123.] 112,824.] 148,712.] 192,284.| 218,234.| 808,177.

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

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

6 Total. Add lines 1 through 5 1,343,988, 1,733,253,

7a Amounts included on lines 1, 2, and
3 received from disqualified persons | 272,508.] 291,134

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

1,727,904, 1,705,999, 7,925,498,

~250,820. 343,833, 1,568,542,

20,038.1 20,038.

cAddlines7aand7b 272,508. 250,820.] 363,871.] 1,588,580,
8 _Public support. (subiactine 7c rom e 6) 6,336,918,
Section B. Total Support
Calendar year (or fiscal year beginning in) p» (a) 2013 (c) 2015 (d) 2016 (e) 2017 (f) Total

9 Amounts from line 6 1,414’354. 1,727,904. 1,705,999. 7,925,498.

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

b Unrelated business taxable income
(fess 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 carfiedon
! 12 Other income. Do not include gain
! or loss from the sale of capital
assets (Explain in Part VI.} ............

46,248. 37,809.] 42,137.; 209,221,

42,937.] 40,090.] 46,248.[ 37,809.] 42,137.] 209,227.

13 Total support. (add lines 9, 10c, 11, and 12.) 1,386,925, 1,773,343, 1,460,602, 1,765,713, 1,748,136, 8,134,719,
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 DX AN SO e i i ket e et ee et s ee eeenneneesenserennanesesssnseisenssd » [ ]
Section C. Computation of Public Support Percentage
15 Public support percentage for 2017 (line 8, column (f) divided by line 13, column (®) ... . 15 T77.90 o
16 Public support percentage from 2016 Schedule A, Part Ill, line 15 16 77.38 o
Section D. Computation of Investment income Percentage '
| 17 Investment income percentage for 2017 (line 10c, column (f) divided by line 13, column (f) 17 2.57 «
? 18 Investment income percentage from 2016 Schedule A, Partill, lined7 .. 18 2.64 o

| 19a 33 1/3% support tests - 2017, If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization . >
b 33 1/3% support tests - 2016. 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 » :I
20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions ... .. » :]
732023 10-06-17 Scheduie A (Form 990 or 990-EZ) 2017
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SmammAmmmgmun%meamn7OSTEOGENESIS IMPERFECTA FOUNDATION, INC.23-7076021 pages
;. iV Supporting Organizations

(Complete only if you checked a box in line 12 on Part |. If you checked 12a of Part |, complete Sections A

and B. If you checked 12b of Part |, complete Sections A and C. If you checked 12¢ of Part 1, complete

Sections A, D, and E. If you checked 12d of Part |, complete Sections A and D, and complete Part V.)
Section A. All Supporting Organizations

1 Areall of the organization’s supported organizations listed by name in the organization's governing
documents? /f "No," describe in Part VI how the supported organizations are designated. If designated by
class or purpose, describe the designation. If historic and continuing relationship, explain.

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

3a Did the organization have a supported organization described in section 501(c)(@), (5), or (6)? If *Yes," answer
(b) and (c) below.

b Did the organization confirm that each supported organization qualified under section 501(c)(4), (5), or (6) and
satisfied the public support tests under section 509(a)(2)? /f *Yes," describe in Part VI when and how the
organization made the determination.

¢ Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B)
purposes? If "Yes," explain in Part VI what controls the organization put in place to ensure such use,

4a Was any supported organization not organized in the United States ("foreign suppoﬁed organization")? /f
"Yes," and if you checked 12a or 12b in Part |, answer (b) and (c) below.

b Did the organization have ultimate control and discretion in deciding whether to
supported organization? /f *Yes," describe in Part VI how the organization ha§‘V SUChH
despite being controlled or supervised by or in connection with its sup,

Did the organization support any foreign supported organization that

ts to the foreign
nd discretion

purposes.
5a Did the organization add, substitute, or remove any supported

) the reasons for each such action;
rizing such action; and (iv) how the action

numbers of the supported organizations added, substi
(i) the authority under the organization's organizing d
b Type | or Type Il only. Was any added or substituted s fganization part of a class already -
designated in the organization’s organizing document?

¢ Substitutions only. Was the substitution the result of an event beyond the organization’s control?

6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than (j) its supported organizations, (i} individuals that are part of the charitable class
benefited by one or more of its supported organizations, or (jii) other supporting organizations that also
support or benefit one or more of the filing organization’s supported organizations? /f "Yes," provide detail in
Part Vi.

7 Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
{defined in section 4958(c)(3)(C)), a family member of a substantial contributor, or a 35% controlled entity with
regard to a substantial contributor? /f "Yes, " complete Part | of Schedule L (Form 990 or 990-EZ).

8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 77
If "Yes," complete Part | of Schedule L (Form 990 or 990-E2).

9a Was the organization controlled directly or indirectly at any time during the tax year by one or more
disqualified persons as defined in section 4946 (other than foundation managers and organizations described
in section 509(a)(1) or (2))? /f *Yes, " provide detail in Part VI.

b Did one or more disqualified persons (as defined in line 9a) hold a controlling interest in any entity in which
the supporting organization had an interest? /f "Yes, " provide detail in Part VI.
¢ Did a disqualified person (as defined in line 9a) have an ownership interest in, or derive any personal benefit
from, assets in which the supporting organization also had an interest? /f "Yes, " provide detail in Part VI.
10a Was the organization subject to the excess business holdings rules of section 4943 because of section
4943(f) (regarding certain Type || supporting organizations, and all Type IIl non-functionally integrated
supporting organizations)? /f "Yes," answer 10b below. 10a
b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to
determine whether the organization had excess business holdings.)
732024 10-06-17 16 Schedule A (Form 990 or 990-EZ) 2017
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Schedule A (Form 990 or 990-E7) 2017 OSTEOGENESIS IMPERFECTA FOUNDATION, INC.23-7076021 Page 5
| Supporting Organizations ontinieq)

11 Has the organization accepted a gift or contribution from any of the following persons?
a A person who directly or indirectly controls, either alone or together with persons described in (b) and (c)

below, the governing body of a supported organization? 11a
b A family member of a person described in (a) above? 11b
¢ A 35% controlled entity of a person described in (a) or (b) above?/f "Yes" to a, b, or ¢, provide detail in Part VI. 11c

Section B. Type | Supporting Organizations

1 Did the directors, trustees, or membership of one or more supported organizations have the power to
regularly appoint or elect at least a majority of the organization’s directors or trustees at all times during the
tax year? /f *No," describe in Part VI how the supported organization(s) effectively operated, supetvised, or
controlled the organization's activities. If the organization had more than one supported organization,
describe how the powers to appoint and/or remove directors or trustees were allocated among the supported
organizations and what conditions or restrictions, if any, applied to such powers during the tax year.

2 Did the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, supervised, or controlled the supporting organization? /f "Yes," explain in
Part VI how providing such benefit carried out the purposes of the supported organization(s) that operated,
supervised, or controlled the supporting organization.

Section C. Type Il Supporting Organizations

1 Were a majority of the organization's directors or trustees during the tax yeagl ity of the directors
or trustees of each of the organization’s supported organization(s)? /f *No, " e

or management of the supporting organization was vested in the same pef:

the supported organization(s).

Section D. All Type Il Supporting Organizations

1 Did the organization provide to each of its supported organiza
organization’s tax year, (i) a written notice describing the type
year, (i} a copy of the Form 990 that was most recently filed a
organization's governing documents in effect on the da

2 Were any of the organization's officers, directors, or t
organization(s) or (i) serving on the governing body o
the organization maintained a close and continuous wo ‘ tionship with the supported organization(s).

3 By reason of the relationship described in (2), did the orgal on’s supported organizations have a
significant voice in the organization’s investment policies and in directing the use of the organization’s
income or assets at all times during the tax year? /f "Yes," describe in Part VI the role the organization's
supported organizations played in this regard.

Section E. Type lll Functionally Integrated Supporting Organizations
1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the yeafsee instructions).
a |:] The organization satisfied the Activities Test. Complete line 2 below.
b The organization is the parent of each of its supported organizations. Complete line 3 below.
¢ L lme organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions).

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

a Did substantially all of the organization's activities during the tax year directly further the exempt purposes of
the supported organization(s) to which the organization was responsive? /f “Yes,” then in Part VI identify
those supported organizations and explain how these activities directly furthered their exempt purposes,
how the organization was responsive to those supported organizations, and how the organization determined
that these activities constituted éubstantia//y all of its activities.

b Did the activities described in (a) constitute activities that, but for the organization’s involvement, one or more
of the organization’s supported organization(s) would have been engaged in? /f "Yes," explain in Part VI the
reasons for the organization's position that its supported organization(s) would have engaged in these
activities but for the organization's involvement,

3 Parent of Supported Organizations. Answer (a) and (b) below.

a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or
trustees of each of the supported organizations? Provide details in Part VI. '

b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supported organizations? /f "Yes," describe in Part VI the role played by the organization in this regard.

732025 10-06-17 17 Schedule A (Form 990 or 990-EZ) 2017
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Schedule A (Form 990 or 990-E7) 2017 OSTEOGENESIS IMPERFECTA FOUNDATION, INC.23-7076021 pages

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

other Type Il non-functionally integrated supporting organizations must complete Sections A through E.

Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part V1.) See instructions. All

Section A - Adjusted Net Income

(A) Prior Year

(B) Current Year
(optional)

Net short-term capital gain

Recoveries of prior-year distributions

Other gross income (see instructions)

Add lines 1 through 3

Depreciation and depletion

Qs |IN|=

DO [ [W]N =

Portion of operating expenses paid or incurred for production or
collection of gross income or for management, conservation, or
maintenance of property held for production of income (see instructions)

7

Other expenses (see instructions)

8

.Adjusted Net Income (subtract lines 5, 6, and 7 from line 4)

Section B - Minimum Asset Amount

1

Aggregate fair market value of all non-exempt-use assets (see
instructions for short tax year or assets held for part of year):

Average monthly value of securities

(A) Prior Year

(B) Current Year
(optional)

Average monthly cash balances

Fair market value of other non-exempt-use assets

Total (add lines 1a, 1b, and 1¢)

o a0 |T |

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

2 Acquisition indebtedness applicable to non-exempt-use assets
3 _Subtract line 2 from line 1d 3
4 Cash deemed held for exempt use. Enter 1-1/2% of line 3 (for

see instructions) 4
5 Net value of non-exempt-use assets (subtract line 4 from line 3 5
6  Multiply line 5 by .035 6
7 Recoveries of prior-year distributions 7
8 Minimum Asset Amount (add line 7 to line 6) 8

Section C - Distributable Amount

Current Year

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

Enter 85% of line 1

Minimum asset amount for prior year (from Section B, line 8, Column A)

Enter greater of line 2 or line 3

Income tax imposed in prior year

DIH W (N[~

| |D DN |

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

6

~

L1 Check here if the current year is the organization's first as a non-functionally integrated Type |il supporting organization (see

instructions).

732026 10-06-17
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Schedule A (Form 990 or 990-E2) 2017 OSTEOGENESIS IMPERFECTA FOUNDATION,
: | Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations ontinued)

Sectlon D - Distributions

Current Year
1 Amounts paid to supported organizations to accomplish exempt purposes
2 Amounts paid to perform activity that directly furthers exempt purposes of supported
organizations, in excess of income from activity
3 Administrative expenses paid to accomplish exempt purposes of supported organizations
4 Amounts paid to acquire exempt-use assets
5 Qualified set-aslde amounts (prior IRS approval required)
6  Other distributions (describe in Part V). See instructions.
7 Total annual distributions. Add lines 1 through 6.
8 Distributions to attentive supported organizations to which the organization is responsive
(provide details in Part VI). See instructions.
9 Distributable amount for 2017 from Section C, line 6
10 Line 8 amount divided by line 9 amount
U} (i) {iii)
Section E - Distribution Allocations (see instructions) Excess Distributions Underdistributions Distributable
) Pre-2017 Amount for 2017

1 Distributable amount for 2017 from Section C, line 6

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

w

Excess distributions carryover, if any, to 2017

From 2013

From 2014

From 2015

From 2016

Total of lines 3a through e

Applied to underdistributions of prior years

Tk || |alo |o|o

Applied to 2017 distributable amount

Carryover from 2012 not applied (see instructions)
Remainder, Subtract lines 3g, 3h, and 3i from 3f.
Distributions for 2017 from Section D,

line 7: $

a_Applied to underdistributions of prior years

e [ =

BN

b Applied to 2017 distributable amount

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

5 Remaining underdistributions for years prior to 2017, if
any. Subtract lines 3g and 4a from line 2. For result greater
than zero, explain in Part VI. See instructions.

6 Remaining underdistributions for 2017. Subtract lines 3h
and 4b from line 1. For result greater than zero, explain in
Part V. See instructions.

7 Excess distributions carryover to 2018. Add lines 3j
and 4c.

8 Breakdown of line 7:
Excess from 2013
Excess from 2014
Excess from 2015
Excess from 2016
Excess from 2017

® | |0 |Tin

732027 10-06-17
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Schedule A (Form 990 or 990-£7) 2017 OSTEOGENESIS IMPERFECTA FOUNDATION, INC.23-7076021 pages

Supplemental Information. Provide the explanations required by Part II, line 10; Part I, line 17a or 17b; Part I, line 12;

Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4c, 5a, 6, 9a, 9b, 9¢, 11a, 11b, and 11¢; Part IV, Section B, lines 1 and 2; Part IV, Section C,
line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1c, 2a, 2b, 3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part V,
Section D, lines 5, 6, and 8; and Part V, Section E, lines 2, 5, and 6. Also complete this part for any additional information.

(See instructions.)

732028 10-06-17 Schedule A (Form 990 or 990-EZ) 2017
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OSTEOGENESIS IMPERFECTA FOUNDATION, INC.

(

23-7076021

Payments from Disqualified Persons

Schedule A Included on Part lll, Line 7a 2017
** Do Not File **
*** Not Open to Public Inspection ***
Payer’s Name 2013 2014 2015 2016 2017
Amount Amount Amount Amount Amount
HENRY AND GILDA
BUCHBINDER 50,000. 50,000. 50,000. 50,000. 50,000.
THE CHARITABLE
RESEARCH FOUNDATION 30,000. 25,000. 100,000. 0. 5,000.
PARKER AND CAROL
FOLSE, III 100,000. 100,000. 125,000. 100,000. 100,000.
DEGNA SPOLDI PRIVATE] 20,000, 20,000. 20,000. 0. 75,000.
EICHENBERG-LARSON
CHARITABLE FOUNDATIO 10,000. 10,000. 10,000. 10,000. 10,000.
TED & SHARON TRAHAN 4,454, 7,529. 0. 0. 3,616.
MR. & MRS. DONALD
TRAHAN 300. 300 0. 0. 400.
K & MARTHA
BIRDWHISTEL 1,065. 1,2 0. 0.
GUILLERMO & NELLY
CABACUNGAN, JR. 100. 0. 0. 0.
TAN & WENDY SACKS 0. 25,327. 32,000. 0.
ITCHELL & GERALDINE
ISACKS 4,000. 5,000. 5,000. 0.
CAROLYN & JOHN
TIPTON 15,00 20,180. 23,320, 22,500.
RISTIN ANTOLINI 2,500. 0. 1,200.
RNST & GERTRUDE
TICHO CHARITABLE FOU 5,000. 0. 0. 0. 0.
DR. LORI TOSI 5,730. 5,305. 8,350. 5,000. 7,950.
ROBIN WRIGHT 494. 0. 0. 0. 1,832.
TECHNICAL NEEDS,
INC. ' 19,900. 12,300. 12,300. 10,000. 11,950.
TERESA & KEN GUDEK,
SR . 6,315, 7,790. 8,980. 5,500. 22,740.
ERIC GOULD 0. 0. 10,000. 10,000. 20,000.
[FRANCIS GLORIEUX 0. 0. 10,000. 0. 100.
ALCIDES ORTIZ, ESQ. 0. 0. 0. 0. 580.
ICAMERON R. PENN 0. 0. 0. 0. 5,860.
,JONATHAN & SHARON
MUTNICK 0. 0. 0. 0. 365.
MICHELE BURKA
M.B.A. 0. 0. 0. 0. 60.
Total to Schedule A,
Partlll,Line7a ...

723172 04-01-17



OSTEOGENESIS IMPERFECTA FOUNDATION,

(

INC.

(

23-7076021

Payments from Disqualified Persons

Schedule A Included on Part lll, Line 7a 2017
** Do Not File **
*** Not Open to Public Inspection ***
Payer's N 2013 2014 2015 2016 2017
ayer's Name Amount Amount Amount Amount Amount

STEPHEN GUDEK, SR. 0. 0. 0. 0. 2,180.
STEPHEN GUDEK JR. 0. 0. 0. 0. 2,500.
Total to Schedule A,

Part lll, Line 7a 272,508. 291,134. 410,247. 250,820. 343,833.

723172 04-01-17




( (
OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
Excess Payments from Non-Disqualified Persons

Schedule A Included on Part lll, Line 7b 2017
** Do Not File **
*** Not Open to Public Inspection ***

Payer's N 2013 2014 2015 2016 2017

ayer's Name Amount Amount Amount Amount Amount
BENNETT CLAYTON
FOUNDATION 0. 0. 0. 0. 7,519.
REGENERON
PHARMACEUTICALS INC 0. \ 0. 0. 0. 12,519.

Total to Schedule A,
Part 1l Line 7b 20,038.

723173 04-01-17
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OSTEOGENESIS IMPERFECTA FOUNDATION, INC.

(

23-7076021

Identification of Excess Support Paymehts

Schedule A Included on Part llil, Line 7b, column (e) 2017
** Do Not File **
*** Not Open to Public Inspection ***
) Amount Received 2017 Excess
‘Payer s Name in 2017 Payments
BENNETT CLAYTON FOUNDATION 25,000. 7,519.
REGENERON PHARMACEUTICALS INC 30,000, 12,519.
Total Excess Payments to Schedule A, Part Ill, Line 7b, column (e} 20,038.

732251 04-01-17




Schedule B Schedule of Contributors OMB No. 1546.0047

g’:m"g% 990-E2, P Attach to Form 990, Form 990-EZ, or Form 990-PF.
Department of the Treasury P Go to www.irs.gov/Form990 for the latest information. 20 1 7

Internal Revenue Service

Name of the organization Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

Organization type (check one):

Filers of: Section:
Form 980 or 990-EZ 501(c)( 3 ) (enter number) organization

4947(a)(1) nonexempt charitable trust not treated as a private foundation
527 political organization

Form 990-PF

501(c)(3) exempt private foundation

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

oo

501(c)(3) taxable private foundation

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

For an organization filing Form 990, 990-EZ, or 990-PF that
property) from any one contributor. Complete Parts | and li

the year, contributions totaling $5,000 or more (in money or
s for determining a contributor's total contributions.

