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990

Department of the Treasury
Internal Revenue Service

benefit trust or private foundation)

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

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

OMB No 1545-0047

2011

Open to Public
Inspection

A For the 2011 calendar year, or tax year beginning and ending
B cCheck it C Name of organization D Employer identification number
applicable
sancs | THE ORPHAN DISEASE PATHWAY PROJECT
[ 1omee | Doing Business As 27-3862623
Irglttlﬁrl\ Number and street (or P.0. box if mail 1s not delivered to street address) Room/suite | E Telephone number
Teme- | ONE STATE STREET, 20TH FLOOR 860-240-8900
foended| - Crty or town, state or country, and ZIP + 4 G Gross receipts $ 304,016.
fteRca- | HARTFORD, CT 06103-3110 H(a) Is this a group return
PeNANg ' Name and address of pnncipal officer. GEORGE A, WEISS for affihates? [ves [XINo

7252 FISHER ISLAND DRIVE, FISHER ISLAND, FL

| Tax-exempt status [XJ 501(c)3) [_]501(c)(

)y (insertno.) [ 4947(a)(1)or [_] 527

J Website: p» WWW . ORPHANDI SEASEPATHWAYPROJECT . ORG

H(b) Are all affiliates included? ] Yes [ Ine
If "No," attach a list (see instructions)
H(c) Group exemption number P>

K_Form of organization: || Corporation [ X1 Trust [ ] Association [ Other >

|Part || Summary

| L Year of formation: 201 O[ M State of legal domicile: C'T

o | 1 Bnefly descnbe the organization's mission or most significant activites: SEE SCHEDULE O FOR DESCRIPTION
[$]
c
g 2 Check this box P I:] if the organization discontinued 1ts operations or disposed of more than 25% of its net assets
3 | 3 Number of voting members of the governing body (Part VI, ine 1a) 3 1
g 4 Number of Independent voting members of the governing body (Part VI, line 1b) 4 1
£ | 5 Total number of individuals employed in calendar year 2011 (Part V, line 2a) 5 0
:‘;‘ 6 Total number of volunteers (estimate If necessary) 6 0
::3 7 a Total unrelated business revenue from Part VIII, column (C}, Iine 12 7a 0.
b Net unrelated business taxable income from Form 990-T, line 34 7b 0.
Prior Year Current Year
o | 8 Contrbutions and grants (Part VIII, line 1h) 426,149, 303,700.
g 9 Program service revenue (Part VI, ine 2g) 0. 0.
g, 10 investment income (Part Vill, column (A), ines 3, 4, and 7d) 118. 316.
11 Other revenue (Part VIII, column (A), lnes 5, 6d, 8c, 9¢, 10c, and 11€) 1,352, 0.
12_ Total revenue - add lines 8 through 11 (must equal Part Vi1, column (A), ine 12) 427,619. 304,016.
13 Grants and similar amounts paid (Part IX, column (A), ines 1-3) 420,000. 285,000.
14 Benefits paid to or for members (Part IX, column (A), line 4) 0. 0.
9 | 15 Salares, other compensation, employee benefits (Pa F‘D(’cﬁw—me&&r 0. 0.
g 16a Professional fundraising fees (Part IX, column (A), ind 11¢) ~ J-EJ}!E 0. 0.
] b Total fundraising expenses (Part 1X, column (D), ine 35 0w
n 17  Other expenses (Part IX, column (4), lines 11a-11d, 1 1f2 e) I @ 25. 14,639
: ' ' JUi 37 2012 |9 L :
18 Total expenses. Add lines 13-17 (must equal Part IX, Jq@iymn (A) ine. 25) b 420,025, 299,639.
19 Revenue less expenses Subtract line 18 from line 12 e — JE 7,594. 4,377.
s Eg _M Beginning of Current Year End of Year
S ©3| 20 Total assets (Part X, line 16) 7,594. 11,971.
¢ 52|21 Totalliabiltties (Part X, ne 26) 0. 0.
. eq 22122 Net assets or fund balances Subtract ine 21 from iine 20 7,594, 11,971.
_ [Part Il | Signature Block
== Under penalties of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it 1s
- frue, correct, and complete Jgegayt oaof ﬁgmmer r than officer) 1s based on all information of which preparer has any knowledge.
a — Ce/,z#zgi
wi /]
2 Sign } Signature of officer Date !
% Here GEORGE A. WEISS, TRUSTEE
'S Type or print name and titie
@ Print/Type preparer's name Preparer's signature Date Check (]| PTIN
Paid self-employed
Preparer |Frm'sname p BLUM, SHAPIRO & COMPANY, P.C., CPA'S Frm's EiN o
UseOnly |Frm'saddressy, 29 S. MAIN STREET, P.O. BOX 272000
WEST HARTFORD, CT 06127-2000 Phoneno. 860-561-4000
May the IRS discuss this return with the preparer shown above? (see instructions) ,II Yes D No
132001 01-23-12  LHA For Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2011)

e ]



) Form 990 (261 1) THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623 Page?
| Part Il | Statement of Program Service Accomplishments
Check if Schedule O contains a response to any question in this Part 111 D
1 Bnefly descnbe the organization’s mission*

THE ORPHAN DISEASE PATHWAY PROJECT IS WORKING TOWARDS HELPING FIND
CURES AND/OR EFFECTIVE TREATMENTS FOR ORPHAN, OR RARE DISEASES, AND TO
FACILITATE RESEARCH OF SUCH DISEASES.

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

the prior Form 990 or 990-E27 [ lyes [XINo
If “Yes,” describe these new services on Schedule O
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services? DYes ﬁ] No

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

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

4a (Code ) (Expenses $ 2 6 5 7 0 0 0 e Including grants of $ 2 6 5 7 0 0 0 o) (Revenue $ )
THE FOQUNDATION MADE CONTRIBUTIONS TO THE UNIVERSITY OF PENNSYLVANTA FOR
THE CREATION OF THE PENN CENTER FOR ORPHAN DISEASE RESEARCH AND THERAPY
AT THE SCHOOL OF MEDICINE OF THE UNIVERSITY OF PENNSYLVANIA.

4h (Code )(Expensess 2 0 ) 000 e including grants of $ 20 P 00 0 . ) (Revenue$ )
THE FOUNDATION MADE A CONTRIBUTION TO THE CHILDRENS HOSPITAL OF
PHILADELPHIA FOR THE ATALUREN BIOPSY FUND.

