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990 Return of Organization Exempt From Income Tax OMB No 1545-0047

F

%’m Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private 20 1 3
foundations)

B Do not enter Social Security numbers on this form as 1t may be made public By law, the IRS Open to Public
generally cannot redact the information on the form
Bk Information about Form 990 and its instructions i1s at www.IRS.gov/form990

Department of the Treasury
Intemal Revenue Service

Inspection

A For the 2013 calendar year, or tax year beginning 01-01-2013 , 2013, and ending_j 12-31-2013

C Name of organization D Employer identification number
HYDROCEPHALUS ASSOCIATION

B Check If applicable

[~ Address change 94-3000301

Doing Business As
|_ Name change

I_ Intial return Number and street (or P O box if mail i1s not delivered to street address)| Room/suite E Telephone number

4340 EAST WEST HIGHWAY NO 905
|_ Terminated

(301)202-3811

I_ Amended return City or town, state or province, country, and ZIP or foreign postal code
BETHESDA, MD 20814

|_ Application pending

G Gross recelpts $ 3,720,121

F Name and address of principal officer H(a) Is this a group return for
DAWN MANCUSO subordinates? [T Yes ¥ No
4340 EAST WEST HIGHWAY NO 905
BETHESDA,MD 20814 H(b) Are all subordinates [~ Yes[ No
included?
I Tax-exemptstatus [ 501(c)(3) [ 501(c) ( ) M(nsertno) [ 4947(a)(1)or [ 527 If "No," attach a list (see instructions)
J Waebsite: = WWWHYDROASSOC ORG H(C) Group exempt|on number =
K Form of organization |7 Corporation |_ Trust |_ Association |_ Other = L Year of formation 1986 M State of legal domicile CA

m Summary

1 Briefly describe the organization’s mission or most significant activities
THE HYDROCEPHALUS ASSOCIATION COLLABORATES WITH PATIENTS, CAREGIVERS, RESEARCHERS AND INDUSTRY
TO RAISE AWARENESS AND FUND INNOVATIVE HIGH IMPACT RESEARCH TO PREVENT, TREAT, AND ULTIMATELY CURE
. HYDROCEPHLAUS
=
=
2
:-*:'5 2 Check this box M If the organization discontinued its operations or disposed of more than 25% of its net assets
«4
;53 3 Number of voting members of the governing body (Part VI, line 1a) 3 15
E 4 Number of Independent voting members of the governing body (Part VI, linelb) . . . . . 4 15
E 5 Total number of individuals employed in calendar year 2013 (Part V, line 2a) 5 13
< 6 Total number of volunteers (estimate If necessary) 6 1,200
7aTotal unrelated business revenue from Part VIII, column (C),line12 . . . . . . . . 7a 0
b Net unrelated business taxable income from Form 990-T,line34 . . . . . . .+ . . 7b 0
Prior Year Current Year
8 Contributions and grants (Part VIII,linelh) . . . . . .. . . . 2,247,530 3,595,186
% 9 Program service revenue (Part VIII,line2g) . . . . . .+ . . . 76,921 0
% 10 Investment income (Part VIII, column (A), ines 3,4,and7d) . . . . 10,774 3,066
= 11 Other revenue (Part VIII, column (A), ines 5,6d, 8¢, 9c, 10c,and 11e) -121,354 -136,816
12 Total revenue—add lines 8 through 11 (must equal Part VIII, column (A), line
12) « o e e e e e 2,213,871 3,461,436
13 Grants and similar amounts paid (Part IX, column (A), lines 1-3) . . . 111,122 861,623
14 Benefits paid to or for members (Part IX, column (A),line4) . . . . . 0 0
15 Salaries, other compensation, employee benefits (Part IX, column (A), lines
$ 5-10) 820,867 872,934
% 16a Professional fundraising fees (PartIX, column (A), line 11e) . . . . . 31,200 0
E b Total fundraising expenses (Part IX, column (D), line 25) W-592,753
17 Other expenses (PartIX, column (A), ines 11a-11d,11f-24e) . . . . 875,313 682,981
18 Total expenses Add lines 13-17 (must equal PartIX, column (A), line 25) 1,838,502 2,417,538
19 Revenue less expenses Subtractline 18 fromhne12 . . . . . . . 375,369 1,043,898
wd Beginning of Current End of Year
E§ Year
33 20 Total assets (Part X, inel6) . . . .. . .+ + .« « .« .« . . 1,652,061 2,771,059
EE 21 Total habilities (Part X, hine26) . . . .+ . .+ + « « « « « . 194,607 274,841
ZIE 22 Net assets or fund balances Subtractline 21 fromhne20 . . . . . 1,457,454 2,496,218

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

’ - |2014-11-11
Sign Signature of officer Date
Here DAWN MANCUSCO CHIEF EXECUTIVE OFFICER
Type or prnint name and title
Pnnt/Type preparer's name Preparer's signature Date Check |7 I PTIN
Paid HYDEH GHAFFARI self-employed | P01228587
Firm's name ® DZH PHILLIPS LLP Firm's EIN ® 26-4677183
Preparer
Use Only Firm's address I 1330 BROADWAY SUITE 630 Phone no (510) 834-6542
OAKLAND, CA 94612
May the IRS discuss this return with the preparer shown above? (see Iinstructions) . . . . . . .+ . .+ .+ . . [ Yes [ No

For Paperwork Reduction Act Notice, see the separate instructions. Cat No 11282Y Form 990 (2013)
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m Statement of Program Service Accomplishments

Check If Schedule O contains a response ornote to any lineinthis PartIII . . . . . &+ +v « +v o « « .

1

Briefly describe the organization’s mission

THE MISSION OF THE HYDROCEPHALUS ASSOCIATION IS TO PROMOTE A CURE FORHYDROCEPHALUS AND IMPROVE THE
LIVES OF THOSE AFFECTED BY THE CONDITION

Did the organization undertake any significant program services during the year which were not listed on
the prior Form 990 0r 990-EZ? . . + v & o« o« wwe e e e e e [T Yes ¥ No

If "Yes," describe these new services on Schedule O

Did the organization cease conducting, or make significant changes in how it conducts, any program
SEIVICES? v v v e e e e e e e e e e [~ Yes [ No

If "Yes," describe these changes on Schedule O
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

(Code ) (Expenses $ 1,120,776  ncluding grants of $ ) (Revenue $ )

RESEARCH THIS YEAR (2013) MARKED THE END OF PHASE ONE OF OUR REASON FOR HOPE RESEARCH FUNDING CAMPAIGN, WHICH STARTED IN 2009 TO FUND
THE HYDROCEPHALUS ASSOCIATION'S (HA) RESEARCH INITIATIVE WE ARE PROUD TO REPORT THAT AS A COMMUNITY WE SURPASSED OUR $3 MILLION FUNDING
GOAL, RAISING A TOTAL OF $3,065,046 FOR HYDROCEPHALUS RESEARCH OVER THE PAST FIVE YEARS, HA HAS FUNDED A TOTAL OF $2 7 MILLION IN BOTH BASIC
AND CLINICAL HYDROCEPHALUS RESEARCH THESE RESEARCH PROJECTS ARE FOCUSED ON UNDERSTANDING THE CAUSES OF HYDROCEPHALUS AND DEVELOPING
BETTER TREATMENTS IN ORDER TO, ULTIMATELY, FIND A CURE IN 2013, WE PARTNERED WITH THE RUDI SCHULTE RESEARCH INSTITUTE (RSRI) TO FUND A
NEW RESEARCH VENTURE RSRI CHOSE MARK WAGSHUL, PHD, FOR HIS PROPOSAL MR ELASTOGRAPHY A NONINVASIVE TOOL FOR THE MANAGEMENT OF
SHUNTED PEDIATRIC HYDROCEPHALUS DR WAGSHUL WILL UTILIZE THIS NONINVASIVE MRI-BASED TECHNIQUE TO SEE IF BRAIN COMPLIANCE CAN HELP
DETERMINE THE BEST TREATMENT OPTION FOR PEDIATRIC HYDROCEPHALIC PATIENTS THE GRANT IS FOR $600,000 OVER 3 YEARS DR WAGSHUL IS AN
ASSOCIATE PROFESSOR IN THE DEPARTMENT OF RADIOLOGY AT ALBERT EINSTEIN COLLEGE OF MEDICINE HE RECEIVED A B A IN PHYSICS FROM RUTGERS
UNIVERSITY AND A PHD IN PHYSICS FROM HARVARD UNIVERSITY HE COMPLETED A POSTDOCTORAL FELLOWSHIP AT THE NATIONAL INSTITUTE FOR STANDARDS
AND TECHNOLOGY HA AWARDED A SECOND GRANT TO TIMOTHY VOGEL, MD, OF CINCINNATI CHILDREN'S HOSPITAL DR VOGEL'S PROPOSAL, THE ROLE OF
NEURAL PROGENITOR CELLS IN NEONATAL HYDROCEPHALUS, FOCUSES ON CILIA, OR HAIR-LIKE STRUCTURES ON THE SURFACE OF NEURON PROGENITOR CELLS
(NPCS) IN THE BRAIN THAT CONTRIBUTE TO CSF MOVEMENT HE WILL BE EXPLORING HOW DEFECTS IN CILIA MOTILITY CONTRIBUTE TO THE DEVELOPMENT OF
NEONATAL HYDROCEPHALUS THE GRANT IS FOR $400,000 OVER 3 YEARS DR VOGEL IS A PEDIATRIC NEUROSURGEON AND ASSISTANT PROFESSOR OF PEDIATRIC
NEUROSURGERY AND DEVELOPMENTAL BIOLOGY AT CINCINNATI CHILDREN'S HOSPITAL MEDICAL CENTER HE HOLDS AB A IN CHEMISTRY FROM PRINCETON
UNIVERSITY AND AN MD FROM COLUMBIA UNIVERSITY COLLEGE OF PHYSICIANS AND SURGEONS THE SUCCESS OF THE HCRN PROVIDED THE CATALYST FOR
ESTABLISHING AN ADULT HYDROCEPHALUS CLINICAL RESEARCH NETWORK (AHCRN) IN 2012, HA BEGAN WORKING WITH DISTINGUISHED ADULT
HYDROCEPHALUS RESEARCHERS INCLUDING NEUROSURGEONS, NEUROLOGISTS AND NEUROPSYCHOLOGISTS TO ESTABLISH THE NETWORK THE GOALS OF THE
ADULT NETWORK ARE TO IMPROVE THE LIVES OF ADULTS WITH HYDROCEPHALUS, RAISE AWARENESS OF THE CONDITION AND TACKLE THE UNIQUE ISSUES
TRANSITIONAL PATIENTS, ADULT CONGENITAL PATIENTS AND OTHER ADULT-ONSET PATIENTS FACE FIVE SITES WERE SELECTED AND PROGRESS WAS MADE
THROUGHOUT 2013 TO DEVELOP ESSENTIAL DATA ELEMENTS AND PROTOCOLS FOR THE NETWORK THE FIVE PARTICIPATING RESEARCHERS AND SITES IN THE
NETWORK INCLUDE MARK HAMILTON, MD, OF THE UNIVERSITY OF CALGARY, HEATHER KATZEN, PHD, OF THE UNIVERSITY OF MIAMI, PETRA KLINGE, MD, OF
BROWN UNIVERSITY, MARK LUCIANO, MD, PHD, OF CLEVELAND CLINIC, NORMAN RELKIN, MD, PHD, OF WEILL CORNELL MEDICAL COLLEGE, AND MICHAEL
WILLIAMS, MD, OF THE SANDRA AND MALCOLM BERMAN BRAIN & SPINE INSTITUTE DR JOHN KESTLE, CO-FOUNDER OF THE PEDIATRIC-FOCUSED HCRN,
ASSISTED IN THE EFFORT TO ESTABLISH AHCRN, BRINGING HIS RICH HISTORY IN HYDROCEPHALUS RESEARCH TO BENEFIT THE COLLABORATION THE
DEVELOPMENT OF THE ADULT NETWORK IS ESSENTIAL FOR HA'S MISSION TO IMPROVE THE LIVES OF ALL PEOPLE WITH HYDROCEPHALUS THE ADULT NETWORK
WILL INCREASE IN IMPORTANCE AS PEDIATRIC PATIENTS TRANSITION TO ADULTHOOD AND AWARENESS OF ADULT-ONSET HYDROCEPHALUS INCREASES THE
PEDIATRIC-FOCUSED HYDROCEPHALUS CLINICAL RESEARCH NETWORK (HCRN) EXPANDED ITS NETWORK FROM SEVEN TO NINE CENTERS WITH THE ADDITIONS
OF VANDERBILT UNIVERSITY AND THE UNIVERSITY OF BRITISH COLUMBIA INITIALLY, THE TWO CENTERS FOCUSED ON ADDING PATIENTS TO THE HCRN REGISTRY
AND PARTICIPATING IN THE HCRN QUALITY IMPROVEMENT STUDY FOR POST-SURGICAL INFECTIONS THEY ARE NOW COMPLETELY INCORPORATED INTO THE
HCRN DR WELLONS IS HEADING THE CENTER AT VANDERBILT AND CONTINUES TO BE THE LEAD PRINCIPAL INVESTIGATOR ON THE STUDY OF POST
HEMORRHAGIC HYDROCEPHALUS, WHICH IS NEARING THE COMPLETION OF ITS ACCRUAL OF PATIENTS DR DOUG COCHRANE IS HEADING THE CENTER AT THE
UNIVERSITY OF BRITISH COLUMBIA IN ADDITION TO EXPANDING TO NINE CENTERS, THE HCRN HAS BEEN BUSY PUBLISHING THREE PAPERS IN 2013