Special Rules

D For an organization described in section 501(c)(3) filing 990 or 990-EZ that met the 33 1/3% support test of the regulations under
sections 509(a)(1) and 170(b)(1){A)(vi), that checked Sc e A (Form 990 or 990-EZ), Part II, line 13, 16a, or 16b, and that received from
any one contributor, during the year, total contributions of the greater of (1) $5,000; or (2) 2% of the amount on (i) Form 990, Part VI, line 1h;
or (i) Form 990-EZ, line 1. Complete Parts | and |I.

] For an organization described in section 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one contributor, during the
year, total contributions of more than $1,000 exclusively for religious, charitable, scientific, literary, or educational purposes, or for
the prevention of cruelty to children or animals. Complete Parts |, Il, and Ill.

D For an organization described in section 501(c)(7), (8), or (10} filing Form 990 or 990-EZ that received from any one contributor, during the
year, contributions exclusively for religious, charitable, etc., purposes, but no such contributions totaled more than $1,000. If this box
is checked, enter here the total contributions that were received during the year for an exclusively religious, charitable, etc.,
purpose. Don't complete any of the parts unless the General Rule applies to this organization because it received nonexclusively
religious, charitable, etc., contributions totaling $5,000 or more duringtheyear ... . . |

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

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

723451 11-01-17
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Schedule B (Form 990, 990-EZ, or 990-PF) (2017)

Page 2

Name of organization

Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC .v 23-7076021
' Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.
(b) {c) (d)
Name, address, and ZIP + 4 Total contributions Type of contribution
1 | ALEXION PHARMACEUTICALS, INC. Person  [XJ
- Payroli [:l
100 COLLEGE ST 15,000. Noncash [ ]
(Complete Part il for
NEW HAVEN, CT 06510-3210 noncash contributions.)
(a (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
THE AMERICAN SOC. OF BONE & MINERAL
2 | RESEARCH Person
Payroll [___l
2025 M STREET, NW, STE. 800 5,000. Noncash [ |
(Complete Part Il for
WASHINGTON, DC 20036-2422 noncash contributions.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
3 | VICTORIA ASSUMMA Person  [X]
Payroll |:]
22 DAY RD. 5,000. Noncash [ |
_ (Complete Part Il for
ARMONK, NY 10504-2408 noncash contributions.)
(a (b) () {d)
No. Name, address, and ZIP: Total contributions Type of contribution
4 | ROGER AND GAYLE BACHE Person  [X]
Payroll D
3809 FOX VALLEY DR. 5,000. Noncash [ |
(Complete Part Il for
ROCKVILLE, MD 20853-3282 noncash contributions.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
5 | LINDA BARNETT Person  [X]
Payroli |:]
68 EAST 86TH ST. 5,000. Noncash [ |
(Complete Part If for
NEW YORK, NY 10028-1012 noncash contributions.)
(a) (b) {c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
6 | BAYLOR COLLEGE OF MEDICINE Person X]
Payroli [:]
ONE BAYLOR PLAZA, MS: BCM206 168,000. Noncash [ |

HOUSTON, TX 77030-3411

(Complete Part il for
noncash contributions.)

723452 11-01-17
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Schedule B (Form 990, 990-EZ, or 990-PF) (2017) Page 2
Name of organization Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

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

(a) (b) 7 {c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
7 | MARC AND CARYN BECKER Person [ X]
Payroll |:}
66 E 93RD ST $ 5,000. Noncash [ |
’ (Complete Part Il for
NEW YORK, NY 10128-1348 noncash contributions.)
(a) (v) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
8 | BENEVITY COMMUNITY IMPACT FUND Person  [X]
Payroll ]

32 W. 25TH AVENUE #203 13,896. Noncash [ |

{Complete Part Ii for
noncash contributions.)

SAN MATEO, CA 94403

(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
9 | BENNETT CLAYTON FOUNDATION Person  [XJ
. Payroll D
36910 COUNTY ROAD 15 $ 25,000. Noncash [ |
(Complete Part Il for
SAINT PETER, MN 56082-4 noncash contributions.)
(a) (b) (c) (d)
No. Name, address, and ZI| Total contributions Type of contribution
10 | CARYN BILZIN Person  [X]
Payroll [:]
1125 PARK AVE 5B $ 5,000. Noncash [ |
(Complete Part I for
NEW YORK, NY 10128-1243 noncash contributions.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
11 | HENRY AND GILDA BUCHBINDER . Person X]
Payroll |:]
209 E. LAKE SHORE DR. $ 50,000. Noncash [ |
{Complete Part Il for
CHICAGO, IL 60611-1307 noncash contributions.)
(a) (b} (c) . (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
12 | THE CHARITABLE & RESEARCH FN., INC. Person X1
: Payroll E}
3321 SUNSET KEY CIR., STE. 704 $ 5,000, Noncash [ |
] {Complete Part Il for
PUNTA GORDA, FL 33955-3906 noncash contributions.)
723452 11-01-17 Schedule B (Form 990, 990-EZ, or 990-PF) (2017)
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Schedule B (Form 990, 990-EZ, or 990-PF) (2017)

Page 2

Name of organization

Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
7 Contributors (see instructions). Use duplicate copies of Part | if additional space is needed,
(b) (c) (d)
Name, address, and ZIP + 4 Total contributions Type of contribution
13 | CHILDREN'S BRITTLE BONE FOUNDATION Person [X]
Payroll |:]

PO BOX 619 139,582, Noncash [ _|
(Complete Part Il for
ZION, IL 60099-0619 noncash contributions.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
14 | CHILDREN'S HOSPITAL & MEDICAL CENTER Person [X]
Payroll D

8200 DODGE ST

10,000. Noncash [ |

OMAHA, NE 68114-4113

(Complete Part |l for
noncash contributions.)

(a)

(b)

{c) (d

No. Name, address, and ZIP + 4 Total contributions Type of contribution
15 | MIKE CLARK Person  [X]
Payroll D

1810 BISSONNET ST.

5,000. Noncash [ |

HOUSTON, TX 77005-1712

(Complete Part Il for
noncash contributions.)

(a)
No.

Name, address, and ZI

(b)

e

{c) (d)

16 CLEMENTIA PHARMACEUTICALS, INC.

4150 SAINTE-CATHERINE ST O STE 550

Total contributions Type of contribution
Person @
Payroll [ |

15,000. Noncash [ _|

WESTMOUNT, QUEBEC, CANADA H3Z 2Y5

{Complete Part Il for
noncash contributions.)

(a)

(b)

{c) (d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
17 | GEORGE AND PAT COLLETT Person  [X]
Payroll El

11 WAKEFIELD DR #2102

5,000. Noncash [ |

ASHEVILLE, NC 28803-4160

(Complete Part Il for
noncash contributions.)

(a)
No.

(b)

Name, address, and ZIP + 4

(c) (d)

Total contributions Type of contribution

18 | DEGNA SPOLDI PRIVATE FAMILY FOUNDATION

8231 BAY COLONY DR., #204

Person IX]
Payroll E]
75,000. Noncash [ |

NAPLES, FL 34108-7790

(Complete Part Il for
noncash contributions.)

723452 11-01-17
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Schedule B (Form 990, 990-EZ, or 990-PF) (2017)

Page 2

Name of organization

Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
P; Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.
(b) (c) (d)
Name, address, and ZIP + 4 Total contributions Type of contribution
19 | LESLIE DEVEREAUX Person  [X]
Payroll l:]
39533 WOODWARD AVE STE 200 5,000. Noncash [ |

BLOOMFIELD HILLS, MI 48304-5103

(Complete Part Il for
noncash contributions.)

(a) (b)

(c)

(d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
20 | DX SERVICE COMPANY, INC Person  [XJ
Payroll D
P.O. BOX 130410 5,000, Noncash [ |

HOUSTON, TX 77219-0410

(Complete Part Il for
noncash contributions.)

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

21 | EARL AND SARAH DYKE

1901 NORTH BLVD

(c)

(d)

Total contributions Type of contribution
Person Pl
Payroll |:]
5,000. Noncash [ |

HOUSTON, TX 77098-5417 -

(Complete Part Il for
noncash contributions.)

(a) (b)

No. Name, address, and ZIP

(c)

(d)

EICHENBERG-LARSON CHARITA
22 | FOUNDATION

#1 COLLINS ISLAND

Total contributions Type of contribution
Person X]
Payroll D
10,000. Noncash [ ]

NEWPORT BEACH, CA 92662-1003

(Complete Part |i for
noncash contributions.)

(a) (b)

(c)

(d

No. Name, address, and ZIP + 4 Total contributions Type of contribution
23 | ESTATE OF ROSEMARIE KASPER Person
Payroll D
140 EUCLID AVE., APT 1B 15,000. Noncash [ |

HACKENSACK, NJ 07601-4629

(Complete Part Il for
noncash contributions.)

(a) : (b)

(c)

(d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
24 | PARKER AND CAROL FOLSE Person  [X]J
Payroll [:]
4895 ROSE AVE., NE 100,000. Noncash [ |

BAINBRIDGE ISLAND, WA 98110-2141

(Complete Part Il for
noncash contributions.)

