EXTENDED TO NOVEMBER 15, 2016

= = OMB No. 1545-0047
990 Return of Organization Exempt From Income Tax -
Form Under section 501{c), 527, or 4947(a}{1} of the Internal Revenue Code (except private foundations) 0 1 5
Department of the Treasury P Do not enter social security numbers on this form as it may be made public. Open to Public
Intemal Revenus Service P Information about Form 990 and its instructions is at www.irs.gov/form990. inspection
A For the 2015 calendar year, or tax year beginning and ending

B Checkif G Name of organization

applicable:

NATIONAL ORGANIZATION FOR RARE

[ Jhddess | prsompErs, INC.

D Employer identification number

D:‘;ﬁ“n?a Doing business as 13-3223946
LS Number and street (or P.0. box if mail is not deiivered to street address) Room/suite | E Telephone number
Elnall) 1900 CROWN COLONY DRIVE, 4TH FLOOR 617-249-7300
fermin-
ied City or town, state or province, country, and ZIP or foreign postal code G Gross raceipts § 20,697,768,

[ JAmended]  opIncy, MA 02169
[__Jieele= I'r Name and address of principal officer:PETER SALTONSTALL

pending

H(a) Is this a group return

SAME AS C ABOVE

for subordinates? |:|Yas EI No

H(b) Are all subordinates included? Ij Yes I:I No

| Tax-exempt status: [x | 5079(c)(3) [ ] 501(c) (

yd (insertno.) L] 4947(a)(1) or L1527 I "No," attach a list. (see instructions)

J Website: p WWW.RAREDISEASES,ORG

H{c) Group exemption number P

K_Form of organization: Lx | Corporation | [Trust [ | Association [ | Otherp»

[ L Year of formation: 1983 | M State of legal domicile: NY

[Part 1] Summary

o | 1 Briefly describe the organization’s mission or most significant activities: A PATIENT ADVOCACY ORGANIZATION
§ DEDICATED T¢ INDIVIDUALS WITH RARE DISEASES AND THE ORGANIZATIONS
g 2 Check this box P Ll ifthe organization discontinued its operations or disposed of more than 25% of its net assets.
3 | 3 Number of voting members of the goveming body (Part VI, line 18} . | 3 15
S 4 Number of independent vaoting members of the goveming body (Part Vi, line1b) . ... 4 15
$ | 5 Total number of individuals employed in calendar year 2015 (Part V, line2a} .. ... ... 5 61
£ | 6 Total number of volunteers (estimate if necessary) 6 22
E 7 a Total unrelated business revenue from Part VIIL, column (C), line 12 7a .
b Net unrelated business taxabie income from Form 890-T, line34 . ... .. iiiiiiiiiiiiiaeiess 7b .
Prior Year Current Year
o | 8 Contributions and grants (Part VI, line 1h) 25,087,368, 18,746,207,
E 9 Program service revenue (Part VIl line2gy . . 2,243 553, 1,576,783,
é 10 investment income (Part VIIl, column (A}, lines 3,4, and 7d) ... ... 20,445, 23,000,
11 Other revenue (Part VIII, column (A), lines 5, 6d, 8¢, 9¢, 10c,and 11€) ... . 216,526, 102 443,
12_ Total revenue - add lines 8 through 11 (must equal Part VIIl, column (A), line 12) ......... 27,567,838, 20,448 445,
13 Grants and similar amounts paid (Part IX, column (&), ines1-3) ... 17,152,230, 13,356,507,
14 Benefits paid to or for members (Part IX, column (&), line 4) . 0. 0.
@ | 15 Salaries, other compensation, employee benefits (Part {X, column (A), lines 5-10) .. . 3,436,513, 3,891,117,
g 16a Professional fundraising fees (Part IX, column (A), line11e) . ... 0. 0.
g b Total fundraising expenses (Part X, column {D}, line 25} P> 1,032,906
Wz Other expenses (Part IX, column (A}, lines 11a-11d, 11#24e) . .. . ... 4,639,009, 4,302,105,
18 Total expenses. Add lines 13-17 (must equal Part IX, column (&), line25) 23,227,752, 19,549,723,
19 Revenue less expenses. Subtractline 18 fromline 12 ... 4,340,146, 898,716,
58 Beginning of Gurrent Year End of Year
%% 20 Totalassets (Part X, line 16) 15,275,953, 13,751,505,
<5| 21 Total liabilities (Part X, N8 26) ] 5,175,610, 2,767,266,
25| 20 Net assets or fund balances. Subtract line 21 from ine20 ... 10,100,343, 10,984,239,

I_art T | Signature Bloc

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 is
true, correct, and complete. Declaration of preparer (other than officer) is based on all information of which preparer has any knowledge.

I

Sign } Signature of officer Date
Here PETER SALTONSTALL, CHIEF EXECUTIVE OFFICER
Type or print name and title
Print/Type preparer's name Preparer's signature Date . ][ PN
Paid OBIN EKELLEY, CPA ROBIN KELLEY, CPA 10/07/16 S,HmEm!ed P(00540259

Preparer | Firm's name p ALEXANDER, ARONSON, FINNING & CO., P.C.
Use Only | Firm's address > 21 EAST MAIN STREET

Firm's EIN > 04-2571780

WESTBORO, MA 01581

Phone no.508-366-2100

May the IRS discuss this retumn with the preparer shown above? (see insiructions)

(2 [Yes [ |No

532001 12-18-15  LHA For Paperwork Reduction Act Notice, see the separate instructions.

SEE SCHEDULE O FOR ORGANIZATION MISSION STATEMENT CONTINUATION

Form 890 (2015)



NATIONAL ORGANIZATION FOR RARE

Form 990 (2015) DISORDERS, INC, 13-3223946 Page 2
tatement of Program Service Accomplishments

Check if Schedule O contains a response orneteto any line inthis Part Ul ...

1 Briefly describe the organization's mission:
A UNIQUE FEDERATION OF VOLUNTARY HEALTH ORGANIZATIONS DEDICATED TO

HELPING PEOPLE WITH RARE ORFHAN DISEASES AND ASSISTING THE
ORGANIZATIONS THAT SERVE THEM, NORD IS COMMITTED TO THE
IDENTIFICATION, TREATMENT, AND CURE OF RARE DISORDERS THROUGH PROGRAMS

2 Did the organization undertake any significant program services during the year which were not listed on
the prior Form 880 or 990-EZ7 ettt
If "Yes," describe these new services on Schadule O.

3 Did the organization cease conducting, or make significant changes in how it conducts, any program services? ... [_Ives [x INo
If "Yes," describe 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 are required to report the amount of grants and allocations to others, the total expenses, and
revenus, if any, for each program service reported.

4a (Code: } (Expenses $ 14,338,019, including grants of $ 13,131,683, ) (Revenue$ 1,879 561,
PATIENT SERVICES PROVIDES PATIENT ASSISTANCE PROGRAMS INCLUDING FREE
DRUG, PREMIUM AND CO-PAY ASSISTANCE, TRAVEL AND LODGING ASSISTANCE FOR
CLINICAL TRIALS, AND EXPANDED EMERGENCY AND ANCILLARY ACCESS PROGRAMS.

4b  (code: ) {Expenses § 887,418, including grants of § } (Revenue $ )
MEMBERSHIF AND EDUCATION PROVIDES TRAINING AND MENTORING TO ASSIST RARE
DISEASE PATIENT ORGANIZATIONS IN ACHIEVING THE HIGHEST POSSIBLE LEVEL
OF SERVICE TO THEIR MEMBERS WHILE ADOPTING BEST FRACTICES AND ADHERING
T0 ACCEPTED NON-PROFIT STANDARDS, ALSCQ, PATIENT AND FAMILY EDUCATION,
HEALTH PROFESSIONAL EDUCATION, AND PUBLIC AWARENESS PROGRAMS ARE
QFFERED THROUGH EXTENSIVE ONLINE, ELECTRONIC, IN-PERSON, AND IN-PRINT
EDUCATIONAL RESOURCES AND PROGRAMS,

dc  (Code: ) [Expenses § 663,907, including grants of $ } (Revenue $ )
ADVOCACY SERVES AS THE LIASON BETWEEN THE RARE DISEASE COMMUNITY AND
NATIONAL INSTITUTICNS THAT HAVE A DIRECT IMPACT ON THE HEALTH OF THE
THIRTY MILLION AMERICANS LIVING WITH RARE DISEASES, INCLUDING THE U.5,
CONGRESS, FOCD AND DRUG ADMINISTRATIONS, AND NATIONAL INSTITUTES OF

HEALTH.

4d Other program services (Describe in Schedule O.)
{Expenses $ 646 . 623, in¢luding grants of $ 224 818 -) (Revenue $ )

4e _Total program service expenses 16,635,968,

532002
12-16-15

Form 990 (2015)



NATIONAL ORGANIZATION FOR RARE

Form 990 (2015 DISORDERS, INC, 13-3223946 Page 3
|_|V(]Part 'C_)_hecklist of Required Schedules
Yes | No
1 Isthe organization described in section 501{(c){3} or 4947(aj(1) (cther than a private foundation)?
If "Yes," complete Schedule A 1 X
2 |sthe organization required to complete Schedufe 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, " Complate SeRetUle €, Part f 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 | | | e 4 | X
5 s the organization a section 501(c){4), 501(c)(5), or S01(c)(6) organization that receives membership duses, assessments, or
similar amounts as defined in Revenue Procedure 98-197 If "Yes," complete Schedule C, Partttt . 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? if "Yes, " complete Schedule D, Part | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve cpen space,
the environment, historic land areas, or historic structures? If "Yes," complele Schedulte D, Partif 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes, " complete
Sehedule D, Part 8 x
9 Did the organization report an amount in Part X, line 21, for escrow or custodial account liability, serve as a custedian for
amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation services?
I Yes,  COmMPIEte SONCGUIE D, Part IV 9 X
10 Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments, permanent
endowments, or quasiendowments? If "Yes," complete Schedule D, Part V. B . 10 X
11 If the organization's answer to any of the fellowing questions is "Yes," then complete Schedule D, Parts VI, VII, VIII, IX, or X
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 102 if "Yes," complete Schedule D,
OO OTNOROUTTO. .. SN . OO 11a| X
b Did the organization report an amount for investments - other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes," complete Schadule D, Part VIl 11b X
¢ Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, ling 167 If "Yes," complete Scheduia D, Part VIl 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 I e, 1id | X
e Did the organization report an amount for other liabilities in Part X, line 257 If "Yes, " complete Schedule D, Part X 11e X
f Did the organization's separate or consclidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)7? If "Yes, " complete Schedule D, Part X 117 | X
12a Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes, " complete
Schedule D, Parts XIand 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 Schedule D, Parts Xl and Xif is optional 12h X
13 Is the organization a school described in section 170(b)(1)(A)i)? If "Yes," complete Schedule E . 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? 14a 2
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 Scheale F, Parts 1 and IV 14b X
15 Did the organization report on Part IX, column {A)}, line 3, more than $5,000 of grants or cther assistance to or for any
foreign organization? If "Yes, " complete Schedule [, Parts 11 and IV i5 | X
16 Did the organization report on Part X, column (&), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? /f "Yes," complete Schedule F, Parts iff an@tty 16 | X
17  Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column {A), ines 6 and 11e? If "Yes," complete Schedule G, Part | 17 X
18 Did the organization report mors than $15,000 total of fundraising event gross income and ceontributions on Part VI, lines
1cand 8a? If "Yes," complete Schedule G, Part Il e, 8| X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a? #f "Yes,"
complete Schedule G, Part lll o oo 19 X
Form 990 (2015)
532003

12-16-15



NATIONAL ORGANIZATION FOR RARE

Form 990 (2015) __ DISORDERS, INC. 13-3223946 Page4
[Part IV | Checklist of Required Schedules (continusd)

Yes | No
20a Did the orgarization operate one or more hospital facilities? /f "Yes," complete Schedule H ... 20a X
b If "Yes" to line 20a, did the organization attach a copy of its audited financial statements to this retum? ... .. 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part 1%, column (A), line 12 if "Yes," complete Schedule |, Parts tand il .. 21 | X
22 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 If "Yes," complete Schedule l, Parts fand e 22 | X

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

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

Schedule K IF"NO", gD IO HINE 258 | et 24a b
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? ... 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
any tax-exempt DONOST | ... s 24c
d Did the erganization act as an "on behalf of" issuer for bonds outstanding at any time during the year? 24d
25a Section 501(c){(3), 501(c}4}, and 501(c}(29) organizations. Did the organization engage in an excess benefit
X

transaction with a disqualified person during the year? if "Yes," complete Schedule L, Part! ... 25a
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 besn reported on any of the organization’s prior Forms 990 or 990-EZ? /f "Yes, " complete
Schedule L, PATT e s e 25b X
26 Did the organization report any amount on Part X, line 5, 6, or 22 for recevables from or payables to any current or
former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons? If "Yes,"
complete Schedule L, Partll e e s 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 lll s 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, trustese, or key employee (or a family member thersof} was an officer,
director, trustee, or direct or indirect owner? If “Yes," complete Schedule L, Part IV e, 28c X
29 Did the organizaticn receive maore than $25,000 in non-cash contributions? If "Yes," complate Schedule M | ... 29 X
30 Did the organization recsive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? if "Yes," complete Schedule M et 30 b
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If "Yes," complete Schedufe N, Parti || s 3 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes," complete
SOROTUIE N, At et eeeee e 32 x
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-37 If "Yes, " complete Schedule R, Part | e, 33 X
34 Was the organization related to any tax-exempt or taxable entity? /f "Yes, " complete Schedute R, Part Il, Ilf, or IV, and
PV, 08 T e eeeee e 34 x
85a 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)7 If "Yes," complete Schedule R, Part V. line 2 . . ... 35b
36 Section 501(c){3) organizations. Did the organization make any transfers to an exermpt non-charitable related organization?
If "Yes," complete Schedule B, Part V, 0 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? If "Yes," complete Schedule R, PartVI - 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 19?
Note. All Form 990 filers are required to complete Schedule O .o 38| X
Form 990 (2015)
532004