4b

(Code ) (Expenses $ 282,200 including grants of $ ) (Revenue $ )

PUBLIC SUPPORT AND EDUCATION THE HYDROCEPHALUS ASSOCIATION IS COMMITTED TO PROVIDING INNOVATIVE PROGRAMS TO MEET THE DIVERSE NEEDS OF
PATIENTS AND THEIR CAREGIVERS OUR SERVICES ENSURE THAT PATIENTS BATTLING HYDROCEPHALUS HAVE A PLACE TO TURN TO FOR RESOURCES AND PEER-
TO-PEER SUPPORT 1IN 2013, WE PUBLISHED SEVERAL NEW EDUCATIONAL MATERIALS, PROVIDED THOUSANDS OF HOURS OF ONE-ON-ONE SUPPORT THROUGH
PHONE, MAIL, EMAIL, AND SOCIAL MEDIA TO HELP PATIENTS AND THEIR FAMILIES, AND EXPANDED OUR REACH BY RESTRUCTURING THE HYDROCEPHALUS
COMMUNITY NETWORKS WE LAUNCHED A NEW WEBINAR SERIES, DESIGNED TO DELIVER VITAL INFORMATION TO OUR COMMUNITY WHERE THEY LIVE AND
WORK THESE INTERACTIVE, FREE SESSIONS FEATURE PRESENTATIONS FROM MEDICAL PROFESSIONALS, RESEARCHERS, AND OTHER EXPERTS WORKING IN THE
FIELD OF HYDROCEPHALUS WE HOSTED OUR FIRST WEBINAR, "WHAT IF IT ISN'T ALZHEIMER'S OR PARKINSON'S?" PRESENTED BY DR MICHAEL WILLIAMS,
DURING HYDROCEPHALUS AWARENESS MONTH IN SEPTEMBER THIS WEBINAR WAS TARGETED TO INDIVIDUALS WHO HAVE BEEN DIAGNOSED WITH NORMAL
PRESSURE HYDROCEPHALUS, CAREGIVERS OF OLDER ADULTS, MEDICAL PROFESSIONALS, NURSING HOME STAFF AND THOSE WHO HAVE BEEN TREATED FOR
PARKINSON'S, ALZHEIMER'S OR DEMENTIA IN 2013, WE RESTRUCTURED OUR SUPPORT GROUPS TO SERVE AS BROADER-BASED COMMUNITY NETWORKS THE
NETWORKS PROVIDE LOCALIZED SUPPORT, EDUCATION AND EMPOWERMENT BY HOSTING EDUCATIONAL EVENTS, SUPPORT GROUP MEETINGS, ADVOCACY
ACTIVITIES AND OTHER GATHERINGS THAT ENABLE INDIVIDUALS AND FAMILIES TO THRIVE THEY CONSIST OF 39 NETWORKS, WHICH HELD 80 EVENTS INVOLVING
NEARLY 1,500 PARTICIPANTS IN ADDITION, WE HAVE 25 ACTIVE VIRTUAL NETWORKS WITH ONLINE FACEBOOK GROUPS CONSISTING OF MORE THAN 1,200
MEMBERS THESE CLOSED GROUPS ALLOW THOSE LIVING WITH HYDROCEPHALUS, AND THEIR LOVED ONES, TO CONNECT AND SHARE IN A PRIVATE FORUM IN
THEIR OWN REGION AS WELL AS THROUGHOUT THE WORLD EACH YEAR THE HYDROCEPHALUS ASSOCIATION PRESENTS A RESIDENT'S PRIZE AWARD TO
ENCOURAGE YOUNG DOCTORS TO FOCUS THEIR RESEARCH EFFORTS ON ADVANCING THE TREATMENT AND CARE OF INDIVIDUALS WITH HYDROCEPHALUS IT IS
AWARDED EACH YEAR TO THE MOST PROMISING HYDROCEPHALUS-RELATED RESEARCH PAPER PRESENTED BY A NEUROSURGICAL RESIDENT AT THE PEDIATRIC
SECTION MEETING OF THE AMERICAN ASSOCIATION OF NEUROLOGICAL SURGEONS (AANS)/CONGRESS OF NEUROLOGICAL SURGEONS (CNS) IN TORONTO,
CANADA SINCE THE HYDROCEPHALUS ASSOCIATION'S SCHOLARSHIP PROGRAM WAS ESTABLISHED IN 1994, WE HAVE AWARDED 103 SCHOLARSHIPS TO
DESERVING FUTURE LEADERS OF OUR COMMUNITY THIS YEAR, WE WERE ABLE TO OFFER NINE EDUCATIONAL SCHOLARSHIPS TO YOUNG ADULTS LIVING WITH
HYDROCEPHALUS WHO HAVE EXHIBITED PROMISING LEADERSHIP SKILLS AND ARE INVOLVED IN THEIR COMMUNITIES DESPITE THE TREMENDOUS CHALLENGES
AND OBSTACLES THEY FACE, THESE STUDENTS CONTINUE TO EXCEL IN THE CLASSROOM, VOLUNTEER AND GIVE BACK TO THEIR COMMUNITIES, AND INSPIRE
THEIR PEERS AND ALL OF US THESE AWARDS WERE MADE POSSIBLE THROUGH THE SUPPORT OF THE FOLLOWING ENDOWED SCHOLARSHIP FUNDS GERARD
SWARTZ FUDGE MEMORIAL SCHOLARSHIP FUND, MORRIS L AND REBECCA ZISKIND MEMORIAL SCHOLARSHIP FUND, ANTHONY ABBENE SCHOLARSHIP FUND, THE
JUSTIN SCOT ALSTON MEMORIAL SCHOLARSHIP FUND, THE MARIO J TOCCO HYDROCEPHALUS FOUNDATION SCHOLARSHIP FUND AND THE GIAVANNA MARIE
MELOMO MEMORIAL SCHOLARSHIP FUND FOR THE SECOND YEAR, WE ALSO AWARDED FIVE ADDITIONAL SCHOLARSHIPS THROUGH OUR TEENS TAKE CHARGE
(TTC) PROGRAM TTC'S SCHOLARSHIP AWARDS WERE MADE POSSIBLE THROUGH THE CONTINUED SUPPORT OF THE MEDTRONIC FOUNDATION AND ALL THE
INDIVIDUALS WHO HELD EVENTS AND CONTRIBUTED TO THE PROGRAM THE TEENS TAKE CHARGE (TTC) PROGRAM CONTINUES TO FACILITATE AN ACTIVE ONLINE
COMMUNITY OF MORE THAN 1,500 TEENS AND YOUNG ADULTS AFFECTED BY HYDROCEPHALUS, AND THEIR SIBLINGS THIS FORUM PROVIDES AN OPPORTUNITY
FOR YOUNG ADULTS TO OPENLY SHARE THEIR JOURNEY AND PROVIDE PEER-TO-PEER SUPPORT, ENCOURAGEMENT AND ADVICE TTC MEMBERS ARE INVOLVED IN
VARIOUS FUNDRAISING AND AWARENESS ACTIVITIES, FROM PRESENTING AT SCHOOL ASSEMBLIES AND HOLDING CLASSROOM DISCUSSIONS ON HYDROCEPHALUS,
TO TAKING PART IN LOCAL PARADES AND REPRESENTING THE PROGRAM AT OUR WALK EVENTS IN ADDITION, TTC'S ADVISORY COUNCIL AND MEMBERS PUBLISH
ARTICLES AND SHARE THEIR PERSONAL STORIES OF ENCOURAGEMENT THAT ARE POSTED ON OUR WEBSITE AND VARIOUS SOCIAL MEDIA PLATFORMS TO INSPIRE
YOUTHS LIVING WITH THIS CONDITION

(Code ) (Expenses $ 41,721  ncluding grants of $ ) (Revenue $ )

ADVOCACY IN 2013, THE ASSOCIATION DEVELOPED A STEERING COMMITTEE TO OVERSEE ITS ADVOCACY EFFORTS, EXPANDED IT WORK WITH A NUMBER OF
NATIONAL HEALTH ADVOCACY GROUPS AND COALITIONS, AND EDUCATED MEMBERS OF CONGRESS AND OTHER PUBLIC POLICY MAKERS ABOUT THE NEED FOR
MORE FUNDING FOR HYDROCEPHALUS RESEARCH ADVOCACY STEERING COMMITTEE TO HELP DEVELOP AND DRIVE THE ASSOCIATION'S ADVOCACY STRATEGY, AN
ADVOCACY STEERING COMMITTEE WAS ESTABLISHED IN 2013 THE COMMITTEE DEVELOPS THE WORK PLAN AND TACTICS EMPLOYED EACH YEAR TO ULTIMATELY
ACHIEVE OUR PRIMARY ADVOCACY GOAL -- TO ENSURE THE FEDERAL GOVERNMENT INVESTS ADEQUATE FUNDS TO SUPPORT PATIENTS AND THEIR CAREGIVERS
SPECIFICALLY, THE COMMITTEE WILL ENSURE THAT CONGRESS UNDERSTANDS THE BREADTH AND DEPTH OF IMPACT OF HYDROCEPHALUS ON OUR PEOPLE,
PRIORITIZES FUNDING HYDROCEPHALUS RESEARCH FOR IMPROVED TREATMENTS AND CURES, AND SUPPORTS THOSE AFFECTED BY HYDROCEPHALUS WITH
APPROPRIATE PROGRAMS COALITION BUILDING HA WORKS WITH A NUMBER OF NATIONAL HEALTH ADVOCACY GROUPS TO PROMOTE THE IMPORTANCE OF
FEDERALLY SPONSORED RESEARCH WE JOINED RESEARCHIAMERICA, THE NATION'S LARGEST NOT-FOR-PROFIT PUBLIC EDUCATION AND ADVOCACY ALLIANCE
WORKING TO MAKE RESEARCH TO IMPROVE HEALTH A HIGHER NATIONAL PRIORITY THROUGH THIS COALITION, WE URGED CONGRESS AND THE
ADMINISTRATION TO INCREASE FUNDING FOR THE NATIONAL INSTITUTES OF HEALTH (NIH), CENTERS FOR DISEASE CONTROL AND PREVENTION (CDC), AGENCY
FOR HEALTHCARE RESEARCH AND QUALITY (AHRQ), FOOD AND DRUG ADMINISTRATION (FDA) AND NATIONAL SCIENCE FOUNDATION (NSF) AT LEVELS THAT KEEP
PACE WITH SCIENTIFIC OPPORTUNITY WE ALSO ADVOCATED FOR FEDERAL FUNDING FOR GLOBAL HEALTH RESEARCH AND A LEGISLATIVE AND REGULATORY
CLIMATE THAT STIMULATES GROWTH IN INDUSTRY RESEARCH AND DEVELOPMENT IN ADDITION, HA WAS ACTIVE IN ADVOCACY MEETINGS AND SIGN-ON LETTERS
PUT TOGETHER AS PART OF THE NATIONAL HEALTH COUNCIL (NHC), THE AMERICAN BRAIN COALITION (ABC), THE RARE DISEASE LEGISLATIVE ADVOCATES
(RDLA), AND THE NATIONAL ORGANIZATION FOR RARE DISORDERS (NORD) TOPICS HAVE INCLUDED THE IMPLEMENTATION OF THE AFFORDABLE CARE ACT, THE
EFFECTS OF SEQUESTRATION ON RESEARCH FUNDING, AND THE ORPHAN DRUG ACT CONGRESSIONAL DIRECTED MEDICAL RESEARCH HA ADVOCATED FOR THE
INCLUSION OF HYDROCEPHALUS ON THE LIST OF CONDITIONS ELIGIBLE FOR FUNDING UNDER THE DEPARTMENT OF DEFENSE'S CONGRESSIONAL DIRECTED
MEDICAL RESEARCH PROGRAMS (CDMRP) GREAT STRIDES WERE MADE TO EDUCATE THE HOUSE AND SENATE SPENDING AND AUTHORIZING COMMITTEES THAT
ALLOCATE MONEY FOR FEDERAL HEALTH CARE RESEARCH HA REACHED OUT TO HEALTH AND DEFENSE APPROPRIATORS AND AUTHORIZERS TO HELP INCREASE
FUNDING FOR HYDROCEPHALUS RESEARCH AT NIH AND TO CREATE A NEW FUNDING STREAM FOR HYDROCEPHALUS RESEARCH THROUGH THE DEPARTMENT OF
DEFENSE'S PEER REVIEWED MEDICAL RESEARCH PROGRAM (PRMRP) WE WERE SUCCESSFUL IN GAINING SUPPORT ON THE SENATE APPROPRIATIONS SIDE FOR
THE HYDROCEPHALUS SPECIFIC LANGUAGE THAT REPRESENTATIVE ANDREWS INCLUDED IN THE NATIONAL DEFENSE AUTHORIZATION ACT UNFORTUNATELY, DUE
TO PARTISAN BATTLES WITHIN CONGRESS OVER OTHER ISSUES, THE LANGUAGE INCLUDED IN A BILL PASSED BY THE HOUSE OF REPRESENTATIVES WAS NOT
INCLUDED IN THE FINAL DOD APPROPRIATIONS BILL PASSED BY A CONFERENCE COMMITTEE OF BOTH THE HOUSE AND SENATE THE ASSOCIATION CONTINUES TO
PURSUE THIS INITIATIVE AT PRESENT NATIONAL INSTITUTES OF HEALTH PARTNERSHIP THE NATIONAL INSTITUTES OF HEALTH (NIH) NATIONAL INSTITUTE OF
NEUROLOGICAL DISORDERS AND STROKE (NINDS) HOSTED THEIR ANNUAL NONPROFIT FORUM THE FORUM, "PROGRESS THROUGH PARTNERSHIP," EMPHASIZED
THE ROLE NONPROFITS PLAY IN LINKING SCIENTISTS AT NINDS WITH THE PATIENT COMMUNITY FOR BETTER RESEARCH OUTCOMES PAUL GROSS, HA BOARD
MEMBER AND MEMBER OF THE NINDS ADVISORY COUNCIL, SERVED ON THE PLANNING COMMITTEE THAT HELPED BUILD THE AGENDA FOR THE EVENT
REPRESENTATIVES FROM OVER 80 NONPROFIT ORGANIZATIONS HAD THE OPPORTUNITY TO LISTEN TO AND INTERACT WITH KEY NINDS OFFICIALS, INCLUDING
DR STORY LANDIS, DIRECTOR OF NINDS, AND DR KATHY HUDSON, DEPUTY DIRECTOR FOR SCIENCE, OUTREACH AND POLICY AT NIH