723462 11-01-17
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Schedule B (Form 990, 990-EZ, or 990-PF) (2017)

Page 2

Name of organization

Employer identification number

OSTEQOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.
(b) (c) (d)
Name, address, and ZIP + 4 Total contributions Type of contribution
25 | JAY GOODING Person [ X]
Payroll [ ]
1114 WHITE SAILS WAY $ 5,003. Noncash [ ]
(Complete Part Il for
CORONA DEL MAR, CA 92625-1543 noncash contributions.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
26 | J. ERIC AND LAURA GOULD Person  [X]
Payrol! 1
410 S. HIBISCUS DR. 20,000, Noncash [ |
(Complete Part | for
MIAMI BEACH, FL 33139-5136 noncash contributions.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
27 | TERESA AND KENNETH GUDEK Person  [XI
Payroll ]
2 IRONWOOD DR. $ 18,000. Noncash [ |
(Complete Part Il for
SALEM, NH 03079-1298 noncash contributions.)
(a) (b) {c) (d)
No. Name, address, and ZI| Total contributions Type of contribution
28 | LAWRENCE AND VIVIAN HITCH Person  [X]
Payroll |:]
413 OZARK TRL $ 10,000. Noncash [ |
(Complete Part Ii for
MADISON, WI 53705-2536 noncash contributions.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
29 | LARRY JOHNSON Person [ XI
Payroll D
19786 EBENEZER CHURCH RD $ 10,000. Noncash [ |
{Complete Part Il for
BLUEMONT, VA 20135-1938 noncash contributions.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
3 0 BARRY KATZ Person IE
Payroli l:]
15451 SW 67TH CT $ 10,000. Noncash [ |
' (Complete Part Il for
MIAMI, FL 33157-2617 noncash contributions.)

723452 11-01-17
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Schedule B (Form 990, 990-EZ, or 990-PF) (2017)

Page 2

Name of organization

Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
Partl Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.
(b} (c) (d)
Name, address, and ZIP + 4 Total contributions Type of contribution
31 | ERIC AND MARY MCNUTT Person  [X]
Payroll [:]
5223 STONINGTON DR. 5,100. Noncash [ |

FAIRFAX, VA 22032-2754

(Complete Part Il for
noncash contributions.)

(a) (b)

(c)

(d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
32 | MEREO BIOPHARMA GROUP Person  [X]
Payrol [ |
FOURTH FLOOR, 1 CAVENDISH PLACE 5,600. Noncash [ |

LONDON, UNITED KINGDOM

(Complete Part Il for
noncash contributions.)

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

33 | MIKE CLARK AND SARAH MORIAN

1810 BISSONNET ST.

(c)

Total contributions

(d)
Type of contribution

5,000,

HOUSTON, TX 77005-1712

Person [X]
Payroll l:]
Noncash |:]

{Complete Part Il for
noncash contributions.)

(a) (b)

No. Name, address, and ZI

(c)

(d)

34 | NEMOURS

10140 CENTURION PKWY N.

Total contributions Type of contribution
Person
Payroll
15,000. Noncash [ |

JACKSONVILLE, FL 32256-0532

(Complete Part Il for
noncash contributions.)

(a) (b}

(c)

(d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
35 | EDWARD AND KENDRICK PASCOE Person X]
Payroll l:l
3706 MONTROSE RD. 5,000. Noncash [ |

BIRMINGHAM, AL 35213-3828

(Complete Part Il for
noncash contributions.)

(a) (b) (c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
36 | PEGA MEDICAL Person  [X]
Payroll ]
1111 AUTOROUTE CHOMEDEY 7,500. | Noncash [ |

LAVAL, QUEBEC, CANADA H7W 5J8

(Complete Part Il for
noncash contributions.)

723452 11-01-17
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Page 2

Schedule B (Form 990, 990-EZ, or 990-PF) (2017)
Name of organization :

Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
 P; - Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.
{b) (c) (d)
Name, address, and ZIP + 4 Total contributions Type of contribution
37 | SHARON PLATTNER Person  [X]
Payroll [:]
7020 BRADLEY CIRCLE 5,000, Noncash [ ]

ANNANDALE, VA 22003

{Complete Part Il for
noncash contributions.)

(a) (b)

(c)

{d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
38 | REGENERON PHARMACEUTICALS INC Person (X]
Payroll l:]
777 OLD SAW MILL RIVER RD 30,000. Noncash [ |

TARRYTOWN, NY 10591-6717

(Complete Part Il for
noncash contributions.)

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

39 | EMMANUELLE RONDEAU

1003 DECARIE BLVD

()

(d)

Total contributions Type of contribution
Person X
Payroll l:]
10,000. Noncash [ |

MONTREAL, QUEBEC, CANADA

(Complete Part il for
noncash contributions.)

| (a) b ) (d)
| No. Name, address, and ZIP Total contributions Type of contribution
40 | S.C.P.I. CHARITY ASSOCIATION Person
Payroll |:l
1428 LAWFORD ST 8,258. Noncash [ |

GLENDORA, CA 91741-3756

(Complete Part Il for
noncash contributions.)

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

(c)
Total contributions

(d)

Type of contribution

41 | JAN AND WENDY SACKS

10 GRACIE SQUARE, APT. 1C

35,000,

NEW YORK, NY 10028-8031

Person [X]
Payroll [:]
Noncash [ _|

(Complete Part Il for
noncash contributions.)

(a) (b)

()

(d)

FRAMINGHAM, MA 01701

No. Name, address, and ZIP + 4 Total contributions Type of contribution
42 | SANOFI Person X]
Payroll [:]
49 NEW YORK AVENUE 5,000. Noncash [ |

(Complete Part li for
noncash contributions.)

723452 11-01-17
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Schedule B (Form 990, 990-EZ, or 990-PF) (2017)

Page 2

Name of organization

INC.

Employer identification number

23-7076021

OSTEOGENESIS IMPERFECTA FOUNDATION,

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

(a)

(b)

(c)

(d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
43 | JOHN AND BETH SHULTZ Person  [X]
Payroll [ ]
4823 FESSENEVA LN. 7,000. Noncash [ ]
{Complete Part |l for
NAPERVILLE, IL 60564-5839 noncash contributions.)
(a) {b) (c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
44 | TECHNICAL NEEDS, INC. Person  [X]
’ Payroll D
18 PELHAM RD. 10,000. Noncash [ ]
' (Complete Part Il for
SALEM, NH 03079-4818 noncash contributions.)
(a) (b) {c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
45 | JOEHN AND CAROLYN TIPTON Person  [X]
Payroll |:|
345 HOMEWOOD RD 22,500. Noncash [ ]
(Complete Part |i for
LOS ANGELES, CA 90049-27: noncash contributions.)
(a) (b) (c) (d)
No. Name, address, and ZIP: Total contributions Type of contribution
46 | LAURA TOSI Person X]
Payroll [:]
3729 HARRISON ST. NW 5,000. Noncash [ |
(Complete Part Il for
WASHINGTON, DC 20015-1815 noncash contributions.)
{a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
47 | ULTRAGENYX PHARMACEUTICAL INC. Person x]
Payroll D
60 LEVERONI CT 7,500. Noncash [ |
(Complete Part Il for
NOVATO, CA 94949-5746 noncash contributions.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
48 | RICHARD AND MARY ELLEN WYMAN Person  [X]
Payroll |:]
206 PROSPECT ST. 5,000. Noncash [ |

FRAMINGHAM,

MA 01701-4827

(Complete Part Il for
noncash contributions.)

728452 11-01-17
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Schedule B (Form 990, 990-EZ, or 990-PF) (2017)

Page 3

Name of organization

Employer identification number

23-7076021

OSTEQGENESIS IMPERFECTA FOUNDATION, INC.

Noncash Property (see instructions). Use duplicate coples of Part Il if additional space is needed.

(c)
(b) . (d)
Vv timat
Description of noncash property given (I;h:e i(r?;::clt'i':) an:)) Date received
(a)
(c)

No. o (b) . FMV (or estimate) (d) .
from Description of noncash property given (See instructions.) Date received
Part | i

(a)

(c)

No. L (b) . FMV (or estimate) (d) .
from Description of noncash property given (See instructions.) Date received
Part | i

{a)

{c)

No. - (b) . FMV (or estimate) @
from Description of noncash property (See instructions.) Date received
Part | i

(a)

(c)

No.

o o (b) . FMV (or estimate) (@ .
from Description of noncash property given (See instructions.) Date received
Part | ’

(@

{c)
No. (b) . (d)
FMV (or estimat:

from Description of noncash property given (See i(nst::;tri':) an:)) Date received

Part| :

723453 11-01-17
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Schedule B (Form 990, 990-EZ, or 990-PF) (2017) , Page 4
Name of organization Employer identification number

OSTEOGENESI S IMPERFECTA FOUNDATION INC. 23-7076021
clusively religious, cha ntr ons to organizations described in section c , or at total more than $1, or

the year from any one contrlbutor Complete columns (a) through (e) and the following line entry. For organuzatlons

completing Part il, enter the total of exclusively religious, charitable, etc., contributions of $1,000 or less for the year. {Enter this Info. once.)

Use duplicate copies of Part ill if additional space is needed.

{a) No.
Ff’rorTl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
al
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 : Relationship of transferor to transferee
{(a) No.
g:rTl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
lf;orrtnl (b) Purpose of gift (d) Description of how gift is held"
al
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
lf;orrtnl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
al
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
723454 11-01-17 Schedule B (Form 990, 990-EZ, or 990-PF) {2017)
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OMB No. 1545-0047

SCHEDULE D Supplemental Financial Statements
(Form 990) P> Complete if the organization answered "Yes" on Form 990,
PartV,line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b.
Department of the Treasury P Attach to Form 990.
Internal Revenue Service P»Go to www.irs.gov/Form990 for instructions and the latest information. L +U .
Name of the organization Employer identification number
OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

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

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

Totalnumberatendofyear ... . ... ...
Aggregate value of contributions to (during year)
Aggregate value of grants from (during year)
Aggregate value atend 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 [:] No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private benefit? ... [LIves [ Ino
Conservation Easements. Complete if the organization answered "Yes" on Form 990, Part IV, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply).
Preservation of land for public use (e.g., recreation or education) Preservation of a historically important land area
Protection of natural habitat D Preservation of a certified historic structure
] Preservation of open space
2 Complete lines 2a through 2d if the organization held a qualified conservation ¢
day of the tax year.
Total number of conservation easements

G WN =

n the form of a conservation easement on the last
Held at the End of the Tax Year

a o T o

Number of conservation easements included in (c) acquired a
listed In the National Register o

year p»
4 Number of states where property subject to conserv
5 Does the organization have a written policy regarding;
violations, and enforcement of the conservation easeme
6 Staff and volunteer hours devoted to monitoring, inspectin

hdling of violations, and enforcing conservation easements during the year

>
7 Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
> $
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)4)(B)(i)
and SCHON 170(NABI? ...t [ dves [CIne

9 In Part Xlll, describe 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 describes the organization’s accounting for

conservation easements. J
Il Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets,

Complete if the organization answered "Yes" on Form 990, Part IV, line 8.