4c (Code ) (Expenses $ including grants of $ ) (Revenue $ )

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

(Expenses $ including grants of $ ) (Revenue $ )
4e__Total program service expenses P> 285,000.
Form 990 (2011)
132002
02-09-12
2
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Form 990 (2011) THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623 Page3
| Part IV | Checklist of Required Schedules

Yes [ No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a pnivate foundation)?
If "Yes," complete Schedule A 1 1 X
2 |s the organization required to complete Schedule B, Schedule of Contributors? 2 X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for
public office? If "Yes," complete Schedule C, Part | 3 X
4 Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501(h} election in effect
during the tax year? If "Yes," complete Schedule C, Part Il 4 X
5 Is 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? If "Yes, " complete Schedule C, Part Iii 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the nght to
provide advice on the distribution or investment of amounts in such funds or accounts? If "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 histonic structures? If "Yes," complete Schedule D, Part Il 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If “Yes, " complete
Schedule D, Part Il 8 X
9 Did the organization report an amount in Part X, ine 21; serve as a custodian for amounts not hsted in Part X; or provide
credit counseling, debt management, credit repar, or debt negotiation services? If "Yes," complete Schedule D, Part IV 9 X
10 Did the organization, directly or through a related organization, hold assets in temporarily restrnicted endowments, permanent
endowments, or quasi-endowments? If "Yes, " complete Schedule D, Part V 10 X
11 If the organization's answer to any of the following questions 1s "Yes," then complete Schedule D, Parts Vi, VII, VIlI, IX, or X
as applicable
a Did the organization report an amount for land, buildings, and equipment in Part X, ine 107? If "Yes, " complete Schedule D,
Part VI 11a X
b Did the organization report an amount for investments - other secunties in Part X, line 12 that 1s §% or more of its total
assets reported in Part X, fine 167 If "Yes, " complete Schedule D, Part Vil 11b X
¢ Did the organization report an amount for investments - program related in Part X, line 13 that 1s 5% or more of its total
assets reported in Part X, line 167 /f "Yes, " complete Schedule D, Part Viii 11c X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported in
Part X, line 167 If "Yes," complete Schedule D, Part IX 11d X
e Did the organization report an amount for other habilities in Part X, ine 257 If "Yes, " complete Schedule D, Part X 1le X
f Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s hability for uncertain tax positions under FIN 48 (ASC 740)? If "Yes," complete Schedule D, Part X 11f X
12a Did the organization obtain separate, Independent audited financial statements for the tax year? If "Yes," complete
Schedule D, Parts XI, Xil, and Xlil 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
If "Yes," and if the organization answered "No" to line 12a, then completing Schedule D, Parts XI, Xll, and Xill 1s optional 12b X
13 Is the organization a school described in section 170(b)(1)(A)()? If "Yes, " complete Schedule E 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? If "Yes, " complete Schedule F, Parts | and IV 14b X
15 Did the organization report on Part 1X, column (A), ine 3, more than $5,000 of grants or assistance to any organization
or entity located outside the United States? If "Yes, " complete Schedule F, Parts Il and IV 15 X
16 Did the organization report on Part IX, column (A), Iine 3, more than $5,000 of aggregate grants or asststance to individuals
located outside the United States? /f "Yes, " complete Schedule F, Parts Il and IV 16 X
17 D the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), ines 6 and 11e? If "Yes," complete Schedule G, Part | 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VI, lines
1c and 8a? If "Yes, " complete Schedule G, Part If . 18 X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VI, ine 9a? If "Yes,"
complete Schedule G, Part Iii 19 X
20a Did the organization operate one or more hospital facilities? If "Yes, " complete Schedule H 20a X
b _If "Yes" to line 20a, did the organtzation attach a copy of its audited financial statements to this return? 20b
Form 990 (2011)
132003
01-23-12
3
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Form 990 (2011) THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623 Page4d
[ Part IV | Checklist of Required Schedules (continued)

Yes | No
21 Did the organization report more than $5,000 of grants and other assistance to any government or organization in the
United States on Part 1X, column (A), hine 17 If "Yes, " complete Schedule I, Parts | and Il 21 [ X
22 Did the organization report more than $5,000 of grants and other asststance to individuals in the United States on Part IX,
column (A), ine 2? If “Yes, " complete Schedule I, Parts | and Ill 22 X

23 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? If "Yes," complete
Schedule J 23 X

24a Did the organization have a tax-exempt bond issue with an outstanding pnincipal amount of more than $100,000 as of the
last day of the year, that was 1ssued after December 31, 20027 If "Yes, " answer lines 24b through 24d and complete

Schedule K. If "No", go to line 25 . 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time dunng the year to defease
any tax-exempt bonds? 24c
d Did the organization act as an “on behalf of* 1ssuer for bonds outstanding at any time during the year? 24d
25a Section 501(c)(3) and 501(c){4) organizations. Did the organization engage in an excess benefit transaction with a
disqualified person dunng the year? If "Yes," complete Schedule L, Part | 25a X

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

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

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member

of any of these persons? If "Yes," complete Schedule L, Part Il 27 X
28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV
instructions for applicable filing thresholds, conditions, and exceptions).
a A current or former officer, director, trustee, or key employee? If "Yes, " complete Schedule L, Part IV 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes, " complete Schedule L, Part IV 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an officer,
director, trustee, or direct or indirect owner? If "Yes," complete Schedule L, Part IV 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? if "Yes," complete Schedule M X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If "Yes, " complete Schedule M X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If "Yes," complete Schedule N, Part | 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 256% of its net assets?/f "Yes, " complete
Schedule N, Part Il 32 X
Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301 7701-2 and 301.7701-3? If "Yes, " complete Schedule R, Part | X
34 Was the organization related to any tax-exempt or taxable entity?
If "Yes," complete Schedule R, Parts I, lll, IV, and V, line 1 # X
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)? 35a X
b Did the organization receive any payment from or engage In any transaction with a controlled entity within the meaning of
section 512(b){(13)? If "Yes," complete Schedule R, Part V, line 2 35b X
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-chantable related organization?
If "Yes," complete Schedule R, Part V, line 2 36 X
37 Did the organization conduct more than 5% of its activities through an entity that 1s not a related organization
and that 1s 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 11 and 197
Note. All Form 990 filers are required to complete Schedule O 3 | X
Form 990 (2011)
132004
01-23-12
4
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Form 990 (2011) THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623

Page 5

PartV| Statements Regarding Other IRS Filings and Tax Compliance

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

]

