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Open to Public 

Inspection
A For the 2012 calendar year, or tax year beginning , 2012, and ending , 20

B Check if applicable:

Address change

Name change

Initial return

Terminated

Amended return

Application pending

C Name of organization 

Doing Business As

Number and street (or P.O. box if mail is not delivered to street address) Room/suite

City, town or post office, state, and ZIP code

D Employer identification number

E Telephone number

F Name and address of principal officer:

G Gross receipts $

H(a) Is this a group return for affiliates? Yes No

H(b) Are all affiliates included? Yes No
 If “No,” attach a list. (see instructions)

H(c) Group exemption number  ▶
I Tax-exempt status: 501(c)(3) 501(c) ( ) ◀  (insert no.) 4947(a)(1) or 527

J Website:  ▶

K Form of organization: Corporation Trust Association Other ▶ L Year of formation: M State of legal domicile:
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1 Briefly describe the organization’s mission or most significant activities:

2 Check this box ▶ if the organization discontinued its operations or disposed of more than 25% of its net assets.
3 Number of voting members of the governing body (Part VI, line 1a) . . . . . . . . . 3 
4 Number of independent voting members of the governing body (Part VI, line 1b) . . . . 4 
5 Total number of individuals employed in calendar year 2012 (Part V, line 2a) . . . . . 5 
6 Total number of volunteers (estimate if necessary) . . . . . . . . . . . . . . 6 
7 a Total unrelated business revenue from Part VIII, column (C), line 12 . . . . . . . . 7a 

b Net unrelated business taxable income from Form 990-T, line 34 . . . . . . . . . 7b

R
ev

en
ue

E
xp

en
se

s
N

et
 A

ss
et

s 
or

 
Fu

nd
 B

al
an

ce
s

Prior Year Current Year

8 Contributions and grants (Part VIII, line 1h) . . . . . . . . . . . .
9 Program service revenue (Part VIII, line 2g) . . . . . . . . . . .

10 Investment income (Part VIII, column (A), lines 3, 4, and 7d) . . . . . .
11 Other revenue (Part VIII, column (A), lines 5, 6d, 8c, 9c, 10c, and 11e) . . .
12 Total revenue—add lines 8 through 11 (must equal Part VIII, column (A), line 12)
13 Grants and similar amounts paid (Part IX, column (A), lines 1–3) . . . . .
14 Benefits paid to or for members (Part IX, column (A), line 4) . . . . . .
15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5–10)
16a Professional fundraising fees (Part IX, column (A),  line 11e) . . . . . .

b Total fundraising expenses (Part IX, column (D), line 25)  ▶

17 Other expenses (Part IX, column (A), lines 11a–11d, 11f–24e) . . . . .
18 Total expenses. Add lines 13–17 (must equal Part IX, column (A), line 25) .
19 Revenue less expenses. Subtract line 18 from line 12 . . . . . . . .

Beginning of Current Year End of Year

20 Total assets (Part X, line 16) . . . . . . . . . . . . . . . .
21 Total liabilities (Part X, line 26) . . . . . . . . . . . . . . . .
22 Net assets or fund balances. Subtract line 21 from line 20 . . . . . .

Part II Signature Block
Under penalties of perjury, I declare that I 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.

Sign 
Here

▲

Signature of officer Date▲

Type or print name and title

Paid 
Preparer 
Use Only

Print/Type preparer’s name Preparer's signature Date
Check         if 
self-employed

PTIN

Firm’s name      ▶ Firm's EIN  ▶

Firm's address  ▶ Phone no.

May the IRS discuss this return with the preparer shown above? (see instructions) . . . . . . . . . . . . Yes No

For Paperwork Reduction Act Notice, see the separate instructions. Cat. No. 11282Y Form 990 (2012)
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Form 990 (2012) Page 2
Part III Statement of Program Service Accomplishments 

Check if Schedule O contains a response to any question in this Part III . . . . . . . . . . . . . .
1 Briefly describe the organization’s mission:

2 Did the organization undertake any significant program services during the year which were not listed on the
prior Form 990 or 990-EZ? . . . . . . . . . . . . . . . . . . . . . . . . . . . Yes No
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? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . Yes 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.

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

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

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

4d Other program services (Describe in Schedule O.)
(Expenses $ including grants of $ ) (Revenue $ ) 

4e Total program service expenses  ▶

Form 990 (2012)

mission and to align our programs and information sources under a more cohesive "brand structure." We engaged expert

patient-centered registry and repository of clinical data and biological specimens for CFS. As of December 31, 525 participants

communicators to help develop a new "look" for the Association, paired with fresh materials and clearer messages about the

✔

Research - Building on investments in CFS research made by our organization and other agencies around the world, we broke

ME/CFS.

Association grants totaling $460,440 along with three additional collaborations with CFS researchers; One important measure of

well as general interest items were published in several locations: both Association websites (www.cfids.org and www.

objective diagnosis and effective treatment. The launch announcement included the funding of five new studies supported by

Research1st.org), Facebook page, monthly e-newsletters to 11,000 subscribers and a print publication "SolveCFS: the Chronicle

impact is the amount of follow-on funding applied for and secured by Association-funded teams to foster larger studies. As of

Board of Directors participated in over 40 scientific conferences, meetings of federal agencies, media interviews and small group

attract more people, resources and influence to the cause, translating to more treatment-focused research sooner; To meet the

condition, the cause and the organization's work. Our intent is to invigorate the community of people we currently reach and to

December 2012, 2009-2010 grantees attracted a combined total of $9 million in awards from the NIH, Department of Defense,

new ground by announcing our latest research initiative in February 2012: the Research Institute Without Walls (RIWW). With the

safe and effective treatments for ME/CFS; Strengthening the ME/CFS community by empowering patients and engaging greater

✔

of the CFIDS Association of America mailed to 5,600 contacts; The President & CEO, Scientific Director and members of the

professionals, the general public and health care professionals throughout 2012. Relevant information on CFS-specific topics as

were enrolled and the first proof-of-concept study with a major pharmaceutical partner was completed. The SolveCFS BioBank is

The mission of the CFIDS Association of America is for CFS to be widely understood, diagnosable and treatable by: Identifying

pharmaceutical companies and foundations; In 2010 the Association established the SolveCFS BioBank as the first

needs of the community we serve, the Association offered information and resources on CFS to patients, family members, media

189,854

868,414

1,058,268

0

0

numbers in our cause; and Aggressively expanding funding for research that will lead to approved treatments and cures for

12,357235,121

(Continued on Schedule O, Statement 1)

RIWW, the Association breaks out of the conventional non-profit role of simply sponsoring medical research and becomes a full

Communications - In 2012, we strived to better convey the energizing and enterprising spirit with which the Association pursues its

0

00

(Continued on Schedule O, Statement 2)

partner with leading research institutions, putting patients at the core and center of tightly integrated projects that will advance



Form 990 (2012) Page 3
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)? If “Yes,” 
complete Schedule A . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 1

2 Is the organization required to complete Schedule B, Schedule of Contributors (see instructions)? . . . 2
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 I  . . . . . . . . . . . . . . 3 
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 II . . . . . . . . . . . 4 
5 Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membership dues, 

assessments, or similar amounts as defined in Revenue Procedure 98-19? If “Yes,” complete Schedule C, 
Part III . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 5 

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 I . . . . . . . . . . . . . . . . . . . . . . . . 6 

7 Did the organization receive or hold a conservation easement, including easements to preserve open space, 
the environment, historic land areas, or historic structures? If “Yes,” complete Schedule D, Part II . . . 7 

8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If “Yes,” 
complete Schedule D, Part III . . . . . . . . . . . . . . . . . . . . . . . . . . 8 

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 

10 Did the organization, directly or through a related organization, hold assets in temporarily restricted
endowments, permanent endowments, or quasi-endowments? If “Yes,” complete Schedule D, Part V . . 10 

11 If 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 10? If “Yes,”
complete Schedule D, Part VI . . . . . . . . . . . . . . . . . . . . . . . . . . 11a 

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 16? If “Yes,” complete Schedule D, Part VII . . . . . . . . 11b 

c 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 16? If “Yes,” complete Schedule D, Part VIII . . . . . . . . 11c 

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 16? If “Yes,” complete Schedule D, Part IX . . . . . . . . . . . . . . 11d 

e Did the organization report an amount for other liabilities in Part X, line 25?  If “Yes,” complete Schedule D, Part X 11e 
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 
12 a Did the organization obtain separate, independent audited financial statements for the tax year? If “Yes,” complete 

Schedule D, Parts XI and XII . . . . . . . . . . . . . . . . . . . . . . . . . . . 12a 
b Was the organization included in consolidated, independent audited financial statements for the tax year?  If “Yes,” and if 

the organization answered "No" to line 12a, then completing Schedule D, Parts XI and XII is optional . . . . . . . 12b
13 Is the organization a school described in section 170(b)(1)(A)(ii)? If “Yes,” complete Schedule E . . . . 13 
14 a Did the organization maintain an office, employees, or agents outside of the United States? . . . . . 14a

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 I and IV . . . . . 14b

15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or assistance to any
organization or entity located outside the United States? If “Yes,” complete Schedule F, Parts II and IV . . 15 

16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or assistance 
to individuals located outside the United States? If “Yes,” complete Schedule F, Parts III and IV . . . . 16 

17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on
Part IX, column (A), lines 6 and 11e? If “Yes,” complete Schedule G, Part I (see instructions) . . . . . 17 

18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on 
Part VIII, lines 1c and 8a? If “Yes,” complete Schedule G, Part II . . . . . . . . . . . . . . . 18 

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 III . . . . . . . . . . . . . . . . . . . . . . . 19 

20 a Did the organization operate one or more hospital facilities? If “Yes,” complete Schedule H . . . . . . 20a 
b If “Yes” to line 20a, did the organization attach a copy of its audited financial statements to this return? . 20b
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Form 990 (2012) Page 4
Part IV Checklist of Required Schedules (continued)

Yes No

21 Did the organization report more than $5,000 of grants and other assistance to any government or organization 
in the United States on Part IX, column (A), line 1? If “Yes,” complete Schedule I, Parts I and II . . . . . 21 

22 Did the organization report more than $5,000 of grants and other assistance to individuals in the United States 
on Part IX, column (A), line 2? If “Yes,” complete Schedule I, Parts I and III . . . . . . . . . . . . 22 