12-16-16



NATIONAL ORGANIZATION FOR RARE

Form 990 (2015 __ DISORDERS, INC. _ 13-3223946 Page5
ements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains aresponse or nate to any lineinthisPartv []
Yes | No
1a Enter the number reported in Box 3 of Form 1096. Enter O-ifnotapplicable | 1a 27
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
{gambling) winnings 0 PriZe WINMBIS? | ... .. .. ...c..iiiieriri ettt eee e eee e eee ooz eee oo eee e en e 1c | X
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 thisreturn .. 2a 61
b K at least one is reported on line 2a, did the organization file all required federal employment tax returns? 2b | X
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-fife (see instructions)
3a Did the organization have unrelated business gross income of $1,000 ormore duringthe year? . 3a .
b If "Yes," has it filed a Form 290-T for this year? /f "No, " to line 3b, provide an explanation in Schedueo 3b
4a At any time during the caiendar 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 financiaf accounty? . da X
b If "Yes," enter the name of the forsign country: P
See instructions for filing requirements for FinCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
5a Was the organization a party to a prohibited tax shelter transaction at any time during the taxyear? Ba X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? . . 5b X
¢ If "Yes," toline 5a or 5b, did the organization file Form 8886-17 5c
6a Dees the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit
any contributions that were not tax deductible as charitable contributions? = BB e 6a X
b if "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
were not tax deductible? || i et e bbb 6h
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? . ... 7h | X
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
tofile FOrm 82827 ..o e Tc X
d [If "Yes," indicate the number of Forms 8282 filed during the vear
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contrast? . ... 7o X
f Did the organization, during 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? | 7g
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? | 7h
8 Sponscring organizations maintaining donor advised funds. Did a donor advised fund maintained by the
sponsoring organization have excess business holdings at any time during the year? 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section 49667 9a
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person? 9b
10 Section 501{c){7) organizations. Enter:
& Initiation fees and capital contributions included on Part VIll, line 12 . 10a
b Gross receipts, included on Form 990, Part V|, line 12, for public use of club facilities 10b
11 Section 501(c}{12) organizations. Enter:
a Gross income from mernbers or sharsholders 11a
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received fromthem.) e 11b
12a Section 4947{a){1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued duringthe year ... | 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 crganization must report on Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization i licensed to issue qualified health plans 13b
¢ Enterthe amount of reserves on Mand 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? If "No," provide an explanation in Schedule O . ... .. . ... 14b
Form 990 (2015)
532005

12-16-15



NATIONAL ORGANIZATION FOR RARE

Form 990 (2015) DISORDERS, INC, 13-3223946 Page [
overnance, Management, and Disclosure For sach "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 0. See instructions.

Check if Schedule O contains a response or note to any line in this PArt VI e [x]
Section A. Governing Body and Management
Yeos | No
1a Enter the number of voting members of the governing body at the end of the tax year .. 1a 15
If there are material differences in voting rights among members of the governing body, or if the gaverning
body delegated broad authority to an executive committee or similar committee, explain in Schedule 0.
b Enter the number of voting members included in line 1a, above, who are independent ... 1b 15
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustes, or key eMPlOYES? e 2 .
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 govemning decuments since the prior Form 990 was filed? ... 4 X
5 Did the organization become aware during the year of a significant diversion of the organization’s assets? .. 5 X
6 Did the organization have members or stockholders? e 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 QOVEMING DOOYT e et e 7a X
b Are any govemnance decisions of the organization reserved to (or subject to approval by) members, stockholders, or
persons other than the goveming body? s et b X
8  Did the organization cantemporaneously document the meetings held or written actions undertaken during the year by the following:
a Thegoverning BOOY? . e 8a | X
b Each committes 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 addressesin 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 written policies and procedures governing the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with the organization's exempt PUIBOSES ? e, 10b ] X
11a Has the organization provided a complete copy of this Form 890 to all members of its goveming body before filing the form? | 11a| X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990.
12a Did the organization have a written conflict of interest policy? /f "No," go tofine 13 ... 12a | X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise to conflicts? ... 12| X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes," describe
in Schedule O how this WaS dORE e 12c | X
13 Did the organization have a written whistleblower POICY? e s 13 | X
14  Did the organization have a written document retention and destruction palicy? ... 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 CEQ, Executive Director, or top management official ... 15a| X
b Other officers or key employees of the organization e 15b | X
If "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
faxable ety QURING 18 YOI et et a ettt et sh e m e en e ab e 16a x
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? ... e R T 16b

Section C. Disclosure

17  List the states with which a copy of this Form 990 is required to be filed pCT NY AK, AL AZ, CA,CO,FL,GA, IL, IN KS

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.

E Own website |:| Another's website E Upon request |___] Other fexplain in Schedule O)

19 Dsscribe 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: >
PETER SALTONSTALL - 617-249-7300
1500 CROWN COLONY DRIVE, 4TH FLOOR, QUINCY, K MA 02169

532008 12-16-15 SEE SCHEDULE O FOR FULL LIST OF STATES Form 990 (2015)




NATIONAL ORGANIZATION FOR RARE

Form 990 {2015) DISORDERS, IEC. __ _ _ 13-3223946 Page 7
Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors

Check if Schedule O contains a response or noteto any lineinthisPart VIl |:I

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 cfficers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.
Enter -0- in columns (D), (B), and (F) if no compensation was paid.
® List all of the organization's current key employees, if any. See instructions for definition of "key employes."

® List the organization’s five current highest compensated employees (other than an officer, director, trustee, or key employes) whao 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 employges, and highest compensated employees who recsived more than $100,000 of
reportable compensation from the organization and any related organizations.
® List all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the organization,
more than $10,000 of reportable compensation from the organization and any related organizations.
List persons in the following order: individual trustees or directors; institutional trustees; officers; key employees; highest compensated employees;
and former such persons.

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

A ()] (C) ) E) F)
Name and Title Average | oo cfgfmg;‘man one Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week il ) from from related other
istany |2 the organizations compensation
hours for % B organization (A~2/1099-MISC) from the
related é g a (W-2/1099-MISG) organization
organizations| = | 5 g |E and related
below |[2|€]|.|E|5E| s organizations
ine) |5 |E|E|5|SE[S
(1) SHELDON M, SCHUSTER, PH.D, 2.00
CHAIR X X 0. 0. 0,
{2) STEPHEN GROSSMAN 2,00
DIRECTOR X 0. 0. 0.
(3) JONATHAN HAINES, PH,D 2,00
DIRECTOR b4 0, 0. 0.
{4) FREDERICK BARR, MD 2,00
DIRECTOR X 0, 0. 0.
(5) EEVIN MCNAUGHT, PH,D 2.00
DIRECTOR x 0. 0. 0.
(6) CHARLES A. MOHAN, JR. 2.00
DIRECTOR X 0. g, 0.
(7) KIM HOLLANDER 2,00
DIRECTOR - RESIGNED OCTOBER 2015 X 0. 0. 0.
(8) PAT FURLONG 2,00
DIRECTOR X 0. 0. 0,
(9} SARAH KRUG 2,00
DIRECTOR x 0. 0. 0.
(10) MARYBETH KRUMMENACKER 2.00
DIRECTOR X 0, 0. 0.
{11) E. MICHAEL SCOTT 2.00
DIRECTOR X 0. 0. 0.
{12) FRANK J, SASINOWSKI 2,00
DIRECTOR - RESIGNED OCTOBER 2015 X 0. 0. 0.
(13) PRESTON WHITE CAMPBELL, III, MD 2,00
DIRECTOR X 0. 0. 0,
(14} ANTHONY CASTALDQ 2,00
DIRECTOR X 0. 0. 0.
{15) JOSEPHINE GRIMA 6 PH,D 2.00
SECRETARY X X 0. 0. 0.
(16) MARSHALL L, SUMMAR 6 MD 2,00
TREASURER X X 0. 0. 0.
{17) RONALD J. BARTEK 2.00
DIRECTOR X 0. 0. 0.
532007 12-16-15 Form 990 (2015)



NATIONAL ORGANIZATION FOR RARE

Form 990 (2015) DISORDERS, INC, 13-3223946 Page 8
Part VIl section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees {continued)
{A) {B) ©) (2] (E) (F)
Name and title Average o not c,':gf;‘f‘ig:‘than one Reportable Reportable Estimated
hours per | box, unless person is bath an compensation compensation amount of
week | officer and a directorftrustse) from from related other
(list any ‘E the organizations compensation
hoursfor | = T organization {(W-2/1099-MISG) from the
related | = | £ a (W-2/1099-MISC) organization
organizations| £ | £ g [ and related
below g Els|% g2 5 organizations
line) [Z|E]S|5[EE|s
(18) STEPHEN BAJARDI 2,00
DIRECTOR - RESIGNED OCTOBER 2015 b 0. 0. 0.
{19) NANCY HARRIS 2,00
DIRECTOR - RESIGNED OCTOBER 2015 X 0. 0. 0.
{20) BRETT KQPELAN 2.00
DIRECTOR - RESIGNED OCTOBER 2015 X X 0. 0. 0,
(21) VICKI MCCARRELL 2,00
DIRECTOR - RESIGNED OCTOBER 2015 X 0. 0. 0,
(22) KARI LUTHER ROSBERK 2.00
DIRECTOR - RESIGNED OCTOBER 2015 X 0. 0, 0.
(23) PETER SALTONSTALL 40,00
PRESIDENT/CEQ X 257,692, 0. 14,281,
(24) PAMELA GAVIN 40,00
coo X 216,064, 0. 20,459,
(25) VINCENT TSUGRANES 40,00
DIR, OF INFORMATION TECH. % 154,362, . 20,950,
(26) MARY DUNKLE 40,00
VP OF EDUCATION X 110,770, . 34,390,
1b Sub-total | > 738,888, 0, 90,080,
¢ Total from continuation sheets to Part Vil, Section A . > 114,997, 0. 10,227,
d_Total (addlines tband 16} ... ..o ST .. S > 853,885, 0. 100,307,
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable
compensation from the organization P> 2
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee on
line 1a? If "Yes," compiete Schedule J for SUCh INAVIGUBL e ———————— e 3 x
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 .. ... 4 | X
5§ Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services
5 X

rendered to the organization? If "Yes," complete Schedule Jforsuchperson ...

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 B} {C)
Name and business address Description of services Compensation
TRUE EVENTS, LLC
111 BRADLEY RD , MADISON, CT 06443 SOFTWARE & WEBSITE DEVELCPMENT] 146,869,
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 | 3 1
SEE PART VII, SECTION A CONTINUATION SHEETS Form 990 (2015)

532008
12-18-15



NATICNAL ORGANIZATION FOR RARE

Form 990 DISORDERS, INC. 13-3223946
I Part VI | Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees {continued}
(A) (B) © D} (E) (F)
Name and title Average Position Reportable Reportable Estimated
hours {check all that apply) compensation compensation amount of
per from from related other
week g the organizations compensation
{list any g = organization (W-2/1009-MISC) from the
hours for = | B {W-2/1089-MISC) organization
related g% Z and related
organizations| £ | = Els organizations
below |S|2|:[E|Z2]=
ine)  |2|E|E|E[2]|2
(27) MARK LLOYD 40,00
SYSTEMS X 114 997, 0. 10,227,
Total to Part VIl, Section A NS 18 ..o 114,997, 10,227,

532201
04-01-15



NATIONAL ORGANIZATION FOR RARE

Form 990 {2015 DISORDERS, INC. 13-3223946 Page 9
tatement of Revenue
Check if Schedule O contains a response or note to any line in this F"‘art VI e [
Total (rel'enue Rela(?e)d or Unrelated R??’g%“é?’f‘%gﬁd
exempt function business sections
revenue revenue 512 -514
-'E -E 1 a Federated campaigns ... 1a 23,817,
33 b Membershipdues . ... ... ib 1,254,505,
E"E; ¢ Fundraisingevents 1c 1,033,504,
bk d Related organizations ... id
g‘ g e Govemment grants {contributions) 1e
2 e £ Al other contributions, gifts, grants, and
25 similar amounts not included above 1if 16,434,381,
Eg g WNoncash contributions included in lines 1a-1£: §
GB! h TotalAddlinestatf ... > 18,746,207,
Business Cod
8 2 a PATIENT ASSISTANCE AND 624100 1,576,789, 1,576,789,
2yl b
H
§3|
o f All other program service revenue . .
_ | o Total.Addiines?a-2f .. ...} 1,576,785,
3 Investment income (including dividends, interest, and
other similar amounts) .o > 23,000. 23,000.
4  Income from investment of tax-exempt bond proceeds P
5 RoYaMieS .o > 134,483, 134,483,
(i) Real (i} Personal
6a Grossrents ...
b Less: rental expenses
¢ Rental income or (loss) .
d Netrental income or (loss} ... ... >
7 a Gross amount from sales of {i) Securities {ii) Other
assets other than inventory
b Less: cost or other basis
and sales expenses
c Gainor(less) ...
d Netgain or (0S8} ..o e i | 2
g 8 a Gross income from fundraising events (not
[ including $ 1,033,504, of
é contributions reported on line 1¢). See
Xy PartIV,line 18 oo a| 49,000
g b Less:directexpenses ... .. b 249,323,
¢ Net income or (loss) from fundraising events ............. | -200,323. -200,323,
® a Gross income from gaming activities. See
Part IV, line19 | . . ... a
b Less:directexpenses ... b
¢ Netincome or {loss) from gaming activities ... >
10 a Gross sales of inventory, less returns
and allowances . a
b Less:costofgeoodssold ... b
¢_Net income or (loss) from sales of inventory N
Miscellaneous Revenue jﬂsmess Code
11 g OTHER EDUCATION SERVIC 541700 168 289. 168,289,
b
c
d Allctherrevenue
e Total. Addlines 11a11d . . .. ... > 168,289,
12 Total revenus. Seeinstructions. ... > 20,448 445, 1,879,561, 0 -177,323,
Form 990 (2015)