Yes | No
1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable 1a 0
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable 1b 0
c Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to pnze winners? 1c
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements,
filed for the calendar year ending with or within the year covered by this return 2a 0
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? 2b
Note. If the sum of ines 1a and 2a 1s greater than 250, you may be required to e-file (see instructions)
3a Did the organization have unrelated business gross income of $1,000 or more durnng the year? 3a X
b If "Yes," has it filed a Form 990-T for this year? /f “No," provide an explanation in Schedule O 3b
4a At any ttme dunng 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, securties account, or other financial account)? 4a X
b If "Yes," enter the name of the foreign country. P>
See Instructions for filing requirements for Form TD F 90-22 1, Report of Foreign Bank and Financial Accounts
5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? Sa X
b Did any taxable party notify the organization that it was or i1s a party to a prohibited tax shelter transaction? 5b X
c If "Yes," to ine 5a or 5b, did the orgamization file Form 8886-T? 5¢
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit
any contributions that were not tax deductible? 6a X
b If "Yes,” did the organization include with every solicitation an express statement that such contnbutions or gifts
were not tax deductible? 6b
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services provided to the payor? | 7a X
b If *Yes," did the organization notify the donor of the value of the goods or services provided? 7b
¢ D the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
to file Form 82827 7c X
d If "Yes," indicate the number of Forms 8282 filed during the year | 7d |
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? 7e X
f Did the organization, durnng the year, pay premiums, directly or indirectly, on a personal benefit contract? 7f X
g [f the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? 79
h If the organization received a contribution of cars, boats, arplanes, or other vehicles, did the organization file a Form 1098-C? | 7h
8 Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting organizations. Did the supporting
organization, or a donor advised fund maintained by a sponsoring organization, have excess business holdings at any time during the year? * 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the organization make any taxable distnbutions under section 4966? 9a
b Did the orgarization make a distribution to a donor, donor advisor, or related person? 9b
10 Section 501(c)(7) organizations. Enter
a Intiation fees and capital contnbutions included on Part VI, line 12 10a
b Gross receipts, included on Form 990, Part VIii, line 12, for public use of club facilities 10b
11 Section 501(c)(12) organizations. Enter.
a Gross income from members or shareholders 11a
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received from them ) 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filng Form 990 in lieu of Form 10417 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued durnng the year I 12b
13 Section 501(c)(29) qualified nonprofit health insurance issuers.
a Is the organization licensed to issue qualified health plans in more than one state? 13a
Note. See the instructions for additional information the organization must report on Schedule O.
b Enter the amount of reserves the organization 1s required to maintain by the states in which the
organization is licensed to issue qualified health plans 13b
¢ Enter the amount of reserves on hand 13¢c
14a Did the organization receive any payments for indoor tanning services during the tax year? 14a X
b _If "Yes,"” has it filed a Form 720 to report these payments? /f "No," provide an explanation in Schedule O 14b
Form 990 (2011)
132005
01-23-12
5
13080620 755449 ODP001 2011.03060 THE ORPHAN DISEASE PATHWAY ODP001_1
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Form 990 (2011) THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623  Pageb
Part 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 to any question in this Part VI Iz]
Section A. Governing Body and Management
Yes | No
1a Enter the number of voting members of the governing body at the end of the tax year 1a 1
If there are material differences in voting rights among members of the governing body, or if the governing
body delegated broad authority to an executive committee or simifar commuttee, explain in Schedule 0.
b Enter the number of voting members included in line 1a, above, who are independent 1b 1
2 D any officer, director, trustee, or key employee have a family relationship or a business relationshup with any other
officer, director, trustee, or key employee? 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 D the organization make any significant changes to its governing documents since the prior Form 990 was filed? 4 X
5 Did the organization become aware dunng the year of a significant diversion of the organization's assets? 5 X
6 Did the orgamization have members or stockholders? 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 governing body? 7a X
b Are any governance decisions of the organization reserved to (or subject to approval by) members, stockholders, or
persons other than the governing body? 7b X
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year by the following:
a The governing body? 8a X
b Each committee with authority to act on behalf of the governing body? 8b X
9 Is there any officer, director, trustee, or key employee listed in Part VII, Section A, who cannot be reached at the
organization's mailing address? If "Yes, " provide the names and addresses n Schedule O 9 X
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code )
Yes [ No
10a Did the organization have local chapters, branches, or affiliates? 10a X
b If "Yes,"” did the organization have wntten policies and procedures governing the activities of such chapters, affilates,
and branches to ensure thewr operations are consistent with the organization’s exempt purposes? 10b
11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? 11a| X
b Descnbe in Schedule O the process, If any, used by the organization to review this Form 990
12a Did the organization have a wntten conflict of interest policy? If “No," go to line 13 12a| X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise to conflicts? 12b| X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? /f "Yes," describe
in Schedule O how this was done 12¢ | X
13 D the organization have a wntten whistleblower policy? 13| X
14 Did the organization have a written document retention and destruction policy? 14 | X
15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization’s CEO, Executive Director, or top management official 15a X
b Other officers or key employees of the organization . 15b X
If "Yes" to ine 15a or 15b, describe the process in Schedule O (see instructions)
16a Dud the organization invest In, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity dunng the year? 16a X
b If "Yes," did the organization follow a written policy or procedure requinng the organization to evaluate its participation
In Jjoint venture arrangements under applicable federal tax law, and take steps to safeguard the organization's
exempt status with respect to such arrangements? 16b

Section C. Disclosure
17  List the states with which a copy of this Form 990 1s required to be filed »CT , NY
18 Section 6104 requires an organization to make its Forms 1023 (or 1024 f applicable}, 990, and 930-T (Section 501(c)(3)s only) available
for public inspection Indicate how you made these available. Check all that apply
D Own website D Another's website DZ] Upon request
19 Describe in Schedule O whether (and if so, how), the organization made its governing documents, conflict of interest policy, and financial
statements available to the public during the tax year
20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization p»
ROBERT E. GENDREAU - 860-240-8900
ONE STATE STREET, 20TH FLOOR, HARTFORD, CT 06103
732608
01-23-12 Form 990 (2011)
6
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Form 990 (2011)

THE ORPHAN DISEASE PATHWAY PROJECT

27-3862623

Page 7

|Part VII| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors
Check if Schedule O contains a response to any question in this Part VI

[1

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 orgamzation's 1ax year.

® List all of the organization's current officers, directors, trustees (whether indviduals or organizations), regardless of amount of compensation
Enter -0- in columns (D), (E), and (F) if no compensation was paid.
® st all of the organization's current key employees, if any. See instructions for definition of "key employee *
® | st the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee) who received reportable
compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any related organizations
® |ist 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.
® st all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the organization,
more than $10,000 of reportable compensation from 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.

IX] Check this box if neither the orgamzation nor any related organization compensated any current officer, director, or trustee

(A) (B) C) (D) (E) {F)
Name and Title Average | cfe&smg?man one Reportable Reportable Estimated
hours per | box, unless person 1s both an compensation compensation amount of
week officer and a director/trustes) from from related other
(descnbe g the organizations compensation
hours for | S B organization (W-2/1099-MISC) from the
related | 2|2 2 (W-2/1099-MISC) organization
organizations| £ | § gl and related
nSchedule | £ | £ 5| E (225 = organizations
0) HEIHEEIE
(1) GEORGE A, WEISS
TRUSTEE 5.00 (X 0. 0. 0.
132007 01-23-12 Form 990 (2011)