23 Did the organization answer “Yes” to Part VII, Section A, line 3, 4, or 5 about compensation of the
organization’s current and former officers, directors, trustees, key employees, and highest compensated
employees? If “Yes,” complete Schedule J . . . . . . . . . . . . . . . . . . . . . . 23 

24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than 
$100,000 as of the last day of the year, that was issued after December 31, 2002? If “Yes,” answer lines 24b
through 24d and complete Schedule K. If “No,” go to line 25 . . . . . . . . . . . . . . . . 24a

b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? . . 24b
c Did the organization maintain an escrow account other than a refunding escrow at any time during the year 

to defease any tax-exempt bonds? . . . . . . . . . . . . . . . . . . . . . . . . 24c
d Did the organization act as an “on behalf of” issuer for bonds outstanding at any time during the year? . . 24d

25a Section 501(c)(3) and 501(c)(4) organizations. Did the organization engage in an excess benefit transaction 
with a disqualified person during the year? If “Yes,” complete Schedule L, Part I . . . . . . . . . 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 been reported on any of the organization’s prior Forms 990 or 990-EZ? 
If “Yes,” complete Schedule L, Part I . . . . . . . . . . . . . . . . . . . . . . . . 25b

26 Was a loan to or by a current or former officer, director, trustee, key employee, highest compensated employee, or 
disqualified person outstanding as of the end of the organization’s tax year? If “Yes,” complete Schedule L, Part II . . 26 

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 III . . . . . . . 27 

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
b A family member of a current or former officer, director, trustee, or key employee? If “Yes,” complete 

Schedule L, Part IV . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 28b
c An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) 

was an officer, director, trustee, or direct or indirect owner? If “Yes,” complete Schedule L,  Part IV . . . 28c
29 Did the organization receive more than $25,000 in non-cash contributions? If “Yes,” complete Schedule M 29
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified 

conservation contributions? If “Yes,” complete Schedule M . . . . . . . . . . . . . . . . 30
31 Did the organization liquidate, terminate, or dissolve and cease operations? If “Yes,” complete Schedule N, 

Part I . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 31
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If “Yes,”

complete Schedule N, Part II . . . . . . . . . . . . . . . . . . . . . . . . . . 32
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 I . . . . . . . . . . . 33
34 Was the organization related to any tax-exempt or taxable entity? If “Yes,” complete Schedule R, Part II, III, 

or IV, and Part V, line 1 . . . . . . . . . . . . . . . . . . . . . . . . . . . . 34
35 a Did the organization have a controlled entity within the meaning of section 512(b)(13)? . . . . . . . 35a

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, line 2 . . 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

37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization 
and that is treated as a partnership for federal income tax purposes? If “Yes,” complete Schedule R,   
Part VI . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 37

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

Form 990 (2012)
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Form 990 (2012) Page 5
Part V Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains a response to any question in this Part V . . . . . . . . . . . . . .
Yes No

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

reportable gaming (gambling) winnings to prize winners? . . . . . . . . . . . . . . . . . 1c
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax 

Statements, filed for the calendar year ending with or within the year covered by this return 2a
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? . 2b

Note. If the sum of 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? . . . . 3a

b If “Yes,” has it filed a Form 990-T for this year? If “No,” provide an explanation in Schedule O . . . . . 3b
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority 

over, a financial account in a foreign country (such as a bank account, securities account, or other financial
account)? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 4a

b If “Yes,” enter the name of the foreign country:  ▶
See instructions for filing requirements for Form TD F 90-22.1, Report of Foreign Bank and Financial Accounts. 

5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? . . . 5a
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b
c If “Yes” to line 5a or 5b, did the organization file Form 8886-T? . . . . . . . . . . . . . . . 5c

6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the
organization solicit any contributions that were not tax deductible as charitable contributions? . . . . . 6a

b If “Yes,” did the organization include with every solicitation an express statement that such contributions or 
gifts were not tax deductible? . . . . . . . . . . . . . . . . . . . . . . . . . . 6b

7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods 

and services provided to the payor? . . . . . . . . . . . . . . . . . . . . . . . . 7a
b If “Yes,” did the organization notify the donor of the value of the goods or services provided? . . . . . 7b
c Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was 

required to file Form 8282? . . . . . . . . . . . . . . . . . . . . . . . . . . . 7c
d If “Yes,” indicate the number of Forms 8282 filed during the year . . . . . . . . 7d
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? 7e
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . 7f
g If 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 Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting 
organizations. Did the supporting organization, or a donor advised fund maintained by a sponsoring 
organization, have excess business holdings at any time during the year? . . . . . . . . . . . 8

9 Sponsoring organizations maintaining donor advised funds.
a Did the organization make any taxable distributions under section 4966? . . . . . . . . . . . . 9a
b Did the organization make a distribution to a donor, donor advisor, or related person? . . . . . . . 9b

10 Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions included on Part VIII, line 12 . . . . . . . 10a
b Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facilities . 10b

11 Section 501(c)(12) organizations. Enter:
a Gross income from members or shareholders . . . . . . . . . . . . . . . 11a
b Gross income from other sources (Do not net amounts due or paid to other sources 

against amounts due or received from them.) . . . . . . . . . . . . . . . 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 1041? 12a

b If “Yes,” enter the amount of tax-exempt interest received or accrued during the 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 organization must report on Schedule O.

b Enter the amount of reserves the organization is required to maintain by the states in which 
the organization is licensed to issue qualified health plans  . . . . . . . . . . 13b

c Enter the amount of reserves on hand . . . . . . . . . . . . . . . . . 13c
14a Did the organization receive any payments for indoor tanning services during the tax year? . . . . . . 14a

b If "Yes," has it filed a Form 720 to report these payments? If "No," provide an explanation in Schedule O . 14b
Form 990 (2012)
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Form 990 (2012) Page 6
Part VI Governance, Management, and Disclosure For each “Yes” response to lines 2 through 7b below, and for a “No” 

response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.
Check if Schedule O contains a response to any question in this Part VI . . . . . . . . . . . . . .

Section A. Governing Body and Management
Yes No

1a Enter the number of voting members of the governing body at the end of the tax year . . 1a
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, explain in Schedule O. 

b Enter the number of voting members included in line 1a, above, who are independent . 1b
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with 

any other officer, director, trustee, or key employee? . . . . . . . . . . . . . . . . . . 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
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? 4
5 Did the organization become aware during the year of a significant diversion of the organization’s assets? . 5
6 Did the organization have members or stockholders? . . . . . . . . . . . . . . . . . . 6
7a Did the organization have members, stockholders, or other persons who had the power to elect or appoint 

one or more members  of the governing body? . . . . . . . . . . . . . . . . . . . . 7a
b Are any governance decisions of the organization reserved to (or subject to approval by) members, 

stockholders, or persons other than the governing body? . . . . . . . . . . . . . . . . . 7b
8 Did the organization contemporaneously document the meetings held or written actions undertaken during 

the year by the following:

a The governing body? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 8a
b Each committee with authority to act on behalf of the governing body? . . . . . . . . . . . . 8b

 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

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
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? 11a

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 line 13 . . . . . . . . 12a

b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise to conflicts? 12b
c Did the organization regularly and consistently monitor and enforce compliance with the policy? If “Yes,” 

describe in Schedule O how this was done . . . . . . . . . . . . . . . . . . . . . . 12c
13 Did the organization have a written whistleblower policy? . . . . . . . . . . . . . . . . . 13
14 Did the organization have a written document retention and destruction policy? . . . . . . . . . 14
15 Did the process for determining compensation of the following persons include a review and approval by 

independent persons, comparability data, and contemporaneous substantiation of the deliberation and decision?

a The organization’s CEO, Executive Director, or top management official . . . . . . . . . . . . 15a
b Other officers or key employees of the organization . . . . . . . . . . . . . . . . . . . 15b

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? . . . . . . . . . . . . . . . . . . . . . . . . 16a
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? . . . . . . . . . . . . . . 16b

Section C. Disclosure
17 List the states with which a copy of this Form 990 is required to be filed ▶
18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (Section 501(c)(3)s only) 

available for public inspection. Indicate how you made these available. Check all that apply.

Own website Another’s website Upon request Other (explain in Schedule O)
19 Describe in Schedule O whether (and if so, how), the organization made its governing documents, conflict of interest policy, 

and financial statements available to the public during the tax year.
20 State the name, physical address, and telephone number of the person who possesses the books and records of the 

organization: ▶
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✔
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✔

✔

✔
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✔



Form 990 (2012) Page 7 
Part VII Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and 

Independent Contractors
Check if Schedule O contains a response to any question in this Part VII . . . . . . . . . . . . . .

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 reportable compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the
organization and any related organizations.

• 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.