532009 12-16-15



NATIONAL ORGANIZATION FOR RARE

Form 990 (2015) DISORDERS, INC, 13-3223946 Page 10
| 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).
Check if Schedule O contains a response or note(}\c)) any line in this Part I)((B){C) ....................................... L
Do not include amounts reported on lines 6b, . W
7b, 8, b, and 100 o Part VL. Toral expenses BrogaTiere || Iemaaiaane Fexpanses
1 Grants and other assistance to domestic organizations
and domestic governments. See Part IV, line 21 130,000, 130,000,
2  Grants and other assistance to domestic
individuals. See Part IV, ine 22 ... 12,100,427, 12,100,427,
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15and 16 . 1,126,080, 1,126,080,
4 Benefits paidtoorformembers | . ...
5 Compensation of current officers, directors,
trustees, and key employees 508,496, 195,117, 186,255, 127,124,
6 Compensation not included above, to disqualified
persons (as defined under section 4958(f){1)) and
persons described in section 4938(c)(3)(B) .
7 Othersalariesand wages . ... 2,705, 718, 1,517,446, 746,918, 441 354,
8 Pension plan accruals and contributions (include
section 401(k) and 403(b) employer contributions) 88,791, 23,234, 54,594, 10,963,
9 Otheremployee benefits ... ... 309,413, 242 283, 13,417. 53,713,
10 Payrolltaxes ..., 278,689, 125,313, 109,063, 44,323,
11 Fees for services (non-employees):
a Management ..
b oLegal | e 15,211. 4,338. EmLoLe s
© Accounting ... ... 52,119. 52,113.
d Lobbying ... e e
e Professional fundraising services. See Part IV, line 17
f Investment managementfees _ . ...
g Other. (Ifline 11g amount exceeds 10% of line 25,
column (A} amount, list line 11g expenses on Sch 0.) 205,953, 150,687, 18,440, 36,826,
12 Advertising and promotion ... 202,113, 15,753, 150, 186,170,
13 Office BXPONSOS 121,796. 57,581. 32,455, 31,720.
14 informationtechnology ... ... 186,593, 9,350, 175,020, 2,223,
15 Rovalties ... e
16 OCOUPANGY . oo 427,983, 153,973, 246,745, 27,265,
17 Travel e, 750,086, 614 669, 107,063, 28 354,
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings 33,768. 22,840, 46. 10,882,
20 Interest
21 Paymentstoaffiiates ... ...
22 Depreciation, depletion, and amortization 177,887, 90,660, 61,901, 25,326,
23 INSUMANCE e 10,6890, 10,680,
24 Other expenses. Hemize expenses not covered
above. (List miscellaneous expenses in line 24e. If line
24e amount exceeds 10% of line 25, column {A)
amount, list line 24e expenses on Schedule 0.)
a DUES, SUBSCRIPTIONS, AN 58,634, 24,926, 30,260, 3,448,
b EMPLOYEE RELATED COSTS 9,927, 201, 9,661, 65.
c
d
e All other expenses 49 355, 31,089, 17,827. 439,
25 Total functional expenses. Add lines 1 through 24e 19,549,729, 16,635,968, 1,880,855, 1,032, 906.
26 Joint costs. Complete this line only if the organization
reported in column (B) joint costs fram a combined
educational campaign and fundraising solicitation.
Check here ? D if following SOP 88-2 (ASC 958-720)
522010 12-16-16 Form 990 (2015)



NATIONAL ORGANIZATION FOR RARE

Form 990 (2015) _ DISORDERS, INC, 13-3223946 Page 11
| Part X | Balance Sheet
Check if Schedule © contains a respense ornotetoany lineinthis Part X ... L]
(A) (B)
Beginning of year End of year
1 Cash-noninterestbearing ... 7,487,864, 1 4,315,432,
2 Savings and temporary cash investments 4,154,512, 2 4,250,707,
3 Pledges and grants receivable, net .. 3
4 Accountsreceivable, Met e, 833,444, 4 2,265,308,
5 Loans and other receivabies from current and former officers, directors,
trustaes, key employees, and highest compensated employees. Complete
Partil of Schedule L .. e, 5
6 Loans and other receivables from other disqualified persons (as defined under
section 4958(R(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 instr). Complete Part I of SchL [
9 | 7 Notesandloansreceivable, net . ... . 7
< 8 Inventories for Sale OF USe 8
9 Prepaid expenses and deferred charges ... ... 74,242.| 9 121,508,
10a Land, buildings, and equipment: cost or other
basis. Complete Part Vl of Schedule D . 103 2,521,453,
b Less: accumulated depreciation ... . 10b 1,625,885, 1,485,761.] 40¢ 1,295,568,
11  Investments - publicly traded securities o 272,502, 11 251,960,
12  Investments - other securities. See Part IV, line 11 ... 12
13 Investments - program-related. See Part IV, line 11 . 13
14 Intangibleassets .. ... 14
15 Otherassets. See Part IV, ine 11 e, 967,628.] 15 1,251,022,
16__ Total assets. Add lines 1 through 15 (must equal line 34) ... .. 15,275,953, 16 13,751,505,
17 Accounts payable and accrued expenses ... 2,852,491, 47 879,532,
18 Grants payable 955,096.] 18 852 752.
19 Deferredrevenue 771,811.] 19 451,600,
20 Tax-exempt bond liabilities 20
21 Escrow or custodial account liability. Complete Part IV of Schedule D | 21
g |22 Loans and other payables to current and former officers, directors, trustees,
E key employees, highest compensated employees, and disqualified persons.
;| Complete Part l of Schedule L 22
= |23 Secured mortgages and notes payable to unrelated third parties 596,212.f 23 543,382,
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
Schedule D 25
26 __Total Habilities. Add lines 17 through 25 5,175,610.} 26 2,767,266,
Organizations that follow SFAS 117 (ASC 968), check here > LX | and
3 complete lines 27 through 29, and lines 33 and 34.
B |27 Unrestrictod Netassets .. ......c..o.coomorroomimrermsoroen e 5,263,331.| 27 4,558,261,
W |28 Temporariy restricted net assets 4,837,012, 28 6,425,978,
Y |29 Permanently restricted netassets ... 29
z Organizations that do not follow SFAS 117 {ASC 958), check here P> (I
5 and complete lines 30 through 34.
% 30 Capital stock or frust principal, or currentfunds 30
ﬁ 31 Paid-in or capital surplus, or land, building, or equipment fund ... 31
4 |82 Retained eamings, endowment, accumulated income, or other funds . 32
Z |33 Totalnetassets orfund balances ..o 10,100,343.| 33 10,984,239,
___[ 34 Total liabilities and net assets/fund balances ... 15,275,953, 34 13,751,505,
Form 990 (2015)

522011
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NATIONAL ORGANIZATION FOR RARE

Form 990 (2015) DISQRDERS, INC. 13-3223946 Page 12
| Part Xl | Reconciliation of Net Assets
Check if Schedule O contains a response or note to any line inthis Part X1 . i e i I:I
1 Total revenue {must equal Part VIIL, column (), Ine 12) 20,448,445,
2 Total expenses {must equal Part X, column (), 108 25) 13,549,729,
3  Revenue less expenses. Subtract INe 2 from e 1 898,716,
4 Nst assets or fund balances at beginning of year {must equal Part X, line 33, column (A)) 10,100,343,
5 Netunrealized gains (I08808) ON VS MO -14, 820,
6 Donated services and use of facilties e
T INVES e @B S ittt
8  Priorperod adjustMents . . .. . et ettt aens
9 Other changes in net assets or fund balances (explain in Schedule O) .. . 0.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 33,
GOl B i et ee et et ee et eie et et et eieie et s et e 10 10,984,233,
Financial Statements and Reporting
Check if Schedule O containg a response or notetoany lineinthis Part XIL ..............cneiiiin e
Yes | No
1 Accounting method used to prepare the Form 990: D Cash E Accrual D Cther
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? ... ... ... 2a X
If "Yes," check a box below to indicate whether the financial statements for the year were compiled or reviewed on a
separate basis, consolidated basis, or both:
D Separate basis I:I Consolidated basis |:| Both consolidated and separate basis
b Woere the organization’s financial statements audited by an independent accountant? ... .. ... | 2b X
If “Yes," check a box below to indicate whether the financial statements for the year were audited on a separate basis,
consolidated basis, or both:
Separate basis |:| Consolidated basis |__—| Both consolidated and separate basis
c If "Yes" to line 2a or 2b, does the arganization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? . . . 2c | X
If the organization changed either its oversight process or selection process during the tax year, explain in Schedule O.
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit
Actand OMB Gircular A-1337 | e i e 3a X
b If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to underge such audits 3b
Form 990 (2015)
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SCHEDULE A OMB No. 1545-0047

{Form 990 or 990-EZ)

Public Charity Status and Public Support W

Complete if the organization is a section 501(c)(3) organization or a section
4947(a}{1) nohexempt charitable trust.

Depariment of the Treasury P Attach to Form 990 or Form 980-EZ. Open to Public

Internal Revenue Service P> Information about Schedule A (Form 990 or 990-EZ) and its instructions is at Www.irs.gov/form990. Inspection

Name of the organization NATIONAL ORGANIZATION FOR RARE Employer identification number
DISCRDERS, INC. 13-3223946

[Part TT Reason for Public Charity Status (all organizations must complete this part.) See instructions.

The organization is not a private foundation because it is: {For lines 1 through 11, check only one box.)

1

A church, convention of churches, or association of churches described in section 170(b){1}{A)i)-

2 [ Aschool described in section 170{b)(1)(A)ii). (Attach Scheduls E (Form 990 or 990-E2))
3 L__| A hospital or a cooperative hospital service organization described in section 170{b)({1)(A)iii).

4

5

10
11

]

U0 B

[
1]

A medical research organization operated in conjunction with a hospital described in section 170(b){1){Al{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 govemmental unit described in

section 170({k){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 govemmental unit or from the general public described in
section 170{b){ 1}{A){vi). (Complete Part I1.}

A community trust described in section 170{b){1){A}vi). (Complete Part Ii)
An organization that normally receives: (1) more than 33 1/3% of its support from contnbutions, 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 508(a)(2). (Complete Part Ili.)

An organization organized and operated exclusively to test for public safety See section 509{a}{4).

An organizaticn organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations described in section 509{a)(1) or section 509(a)}{2). See section 508(a)(3). Check the box in

lines 11a through 11d that describes the type of supporting organization and complete lines 11e, 111, and 11g.

a ] Type . A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving

the supported organization(s) the power to regiiarly appoint or elect a majority of the directors or trustees of the supporting
organization. You must complete Part IV, Sections A and B.

|:] Type Il. A supporting organization supervised or controlled in connection with its supported organization(s), by having

control or management of the supporting organization vested in the same persons that control or manage the supported
organization(s}. You must complete Part IV, Sections A and C.

|:| Type Il 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.

d ] Type IH non-functicnally integrated. A supporting organization operated in connection with its supported crganization(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.

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

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

f Enter the number of supported organizations e | |

g _Provide the following information about the supported organization(s}).

{i} Name of supported {il) EIN {iii} Type of organization [{iv} Is_tha qrganization {v} Amount of monetary {vi} Amount of
organization {described on lines 19 listed in your support (see other support (see
P ; document?
above (see instructions)) governing i P : ; ;
Yes No instructions) instructions)
Total
LHA For Paperwork Reduction Act Notice, see the Instructions for Schedule A (Form 990 or 990-EZ) 2015

Form 990 or 990-EZ. 532021 09-23-15



NATIONAL ORGANIZATION FOR RARE

Scheduls A (Form 990 or 980-EZ) 2015 DISORDERS, INC. 13-32235946 Page 2
[Partll] Support §cﬁe§ ule for Organizations Described in Sections 170(b)(1){A)(iv) and 170(b)(1){A}(vi)

{Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part 11 If the organization
fails to qualify under the tests listed below, please complete Part 111}

Section A. Public Support

Calendar year (or fiscal year beginning in) {a} 2011 (b) 2012 {c) 2013 {d) 2014 {e) 2015 {f) Total

1 Gifts, grants, contributions, and

membership fees received. {Do not
include any "unusual grants.") 9,643,015, 8,324 575, 15,897,806, 26,607, 956. 20 322 996, B0, 6796 348,

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

3 The value of services or facilities
furmished by a governmental unit to
the organization without charge

4 Total. Add lines 1 through 3 9,643,015, 8,324,575, 15,897,806, 26,607,956, 20,322,996, 80,796,348,

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

coumnp 31,380,138,
6 _Public support. Subtract line 5 from line 4. 49,416,210,
Section B. Total Support
Calendar year {or fiscal year beginning in) p» {a) 2011 (b} 2012 {c}2013 (d) 2014 (e) 2015 {f) Total
7 Amounts fromline4 9,643 015, 8,324,575, 15,897 806, 26,607,956, 20,322,996, 80,756,348,
8 Gross income from interest,
dividends, payments received on
securities loans, rents, royalties
and income from similar sources __ 85,651, 47,322, 115,671, 120,445, 157,483, 526,572,

9 Net income from unrelated business
activities, whether or not the
business is regularly carried on

10 Other income. Do not include gain
or loss from the sale of capital
assets (Explainin Part V1) .

11 Total support. Add lines 7 through 10

12 Gross receipts from related activities, etc. (see INStruCtiONS) e 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)

prganization, check this box and StOP MeIe .. . iy s
Section C. Computation of Public Support Percentage

81,322,920,
10,920,358,

14 Public support percentage for 2015 {line 6, column {f) divided by line 11, column ) ... 14 60.77 %
15 Public support percentage from 2014 Schedule A, Part 1], ine 14 15 B3.03 o
16a 33 1/3% support test - 2015. If the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and
stop here. The organization qualifies as a publicly supported arganization e, » x]
b 33 1/3% support test - 2014. If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization e > I:l

17a 10% -facts-and-circumstances test - 2015. If the organization did not check a box on line 13, 183, or 16b, and line 14 is 10% or mors,
and if the organization meaets 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 ... ... ... > |:|
b 10% -facts-and-circumstances test - 2014. 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 . . > |:|
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 ... | 2

Schedule A (Form 920 or 990-EZ) 2015

532022
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RATIONAL ORGANIZATION FOR RARE

Schedule A (Form 990 or 990-E7) 2015 DISORDERS, INC, 13-3223946 Page 3
[Part {ll [ Support Schedule for Organizations Described in Section 509(a)(2)

(Complets only if you checked the box on line @ of Part | or if the organization failed to qualify under Part Il. If the organization fails to
qualify under the tests listed below, please complete Part 1)
Section A. Public Support
Calendar year (or fiscal year beginning in) p» {a) 2011 {b) 2012 {c} 2013 {d) 2014 (e) 2015 {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 is related to the
organization’s tax-exempt purpose

3 Gross receipts from activities that
are not an unrelated trade or bus-
iness under section513

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

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

6 Total. Add lines 1 through5 .

Ta Amounts included on lines 1, 2, and
3 received from disqualified persons

b Amounts included on lines 2 and 3 raceived
from other than disqualified persons that
exceed the greater of $5,000 or 1% of the
amount on [ine 12 for the year

cAddliines7aand?b ...

