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Part 1il | Statement of Program Service Accomplishments
Check if Schedule O contains a response or note to any ling in this Part Il ... oo @

1 Briefly describe the organization’s mission:

THE ORGANIZATION IS DEDICATED TO IMPROVING THE EXPERIENCES AND

OUTCOMES OF CHIARI AND SYRINGOMELIA PATIENTS BY: 1.PROVIDING ACCURATE,

UP-TO-DATE, AND EASY TO UNDERSTAND INFORMATION TO PATIENTS SO THAT

THEY CAN TAKE CONTROL OF THEIR HEALTH CARE AND MAKE

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

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

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
revenue, if any, for each program service reported.

4a (Code ) (Exper‘ses $ 4 9 8 9 2 5 including grants of $ 4 3 8 1 6 1 ) (Reve'mue $ )
GRANTS FOR RESEARCH PROJECTS FOCUSED ON IMPROVING DIAGNOSTICS,

ASSESSING THE COGNITIVE EFFECTS OF CHIARI, GENETICS RESEARCH, AND OTHER
CRITICAL AREAS. MOST FUNDING IS DIRECTED TOWARDS THE CONQUER CHIARI
RESEARCH CENTER (CCRC) AT THE UNIVERSITY OF AKRON, THE WORLD'S FIRST
RESEARCH LABORATORY DEDICATED SOLELY TO ADVANCING THE MEDICAL AND
SCIENTIFIC UNDERSTANDING OF CHIARI MALFORMATION. THE CCRC IS A STATE OF
THE ART FACILITY, STAFFED WITH DISTINGUISHED RESEARCHERS, WORKING
DILIGENTLY TO: APPLY THE LATEST ENGINEERING TECHNIQUES AND ANALYSIS TO
IMPROVE DIAGNOSES AND TREATMENT OPTIONS, LEVERAGE THE CONQUER CHIARI
PATIENT REGISTRY TO STUDY THE EPIDEMIOLOGY AND NATURAL HISTORY OF
CHIARI, FOSTER COLLABORATIONS WITH LEADING CLINICIANS AND SCIENTISTS TO
ADVANCE THE CONQUER CHIARI RESEARCH AGENDA AND ACT AS A FOCAL POINT FOR

4b  (Coce: ) (Expenses $ including grants of $ )} (Revenue $ )

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

4d  Other program services (Describe in Schedule O)

(Expenses $ including grants of $ ) (Revenue $ )
4e _Total program service expenses P 498,925.
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Part IV | Checklist of Required Schedules
Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
Yes, " complete SChedule A 1 X
2 Is the organization required to complete Schedule B, Schedule of Contributors? 2 X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for
public office? If "Yes," complete Schedule C, Part/ ST U P R OURRRRRN 3 X
4 Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501(h) election in effect
during the tax year? If "Yes," complete Schedule C, Part Il 4 X
5 Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(B) organization that receives membership dues, assessments, or
similar amounts as defined in Revenue Procedure 98-197 Jf "Yes," complete Schedule C, Part il . ... 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 open space,
the environment, historic land areas, or historic structures? /f "Yes," complete Schedule D, Part if 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f "Yes," complete
Schedule D, Part Il ... ... 8 X
9 Did the organization report an amount in Part X, line 21, for escrow or custodial account liability, serve as a custodian for
amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation services?
If "Yes," complete Schedule D, Part IV 9 X
10  Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments, permanent
endowments, or quasi-endowments? /f "Yes," complete Schedule D, PartV
11 lf the organization’s answer to any of the following 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 107? If "Yes," complete Schedule D,
P 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 /f "Yes," complete Schedule D, Part VI 11b X
¢ Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes," complete Schedule D, Part VIIl 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, PartiX L 11d 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 consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)? If "Yes," complete Schedule D, Part X . 11f | X
12a Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes," complete
Schedule D, Parts Xl and Xl 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 X! and X/l is optional 12b X
13 s the organization a school described in section 170(b)(1)(A)(i)? /f "Yes," complete Schedule E 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? If "Yes," complete Schedule F, Parts fand IV 14b X
15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? If 'Yes," complete Schedule F, Parts fand IV i 15 X
16  Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? If "Yes," complete Schedule F, Parts iifand v~ 16 X
17  Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part X,
column (A), lines 6 and 11e? If "Yes,” complete Schedule G, Part/ 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part Vill, lines
1cand 8a? If "Yes," complete Schedule G, Part !l D 18 | X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a? If "Yes,"
complete Schedule G, Part Il ... ... .. 19 X
Form 990 (2016)
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20a
b
21