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

(A)  

Name and Title

(B)  

Average 
hours per 

week (list any 
hours for 
related 

organizations 
below dotted 

line)

(C)  

Position 
(do not check more than one 
box, unless person is both an 
officer and a director/trustee)

Ind
ivid

ual trustee 
or d

irector

Institutional trustee

O
fficer

K
ey em

p
loyee

H
ighest com

pensated 
em

ployee

Form
er

(D)  

Reportable  
compensation   

from  
the  

organization  
(W-2/1099-MISC)

(E)  

Reportable 
compensation  from 

related 
organizations 

(W-2/1099-MISC)

(F)  

Estimated  
amount of  

other  
compensation   

from the  
organization  
and related  

organizations
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Adam Lesser

✔

1

0

President & CEO

Victoria Boies PsyD

✔

✔

✔

Treasurer

Chairman 0

1

Christine Williams

Amy Squires

00

Director

0

77,628

0

0

✔

0

0

Scientific Director

Bob Raidt

✔

0

1

5

160,477

0

Kristina P Hopkins

0

0

0

0

0

Director ✔

Vice Chairman

133,163

0

✔

0

0

Kevin Frick

0

0

5

0 5,000

✔

Diane R Bean

7,128

Director

✔

40

0

1

K Kimberly McCleary

0

0

1

0

0

0

0

0

0

✔

Suzanne P Vernon

8,500

0

0

Secretary

Director

40

✔

✔

0

✔

0

Beth Garfield

40

Patrick Venetucci

✔

0

✔

0

✔ 0

0

Chief Financial Officer

0

0

8

✔

1

0

Director



Form 990 (2012) Page 8 
Part VII Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(A)  

Name and title

(B)  

Average 
hours per 

week (list any 
hours for 
related 

organizations 
below dotted 

line)

(C)  

Position 
(do not check more than one 
box, unless person is both an 
officer and a director/trustee)

Ind
ivid

ual trustee 
or d

irector

Institutional trustee

O
fficer

K
ey em

p
loyee

H
ighest com

pensated 
em

ployee

Form
er

(D)  

Reportable  
compensation   

from  
the  

organization  
(W-2/1099-MISC)

(E)  

Reportable 
compensation from 

related 
organizations 

(W-2/1099-MISC)

(F)  

Estimated  
amount of  

other  
compensation   

from the  
organization  
and related  

organizations

                                                      

1b Sub-total . . . . . . . . . . . . . . . . . . . . .  ▶

c Total from continuation sheets to Part VII, Section A . . . . .  ▶

d Total (add lines 1b and 1c) . . . . . . . . . . . . . . .  ▶

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 ▶

Yes No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated

employee on line 1a? If “Yes,” complete Schedule J for such individual . . . . . . . . . . . . 3
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 $150,000? If “Yes,” complete Schedule J for such 
individual . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 4

5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual 
for services rendered to the organization? If “Yes,” complete Schedule J for such person . . . . . . 5

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)   
Name and business address

(B)   
Description of services

(C)   
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 ▶

Form 990 (2012) 

371,268 0

20,628

20,628

0

2

371,268 0
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✔

✔
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Part VIII Statement of Revenue 

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

C
o

nt
ri

b
ut

io
ns

, G
ift

s,
 G

ra
nt

s 
an

d
 O

th
er

 S
im

ila
r 

A
m

o
un

ts

(A)  
Total revenue

(B)  
Related or  

exempt  
function  
revenue

(C)  
Unrelated  
business  
revenue

(D)  
Revenue  

excluded from tax  
under sections  

512, 513, or 514

1a Federated campaigns . . . 1a 
b Membership dues . . . . 1b
c Fundraising events . . . . 1c 
d Related organizations . . . 1d
e Government grants (contributions) 1e 
f 
 

All other contributions, gifts, grants,  
and similar amounts not included above 1f 

g Noncash contributions included in lines 1a-1f: $  
h Total. Add lines 1a–1f . . . . . . . . .  ▶    

Pr
og

ra
m

 S
er

vi
ce

 R
ev

en
ue Business Code         

2a 
b 
c 
d 
e 
f All other program service revenue .
g Total. Add lines 2a–2f . . . . . . . . .  ▶

O
th

er
 R

ev
en

ue

3 
 

Investment income (including dividends, interest, 
and other similar amounts) . . . . . . .  ▶

4 Income from investment of tax-exempt bond proceeds ▶

5 Royalties . . . . . . . . . . . . .  ▶

6a Gross rents . .

(i) Real (ii) Personal

b Less: rental expenses
c Rental income or (loss)
d Net rental income or (loss) . . . . . . .  ▶

7a 
 

Gross amount from sales of 
assets other than inventory 

(i) Securities (ii) Other

b 
 

Less: cost or other basis 
and sales expenses  .

c Gain or (loss) . .
d Net gain or (loss) . . . . . . . . . .  ▶

8a 
  
  
 

Gross income from fundraising   
events (not including $
of contributions reported on line 1c). 
See Part IV, line 18 . . . . . a 

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

9a 
 

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

b Less: direct expenses . . . . b 
c Net income or (loss) from gaming activities . .  ▶    

10a 
 

Gross sales of inventory, less 
returns and allowances . . . a 

b Less: cost of goods sold . . . b 
c Net income or (loss) from sales of inventory . .  ▶    

Miscellaneous Revenue Business Code

11a 
b
c
d  All other revenue . . . . .
e Total. Add lines 11a–11d . . . . . . . .  ▶    

12 Total revenue. See instructions. . . . . .  ▶    
Form 990 (2012) 

851

0

Research subcontracts

0

0

0

0

0

0

0

0

0

00

12,357

0

0

0

0

0

0

1,066,573

0

0

15,823

851

21,773

0

0

0

0

0

0

0

0

12,357

0

01,104,169

0 0

2,615 0

0

0

851

0

0

0

0

0

12,357

70,437

2,615

0

0

0

0

0

1,088,346

0

0

00

0

0

0

0

0

541700

0

0

0

0



Form 990 (2012) 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 to any question in this Part IX . . . . . . . . . . . . . .

Do not include amounts reported on lines 6b, 7b, 
8b, 9b, and 10b of Part VIII.

(A)  
Total expenses

(B)   
Program service 

expenses

(C)  
Management and  
general expenses

(D)  
Fundraising  
expenses

1 Grants and other assistance to governments and  
organizations in the United States. See Part IV, line 21

2 Grants and other assistance to individuals in 
the United States. See Part IV, line 22 . . .

3 
 

Grants and other assistance to governments,  
organizations, and individuals outside the 
United States. See Part IV, lines 15 and 16 . .

4 Benefits paid to or for members . . . .
5 Compensation of current officers, directors, 

trustees, and key employees . . . . .

6 
 

Compensation not included above, to disqualified 
persons (as defined under section 4958(f)(1)) and 
persons described in section 4958(c)(3)(B) . .

7 Other salaries and wages . . . . . .
8 Pension plan accruals and contributions (include 

section 401(k) and 403(b) employer contributions)

9 Other employee benefits . . . . . . .
10 Payroll taxes . . . . . . . . . . .
11 Fees for services (non-employees):

a Management . . . . . . . . . .
b Legal . . . . . . . . . . . . .
c Accounting . . . . . . . . . . .
d Lobbying . . . . . . . . . . . .
e Professional fundraising services. See Part IV, line 17 
f Investment management fees . . . . .

   g Other. (If line 11g amount exceeds 10% of line 25, column 
(A) amount, list line 11g expenses on Schedule O.) . .

12 Advertising and promotion . . . . . .
13 Office expenses . . . . . . . . .
14 Information technology . . . . . . .
15 Royalties . . . . . . . . . . . .
16 Occupancy . . . . . . . . . . .
17 Travel . . . . . . . . . . . . .
18 Payments of travel or entertainment expenses  

for any federal, state, or local public officials

19 Conferences, conventions, and meetings .
20 Interest . . . . . . . . . . . .
21 Payments to affiliates . . . . . . . .
22 Depreciation, depletion, and amortization .
23 Insurance . . . . . . . . . . . .

24 
 
 

Other expenses. Itemize 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 O.)

a 
b 
c 
d 
e All other expenses 

25 Total functional expenses. Add lines 1 through 24e 
26 

 
 
 

Joint costs. Complete this line only if the 
organization reported in column (B) joint costs 
from a combined educational campaign and 
fundraising solicitation. Check here  ▶       if 
following SOP 98-2 (ASC 958-720) . . . .

Form 990 (2012) 

15,441 2,498

0

5,906

23,220

0

190,246

1,438

Printing and Postage

0

0

2,154

0

21,236

0

3,255

701

21,926

1,659

129,256

0

1,020

5,294

160,201

19,475

8,382

0

51,814

1,187

1,692

0

4,626

326,637

645

0

132,176

0

0

14,930

0

SolveCFS BioBank

11,210

0

0

0 0

1,248,136

0

13,426

13,137

1,536

26,892

24,481

144,667

0

0

1,041

0

0

74,165

0

17,039

0

16,935

190,246

0

640

0

367,807

0

8,964

0

0

0

3,502

44,875

0

0

0

0

8,380

10,459

17,679

0

45,201

0

83,160 44,909

0

32,724

7,450

0

0

0

0

956

65,351

13,192

16,815

44,875

0

Miscellaneous

1,058,268

0

6,832

24,481

588

0

120

5,155

0

0

41,273

0

1,112

0

0

0

0

11,683

0

26,240

60,383

9,544

0



Form 990 (2012) Page 11 
Part X Balance Sheet

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

A
ss

et
s

Li
ab

ili
ti

es
N

et
 A

ss
et

s 
o

r 
Fu

nd
 B

al
an

ce
s

(A)  
Beginning of year

(B)  
End of year

1 Cash—non-interest-bearing . . . . . . . . . . . . . . 1 
2 Savings and temporary cash investments . . . . . . . . . . 2 
3 Pledges and grants receivable, net . . . . . . . . . . . . 3 
4 Accounts receivable, net . . . . . . . . . . . . . . . 4 
5 Loans and other receivables from current and former officers, directors, 

trustees, key employees, and highest compensated employees. 
Complete Part II of  Schedule L . . . . . . . . . . . . . 5 

6 Loans and other receivables from other disqualified persons (as defined under section  
4958(f)(1)), persons described in section 4958(c)(3)(B), and contributing employers and 
sponsoring organizations of section 501(c)(9) voluntary employees' beneficiary 
organizations (see instructions). Complete Part II of Schedule L. . . . . . . . 6 

7 Notes and loans receivable, net . . . . . . . . . . . . . 7 
8 Inventories for sale or use . . . . . . . . . . . . . . . 8 
9 Prepaid expenses and deferred charges . . . . . . . . . . 9 

10a Land, buildings, and equipment: cost or  
other basis. Complete Part VI of Schedule D  10a

b Less: accumulated depreciation . . . . 10b 10c
11 Investments—publicly traded securities . . . . . . . . . . 11 
12 Investments—other securities. See Part IV, line 11 . . . . . . . 12 
13 Investments—program-related. See Part IV, line 11 . . . . . . . 13 
14 Intangible assets . . . . . . . . . . . . . . . . . . 14 
15 Other assets. See Part IV, line 11 . . . . . . . . . . . . . 15 
16 Total assets. Add lines 1 through 15 (must equal line 34) . . . . . 16 
17 Accounts payable and accrued expenses  . . . . . . . . . . 17 
18 Grants payable . . . . . . . . . . . . . . . . . . . 18 
19 Deferred revenue . . . . . . . . . . . . . . . . . . 19 
20 Tax-exempt bond liabilities . . . . . . . . . . . . . . . 20 
21 Escrow or custodial account liability. Complete Part IV of Schedule D . 21 
22 Loans and other payables to current and former officers, directors, 

trustees, key employees, highest compensated employees, and 
disqualified persons. Complete Part II of Schedule L . . . . . . 22 

23 Secured mortgages and notes payable to unrelated third parties . . 23 
24 Unsecured notes and loans payable to unrelated third parties . . . 24 
25 Other liabilities (including federal 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 liabilities. Add lines 17 through 25 . . . . . . . . . . 26 
Organizations that follow SFAS 117 (ASC 958), check here ▶             and 
complete lines 27 through 29, and lines 33 and 34.