8 Public support. gybimet line ¢ frem ling 6
Section B. Total Support

Calendar year (or fiscal year beginning in) P {a) 2011 {b) 2012 {c) 2013 (d) 2014 {e) 2015 () Total
9 Ameounts from line 6

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

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

cAddlines 10aand 10b ...
11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is
regularly carriedon
12 Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part V1) ------oo-
13 Total support. (add lines 8, 10¢, 11, and 12.)

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,

checkthisboxandstop here . ... ... ... . . . o > I:l
Section C. Computation of Public Support Percentage
15 Pubilic support percentage for 2015 (line 8, column (f) divided by line 13, column {f) .. ... 15 %
16 Public support percentage from 2014 Schedule A Partililine 15 ... ..o, 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2015 (line 10¢, column (f) divided by line 13, column {f) ... 17 %
18 Investment income percentage from 2014 Schedule A, Part L, ine 17 18 %
19a 33 1/3% support tests - 2015, 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 publiicly supported organization . > |:]

b 33 1/3% support tests - 2014. If the organization did not check a box on line 14 or line 194, and line 16 is more than 33 1/3%, and

line 18 is not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization | . » D

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions ... | 2 Q_

532023 09-23-15 Schedule A (Form 990 or 990-EZ) 2015



NATIONAL ORGANIZATION FOR RARE
Scheduie A (Form 990 or 990-E7) 2015 DISORDERS, INC., 13-3223946 Page 4
| Earl: “_’ | Supporting Organizations
{Complete only if you checked a box in line 11 on Part |. If you checked 11a of Part |, complete Sections A
and B. If you checked 11b of Part I, complete Sections A and C. If you checked 11c of Part |, complete
Sections A, D, and E. If you checked 11d of Part |, complete Sections A and D, and complete Part V)
Section A. All Supporting Organizations

Yes | No

1 Are all of the organization's supported organizations listed by name in the arganization's goveming
documents? If "Nio® describe in Part Vi how the supported organizations are designated. If designated by
class or purpose, describe the designation. If historic and continuing relationship, expfain. 1

2 Did the organization have any supported crganization 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 describaed in section 509(a)(1) or (2). 2
3a Did the organization have a supported organization described in section 501{c)(4), {5}, or (6)7 If "Yes," answer
(b) and (c) below. aa

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)? If "Yes, " describe in Part VI when and how the

organization made the determination. 3b
¢ 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. 3¢
4a Was any supported organization not organized in the United States ("foreign supported organization")? If
"Yes, " and if you checked 11a or 11b in Part I, answer (b) and (¢} befow. 4a

b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign
supported organization? If "Yes, " describe in Part VI how the organization had such controf and discretion
despite being controffed or supervised by or in connection with its supported organizations. 4b

¢ Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501(c}{3) and 509(a)(1) or (2)? If "Yes, " explain in Part VI what conirols the organization used
to ensure that all support to the foreign supported organization was used exclusively for section 170(c)(2)(B)
purposes. 4c

5a Did the organization add, substitute, or remove any supported organizations during the tax year? Jf "Yes,"
answer (b) and (c) below (if applicable). Also, provide detail in Pert VI, mncluding (i) the names and EIN
numbers of the supported organizations added, substituted, or removed, (]} the reasons for each such action;
{if}) the authority under the organization's organizing document authorizing such action; and (\v) how the action

was accompiished (such as by amendment to the organizing document). 5a
b Type | or Type Il only. Was any added or substituted supported organization part of a class already

designated in the organization's organizing document? 5b
¢ Substitutions only. Was the substitution the result of an event beyond the organization’s control? 5c

6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than (i) its supported organizations, {ji) individuals that are part of the charitable class
benefited by one or more of its supported organizations, or (iii} other supporting organizations that also
suppaort or benefit one or more of the filing organization's supported organizations? /f "Yes, " provide detail in
Part VI. 6
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-E2). 7
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-EZ). 8

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))7 If "Yes," provide detail in Part V1. Oa
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 V1. oh
c Did a disqualified person {(as defined in line 9a) have an ownership interest in, or derive any personal bensfit

from, assets in which the supporting organization alse had an interest? If "Yes," provide detail in Part VI. 8c

10a Was the crganization subject to the excess business holdings niles of section 4843 because of section
4943ff) {regarding certain Type |l supporting organizations, and all Type |l 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, fo
determine whether the organization had excess business holdings.) 10b

532024 08-23-15 Schedule A (Form 990 or 990-EZ) 2015



NATIONAL ORGANIZATION FOR RARE

Schedule A {Form 990 or 990-EZ) 2015 DISORDERS, INC. 13-3223946 Page 5
[Part V] Supporting Organizations o, inued)

Yes | No

11 Has the organization accepted a gift or contribution from any of the following persons?
a A person who directly or indirectly controls, sither 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
¢ A35% controlled entity of a person described in (3) or (b) above?if "Yes" fo a, b, or ¢, provide detafl in Part VI 1i¢
Section B. Type | Supporting Organizations

Yes | No

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 arganization's directors or trustees at all times during the
tax year? If "No," describe in Pert VI how the supported organization(s) effectively operated, supervised, or
controfled 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. 1

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 supporiing organization. 2

Section C. Type |l Supporting Organizations

Yes | No

1 Woere a majority of the organization’s directors or trustees during the tax year alsc a majority of the directors
or trustees of each of the organization’s supported organization(s)? If "No," describe in Part VI how control
or management of the supporting crganization was vested in the same persons that controlled or managed
the supported organization(s). 1

Section D. All Type lll Supporting Organizations

Yes | No

1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the
organization's tax year, (i) a written notice describing the type and amount of support pravided during the prior tax
year, {ii) a copy of the Form 990 that was most recently filed as of the date of notification, and {ji) copies of the
organization's governing documents In effect on the date of netification, to the extent not previously provided? 1

2 Were any of the organization’s officers, directors, or trustees either (i) appointed or elected by the supported
organization(s) or (i) serving an the goveming body of a supported organization? If "No," explain in Part Vi how
the organization maintained a close and continuous working relationship with the supported organization(s). 2

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

Section E. Type Il 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 D The organization satisfied the Activities Test. Complete iine 2 below.
b |:I The organization is the parent of each of its supported organizations. Complete ine 3 below.
c The organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instruciions).

2 Activities Test. Answer (a) and (b) below. Yes | No

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? If "Yes," then in Part VI identify
thosa 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 substantially all of its activities. 2a

b Did the activities described in (a) constitute activities that, but for the organization’s involvement, ene or more
of the organization's supported organization(s) would have been engaged in? I "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, 2b

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 V1. 3a
b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supported organizations? If "Yes," describe in Part VI the role played by the organization in this regard. 3b

532025 08-23-15 Schedule A {(Form 990 or 990-EZ) 2015



NATIONAL ORGANIZATION FOR RARE

Schedule A (Form 990 or 990-E7) 2015 DISORDERS, INC. 13-3223346 Page 6
art Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations
1 Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970. See instructions. All
other Type Ill non-functionally integrated supporting organizations must complete Sections A through E.
Section A - Adjusted Net Income (A) Prior Year ® (C;l:)r;ir;‘ta;’ear
1__ Net short-term capital gain 1
2 Recoveries of prior-year distributions 2
3 Cther gross income (see instructions) 3
4 Add lines 1 through 3 4
5 Depreciation and depletion 5
6 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 ingome (see instructions) &
7 Other expenses (see instructions) 7
8 Adjusted Net Income (subtract lines 5, 6 and 7 from line 4) 8
Section B - Minimum Asset Amount (A) Prior Year ®) gl.;;ao:ta;)(ear
1 Aggregate fair market value of all non-exempt-use assets (see
instructions for short tax year or assets held for part of year):
a_ Average monthly value of securities 1a
b _Average monthly cash balances 1b
¢ Fair market value of other non-exempt-use assets 1c
d_Total {add lines 1a, 1b, and 1c) 1d
e Discount claimed for blockage or other
factors {explain in detail in Part VI):
2 Acquisition indebtedness applicable to non-exempt-use assets 2
3 Subtract line 2 from ling 1d 3
4 Cash deemed held for exempt use. Enter 1-1/2% of line 3 {for greater amount,
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
1 Adjusted net income for prior year (from Section A, line 8, Column A) 1
2 Enter 85% of line 1 2
3 Minimum asset amount for prior year {from Secticn B, line 8, Column A} 3
4 Enter greater of line 2 or line 3 4
5 Income tax imposed in prior year 5
6 Distributable Amount. Subtract line 5 from line 4, unless subject to
emergency temporary reduction {see instructions) 6
7 LI Check here if the current year is the organization's first as a nonfunctionally-integrated Type Il supporting organization (see

instructions).

Schedule A (Form 290 or 990-EZ) 2015
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NATIONAL ORGANIZATION FOR RARE

Schedule A (Form 990 or 990-EZ) 2015 DISORDERS, INC, 13-3223946 Page 7_
| Part V | Type lIl Non-Functionally Integrated 509(a)(3) Supporting Organizations ;oninieq)
Section 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 exemnpt purposes of supported organizations
4 Amounts paid to acquire exempt-use assets
5 Qualified set-aside amounts {prior IRS approval required)
6 OCther distributions (describe in Part VI). 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 2015 from Section C, line &
10 Line 8 amount divided by Line 9 amount
(] l(ii)_ ) .(iii)
Section E - Distribution Allocations (see instructions) Excess Distributions Unde;gels:géﬁgtlons Anl::m:, ;::::ra t"t.::lla15

1 Distributable amount for 2015 from Section C, line 6

2 Underdistributions, if any, for years prior to 2015
{reasonable cause required-see instructions)

3 Excess distributions carryover, if any, to 2015:

From 2013

From 2014

=0 |a|o |or|e

Total of lines 3a through e

g_Applied to underdistributions of prior years

-

Applied to 2015 distributable amount

i Carryover from 2010 not applied (see instructions)

j Remainder. Subtract lines 3g, 3h, and 3i from 3f.

4 Distributions for 2015 from Section D,
line 7: $

a Applied to underdistributions of prior years

b _Applied to 2015 distributable amount

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

5 Remaining underdistributions for years prior te 2015, if
any. Subtract lines 3g and 4a from line 2 {if amount
greater than zero, see instructions).

6 Remaining underdistributions for 2015. Subtract lines 3h
and 4b from line 1 (if amount greater than zero, see
instructions).

7 Excess distributions carryover to 2016. Add lines 3j
and 4c.

8 Breakdown of line 7:

Excess from 2013

Excess from 2014

o oo |o|m

Excess from 2015

Schedule A (Form 990 or 990-EZ) 2015
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NATIONAL ORGANIZATION FOR RARE

Schedule A (Form 990 or 990-EZ) 2015 DISCRDERS, INC, 13-3223946 Page 8
art Supplemental Information. Provide the explanations required by Part I, line 10; Part II, line 17a or 17h; Part Ill, line 12;

Part IV, Saction A, lines 1, 2, 3b, 3¢, 4b, 4¢, 5a, 6, 93, 9b, 9¢, 11a, 11b, and 11¢; Part |V, Section B, lines 1 and 2; Part IV, Section G,
ling 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,
Saection 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.)

532028 09-23-15 Scheduls A {Form 990 or 990-EZ} 2015



SCHEDULE C Political Campaign and Lobbying Activities et
990 -
(Form or 990-E2) For Organizations Exempt From Income Tax Under section 801(c) and section 527 20 1 5
S > Complete if the organization is described below. P> Attach to Form 990 or Form 990-EZ. Open to Public
|net§rnalm;:venueeSeNre?cssury p Information about Schedule G (Form 990 or 990-EZ) and its instructions Is at www.irs.gov/form990. I;nspectlon

If the organization answered "Yes," on Form 990, Part iV, line 3, or Form 99¢-EZ, Part V, line 46 {Political Campaign Activities), then
® Section 501(c)(3) organizations: Complete Parts I-A and B. Do not complete Part I-C.
® Section 501(c) (other than section 501{c)(3)} organizations: Complste Parts |-A and C below. Do not complete Part |-B.
® Saction 527 organizations: Complete Part I-A only.
If the organization answered "Yes,* on Form 990, Part IV, line 4, or Form 890-EZ, Part VI, line 47 (Lobbying Activities), then
® Section 501(c)(3) organizations that have filed Ferm 5768 (election under section 501(h)): Complete Part #-A. Do not complete Part II-B.
® Saction 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501{h)): Complete Part II-B. Do not complete Part 1I-A.
If the arganization answered "Yes," on Form 990, Part IV, line 5 (Proxy Tax) {see separate instructions) or Form 980-EZ, Part V, line 35c (Proxy
Tax) {see separate instructions), then

® Section 501(c)4), (5), or (6) organizations: Complete Part Hl.

Name of organization NATIONAL ORGANIZATION FOR RARE Employer identification number

_DIS_ORDERS, INC, 13-3223946
[Part IFA] _Complete if the organization is exempt under section 501(c) or is a section 527 organization.

1 Provide a description of the organization’s direct and indirect political campaign activities in Part IV,
2 Political expenditures
3 Volunteer hours |

[Part I-B] _Complete if the organization is exempt under section 501(c}(3).

1 Enter the amount of any excise tax incurred by the organization under section 4956 ... ... ... [ X
2 Enter the amount of any excise tax incurred by organization managers under section 49556 ... >3
3 If the organization incurred a section 4955 tax, did it file Form 4720 for this year? | ... L_Ives I No

4a Was acorrectionmade? e
b If "Yes," describe in Part IV.

[Part I-C[ Complete if the organization is exempt under section 501(c), except section 501(c){(3).
1 Enter the amount directly expended by the filing organization for section 527 exempt function activities |, .. >3

2 Enter the amount of the filing erganization’s funds contributed to other organizations for section 527

exempt function activItios | ... i b
3 Total exempt function expenditures. Add lines 1 and 2. Enter here and on Form 1120-FOL,

line 17b
4 Did the filing organization file Form 1120-POL for this year? L_INe
5 Enter the names, addresses and employer identification number (EIN) of all section 527 political organizations to which the filing organization
made payments. For each organization listed, enter the amount paid from the filing organization’s funds. Also enter the amount of political
contributions received that were promptly and directly delivered to a separate political organization, such as a separate segregated fund ora

political action committes {PAC). If additional space 1s needed, provide information in Part IV.