1a |f the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance sheet works of art,
historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide, in Part Xl
the text of the footnote to its financial statements that describes these items.
| b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet works of ant, historical
| treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide the following amounts
| relating to these items:
! (i} Revenue included on Form 990, Part VIIi, line 1
(ii) Assets included in Form 990, Part X . > $
2 if the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide
the following amounts required to be reported under SFAS 116 (ASC 958) relating to these items:
a Revenue included on Form 990, Part VIII, line 1
b_Assetsincluded in FOrm 990, Part X et e
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2017
782051 10-09-17
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{ (

Form 990) 2017 OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 Page 2
'| Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assetsicontinued)
3 Using the organization’s acquisition, accession, and other records, check any of the following that are a significant use of its collection items
(check all that apply):
a [:] Public exhibition d D Loan or exchange programs
] Scholarly research . e [ Other
c D 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 Xill.
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
1o be sold to raise funds rather than to be maintained as part of the organization's collection? . ... D Yes D No
Escrow and Custodial Arrangements. Complete if the organization answered *Yes* on Form 990, Part IV, 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? [__:j Yes D No

Schedule D

Amount
€ Beginning balance . . . e, ic
i d Additions during the Year ... e id
1 e Distributions during the year 1e
| f Ending balance 1f
; 2a Did the organization include an amount on Form 990, Part X, line 21, for escrow or gustodial account liability? . LI ves L _INo

rovidedonPart XIW ...
990, Part IV, line 10.
wo years back | (d) Three years back | (e) Four years back

__b If "Yes," explain the arrangement in Part XIil. Check here if the explanation has be
[Part V: JEndowment Funds. Complete f the organization answered 'Y

(a) Current year (b) Prio

1a Beginning of year balance
Contributions

b
¢ Net investment earnings, gains, and losses
d Grants or scholarships ... ..
e Other expenditures for facilities

andprograms
f Administrative expenses
g Endofyearbalance . ... .

2 Provide the estimated percentage of the current yeal gei(line 1g, column (a)) held as:
a Board designated or quasi-endowment P
b Permanent endowment p» %
¢ Temporarily restricted endowment p

The percentages on lines 2a, 2b, and 2¢ should equal 100%.
3a Are there endowment funds not in the possession of the organization that are held and administered for the organization

by: Yes | No
(i) unrelated organizations : 3a(i)
(ii) related OrQANIZAtONS ... ... ..o e et 3a(ii)

b If "Yes" on line 3a(ji), are the related organizations listed as required on Schedule R? 3b
scribe in Part Xill the intended uses of the organization's endowment funds.
| Land, Buildings, and Equipment,

Complete if the organization answered "Yes" on Form 990, Part IV, line 11a. See Form 990, Part X, line 10.

Description of property (a) Cost or other (b) Cost or other (c) Accumulated (d) Book value
basis (investment) basis (other) depreciation

1a Land

29,522, 16,072, 13,450.

104,929. 95,533. 9,396.

Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), line 10¢.) ... ... ... . > 22,846.
Schedule D (Form 990) 2017
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Schedule D (Form 990) 2017 OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 page3
| Investments - Other Securities.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11b. See Form 990, Part X, line 12.
(a) Description of security or category (including name of security) {b) Book value (c) Method of valuation; Cost or end-of-year market value

(1) Financial derivatives . . .
{2) Closely-held equity interests
(3) Other
A)
(B)
_{©)
()
B
(F)
@
(H)
Total (Col. (b} must equal Form 990, Part X, col. (B) line 12.) >
'Part VIII| Investments - Program Related.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11¢. See Form 990, Part X, line 13.
(a) Description of investment (b) Book value (c) Method of valuation: Cost or end-of-year market value

0

2)

(3)

4)

(5)

(6)

4]

(8)

9)
Total. (Col. (b) must equal Form 990, Part X, col. (B) line 13.) p»
‘IX] Other Assets.

Complete if the organization answered "Yes" on Form

e 11d. See Form 990, Part X, line 15.

L (b) Book value
; (1)
| 2
i &)

4)

(5)

(6)

4]

(8

(9}

Total, (Column (b) must equal Form 990, PartX COL (BYIN@ T8} oo »
X[ Other Liabilities.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11e or 11f. See Form 990, Part X, line 25.
1. (a) Description of liability (b) Book value
(1) Federal income taxes . ,
() DEFERRED RENT 33.
@) PAYABLE TO CANADIAN OI SOCIETY 15, 256.

G}

(5)

(6)

)

8

(]

Total. (Column (b) must equal Form 990, Part X, col. (B) line 25.) ... [ 15,289.}: ¢ g
2. Liability for uncertain tax positions. In Part Xlil, provide the text of the footnote to the organization's flnanmaI statements that reports the

organization’s liability for uncertain tax positions under FIN 48 (ASC 740). Check here if the text of the footnote has been provided in Part XilI IXI

Schedule D (Form 990) 2017
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Schedule D (Form 990) 2017 OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021 page4
P | Reconciliation “of Revenue per Audited Financial Statements With Revenue per Retumn.
Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.
1 Total revenue, gains, and other support per audited financial statements 1 1,888,975,
2 Amounts included on line 1 but not on Form 990, Part VIli, line 12: i
a Net unrealized gains (losses) on investments
b Donated services and use of facilities
¢ Recoveries of prior year grants
d
e

Other (Describe in Part XlIl.)

Add lines 28 throUgh 2d e 196,995.
8 Subtractiine 2e from line 1 e 1,691,980,
4 Amounts included on Form 990, Part VIIi, line 12, but not on line 1:
a Investment expenses not included on Form 990, Part VIll, line7o .
b Other (Describein Part XHL) ...,
Add fines 4a and 4b 0.

5 1,691,980.
| Reconclllatlon of Expenses per Audited Flnanmal Statements With Expenses per Return.
Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.
1 Total expenses and losses per audited financial statements .
Amounts included on line 1 but not on Form 990, Part IX, line 25:
48,116

1| 1,933,491,

Donated services and use of facilities
Prior year adjustments
OtherIoSSES || .. oo,
Other (Describe in Part XIIL.)
Add lines 2a through 2d

218,234

N
o O 0 T o

266,350.
1,667,141.

4 Amounts included on Form 990, Part IX, line 25, but not on line 1:
a Investment expenses not included on Form 990, Part VI, Ime 7b.
b Other (Describe in Part XIII.)

Add lines 4a and 4b

................................................ 0.
............................................... 5 | 1,667,141,

1aand 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line 2; Part XI,

Provude the descriptions required for Part I, lines 3, 5, and, Part |ll,
i ovide any additional information.

lines 2d and 4b; and Part XlI, lines 2d and 4b. Also complet

PART X, LINE 2:

THE FOUNDATION HAS NO UNCERTAIN TAX POSITIONS THAT QUALIFY FOR EITHER

RECOGNITION OR DISCLOSURE IN THE FINANCIAL STATEMENTS, AND NO INTEREST AND

PENALITIES HAVE BEEN RECORDED IN THE ACCOMPANYING FINANCIAL STATEMENTS

RELATED TO UNCERTAIN TAX POSITIONS.

PART XI, LINE 2D - OTHER ADJUSTMENTS:

SPECIAL EVENT EXPENSES 218,234.

PART XII, LINE 2D - OTHER ADJUSTMENTS:

SPECIAL EVENT EXPENSES 218,234.

732054 10-09-17 Schedule D (Form 990) 2017
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OMB No. 1545-0047
SCHEDULE G Supplemental Information Regarding Fundraising or Gaming Activities
(Form 990 or 990-EZ)

Complete if the organization answered "Yes" on Form 990, Part IV, line 17, 18, or 19, or if the

organization entered more than $15,000 on Form 990-EZ, line 6a.
Department of the Treasury P> Attach to Form 990 or Form 990-EZ.

Internat Revenue Service

» Go to Www.irs.gov/Form990 for the latest instructions.
Name of the organization Employer identification number
OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
Fundraising Activities. Complete if the organization answered "Yes" on 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 Mall solicitations e Solicitation of non-government grants
b [ intemet and email solicitations ’ f l::] Solicitation of government grants
c Phone solicitations g l:] Special fundraising events

da ] In-person solicitations
2 a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees, or
key employees listed in Form 990, Part V) or entity in connection with professional fundralsing services? D Yes D No
b If "Yes," list the 10 highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least $5,000 by the organization.

iiii) Did v) Amount paid . :
(i) Name and address of individual " - ft(m raiser (iv) Gross receipts tg zor ,etaine‘é by) (vi) Amount paid
or entity (fundraiser) (i) Activity hc?rvceo%féfo from activity fundraiser to(or retained by)
listed in col. (i) organization
Tobal et >
3 List all states in which the organization is registered or licensed to solicit contributions or has been notified it is exempt from registration
or licensing.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2017

732081 09-13-17

37

14460509 701392 CH40871 2017.05050 OSTEOGENESIS IMPERFECTA FOU CH408711



Schedule G (Form 990 or 990.£2) 2017 OSTEOGENESIS IMPERFECTA FOUNDATION, INC.23-7076021 page2
K[ Fundraising Events. Complete if the organization answered “Yes" on Form 990, Part IV, line 18, or reported more than $15,000
of fundraising event contributions and gross income on Form 990-EZ, lines 1 and 6b. List events with gross receipts greater than $5,000.