(Code ) (Expenses $ 24,541  including grants of $ ) (Revenue $ )
HYDROCEPHALUS CONFERENCE

Other program services (Describe in Schedule O )
(Expenses $ 24,541 including grants of $ ) (Revenue $ )

Total program service expenses & 1,469,238
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Page 3
Checklist of Required Schedules

Yes No
Is the organization described in section 501(c)(3)or4947(a)(1) (otherthan a private foundation)? If "Yes,” Yes
complete Schedule A 1
Is the organization required to complete Schedule B, Schedule of Contributors (see Instructions)? ¥ 2 Yes
Did the organization engage in direct or Iindirect political campaign activities on behalf of or in opposition to No
candidates for public office? If "Yes,” complete Schedule C, Part I 3
Section 501(c)(3) organizations. Did the organization engage In lobbying activities, or have a section 501 (h) Yes
election In effect during the tax year? If "Yes,” complete Schedule C, Part I1 4
Is the organization a section 501(c)(4), 501 (c)(5), or 501(c)(6) organization that receives membership dues,
assessments, or similar amounts as defined in Revenue Procedure 98-197? If "Yes,"” complete Schedule C,
Part 111 . 5 No
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 1n such funds or accounts? If "Yes,"” complete
Schedule D, Part % 6 No
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 No
Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes,”
complete Schedule D, Part 111 Y& 8 No
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 I 9 No
Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments,| 10 Yes
permanent endowments, or quasi-endowments? If "Yes,” complete Schedule D, Part
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
Did the organization report an amount for land, buildings, and equipment in Part X, line 10?
If "Yes,"” complete Schedule D, Part VI.¥& . 11a | Yes
Did the organization report an amount for investments—other securities in Part X, line 12 that 1s 5% or more of
Its total assets reported In Part X, line 16? If "Yes,” complete Schedule D, Part VII'E 11b No
Did the organization report an amount for investments—program related in Part X, line 13 that 1s 5% or more of
Its total assets reported In Part X, line 16? If "Yes,” complete Schedule D, Part vIIr¥ 11c No
Did the organization report an amount for other assets in Part X, line 15 that 1s 5% or more of its total assets
reported in Part X, line 16? If "Yes,” complete Schedule D, Part I e e e e e 11d No
Did the organization report an amount for other liabilities in Part X, line 25? If "Yes,” complete Schedule D, Part X%} 11e | Yes
Did the organization’s separate or consolidated financial statements for the tax year include a footnote that 11f No
addresses the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)? If "Yes,” complete
Schedule D, Part
Did the organization obtain separate, Independent audited financial statements for the tax year?
If "Yes," complete Schedule D, Parts XI and XII & 12a | Yes
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 No
Is the organization a school described in section 170(b)(1)(A)(1n)? If "Yes,” complete Schedule E 13 No
Did the organization maintain an office, employees, or agents outside of the United States? 14a No
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 No
Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or
for any foreign organization? If "Yes,” complete Schedule F, Parts II and IV 15 No
Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other
assistance to or for foreign individuals? If "Yes,” complete Schedule F, Parts III and IV . 16 No
Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part 17 No
IX, column (A), lines 6 and 11e? If "Yes,” complete Schedule G, Part I (see instructions)
Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part
VIII, ines 1c and 8a? If "Yes," complete Schedule G, Part I 18 | ves
Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a? If 19 No
"Yes," complete Schedule G, Part I1]
Did the organization operate one or more hospital facilities? If "Yes,” complete Schedule H 20a No
If"Yes" to line 204, did the organization attach a copy of its audited financial statements to this return? 20b

Form 990 (2013)
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21

22

23

24a

25a

26

27

28

29

30

31

32

33

34

35a

36

37

38

v

Part I

Page 4
13 @AA Checklist of Required Schedules (continued)

Did the organization report more than $5,000 of grants or other assistance to any domestic organization or 21 Yes
government on Part IX, column (A), line 1? If "Yes,” complete Schedule I, Parts I and I]
Did the organization report more than $5,000 of grants or other assistance to individuals in the United States on 22 v
PartIX, column (A), ine 2? If "Yes,” complete Schedule I, Parts I and II] es
Did the organization answer "Yes" to Part VII, Section A, line 3,4, or 5 about compensation of the organization’s v
current and former officers, directors, trustees, key employees, and highest compensated employees? If "Yes,” 23 s
complete Schedule ] .
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 I1ssued after December 31, 20027? If "Yes,” answer lines 24b through 24d N
and complete Schedule K. If "No,” go to line 25a . . 24a 0
Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24b
Did the organization maintain an escrow account other than a refunding escrow at any time during the year
to defease any tax-exempt bonds? 24c
Did the organization act as an "on behalf of" 1Issuer for bonds outstanding at any time during the year? 24d
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 No
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 | 25b No
"Yes," complete Schedule L, Part I
Did the organization report any amount on Part X, ine 5, 6, or 22 for receivables from or payables to any current
or former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons? 26 No
If so, complete Schedule L, Part II
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 27 No
member of any of these persons? If "Yes,” complete Schedule L, Part III
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 current or former officer, director, trustee, or key employee? If "Yes,” complete Schedule L, Part

28a No
A family member of a current or former officer, director, trustee, or key employee? If "Yes,” N
complete Schedule L, Part IV . 28b 0
An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was N
an officer, director, trustee, or direct or indirect owner? If "Yes,” complete Schedule L, Part IV . 28c 0
Did the organization receive more than $25,000 in non-cash contributions? If "Yes,” complete Schedule M . A 29 Yes
Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified N
conservation contributions? If "Yes,” complete Schedule M 30 °
Did the organization liquidate, terminate, or dissolve and cease operations? If "Yes,” complete Schedule N, No

31
Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If "Yes,"” complete N
Schedule N, Part IT 32 0
Did the organization own 100% of an entity disregarded as separate from the organization under Regulations N
sections 301 7701-2 and 301 7701-3? If "Yes,” complete Schedule R, Part I 33 0
Was the organization related to any tax-exempt or taxable entity? If "Yes,” complete Schedule R, Part II, III, or IV, N
and Part V, line 1 34 0
Did the organization have a controlled entity within the meaning of section 512(b)(13)? 35a No
If 'Yes'to line 35a, did the organization receive any payment from or engage in any transaction with a controlled 35b
entity within the meaning of section 512(b)(13)? If "Yes,” complete Schedule R, Part V, line 2
Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related N
organization? If "Yes,"” complete Schedule R, Part V, line 2 36 0
Did the organization conduct more than 5% of its activities through an entity that 1s not a related organization N
and that is treated as a partnership for federal iIncome tax purposes? If "Yes,” complete Schedule R, Part VI 37 0
Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 197 v
Note. All Form 990 filers are required to complete Schedule O 38 s

Form 990 (2013)



Form 990 (2013) Page 5
Statements Regarding Other IRS Filings and Tax Compliance

Check If Schedule O contains a response ornote to any lineinthisPartV... . . . + v W v w « .« .« . .

Yes No
la Enter the number reported in Box 3 of Form 1096 Enter -0- if not applicable . .| 1la
b Enter the number of Forms W-2G included in line 1a Enter-0- if not applicable ib

c Did the organization comply with backup withholding rules for reportable payments to vendors and reportable
gaming (gambling) winnings to prize winners? . . . .+ +  « o« 4 4 a4 w e a e 1c Yes

2a Enter the number of employees reported on Form W-3, Transmittal of Wage and
Tax Statements, filed for the calendar year ending with or within the year covered
by thisreturn . . . .+ .+« .+ v e e e e e e e e e 2a 13

b Ifatleastone s reported on line 2a, did the organization file all required federal employment tax returns?

Note. If the sum of lines 1a and 2a I1s greater than 250, you may be required to e-file (see Instructions) 2b ves
3a Did the organization have unrelated business gross income of $1,000 or more during the year? . . . 3a No
b If“Yes,” has it filed a Form 990-T for this year? If "No” to /ine 3b, provide an explanation in ScheduleO . . . 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)? . . . . . w e e e e e e e e e e e e e e e e da No
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 No
b Did any taxable party notify the organization that it was or s a party to a prohibited tax shelter transaction? 5b No
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 6a No

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

were not tax deductible? . . . . . . . L L oo 00 0w e e e e e e 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 7a No

services provided to the payor?
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 1t was required to

fille Form 82822 . . . . . . . 4 4 a e e e e e e e e e e e e e e e e 72 No
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? . . + & & h h h h e e e e e e e e e e | 76 No
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . . 7f No
g Ifthe organization received a contribution of qualified intellectual property, did the organization file Form 8899 as

required? . . . 4 v e e e e e e e e e e e e e e e e e e e s ey T

h Ifthe organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a
Form 1098-C? . . . « « v e e e e a e e e e e e e e e 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 duringtheyear? . . . . . . . . . . . . 8

9 Sponsoring organizations maintaining donor advised funds.

a Did the organization make any taxable distributions under section 49662 . . . . . . . . . . 9a
Did the organization make a distribution to a donor, donor advisor, or related person? . . . . . . . 9b
10 Section 501(c)(7) organizations. Enter
Initiation fees and capital contributions included on Part VIII,ine12 . . . 10a
b Gross receipts, included on Form 990, Part VIII, line 12, for public use of club 10b
facilities
11 Section 501(c)(12) organizations. Enter
a Gross income from members or shareholders . . . . . . . . . 11a
Gross Income from other sources (Do not net amounts due or paid to other sources
against amounts due orreceived fromthem) . . . . . . . . . . 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417 12a

b If"Yes," enter the amount of tax-exempt interest received or accrued during the
Year . . 4 4w e e e e e e e e 12b

13 Section 501(c)(29) qualified nonprofit health insurance issuers.

a Is the organization licensed to iIssue qualified health plans in more than one state?