27 Unrestricted net assets . . . . . . . . . . . . . . . . 27 
28 Temporarily restricted net assets . . . . . . . . . . . . . 28 
29 Permanently restricted net assets . . . . . . . . . . . . . 29 

Organizations that do not follow SFAS 117 (ASC 958), check here ▶              and  
complete lines 30 through 34.

30 Capital stock or trust principal, or current funds . . . . . . . . 30 
31 Paid-in or capital surplus, or land, building, or equipment fund . . . 31 
32 Retained earnings, endowment, accumulated income, or other funds . 32 
33 Total net assets or fund balances . . . . . . . . . . . . . 33 
34 Total liabilities and net assets/fund balances . . . . . . . . . 34 
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515

45,930

806,536

0

0

0

0

0

1,893

0

0

0

100,368

159,390

32,340

8,096

0

937

0

0

21,358

25,180

26,773

8,012

1,036,291

5,400

176,357

1,133,588

0

1,036,291

5,400

0

0

11,473

706

0

0

0

0

16,967

0

0

0

1,025,010

83,112

77,297

0

25,846

0

0

✔

0

935,923

0

1,079,890

972,541

997,193

1,133,588

123,987

53,698

17,256



Form 990 (2012) Page 12 
Part XI Reconciliation of Net Assets

Check if Schedule O contains a response to any question in this Part XI . . . . . . . . . . . . . .
1 Total revenue (must equal Part VIII, column (A), line 12) . . . . . . . . . . . . . . 1 
2 Total expenses (must equal Part IX, column (A), line 25) . . . . . . . . . . . . . 2 
3 Revenue less expenses. Subtract line 2 from line 1 . . . . . . . . . . . . . . . 3 
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)) . . . 4 
5 Net unrealized gains (losses) on investments . . . . . . . . . . . . . . . . . 5 
6 Donated services and use of facilities . . . . . . . . . . . . . . . . . . . 6 
7 Investment expenses . . . . . . . . . . . . . . . . . . . . . . . . . 7
8 Prior period adjustments . . . . . . . . . . . . . . . . . . . . . . . . 8
9 Other changes in net assets or fund balances (explain in Schedule O) . . . . . . . . . 9

10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line
33, column (B)) . . . . . . . . . . . . . . . . . . . . . . . . . . . 10

Part XII Financial Statements and Reporting
Check if Schedule O contains a response to any question in this Part XII . . . . . . . . . . . . . .

Yes No

1 Accounting method used to prepare the Form 990: Cash Accrual Other
If the organization changed its method of accounting from a prior year or checked “Other,” explain in
Schedule O.

2a Were the organization’s financial statements compiled or reviewed by an independent accountant? . . . 2a
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:

Separate basis Consolidated basis Both consolidated and separate basis
b Were the organization’s financial statements audited by an independent accountant? . . . . . . . 2b

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 organization have a committee that assumes responsibility for oversight 

of the audit, review, or compilation of its financial statements and selection of an independent accountant? 2c
If the organization changed either its oversight process or selection process during the tax year, explain in
Schedule O.

3a As a result of a federal award, was the organization required to undergo an audit or audits as set forth in
the Single Audit Act and OMB Circular A-133? . . . . . . . . . . . . . . . . . . . . . 3a

b If “Yes,” did the organization undergo the required audit or audits? If the organization did not undergo the
required audit or audits, explain why in Schedule O and describe any steps taken to undergo such audits 3b
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-143,967

0

1,079,890

✔

935,923

✔

0

0

✔

✔

1,104,169

1,248,136

0

✔

✔

0



SCHEDULE A 
(Form 990 or 990-EZ)

Department of the Treasury  
Internal Revenue Service 

Public Charity Status and Public Support
Complete if the organization is a section 501(c)(3) organization or a section 

4947(a)(1) nonexempt charitable trust.

▶ Attach to Form 990 or Form 990-EZ.  ▶ See separate instructions.

OMB No. 1545-0047

2012
Open to Public 

Inspection
Name of the organization Employer identification number

Part I 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 A school described in section 170(b)(1)(A)(ii). (Attach Schedule E.)
 3 A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii).
4 A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(A)(iii). Enter the 

hospital’s name, city, and state:
5 An organization operated for the benefit of a college or university owned or operated by a governmental unit described in 

section 170(b)(1)(A)(iv). (Complete Part II.)

6 A federal, state, or local government or governmental unit described in section 170(b)(1)(A)(v).
7 An organization that normally receives a substantial part of its support from a governmental unit or from the general public 

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

8 A community trust described in section 170(b)(1)(A)(vi). (Complete Part II.)
 9 An organization that normally receives: (1) more than 331/3% of its support from contributions, membership fees, and gross 

receipts from activities related to its exempt functions—subject to certain exceptions, and (2) no more than 331/3% of its 
support from gross investment income and unrelated business taxable income (less section 511 tax) from businesses
acquired by the organization after June 30, 1975. See section 509(a)(2). (Complete Part III.)

10 An organization organized and operated exclusively to test for public safety. See section 509(a)(4).
 11 An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the

purposes of one or more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 
509(a)(3). Check the box that describes the type of supporting organization and complete lines 11e through 11h.

a Type I b Type II c Type III–Functionally integrated d Type III–Non-functionally integrated
e By checking this box, I certify that the organization is not controlled directly or indirectly by one or more disqualified persons

other than foundation managers and other than one or more publicly supported organizations described in section 509(a)(1) 
or section 509(a)(2).

f If the organization received a written determination from the IRS that it is a Type I, Type II, or Type III supporting 
organization, check this box . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .

g Since August 17, 2006, has the organization accepted any gift or contribution from any of the
following persons?

(i) A person who directly or indirectly controls, either alone or together with persons described in (ii) and 
(iii) below, the governing body of the supported organization? . . . . . . . . . . . . . .

Yes No

11g(i)

(ii) A family member of a person described in (i) above? . . . . . . . . . . . . . . . . . 11g(ii)

(iii) A 35% controlled entity of a person described in (i) or (ii) above? . . . . . . . . . . . . . 11g(iii)

h Provide the following information about the supported organization(s).
(i) Name of supported 

organization
(ii) EIN (iii) Type of organization 

(described on lines 1–9 
above or IRC section 
(see instructions))

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

(v) Did you notify 
the organization in 

col. (i) of your 
support?

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

U.S.?

(vii) Amount of monetary 
support

               Yes No Yes No Yes No      

(A)

(B)

(C)

(D)

(E)

Total
For Paperwork Reduction Act Notice, see the Instructions for 
Form 990 or 990-EZ.

Cat. No. 11285F Schedule A (Form 990 or 990-EZ) 2012

✔
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Schedule A (Form 990 or 990-EZ) 2012 Page 2
Part II Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)  

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

Section A. Public Support
Calendar year (or fiscal year beginning in)  ▶ (a) 2008 (b) 2009 (c) 2010 (d) 2011 (e) 2012 (f) Total

1 
 

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

2 
 

Tax revenues levied for the 
organization’s  benefit and either paid 
to or expended on  its behalf . . .

3 
 

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

4 Total. Add lines 1 through 3 . . . .

5 
 
 
 
 

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

6 Public support. Subtract line 5 from line 4.
Section B. Total Support
Calendar year (or fiscal year beginning in)  ▶ (a) 2008 (b) 2009 (c) 2010 (d) 2011 (e) 2012 (f) Total

7 Amounts from line 4 . . . . . .

8 
 
 

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

9 
 

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

10 
 

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

11 Total support. Add lines 7 through 10
 12 Gross receipts from related activities, etc. (see instructions) . . . . . . . . . . . . 12
13 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3) 

organization, check this box and stop here . . . . . . . . . . . . . . . . . . . . . . . . .   ▶

Section C. Computation of Public Support Percentage
14 Public support percentage for 2012 (line 6, column (f) divided by line 11, column (f)) . . . . 14 %
15 Public support percentage from 2011 Schedule A, Part II, line 14 . . . . . . . . . . 15  %
16 a 331/3% support test—2012. If the organization did not check the box on line 13, and line 14 is 331/3% or more, check this 

box and stop here. The organization qualifies as a publicly supported organization  . . . . . . . . . . .   ▶

b 331/3% support test—2011. If the organization did not check a box on line 13 or 16a, and line 15 is 331/3% or more, 
check this box and stop here. The organization qualifies as a publicly supported organization  . . . . . . .   ▶

17 
 
 

a 
 
 

10%-facts-and-circumstances test—2012. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 
10% or  more, and if the organization meets the “facts-and-circumstances” test, check this box and stop here. Explain in 
Part IV how the organization meets the “facts-and-circumstances” test. The organization qualifies as a publicly supported 
organization  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   ▶

b 
 
 

10%-facts-and-circumstances test—2011. 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 IV 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 . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .    ▶

Schedule A (Form 990 or 990-EZ) 2012
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Part III Support Schedule for Organizations Described in Section 509(a)(2) 
(Complete only if you checked the box on line 9 of Part I or if the organization failed to qualify under Part II.  
If the organization fails to qualify under the tests listed below, please complete Part II.)

Section A. Public Support
Calendar year (or fiscal year beginning in)  ▶ (a) 2008 (b) 2009 (c) 2010 (d) 2011 (e) 2012 (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 performed, 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 business under section 513

4 
 

Tax revenues levied for the 
organization’s  benefit and either paid 
to or expended on  its behalf . . .

5 
 

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

6 Total. Add lines 1 through 5 . . . .
7a Amounts included on lines 1, 2, and 3 

received from disqualified persons .

b 
 
 

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

c Add lines 7a and 7b . . . . . .
8 Public support (Subtract line 7c from 

line 6.) . . . . . . . . . . .