(a) Name (b) Address (c) EIN {d) Amount paid from {e) Amount of political
filing organization's | contributions received and
funds. If none, enter -0-. |  promptly and directly
delivered to a separate
political organization.
If none, enter -0-.

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule C (Form 990 or 990-EZ)} 2015

LHA,
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NATIONAL ORGANIZATION FOR RARE

13-3223946 Page 2

Schedule C (Form 990 or 990-EZ) 2015 DISORDERS, INC.
| E II-E Complete |'?I tiie organlzatlon is exempt under section 501(c)(3) a nd filed Form 5768 (election under

art

section 501(h)).

A Check P L_| ithe filing organization belongs to an afflliated group (and list in Part IV each affiliated group member's name, address, EIN,

expenses, and share of excess lobbying expenditures).

B Check » [ 1 ifthe filing organization checked box A and "limited contrel” provisions apply.

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

(a) Filing
organization's
totals

(b) Affiliated group
totals

-0 o4 0 T

Total lobbying expenditures to influence public opinion (grass roots lebbying) ... ...
Total lobbying expenditures to influence a legistative body (direct lobbying) ... ...
Total lobbying expenditures {add lines 1aand 1b) e
Other exempt purpose expenditures ...

Total exempt purpose expenditures (add lines 1c and 1d)
Lobbying nontaxable amount. Enter the amount from the following table in both columns.

If the amount on line 1e, column (a) or (b} is: The lobbying nontaxable amount is:

Not over $500,000 20% of the amount ¢n line 1e.

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

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

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

Over $17,000,000 $1.000,000.

-— o O

Grassroots nontaxable amount (enter 256% of line 11)
Subtract line 1g from line 1a. If zero or less, enter -0-
Subtract line 1f from line 1¢. f zero or less, enter-0- . .. . ...
If there is an amount other than zerc on either line 1h or line 11, did the organization file Form 4720

reporting section 4911 tax forthisyear? ... ... oo i

4-Year Averaging Perlod Under section 504(h)

(Some organizations that made a section 501(h) election do not have to complete all of the five columns below.

See the separate instructions for lines 2a through 2f.)

Lobbying Expenditures During 4-Year Averaging Period

Calendar year
{or fiscal year beginning in) (a2 ®) 2013 () 2014

{d) 2015

(o) Total

2a

Lobbying nontaxable amount

Lobbying ceiling amount
(150% of line 23, column(e))

Total lobbying expenditures

Grassroots nontaxable amount

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

f_Grassroots lobbying expenditures

532042
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NATIONAL ORGANIZATION FOR RARE

Schedule C {Form 990 or 990-EZ) 2015 DISORDERS, INC, 13-3223946 Page 3
art [I-B [ Complete |?I t?;e organization 1s exempt under section 501(c){3} and has NOT filed Form 5768

{election under section 501(h}).

For each "Yes, " response on lines 1a through 1i below, provide in Part IV a detailed description (a} {b}
of the lobbying activity. Yes No Amount
1 During the year, did the filing organization attempt to influence foreign, national, state or
local legislation, including any attempt to influence public opinion on a legisiative matter
or referendum, through the use of:
A VO OIS e X
b Paid staff or management (include compensation in expenses reported on lines 1c through 1i}? ___ X
¢ Media advertISOmENntS? | ... i
d Mailings to members, legislators, orthe public? ... s
e Publications, or published or broadcast statements? X
f Grants to other organizations for lobbying purposes? X
g Direct contact with legislators, their staffs, government officials, or a legislative body? . .. .. X
h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means? X
P Otheractivities? e X 39,087,
j Total Add lines fcthroughti 35,087,
2a Did the activities in line 1 cause the organization to be not described in section 501{c){(3)7 .. .. X
b If "Yes," enter the amount of any tax incurred under section 4912 .
¢ If "Yes," enter the amount of any tax incurred by organization managers under section 4912
d_If the filing organization incurred a section 4912 tax, did it file Form 4720 for this vear? ...
_ Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section
501(c){6).
Yes No
1 Were substantially all (90% or more) dues received nondeductible by members? 1
2 Did the organization make only in-house lobhying expenditures of $2,000 Or 18882 2
3 Did the organization agree to carry over lobbying and political expenditures from the prioryear? ... 3

Complete if the organization is exempt under section 501({c}{4}, section 501(c)(5},

Part 11l-B

or section

501(c}(6) and if either (a) BOTH Part lll-A, lines 1 and 2, are answered "No," OR (b} Part lll-A, line 3, is

answered "Yes."

1 Dues, assessments and similar amounts frommembers e,
2 Section 162(e) nondeductible lobbying and political expenditures {do not include amounts of political
expenses for which the section 527{f) tax was paid).
a Currentyear .
b Carryover from last year
¢ Total

4 [f notices were sent and the amount on line 2c exceeds the amount on line 3, what portion of the excess
does the organization agree to carryover to the reasonable estimate of nondeductible lobhying and political
OXPENAIIUNE NMOXE YOBI? et
Taxable amount of lobbying and political expenditures (seeinstructions) ...

IT’art IV ]| Supplemental Information

Provide the descriptions required for Part I-A, line 1; Part I-B, line 4; Part 1-C, line 5; Part [I-A {affiliated group list); Part I-A, lines 1 and 2 (sce

instructions); and Part lI-B, line 1. Also, complete this part for any additional information.
PART II-B, LINE 1, LOBBYING ACTIVITIES:

THE NATIONAL ORGANIZATICN FOR RARE DISORDERS HAS AN OFFICE IN

WASHINGTON, DC, WHERE EMPLOYEES WORK ON LEGISLATIVE AND REGULATORY

MATTERS OF RELEVANCE TCO THE RARE-DISEASE COMMUNITY,

Schedule C (Form 990 or 980-EZ) 2015
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OMB No. 1545-0047

SCHEDULE D Supplemental Financial Statements
(Form 990} p Complete if the organization answered "Yes" on Form 920, 20 1 5
Part iV, line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b. o .
Department of the Treasury P Attach to Form 990. pen to Public
Internal Fevenue Servica P Information about Schedule D {Form 990) and its instructions is at www.lIrs.gov/form390. Inspection
Name of the organization ~NATIONAL ORGANIZATION FOR RARE Employer identification number
DISORDERS, INC, 13-3223946

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

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

R ON =

impemissible private benefit? ...
| Part II | Conservation Easements. Complets if the organization answered "Yes" on Form 890, Part IV, line 7.

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

Total numberatend of vear ... ... .. ...
Aggregats value of contributions to {during year)
Aggregate value of grants from (during year)
Aggregate valueatend of vear . ...
Did the organization inform all donors and doner advisors in writing that the assets held in donor advised funds

are the organization’s property, subject to the organization’s exclusive legal control? ...
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

1

2

a o T

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 iand area
Protection of natural habitat I:l Preservation of a certified historic structure
D Preservation of open space
Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the last

day of the tax year. Held at the End of the Tax Year
Total number of conservation easements . : 2a

Total acreage restricted by conservation easements 2b

Number of conservation easements on a certified historic structure |ncluded n (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 s e e 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 is located P

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

violations, and enforcement of the conservation easements it holds? i |___| Yes l:l No
Staff and volunteer hours devoted to monitoring, inspecting, handling of violations, and enforcing conservation easements during the year

» 0000

Armount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year

>3

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

ANG SBCHION T7OMMAKBII? ..o e e Cves [ Ino

In Part XIlI, 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.

[Partlil] 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

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 public service, provide, in Part XlII,
the text of the footnote to its financial statements that describes these items.

If the organization elscted, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet works of art, historical
treasures, or ather similar assets held for pubiic exhibition, education, or research in furtherance of public service, provide the following amounts
relating to these items:

() Revenueincluded on Farm 990, Part VL line 1 e |
(i) 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 118 {ASC 958) relating to these items:
a Revenue included on Form 080, Part VIl Ne 1 e etts v et ae e e e eemeeeeeenasans > %
b_Assets included in Form 990, PartX i |_2]
It_'_szHé'\51 For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2015

11-02-15



NATIONAL ORGANIZATION FOR RARE

Schedule D (Form 290) 2015 DISORDERS, INC.

13-3223946

Page 2

[Part Tl

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 Public exhibition
b D Scholarly research
[ Preservation for future generations

d |:| Loan or exchange programs
Other

4 Provide a description of the organization's collections and explain how they further the organization's exempt purpose in Part Xll.

5 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? ... ...

[Fart V] Esorow and Custodial Arrangements. Gompss tra o

D Yes

[:‘No

[ Part IV | Escrow and Custodial Arrangements. Gomplete 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

ONFOrM B0, Part X et ettt e
b If "Yes," explain the arangement in Part Xlll and complete the following table:

Beginning balance

Distributions during the year

U'?"‘DQO

Ending balance et
Did the organization include an amount en Form 980, Part X, line 21, for escrow or custodial account liability?
If "Yes," explain the arrangement in Part XlIl. Check herg if the explanation has been provided on Part XIli

A ONS AU e YO ettt id

I:]No

Yes

Amount

[Part V' ]Endowment Funds. Complete if the organization answered "Yes" on 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

Contributions .. ... ...

Net investment earnings, gains, and losses

Grants or scholarships .. ...

h a oo

Other expenditures for facilities
andprograms e,

=

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»

¢ 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 crganization that are held and administered for the organization

by:

(i} unrelated OrgaNIZALIONS || e e enn

{ii) related organizations

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

4 Describe in Part Xlll the intended uses of the organization’s endowment funds.

Yes | No

3afj)
3aii)
3b

[Part VI_[Land, Buildings, and Equipment.

Complete if the crganization answered "Yes® on Form 890, Part IV, line 11a. See Form 990, Part X, line 10.

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

1a Land 505,203, 505,203,
b Buildings 767,812, 236,927, 530,885,
¢ Leasehold improvements ... .. ... . 11,910, 11,910, 0.
d Equipment 320,168, 190,256, 125,912,
e Other . 1,316,360, 1,186 792, 129 568,
Total. Add lines 1a through 1s. (Column (d) must equal Form 9890, Part X, column (B), fne 10c) | 1,295,568,
Schedule D {Form 890) 2015

532052
08-21-15



NATIONAL ORGANIZATION FOR RARE
Schedule D (Form 990) 2015 DISORDERS, INC, 13-3223946 Page 3
| Part VII| Investments - Other Securities.

Complete if the crganization answerad "Yes" on Form 990, Part IV, line 11b. See Form 990, Part X, line 12.
(a) Description of security or categary (ncluding 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

©)

D)

B

(F)

(G)

(H)
Total. (Col. (b) must equal Form 390, Part %, cob. (B) line 12.) b
[ Part VIll| Investments - Program Related.

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

(1
(2
3
(4)
(5)
(6)
7
8
(2]

Total. (Col. (b) must equal Form 990, Part X, col. (B} iine 13.)
| Part |xi Other Assets.

Complete if the organization answered "Yes" on Form 990, Part 1V, ling 11d. See Form 990, Part X, fine 15.
{a) Description {b) Book value

{{) SOFTWARE UNDER DEVELOPMENT 1,251,022,

{2)
3)
(4
{5)
{6)
(7)
{8)
{9)

Total. (Colurnn (b) must equial Form 990, Part X, col. (B) N T5.) ... oo > 1,251,022,
[Part X | Other Liabilities.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11e or 11f. Ses Form 890, Part X, line 25.
9. {a) Description of liability {b} Bock value

(1) Federal income taxes

2)

3)

]

{5)

{6

{7)

{8

9
Total, (Column (b) must equal Form 890, Part X, col. (B)line25) ... | -
2. Liability for uncertain tax positions. In Part XIIl, pravide the text of the footnote to the crganization's financial statements that reports the

organization’s liability for uncertain tax positions under FIN 48 {ASC 740). Check here if the text of the featnote has been provided in Part Xlll [l__|

Schedule D (Form 920) 2015

532053
09-21-15



NATIONAL ORGANIZATICON FOR RARE

Schedule D (Form 990) 2015 DISORDERS, INC. _ -~ _ 13-3223346 Page 4
[Part XI | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.

Complete if the organization answered "Yes" on Form 290, Parit IV, line 12a.
Total revenue, gains, and ather support per audited financial statements ... 1
Amounts included on line 1 but not on Form 990, Part VIII, line 12:
Net unrealized gains {losses) oninvestments
Donated services and use of facilities 2b
Recoveries of prior year grants
Other (Describe N Part Xill) 2d 249,323,
A lINes 2athrough 2d e 2 234,503,
3 Subtract line 2e from line 1 3 20,448 445,
4  Amounts included on Form 980, Part VilI, line 12, but not on line 1:
Investment expenses not included on Form 980, Part VlI, line 7b
Other (Describe in Part XII1.)
C AJAINES 4aaNd 4B | | ...t 4c 0.
Total revenue. Add lines 3 and dc. (This must equal Form 990, Part |, line 12, _5 20,448,445,
onclllatmn of Expenses per Audited Financial Statements With Expenses per Retumn.
Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.

20,682,948,

N =

o Q0 T o

1 Total expenses and losses per audited financial statements e, 1 19,799,052,
2  Amounts included on line 1 but not on Form 290, Part IX, line 25:

a Donated services and use of facilities 2a

b Prioryearadiustments . Leb

€ OHErIOSSES e 2

d Other(Describein Part XL e, .. L 2d 249,323,

o Addlines 2athrough2d . ... ... . . 2 249,323,
3 Subtractline2efromiine 1 . ... . SRR SOOI 3 BRIl e
4 Amounts included on Form 920, Part IX, ling 25, but not on line 1:

a Investment expenses not included on Form 990, Part VIIl, ine7b . = ... da

b Other (Describe in Part XY 4b

¢ Addlinesdaanddb e 4c 0.

5 19,548,728,

Total expenses. Add lines 3 and 4c. (This must equal Form 890, Partl, line 18} ..o
l Part XIII[ Supplemental Information.