13080620 755449 ODPO0O1
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Form 990 (2011) THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623 Page8
B‘" vii | Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
()] © (D) €) F)
Name and title Average (donot cfegf':"gg than ono Reportable Reportable Estimated
hours Per | pox, untess person ts both an compensation compensation amount of
week officer and a director/trustee) from from related other
(describe | & the organizations compensation
hours for | 5 B organization (W-2/1099-MISC) from the
related | 2| & 2 (W-2/1099-MISC) organization
organizations| £ | 2 8|2 and related
in Schedule g g o é zE 5 organizations
0 HEIHRSE
1b Sub-total > 0. 0. 0.
¢ Total from continuation sheets to Part VII, Section A > 0. 0. 0.
d_Total (add lines 1b and 1c) | 2 0. 0. 0.
2 Total number of individuals (including but not hmited to those listed above) who received more than $100,000 of reportable
compensation from the organization_ p» 0
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee on
ine 1a? If "Yes," complete Schedule J for such individual 3 X
4  For any individual listed on hine 1a, 1s the sum of reportable compensation and other compensation from the organization
and related organizations greater than $150,0007 /f "Yes, " complete Schedule J for such indwidual 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services
rendered to the organization? If "Yes," complete Schedule J for such person 5 X
Section B. Independent Contractors
1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of compensation from
the organization Report compensation for the calendar year ending with or within the organization's tax year.
(B) ©
Name and business address NONE Description of services Compensation
2 Total number of iIndependent contractors (including but not limited to those listed above) who received more than
$100,000 of compensation from the organization P> 0
Form 990 (2011)
132008 01-23-12
8
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Form 990 (2011) THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623  Page9
| Part VIIl | Statement of Revenue
(A (B) (© Revonue
Total revenue Related or Unrelated excluded from
exempt function business tax under
revenue revenue Sg?%?g?é?f,
gg 1 a Federated campaigns 1a
g 3 b Membership dues 1b
‘,,-.E ¢ Fundraising events 1c
g_:j d Related organizations 1d
g‘ € e Government grants (contnbutions) 1e
.g‘L’ £ Al other contributions, gifts, grants, and
§§ similar amounts not included above 1f| 303,700.
g'g g Noncash contributions included in lines 1a-1f $
O8]  h Total. Add lines 1a-1f | - 303,700.
Business Code
g | 2a
Gol ©
(72} 5 c
EE’ d
) e
a f All other program service revenue
g _Total. Add lines 2a-2f »
3 Investment income (including dividends, interest, and
other similar amounts) > 316. 316.
4  Income from investment of tax-exempt bond proceeds P
5 Royalties >
(i) Real (1) Personal
6 a Gross rents
b Less' rental expenses
¢ Rental income or (loss)
d Net rental income or (loss) >
7 a Gross amount from sales of (1) Securnities (i) Other
assets other than inventory
b Less' cost or other basis
and sales expenses
¢ Gain or (loss)
d Net gamn or (loss) >
o | 8 a Grossincome from fundraising events (not
§ including $ of
é contnbutions reported on line 1¢c) See
5 Part IV, ine 18 a
g b Less: direct expenses b
¢ Netincome or (loss) from fundraising events >
9 a Gross income from gaming activities. See
Part IV, ine 19 a
b Less direct expenses b
¢ Net income or (loss) from gaming activities >
10 a Gross sales of Inventory, less returns
and allowances a
b Less. cost of goods sold b
¢ _Net income or (loss) from sales of inventory |
Miscellaneous Revenue Business Code
11 a
b
c
d All other revenue
e Total. Add lines 11a-11d »
12__ Total revenue_Seg instructions. > 304,016. 0. 0. 316.
g3a008 . Form 990 (2011)
9
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Form 990 (2011)

THE ORPHAN DISEASE PATHWAY PROJECT

27-3862623 Page10

| Part IX | Statement of Functional Expenses

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

Check 1f Schedule O contains a response to any question in this Part IX

]

?g rg;t lgglu;e da;r‘;gu:fts P:-fsﬁfd on lines 6b, Total ef;))enses Prog;a(n?)semce Managér(r?ent and Funé?a)lsmg
> 60, 90, penses general expenses expenses
1 Grants and other assistance to governments and
organizations 1n the United States. See Part IV, line 21 285,000. 285,000.
2 Grants and other assistance to individuals in
the United States See Part IV, line 22
3 Grants and other assistance to governments,
organizations, and individuals outside the
United States See Part IV, lines 15 and 16
4 Benefits paid to or for members
5 Compensation of current officers, directors,
trustees, and key employees
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 Other salanes and wages
8 Pension plan accruals and contributions gnciude
section 401(k) and section 403(b) employer contributions)
9 Other employee benefits
10 Payroll taxes
11 Fees for services (non-employees):
a Management 5,643. 5,643.
b Legal
¢ Accounting 6,605, 6,605,
d Lobbying
e Professional fundraising services. See Part IV, line 17
f Investment management fees
g Other
12 Advertising and promotion
13 Office expenses 252. 252.
14 Information technology
15 Royalties
16 Occupancy
17 Travel 39. 39.
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings
20 Interest
21 Payments to affilates
22 Depreciation, depletion, and amortization
23 Insurance
24 Other expenses. ltemize expenses not covered
above. (List miscellaneous expenses In line 24e. If line
24e amount exceeds 10% of line 25, column (A)
amount, hist ine 24e expenses on Schedule 0.)
a MISCELLANEQUS 2,100. 2,100.
b
c
d
e All other expenses
25 Total functional expenses. Add lines 1 through 24e 299,639. 285,000. 14,639, 0.
26 Joint costs Complete this ine only if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising solicitation.
Check here D if following SOP 98-2 (ASC 958-720)
132010 01-23-12 Form 990 (2011)
10
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Form 990 (2011) THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623 Page1d
| Part X [ Balance Sheet
(A) 8)
Beginning of year End of year
1 Cash - noninterest-bearing 2,476.] 1 8,537.
2 Savings and temporary cash investments 5,118.] 2 3,434.
3 Pledges and grants receivable, net 3
4 Accounts receivable, net 4
5 Receivables from current and former officers, directors, trustees, key
employees, and highest compensated employees. Complete Part Il
of Schedule L 5
6 Recewvables 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
" employees’ beneficiary organizations (see instructions) 6
qu? 7 Notes and loans receivable, net 7
& | 8 Inventones for sale or use 8
9 Prepaid expenses and deferred charges 9
10a Land, bulldings, and equipment' cost or other
basis. Complete Part VI of Schedule D 10a
b Less: accumulated depreciation 10b 10c
11 Investments - publicly traded secunties 11
12 Investments - other secunties. See Part IV, ine 11 12
13  Investments - program-related. See Part IV, ine 11 13
14 Intangible assets 14
15 Other assets. See Part IV, line 11 15
116 Total assets. Add lines 1 through 15 (must equal line 34) 7,594.] 16 11,971.
17  Accounts payable and accrued expenses 17
18 Grants payable 18
19 Deferred revenue 19
20 Tax-exempt bond habiihies 20
® |21 Escrow or custodial account hiability. Complete Part IV of Schedule D 21
g 22 Payables to current and former officers, directors, trustees, key employees,
}'3 highest compensated employees, and disqualified persons. Complete Part |l
- of Schedule L 22
23 Secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable to unrelated third parties 24
25 Other liabilities (including federal iIncome tax, payables to related third
parties, and other habilities not included on lines 17-24). Complete Part X of
Schedule D 25
__ 1268 Totalliabilities. Add lines 17 through 25 0./ 26 0.
Organizations that follow SFAS 117, check here P> @ and complete
8 lines 27 through 29, and lines 33 and 34.
% 27  Unrestricted net assets 7,594.| 27 11,971.
g 28 Temporarly restnicted net assets 28
T 29 Permanently restnicted net assets 29
2 Organizations that do not follow SFAS 117, check here | 4 |:] and
s complete lines 30 through 34.
'g 30 Capital stock or trust principal, or current funds 30
5 31 Paid-n or capital surplus, or land, building, or equipment fund 31
% |32 Retaned earnings, endowment, accumulated income, or other funds 32
Z |33 Total net assets or fund balances 7,594.| 33 11,971.
134 Totaliabilities and net assets/fund balances 7,.594.] 34 11,971.
Form 990 (2011)
132011 01-23-12
11
13080620 755449 ODP001 2011.03060 THE ORPHAN DISEASE PATHWAY ODP001_1