Section B. Total Support
Calendar year (or fiscal year beginning in)  ▶ (a) 2008 (b) 2009 (c) 2010 (d) 2011 (e) 2012 (f) Total

9 Amounts 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 . . . .

c Add lines 10a and 10b . . . . .
11 

 
Net income from unrelated business 
activities not included in line 10b, whether 
or not the business is regularly carried on  

12 
 

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

13 Total support. (Add lines 9, 10c, 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, check this box and stop here . . . . . . . . . . . . . . . . . . . . . . . . .   ▶

Section C. Computation of Public Support Percentage
15 Public support percentage for 2012 (line 8, column (f) divided by line 13, column (f)) . . . . . 15 %
16 Public support percentage from 2011 Schedule A, Part III, line 15 . . . . . . . . . . . 16  %

Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2012 (line 10c, column (f) divided by line 13, column (f)) . . . 17 %
18 Investment income percentage from 2011 Schedule A, Part III, line 17 . . . . . . . . . . 18  %
19a 331/3% support tests—2012. If the organization did not check the box on line 14, and line 15 is more than 331/3%, and line 

17 is not more than 331/3%, check this box and stop here. The organization qualifies as a publicly supported organization .   ▶

b 331/3% support tests—2011. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 331/3%, and 
line 18 is not more than 331/3%, check this box and stop here. The organization qualifies as a publicly supported organization    ▶

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

Schedule A (Form 990 or 990-EZ) 2012



Schedule A (Form 990 or 990-EZ) 2012 Page 4
Part IV Supplemental Information. Complete this part to provide the explanations required by Part II, line 10; 

Part II, line 17a or 17b; and Part III, line 12. Also complete this part for any additional information. (See      
instructions).

Schedule A (Form 990 or 990-EZ) 2012

General Explanation - Part II, Line 10 - Revenue was received from sale of educational materials



SCHEDULE D 
(Form 990)

Department of the Treasury  
Internal Revenue Service 

Supplemental Financial Statements
▶ Complete if the organization answered “Yes,” to Form 990,  

Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b.  
▶ Attach to Form 990.  ▶ See separate instructions.

OMB No. 1545-0047

2012
Open to Public 
Inspection

Name of the organization Employer identification number

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

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

1 Total number at end of year . . . . .
2 Aggregate contributions to (during year) .
3 Aggregate grants from (during year) . .
4 Aggregate value at end of year . . . .
5 

 
Did the organization inform all donors and donor advisors in writing that the assets held in donor advised 
funds are the organization’s property, subject to the organization’s exclusive legal control? . . . . . . Yes No

6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used 
only for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose 
conferring impermissible private benefit? . . . . . . . . . . . . . . . . . . . . . . Yes No

Part II Conservation Easements. Complete if the organization answered “Yes” to Form 990, Part IV, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply).

Preservation of land for public use (e.g., recreation or education)
Protection of natural habitat
Preservation of open space

Preservation of an historically important land area
Preservation of a certified historic structure

2 
 

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

a Total number of conservation easements . . . . . . . . . . . . . . . . . 2a
b Total acreage restricted by conservation easements . . . . . . . . . . . . . . 2b
c Number of conservation easements on a certified historic structure included in (a) . . . . 2c
d Number of conservation easements included in (c) acquired after 8/17/06, and not on a 

historic structure listed in the National Register  . . . . . . . . . . . . . . . 2d
3 

 
Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the 
tax year ▶

4 Number of states where property subject to conservation easement is located ▶
5 

 
Does the organization have a written policy regarding the periodic monitoring, inspection, handling of
violations, and enforcement of the conservation easements it holds? . . . . . . . . . . . . . Yes No

6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements during the year
▶

7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements during the year
▶ $

8 
 

Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)
(i) and section 170(h)(4)(B)(ii)? . . . . . . . . . . . . . . . . . . . . . . . . . . Yes No

9 
 
 

In Part XIII, describe how the organization reports conservation easements in its revenue and expense statement, and  
balance sheet, and include, if applicable, the text of the footnote to the organization’s financial statements that describes the 
organization’s accounting for conservation easements.

Part III Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.  
Complete if the organization answered “Yes” to Form 990, Part IV, line 8.

1 
 
 

a 
  
 

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 XIII, the text of the footnote to its financial statements that describes these items.

b 
  
 

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

(i)  Revenues included in Form 990, Part VIII, line 1 . . . . . . . . . . . . . . . .   ▶ $
(ii) Assets included in Form 990, Part X . . . . . . . . . . . . . . . . . . . .   ▶ $

2 
 

If the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide the
following amounts required to be reported under SFAS 116 (ASC 958) relating to these items:

a Revenues included in Form 990, Part VIII, line 1 . . . . . . . . . . . . . . . . .  ▶ $
b Assets included in Form 990, Part X . . . . . . . . . . . . . . . . . . . . .  ▶ $

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat. No. 52283D Schedule D (Form 990) 2012
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Schedule D (Form 990) 2012 Page 2 
Part III 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 Scholarly research
c Preservation for future generations

d Loan or exchange programs
e Other

4 
 

Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose in Part 
XIII.

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? . . Yes No

Part IV Escrow and Custodial Arrangements.  Complete if the organization answered “Yes” to Form 990, Part IV, 
line 9, or reported an amount on Form 990, Part X, line 21.

1 
 
a 
 

Is the organization an agent, trustee, custodian or other intermediary for contributions or other assets not 
included on Form 990, Part X? . . . . . . . . . . . . . . . . . . . . . . . . . . Yes No

b If “Yes,” explain the arrangement in Part XIII and complete the following table:
Amount

c Beginning balance . . . . . . . . . . . . . . . . . . . . . . 1c
d Additions during the year . . . . . . . . . . . . . . . . . . . 1d
e Distributions during the year . . . . . . . . . . . . . . . . . . 1e
f Ending balance . . . . . . . . . . . . . . . . . . . . . . . 1f

2a Did the organization include an amount on Form 990, Part X, line 21? . . . . . . . . . . . . . Yes No
b If “Yes,” explain the arrangement in Part XIII. Check here if the explanation has been provided in Part XIII . . . .

Part V Endowment Funds. Complete if the organization answered “Yes” to Form 990, Part IV, line 10.
(a) Current year (b) Prior year (c) Two years back (d) Three years back (e) Four years back

1a Beginning of year balance . . .
b Contributions . . . . . . .
c 
 

Net investment earnings, gains, and 
losses . . . . . . . . . .

d Grants or scholarships . . . .
e 
 

Other expenditures for facilities and 
programs . . . . . . . . .

f 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  ▶ %
b Permanent endowment  ▶ %
c Temporarily restricted endowment  ▶ %

The percentages in lines 2a, 2b, and 2c should equal 100%.
3 
 
a 
 

Are there endowment funds not in the possession of the organization that are held and administered for the
organization by: Yes No
(i)   unrelated organizations . . . . . . . . . . . . . . . . . . . . . . . . . . . 3a(i)
(ii)  related organizations . . . . . . . . . . . . . . . . . . . . . . . . . . . . 3a(ii)

b If “Yes” to 3a(ii), are the related organizations listed as required on Schedule R? . . . . . . . . . 3b
4 Describe in Part XIII the intended uses of the organization’s endowment funds.

Part VI Land, Buildings, and Equipment. See Form 990, Part X, line 10.
Description of property (a)  Cost or other basis 

(investment)
(b)  Cost or other basis 

(other)
(c)  Accumulated 

depreciation
(d)  Book value

1a Land . . . . . . . . . . .
b Buildings . . . . . . . . . .
c Leasehold improvements . . . .
d Equipment . . . . . . . . .
e Other . . . . . . . . . . .

Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), line 10(c).) . . . .  ▶

Schedule D (Form 990) 2012
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0

0
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0
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0
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0
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0
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0

147,098
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0
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0
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Schedule D (Form 990) 2012 Page 3 
Part VII Investments—Other Securities. See Form 990, Part X, line 12.

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

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

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

(A)

(B)

(C)

(D)

(E)

(F)

(G)

(H)

(I)

Total. (Column (b) must equal Form 990, Part X, col. (B) line 12.)  ▶

Part VIII Investments—Program Related. See Form 990, Part X, line 13.
(a)  Description of investment type (b)  Book value (c)  Method of valuation:  

Cost or end-of-year market value

(1)

(2)

(3)

(4)

(5)

(6)

(7)

(8)

(9)

(10)
Total. (Column (b) must equal Form 990, Part X, col. (B) line 13.)  ▶

Part IX Other Assets. See Form 990, Part X, line 15.
(a) Description (b) Book value

(1)

(2)

(3)

(4)

(5)

(6)

(7)

(8)

(9)

(10)
Total. (Column (b) must equal Form 990, Part X, col. (B) line 15.) . . . . . . . . . . . . . .  ▶

Part X Other Liabilities. See Form 990, Part X, line 25.
1.                       (a)  Description of liability (b)  Book value

(1) Federal income taxes
(2)

(3)

(4)

(5)

(6)

(7)

(8)

(9)

(10)

(11)

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

2. FIN 48 (ASC 740) Footnote. In Part XIII, provide the text of the footnote to the organization’s financial statements that reports the organization’s 
liability for uncertain tax positions under FIN 48 (ASC 740). Check here if the text of the footnote has been provided in Part XIII . . . . .