22

23

24a

b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception?
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/ | Checklist of Required Schedules (continued)

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

domestic government on Part IX, column (A), fine 1? /f "Yes," complete Schedule I, Parts | and /!
Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on

Part IX, column (A), line 2? If "Yes," complete Schedule I, Parts and Ill
Did the organization answer "Yes" to Part VII, Section A, line 3, 4, or 5 about compensation of the organization’s current

and former officers, directors, trustees, key employees, and highest compensated employees? If "Yes,"' complete

SChedUle d
Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than $100,000 as of the
last day of the year, that was issued after December 31, 20027 If "Yes, " answer lines 24b through 24d and complete
Schedule K. If "No", go to line 25a

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

25a

26

27

28

any taxexempt boNds?
Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during theyear?
Section 501(c)(3), 501(c){4), and 501(c)(29) organizations. Did the organization engage in an excess benefit

transaction with a disqualified person during the year? If "Yes," complete Schedule L, Part |
Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization’s prior Forms 990 or 990-EZ? /f "Yes," complete
Schedule L, Part |

Did the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any current or
former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons? If "Yes,"
complete Schedule L, Part Ii
Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantia
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 /I

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):

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

28a X

a A current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an officer,
director, trustee, or direct or indirect owner? Jf "Yes," complete Schedule L, Part V.. 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? If “Yes," complete Schedule M 2 | X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? /f "Yes," complete Schedule M 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If "Yes," complete Schedule N, Part] 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes," complete
Schedule N, Part 1 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-3? If "Yes," complete Schedule R, Part!/ 33 X
34 Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Schedule R, Part Ii, Iil, or IV, and
Part Y 0 T 34 X
35a 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)? If 'Yes," complete Schedule R, Part V, fine2 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related organization?
If "Yes," complete Schedule R, Part V, line 2 36 X
37  Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedule R, 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 .. ... 38 | X
Form 990 (2016)
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! Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response or note to any line in this Part V 7 [::]

1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable
c Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to prize winners?

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

b if at least one is reported on line 2a, did the organization file all required federal employment tax returns?
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions)

3a Did the organization have unrelated business gross income of $1,000 or more during the year?

b If "Yes," has it filed a Form 990-T for this year? /f "No," to line 3b, provide an explanation in Schedule O 3b

4a Atany time during the calendar year, did the organization have an interest in, or a signature or other authority over, a

financial account in a foreign country (such as a bank account, securities account, or other financial account)?

b if “Yes," enter the name of the foreign country: >
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).

5a Was the organization a party to a prohibited tax shelter transaction at any time during the taxyear? ...

b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction?

c !f"Yes," toline ba or 5b, did the organization file Form88867T2

6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit

any contributions that were not tax deductible as charitable contributions? 6a X
b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts

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
If "Yes," did the organization notify the donor of the value of the goods or services provided? 7 | X

were not tax deductible? 6b

o

¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
tofile FOrm 82827
If "Yes," indicate the number of Forms 8282 filed during the year
Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract?
Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract?
If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required?
Iif the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C?
8 Sponsoring 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?
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section 49667
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person?
10 Section 501(c)(7) organizations. Enter:

JTQ 0 Qo

a |Initiation fees and capital contributions included on Part VIll, line12 10a
b Gross receipts, included on Form 990, Part ViII, line 12, for public use of club facilites 10b
11 Section 501(c)(12) organizations. Enter:
a Gross income from members or shareholders . i 11a
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received fromthem) 11b
12a Section 4947(a){1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 104172 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during theyear ... ... l 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?
Note. See the instructions for additional information the organization must report on Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue qualified healthptans .. 13b
¢ Enter the amount of reservesonhand e 13c
14a Did the organization receive any payments for indoor tanning services during the tax year? 14a X
b_If "Yes," has it filed a Form 720 to report these payments? /f "No," provide an explanation in Schedule O ... ... ... 14b
Form 990 (2016)
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 Part VI | Governance, Management, and Disclosure ror each 'Yes' response to lines 2 through 7b below, and for a "No" response
to fine 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.