Form

990 (201 1) THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623 Pagei2

Part Xl | Reconciliation of Net Assets

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

[]

1 Total revenue (must equal Part Viil, column (A), ine 12) 1 304,016.
2 Total expenses (must equal Part IX, column (A), line 25) 2 299,639.
3 Revenue less expenses. Subtract line 2 from line 1 3 4,377.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)) 4 7,594.
8§ Other changes In net assets or fund balances (explain in Schedule O) 5 0.
6 Net assets or fund balances at end of year. Combine lines 3, 4, and 5 (must equal Part X, ine 33, column (B)) | 6 11,971.

I Part X||| Financial Statements and Reporting

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

]

2a

3a

Accounting method used to prepare the Form 990: l:] Cash 'K] Accrual D Other

Yes | No

If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.

Were the organization’s financial statements compiled or reviewed by an independent accountant?

Were the organization’s financial statements audited by an independent accountant?

If "Yes® to Iine 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant?

If the organization changed either its oversight process or selection process dunng the tax year, explain in Schedule O
If "Yes" to line 2a or 2b, check a box below to indicate whether the financial statements for the year were 1ssued on a
separate basis, consolidated basis, or both

m Separate basts |:| Consolidated basis |:] Both consolidated and separate basis
As a result of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit
Act and OMB Cyrcular A-1337?

If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to undergo such audits.

2a

2b

2c

3a

3b

132012

01-23-12
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SCHEDULE A
(Form 990 or 990-E2)

Department of the Treasury
Internal Revenue Service

OMB No 1545-0047

2011

Open to Public
Inspection

Public Charity Status and Public Support

Complete if the organization is a section 501(c)(3) organization or a section
4947(a)(1) nonexempt charitable trust.
P> Attach to Form 990 or Form 990-EZ. §> See separate instructions.

Name of the organization

Employer identification number

27-3862623

THE ORPHAN DISEASE PATHWAY PROJECT

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

The organization 1s not a private foundation because it 1s* (For lines 1 through 11, check only one box )

1 ]
2 []
a[]
s []

0 850 [0

©o o

A church, convention of churches, or association of churches descnbed in section 170(b)(1){(AXi).

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

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)(AXiii). 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 1.}

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 Il )

An organization that normally receives (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment
income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part Il )

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

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

a |:| Type | b D Type ll c |:| Type Il - Functionally integrated d D Type Il - Other
e E] By checking this box, | certify that the organization 1s not controlled directly or indirectly by one or more disqualified persons other than
foundation managers and other than one or more publicly supported organizations described in section 509(a)(1) or section 509(a)(2).
f If the organization received a written determination from the IRS that it 1s a Type |, Type il, or Type lll
supporting organization, check this box [:]
g Since August 17, 2006, has the organization accepted any gift or contnbution from any of the following persons?
(i) A person who directly or indirectly controls, either alone or together with persons described in (1) and (i) below, Yes | No
the governing body of the supported organization? 114g(i)
(i) A family member of a person described in (j) above? 11g(ii)
(iii) A 35% controlled entity of a person descnbed In () or (i) above? 11giii)
h Provide the following information about the supported organization(s).
(i) Name of supported (ii) EIN (iii) Type of iv) Is the organization| (v) Drd you notify the | {vi} Is the (vii) Amount of
organization organization n col. i) Iisted n your| organization n col. |9fganzation in col support
(described on lines 1-9 oo veraing document?| (i) of your support? (0 org:hn'gfa? nthe e
above or IRC section
(see instructions)) Yes No Yes No Yes No
Total
LHA For Paperwork Reduction Act Notice, see the Instructions for Schedule A (Form 990 or 990-EZ) 2011
Form 990 or 990-EZ.
132021
01-24-12
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SdmmbA@mn%Omgmfamn1THE ORPHAN DISEASE PATHWAY PROJECT

| Part 1l | Support Schedule for Organizations Described in Sections 170(b)(1)(A){iv) and 170(b)}{1)(A)(vi)

27-3862623 Page2

(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part 11, If the organization
fails to qualfy under the tests listed below, please complete Part lil)

Section A. Public Support

Calendar year (or fiscal year beginning in) >

1

6

(a) 2007

(b) 2008

(c) 2009 (d) 2010

(e} 2011

(f) Total

Gifts, grants, contributions, and
membership fees received (Do not
include any "unusual grants.")

433,649.

303,700.

737,349.

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

The value of services or facilities
furnished by a governmental unit to
the organization without charge
Total. Add lines 1 through 3

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

column (f)

Public support. Subtract line 5 from line 4

433,649.

303,700.

737,349.

291,713.

445,636.

Section B. Total Support

Calendar year (or fiscal year beginning in) >

7
8

10

1
12
13

Amounts from line 4

Gross income from interest,
dividends, payments received on
secunities loans, rents, royalties
and income from similar sources
Net income from unrelated business
activities, whether or not the
business Is regularly carned on
Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part IV)

Total support. Add lines 7 through 10

Gross receipts from related activities, etc (see instructions)

(a) 2007

(b) 2008

(c) 2009 {d) 2010

(e) 2011

(f) Total

433,649.

303,700.

737,349.

118.

316.

434.

737,783.

12 |

First five years. If the Form 990 s for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check this box and stop here
Section C. Computation of Public Support Percentage

»[X]

14 Public support percentage for 2011 (line 6, column (f) divided by line 11, column (f))

15 Public support percentage from 2010 Schedule A, Part Il, ine 14
16a 33 1/3% support test - 2011. If the organization did not check the box on line 13, and line 141s 33 1/3% or more, check this box and

18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions

stop here. The organization qualifies as a publicly supported organization

14

%

15

%

»[ ]

b 33 1/3% support test - 2010. If the organization did not check a box on line 13 or 16a, and Iine 151s 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization

17a 10% -facts-and-circumstances test - 2011. If the organization did not check a box on line 13, 163, or 16b, and line 14 1s 10% or more,
and If the organization meets the "facts-and-circumstances” test, check this box and stop here. Explain in Part IV how the organization
meets the "facts-and-circumstances” test The organization qualifies as a publicly supported organization

b 10% -facts-and-circumstances test - 2010. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 1s 10% or

more, and if the organization meets the "facts-and-circumstances” test, check this box and stop here. Explain in Part IV how the

organization meets the “facts-and-circumstances” test. The organization qualifies as a publicly supported organization

»[ ]

»[ ]

[ 1
[ |

132022
01-24-12
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Schedule A (Form 990 or 990-EZ) 2011 Page 3
| Part lli |Support Schedule for Organizations Described in Section 509(a)(2)