Schedule D (Form 990) 2012
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Part XI Reconciliation of Revenue per Audited Financial Statements With Revenue per Return
1 Total revenue, gains, and other support per audited financial statements . . . . . . . . . 1
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12:

a Net unrealized gains on investments . . . . . . . . . . . . 2a
b Donated services and use of facilities . . . . . . . . . . . 2b
c Recoveries of prior year grants . . . . . . . . . . . . . . 2c
d Other (Describe in Part XIII.) . . . . . . . . . . . . . . . 2d
e Add lines 2a through 2d . . . . . . . . . . . . . . . . . . . . . . . . . 2e

3 Subtract line 2e from line 1 . . . . . . . . . . . . . . . . . . . . . . . . 3
4 Amounts included on Form 990, Part VIII, line 12, but not on line 1 :

a Investment expenses not included on Form 990, Part VIII, line 7b . . 4a
b Other (Describe in Part XIII.) . . . . . . . . . . . . . . . 4b
c Add lines 4a and 4b . . . . . . . . . . . . . . . . . . . . . . . . . . 4c

5 Total revenue. Add lines 3 and 4c. (This must equal Form 990, Part I, line 12.) . . . . . . . 5
Part XII Reconciliation of Expenses per Audited Financial Statements With Expenses per Return

1 Total expenses and losses per audited financial statements . . . . . . . . . . . . . 1
2 Amounts included on line 1 but not on Form 990, Part IX, line 25:

a Donated services and use of facilities . . . . . . . . . . . 2a
b Prior year adjustments . . . . . . . . . . . . . . . . 2b
c Other losses . . . . . . . . . . . . . . . . . . . . 2c
d Other (Describe in Part XIII.) . . . . . . . . . . . . . . . 2d
e Add lines 2a through 2d . . . . . . . . . . . . . . . . . . . . . . . . . 2e

3 Subtract line 2e from line 1 . . . . . . . . . . . . . . . . . . . . . . . . 3
4 Amounts included on Form 990, Part IX, line 25, but not on line 1:

a Investment expenses not included on Form 990, Part VIII, line 7b . . 4a
b Other (Describe in Part XIII.) . . . . . . . . . . . . . . . 4b
c Add lines 4a and 4b . . . . . . . . . . . . . . . . . . . . . . . . . . 4c

5 Total expenses. Add lines 3 and 4c. (This must equal Form 990, Part I, line 18.) . . . . . . . 5
Part XIII Supplemental Information

Complete this part to provide the descriptions required for Part II, lines 3, 5, and 9; Part III, lines 1a and 4; Part IV, lines 1b and 2b; 
Part V, line 4; Part X, line 2; Part XI, lines 2d and 4b; and Part XII, lines 2d and 4b. Also complete this part to provide any additional 
information.

Schedule D (Form 990) 2012

0

reinvested in the Endowment Fund to increase its balance.

1,104,169

has been accrued. Income tax returns filed prior to the year ended December 31, 2009, are no longer subject to audit by the taxing

0

Schedule D, Part X, Line 2 - Schedule D, Part X, Line 2 - The Association is a nonprofit voluntary health agency under the laws of the State

Internal Revenue Code (the "Code") and qualifies as a public charity under Code Sections 509(a)(1) and 107(b)(1)(A)(vi). The Association

0

follows the Financial Accounting Standards Board ("FASB") guidance on accounting for uncertainty in income taxes. The Association's

1,248,136

0

0

1,248,136

0

1,104,169

taxing authority upon examination. Management believes there are no such positions as of December 31, 2012 and, accordingly, no liability

Schedule D, Part V, Line 4 - Schedule D, Part V, Line 4 - The CFIDS Association of America's Endowment Fund is held at the Foundation

0

0

0

1,104,169

it is more likely than not the position taken by management with respect to a transaction or class of transactions will be overturned by a

authority.

0

0

0

for the Carolinas. It is a permanent fund created to ensure the future stability of the Association. The principal of the endowment is never

of North Carolina. Further, the Association is exempt from federal income tax as an organization described in Section 501(c)(3) of the

0

0

policy is to record a liability for any tax position taken that is beneficial to the Association, including any related interest and penalties, when

0

1,248,136

0

touched, however income generated can be used to support Association programs, if needed. Spendable income has historically been
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SCHEDULE F 
(Form 990)

Department of the Treasury  
Internal Revenue Service 

Statement of Activities Outside the United States
▶ Complete if the organization answered "Yes" to Form 990, 

Part IV, line 14b, 15, or 16.  
▶ Attach to Form 990.  ▶ See separate instructions.

OMB No. 1545-0047

2012
Open to Public 
Inspection

Name of the organization Employer identification number

Part I General Information on Activities Outside the United States. Complete if the organization answered “Yes” to 
Form 990, Part IV, line 14b. 

1 For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other 
assistance, the grantees’ eligibility for the grants or assistance, and the selection criteria used to award the
grants or assistance? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . Yes No 

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 I, line 3 table can be duplicated if additional space is needed.) 
(a) Region (b) Number of  

offices in the  
region 

(c) Number of  
employees, 
agents, and 
independent 
contractors  

in region

(d) Activities conducted in   
region (by type) (e.g.,   

fundraising, program services, 
investments,  

grants to recipients  
located in the region) 

(e) If activity listed in (d) is 
a program service,  

describe specific type of  
service(s) in region 

(f) Total  
expenditures for  
and investments 

in region 

(1)

(2)

(3)

(4)

(5)

(6)

(7)

(8)

(9)

(10)

(11)

(12)

(13)

(14)

(15)

(16)

(17)
3 a Sub-total . . . . . .

b Total from continuation 
sheets to Part I . . . .

c Totals (add lines 3a and 3b) 
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat. No. 50082W Schedule F (Form 990) 2012 

44,875

56-1683450

00

✔

CFIDS ASSOCIATION OF AMERICA INC

Sch F, Stmt 1



Schedule F (Form 990) 2012 Page  2 
Part II Grants and Other Assistance to Organizations or Entities Outside the United States. Complete if the organization answered “Yes” to Form 990,  

Part IV, line 15, for any recipient who received more than $5,000. Part II can be duplicated if additional space is needed.  
1 (a) Name of 

organization 
(b) IRS code  

section and EIN   
(if applicable) 

(c) Region (d) Purpose of   
grant 

(e) Amount of   
cash grant 

(f) Manner of   
cash   

disbursement 

(g) Amount of   
non-cash   
assistance 

(h) Description   
of non-cash assistance 

(i) Method of   
valuation   

(book, FMV,   
appraisal,   

other) 

(1)

(2)

(3)

(4)

(5)

(6)

(7)

(8)

(9)

(10)

(11)

(12)

(13)

(14)

(15)

(16)

2 Enter total number of recipient organizations listed above that are recognized as charities by the foreign country, recognized as tax-exempt 
by the IRS, or for which the grantee or counsel has provided a section 501(c)(3) equivalency letter . . . . . . . . . . . .  ▶

3 Enter total number of other organizations or entities  . . . . . . . . . . . . . . . . . . . . . . . . . . .  ▶

Schedule F (Form 990) 2012 

Sch F, Stmt 2

0

1



Schedule F (Form 990) 2012 Page  3 
Part III Grants and Other Assistance to Individuals Outside the United States. Complete if the organization answered “Yes” to Form 990, Part IV, line 16.  

Part III can be duplicated if additional space is needed. 

(a) Type of grant or assistance (b) Region (c) Number of  
recipients 

(d) Amount of  
cash grant 

(e) Manner of   
cash   

disbursement 

(f) Amount of   
non-cash   
assistance 

(g) Description   
of non-cash  assistance 

(h) Method of     
valuation   

(book, FMV,   
 appraisal, 

other)  

(1)

(2)

(3)

(4)

(5)

(6)

(7)

(8)

(9)

(10)

(11)

(12)

(13)

(14)

(15)

(16)

(17)

(18)

Schedule F (Form 990) 2012 



Schedule F (Form 990) 2012 Page  4
Part IV 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, Return by a U.S. Transferor of Property to a Foreign
Corporation (see Instructions for Form 926) . . . . . . . . . . . . . . . . . . . . Yes No

2 Did the organization have an interest in a foreign trust during the tax year? If “Yes,” the organization
may be required to 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) . . . . . . . . . . . . . . . Yes No

3 
 

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)  . . . . . . . . . . . . . Yes No

4 
 
 

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) . . . . . . . . . . . . . . . . . . . . . Yes No

5 
 

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 U.S. Persons With Respect To Certain
Foreign Partnerships. (see Instructions for Form 8865) . . . . . . . . . . . . . . . . Yes No

6 
 

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 file Form 5713, International Boycott Report (see Instructions 
for Form 5713) . . . . . . . . . . . . . . . . . . . . . . . . . . . . . Yes No

Schedule F (Form 990) 2012 

✔

✔

✔

✔

✔

✔



Schedule F (Form 990) 2012 Page  5 
Part V Supplemental Information   

Complete this part to provide the information required by Part I, line 2 (monitoring of funds); Part I, line 3, column (f) 
(accounting method; amounts of investments vs. expenditures per region); Part II, line 1 (accounting method); Part III 
(accounting method); and Part III, column (c) (estimated number of recipients), as applicable. Also complete this part to 
provide any additional information (see instructions). 

Schedule F (Form 990) 2012 

stated deadlines will result in suspension of future quarterly grant disbursements until all outstanding reports are received. Repeated or

Schedule F, Part I, Line 2 - Schedule F, Part I, Line 2 - The Association awards grants for medical research projects in the field of CFS. To

Association's research strategy to the staff and Board of Directors. It convenes periodically throughout the year.

weighed heavily by the Executive Committee of the Board of Directors when making final funding decisions. Applicants and their

form. Grantees approved for funding are required to submit written quarterly reports of the study's progress to the Association's Scientific

site visit or conference call to discuss information contained in interim progress reports and general progress toward stated project

milestones. A Scientific Advisory Board comprised of researchers, physicians and regulatory experts provides guidance on the

prolonged delinquency in reporting may result in suspension or withdrawal of support. The Association's Scientific Director may request a

Director according to the schedule outlined in the final letter of award. Grantee organizations are also required to submit two interim

sponsoring organizations must agree and adhere to the Policies Governing the Award of Research Grants when completing the application

financial reports - at 7-month and 12-month intervals - to the Association's Chief Financial Officer. Failure to submit required reports by

with direct experience in the disciplines and fields specific to each funding application. Their reviews for scientific and strategic merit are

ensure that the most worthy and promising research projects are funded, the Association periodically engages volunteer peer reviewers



Page: 1

Schedule F, Part V, Statement 1 CFIDS ASSOCIATION OF AMERICA INC

Form: Schedule F 56-1683450

Page: 1

Line Number: Part I Line 3

Accounts and Activities Outside the United States
_

Offices Employees Total
_

Region North America (including Canada and

Mexico, but not the United States)

0 0 44,875

Activities Grantmaking

Services Patrick McGowan, Ph.D., of the University

of Toronto Scarborough will build on

evidence of environmental influences that

affect the function of the immune system

in CFS patients. Using samples collected

through the SolveCFS BioBank,

McGowan will look for genome-wide

epigenetic changes and assess whether

these alter the immune response. This

study may uncover novel diagnostic and

therapeutic biomarkers.
_

Total: 0 0 44,875



Page: 2

Schedule F, Part V, Statement 2 CFIDS ASSOCIATION OF AMERICA INC

Form: Schedule F 56-1683450

Page: 2

Line Number: Part II Line 1

Grants To Organization Outside US
_

Cash Grant Non-Cash Assistance
_

Region North America (including Canada and Mexico, but not the United

States)

44,875 0

Grant Patrick McGowan, Ph.D., of the University of Toronto Scarborough

will build on evidence of environmental influences that affect the

function of the immune system in CFS patients. Using samples

collected through the SolveCFS BioBank, McGowan will look for

genome-wide epigenetic changes and assess whether these alter

the immune response. This study may uncover novel diagnostic

and therapeutic biomarkers.