Provide the descriptions required for Part Il, ines 3, 5, and 9; Part lll, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line 2; Part X,
lines 2d and 4b; and Part Xli, lines 2d and 4b. Also complete this part to provide any additional information.

PART X, LINE 2:

NORD ACCOUNTS FOR UNCERTAINTY IN INCOME TAXES IN ACCORDANCE WITH ASC

TOPIC, INCOME TAXES, THIS STANDARD CLARIFIES THE ACCQUNTING FOR

UNCERTAINTY IN TAX POSITIONS AND PRESCRIBES A RECOGNITION THRESHOLD AND

MEASUREMENT ATTRIBUTE FOR THE FINANCIAL STATEMENTS REGARDING A TAX

POSITION TAKEN OR EXPECTED TO BE TAKEN IN A TAX RETURN, NORD HAS

DETERMINED THAT THERE ARE NO UNCERTAIN TAX POSITIONS WHICH QUALIFY FOR

EITHER RECOGNITION OR DISCLOSURE IN THE FINANCIAL STATEMENTS AT DECEMBER

31, 2015,

1

PART XI, LINE 2D - OTHER ADJUSTMENTS:

FUNDRAISING EXPENSES 249,323,

s Schedule D (Form 990) 2015




NATIONAL ORGANIZATION FOR RARE

Schedule D (Form 990) 2015 DISORDERS, INC. 13-3223346 Page 5
[Part XN Supplemental Information (continued)

PART XII, LINE 2D - OTHER ADJUSTMENTS:

FUNDRAISING EXPENSES 249 323,

Schedule D (Form 990) 2015

532055
08-21-15



SCHEDULE F
{(Form 990)

Department of the Treasury
Internal Revenue Service

Statement of Activities Outside the United States

P> Complete if the organization answered "Yes" on Form 990, Part IV, line 14b, 15, or 16.

- Attach to Form 980.

P Information about Schedule F {Form 990) and its instructions is at www.irs.gov/form890.

OMB No. 1545-0047

2015

Open to Public
Inspection

Name of the organization

NATIONAL ORGANIZATION FOR RARE

DISORDERS, INC,

13-32238%4¢6

Employer identification number

| Part | | General Information on Activities Outside the United States. Complete if the organization answered "Yes" on
Form 990, Part IV, line 14b.

1 For grantmakers. Does the arganization maintain records to substantiate the amount of its grants and other assistance,
the grantees' eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance?

2 For grantmakers. Describe in Part V the organization's procedures for monitoring the use of its grants and other assistance outside the

United States.

3 Activities per Region. (The following Part |, line 3 table can be duplicated if additional space is needed .}

(a) Region {b) Number of | {c¢) Number of | {d) Activities conducted in region (e} If activity listed in {d) n To_tal
offices 2"';%',?83’9:"5& {by type} (e.g., fundraising, program is a program service, ex;;endltgres
in the region | independent services, investments, grants to describ.e spef:iﬂc t)‘ape invaosrtz:'e nis
C%\rfe%%%fs recipients located in the region) of service(s) in region in region
3a Subdotal ... 0 0 0.
b Total from continuation
sheetsto Part| 0 0 0.
¢ Totals (add lines 3a
and3b) ... 0 0 0.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 920. Schedule F (Form 990) 2015

532071
10-01-15
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NATIONAL ORGANIZATION FOR RARE

Corporation (see Instructions for FOrm 926) e

Did the arganization have an interest in a foreign trust during the tax year? If "Yes," the organization
may be required to separately file Form 3520, Annual Return To Report Transactions With Foreign
Trusts and Receipt of Certain Foreign Gifts, and/or Form 3520-A, Annual Information Return of Foreign

Trust With a U.S. Owner (see Instructions for Forms 3520 and 3520-A; do not file with Form890) . . .

Did the organization have an ownership interest in a foreign corporation during the tax year? If "Yes,"
the organization may be required to file Form 5471, information Return of U.S. Persons With Respect to

Certain Foreign Corporations (see Instructions for FOrm 5471) e eiaeinee

Was the organization a direct or indirect shareholder of a passive foreign investment company or a
qualified electing fund during the tax year? If "Yes," the organization may be required to file Form 8621,
Information Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing Fund
(see Instructions for Form 8621) e
Did the organization have an ownership interest in a foreign partnership during the tax year? /if "Yes,"
the organization may be required to fite Form 8865, Retum of U.S. Persons With Respect to Certain
Foreign Partnerships (see Instructions for Form 8865) e,
Did the organization have any operations in or related to any boycotting countries during the tax year? If
"Yes, " the organization may be required to separately file Form 5713, International Boycott Report (see
Instructions for Form 5713; do not file with Form 990)

Schedule F (Form 990) 2015 DISORDERS, INC. 13-3223548 Page 4
[Part V] Foreign Forms
1 Was the organization a U.S. transferor of property to a foreign corporation during the tax year? If "Yes," the
organization may be required to file Form 926, Retumn by a U.S. Transferor of Property to a Foreign
|:| Yes IE No

|___| Yes I_Y_—l No

I__—l Yes IZI No

|__—| Yes lZI No

DYes ENO

I:l Yes El No

532074
10-01-18

Schedule F (Form 990) 2015



NATICONAL ORGANIZATION FOR RARE
Schedule F (Form 990} 2015 DISORDERS, INC. 13-32323946 Page 5
Supplemental information
Provide the information required by Part 1, line 2 {monitoring of funds); Part |, line 3, celumn (f) (accounting method; amounts of
investments vs. expenditures per region); Part Il, line 1 (accounting method); Part Il (accounting method); and Part lll, column (c)
{estimated number of recipients}, as applicable. Also complete this part to provide any additional information.

PART II, COLUMN (D}:

REGION: EUROPE (INCLUDING ICELAND AND GREENLAND)

(D} PURPOSE OF GRANT: PSEUDOMYXQOMA PERITOMEI (PMP)- INITIAL RESERCH ON

CURE AND TEATMENT OF DISEASE STATE

REGIQON: EUROPE (INCLUDING ICELAND AND GREENLAND)

{D) PURPOSE OF GRANT: CREUTZFELDT JAKOB DISEASE- INITIAL RESERCH ON CURE

AND TEATMENT OF DISEASE STATE

532075 10-01-15 Schedule F (Form 990) 2015



OMB No. 1545-0047
SCHEDULE & Supplemental Information Regarding Fundraising or Gaming Activities
(Form 990 or 980-E£2) Complete if the organization answered "Yes" on Form 990, Part IV, lines 17, 18, or 19, or if the 20 15
organization entered more than $15,000 on Form 990-EZ, line 6a. .
Ll U P Attach to Form 990 or Form 990-EZ. _ Open to Public
reme - o P> _Information about Schedule G {Form 920 or 990-E2) and its Instructions is at WWW.irs.gov/form980. Inspection
Name of the organization NATIONAL ORGANIZATION FOR RARE Employer identification number
DISORDERS, INC. 13-3223946
Fun_draising Activities. Complets if the organization answared "Yes" on Form 990, Part IV, line 17. Form 990-EZ filers are not
required to complste this part.
1 Indicate whether the organization raised funds through any of the following activities. Check all that apply.
a ] Mail solicitations e Solicitation of non-government grants
b |:| Intermnet and email solicitations f D Solicitation of government grants
[ |:| Phone sclicitations g l:l Special fundraising events

d D In-person solicitations
2 a Did the organization have a written or oral agreement with any individual {including officers, directors, trustees or
key employess listed in Form 990, Part VII) or entity in connection with prefessional fundraising services? D Yes |:| No

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

i} Did v) Amount paid . .
(i) Name and address of individual " . fgn'r‘I iser | (iv) Gross receipts tg %or retaineg by) {vi) Amount paid
or entity (fundraiser) 1) Activity el | from activity fundraiser . | to (or retained by)
cantributions? listed in col. (i) Orgauiizatian
Yes | No
Tobal ittt eee e eneeaeas >

3 List all states in which the organization is registered or licensed to solicit contributions or has been nctified 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 920-EZ) 2015

532081
09-14-15



NATTONAL ORGANIZATION FOR RARE
Scheduls G (Form 990 or 990-E7) 2015 DISORDERS, INC,

13-3223946

Page 2

Fundraising Events. Complete if the organization answered "Yes" on Form 980, 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) CI):I;:; events (d) Total events
(add col. {a) through
BNNUAL GALA SUMMIT col. {c)
@ (event type) (event type) {total number) )
5
E 1 Grossreceipts . 712,878, 369,626, 1,082,504,
2 Less: Contributions ... 663,878, 369,626, 1,033,504,
3 _Gross income (line ] minusline2) ... 43,000, 49,000,
4 Cashprizes . ...
& Noncashprizes ...
g
§ 6 Rentfaciltycosts 43,288, 43,288,
o
©|7 Foodandbeverages .. . ... 79,182, 356. 79,538.
5
8 Entertainment 0.
9 Otherdirectexpenses 101,300, 25,187, 126,497,
10 Direct expense summary. Add lines 4 through 2 in column (d) 245,323,
-200,323,

11_Net income summary. Subtract line 10 from line 3, column {c))
] Eart ||| l G

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

aming. Complete if the organization answered "Yes" on Form 990, Part |V, line 19, or reported more than

; (b) Puil tabs/instant . {d) Total gaming (add
[«1] a . f
3 (a) Bingo bingo/progressive bingo | (6} Cthergaming "oy through col. {c))
@
2
o
1 _Crossrevenue ...
|2 Cashprizes ...
&
@
u% 3 Nongashprizes .. .. ..
E 4 Rentfaciltycosts ___ ... ..
o
5 Otherdirectexpenses ___ __.._...........
L_Ives % |L_| Yes % |L_] ves %
6 Volunteerlabor I:l No D No D No
7 Direct expense summary. Add lines 2 through 5 in column (d) e »
8 Net gaming income summary. Subtractline7 fromline 1, column{d) ... ... | 3
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? ___ L lves L_INo
b If "No," explain:
|—_| Yes |__.| No

10a Were any of the organization's gaming licenses revoked, suspended or terminated during the tax year?

b If "Yes," explain:

532

082 09-14-16

Schedule G (Form 990 or 990-EZ) 2015



NATIONAL ORGANIZATION FOR RARE
Schedule G (Form 990 or 990-EZ) 2015 DISORDERS, INC. 13-3223946

Page 3
11 Does the organization conduct gaming activities with nonmembers? e LI Yes Efﬁ'
12 |s the organization a grantor, beneficiary or trustes of a trust or a member of a partnership or other entity formed
to administer chartable QaMING D e et en e e ebe b [ Ives [INo
13 Indicate the percentage of gaming activity conducted in:
a The organization's facility 13a %
b Anoutside FAClIty e e e 13b %

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

Name P
Address P
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? D Yes |:| No
b If "Yes,” entsr the amount of gaming revenue recesived by the organization P and the amount

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

Name P

Address P

16 Gaming manager information:

Name P

Gaming manager compensation p

Description of services provided P

] Director/officer ] Employee ] Independent contractor

17 Mandatory distributions:
a Is the organization required under state law to make charitable distributions from the gaming proceeds to
retain the state gaming license? .. ... |:] Yes ] 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 exemnpt activities during the tax year > $
|Part IVI Supplemental Information. Provide the explanations required by Part |, line 2b, columns (i} and (v); and Part lll, lines 8, 9b, 10b, 15b,
15¢, 16, and 17b, as applicable. Also provide any additional information (see instructions).

532082 09-14-15 Schedule G (Form 280 or 990-EZ) 2015



NATIONAL ORGANIZATION FOR RARE

Schedule G {Form 990 or 990-E2) DISORDERS, INC, 13-3223946 Page 4
[Part IV] Supplemental Information (continued)

Schedule G (Form 980 or 990-EZ)
532084
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SCHEDULE J Compensation Information OMB No. 1645-0047
{Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest 20 1 5
Compensated Employees
P Complete if the organization answered "Yes" on Form 930, Part IV, line 23.
Department of the Treasury > Attach to Form 990. Open to Public
Internal Revenue Service Information about Schedule J (Form 990} and its instructions is at www.Irs.gov/formS80. Inspection
Name of the organization NATIQONAL QRGANIZATION FOR RARE Employer identification number
_ ____ DISORDERS, INC. 13-3223946
[Part1 | Questions Regarding Compensation
Yes | No
1a Check the appropriate box(es) if the organization provided any of the following to or for a person listed on Form 990,
Part VI, Section A, line Ta. Complete Part Il to provide any relevant information regarding these items.
First-class or charter travel Housing allowance or residence for persaonal use
] Travel for companions L] Payments for business use of personal residence
Tax indemnification and gross-up payments Health or social club dues or initiation fees
[ Discretionary spending account [ Personal services (e.g., 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 Part lltoexplain ... ... 1b
2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all directors,
trustees, and officers, including the CEQ/Executive Director, regarding the items checked inline1a? ... ... 2
3 Indicate which, if any, of the following the filing organization used to establish the compensation of the organization’s
CEQ/Executive Director. Check all that apply. Do not check any boxes for methods used by a related organization to
establish compensation of the CEQ/Executive Director, but explain in Part |1l
Compensation committee Written employment contract
Independent compensation consultant E Compensation survey or study
Form 990 of other organizations Approval by the board or compensation committes
4 During the year, did any person listed on Form 290, Part Vil, Section A, line 1a, with respect to the filing
organization or a related organization:
a Recsive a severance payment or change-of-Control PaYMIBNE ? e, 4a X
b Participate in, or receive payment from, a supplemental nongualified retirement PIaN? e 4b X
¢ Participate in, or receive payment from, an equity-based compensation arrangement? e, 4c X
If “Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part Il
Only section 501(c)(3), 501(c)(4), and §01(c){29) organizations must complete lines 5-9.
5 For persons listed on Form 990, Part VI, Section A, line 1a, did the arganization pay or accrue any compensation
contingent on the revenues of:
a The organization? _ ... ... o Y <52 5a L
b Any related organization? et 5b &
If "Yes" to line 5a or 5b, describe in Part Ifl.
6 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the net eamings of:
B TR0 O A N D et 6a x
b ANy Pl Or M Za 0N ettt en ettt e et et 6b B
If "Yes" on line 6a or 6b, describe in Part lll.
7 For persons listed on Form 990, Part VI, Section A, line 1a, did the organization provide any non-fixed payments
not described on lines 5 and 67 If "Yes," desCribe M Part Ml 7 X
8 Woere any amounts reported on Form 990, Part VI, 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," describeinPart Il ... . ... ... a8 X
9 If "Yes" to line 8, did the crganization also follow the rebuttable presumption procedure described in
Regulations section S3.4988-BIC)? o i 9
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 890. Schedule J (Form 980) 2015
532111

10-14-15
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. OMB No. 1545-0047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ
(Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 20 1 5

Form 890 or 990-EZ or to provide any additional information. .
Department of the Treasury P Attach to Form 990 or 990 EZ Cpen to Public
Internal Revenus Service P> Information g : Z1 and Hs inst = js at WWW.Irs.gov/form990., Inspection
Name of the organization NATIONN—' ORGBNIZATION FOR RARE Employer identification number

DISORDERS, INC. 13-3223946

FORM 990, PART I, LINE 1, DESCRIPTICN OF ORGANIZATION MISSICN:

THAT SERVE THEM, NORD, ALONG WITH ITS MORE THAN 230 PATIENT

ORGANIZATION MEMBERS, IS COMMITTED TCO THE IDENTIFICATICN, TREATMENT,

AND CURE OF RARE DISORDERS THROUGH PROGRAMS OF EDUCATION, ADVOCACY,

RESEARCH, AND PATIENT SERVICES.