{Complete only if you checked the box on line 9 of Part | or if the organization failed to qualify under Part il If the organization fails to
qualfy under the tests listed below, please complete Part 1)
Section A. Public Support
Calendar year (or fiscal year beginning in) > (a) 2007 (b) 2008 {c) 2009 {d) 2010 {e) 2011 (f) Total
1 Gifts, grants, contributions, and
membership fees received (Do not
include any “unusual grants.")
2 Gross receipts from admissions,
merchandise sold or services per-
formed, or facilities furnished in

any activity that 1s refated to the
organization’s tax-exempt purpose

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

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

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

6 Total. Add lines 1 through 5
7a Amounts included on hnes 1, 2, and
3 received from disqualified persons
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 line 13 for the year

¢ Add lines 7a and 7b

8 Public support (Subtract ime 7¢ from line 6 )
Section B. Total Support

Calendar year (or fiscal year beginning in) > {a) 2007 {b) 2008 {c) 2009 (d) 2010 {e) 2011 (f) Total

9 Amounts from line 6
10a Gross iIncome from interest,

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

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

¢ Add lines 10a and 10b

11 Net income from unrelated business
activities not included in line 10b,
whether or not the business 1s
regularly carned on

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

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

14 First five years. If the Form 990 s for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3) organization,

check this box and stop here > |:]
Section C. Computation of Public Support Percentage
15 Public support percentage for 2011 (ine 8, column (f) divided by line 13, column (f)) 15 %
16 Public support percentage from 2010 Schedule A, Part I, line 15 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2011 (ine 10c¢, column (f) divided by line 13, column (f)) 17 %
18 Investment income percentage from 2010 Schedule A, Part [if, ine 17 18 %
19a 33 1/3% support tests - 2011. If the organization did not check the box on line 14, and line 15 1s more than 33 1/3%, and line 17 1s not
more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization | 2 l__—_l
b 33 1/3% support tests - 2010. If the organization did not check a box on line 14 or line 193, and line 16 1s more than 33 1/3%, and
line 18 1s not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization | |:|
20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions » D
132023 01-24-12 Schedule A (Form 990 or 990-EZ) 2011
15
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SCHEDULE D Supplemental Financial Statements YV rh
(Forna 990) P Complete if the organization answered "Yes," to Form 990, 20 1 1
PartlV, line 6,7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b. Open to Public
e ey P> Attach to Form 990. > See separate instructions. Inspection
Name of the organization Employer identification number
THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623

Part | Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if the

organization answered "Yes" to Form 990, Part IV, line 6.

QL WN

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

Total number at end of year

Aggregate contnbutions to (during year)

Aggregate grants from (during year)

Aggregate value at end of year

Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds

are the organization’s property, subject to the organization’s exclusive legal control? |:] Yes E] No
Did the organization inform all grantees, donors, and donor advisors in wnting that grant funds can be used only

for chantable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferning

impermissible private benefit? D Yes I:l No

[Part Il Conservation Easements. Complete if the organization answered "Yes* to Form 990, Part IV, line 7.

1

a o T o

Purpose(s) of conservation easements held by the organization (check all that apply)
1 Preservation of land for public use (e g, recreation or education) |:| Preservation of an historically important land area
|:] Protection of natural habitat |:] Preservation of a certified historic structure
|____| Preservation of open space
Complete lines 2a through 2d if the organization held a qualified conservation contnbution in the form of a conservation easement on the last

day of the tax year.

Held at the End of the Tax Year
Total number of conservation easements 2a
Total acreage restrnicted by conservation easements 2b
Number of conservation easements on a certified historc structure included in (a) 2c
Number of conservation easements included In (c) acquired after 8/17/06, and not on a historic structure
listed in the National Register 2d
Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
year p

Number of states where property subject to conservation easement 1s located P>

Does the organization have a written policy regarding the periodic monitoring, inspection, handling of

violations, and enforcement of the conservation easements it holds? D Yes D No
Staff and volunteer hours devoted to monitoring, iInspecting, and enforcing conservation easements durning the year p>

Amount of expenses incurred N monitonng, Inspecting, and enforcing conservation easements during the year p» $

Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h){4)(B)(})

and section 170(h)(4)(B)(i)? |:] Yes |__—] No
In Part XIV, 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.

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

Complete if the organization answered "Yes" to Form 990, Part IV, ine 8

1a

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

b If the organization elected, as permitted under SFAS 116 (ASC 958), to report In its revenue statement and balance sheet works of art, historical
treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide the following amounts
relating to these items
(i) Revenues included in Form 990, Part VIII, ine 1 > $
(ii) Assets included in Form 990, Part X . > 3

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 Revenues included in Form 990, Part Viii, ine 1 [ 3
b Assets included in Form 990, Part X > 3
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2011
AN
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Schedule D (Form 990) 2011 THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623 Page2
| Part lll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)
3 Using the organization’s acquisition, accession, and other records, check any of the following that are a significant use of its collection items
(check all that apply):
a l:] Public exhibition d D Loan or exchange programs
b [] Scholarly research e D Other
c D Preservation for future generations
4 Provide a descnption of the organization's collections and explain how they further the organization’'s exempt purpose in Part XIV
§ During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization's collection? [_1Yes [ INo
I Part IV | Escrow and Custodial Arrangements. Complete if the organization answered *Yes* to Form 990, Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.
1a Is the organization an agent, trustee, custodian or other intermediary for contnibutions or other assets not included
on Form 990, Part X? (I Yes C_INo
b If "Yes," explain the arrangement in Part XIV and complete the following table:

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

b _If "Yes," explain the arrangement 1n Part XIV.
|Part V| Endowment Funds. Complete if the organization answered "Yes" to Form 990, Part IV, line 10.

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

1a Beginning of year balance
Contnbutions
Net investment earnings, gains, and losses
Grants or scholarships
Other expenditures for facilities
and programs
Administrative expenses

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

a Board designated or quasi-endowment P> %

b Permanent endowment p> %

¢ Temporanly restricted endowment p» %

The percentages In lines 2a, 2b, and 2¢ should equal 100%

3a Are there endowment funds not in the possession of the organization that are held and administered for the organization

® 0o O T

-

by Yes | No
(i) unrelated organizations 3ali)
(i) related organizations 3a(ii)

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

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

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

1a Land

b Builldings

¢ Leasehold improvements
d Equipment

e Other

Total. Add lines 1a through 1e (Column (d) must equal Form 990, Part X, column (B), ine 10(c} ) » 0.