(a) Event #1 (b) Event #2 (c) Other events (d) Total events
F'INE WINES (add col. (a) through
STONG BONES [BOSTON FWSB 14 col. (c)

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

=)

c

§ b | Grossreceipts .................. o 1 08,224. 75,479. 425,687- 609,3900
2 Less:Contrbutions A 108,224. 75,479. 207,453, 391,156,
3 Gross income (line 1 minus line2) .. ... . 218,234. 218 ,234.
4 Cashprizes . . ...
5 Noncashprizes . ... ..

7]

1}

§ 6 Rentfacilitycosts ...~

]

817 Foodandbeverages . .. . .

5
8 Entertainment
9 Other direct expenses 218,234. 218,234,
10 Direct expense summary. Add lines 4 through 9 in column (d) > 218,234,
11 _Net income summary. Subtract line 10 from line 8, column (d) ... . . b » 0.

Gaming. Complete if the organization answered "Yes" on FG rt IV, line 19, or reported more than

$15,000 on Form 990-EZ, line 6a.

. b) Piill tabs/instant . (d) Total gaming (add
[+3] C :
2 (a) Biny figo/progressive bingo | (6) Othergaming | ) o) through col. (c))
g 5
3
o
1 Grossrevenue ...
9|2 Cashprizes . . ...
3
3
8(3 Noncashprizes | . .. ...
&
8|4 Rentfaciitycosts
a
5 Otherdirectexpenses ...
[ Yes % [L_| Yes % |L_I Yes
6 Volunteerlabor . .. ..o [] No L] No L] No
7 Direct expense summary. Add lines 2 through 5 incolumn (d) »
8 Net gaming income summary. Subtract line 7 from line 1, column (d) ... »
9 Enter the state(s) in which the organization conducts gaming activities:
a Is the organization licensed to conduct gaming activities in each of these states? . . T TTTTUTUTTUTUT T T L Jves L] No
b If "No," explain:
10a Were any of the organization’s gaming licenses revoked, suspended, or terminated during the taxyear? . L] Yes || No
b If "Yes," explain:
732082 09-13-17 Schedule G (Form 990 or 990-EZ) 2017
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{ (
Schedule G (Form 990 or 990-£7) 2017 OSTEOGENESIS IMPERFECTA FOUNDATION, INC.23-7076021 pages

11 Does the organization conduct gaming activities with nonmembers . Ll Yes - L] No
12 Is the organization a grantor, beneficiary or trustee of a trust, or a member of a partnership or other entity formed
to administer charitable gaming? | ... ettt ettt L Jves [Ino

13 Indicate the percentage of gaming activity conducted in:

a The organization's faCilty ...............c.coiiiiiiie s 13a %
b An outside facility ...................ccccoooommiriririiiiii i OO O S OO 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 receives gaming revenue? ] Yes [ INe

b If "Yes," enter the amount of gaming revenue received by the organization P $
of gaming revenue retained by the third party P> $
¢ If "Yes," enter name and address of the third party:

and the amount

Name P>

Address P>

16 Gaming manager information:

Name p

Gaming manager compensation p» $

Description of services provided P

] Director/officer ] Employee dependent contractor

17 Mandatory distributions:

a Is the organization required under state law to make charitable distributions from the gaming proceeds to
retain the state gaming license? Cdves [] No

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» $

Supplemental Information. Provide the explanations required by Part 1, line 2b, columns (iii) and (v); and Part lil, lines 9, 9b, 10b, 15b,
15¢, 16, and 17b, as applicable. Also provide any additional information. See instructions.

732083 09-13-17 Schedule G (Form 990 or 990-EZ) 2017
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Part IV [ Supplemental Information (continued)

Schedule G (Form 990 or 990-E2)
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Compensation Information

For certain Officers, Directors, Trustees, Key Employees, and Highest
Compensated Employees

SCHEDULE J
(Form 990)

OMB No, 15645-0047

P Complete if the organization answered "Yes" on Form 990, Part IV, line 23.
P> Attach to Form 990.

Department of the Treasury
» Go to www.irs.gov/Form990 for instructions and the latest information.

Internal Revenue Service

Name of the organization

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

Part || Questions Regarding Compensation

ta Check the appropriate box(es) if the organization provided any of the following to or for a person listed on Form 990,
Part VII, Section A, line 1a. Complete Part |ll to provide any relevant information regarding these items.

First-class or charter travel

Travel for companions

Tax indemnification and gross-up payments
Discretionary spending account

L] Housing allowance or residence for personal use
Payments for business use of personal residence
Health or social club dues or initiation fees

[ Personal services (such as, maid, chauffeur, chef)

b If any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment or
reimbursement or provision of all of the expenses described above? If "No," complete Partilitoexplain ...
2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all directors,
trustees, and officers, including the CEO/Executive Director, regarding the items checked on line1a? ... ... ...
3 Indicate which, if any, of the following the filing organization used to establish the co sation of the organization's
CEO/Executive Director. Check all that apply. Do not check any boxes for met y a related organization to
establish compensation of the CEO/Executive Director, but explain in Part |
Compensation committee Wri
] Independent compensation consultant
Form 990 of other organizations
4 During the year, did any person listed on Form 990, Part VII, S
organization or a related organization:
a Receive a severance payment or change-of-control payment? S e 2
b Participate in, or receive payment from, a supplemental :
¢ Participate in, or receive payment from, an equity-bas
If "Yes" to any of lines 4a-c, list the persons and providethe applicable amounts for each item in Part |ll.
Only section 501(c)(3), 501(c)(4), and 501(c){29) organiza must complete lines 5-9.
5 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the revenues of;
@ The OrGANIZAtIONT | | e ettt ettt ettt
b Any related organization?
If "Yes" on line 5a or 5b, describe in Part 11
6 For persons listed on Form 990, Part VlI, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the net earnings of:
8 The OFGANIZAtIONT || oottt ettt ettt
b Any related Organization? ettt ettt
If "Yes" on line 6a or 6b, describe in Part Il
7 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization provide any nonfixed payments
not described on lines 5 and 67 If "Yes," describe in Part 11l
8 Were any amounts reported on Form 990, Part VII, paid or accrued pursuant to a contract that was subject to the
initial contract exception described in Regulations section 53.4958-4(a)(3)? If "Yes," describe inPartit .. ...
9 If "Yes" on line 8, did the organization also follow the rebuttable presumption procedure described in
RegUIations SECHON 5.4 8 0(C) D oo i iiiiiiiiiiiliiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiicsessiiseiiseiiceiies

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990.

732111 10-17-17
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OMB No. 1645-0047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ

{Form 990 or 990-E2) Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information.
Department of the Treasury P> Attach to Form 990 or 990-EZ.
Internal Revenue Service P> Go to www.irs.gov/Form990 for the latest information. 5P .
Name of the organization Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

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

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. OI CLINICAL MEETING IN

BALTIMORE, OI REGIONAL MEETING IN PORTLAND, OREGON, AND

OI SCIENCE MEETING IN CHICAGO, IL WERE AMONG THE SIGNIFICANT 2018

FISCAL YEAR HIGHLIGHTS.

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

HEALTH (NIH). EVERY THIRD YEAR, OI} HER OI ASSOCIATIONS AT THE

INTERNATIONAL SCIENTIFIC CONGRESS

A KEY ACTIVITY FOR THE FOUNDAT

THE BRITTLE BONE DISORDERS CO (BBDC). OIF IS RESPONSIBLE FOR

PROVIDING EDUCATION TO MEDICAL PROFESSIONALS THROUGH MATERIALS AND

MEETINGS DESIGNED TO GIVE THE MOST UP TO DATE INFORMATION ON OI CARE

"AND RESEARCH. THROUGH THE SUPPORT OF THE FOUNDATION SUPPORTED LINKED

CLINICAL RESEARCH CENTERS (LCRC) AND CONSTITUENT PARTICIPATION, OIF WAS

ABLE TO GATHER IMPORTANT INFORMATION ABOUT INDIVIDUALS LIVING WITH OI

AND FORM THE FOUNDATION ON WHICH THE BBDC WAS BUILT. THIS IS THE ONLY

RARE DISEASE NETWORK AT THE NIH THAT IS STUDYING BONE AND SPECIFICALLY

OI. UNDER THE LEADERSHIP OF OIF MEDICAL ADVISORY COUNCIL MEMBER, DR.

BRENDAN LEE OF BAYLOR COLLEGE OF MEDICINE, THE BBDC HAS COMPLETED FIVE

STUDIES AND HAS SEVERAL MORE IN PROGRESS. MORE THAN 1,500 PEOPLE HAVE

JOINED THE BBDC CONTACT REGISTRY AND THE CONSORTIUM CONTINUES TO WORK

WITH ITS PARTNERS INCLUDING TAMPA SHRINERS HOSPITAL FOR CHILDREN; A.I.

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2017)
732211 09-07-17
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Schedule O (Form 990 or 990-E2) (2017) Page 2
Name of the organization Employer identification number

OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021

DUPONT HOSPITAL FOR CHILDREN, AND COLOGNE HOSPITAL IN COLOGNE, GERMANY.