FORM 980, PART III, LINE 1, DESCRIPTION OF ORGANIZATION MISSION:

OF EDUCATION, ADVOCACY, RESEARCH AND SERVICE,

FORM 9290, PART III, LINE 4D, OTHER PROGRAM SERVICES:

RESEARCH AND MEDICAL AND SCIENTIFIC AFFATRS ADMINISTERS A PROGRAM COF

GRANTS AND FELLOWSHIPS TO SUPPORT RESEARCH ON RARE DISEASES FUNDED BY

CONTRIBUTIONS FROM THE PUBLIC, PATIENTS AND THEIR FAMILIES, AND PATIENT

ORGANIZATICONS.

EXPENSES § 646,623, INCLUDING GRANTS OF § 224,818, REVENUE § 0,

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

THE 990 IS REVIEWED BY THE VP OF FINANCE, CFQ, CEQ, TREASURER, FINANCE

COMMITTEE, EXECUTIVE COMMITTEE AND CHAIRPERSON OF THE AUDIT COMMITTEE PRIOR

TO FILING,

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

THE BOARD OF DIRECTORS IS REQUIRED TO COMPLETE AN ANNUAL REVIEW OF THE

ORGANIZATION'S CONFLICT OF INTEREST POLICY. THE BOARD IS ALSO REQUIRED TO

ANNUALLY SIGN OFF AS TQO ANY ENOWN CONFLICTS THAT EXIST.

slﬁai-zlﬁ ; For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2015)
08-02-15



Scheduls O {Form 990 or 990-EZ) (2015) Page 2

Name of the organization WATIONAL ORGANIZATION FOR RARE Employer identification number
DISORDERS, INC, 13-3223946

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

THE BOARD QOF DIRECTORS REVIEWS EXTERNAL MARKET SURVEYS, DOL, BELS, AND

ACCOUNTEMF SURVEYS FOR DECISIONS ON THE EXECUTIVE DIRECTOR CCMPENSATION.

THERE IS ALSO A SALARY ADMINISTRATION FLAN THAT TARKES INTO CONSIDERATION

GEOGRAPHIC SETTINGS, SEILLS, AND EDUCATION,

FORM %90, PART VI, LINE 17, LIST OF STATES RECEIVING COFY COF FORM 990:

CT,NY AK,AL,AZ CA,CO,FL,GA,IL,6IN,KS KY MA MD,ME,MI MN, MS, NC, NH,NJ NM, NV, 6OH

OK,OR,PA,RI SC, TN, UT VA, WA WI WV AR HI ND

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

GOVERNING DOCUMENTS ARE MADE AVAILABLE UPON REQUEST,

FORM 990, PART XII, LINE 2C:

THE BOARD OF DIRECTORS ASSUMES RESPONSIBILITY FOR QVERSIGHT OF THE

AUDIT OF IT'S FINANCIAL STATEMENTS AND SELECTION OF AN INDEPENDENT

ACCOUNTANT.

532212 09-02-15 Schedule O (Form 980 or 990-EZ) (2015)



NATIONAL ORGANIZATION FOR RARE
Schedule D (Form 990} 2015 DISORDERS, INC. 13-3223946 Page 2
[Part Nl | 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 I:] Loan or exchange programs
b |:| Scholarly research e I:l Other
e [ 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 donaticns 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? ... D Yes |:| No
| Part IV | Escrow and Custodial Arrangements. Complete if the organization answered "Yes" on Form 990, Part [V, line 9, or
reported an amount on Form 990, Part X, line 21.

1a s the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included
ONFOIM OO0, PAMX? e ettt s e et s e [Jves [no

b If "Yes," explain the arrangement in Part XIIl and complete the following table:

Beginning DaIANCE e ic
Additions dUnng the Year e id
DSt DU ONS AUING N OB 1e

BN DaIANCE 1t

2a Did the organization include an ameunt on Form 990, Part X, line 21, for escrow or custodial account liabifity? L Yes I No

b If "Yes," explain the arrangement in Part XIil. Check here if the explanation has been providedon Part X1 ...
l PartV | Endowment Funds. Complete if the organization answered "Yes" on Form 990, Part IV, line 10.
(a) Current year {b) Prior year {c) Two years back | {d) Three years back | {e) Four years back

== 0o a 0

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

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

a Board designated or 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 naot in the possession of the organization that are held and administered for the organization

[ - T I -

-

by: Yes | No
{i) unrelated organizations 3afi)
(ti) related organizations 3afii)
b K "Yes" on line 3a(i)), are the related organizations listed as required on Schedule R? 3b
4 Describe in Part Xlll 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 890, Part X, line 10.
Description of property {a) Cost or cther {b) Cost or other {¢) Accumulated {d) Book value
basis (investment) basis (other) depreciation
Ta Land 505,203, 505,203,
b Buildings 767,812, 236,927, 530,885,
¢ Leaschold improvements 11,910, 11,910. 0.
d Equipment 320,168, 190,256, 129'912.
& Other .. 1,316,360, 1,186,792, 129 568,
Total. Add lines 1a through 1e. (Column {d) must equal Form 990, Part X, column (B), line 10¢.) N 1,295 568,
Schedule D (Form 990) 2015
532052

08-21-15



NATIONAL ORGANIZATION FOR RARE

Schedule D (Form 990) 2015 DISORDERS, INC. 13-3223946 Page 3
[Part Vil] Investments - Other Securities.
Complete if the organization answered "Yes" on Form 990, Part |V, line 11b. Ses Form 990, Part X, line 12.
{a) Description of security or category (includging name of security) {b) Book value (c) Method of valuation: Gost or end-of-year market value

(1) Financial derivatives . ...
(2) Closely-held equity interests
(3) Other

A

B)

(€

{0}

(B

{F)

G}

(H)
Total. (Col. {b) must equal Form 990, Part X, col. (B) line 12.) >
[ Part Vlll| Investments - Program Related.

Complete if the organization answered "Yes" on Form 980, Part |V, 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 valus

(1)
(2)
(3)
(4)
(5)
(6)
@
{8)
{9)

Total, (Col. (b) must equal Form 990, Part X, col. (B) line 13.) >
| Part IX| Other Assets.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11d. See Form 990, Part X, line 15.
{a) Description {b) Bock value
1,251,022,

{1} SOFTWARE UNDER DEVELOFPMENT

(2)
(3
(]
(5
(6)
{7
{8)
{s)

Total, (Cofumn (b) must equal Form 990, Part X, col. (BYNE 715.) ... ...ocoivoieiiiiiiiininoe oo |
[Part 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

2

(3)

(4

@)

{6)

@)

8

9)
Total. (Column {b) must equal Form 990, Part X, col. (B) line25.) ............. »
2. Liability for uncertain tax positions. In Part XllI, provide the text of the footnote to the organization's financial staterments that reports the

erganization’s liability for uncertain tax positions under FIN 48 (ASC 740). Check here if the text of the footnote has been provided in Part Xill IZ'

Schedule D (Form 990) 2015

1,251,022,

532053
08-21-18



NATIONAL QORGANIZATION FOR RARE

Schedule D (Form 990} 2015 DISORDERS, INC, 13-3223946 ngﬁ_
econclllatlon of Revenue per Audiled Financial Statements With Revenue per Return.
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 20,682,948,
2 Amounts included on line 1 but not on Form 990, Part VI, line 12:

a Net unrealized gains (losses)oninvestments 2a -14,820

b Donated services and use of faciltties . . 2b

¢ Recoverlesof prioryear grants e 2¢

d Other (Describein Part XIIL) e | 2d 249,323

8 A INES 2athrough 20 e e, 2e 234,503,
3 Subtractline 28 from iNe 1 e 3 20,448,445,
4 Amounts included on Form 990, Part VIII, line 12, but not on line 1:

a Investment expenses not included on Form 990, Part VIl ine7b ... | da

b Other(Describe inPart XIIL) e | ap

C Addilines da and Ab ettt e e 4c 0.
5 Total revenue. Add lines 3 and 4c. (This must equal Form 990, Parf §, e 12.) iz 5 20,448,445,

| Part XNl | Reconciliation of Ex) Expenses per Audited Flnanclal 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 StatemIeMtS e, 1 19,799,052,
2 Amounts included on line 1 but not on Form 990, Part IX, line 25:

a Donated services and use of facilities 2a

b Prioryearadjustments . L2b

G OLherloSSES ...t C L 2e

d Other(Describe in Part XIIL) ... s |_2d 249,323,

e Addlnes2athrough2d | ... ... 2e LS EE
3 Subtractline2efromline 1 . 3 19,549,729,
4 Amounts included on Form 290, Part IX, line 25, but not on line 1

a Investment expenses not included on Form 990, Part VIIL, line 7b

b Other (DescribeinPart XY

c Addlinesdaanddb 4c 0.

5 19 549,725,

5 Total expenses. Add lines 3 and 4c. (This must equal Form 890, Part I, line 18.}
| Part XIII| Supplemental Information.

Provide the descriptions required for Part Il, lines 3, 5, and 9; Part 11, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line 2; Part X,

lines 2d and 4b; and Part X!l, lines 2d and 4b Alsc complete this part to provide any additional information.

PART X, LINE 2:

NORD ACCOUNTS FOR UNCERTAINTY IN INCOME TAXES IN ACCORDANCE WITH ASC

TOPIC, INCOME TAXES, THIS STANDARD CLARIFIES THE ACCOUNTING FOR

UNCERTAINTY IN TAX POSITIONS AND PRESCRIBES A RECOGNITION THRESHQLD AND

MEASUREMENT ATTRIBUTE FOR THE FINANCIAL STATEMENTS REGARDING A TAX

POSITION TAKEN OR EXPECTED TO BE TAKEN IN A TAX RETURN, NORD HAS

DETERMINED THAT THERE ARE NO UNCERTAIN TAX POSITIONS WHICH QUALIFY FOR

EITHER RECOGNITION OR DISCLOSURE IN THE FINANCIAL STATEMENTS AT DECEMBER

31, 2015,

PART XI, LINE 2D - OTHER ADJUSTMENTS:

FUNDRAISING EXPENSES 249 323,

T3Z05L
00-21-15

Schedule D (Form 880} 2015



NATIONAL ORGANIZATION FOR RARE

Schedule D (Form 890} 2015 DISORDERS, INC, 13-3223946 Page 5
art Xlll{ Supplemental Information (continued)

PART XII, LINE 2D - OTHER ADJUSTMENTS:

FUNDRAISING EXPENSES 249 323,

Schedule D (Form 990) 2015
532055
09-21-15



SCHEDULE F Statement of Activities Outside the United States e B
(FOI‘ITI 990) P Complete if the organization answered "Yes" on Form 990, Part IV, line 14b, 15, or 16. 20 15
Department of the Treasury P> Attach to Form 990. Open to Pubiic
Internal Revenus Service P> Information about Schedule F (Form 990) and its instructions is at www.irs.gov/form990. Inspection
Employer identification number

Name of the organization

NATIONAL ORGANIZATION FOR RARE
DISCRDERS, INC,

| Part |l | General Information on Activities Outside the United States. complete if the organization answered "Yes" on

Form 990, Part IV, line 14b.
1 For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other assistance,
the grantees’ sligibility for the grants or assistance, and the selection criteria used to award the grants or assistance? Yes D No

13-32235946

2 For grantmakers. Describe in Part V the organization's procedures for monitoring the use of its grants and other assistance outside the
United States.

3 Activities per Region. (The following Part |, line 3 table can be duplicated if additional space is needed.)
{a) Region {b) Number of | {¢} Number of | ({d) Activities conducted in region {e)} If activity listed in (d) {f) Total
offices :&%‘?SV‘;%S& (by type} (e.g., fundraising, program is a program service, expenditures
in the region | independent services, investments, grants to describe specific type _ forand
contractors ipients located in the region) of service(s) in region ULl
recipients locate g in region
in region
8a Subtotal ... 0 0 0.
b Total from continuation
sheets to Part | 0 0 0.
¢ Totals (add lines 3a
and3b) oo 0 0 T
Schedule F (Form 980) 2015

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

532071
10-01-18
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NATIONAL ORGANIZATION FOR RARE

Schedule F (Form 990) 2015 DISORDERS, INC.