Schedule D (Form 990) 2011
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Schedu|eD(F‘:orm 990) 2011 THE ORPHAN DISEASE PATHWAY PROJECT

27-3862623 Page3

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

(a) Description of security or category
(including name of secunity)

(b) Book value

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

(1) Fmancial derivatives
(@) Closely-held equity interests
(3) Other

A

(5)]

©

(V)]

(E)

)

Q)

(H)

U]

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

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

(a) Description of investment type

(b) Book value

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

M

@

3

@

O]

6

()

8

(9)

(10)

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

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

(a) Description

{b) Book value

0]

@

3

{4

()

(6)

()

(8)

)

(10)

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

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

1. (a) Description of liability

(b) Book value

(1) Federal ncome taxes

@

3

4

(©)]

(6)

(7

8

9

(10)

a1

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

FIN 35 {ASC 740) Footnote In Part XIV, provide the text of the footnote fo the organization's financial statements that reports the organization's liability for uncertain fax positions under

2. _FIN 48 (ASC 740)

132053
01-23-12
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Schedule D {Form 990) 2011 THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623 Page4
| Part XI | Reconciliation of Change in Net Assets from Form 990 to Audited Financial Statements
1 Total revenue (Form 990, Part VIil, column (A), line 12) 1 304,016.
Total expenses (Form 990, Part IX, column (A), ine 25) 299,639.
Excess or (deficit) for the year. Subtract hne 2 from iine 1 4,3717.
Net unrealized gains (losses) on investments
Donated services and use of facilities
Investment expenses
Prior peniod adjustments
Other (Describe in Part XIV)
Total adjustments (net). Add lines 4 through 8
10__Excess or (deficit) for the year per audited financial statements. Combine lines 3 and 9 10 4,377,
{Part XIl [ Reconciliation of Revenue per Audited Financial Statements With Revenue per Return
1 Total revenue, gains, and other support per audited financial statements 1 334,218.
2 Amounts included on line 1 but not on Form 990, Part VIIl, line 12
a Net unrealized gains on investments 2a
b Donated services and use of facilities 2b 30,202.
¢ Recoveries of prior year grants 2c
d
e

© 0O ~NOOO P2 WN
©® N O O [ [N

Other (Describe in Part XIV) 2d
Add lines 2a through 2d 2 30,202,
3 Subtract line 2e from ine 1 3 304,016.
4 Amounts included on Form 990, Part VI, ine 12, but not on line 1
a Investment expenses not included on Form 990, Part VIlI, ine 7b 4a
b Other (Describe In Part XIV.) 4b
¢ Add lines 4aand 4b ac 0.
5 Total revenue Add lines 3 and 4c. (This must equal Form 990, Part |, ine 12.) 5 304,016.
[Part Xlll| Reconciliation of Expenses per Audited Financial Statements With Expenses per Return
1 Total expenses and losses per audited financial statements 1 329,841.
2 Amounts included on line 1 but not on Form 890, Part IX, line 25
Donated services and use of facilities 2a 30,202.
Prior year adjustments 2b
Other losses 2c
Other (Describe in Part XIV) 2d
Add lines 2a through 2d 2e 30,202.
3 Subtract line 2e from line 1 3 299,639.
4 Amounts included on Form 890, Part IX, line 25, but not on line 1.
a Investment expenses not included on Form 990, Part VIl|, ine 7b 4a
b Other (Describe in Part XIV) 4b
¢ Add lines 4a and 4b 4c 0.
5 _Total expenses Add lines 3 and 4c. (This must equal Form 990, Part I, line 18.) 5 299,639,
| Part XIV] Supplemental Information
Complete this part to provide the descnptions required for Part Il, ines 3, 5, and 9, Part {11, fines 1a and 4; Part IV, ines 1b and 2b; Part V, line 4, Part
X, line 2; Part XI, ine 8; Part XlI, ines 2d and 4b; and Part XlIl, ines 2d and 4b Also complete this part to provide any additional information

O a0 T o

Schedule D (Form 990) 2011

132054
01-23-12

25
13080620 755449 ODPOO1 2011.03060 THE ORPHAN DISEASE PATHWAY ODP001_1



(11.02) (066 wiod) | SINPaYOS

k4

ct-l2-10 LoL2eL

‘066 WJO4 IO} SUORONLSU| 8} 83S ‘aDIJON 10V UONONpaYy Momiaded 104  H1

4

°C

<
<

9|qE} | oul] 8U} Ul pa)si| SUoieziuebIo 1agjo JO Joquinu [e10} Jou3 ©
8|ge) | |ul| 8y} ul pals!| suoneziueblo Juswwanob pue (£)(9) 1 0G Uoioas JO 1Isquunu [B1o} B3 g

aNOd ASdOIE NIHENTVLY ARA"0 T000 02 (€)(D)1T09 99TTSET-€T 88E€V-V0T6T ¥d VIHATAAVIIHA
@IVAFTINOG WIAINAD DIAID IITULIS HIVE
VYIHdTAAYIIHd J0 TVIIdSOH SNINATIHD
ASVASIA NVHJAUQ AR 0 "000 692 {€)(D)T109 GS89ZSET-€T S0Z9-%0T61
¥Od MIAINAD NNIJ FHI vd 'VIHATAAVIIHA - ONIATINd
NITINVEd €€% ' LATNLS INNTVM TSVE
VINVATASNNAL 40 XAIISYFAINA
. leyio aoUB)SISSE
BOUB}SISSE 10 ooueisisse yseouou| JESTEIAdE ‘AN yses-uou JuelB yseo ajqeondde yi JBLIWIBAOS IO
wiesb jo asoding (U) 10 uonduossaq (6) xmvoww“MHﬁW Jo junowy (3) | jo unowy (p) uoioas DY (2) N3 (Q) uoneziuebio Jo ssaippe pue awep (e) L

[ ] «

Papaau S 90Bds [BUOKIDPE J PajedNdnp aq UEd || Hed 000'G$ UeU} 810L paAiadal Jusididoal auo ou i Xoq SIUY %9940 "000 G4

uey} 810w paA@dad Jey; juaidioal

Aue 10} L2 BUI| ‘Al HBd ‘066 WIo4 0} ,S3A, Palomsue uoieziuebio ayy yi a19idwo) "sa1elg pallun 8y Ui suofeziueb.iQ PUe SJUAILIBAOK) 0} @OUBISISSY JOYIQ Pue sjueln _ Il ved _

SO18IS PaNUf) 843 Ut SpUny JUBID JO 85N 84} BULO}IUOW 10} S81Npadoid S,UCNEZIUEDIO oU} A| Hed Ul equosag ¢

ON[] S9A[X] £82UB]SISSE IO SJURIb ay) pJeme O] pasn BLaID
UONOBISS BU] PUB ‘9oUB)SISSE JO SjuelB ayy 10§ ANnqiBie ssejurib ay) ‘eour)sisse Jo sjueib ay) JO JUNOWE sy) djenjueISgNs O} SpI0dal Urejulew uoneziuebio ayy seoq
92UB}SISSY pu SJUBIY) UO UOIIEULIO| [BISUSY) | Led
£€C9298¢-LC Lodf0¥d AYMHILVd HSVHSIA NYHJYO WHL

Jaquinu uonesynuapl dhojdwgy

uoneziueBlo ay) Jo aweN

uonoadsuj
alqnd o3 uadp

LLOC

1¥00-S¥SL ON WO

*066 W04 01 yoeny «

*Z2 10 1.2 3ul] ‘Al Hed ‘066 WJo4 0} ,SA,, palomsue uoneziuebio ayj} yI 81a|dwon

$9}B1S PSYIUN 8y} Ul S|ENPIAIPU| PUB ‘SIUSLLIUIBAOL)
‘suonjeziuebiQ 0} 99UR]SISSY JAYJO PUB SJURID)