Note. See the instructions for additional information the organization must report on Schedule O 13a
b Enter the amount of reserves the organization 1s required to maintain by the states
in which the organization is licensed to 1Issue qualified health plans 13b
c Enter the amount of reservesonhand . . . . . . . . . . . . 13c
14a Did the organization recelve any payments for indoor tanning services during the tax year> . . . . . 14a No
b If"Yes," has it filed a Form 720 to report these payments? If "No,” provide an explanation in Schedule O . . 14b

Form 990 (2013)



Form 990 (2013) Page 6
m Governance, Management, and Disclosure For each "Yes" response to lines 2 through 7b below, and for a

"No" response to lines 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O.
See instructions.
Check If Schedule O contains a response ornote to any lineinthisPartVI . . . . . .+ +« + +v & +« . . ¥

Section A. Governing Body and Management

la

7a

9

Yes No
Enter the number of voting members of the governing body at the end of the tax 1a 15
year
If there are matenial 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
Enter the number of voting members included in line 1a, above, who are
independent . . . . .+ v v 4 4 e e e e e e e e W | 1 15
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? . . . .+ .+ .+ « « &+ 4 w44 a4 2 No
Did the organization delegate control over management duties customarily performed by or under the direct 3 No
supervision of officers, directors or trustees, or key employees to a management company or other person?
Did the organization make any significant changes to its governing documents since the prior Form 990 was
1= 4 No
Did the organization become aware during the year of a significant diversion of the organization’s assets? . 5 No
Did the organization have members or stockholders? . . . . . .. . .+ .+ .+ .« .+ .« .« . . 6 No
Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or
more members of the governingbody? . . . . . . . . . . . . . .0 ... 7a No
Are any governance decisions of the organization reserved to (or subject to approval by) members, stockholders,| 7b No
or persons other than the governing body?
Did the organization contemporaneously document the meetings held or written actions undertaken during the
year by the following
The governing body? . . . .+ .+ & & & + « &« 4« 4 4 4 e e e a a4 4. | Ba ] Yes
Each committee with authority to act on behalf of the governingbody? . . . . . . . . . . . .| 8b Yes
Is there any officer, director, trustee, or key employee listed in Part VII, Section A, who cannot be reached at the
organization’s mailing address? If "Yes " provide the names and addresses n Schedu/e o . . . 9 No

Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)

10a
b

11a

12a

13

14
15

16a

Yes No
Did the organization have local chapters, branches, or affihates? . . . . . . . . . .+ . . 10a No
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
Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing
the form? . . . . . . . . . . . . . . e e . e e e e . e w o . |11a ) Yes
Describe in Schedule O the process, iIf any, used by the organization to review this Form 990
Did the organization have a written conflict of interest policy? If “No,"gotoline13 . . . . . . . 12a | Yes
Were officers, directors, or trustees, and key employees required to disclose annually interests that could give
rseto conflicts? . . . . . . . ..o e e e e e e e e e e e 12b | Yes
Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes,” describe
in Schedule O how this was done . . . . « « & « & « 4 4 w4 e e e . J|12c] Yes
Did the organization have a written whistleblower policy? . . . .. . . .+ . .+ «+ .« .+« .+ . . 13 Yes
Did the organization have a written document retention and destruction policy? . . . . . . . . . 14 Yes
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?
The organization’s CEO, Executive Director, or top management offictal . . . . . . . . . . . 15a | Yes
Other officers or key employees of the organization . . . . . .+ .+ .+ + « « « &« 4« . 15b No
If"Yes" to line 15a or 15b, describe the process in Schedule O (see Instructions)
Did the organization invest in, contribute assets to, or participate In a joint venture or similar arrangement with a
taxable entity during the year? . . . . . . . . . . e e e e e e e e 16a No

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

18

19

20

List the States with which a copy of this Form 990 Is required to be filed=AL ,AK ,AR,CA ,CT,FL,GA ,IL,KS,6 KY,6 ME,6 MD,6 MA,
MI ,MN ,MS ,NH ,NJ,NM  NY NC,6,OH,OK,OR,PA,
RI,SC,TN,UT , VA , WV, WI, CO ,WA

Section 6104 requires an organization to make its Form 1023 (or 1024 if applicable), 990, and 990-T (501(c)

(3)s only) available for public inspection Indicate how you made these available Check all that apply

[T own website [ Another's website [¥ Uponrequest [ Other (explainin Schedule 0)

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

State the name, physical address, and telephone number of the person who possesses the books and records of the organization
E=DAWN MANCUSO 4340 EAST WEST HIGHWAY NO 905
BETHESDA,MD 20814 (301)201-3811

Form 990 (2013)



Form 990 (2013) Page 7

m Compensation of Officers, Directors,Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors
Check If Schedule O contains a response or note to any lineinthis PartVII . . . . . . . « « .« . . . I

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees

1a Complete this table for all persons required to be listed Report compensation for the calendar year ending with or within the organization’s
tax year

# List all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount
of compensation Enter-0-1n 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 recelved 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, or 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

[T Check this box If neither the organization nor any related organization compensated any current officer, director, or trustee

(A) (B) (©) (D) (E) (F)

Name and Title Average Position (do not check Reportable Reportable Estimated
hours per more than one box, unless | compensation | compensation amount of
week (list person i1s both an officer from the from related other
any hours and a director/trustee) organization organizations compensation
for related oS | _ 2 = o T |n (W-2/1099- (W-2/1099- from the

organizations |[= & | = | & [¢ |24G |2 MISC) MISC) organization
oz % |9 o> | =
below = s |3 o e o |2 and related
g [ = il = i R
dotted line) cC |z P organizations
ae|le T | o
- = E ]
c | = I =
AEHEEE
O I a
1 B
- T
=l
(1) BARRETT O'CONNER 12 00
X X 0 0 0
CHAIR
(2) CRAIG BROWN 200
X X 0 0 0
SENIOR VICE CHAIRMAN
(3) DAVID BROWDY 200
X X 0 0 0
VICE CHAIR
(4) ASEEM CHANDRA 2 00
X X 0 0 0
VICE CHAIR
(5) RICK SMITH 2 00
X X 0 0 0
TREASURER
(6) PAUL GROSS 200
X X 0 0 0
SECRETARY/PAST CHAIR
(7) RALPH KISTLER 200
X 0 0 0
DIRECTOR
(8) MARVIN SUSSMAN 2 00
X 0 0 0
DIRECTOR
(9) RUSSELL FUDGE 200
X 0 0 0
DIRECTOR
(10) DEBBY BUFFA 2 00
X 0 0 0
DIRECTOR
(11) MIKE SCHWAB 200
X 0 0 0
DIRECTOR
(12) MARION WALKER 2 00
X 0 0 0
DIRECTOR
(13) JOHN KESTLE 200
X 0 0 0
DIRECTOR
(14) JOHN LAWRENCE 2 00
X 0 0 0
DIRECTOR
(15) SHANNON O'CONNOR 200
X 0 0 0
DIRECTOR
(16) DAWN MANCUSO 54 00
X 180,250 0 12,193
CEO

Form 990 (2013)



Form 990 (2013)

Page 8

m Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(A) (B) (©) (D) (E) (F)
Name and Title Average Position (do not check Reportable Reportable Estimated
hours per more than one box, unless compensation compensation amount of other
week (list person i1s both an officer from the from related compensation
any hours and a director/trustee) organization (W- | organizations (W- from the
for related o= — 2 = o T | | 2/1099-MISC) 2/1099-MISC) | organization and
organizations a a S |2 T 25 |2 related
below = = 2|2 o %ﬁ 3 organizations
g [m = == == i)
dotted line) (= = o |T
oa 2 ERE
- = E g
c = I =
2 [Z] || E
T 5 =
€ o
[}
i1b  Sub-Total >
Total from continuation sheets to Part VII, Section A *
Total (add lines 1b and 1c) * 180,250 12,193
2 Total number of individuals (including but not limited to those listed above) who received more than
$100,000 of reportable compensation from the organizationk1
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 No
4 For any individual listed on line 1a, Is the sum of reportable compensation and other compensation from the
organization and related organizations greaterthan $150,000°? If "Yes,"” complete Schedule J for such
individual a4 Yes
5 Did any person listed on line 1a recelve or accrue compensation from any unrelated organization or individual for
services rendered to the organization? If "Yes,” complete Schedule J for such person 5 No
Section B. Independent Contractors
1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of
compensation from the organization Report compensation for the calendar year ending with or within the organization’s tax year
(A) (B) (©)
Name and business address Description of services Compensation

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

Form 990 (2013)



Form 990 (2013) Page 9
m Statement of Revenue
Check If Schedule O contains a response or note to any line in this Part VIII .. .. . L
(A) (B) (©) (D)
Total revenue Related or Unrelated Revenue
exempt business excluded from
function revenue tax under
revenue sections
512-514
la Federated campaigns . . 1a
g2
[ b Membership dues . . . . ib
=]
(e = |
2 £ ¢ Fundraisingevents . . . . 1c 1,190,006
el
E 5 d Related organizations . . . id
o=
o = e Government grants (contributions) 1e
in
E - £ All other contnbutions, gifts, grants, and 1f 2,405,180
E T} similar amounts not included above
—
= N h contribut luded i |
— g oncasn contributions included In lines
== toe1f § 100,913
E = 3,595,186
= h Total. Add lines 1a-1f ,995,
oom -
@ Business Code
E" 2a
=
& b
-
x c
E d
— e
&
= f All other program service revenue
=
& g Total. Add lines 2a-2f L3
3 Investment income (including dividends, interest, 5 502 5 502
and other similar amounts) * ! !
Income from investment of tax-exempt bond proceeds , , *
5 Royalties *
(1) Real (1) Personal
6a Gross rents
b Less rental
expenses
¢ Rental income
or (loss)
d Netrental income or (loss) .
(1) Securities (11) Other
7a Gross amount
from sales of 98,477
assets other
than inventory
b Less costor
other basis and 100,913
sales expenses
Gain or (loss) -2,436
Net gain or (loss) - -2,436 -2,436
8a Gross income from fundraising
L& events (not including
g $ 1,190,006
- of contributions reported on line 1c¢)
& See Part1IV, line 18
o
5 ° 0
= b Less direct expenses . . . b 157,772
o) ¢ Netincome or (loss) from fundraising events . . @ -157,772 -157,772
9a Gross Income from gaming activities
See Part1IV, line 19
a
b Less direct expenses . . . b
c Netincome or (loss) from gaming activities . . .mw
10a Gross sales of inventory, less
returns and allowances
a 5,605
b Less costofgoods sold . . b 0
¢ Netincome or (loss) from sales of inventory . . m 5,605 5,605
Miscellaneous Revenue Business Code
b
c
d All other revenue
e Total.Addlines 11a-11d -
15,351
12  Total revenue. See Instructions -
3,461,436 3,169 0 -136,919

Form 990 (2013)