Cash Disbursement Check

Non-Cash Assistance

Valuation
_



SCHEDULE I 
(Form 990)

Department of the Treasury  
Internal Revenue Service 

Grants and Other Assistance to Organizations, 
Governments, and Individuals in the United States

Complete if the organization answered “Yes” to Form 990, Part IV, line 21 or 22.
▶ Attach to Form 990. 

OMB No. 1545-0047

2012
Open to Public 

Inspection
Name of the organization Employer identification number 

Part I General Information on Grants and Assistance 
1 Does the organization maintain records to substantiate the amount of the grants or assistance, the grantees’ eligibility for the grants or assistance, and 

the selection criteria used to award the grants or assistance? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . Yes No 
2 Describe in Part IV the organization’s procedures for monitoring the use of grant funds in the United States. 

Part II Grants and Other Assistance to Governments and Organizations in the United States. Complete if the organization answered “Yes” to Form 990, 
Part IV, line 21, for any recipient that received more than $5,000. Part II can be duplicated if additional space is needed.

1 (a) Name and address of organization  
or government 

(b) EIN (c) IRC section  
 if applicable 

(d) Amount of cash 
grant 

(e) Amount of non-
cash  assistance 

(f) Method of valuation 
(book, FMV, appraisal, 

other) 

(g) Description of   
non-cash assistance 

(h) Purpose of grant   
or assistance 

(1)

(2)

(3)

(4)

(5)

(6)

(7)

(8)

(9)

(10)

(11)

(12)

2 Enter total number of section 501(c)(3) and government organizations listed in the line 1 table . . . . . . . . . . . . . . . . . .  ▶ 
3 Enter total number of other organizations listed in the line 1 table . . . . . . . . . . . . . . . . . . . . . . . . . . .  ▶

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat. No. 50055P Schedule I (Form 990) (2012)

Sch I, Stmt 1

56-1683450

3

1

✔

CFIDS ASSOCIATION OF AMERICA INC



Schedule I (Form 990) (2012) Page 2 
Part III Grants and Other Assistance to Individuals in the United States. Complete if the organization answered “Yes” to Form 990, Part IV, line 22.   

Part III can be duplicated if additional space is needed. 
(a) Type of grant or assistance (b) Number of  

recipients 
(c) Amount of   

cash grant 
(d) Amount of   

non-cash assistance 
(e) Method of valuation (book,  

FMV, appraisal, other) 
(f) Description of non-cash assistance 

1

2

3

4

5

6

7
Part IV Supplemental Information. Complete this part to provide the information required in Part I, line 2, Part III, column (b), and any other additional 

information. 

Schedule I (Form 990) (2012)

research projects are funded, the Association periodically engages volunteer peer reviewers with direct experience in the disciplines and fields specific to each funding application. Their

research strategy to the staff and Board of Directors. It convenes periodically throughout the year.

reviews for scientific and strategic merit are weighed heavily by the Executive Committee of the Board of Directors when making final funding decisions. Applicants and their sponsoring

organizations must agree and adhere to the Policies Governing the Award of Research Grants when completing the application form. Grantees approved for funding are required to

deadlines will result in suspension of future quarterly grant disbursements until all outstanding reports are received. Repeated or prolonged delinquency in reporting may result in

submit written quarterly reports of the study's progress to the Association's Scientific Director according to the schedule outlined in the final letter of award. Grantee organizations are

suspension or withdrawal of support. The Association's Scientific Director may request a site visit or conference call to discuss information contained in interim progress reports and

also required to submit two interim financial reports - at 7-month and 12-month intervals - to the Association's Chief Financial Officer. Failure to submit required reports by stated

Schedule I, Part I, Line 2 - Schedule I, Part I, Line 2 - The Association awards grants for medical research projects in the field of CFS. To ensure that the most worthy and promising

general progress toward stated project milestones. A Scientific Advisory Board comprised of researchers, physicians and regulatory experts provides guidance on the Association's



Page: 1

Schedule I, Part IV, Statement 1 CFIDS ASSOCIATION OF AMERICA INC

Form: Schedule I 56-1683450

Page: 1

Line Number: Part II

Description of Grants and Other Assistance to Governments and Organizations in the United States
_

Amount of cash grant Amount of non-cash assistance
_

Name and address Biovista

Spyros Deftereos MD PhD

100,000 0

2421 Ivy Road

Charlottesville, VA 22903

EIN 87-0744294

IRC code section

Method of valuation

Description of non-

cash assistance

Purpose of grant Biovista will use a proprietary, very large-scale drug

repurposing platform called the Clinical Outcome

Search Space (COSS) to analyze the biomedical

literature, patents, adverse event databases and

other information sources to systematically identify

non-obvious new drug candidates to treat CFS.
_

Name and address University of Wisconsin - Madison

Dane Cook PhD

33,333 0

2000 Observatory Drive

Gymnatorium Natatorium

Madison, WI 53706

EIN 39-6006492

IRC code section 501(c)(3)

Method of valuation

Description of non-

cash assistance

Purpose of grant Dane Cook, Ph.D., of the University of Wisconsin-

Madison has teamed with Alan Light of the University

of Utah and Gordon Broderick of the University of

Alberta to link information gathered from exercise

testing, brain imaging and gene expression markers

in the blood to understand post-exertional relapse, a

hallmark feature of CFS. This project will attempt to

validate blood and brain markers independently

identified by these investigators in earlier studies.
_

Name and address New York Medical College

Marvin Medow PhD

33,333 0

The Center for Hypotension

19 Bradhurst Ave Suite 1600 South

Hawthorne, NY 10532

EIN 11-3109942

IRC code section 501(c)(3)

Method of valuation

Description of non-

cash assistance

Purpose of grant Marvin S. Medow, Ph.D., New York Medical College

in Valhalla, N.Y., will extend earlier work supported

by the Association that shows orthostatic challenge,

such as prolonged upright posture, leads to problems

with memory, concentration and information

processing in CFS patients. After measuring brain

blood flow during a head upright tilt test while testing

cognitive ability, he will test three interventions to

identify mechanisms to improve neurocognitive



Page: 2

Schedule I, Part IV, Statement 1 CFIDS ASSOCIATION OF AMERICA INC

impairment.
_

Name and address The Johns Hopkins University

Peter Rowe MD

23,579 0

200 N Wolfe St Room 2077

David Rubenstein Child Health Bldg

Baltimore, MD 21287

EIN 52-0595110

IRC code section 501(c)(3)

Method of valuation

Description of non-

cash assistance

Purpose of grant Peter Rowe, M.D., of Johns Hopkins Children's

Center in Baltimore, Md., has observed that simple

movements like a straight leg lift can trigger fatigue

and brain fog in CFS patients. Dr. Rowe's group

hypothesizes that the underlying mechanism is

similar to fibromyalgia pain, where nerves become

extra sensitive to stimulation, a process known as

central sensitization. His work will be among the first

to explore the possible link between fatigue, cognition

and central sensitization. The results are expected to

identify a subset of patients who will benefit from a

different therapeutic approach.
_



SCHEDULE J 
(Form 990)

Department of the Treasury  
Internal Revenue Service 

Compensation Information
For certain Officers, Directors, Trustees, Key Employees, and Highest 

Compensated Employees
▶ Complete if the organization answered "Yes" to Form 990, 

Part IV, line 23. 
▶ Attach to Form 990.     ▶ See separate instructions. 

OMB No. 1545-0047

2012
Open to Public 

Inspection
Name of the organization Employer identification number

Part I 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 in Form 
990, Part VII, Section A, line 1a. Complete Part III 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 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 III to 
explain . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 1b

2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all officers, 
directors, trustees, and the CEO/Executive Director, regarding the items checked in line 1a? . . . . . 2

3 Indicate which, if any, of the following the filing organization used to establish the compensation of the 
organization’s CEO/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 III. 

Compensation committee Written employment contract
Independent compensation consultant Compensation survey or study
Form 990 of other organizations Approval by the board or compensation committee

4 During the year, did any person listed in Form 990, Part VII, 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
b Participate in, or receive payment from, a supplemental nonqualified retirement plan? . . . . . . . 4b
c Participate in, or receive payment from, an equity-based compensation arrangement? . . . . . . . 4c

If “Yes” to any of lines 4a–c, list the persons and provide the applicable amounts for each item in Part III.

Only section 501(c)(3) and 501(c)(4) organizations must complete lines 5–9.
5 For persons listed in Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any 

compensation contingent on the revenues of:

a The organization? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 5a
b Any related organization? . . . . . . . . . . . . . . . . . . . . . . . . . . . 5b

If “Yes” to line 5a or 5b, describe in Part III.
6 For persons listed in Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any 

compensation contingent on the net earnings of:

a  The organization? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 6a
b Any related organization? . . . . . . . . . . . . . . . . . . . . . . . . . . . 6b

If “Yes” to line 6a or 6b, describe in Part III.
7 For persons listed in Form 990, Part VII, Section A, line 1a, did the organization provide any non-fixed 

payments not described in lines 5 and 6? If “Yes,” describe in Part III . . . . . . . . . . . . . 7
8 Were any amounts reported in Form 990, Part VII, paid or accrued pursuant to a contract that was subject  

to the initial contract exception described in Regulations section 53.4958-4(a)(3)? If “Yes,” describe
in Part III . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 8

9 If “Yes” to line 8, did the organization also follow the rebuttable presumption procedure described in 
Regulations section 53.4958-6(c)? . . . . . . . . . . . . . . . . . . . . . . . . 9

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat. No. 50053T Schedule J (Form 990) 2012

✔

✔

✔

✔

✔

56-1683450

✔

✔

✔

✔

CFIDS ASSOCIATION OF AMERICA INC

✔

✔

✔



Schedule J (Form 990) 2012 Page  2
Part II Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees. Use duplicate copies if additional space is needed.