THE CLINICAL RESEARCH IN PROGRESS INCLUDES A PHASE I DRUG STUDY, A

STUDY ON SCOLIOSIS IN PEOPLE WITH SEVERE 0OI, PREGNANCY AND OI,

DENTINOGENESIS IMPERFECTA AND OTHER DENTAL/CRANIOFACIAL ISSUES AND OI,

A BIOMARKERS STUDY AND A QUALITY OF LIFE AND OI STUDY.

OIF CONTINUES TO IMPROVE ITS WEB BASED "TOOL KIT" CALLED THE

INFORMATION FOR MEDICAL PROFESSIONALS, WHICH WAS DEVELOPED AS PART OF

THE BBDC. THE INFORMATION CENTER, LOCATED AT WWW.OIF.ORG/MEDED, COVERS

INFORMATION ABOUT OI, BOTH ISSUES THAT AFFECT. CHILDREN AND ADULTS, AND

PROVIDES ONLINE RESOURCES FOR PROVIDERS WHY FEW OI PATIENTS. THE

SITE IS ALSO HOST TO OIF PODCASTS (18 TQ DATE) ON A VARIETY OF TOPICS

INCLUDING; SPINE ISSUES AND BASILAR I ATION IN OI; DENTAL;

SURGICAL INTERVENTIONS; PREGNANCY EARING LOSS AND OI; MENTAL

HEALTH AND THE OI PATIENT; TREAT ‘ONS FOR ADULTS AND CHILDREN

AND AN OVERVIEW OF THE DIAGNOSIS ANP, TREATMENT OF OI. THE PODCASTS

HAVE BEEN DOWNLOADED A TOTAL O 0 TIMES AND ARE A VERY POPULAR

FEATURE OF OUR MEDICAL PROFESSIONAL EDUCATIONAL OUTREACH.

SCIENTIFIC MEETINGS - OIF GATHERED MORE THAN ONE HUNDRED SCIENTISTS AND

RESEARCHERS FOR THE 17TH ANNUAL OIF SCIENCE MEETING ON APRIL 18-20,

2018. DR. CHRISTINA JACOBSEN AND DR. MATTHEW WARMAN OF CHILDREN'S

HOSPITAL IN BOSTON CHAIRED THE MEETING, TITLED "OUTCOME MEASURES AND

ENDPOINTS TO ADVANCE THERAPEUTIC OPTIONS IN PATIENTS WITH OI."

PRESENTATIONS EXPLORED TOPICS SUCH AS MEASURING EFFICACY OF PHYSICAL

REHABILITATION IN CHILDREN AND ADULTS AND CRANIOFACIAL AND ORAL HEALTH

OUTCOME MEASURES, WHICH INCLUDED A PATIENT PANEL TO DISCUSS PATIENT

PERSPECTIVES ON OUTCOME MEASURES. THERE WAS ALSO AN UPDATE FROM DR.

BRENDAN LEE ON THE WORK OF THE BBDC. EACH YEAR, THE MEETING ATTRACTS

SCIENTISTS INTERESTED IN LEARNING MORE ABOUT THE LATEST IN BASIC AND
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CLINICAL OI RESEARCH, AND HOW THE INFORMATION COULD ULTIMATELY BENEFIT

PEOPLE LIVING WITH OI. THE FOUNDATION CONTINUES TO LEAD IN PROVIDING

OPPORTUNITIES FOR MEDICAL PROFESSIONALS AND SCIENTISTS TO MEET TO

DISCUSS NEW AND INNOVATIVE TREATMENTS THAT MAY ULTIMATELY BENEFIT ANY

PERSON LIVING WITH OI. IT IS IMPORTANT TO KEEP ALL RESEARCHERS CURRENT

WITH THE MOST UP-TO-DATE RESEARCH ON TREATMENTS THAT PHYSICIANS WILL

POTENTIALLY USE WITH THEIR PATIENTS.

A CLINICAL MEETING ON OI WAS HOSTED BY OIF MEDICAL ADVISORY COUNCIL

MEMBERS DR. JAY SHAPIRO AND DR. CATHLEEN RAG@IO ON OCTOBER 5-7, 2017 IN

BALTIMORE, MARYLAND. THE MEETING WAS FOR &L IANS AND MEDICAL

PROFESSIONALS WHO DIRECTLY MANAGE THE CZ2 OF CHILDREN AND ADULTS

LIVING WITH OI, WHICH WAS DEVELOPED AS OF THE JAMIE KENDALL FUND

FOR OI ADULT HEALTH. SESSIONS COV] THE“CLINICAL PERSPECTIVE OF

TOPICS SUCH AS GROWTH IMPAIRMENT ] ISEASE, PULMONARY FUNCTION,

CARDIAC DISEASE, REHABILITATI@@”AND UNCTION, ORTHOPEDIC TREATMENT,

PHARMACOLOGIC TREATMENT, QUALT IFE ISSUES AND MORE.

OIF SUCCESSFULLY CO-SPONSORED THE RARE BONE DISEASE WORKING GROUP

MEETING AT THE AMERICAN SOCIETY OF BONE AND MINERAL RESEARCH (ASBMR)

ANNUAL MEETING IN SEPTEMBER 2017. THIS YEAR'S MEETING, CHAIRED BY DR.

MATTHEW DRAKE OF THE MAYO CLINIC, BEGAN WITH AN UPDATE ON THE BBDC BY

PRINCIPAL INVESTIGATOR, DR. BRENDAN LEE OF BAYLOR COLLEGE OF MEDICINE.

LATER ON IN THE MEETING, OIF MEDICAL ADVISORY COUNCIL CHAIRMAN DR.

FRANCIS GLORIEUX PRESENTED ON THE TOPIC "30 YEARS OF TREATMENT OF OI:

WHERE WE ARE AND WHERE WE ARE GOING." PRESENTATIONS THROUGHOUT THE

MEETING DISCUSSED CUTTING-EDGE RESEARCH ON BONE PAIN AND THE BIOLOGY OF

SCLEROSTIN AND ITS ROLE IN BONE HEALTH.

OI ADULT HEALTH INITIATIVE - IN FISCAL YEAR 2018, OIF FUNDED THE FIRST

YEAR OF A NEW CARDIOPULMONARY GRANT. THIS COMMUNITY-DIRECTED
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SCIENTIFIC COMMITTEE LED STUDIES IN DIRECT RESPONSE TO THE GROWING

CONCERN OF PULMONARY COMPLICATIONS, ESPECIALLY IN ADULTS, OF THOSE IN

THE OI COMMUNITY. THE COMMITTEE WILL WORK TO DETERMINE THE INHERENT

CAUSE OF RESTRICTIVE PHYSIOLOGY (CARDIOPULMONARY INSUFFICIENCY) IN

PEOPLE WITH OI SO THAT TREATMENTS CAN BE RECOMMENDED AND APPROPRIATE

MEASUREMENTS FOR AN ACCURATE ASSESSMENT OF THE RESTRICTIVE PHYSIOLOGY

IN OI PATIENTS CAN BE DEFINED BY CREATING A STANDARD NORMATIVE

REFERENCE FOR EACH OI TYPE.

IMPACT GRANT PROGRAM - IN PARTNERSHIP WITH Cl LDREN'S BRITTLE BONE

FOUNDATION (CBBF), THIS ANNUAL COMPETITIVE T PROGRAM WAS DESIGNED

AND ESTABLISHED TO PROVIDE FUNDING FOR S THAT WILL SIGNIFICANTLY

IMPROVE THE QUALITY OF LIFE FOR A PERS V O HAS OI AND WHO HAS LIMITED

FINANCIAL RESOURCES. THIS PAST YEA] E FOUNDATION WAS ABLE TO

FINANCE 31 FAMILIES' (72 INDIVIDUK : VEL TO THE OIF NATIONAL

CONFERENCE. 1IN ADDITION TO FUNDINGiCONFERENCE SCHOLARSHIPS, FUNDING

WAS PROVIDED TO NINE FAMILIES ° RANGE OF ITEMS INCLUDING HEARING

AIDS, A WHEELCHAIR, AND PHYSICAL THERAPY,

OIF CONTINUES TO TAKE THE LEAD IN DEVELOPING PROGRAMS THAT PROVIDE

OPPORTUNITIES FOR SCIENTIFIC COLLABORATION, MUTUAL SUPPORT FOR PERSONS

LIVING WITH OI, AND ACCESS TO THE MOST UP-TO-DATE AND MEDICALLY

VERIFIED INFORMATION ABOUT OI.

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

40,000 PEOPLE USE THE WEBSITE EACH MONTH. FOUNDATION STAFF AND

VOLUNTEERS RESPOND TO MORE THAN 7,500 DIRECT INQUIRIES A YEAR.

INFORMATION FROM THESE CONTACTS IS USED TO ASSESS THE NEED FOR NEW

RESOURCES.

THE FOUNDATION SPONSORS A NETWORK OF SUPPORT GROUPS ACROSS THE UNITED
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STATES. SUPPORT GROUP ACTIVITIES PROVIDE OPPORTUNITIES FOR MUTUAL

SUPPORT AND INCREASED COMMUNITY AWARENESS. CURRENTLY, THERE ARE 38

ACTIVE GROUPS IN 32 STATES. 1IN ADDITION, 26 VOLUNTEER RESOURCE PEOPLE

ARE ACTIVE IN 25 STATES.

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

CELEBRATED WISHBONE DAY, THE INTERNATIONAL OI AWARENESS DAY, BY SHARING

FACTS AND INFORMATION VIA SOCIAL MEDIA EVERY HOUR FOR A CONSECUTIVE

TWELVE HOURS. DURING OI AWARENESS WEEK 20184 OIF REACHED MORE THAN

175,000 PEOPLE ON FACEBOOK AND GAINED 120 . ACEBOOK FOLLOWERS.