Form 990 (2013) Page 10
m Statement of Functional Expenses
Section 501(c)(3)and 501(c)(4) organizations must complete all columns All other organizations must complete column (A)
Check if Schedule O contains a response or note to any line in this Part IX .. .. ..
Do not include amounts reported on lines 6b, (A) PrOgraS‘nB)SerVICG Manage(r(1:1)ent and Funég)lsmg
7b, 8b, 9b, and 10b of Part VIII. Total expenses expenses general expenses expenses
1 Grants and other assistance to governments and organizations
In the United States See PartIV, line 21 845,623 845,623
2 Grants and other assistance to individuals in the
United States See PartIV,line 22 16,000 16,000
3 Grants and other assistance to governments,
organizations, and individuals outside the United
States See PartIV, lines 15 and 16
Benefits paid to or for members
5 Compensation of current officers, directors, trustees, and
key employees 192,443 53,443 104,769 34,231
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 547,623 243,876 63,871 239,876
8 Pension plan accruals and contributions (include section 401 (k)
and 403(b) employer contributions) 7,766 3,678 347 3,741
9 Other employee benefits 71,596 35,608 11,446 24,542
10 Payroll taxes 53,506 21,995 11,941 19,570
11 Fees for services (non-employees)
a Management
b Legal
¢ Accounting 43,972 43,972
d Lobbying
e Professional fundraising services See Part IV, line 17
f Investment management fees
g Other (Ifine 11g amount exceeds 10% of line 25,
column (A) amount, list line 11g expenses on
Schedule O) 57,001 33,444 5,881 17,676
12 Advertising and promotion 2,641 579 2,062
13 Office expenses 199,139 51,694 18,893 128,552
14 Information technology 44,335 10,153 16,576 17,606
15 Rovyalties
16 Occupancy 101,690 64,140 14,070 23,480
17  Travel 120,502 20,710 39,642 60,150
18 Payments of travel or entertainment expenses for any federal,
state, or local public officials
19 Conferences, conventions, and meetings 3,697 3,525 172
20 Interest 2,081 1,312 283 486
21 Payments to affiliates
22 Depreciation, depletion, and amortization 16,320 10,294 2,258 3,768
23 Insurance 5,977 2,830 2,111 1,036
24 Other expenses Itemize expenses not covered above (List
miscellaneous expenses In line 24e Ifline 24e amount exceeds 10%
of ine 25, column (A) amount, list line 24e expenses on Schedule O )
a FOOD,MEALS & CATERING 46,040 35,217 5,858 4,965
b SITE EXPENSES 15,646 8,227 623 6,796
¢ TAXES & OTHER FEES 7,361 2,031 1,966 3,364
d DUES & SUBSCRIPTIONS 6,809 3,239 2,734 836
e All other expenses 9,770 1,620 6,244 1,906
25 Total functional expenses. Add lines 1 through 24e 2,417,538 1,469,238 355,547 592,753
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 (2013)



Form 990 (2013)

IEEIEEd Balance Sheet

Page 11

Check iIf Schedule O contains a response or note to any line in this Part X .. '
(A) (B)
Beginning of year End of year
1 Cash-non-interest-bearing 1,132,500 1 1,952,896
2 Savings and temporary cash investments 2
3 Pledges and grants receivable, net 76,500 3 403,717
4 Accounts recelvable, net 38,834 4 392
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
o 6
ﬂ 7 Notes and loans receivable, net 7
< 8 Inventories for sale or use 16,525| 8 9,151
9 Prepaid expenses and deferred charges 12,7601 9 50,769
10a Land, buildings, and equipment cost or other basis Complete
Part VI of Schedule D 10a 81,752
b Less accumulated depreciation 10b 42,224 52,617 10c 39,528
11 Investments—publicly traded securities 312,216 11 303,498
12 Investments—other securities See PartIV, line 11 12
13 Investments—program-related See PartIV, line 11 13
14 Intangible assets 14
15 Other assets See Part1IV, line 11 10,109| 15 11,108
16 Total assets. Add lines 1 through 15 (must equal line 34) 1,652,061 16 2,771,059
17 Accounts payable and accrued expenses 99,677 17 264,412
18 Grants payable 18
19 Deferred revenue 19
20 Tax-exempt bond habilities 20
w 21 Escrow or custodial account hability Complete Part IV of Schedule D 21
:E 22 Loans and other payables to current and former officers, directors, trustees,
= key employees, highest compensated employees, and disqualified
ﬁ 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 habilities not included on lines 17-24) Complete Part X of Schedule
D e e e e e e e e 94,930| 25 10,429
26 Total liabilities. Add lines 17 through 25 194,607 26 274,841
" Organizations that follow SFAS 117 (ASC 958), check here & [/" and complete
E lines 27 through 29, and lines 33 and 34.
% 27 Unrestricted net assets 900,005 27 1,840,302
E 28 Temporarily restricted net assets 476,331 28 574,798
E 29 Permanently restricted net assets 81,118| 29 81,118
u:. 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
E 31 Paid-in or capital surplus, or land, building or equipment fund 31
.»;':|:"1I 32 Retained earnings, endowment, accumulated income, or other funds 32
0 33 Total net assets or fund balances 1,457,454] 33 2,496,218
= 34 Total lhabilities and net assets/fund balances 1,652,061 34 2,771,059

Form 990 (2013)



Form 990 (2013) Page 12
lm Reconcilliation of Net Assets
Check If Schedule O contains a response or note to any line in this Part XI g
1 Total revenue (must equal Part VIII, column (A), line 12)
1 3,461,436
2 Total expenses (must equal Part IX, column (A), line 25)
2 2,417,538
3 Revenue less expenses Subtractline 2 from line 1
3 1,043,898
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A))
4 1,457,454
5 Net unrealized gains (losses) on investments
5 -5,134
6 Donated services and use of facilities
6
7 Investment expenses
7
8 Prior period adjustments
8
9 Otherchanges in net assets or fund balances (explain in Schedule 0)
9 0
10 Net assets or fund balances at end of year Combine lines 3 through 9 (must equal Part X, line 33,
column (B)) 10 2,496,218
Financial Statements and Reporting
Check If Schedule O contains a response or note to any line in this Part XI1I .
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," explainin
Schedule O
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? 2a Yes
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
[V Separate basis [T Consolidated basis [~ Both consolidated and separate basis
b Were the organization’s financial statements audited by an independent accountant? 2b Yes
If Yes,' check a box below to Iindicate 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 Yes
If the organization changed either its oversight process or selection process during the tax year, explain in
Schedule O
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the
Single Audit Act and OMB Circular A-1337 3a No
b If"Yes," did the organization undergo the required audit or audits? If the organization did not undergo the 3b
required audit or audits, explain why in Schedule O and describe any steps taken to undergo such audits

Form 990 (2013)
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SCHEDULE A
(Form 990 or 990EZ)

Department of the

Treasury

Internal Revenue Service

OMB No 1545-0047

2013

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.

I Attach to Form 990 or Form 990-EZ. = See separate instructions.
P Information about Schedule A (Form 990 or 990-EZ) and its instructions is at

Name of the organization
HYDROCEPHALUS ASSOCIATION

Open to Public
Inspection

Employer identification number

www.irs.gov /form990.

94-3000301

m Reason for Public Charity Status (All organizations must complete this part.) See instructions.
The organization I1s not a private foundation because iti1s (For lines 1 through 11, check only one box )

1 [T A church, convention of churches, or association of churches described in section 170(b)(1)(A)(i).

2 [T A school described in section 170(b)(1)(A)(ii). (Attach Schedule E )

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

4 [T 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 [T 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 [T A federal, state, or local government or governmental unit described in section 170(b)(1)(A)(v).

7 [ Anorganization 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 [T A community trust described in section 170(b)(1)(A)(vi) (Complete Part II )

9 [T An organization that normally receives (1) more than 331/3% of Iits 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 PartIII )

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

11 [T Anorganization 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 [ Typel b [ Typell ¢ [ Typelll - Functionally integrated d [ Type III - Non-functionally integrated
e [T By checking this box, I certify that the organization I1s 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 i1s a Type I, Type II, or Type I1I 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 (1) Yes | No
and (1) below, the governing body of the supported organization? 11g(i)
(ii) A family member of a person described in (1) above? 11g(ii)
(iii) A 35% controlled entity of a person described in (1) or (1) above? 11g(iii)
h Provide the following information about the supported organization(s)

(i) Name of
supported
organization

(i) EIN

(iii) Type of
organization
(described on

(iv) Is the
organization In
col (i) listed In

(v) Did you notify
the organization
in col (i) of your

(vi) Is the
organization In
col (i) organized

(vii) Amount of
monetary
support

lines 1- 9 above your governing support? intheU S 7
or IRC section document?
(see
instructions))
Yes No Yes No Yes No

Total

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

Cat No 11285F

Schedule A (Form 990 or 990-EZ) 2013



Schedule A (Form 990 or 990-EZ) 2013

Page 2

IERTESN 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 II1. 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

1

6

in)
Gifts, grants, contributions, and
membership fees received (Do not
include any "unusual
grants ")
Tax revenues levied for the
organization's benefit and either
paid to or expended on Its
behalf
The value of services or facilities
furnished by a governmental unit
to the organization without charge
Total. Add lines 1 through 3
The portion of total contributions
by each person (other than a
governmental unit or publicly
supported organization) included
on line 1 that exceeds 2% of the
amount shown on line 11, column
(f)
Public support. Subtract line 5
from line 4

(a) 2009

(b) 2010

(c) 2011

(d) 2012

(e) 2013

(f) Total

1,701,538

1,786,923

1,689,904

2,247,530

3,595,186

11,021,081

1,701,538

1,786,923

1,689,904

2,247,530

3,595,186

11,021,081

1,629,195

9,391,886

Section B. Total Support

Calendar year (or fiscal year

7
8

10

11

12
13

beginning in)

(a) 2009

(b) 2010

(c) 2011

(d) 2012

(e) 2013

(f) Total

Amounts from line 4

1,701,538

1,786,923

1,689,904

2,247,530

3,595,186

11,021,081

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

sources

7,012

17,679

11,892

13,640

5,502

55,725

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

Otherincome Do notinclude
gain or loss from the sale of
capital assets (Explainin Part
IV )

2,773

4,780

3,225

5,867

15,351

31,996

Total support (Add lines 7
through 10)

11,108,802

Gross receipts from related activities, etc (see Iinstructions)

[ 22 |

198,307

First five years. If the Form 990 1s for the organization's first, second, third, fourth, or fifth tax year as a 501(c)(3) organization, check

this box and stop here

»

Section C. Computation of P

ublic Support Percentage

14
15
16a

17a

18

Public support percentage for 2013 (line 6, column (f) divided by line 11, column (f))

Public support percentage for 2012 Schedule A, PartII, line 14

14

84 540 %

15

82180 %

33 1/3% support test—2013. If the organization did not check the box on line 13, and line 14 1s 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization
33 1/3% support test—2012. If the organization did not check a box online 13 or 16a, and line 15 1s 33 1/3% or more, check this
box and stop here. The organization qualifies as a publicly supported organization
10%-facts-and-circumstances test—2013. If the organization did not check a box on line 13, 16a,or 16b, and line 14

I1Is 10% or more, and If the organization meets the "facts-and-circumstances"” test, check this box and stop here. Explain

Mo
w

in Part IV how the organization meets the "facts-and-circumstances” test The organization qualifies as a publicly supported

organization

10%-facts-and-circumstances test—2012. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line
151s 10% or more, and If the organization meets the "facts-and-circumstances” test, check this box and stop here.

Explainin Part IV how the organization meets the "facts-and-circumstances"” test The organization qualifies as a publicly

supported organization

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

Instructions

N

L
L

Schedule A (Form 990 or 990-EZ) 2013



Schedule A (Form 990 or 990-EZ) 2013 Page 3
.m 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 qualfy under
Part II. If the organization fails to qualify under the tests listed below, please complete Part II.)

Section A. Public Support

Calendar year (°Enf)'s:a' vear beginning (a) 2009 (b) 2010 (c) 2011 (d) 2012 (e) 2013 (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 1s related to the
organization's tax-exempt
purpose
3 Gross recelipts 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 includedonlines 1, 2,
and 3 recelved 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 Addlines 7aand 7b
8 Public support (Subtract line 7¢
from line 6 )
Section B. Total Support
Calendar year (°Enf)'s:a' vear beginning (a) 2009 (b) 2010 (c) 2011 (d) 2012 (e) 2013 (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 Addlines 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 Otherincome Do notinclude
gain or loss from the sale of
capital assets (Explainin Part
IV )
13 Total support. (Add lines 9, 10c,
11,and 12)
14 First five years. If the Form 990 1s for the organization's first, second, third, fourth, or fifth tax yearas a 501(c)(3) organization,
check this box and stop here >
Section C. Computation of Public Support Percentage
15 Public support percentage for 2013 (line 8, column (f) divided by line 13, column (f)) 15
16 Public support percentage from 2012 Schedule A, Part I1I, line 15 16
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2013 (line 10c¢, column (f) divided by line 13, column (f)) 17
18 Investment income percentage from 2012 Schedule A, PartIII, ine 17 18
19a 33 1/3% support tests—2013. If the organization did not check the box on line 14, and line 15 I1s more than 33 1/3%, and line 17 1s not
more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization L2
b 33 1/3% support tests—2012. If the organization did not check a box on line 14 orline 19a, and line 16 1s more than 33 1/3% and line 18
I1s not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization L2
20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see Instructions L2

Schedule A (Form 990 or 990-EZ) 2013
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Part IV Supplemental Information. Provide the explanations required by Part II, line 10; Part II, line 17a or
17b; and Part I1I, ine 12. Also complete this part for any additional information. (See Instructions).