30IAIBS BNUBASY [BUIB)U)
Ainsealy eyj j0 Juswpredaq

(066 wiod)
1 37INA3HOS



(1102) (066 wod) | 2INpayos

N..N ZL-12-10 20L2¢EL

*NOISSIW S.NOILYANNOA HHI HLIM HNIT NI J¥SN ONIdd SI

YYTIOA A¥EAd LVHI SHYNSNE ANV SLSOD TIV SMOVAL ATLNAONAJHANI NOILVANNOd HHL

*SANNA HHL DNIATIHDHEY NOILVZINVOYO HHI A8 QESN HYV SINVYD T1IV¥Y MOH ONIHOLINORW

NI JEATOANI ATHATLOV SI NOILVANNOA HHL :Z ENIT "I I¥¥d 'I JINALHOS

"UOIEULIOJUI JBUOHIDPE 1810 AUB pUe Z sul ') HEd Ui paainbai ucieuliojul 8 opircid o] ped siy) 839/dwo)) "UOREWIO U] [eyustuaddng _ Al Hed

90UBISISSE YSBI-UoU Jo uonduosag (3)

(1ay30 ‘fesresdde * AW4 Hooq) 3Jue]sIsse Ysed weib yseo sjuaidival
UuOlEN|BA JO POYIaA (3) -uou Jo unowy (p)[  jo Junouny (9) | y0 Jequuny (a) aoue)sisse 10 Jueib jo adA ] (e)

T abed

‘papaau si 99edS [BUOIIPPE JI PaIEDIdNP 8q UBD (|| Led
"g2 dull ‘Al Hed ‘066 Wiod 0} ,S9A, pasamsue uoneziuebio ayy yi 819/dWwoD ‘S91LIS PajUN Y} Ul SIENPIAIPU] 0} SJUBJSISSY JALYIO PUE SjuBD ___tma _

£C9798¢E-LT

LOALO¥d AVMHILVd dASVASIA NYHJYO HHL - (1L02) (066 WIod) § SINpayds



SCHEDULE O Supplemental Information to Form 990 or 990-EZ YT YrE

(Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 2 0 1 1

Department of the T Form 990 or 990-EZ or to provide any additional information. Open to Public

Intoma Fovenuo Sora Y P> Attach to Form 990 or 990-EZ. Inspection

Name of the organization Employer identification number
THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623

FORM 990, PART VI, SECTION A, LINE 8A: THE ORGANIZATION IS A TRUST THAT IS

MANAGED BY ONE TRUSTEE. THEREFORE, NO MEETINGS OR WRITTEN ACTIONS WERE

HELD OR UNDERTAKEN.

FORM 990, PART VI, SECTION A, LINE 8B: THE ORGANIZATION IS A TRUST THAT IS

MANAGED BY ONE TRUSTEE. THEREFORE, NO MEETINGS OR WRITTEN ACTIONS WERE

HELD OR UNDERTAKEN.

FORM 990, PART VI, SECTION B, LINE 11: THE ORGANIZATION WILL PROVIDE THE

SOLE TRUSTEE OF THE ORGANIZATION A COPY OF THE FORM 990 FOR REVIEW BEFORE

IT IS FILED.

FORM 990, PART VI, SECTION B, LINE 12C: THE ORGANIZATION IS A TRUST

MANAGED BY ONE TRUSTEE. THE TRUSTEE AT ALL TIMES ENDEAVORS TO AVOID ANY

CONFLICT BETWEEN THEIR OWN PERSONAL OR PROFESSIONAL INTERESTS AND THE

INTERESTS OF THE ORGANIZATION WHEN TAKING ANY ACTION ON BEHALF OF THE

ORGANIZATION.

FORM 990, PART VI, SECTION C, LINE 19: ALL GOVERNING DOCUMENTS OF THE

ORGANIZATION ARE AVAILABLE TO THE PUBLIC UPON REQUEST. THE PUBLIC CAN

UTILIZE THE CONTACT INFORMATION PROVIDED IN SECTION C TO REQUEST THIS

INFORMATION.

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2011)
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Sched‘ule R (Form 990) 2011 THE ORPHAN DISEASE PATHWAY PROJECT 27-3862623 Page 5
| Part VIl | Supplemental Information
Complete this part to provide additional information for responses to questions on Schedule R (see instructions)
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Fom 8868 Application for Extension of Time To File an

(Rev. January 2012) Exempt Organization Return OMB No 15451709
E:E::T:::::J:Z:SZS:W D> File a separate application for each return.

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

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

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

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

Llﬁxrt I | Automatic 3-Month Extension of Time. Only submit original (no copies needed).

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

Part | only » [ ]

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

Type or Name of exempt organization or other filer, see instructions Employer identification number (EIN) or
print
otyne | -LHE ORPHAN DISEASE PATHWAY PROJECT [(X] 27-3862623
duedate for | Number, street, and room or suite no. If a P O box, see instructions Social securnity number (SSN)
finoyow | ONE STATE STREET, 20TH FLOOR
wstructions | City, town or post office, state, and ZIP code. For a foreign address, see instructions
HARTFORD, CT 06103-3110

Enter the Return code for the return that this application is for (file a separate application for each return) m
Application Return | Application Return
Is For Code |lIs For Code
Form 990 01 Form 990-T (corporation) 07
Form 990-BL 02 Form 1041-A 08
Form 990-EZ o1 Form 4720 09
Form 990-PF 04 Form 5227 10
Form 990-T (sec 401(a) or 408(a) trust) 05 Form 6069 11
Form 990-T (trust other than above) 06 Form 8870 12

ROBERT E. GENDREAU
® The books are inthe care of » ONE STATE STREET, 20TH FLOOR - HARTFORD, CT 06103

Telephone No > 860-240-8900 FAX No. p»
® If the organization does not have an office or place of business in the United States, check this box > ]
® If this 1s for a Group Return, enter the organization’s four digit Group Exemption Number (GEN) . If this 1s for the whole group, check this

box P [:l . If it 1s for part of the group, check this box P> D and attach a hist with the names and EINs of all members the extension is for
1 |request an automatic 3-month (6 months for a corporation required to file Form 990-T) extension of time until
AUGUST 15, 2012 , to file the exempt organization retum for the organization named above The extension
1s for the organization’s return for:
p [X] calendar year 2011 or
» [_| tax year beginning , and ending

2  If the tax year entered in ine 1 s for less than 12 months, check reason |:] Inttial return D Final return
Change in accounting period

3a |f this application Is for Form 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any
nonrefundable credits. See instructions 3a | $ 0.
b If this application is for Form 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 Iine 3b from line 3a. Include your payment with this form, if required,
by using EFTPS (Electronic Federal Tax Payment System). See istructions 3cl $ 0.
Caution. If you are going to make an electronic fund withdrawal with this Form 8868, see Form 8453-EO and Form 8879-EQ for payment instructions
LHA  For Privacy Act and Paperwork Reduction Act Notice, see Instructions. Form 8868 (Rev 1-2012)
123841
01-04-12
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