[Part IV

13-3223944 Page 4

| Foreign Forms

Was the organization a U.S. transferor of property to a foreign corporation during the tax year? If "Yes, " the
organization may be required to file Form 926, Return by a U.S. Transferor of Property to a Foreign

Corporation {see Instructions for FOm 826) e e

Did the organization have an interest in a foreign trust during the tax year? If "Yes, " the organization
may be required to separately file Form 3520, Annual Return To Report Transactions With Foreign
Trusts and Receipt of Certain Foreign Gifts, and/or Form 3520-A, Annual Information Return of Foreign

Trust With a U.S. Owner (see Instructions for Forms 3520 and 3520-A; do not file with Form980)

Did the organization have an ownership interest in a foreign corporation during the tax year? /f "Yes,"
the organization may be required to file Form 5471, Information Return of U.S. Persons With Respect to

Certain Foreign Cotporations (see Instructions for FOrm B47 1) e

Was the organization a direct or indirect shareholder of a passive forsign investment company or a
qualified electing fund during the tax year? If "Yes," the organization may be required to file Form 8621,
Information Retumn by a Shareholder of a Passive Foreign Investment Company or Qualified Electing Fund
(see Instructions for FOrm 8621) ]
Did the organization have an ownership interest in a foreign partnership during the tax year? if "Yes,"
the organization may be required to file Form 8865, Return of ULS. Persons With Respect to Certain
Foreign Partnerships (see Instructions for Form 8868) e
Did the organization have any operations in or related to any boycotting countnies during the tax year? If
"Yes," the organization may be required to separately file Form 5713, intemnational Boycott Report (see
Instructions for Form 5713, do not file with Form 990)

1] Yes E No

|:| Yes El No

D Yes E No

|:| Yes E No

|:|Yes IleO

D Yes E‘:l No

532074
10-01-15

Schedule F (Form 990) 2015



NATIONAL ORGANIZATION FOR RARE

Schedule F (Form 990) 2015  DISORDERS, INC. 13-3223946 Page 5
[Part V [ Supplemental Information
Provide the infarmation required by Part I, line 2 (monitoring of funds); Part |, line 3, column (f) {accounting method; amounts of

investments vs. expenditures per region); Part Il line 1 (accounting methed); Part lll {accounting method); and Part Il, column (¢)
{estimated number of recipients), as applicable. Also complete this part to provide any additional information.

PART II, COLUMN (D):

REGION: EUROPE (INCLUDING ICELAND AND GREENLAND)

(D} PURPOSE OF GRANT: PSEUDOMYXQMA PERITCMEI (PMP)- INITIAL RESERCH ON

CURE AND TEATMENT OF DISEASE STATE

REGION: EUROPE (INCLUDING ICELAND AND GREENLAND)

(D) PURPOSE OF GRANT: CREUTZFELDT JAKOB DISEASE- INITIAL RESERCH ON CURE

AND TEATMENT QOF DISEASE STATE

532075 10-01-15 Schedule F {Form ©980) 2015



SCHEDULE G ] . . . L. OMB No, 1545-0047
E orm 950 or 990-E Supplemental Information Regarding Fundraising or Gaming Activities |——mam—&=—
(Form or -EZ) Complete if the organization answered "Yes" on Form 990, Part IV, lines 17, 18, or 19, or if the 20 1 5
organization entered more than $15,000 on Form 990-EZ, line 6a. =
Department of the Treasury > Attach to Form 890 or Form 990-EZ. Open to Public
I A Servi i
itttk P Information about Schedule G {Form 990 or 890-EZ) and its instructions is at Www.Irs.gov/form890. [napscton
Name of the organization NATIONAL ORGANIZATION FOR RARE Employer identification number
DISORDERS, INC, 13-3223946
Fundraising Activities. Compiete if the organization answered "Yes" on Form ©90, 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 |:| Mail solicitations e D Solicitation of non-government grants
b |___] Intemet and email solicitations f [:I Solicitation of government grants
c L] Phone solicitations g ] Special fundraising events

d |:| 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 VII) or entity in connection with professional fundraising services? |:| Yes |:| No

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

i) Did v} Amount paid . .
{i) Name and address of individual . . fl(.ln raiser (iv) Gross receipts t(O (}OF retaine?j by) {vi) Amou_”t paid
or entity (fundraiser) (i) Activity diloreei from activity fundraiser to (or retained by)
’ conirbutions? listed in col. (i) organization
Yes | No
TOBAl it ieieeieiee i eeieeseieeiiseseeseesineneeeinineeenas >
3 List all states in which the organization is registered or licensed to selicit 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) 2015
532081

08-14-15



NATIONAL ORGANIZATION FOR RARE

Schedule G (Form 990 or 990-EZ) 2015 DISORDERS, INC. 13-3223946 Page 2
[Part ll| 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) zt:;:; events (d) Total events
{add col. {a) through
AL GALA lsuMMIT col. {¢)
o {event type) (event type} (total number) '
é 1 @Gross receipts __________________________________________ 712,878. 359,525. 1,082,504.
2 Less: Contributions 663,878, 369,626, 1,033,504,
3 Gross income {line 1 minus line2) ... 49,000, 49 000,
4 Cashprizes
§ Noncashprizes . . ... ...
g
§ 6 Rentfaciitycosts 43 288, 43,288,
o
§ 7 Foodand beverages ... 79,182, 356, 79,538,
5
8 Entertainment ... 0.
8 Otherdirectexpenses 101,300, 25,197, 126,487,
10 Direct expense summary. Add lines 4 through 9 incolumn () 249,323,
11 Net income summary. Subtract line 10 from line 3, column {d) -200,323.
] Eart ||| ] Gammg. Complete if the organization answered "Yes® on Form 890, Part IV, line 18, or reported more than
$15,000 on Form 990-E2Z, line Ba.
: {b}) Puli tabs/instant . (d) Total gaming {add
) ) . .
g (a) Bingo bingo/progressive bingo (c) Other gaming col. {(a) through col. (c))
]
s
1 Grossrevenue ... ...
w| 2 Cashprizes ___ .
&
5
13 Noncashpfizes ___ .. ... ...
Ll
k3]
214 PRentfaciltycosts ___~
8
§ Otherdirectexpenses ......................
|__] Yes % [L_I Yes % [L_| Yes %
6 Volunteerlabor ___ |:| No I:' No |:| No
7 Direct expense summary. Add lines 2 threugh Sincolumn{d) . >
___ 18 Netgamingincoms surnmary. Subtractline 7 fromline 1, column (a) ..., | 2

9 Enter the state(s) in which the organization conducts gaming activities:
a |s the organization licensed to conduct gaming activities in each of these states? ___ L Tves [_INo

b If "No," explain:

10a Were any of the crganization’s gaming licenses revoked, suspended or terminated during the taxyear? ___ ... L] Yeos D No
b If "Yes," explain:

532082 09-14-15 Schedule G (Form 990 or 980-EZ) 2015



NATIONAL ORGANIZATION FOR RARE

Schedule G {Form 990 or 990-EZ) 2015 DISORDERS, INC. 13-3223946 Paﬁe 3
11 Does the organization conduct gaming activities with nonmembers? ... et L _IvYes 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 GAMINGT ... oot ee e et st saa e mn o me s em e em e m s
13 Indicate the percentage of gaming activity conducted in:
a The organization's facility 13a

%
b An outside facility 13b %

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

|:| Yes [:‘ No

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

of gaming revenus retained by the third party P> $
¢ If "Yes," enter name and address of the third party:

Name P

Address p

16 Gaming manager information:

Name P

Gaming manager compensation p &

Description of services provided P

L1 pirector/officer L1 Employes ] Independent contractor

17 Mandatory distributions:
a Is the organization required under state law to make chantable distributions from the gaming proceeds to
retain the state gaming license? |:| Yes D 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 B> $
|Part |V| Supplemental Information. Provide the explanations required by Part |, line 2b, columns (iii) and (v); and Part lll, lines 9, 9b, 10b, 15b,
15¢, 16, and 17b, as applicable. Also provide any additional information (see instructions).

532083 09-14-15 Schedule G (Form 990 or 990-EZ) 2015



NATIONAL ORGANIZATION FOR RARE

Schedule G (Form 890 or 890-E7) DISORDERS, INC, 13-3223246 Page 4
art Supplemental Information (continued)

Schedule G (Form 990 or 980-EZ)
532084
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SCHEDULE J Compensation Information OME No. 1545-0047

(Form 890) For certain Officers, Directors, Trustees, Key Employees, and Highest 20 15
Compensated Employees
P Complete if the organization answered "Yes" on Form 980, Part IV, line 23,

Department of the Treasury P Attach to Form 990, Open to P_"b“':
Internal Revenue Servies P> Information about Schedule J (Form 990) and its instructions is at www.ls.gov/form2g0. Inspection
Narme of the organization NATIONAL CRGANIZATION FOR RARE Employer identification number
DISORDERS, INC, 13-3223946
[Part| | Questions Regarding Compensation
Yes | No

1a Check the appropriate box{es) if the crganization provided any of the following to or for a person listed on Form 990,
Part VI, Section A, line 1a. Complete Part |il to provide any relevant information regarding these items.

First-class or charter travel Housing allowance or residence for personal use

Travel for companions [:] Payments for business use of personal residence
|:| Tax indemnification and gross-up payments |:’ Health or social club dues or initiation fees

Discretionary spending account I:l Personal services (e.g., maid, chauffeur, chef)

b If any of the boxes on line 1a are checked, did the crganization follow a written policy regarding payment or

reimbursement or provision of alf of the expenses described above? If “No," complete Part llltoexplain ... 1b
2 Did the arganization require substantiation prior to reimbursing or allowing expenses incurred by all directors,
trustess, and officers, including the CEQ/Executive Director, regarding the items checked inline1a? . . . | 2

3 Indicate which, if any, of the following the filing organization used to establish the compensation of the organization's
CEG/Executive Director. Check all that apply. Do not check any boxes for methods used by a related organization to
establish compensation of the CEO/Executive Director, but explain in Part ||

Compensation committee Written employment contract
Independent compensation consultant E Compensation survey or study
1] Form 980 of other organizations Approval by the board or compensation committee

4 During the year, did any person listed on Form 990, Part VI, Section A, line 1a, with respect to the filing
organization or a related organization:

a Receive a severance payment or change-of-Control paYMENt? 4a X
b Participate in, or receive payment from, a supplemental nonqualified retirement plan? 4b X
¢ Participate in, or receive payment from, an equity-based compensation arrangement? 4c X
If "Yas" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part lll.
Only section 501(c)(3), 501(c)(4}, and 501(c)(29) organizations must complete lines 5-9.
5 For persons listed on Form 980, Part VI, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the revenues of:
a Theorganization? ... . B - VUSSR OO RO S5a L
b Any related organization? st Sh N
If "Yes" {o ling 5a or 5b, describe in Part ).
6 For persons listed on Form 890, Part VI, Section A, line 14, did the organization pay or accrue any compensation
contingent on the net earnings of:
@ The Organlzation? e 6a X
B AN FEl Ao OF G Z At 0N ? et ettt et et ettt et e ettt et et 6b B
If "Yas" on line 6a or 6b, describe in Part 1.
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 87 If "Yes," describe I Par 11l 7 X
8 Woere any amounts reported on Form 990, Part VI, 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 in Part it ... ... 8 X
9 If "Yes" to line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations section 53.4958-6(C)? ... 9
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J {(Form 980) 2015
532111

10-14-15
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OMB No. 1545-D047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ
(Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 20 1 5
Form 990 or 990-EZ or to provide any additional information. .
Depariment of the Troasury | 4 Attach to Form 990 or 990 EZ. Open to Public
Internal Revenue Service P Information : g Go( { its g is gt WwWwW.irs.gov/form990. Inspection
Name of the organization NM‘IONM- ORGANIZATION FOR RARE Employer identification number
DISORDERS, INC. 13-3223946

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

THAT SERVE THEM, NORD, ALONG WITH ITS MORE THAN 230 PATIENT

ORGANIZATION MEMBERS, IS5 COMMITTED TC THE IDENTIFICATION, TREATMENT,

AND CURE OF RARE DISORDERS THROUGH PROGRAMS OF EDUCATION, ADVOCACY,

RESEARCH, AND PATIENT SERVICES,

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

OF EDUCATION, ADVQCACY, RESEARCH AND SERVICE,

FORM 930, PART III, LINE 4D, OTHER PROGRAM SERVICES:

RESEARCH AND MEDICAL AND SCIENTIFIC AFFAIRS ADMINISTERS A PROGRAM OF

GRANTS AND FELLOWSHIPS TC SUPPORT RESEARCH ON RARE DISEASES FUNDED EY

CONTRIBUTIONS FRCM THE PUBLIC, PATIENTS AND THEIR FAMILIES, AND PATIENT

ORGANIZATIONS,

EXPENSES § 646,623, INCLUDING GRANTS OF $ 224,818, REVENUE § O,

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

THE 990 IS REVIEWED BY THE VP OF FINANCE, CFC, CEQ, TREASURER, FINANCE

COMMITTEE, EXECUTIVE COMMITTEE AND CHAIRPERSON OF THE AUDIT COMMITTEE FRIOR

TQ FILING,

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

THE BOARD OF DIRECTORS IS REQUIRED TO COMPLETE AN ANNUAL REVIEW OF THE

ORGANIZATION'S CONFLICT OF INTEREST POLICY., THE BOARD IS ALSO REQUIRED TO

ANNUALLY SIGN OFF AS TO ANY EKNOWN CONFLICTS THAT EXIST.

|5_3H2é1 For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2015)
03°02-15



Schedule O {Form 990 or 990-E7) (2015) Page 2

Name of the organization NATIONAL ORGANIZATION FOR RARE Employer identification number
DISORDERS, INC, 13-3223946

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

THE BCARD OF DIRECTORS REVIEWS EXTERNAL MARKET SURVEYS, DOL, BLS, AND

ACCOUNTEMP SURVEYS FOR DECISIONS ON THE EXECUTIVE DIRECTOR COMPENSATION,

THERE IS ALSO A SALARY ADMINISTRATION PLAN THAT TAKES INT(Q CONSIDERATION

GEOGRAPHIC SETTINGS, SKILLS, AND EDUCATION,

FORM $90, PART VI, LINE 17, LIST OF STATES RECEIVING COPY OF FORM $90:

CT,NY AK, AL, AZ,CA,CO FL,GA, IL,IN, KS KY MA MD ME MI MN, MS, NC,NH,NJ NM NV, OH

OK,OR,PA,RI,SC,TN, UT, VA, WA WI WV, AR, HI,ND

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

GOVERNING DOCUMENTS ARE MADE AVAILABLE UPON REQUEST.

FORM 990, PART XIT, LINE 2C:

THE BOARD OF DIRECTORS ASSUMES RESPONSIBILITY FOR OVERSIGHT OF THE

AUDIT OF IT'S FINANCIAL STATEMENTS AND SELECTION OF AN INDEPENDENT

ACCOUNTANT,

532212 09-02-15 Schedule O (Form 890 or 980-EZ) (2015)