Facts And Circumstances Test

Return Reference Explanation
SCHEDULE A, PART II, LINE 10, MISCELLANEOUS RECEIPTS - 2009 AMOUNT $ 2,773 2010 AMOUNT $ 4,780 2011
EXPLANATION OF OTHER AMOUNT ¢ 3,864 2012 AMOUNT $ 5,949 2013 AMOUNT ¢$ 15,351 DISPOSAL OF FIXED
INCOME ASSETS - 2011 AMOUNT $-639 2012 AMOUNT $ -82 2013 AMOUNT $0

Schedule A (Form 990 or 990-EZ) 2013
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SCHEDULE C Political Campaign and Lobbying Activities
(Form 990 or 990-EZ) For Organizations Exempt From Income Tax Under section 501(c) and section 527
= Complete if the organization is described below. I Attach to Form 990 or Form 990-EZ.
I See separate instructions.  Information about Schedule C (Form 990 or 990-EZ) and its
instructions is at www.irs.gov /form990.

Department of the Treasury
Intemal Revenue Service

OMB No 1545-0047

Open to Public
Inspection

If the organization answered "Yes" to Form 990, Part IV, Line 3, or Form 990-EZ, Part V, line 46 (Political Cam paign Activities), then

# Section 501(c)(3) organizations Complete Parts FA and B Do not complete Part I-C

# Section 501(c) (other than section 501(c)(3)) organizations Complete Parts I-A and C below Do not complete Part |-B

# Section 527 organizations Complete Part I-A only

If the organization answered "Yes" to Form 990, Part IV, Line 4, or Form 990-EZ, Part VI, line 47 (Lobbying Activities), then

# Section 501(c)(3) organizations that have filed Form 5768 (election under section 501(h)) Complete Part IFA Do not complete Part II-B

# Section 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501(h)) Complete Part IFB Do not complete Part IIF-A
If the organization answered "Yes" to Form 990, Part IV, Line 5 (Proxy Tax) or Form 990-EZ, Part V, line 35c (Proxy Tax), then

# Section 501(c)(4), (5), or (6) organizations Complete Part Il

Name of the organization
HYDROCEPHALUS ASSOCIATION

94-3000301

Employer identification number

m Complete if the organization is exempt under section 501(c) or is a section 527 organization.

1 Provide a description of the organization’s direct and indirect political campaign activities in Part IV

2 Political expenditures L3

3  Volunteer hours

-ladd:] Complete if the organization is exempt under section 501(c)(3).

1 Enter the amount of any excise tax incurred by the organization under section 4955 L3
2 Enter the amount of any excise tax incurred by organization managers under section 4955 L3
3 If the organization incurred a section 4955 tax, did it file Form 4720 for this year? [~ Yes [~ No
4a Was a correction made? [T Yes [ No
b If"Yes," describe inPartIV
Complete if the organization is exempt under section 501(c), except section 501(c)(3).
1 Enter the amount directly expended by the filing organization for section 527 exempt function activities
2 Enter the amount of the filing organization's funds contributed to other organizations for section 527
exempt function activities L3
3 Total exempt function expenditures Addlines 1 and 2 Enter here and on Form 1120-POL, ine 17b L3
Did the filing organization file Form 1120-POL for this year? [~ Yes ™ No

5 Enter the names, addresses and employer identification number (EIN) of all section 527 political organizations to which the filing
organization made payments For each organization listed, enter the amount paid from the filing organization’s funds Also enter the
amount of political contributions received that were promptly and directly delivered to a separate political organization, such as a
separate segregated fund or a political action committee (PAC) If additional space I1s needed, provide information in Part IV

(b) Address (c) EIN (d) Amount paid from
filing organization's

funds If none, enter-0-

(a) Name

(e) Amount of political
contributions received
and promptly and
directly delivered to a
separate political
organization If none,
enter -0-

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

Cat No 50084S Schedule C (Form 990 or 990-EZ) 2013
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m Complete if the organization is exempt under section 501(c)(3) and filed Form 5768 (election

under section 501(h)).

A Check m[ Ifthe filing organization belongs to an affiliated group (and list in Part IV each affiliated group member's name, address, EIN,

expenses, and share of excess lobbying expenditures)
B Check M| ifthe filing organization checked box A and "limited control" provisions apply

Limits on Lobbying Expendit_ure; or(_;(aazé;ltlrogn's (b) :rfg'llj'stEd
(The term "expenditures” means amounts paid or incurred.) totals totals
la Total lobbying expenditures to influence public opinion (grass roots lobbying)
b Total lobbying expenditures to influence a legislative body (direct lobbying)
c Total lobbying expenditures (add lines 1a and 1b)
d Other exempt purpose expenditures
e Total exempt purpose expenditures (add lines 1c and 1d)
f Lobbying nontaxable amount Enter the amount from the following table in both
columns
If the amount on line le, column (a) or (b) is: The lobbying nontaxable amount is:
Not over $500,000 20% of the amount on line 1le
Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000
Over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000
Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000
Over $17,000,000 $1,000,000
Grassroots nontaxable amount (enter 25% of line 1f)
h Subtractline 1g from line 1a If zero orless, enter-0-
i Subtractline 1ffrom line 1¢c If zero or less, enter -0-
j Ifthere 1s an amount other than zero on either line 1h or line 11, did the organization file Form 4720 reporting
section 4911 tax for this year? [~ Yes [~ No

4-Year Averaging Period Under Section 50

1(h)

(Some organizations that made a section 501(h) election do not have to complete all of the five
columns below. See the instructions for lines 2a through 2f on page 4.)

Lobbying Expenditures During 4-Year Averaging Period

Calendar year (or fiscal year

beginning in) (a) 2010 (b) 2011

(c) 2012

(d) 2013

(e) Total

2a Lobbying nontaxable amount

b Lobbying ceiling amount
(150% of line 2a, column(e))

c Total lobbying expenditures

d Grassroots nontaxable amount

e Grassroots ceiling amount
(150% of ine 2d, column (e))

f Grassroots lobbying expenditures

Schedule C (Form 990 or 990-EZ) 2013
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Complete if the organization is exempt under section 501(c)(3) and has NOT
filed Form 5768 (election under section 501(h)).
For each "Yes" response to lines 1a through 11 below, provide in Part IV a detailed description of the lobbying (a) (b)
activity. Yes No Amount
1 During the year, did the filing organization attempt to influence foreign, national, state or local
legislation, including any attempt to influence public opinion on a legislative matter or referendum,
through the use of

a Volunteers? Yes

b Paid staff or management (include compensation in expenses reported on lines 1c through 11)? Yes

¢ Media advertisements? No

d Mailings to members, legislators, or the public? Yes 129

e Publications, or published or broadcast statements? Yes 397

f Grants to other organizations for lobbying purposes? No

g Direct contact with legislators, their staffs, government officials, or a legislative body? Yes 78

h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means? No

i Otheractivities? No

j Total Add lines 1c¢ through 11 604
2a Did the activities in line 1 cause the organization to be not described Iin section 501(c)(3)? | No

b If"Yes," enter the amount of any tax incurred under section 4912

c If"Yes," enter the amount of any tax incurred by organization managers under section 4912

d Ifthe filing organization incurred a section 4912 tax, did it file Form 4720 for this year? |

m Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section

501(c)(6).

1
2
3

Were substantially all (90% or more) dues received nondeductible by members?
Did the organization make only In-house lobbying expenditures of $2,000 or less?
Did the organization agree to carry over lobbying and political expenditures from the prior year?

Yes | No

1

2

3

-1adeegd:] Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section
501(c)(6) and if either (a) BOTH Part III-A, lines 1 and 2, are answered "No" OR (b) Part III-A,

line 3, is answered “Yes."”

5

Dues, assessments and similar amounts from members

Section 162(e) nondeductible lobbying and political expenditures (do not include amounts of political
expenses for which the section 527(f) tax was paid).

Current year

Carryover from last year

Total

Aggregate amount reported in section 6033(e)(1)(A) notices of nondeductible section 162(e) dues

If notices were sent and the amount on line 2c exceeds the amount on line 3, what portion of the excess
does the organization agree to carryover to the reasonable estimate of nondeductible lobbying and
political expenditure next year?

Taxable amount of lobbying and political expenditures (see Iinstructions)

1

2a

2b

2c

Part IV Supplemental Information

Provide the descriptions required for Part I-A, line 1, Part |I-B, ine 4, Part|-C, line 5, Part I1-A (affiliated group list), Part II-A, line 2, and
PartIl-B, ine 1 Also, complete this part for any additional information

Return Reference Explanation

PART II-B,LINE 1

AS PART OF OUR PROGRAM TO EDUCATE CONGRESS AND OTHERS ABOUT THE NEEDS OF
HYDROCEPHALUS PATIENTS AND THEIR FAMILIES, AND TO ADVOCATE FOR MORE FUNDING
FORHYDROCEPHALUS RESEARCH, THE HYDROCEPHALUS ASSOCIATION PARTICIPATED IN
A NUMBER OF COALITIONS (INCLUDING THE NATIONAL HEALTH COUNCIL, THE AMERICAN
BRAIN COALITION, AND RESEARCHAMERICA) VOLUNTEERS AND STAFF PARTICIPATED IN
THE NIH NINDS NON-PROFIT FORUM THE ASSOCIATION ALSO CREATED AN ADVOCACY-
FOCUSED STEERING COMMITTEE TO GUIDE THE ASSOCIATION'S ADVOCACY PROGRAM,
AND HAS TRAINED VOLUNTEERS ON HOWTO TALK WITH THEIR ELECTED OFFICIALS
VOLUNTEERS AND STAFF FORTHE ASSOCIATION SPOKE WITH SEVERAL CONGRESSIONAL
OFFICES ABOUT THE NEED FOR MORE RESEARCH FUNDING AND FORTHE INCLUSION OF
HYDROCEPHALUS AMONG THE LIST OF CONDITIONS ELIGIBLE FOR THE CDMRP PROGRAM

Schedule C (Form 990 or 990-EZ) 2013
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Part IV Supplemental Information (continued)

Return Reference

Explanation

Schedule D (Form 990) 2013
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SCHEDULE D
(Form 990)

OMB No 1545-0047

Supplemental Financial Statements

k= Complete if the organization answered "Yes," to Form 990, 20 1 3
Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b

Department of the Treasury k- Attach to Form 990. - See separate instructions. * Information about Schedule D (Form 990) e sI-1 [ Lol {111 e
Intemal Revenue Service and its instructions is at www.irs.gov/form990. Inspection

Name of the organization Employer identification number

HYDROCEPHALUS ASSOCIATION

94-3000301

m Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete If the

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

1
2
3
4
5

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

Total number at end of year

Aggregate contributions to (during year)

Aggregate grants from (during year)

Aggregate value at end of year

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

Did the organization inform all grantees, donors, and donor advisors 1n 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 iImpermissible private benefit? [~ Yes ™ No

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

1

a 0N T o

Purpose(s) of conservation easements held by the organization (check all that apply)
[T Preservation of land for public use (e g, recreation or education) [ Preservation of an historically important land area
[T Protection of natural habitat [T Preservation of a certified historic structure

[~ Preservation of open space

Complete lines 2a through 2d iIf 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 Year

Total number of conservation easements 2a
Total acreage restricted by conservation easements 2b
Number of conservation easements on a certified historic structure included in (a) 2c

Number of conservation easements included in (¢) acquired after 8/17/06, and noton a
historic structure listed in the National Register 2d

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

the tax year &

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

Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations, and
enforcement of the conservation easements 1t holds? [~ Yes [~ No

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

Amount of expenses Incurred In monitoring, Inspecting, and enforcing conservation easements during the year
L

Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4 )(B)(1)
and section 170(h)(4 )(B)(11)? [ Yes [ No

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

m Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

Complete If the organization answered "Yes" to Form 990, Part 1V, line 8.

la

b

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

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

() Revenues included in Form 990, Part VIII, ine 1 3

(ii) Assets included in Form 990, Part X L]