OIF MANAGES FOUR SOCIAI. NETWORKING SITE D CONTINUES TO OFFER,

THROUGH ITS WEBSITE WWW.OIF.ORG, LINKS ITES THAT MIGHT BE HELPFUL

OR INTERESTING TO PARENTS AND YOUN LIVING WITH OI, IN ADDITION

TO SITES THAT HELP OLDER ADULTS WI MANAGE THEIR DISORDER

THROUGHOUT THEIR LIFE THROUGH ‘UALi, SUPPORT. THE FOUNDATION ALSO

GE THAT PROVIDES INFORMATION AND

RESOURCES TO ALL AGES AND IS UPDATED DAILY. CURRENTLY, THE OIF

FACEBOOK PAGE HAS MORE THAN 10,830 FOLLOWERS.

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

OIF HAS ESTABLISHED AN ADVOCACY INITIATIVE; A GRASSROOTS EFFORT

FOCUSING ON EDUCATING LEGISLATORS AND THEIR STAFF ABOUT OI AND THE

PRIORITIES OF THE FOUNDATION.

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

THE FOUNDATION'S PRINCIPAL EDUCATIONAL EVENT IS THE BIENNIAL NATIONAL

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

PARENTS, OTHER FAMILY MEMBERS AND LEADING MEDICAL EXPERTS. THIS

CONFERENCE PROVIDES THE OPPORTUNITY FOR ATTENDEES TO HAVE FACE-TO-FACE
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MEETINGS WITH EXPERIENCED PHYSICIANS, LEARN ABOUT THE LATEST RESEARCH,

AND INTERACT WITH OTHER PEOPLE WHO ARE AFFECTED BY OI.

IN JULY 2018, THE FOUNDATION HELD ITS 21ST BIENNIAL NATIONAL CONFERENCE

IN BALTIMORE, MARYLAND, BRINGING TOGETHER TWENTY-FIVE WORLD-CLASS

EXPERTS ON OI AND MORE THAN 600 INDIVIDUALS LIVING WITH OI FOR THREE

DAYS OF INFORMATION, MUTUAL SUPPORT AND FUN. THE CONFERENCE BEGAN WITH

OIF'S THIRD ANNUAL NATIONAL WALK-N-WHEEL FOR OI EVENT THAT DREW MORE

THAN 200 WALKERS ANb WHEELERS SHOWING THEIR UNBREAKABLE SPIRIT TO THE

BALTIMORE NATIONAL AQUARIUM. LOCAL VOLUNTEERS AND PARTNER

ORGANIZATIONS, LIKE THE DEGNA SPOLDI FAMI DATION, UNIVERSITY OF

KENTUCKY HEALTHCARE, AND MEREO BIOPHARMA LPED "MAKE THE EVENT A TRUE

IN JULY 2020 IN OMAHA,

SUCCESS. THE NEXT CONFERENCE WILL BE™

NEBRASKA.

SINCE ITS LAUNCH IN 2015, OIF'S}RE’ ‘CONFERENCE PROGRAM HAS REACHED

MORE THAN 800 MEMBERS OF THE 'COMMUNITY, HALF OF WHOM HAD NEVER

ATTENDED AN OI EVENT BEFORE. NE-DAY CONFERENCES FEATURE

EDUCATIONAL SESSIONS LED BY OI EXPERTS INCLUDING OIF MEDICAL ADVISORY

COUNCIL MEMBERS. 1IN FISCAL YEAR 2018, THE FOUNDATION HELD ONE REGIONAL

CONFERENCE IN PORTLAND, OREGON (NOVEMBER 2017), DRAWING MORE THAN 100

ATTENDEES.

EXPENSES § 100,274. INCLUDING GRANTS OF §$ O. REVENUE $ 0.

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

MEMBERSHIP IN THE OI FOUNDATION IS OPEN TO ALL PEOPLE WHO SUPPORT THE

MISSION OF THE OI FOUNDATION. THE BOARD OF DIRECTORS DETERMINE 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.
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FORM 990, PART VI, SECTION B, LINE 11B:

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 IMMEDIATE FAMILIES AND BUSINESS

ASSOCIATES. IT IS MONITORED BY ANNUAL WRITTEN INFORMATION QUESTIONNAIRE

MAINTAINED BY THE AUDIT

FROM THE BOARD PRESIDENT WHICH IS REVIEWE

COMMITTEE CHAIR. THE ENTIRE BOARD REVI] EACH 'TRANSACTION TO COME BEFORE

THE BOARD FOR POTENTIAL OR ACTUAL CONF" S OF INTEREST. IF POTENTIAL OR

ACTUAL CONFLICTS (PAST, PRESENT OR, ARE IDENTIFIED, THE PERSON

;
DETERMINED TO HAVE A CONFLICT IS REC ROM DELIBERATIONS AND VOTING.

THE IDENTIFIED CONFLICTS OF I ERES% AND APPROPRIATE RECUSALS ARE

DOCUMENTED IN THE MINUTES OF EAC ARD 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
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CHEIF EXECUTIVE OQFFICER 2018

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

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

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

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.
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Fom 8868 Application for Automatic Extension of Time To File a
(Rev. January 2017) Exempt Organization Return OMB No. 15451709

P> File a separate application for each return.
Department of the Treasury
Internal Revenue Service P> Information about Form 8868 and its instructions is at www.irs.gov/form8868 .

Electronic filing (e-file). You can electronically file Form 8868 to request a 6-month automatic extension of time to file any of the
forms listed below with the exception of Form 8870, Information Return for Transfers Associated With Certain Personal Benefit
Contracts, for which an extension request must be sent to the IRS in paper format (see instructions). For more details on the electronic
filing of this form, visit www.irs.gov/efile, click on Charities & Non-Profits, and click on e-file for Charities and Non-Profits.

Automatic 6-Month Extension of Time. Only submit original (no copies needed),

All corporations required to file an income tax return other than Form 990-T (including 1120-C filers), partnerships, REMICs, and trusts
must use Form 7004 to request an extension of time to file income tax returns.

Enter filer's identifying number

Type or | Name of exempt organization or other filer, see instructions. Employer identification number (EIN) or
print
Filo by tho OSTEOGENESIS IMPERFECTA FOUNDATION, INC. 23-7076021
due date for | Number, street, and room or suite no. If a P.O. box, see instructions. Social security number (SSN)
iingyor | 804 W. DIAMOND AVENUE, NO. 210
Instructions. | - City, town or post office, state, and ZIP code. For a foreign address, see instructions.

GAITHERSBURG, MD 20878
Enter the Return Code for the retum that this application is for (file a separate application§oreach return) [O]1]
Application Return } Applicati Return
Is For Code - Code
Form 990 or Form 990-EZ 01 07
Form 990-BL 02 08
Form 4720 (individual) 03 09
Form 990-PF 10
Form 990-T (sec. 401(a) or 408(a) trust) 11
Form 990-T (trust other than above) 12

THE FOUNDATION :

® The books are in the careof p» 804 W. DIAMOND: AV

Telephone No.p» 301-947-0083 ey

® |f the organization does not have an office or place of bug

® Ifthis is for a Group Return, enter the organization's four digit:( ). . If this is for the whole group, check this
box P L. ifitis for part of the group, check this box p» [_"1"and attach a list with the names and EINs of all members the extension is for.

1 | request an automatic 6-month extension of time until MAY 15, 2019 , to file the exempt organization return
for the organization named above. The extension is for the organization's return for:

ITE 210 - GAITHERSBURG, MD 20878
Fax No. p

» [ calendar year or
}[X] tax year beginning JUL 1 ' 2017 , and ending JUN 30 ' 2018
2 |f the tax year entered in line 1 is for less than 12 months, check reason: LI nitial return L Final return
(] Change in accounting period
3a |[f this application is for Forms 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any
nonrefundable credits. See instructions. 3a| $ 0.
b If this application is for Forms 990-PF, 990-T, 4720, or 6069, enter any refundable credits and
estimated tax payments made. Include any prior year overpayment allowed as a credit. 3b| $ 0.
¢ Balance due. Subtract line 3b from line 3a. Include your payment with this form, if required,
by using EFTPS (Electronic Federal Tax Payment System). See instructions. 3c! $ 0.

Caution: If you are going to make an electronic funds withdrawal (direct debit) 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. 1-2017)

723841 04-01-17
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Department of the Treasury | Notice CP211A

Internal Revenue Service Tax period June 30, 2018
IRS Ogden UT 84201 Notice date " November 5, 2018
' ' Employer ID number  23-7076021
- Tocontactus - Phone 1-877-829-5500
: R FAX 801-620-5555
0444176.101218_.277244.29336 1.AV 0.378 370 ,Page1of 1" : ;
e PO O o YT T UTR A P T B TR e
OSTEOGENESIS IMPERFECTA FOUNDATION
INC-
% 804 W DIAMOND AVE STE 210
GAITHERSBURG MD 20878- 1‘414
044416

Important information about your June 30, 20 8 Form 990 : ‘
We approved your Form 8868, Apphcatlon for Extensmn of Tlme To
File an Exempt Orgamzatlon Return

We approved the Form 8868 for your - What you need to do
June 30,-2018 Form 990. B

Your new due date s May 15' 2019, File your June 30, 2018 Form 990 by May 15, 2019 We encourage you to use

electronic filing—the fastest and easiest way to file,

Visit www.irs.gov/charities to learn about approved e-File pfoviders, what types of
returns can be filed electronically, and whether you are required to file electronically.

Additional information ' o Visit www.irs.govicp211a
' ~» For tax forms, instructions, and publications, visit www.irs.gov or call
1-800-TAX-FORM (1-800-829-3676).
* Keep this notice for your records.

If you need assistance, please don't hesitate to contact us.