For each individual whose compensation must be reported in Schedule J, report compensation from the organization on row (i) and from related organizations, described in the 
instructions, on row (ii). Do not list any individuals that are not listed on Form 990, Part VII.
Note. The sum of columns (B)(i)–(iii) for each listed individual must equal the total amount of Form 990, Part VII, Section A, line 1a, applicable column (D) and (E) amounts for that individual.

(B) Breakdown of W-2 and/or 1099-MISC compensation

(A) Name and Title (i) Base 
compensation

(ii) Bonus & incentive 
compensation

(iii) Other 
reportable 

compensation

(C) Retirement and 
other deferred 
compensation

(D) Nontaxable 
benefits

(E) Total of columns 
(B)(i)–(D)

(F) Compensation 
reported as deferred in 

prior Form 990 

1

(i)

     (ii)

2

(i)

    (ii)

3

(i)

     (ii)

4

(i)

     (ii)

5

(i)

     (ii)

6

(i)

     (ii)

7

(i)

     (ii)

8

(i)

     (ii)

9

(i)

     (ii)

10

(i)

     (ii)

11

(i)

     (ii)

12

(i)

     (ii)

13

(i)

     (ii)

14

(i)

     (ii)

15

(i)

     (ii)

16

(i)

     (ii)

Schedule J (Form 990) 2012

K Kimberly McCleary, President
& CEO

0

0

0

6,128 1,000

00 0

00

0

167,605

0

160,477



Schedule J (Form 990) 2012 Page  3
Part III Supplemental Information
Complete this part to provide the information, explanation, or descriptions required for Part I, lines 1a, 1b, 3, 4a, 4b, 4c, 5a, 5b, 6a, 6b, 7, and 8, and for Part II. 
Also complete this part for any additional information.

Schedule J (Form 990) 2012

National Center for Non Profits, to ensure salary compensation is comparable to similar organizations for the President & CEO. Compensation levels are approved by the PSRCC with

all reviews, except for that held for the President & CEO which is done by members of the Professional Staff Recruiting and Compensation Committee (PSRCC). This committee is

performance, market and the financial position of the Association. Historically, compensation increases follow a 4-6% trend. The President & CEO and the Chief Financial Officer perform

well as an evaluation of their immediate supervisor. Written reviews and self-assessments are kept in each employee's personnel file in a locked cabinet in the Chief Financial Officer's

minutes recorded and maintained for all meetings. All reviews include a written document which is discussed in person with the employee. Employees also provide a self-assessment as

Schedule J, Part I, Line 3 - Schedule J, Part 1, Line 3 - Employees of the Association undergo periodic performance and compensation reviews. Compensation level is determined upon

office.

composed of all members of the Executive Committee of the Board and will consult with salary surveys published by reputable groups, including but not limited to GuideStar and the



SCHEDULE M 
(Form 990)

Department of the Treasury 
Internal Revenue Service

Noncash Contributions
▶ Complete if the organizations answered “Yes” on Form 

990, Part IV, lines 29 or 30.  

▶ Attach to Form 990.

OMB No. 1545-0047

2012
Open To Public 

Inspection
Name of the organization Employer identification number

Part I Types of Property
(a) 

Check if 
applicable

(b) 
Number of contributions or 

items contributed

(c) 
Noncash contribution  
amounts reported on 

Form 990, Part VIII, line 1g

(d) 
Method of determining  

noncash contribution amounts

1 Art—Works of art . . . . .
2 Art—Historical treasures . . .
3 Art—Fractional interests . . .
4 Books and publications . . .
5 

 
Clothing and household 
goods . . . . . . . . .

6 Cars and other vehicles . . .
7 Boats and planes . . . . .
8 Intellectual property . . . .
9 Securities—Publicly traded . .

10 Securities—Closely held stock .
11 

 
Securities—Partnership, LLC, 
or trust interests . . . . .

12 Securities—Miscellaneous . .
13 

  
 

Qualified conservation  
contribution—Historic 
structures . . . . . . . .

14 
 

Qualified conservation  
contribution—Other . . . .

15 Real estate—Residential . . .
16 Real estate—Commercial . .
17 Real estate—Other . . . . .
18 Collectibles . . . . . . .
19 Food inventory . . . . . .
20 Drugs and medical supplies . .
21 Taxidermy . . . . . . .
22 Historical artifacts . . . . .
23 Scientific specimens . . . .
24 Archeological artifacts . . .
25 Other ▶  ( )
 26 Other ▶  ( )
 27 Other ▶  ( )
 28 Other ▶  ( )
29 Number of Forms 8283 received by the organization during the tax year for contributions for 

which the organization completed Form 8283, Part IV, Donee Acknowledgement . . . . . 29 
Yes No

30 
 
a 
 

During the year, did the organization receive by contribution any property reported in Part I, lines 1–28 that 
it must hold for at least three years from the date of the initial contribution, and which is not required to be 
used for exempt purposes for the entire holding period? . . . . . . . . . . . . . . . . . 30a

b If “Yes,” describe the arrangement in Part II.
31 Does the organization have a gift acceptance policy that requires the review of any non-standard

contributions? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 31
32 a Does the organization hire or use third parties or related organizations to solicit, process, or sell noncash 

contributions? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 32a
b If “Yes,” describe in Part II.

33 If the organization did not report an amount in column (c) for a type of property for which column (a) is checked, 
describe in Part II.

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat. No. 51227J Schedule M (Form 990) (2012)
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SCHEDULE O   
(Form 990 or 990-EZ)

Department of the Treasury  
Internal Revenue Service 

Supplemental Information to Form 990 or 990-EZ
Complete to provide information for responses to specific questions on 

Form 990 or 990-EZ or to provide any additional information.
▶ Attach to Form 990 or 990-EZ.  

OMB No. 1545-0047

2012
Open to Public 
Inspection

Name of the organization Employer identification number 

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Cat. No. 51056K Schedule O (Form 990 or 990-EZ) (2012) 

Board, Treasurer of the Board, President & CEO and the Chief Financial Officer. All members of the Board of Directors receive a copy of

increases follow a 4-6% trend. The President & CEO and the Chief Financial Officer perform all reviews, except for that held for the

Form 990, Part VI, Section B, Line 15 - Employees of the Association undergo periodic performance and compensation reviews.

to comply with the policy; and understands the Association is a charitable organization and in order to maintain its federal tax exempt

is composed of all members of the Executive Committee of the Board and will consult with salary surveys published by reputable groups,

self-assessment as well as an evaluation of their immediate supervisor. Written reviews and self-assessments are kept in each employee's

Financial Statements, Form 1023, governing By-Laws and Conflict of Interest Policy.

Form 990, Part VI, Section C, Line 19 - The Association's tax return and Annual Report are available on its website. These reports are also

56-1683450

the reviewed tax return prior to it being submitted to the IRS but are not required to provide comments.

and providing comments prior to it being submitted to the IRS. The FOC consists of the Chairman of the Board, Vice-Chairman of the

organizations for the President & CEO. Compensation levels are approved by the PSRCC with minutes recorded and maintained for all

CFIDS ASSOCIATION OF AMERICA INC

President & CEO which is done by members of the Professional Staff Recruiting and Compensation Committee (PSRCC). This committee

Compensation level is determined upon performance, market and the financial position of the Association. Historically, compensation

sign a statement which affirms such person has: received a copy of the Conflict of Interest policy; read and understands the policy; agreed

including but not limited to GuideStar and the National Center for Non Profits, to ensure salary compensation is comparable to similar

status must engage primarily in activities which accomplish one or more of its tax-exempt purposes.

available on Guidestar's webiste for visitors to that organization. Upon request, the Association will make available copies of its audited

Form 990, Part VI, Section B, Line 12c - Each Director, Officer and committee members with governing board delegated powers annually

meetings. All reviews include a written document which is discussed in person with the employee. Employees also provide a

personnel file in a locked cabinet in the Chief Financial Officer's office.

Form 990, Part VI, Section B, Line 11b - The Financial Oversight Committee (FOC) is responsible for reviewing the Association's tax return
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Line Number: Part III Line 4a

First Program Service Accomplishments Description
_

Description
_

at the hub of the Research Institute Without Walls and enables participants to take an active role in research. It has demonstrated  value as a cost-

effective resource for researchers who do not have access to clinical populations; In February 2012 Dr. Suzanne Vernon was invited to give a grand

rounds presentation to Center for Drug Evaluation and Research (CDER) staff, helping deepen their understanding of CFS and the impact it has on

individuals, families and our nation. The Association used this and other opportunities throughout the year to request that FDA convene a meeting

to explore measures of treatment effectiveness or "endpoints" - the last one having been held in 1992. CDER staff hosted a teleconference with 50

participants (including Dr. Vernon and CEO Kim McCleary) in September. During that call, FDA affirmed that the agency considers ME/CFS to be a

"serious and life-threatening condition, a formal designation that speeds decision-making processes and provides other incentives to researchers

and industry who want to test therapies; In November, Suzanne Vernon, PhD and Biovista president Aris Persidis, PhD, were featured in one of the

30 "innovator" presentations at the Partnering for Cures conference in New York City, sponsored by FasterCures. The influential gathering gave us

the opportunity to present to and meet personally with potential partners to advance promising drug repurposing candidates arising from our RIWW

project with Biovista.
_
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Line Number: Part III Line 4b

Second Program Service Accomplishments Description
_

Description
_

donor-related Catalyst Cafes, to share information about the CFIDS Association's innovative approach to research that is leading  to effective

treatment for ME/CFS; In late August, the Association teamed with two sets of partners to submit ideas for engaging patients in their health to

Sanofi's Collaborate | Activate Innovation Challenge. One hundred proposals submitted by 280 collaborating nonprofits were reviewed by a team of

five high-profile healthcare judges. On September 17 we learned that both our submissions had made it into the final round of four. Finalist status

came with $25,000 and help from two mentors appointed by Sanofi for each team. One of our teams, Registries for All, won first prize with winnings

being directed to our partner, Genetic Alliance, who will lead the implementation of the Registries for All project. Exposure through the competition

to the world's fourth largest pharma company and other leaders in healthcare was valuable.
_