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

Revenues included in Form 990, Part VIII, line 1 3

Assets Included in Form 990, Part X 3

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No 52283D Schedule D (Form 990) 2013
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3 Using the organization’s acquisition, accession, and other records, check any of the following that are a significant use of its
collection items (check all that apply)
a [~ Public exhibition d [T Loan or exchange programs
b [ Scholarly research e [ Other
c l_ Preservation for future generations
4 Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose In
Part 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
i-14®A"A 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.
la 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
€ Beginning balance 1c
d  Additions during the year id
€ Distributions during the year le
f  Ending balance 1f
2a Did the organization include an amount on Form 990, Part X, line 217 [~ Yes [~ No
b r

If "Yes," explain the arrangement in Part XIII Check here If the explanation has been provided in Part XIII

Endowment Funds. Complete If the organization answered "Yes" to Form 990, Part IV, lne 10.

la

3a

b
a4

(a)Current year (b)Prior year b (c)Two years back| (d)Three years back | (e)Four years back
Beg|nn|ng ofyear balance 81,118 80,818 80,718 80,218 80,218
Contributions 300 100 500
Net investment earnings, gains, and losses

105 4,731 1,386 3,895 1,071

Grants or scholarships 105 4,731 1,386 3,895 1,071
Other expenditures for facilities
and programs
Administrative expenses
End of year balance 81,118 81,118 80,818 80,718 80,218
Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as
Board designated or quasi-endowment
Permanent endowment = 100 000 %
Temporarily restricted endowment &
The percentages In lines 2a, 2b, and 2¢c should equal 100%
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) No
(ii) related organizations e e e e e e e e e 3a(ii) No
If"Yes" to 3a(n), are the related organizations listed as required on Schedule R? 3b

Describe in Part XIII the intended uses of the organization's endowment funds

m Land, Buildings, and Equipment. Complete If the organization answered 'Yes' to Form 990, Part IV, line

11a. See Form 990, Part X, line 10.

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

la Land

b Buildings

c Leasehold improvements

d Equipment 71,166 31,638 39,528

e Other 10,586 10,586 0
Total. Add lines 1a through 1e (Column (d) must equal Form 990, Part X, column (B), line 10(c).) L3 39,528

Schedule D (Form 990) 2013
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m Investments—Other Securities. Complete If the organization answered 'Yes' to Form 990, Part IV, line 11b.
See Form 990, Part X, ne 12.
(a) Description of security or category (b)Book value (c) Method of valuation
(including name of security) Cost or end-of-year market value

(1)Financial derivatives

(2)Closely-held equity Interests
Other

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

Investments—Program Related. Complete If the organization answered 'Yes' to Form 990, Part IV, line 11c.
See Form 990, Part X, line 13,

(a) Description of Investment (b) Book value (c) Method of valuation
Cost or end-of-year market value

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

Other Assets. Complete If the organization answered 'Yes' to Form 990, Part IV, line 11d See Form 990, Part X, line 15
(a) Description (b) Book value

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

Other Liabilities. Complete If the organization answered 'Yes' to Form 990, Part IV, line 11e or 11f. See
Form 990, Part X, line 25.

1 (a) Description of liability (b) Book value
Federal income taxes

LEASE PAYABLE 10,429
Total. (Column (b) must equal Form 990, Part X, col (B) Ine 25) m 10,429

2. Liability for uncertain tax positions 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) 2013
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m Reconciliation of Revenue per Audited Financial Statements With Revenue per Return Complete If
the organization answered 'Yes' to Form 990, Part 1V, line 12a.

Total revenue, gains, and other support per audited financial statements 1 3,456,304
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12
a Net unrealized gains on investments 2a -5,134
b Donated services and use of facilities 2b
c Recoveries of prior year grants 2c
d Other (Describe in Part XIII ) 2d 2
e Add lines 2a through 2d 2e -5,132
3 Subtract line 2e from line 1 3 3,461,436
4 Amounts included on Form 990, Part VIII, ine 12, but notonline 1
Investment expenses not included on Form 990, Part VIII, line 7b 4a
Other (Describe in Part XIII ) 4b
c Add lines 4a and 4b 4c 0
5 Total revenue Add lines 3 and 4¢. (This must equal Form 990, PartI, line 12 ) 5 3,461,436

m Reconciliation of Expenses per Audited Financial Statements With Expenses per Return. Complete
if the organization answered 'Yes' to Form 990, Part IV, line 12a.

Total expenses and losses per audited financial statements
2 Amounts included on line 1 but not on Form 990, Part IX, line 25
Donated services and use of facilities
Prior year adjustments
Other losses
Other (Describe in Part XIII )
Add lines 2a through 2d
3 Subtract line 2e from line 1
4 Amounts included on Form 990, PartIX, line 25, but not on line 1:

D o n o o

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

1 2,417,538
2a
2b
2c
2d
2e 0
3 2,417,538
4a
4b
4c 0
5 2,417,538

Total expenses Add lines 3 and 4¢. (This must equal Form 990, PartI, line 18 )

m Supplemental Information

Provide the descriptions required for Part II, ines 3,5, and 9, Part III, lines 1a and 4, Part IV, lines 1b and 2b,

PartV, line 4, Part X, line 2, Part XI, lines 2d and 4b, and Part XII, ines 2d and 4b Also complete this part to provide any additional

information

Return Reference

Explanation

PART V, LINE 4

THE ORGANIZATION USES ENDOWMENT FUNDS FOR EDUCATIONAL SCHOLARSHIPS TO
YOUNG ADULTS WITH HYDROCEPHALUS

PART XI,LINE 2D - OTHER
ADIJUSTMENTS

SMALL DIFFERENT ADJUSTMENT

Schedule D (Form 990) 2013
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m Supplemental Information (continued)

Return Reference

Explanation

Schedule D (Form 990) 2013
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SCHEDULE G Supplemental Information Regarding OMB No 1545-0047
(Form 990 or 990-E7) Fundraising or Gaming Activities 2013
Complete if the organization answered "Yes" to Form 990, Part 1V, lines 17, 18, or 19, orif the
Department of the Treasury organization entered more than $15,000 on Form 990-EZ, line 6a. open to Public
Intemal Revenue Senvice P Attach to Form 990 or Form 990-EZ. *See separate instructions.
P Information about Schedule G (Form 990 or 990-EZ) and its instructions is at www. irs.gov /form990.
Name of the organization Employer identification number

HYDROCEPHALUS ASSOCIATION

94-3000301

IEEITE8 Fundraising Activities. Complete if the organization answered "Yes" to Form 990, Part IV, line 17.

Form 990-EZ filers are not required to complete this part.

1 Indicate whether the organization raised funds through any of the following activities Check all that apply
a [ Mailsolicitations e [ solicitation of non-government grants
b [ Internet and email solicitations f [ solicitation of government grants
c¢ [ Phone solicitations g I Special fundraising events
d [ In-person solicitations
2a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees
or key employees listed in Form 990, Part VII) or entity in connection with professional fundraising services? |_ Yes |_ No
b If"Yes," list the ten highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser s
to be compensated at least $5,000 by the organization
(i) Name and address of (i) Activity (iii) Did (iv) Gross receipts (v) Amount paid to (vi) Amount paid to
individual fundraiser have from activity (or retained by) (or retained by)
or entity (fundraiser) custody or fundraiser listed in organization
control of col (i)
contributions?
Yes No
1
2
3
4
5
6
7
8
9
10

Total. . . . . . .+ +« v v e e e e e .

3 List all states Iin which the organization is registered or licensed to solicit contributions or has been notified it 1Is exempt from
registration or licensing
For Paperwork Reduction Act Notice, see the Instructions for Form 990or 990-EZ. Cat No 50083H Schedule G (Form 990 or 990-EZ) 2013



Schedule G (Form 990 or 990-EZ) 2013

Page 2

m Fundraising Events. Complete If the organization answered "Yes" to Form 990, Part IV, line 18, or reported
more than $15,000 of fundraising event contributions and gross income on Form 990-EZ, lines 1 and 6b. List
events with gross receipts greater than $5,000.

(a) Event #1 (b) Event #2 (c) Other events (d) Total events
(add col (a) through
WALK-A-THON (LOS | WALK-A-THON 31 col (<))
ANGELES) (CHICAGO) (total number)
(event type) (event type)
ul}
= |1 Gross receipts 130,434 90,998 968,574 1,190,006
i
72 Less Contributions 130,434 90,998 968,574 1,190,006
ce 3 Gross income (line 1
minus line 2)
4 Cash prizes
“ 5 Noncash prizes 3,671 5,059 49,030 57,760
k]
E 6 Rent/facility costs 3,989 900 11,308 16,197
k]
0
Iﬁ 7 Food and beverages 271 680 13,130 14,081
g 8 Entertainment 2,795 400 12,124 15,319
_
O 9 Other direct expenses 1,453 7,302 45,660 54 415
10 Direct expense summary Add lines 4 through 9 In column (d) | (157,772)
11 Net income summary Subtract line 10 from line 3, column (d) [ 157,772
Gaming. Complete If the organization answered "Yes" to Form 990, Part IV, line 19, or reported more than
$15,000 on Form 990-EZ, line 6a.
4 (a) Bingo (b) Pull tabs/Instant (c) Other gaming (d) Total gaming (add
E bingo/progressive bingo col (a) through col
il
= (c))
& |1 Grossrevenue
$ 2 Cash prizes
0
=
I%_ 3 Non-cash prizes
= 4 Rent/facility costs
2
) 5 Otherdirect expenses
™ Yes ¢ %__ ™ Yes ¢ %__ ™ Yes ¢ %__
6 Volunteer labor ™ No ™ No ™ No
7 Direct expense summary Add lines 2 through 5 in column (d) |
8 Netgaming iIncome summary Subtract line 7 from line 1, column (d) |
9 Enter the state(s) in which the organization operates gaming activities
Is the organization licensed to operate gaming activities 1n each of these states? I_ Yes I_ No
If "No," explain
10a Were any of the organization's gaming licenses revoked, suspended or terminated during the tax year? . |_ Yes |_ No
b If"Yes," explain

Schedule G (Form 990 or 990-EZ) 2013
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Does the organization operate gaming activities with nonmembers? . . . . . . . «+ « . . . .« « .+ . . |_ Yes |_ No

12 Is the organization a grantor, beneficlary or trustee of a trust or a member of a partnership or other entity
formed to administer chanitable gaming® . . . . . . .+ v 4 v v v v s e e e n oo | Yes T No

13 Indicate the percentage of gaming activity operated In
The organization's facitity . . . .+ . .+ + « & + & + &« 4« 4 4 4 4 4 w« & a|13a %
Anoutsidefacility . . . . + . & & &+ &« 4 4 4 4 w4 4w 4w w .| 13b %

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

Name I

Address

15a Does the organization have a contract with a third party from whom the organization receives gaming

FEVENUE? & v 4 v 4 ke e e e e e e e e e e e e e e e e e e e e o T ves T No
b If"Yes," enter the amount of gaming revenue received by the organization ® ¢ and the

amount of gaming revenue retained by the third party I ¢

€ If"Yes," enter name and address of the third party

Name I

Address I+

16 Gaming manager information

Name I

Description of services provided®
I_ Director/officer I_ Employee I_ Independent contractor
17 Mandatory distributions
a Isthe organization required under state law to make charitable distributions from the gaming proceeds to
retain the state gaming icense? . . . . . . . . . . .4 e e a e e e e e e e e M ves T No
b Enter the amount of distributions required under state law distributed to other exempt organizations or spent
In the organization's own exempt activities during the tax year® $

1434 Supplemental Information. Provide the explanations required by Part I, line 2b, columns () and (v), and
Part III, hines 9, 9b, 10b, 15b, 15c¢, 16, and 17b, as applicable. Also complete this part to provide any
additional information (see Instructions).

Return Reference Explanation

Schedule G (Form 990 or 990-EZ) 2013
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Schedule 1
(Form 990)

Department of the Treasury
Internal Revenue Service

Name of the organization

HYDROCEPHALUS ASSOCIATION

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

Complete if the organization answered "Yes," to Form 990, Part 1V, line 21 or 22.
# Attach to Form 990
P Information about Schedule I (Form 990) and its instructions is at www.irs.gov /form990.

OMB No 1545-0047

2013

Open to Public
Inspection

Employer ident

94-3000301

ification number

m 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?.