Check if Schedule O contains a response or note to any ine in this Part VI Dﬂ
Section A. Governing Body and Management

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

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

b Enter the number of voting members included in line 1a, above, who are independent 1b
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee, or key employee? 2 X
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors, or trustees, or key employees to a management company or other person? . 3 X
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? 4 X
5 Did the organization become aware during the year of a significant diversion of the organization’s assets? 5 X
6 Did the organization have members or stockholders? L 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 governingbody? 7a X
b Are any governance decisions of the organization reserved to (or subject to approval by) members, stockholders, or
persons other than the governing body? X

8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year by the following:
a The governing Dody? |

b Each committee with authority to act on behalf of the governing body?
9 Is there any officer, director, trustee, or key employee listed in Part VII, Section A, who cannot be reached at the

organization’s mailing address? If "Yes," provide the names and addresses in Schedule O . 9 X
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)
Yes | No
10a Did the organization have local chapters, branches, or affiliates? 10a X
b if "Yes," did the organization have written policies and procedures governing the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with the organization's exempt purposes? 10b
11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990. +
12a Did the organization have a written conflict of interest policy? if "No,"go to fine 13 12a | X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise to conflicts? 12b | X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes," describe
in Schedule O how thiswasdone 12c | X
13 Did the organization have a written whistleblower policy? X
14 Did the organization have a written document retention and destruction PONCY Y X

15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization’s CEO, Executive Director, or top management official
b Other officers or key employees of the organization
If "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity during the year?

b If "Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its participation

in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s
exempt status with respect to such arrangements?

Section C. Disclosure

17  List the states with which a copy of this Form 990 is required to be filed »See Schedule O

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (Section 501(c)(3)s only) available
for public inspection. Indicate how you made these available. Check all that apply.
@ Own website D Another’s website @ Upon request E Other (expfain in Schedule O)

19 Describe in Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and financial
statements available to the public during the tax year.

20 State the name, address, and telephone number of the person who possesses the organization’s books and records: p»
RICHARD LABUDA - 724-940-0116
320 OSPREY COURT , WEXFORD, PA 15090

632006 11-11-16 Form 990 (2016)
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Pa | Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors
Check if Schedule O contains a response or note to any line in this Part Vil

Section A. _Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the organization’s tax year.

® List all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.
Enter -0- in columns (D), (E), and (F) if no compensation was paid.

® List all of the organization’s current key employees, if any. See instructions for definition of "key employee."

® List the organization’s five current highest compensated employees (other than an officer, director, trustee, or key employee) who received report-
able compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any related organizations.

® List all of the organization’s former officers, key employees, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any related organizations.

® List all of the organization’s former directors or trustees that received, in the capacity as a former director or trustee of the organization,
more than $10,000 of reportable compensation from the organization and any related organizations.

List persons in the following order: individual trustees or directors; institutional trustees; officers; key employees; highest compensated employees;
and former such persons.

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

(A) (B) ©) (D) (E) F)
Name and Title Average | Cfe 25:]32%“ e Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week officer and a director/trustee) from from related other
(list any % the organizations compensation
hours for | . B organization (W-2/1099-MISC) from the
related | g | & Z (W-2/1099-MISC) organization
organizations| = | = gl and related
below ENg= o | E %iﬁ - organizations
ine) |2 Z £ |5|2E ¢
(1) RICHARD LABUDA 40.00
EXECUTIVE DIRECTOR AND SECRETARY X X 77,500. 0., 25,225,
(2) RICHARD KUSHNER 1.00
PRESTDENT , BOARD MEMBER X X 0. 0. 0.
(3) DAVID LEE 1.00
VICE PRESIDENT, BOARD MEMBER X X 0. 0. 0.
(4) MARK TOMCZAK 1.00
TREASURER , BOARD MEMBER X X 0. 0. 0.
(5) CHARLES O'HANLON 1.00
BOARD MEMBER X 0. 0. 0.
632007 11-11-16 Form 990 (2016)
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I—Part V" ] Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

A) (B) (©) (D) (E) F)
Name and title Average (do ot Ci‘zfimt'g:man e Reportable Reportable Estimated
hours per | gox yniess person is both an compensation compensation amount of
week officer and a director/trustee) from from related other
(list any 5 the organizations compensation
hours for % 2 organization (W-2/1089-MISC) from the
related | 3 | § 2 (W-2/1099-MISC) organization
organizations| 2 | £ g2 and related
below |5 2| |2 |38 . organizations
1b Sub-total ... » 77,500. 0. 25,225,
¢ Total from continuation sheets to Part VII, SectionA | 0. 0. 0.
d Total(addlinestband1c) ... » 77,500. 0. 25,225.

2 Total number of individuals (including but not fimited to those listed above) who received more than $100,000 of reportable
compensation from the organization P>

3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee on
line 1a? If “Yes," complete Schedule J for such individual

5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services

rendered to the organization? /f "Yes," complete Schedule J for such person
Section B. Independent Contractors

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

| (A) (B) ©
| Name and business address NONE Description of services Compensation

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

k Forh 990 (2016)
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