2 Describe in Part IV the organization's procedures for monitoring the use of grant fund

s In the United States

¥ Yes [ No

m Grants and Other Assistance to Governments and Organizations in the United States. Complete If the organization answered "Yes" to
Form 990, Part 1V, line 21, for any recipient that received more than $5,000. Part II can be duplicated if additional space 1s needed.

(a) Name and address of (b) EIN (c) IRC Code section| (d) Amount of cash (e) Amount of non- (f) Method of (g) Description of (h) Purpose of grant
organization If applicable grant cash valuation non-cash assistance | or assistance
or government assistance (book, FMV,
appraisal,
other)

(1) UNIVERSITY OF UTAH 87-6000525 501(C)(3) 160,000 DR MCALLISTER'S

175 NORTH MEDICAL STUDY

DRIVE INVESTIGATES THE

SALT LAKE CITY,UT IABNORMAL

84132 BLOCKAGE OF
CEREBROSPINAL
FLUID FLOW THE
STUDY USES ANIMAL
MODELS AND
PATIENT CSFTO
INCREASE OUR
UNDERSTANDING OF
THE DAMAGE THAT
OCCURS IN THE
HYDROCEPHALIC
BRAIN USING THIS
INFORMATION CAN
HELP ADVANCE THE
DEVELOPMENT OF
NOVEL
[TRANSPLANTATION
THERAPIES

(2) PRIMARY CHILDREN'S 87-0453633 501(C)(3) 500,063 [TO FUND

MEDICAL CENTER HYDROCEPHALUS

FOUNDATION RESEARCH

100 N MARIO CAPPECHI CONDUCTED AT THE

DRIVE HYDROCEPHALUS

SALT LAKE CITY,UT CLINICAL RESEARCH

84113 NETWORK

(3) CHILDREN'S HOSPITAL 31-0537130 501(C)(3) 133,000 FUNDING FOR

MEDICAL CENTEROHIO STUDYING THE ROLE

3333 BURNEY AVENUE ML OF NEURAL

4900 PROGENITOR CELLS

CINCINNATTI,OH 45229 IN THE
DEVELOPMENT OF
NEONATAL
HYDROCEPHALUS

(4) UNIVERSITY OF 63-6005396 501(C)(3) 50,000 [TO FUND

ALABAMA BIRMINGHAM HYDROCEPHALUS

1720 2ND AVENUE SOUTH RESEARCH

BIRMINGHAM,AL 35294 CONDUCTED AT THE
LOCAL
HYDROCEPHALUS

CLINICAL RESEARCH
NETWORK SITE

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) 2013
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m 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) SCHOLARSHIPS

16

16,000

Part IV Supplemental Information. Provide the information required in Part I, line 2, Part I1I, column (b), and any other additional information.

Return Reference Explanation

PART I, LINE 2 GRANTEES PROVIDE PROGRESS REPORTS AND THESE ARE MONITORED AGAINST OUR RESEARCH OBJECTIVES THESE ARE THEN

REVIEWED BY SENIOR STAFF AND MEMBERS OF THE RESEARCH COMMITTEE

Schedule I (Form 990) 2013
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Schedule J Compensation Information OMB No 1545-0047

(Form 990)

For certain Officers, Directors, Trustees, Key Employees, and Highest
Compensated Employees
k- Complete if the organization answered "Yes" to Form 990, Part 1V, line 23.

2013

Department of the Treasury k- Attach to Form 990. & See separate instructions. Open to Public
Intemal Revenue Service » Information about Schedule J (Form 990) and its instructions is at www.irs.gov/form990. Inspection

Name of the organization

HYDROCEPHALUS ASSOCIATION

94-3000301

Employer identification number

m Questions Regarding Compensation

la

Check the appropiate 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

[T First-class or charter travel [T Housing allowance or residence for personal use
[T Travel for companions [T Payments for business use of personal residence
[T Tax idemnification and gross-up payments [T Health or social club dues or initiation fees

[T Discretionary spending account [T Personal services (e g, maid, chauffeur, chef)

If any of the boxes in 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

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

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
|7 Written employment contract

v Compensation survey or study

I_ Compensation committee
[T Independent compensation consultant

v Form 990 of other organizations v Approval by the board or compensation committee

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

Recelve a severance payment or change-of-control payment?
Participate In, or receive payment from, a supplemental nonqualified retirement plan?

Participate In, or recelve payment from, an equity-based compensation arrangement?
If"Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part III

Only 501(c)(3) and 501(c)(4) organizations only must complete lines 5-9.

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

The organization?
Any related organization?
If"Yes," to line 5a or 5b, describe iIn Part II1

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

The organization?
Any related organization?
If"Yes," to line 6a or 6b, describe iIn Part II1

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 I1I

Were any amounts reported in Form 990, Part VII, paid or accured pursuant to a contract that was
subject to the initial contract exception described in Regulations section 53 4958-4(a)(3)? If "Yes," describe
inPartIII

If"Yes" to line 8, did the organization also follow the rebuttable presumption procedure described in Regulations
section 53 4958-6(c)?

Yes | No
ib
2 Yes
4a No
4b No
4c No
5a No
5b No
6a No
6b No
7 No
8 No
9

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No 500537 Schedule J (Form 990) 2013
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Im Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees. Use duplicate copies If additional space 1s needed.

For each individual whose compensation must be reported in Schedule ], report compensation from the organization on row (1) and from related organizations, described in the
instructions, on row (11) Do not list any individuals that are not listed on Form 990, Part VII

Note. The sum of columns (B)(1)-(in) 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

(A) Name and Title

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

(C) Retirement and

(D) Nontaxable

(E) Total of columns

(F) Compensation

(i) Base (ii) Bonus & (iii) Other other deferred benefits (BY(1)-(D) reported as deferred
compensation Incentive reportable compensation In prior Form 990
P compensation compensation
(1)DAWN MANCUSO () 180,250 4,293 7,900 192,443
CEO (ii) 0 0 0

Schedule J (Form 990) 2013
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m Supplemental Information

Provide the information, explanation, or descriptions required for PartI, lines 1a, 1b, 3,4a,4b, 4c,5a,5b,6a,6b,7,and 8, and forPart II
Also complete this part for any additional information

Return Reference Explanation

Schedule J (Form 990) 2013
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f‘Ff,t'rﬁ'i,%';,E)M Noncash Contributions OME No 15450047

»Complete if the organizations answered "Yes" on Form 201 3
990, Part 1V, lines 29 or 30. -
Department of the Treasury » Attach to Form 990. Open to Public

Intemal Revenue Service »Information about Schedule M (Form 990) and its instructions is at www.irs.gov/form990. Inspection

Name of the organization Employer identification number
HYDROCEPHALUS ASSOCIATION

m Types of Property

94-3000301

(a) (b) (o) (d)
Check Number of contributions Noncash contribution Method of determining

If or items contributed amounts reported on noncash contribution amounts
applicable Form 990, Part VIII, line

ig

Art—Works of art
Art—Historical treasures

Art—Fractional interests

Books and publications

Clothing and household
goods

Cars and other vehicles

ubh WN R

Boats and planes

Intellectual property
Securities—Publicly traded . X 4 100,913|MARKET QUOTATION
10 Securities—Closely held stock .

O O NGO

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

12 Securities—Miscellaneous

13 Qualified conservation
contribution—Historic
structures .

14 Qualified conservation
contribution—O ther

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 Otherw ( )
26 Otherw( )
27 Otherw( )
28 Otherw ( )
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
30a During the year, did the organization receive by contribution any property reported in Part I, lines 1 through 28, that
It must hold for at least three years from the date of the initial contribution, and which i1s not required to be used
for exempt purposes for the entire holding period? . . . . . . .+ .+ . .+ .« .« . . . . . . 30a No
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 | Yes
32a Does the organization hire or use third parties or related organizations to solicit, process, or sell noncash
contributions? . . . . . . .. 0 . . .o e e e e e e e e e e 32a No
b If"Yes," describe in PartII
33 Ifthe organization did not report an amount in column (c) for a type of property for which column (a) 1s checked,
describe in Part II

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No 51227) Schedule M (Form 990) (2013)
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Supplemental Information. Provide the information required by Part I, lines 30b,
32b, and 33, and whether the organization 1s reporting in Part I, column (b), the number of contributions, the
number of items received, or a combination of both. Also complete this part for any additional information.
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SCHEDULE O
(Form 990 or 990-EZ)

Department of the Treasury
Intemal Revenue Service

k- Information about Schedule O (Form 990 or 990-EZ) and its instructions is at

Supplemental Information to Form 990 or 990-EZ

Complete to provide information for responses to specific questions on

OMB No 1545-0047

Open to Public
Inspection

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

www.irs.gov/form990.

Name of the organization
HYDROCEPHALUS ASSOCIATION

Employer identification number

94-3000301

990 Schedule O, Supplemental Information

Return Reference

Explanation

FORM 990, PART VI, SECTION A, LINE
1

FORM 990, PART VI, SECTION B, LINE
11

ALL BOARD MEMBERS RECEIVE AN ELECTRONIC OR PAPER COPY OF THE IRS FORM 990 PRIOR TO
TS SUB

MISSION BOARD MEMBERS MUST SUBMIT ANY QUESTIONS OR CHANGES TO THE CHIEF EXECUTIVE
OFFICER

, WHO SUBMITS THE CHANGES TO THE TAX PREPARER

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

EACHYEAR BOARD MEMBERS GET A COPY OF THE CONFLICT OF INTEREST POLICY AND A
DISCLOSURE FOR
MTO FILL OUT WITH DETAILS OF ANT ANY POSSIBLE CONFLICTS THAT MAY EXIST

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

THE PROCESS FOR DETERMING THE COMPENSATION FOR THE CHIEF EXECUTIVE OFFICER (WHO IS
ALSOIN
CHARGE OF FINANCIAL MANAGEMENT OF THE ORGANIZATION) POSITION INCLUDES THE
FOLLOWING STEPS

1) THE BOARD CHAIR AND CHIEF EXECUTIVE OFFICER EACH COLLECT COMPARABLE SALARY
INFORMATIO
N(EG, SALARY STUDES) 2) THE SALARY COMPARISON INFORMATION IS FORWARDED TO THE
TREASUR
ER WHO DOCUMENTS FINDINGS FROM THE DATA COLLECTED 3) THE TREASURER MAKES A
RECOMMENDATION
FOR CEO COMPENSATION TO THE FULL BOARD 4) BOARD MEMBERS (WITHOUT A CONFLICT OF
INTEREST)
VOTE ON THE RECOMMENDATION BY THE TREASURER FOR PROPOSED CEO COMPENSATION, AND
A RECORD O
F THE VOTE IS RECORDED IN BOARD MINUTES OTHER SALARIES OF SENIOR MANAGERS ARE
BENCHMARKED
USING CURRENT SALARY SURVEY DATA, OUR GOAL IS TO PROVIDE THE MEDIAN SALARY
PROVIDED BY SI
MILAR ORGANIZATIONS THIS PROCESS IS FOLLOWED ON A PERIODIC BASIS FOR THE CEO, BASED
ONCO
NTRACT RENEWAL DATES

FORM 990, PART VI, SECTION C, LINE
19

THE ORGANIZATION'S GOVERNING DOCUMENTS, CONFLICT OF INTEREST POLICY, AND FINANCIAL
STATEME
NTS ARE AVAILABLE TO THE PUBLIC AT THE ORAGANIZATION'S OFFICE UPON REQUEST

FORM 990, PART IX, LINE 24E

EMPLOY EE EDUCATION PROGRAM SERVICE EXPENSES 87 MANAGEMENT AND GENERAL
EXPENSES 4,319 FU

NDRAISING EXPENSES 426 TOTAL EXPENSES 4,832 MISCEHLLANOUES EXPENSES PROGRAM
SERVICE EXPE

NSES 1,239 MANAGEMENT AND GENERAL EXPENSES 1,925 FUNDRAISING EXPENSES 1,198 TOTAL
EXPEN

SES 4,362 PRIZEFAWARD PROGRAM SERVICE EXPENSES 294 MANAGEMENT AND GENERAL
EXPENSES O F

UNDRAISING EXPENSES 282 TOTAL EXPENSES 576

FORM 990 PART XI-2C

THE AUDIT COMMITTEE SELECTS AND OVERSEES AN INDEPENDENT ACCOUNTING FIRM TO CONDUCT
THEAUD
IT NO CHANGE IN THE SELECTION METHOD OCCURRED THIS YEAR




