OMB No. 1545-0047

990 Return of Organization Exempt From Income Tax

Form Under section 501(c), 527, or 4947(a}{1} of the Internal Revenue Code {except hiack Jung 20 1 2

Depértinent of he Treasury benefit trust or private foundatlt?n] -

Internat Ravenue Service B The organization may have to use a copy of this return to satisfy state reporting requirements,

A For the 2012 cafendar year, or tax year beginning and ending

B cCheckIr C Name of organization D Employer identification number .
applicable; :

e | HYDROCEPHALIS ASSOCIATION

E‘ﬁ;’,‘@,e Dolng Busihess As 94-3000301
Fatumn Number and street {or P.O. box if mail is not delivered to street address) Room/suite | E Telephone number
[ remi- { 4340 EAST WEST HIGHWAY 905 (301)202-3811 .-
G Gross receipts § 2 49 2 61 7 4

Dr%mm‘frﬁdm City, town, or post office, state, and ZIP code
[lggeier | BETHESDA, MD 20814

H{a) is this a group return

Pene | E Name and address of princloat officer DAWN  MANCUSO
SAME A5 C ABOVE

for affitiates? {1 Yes @ No
Hib) Are all affiiates includad? [ ves l:] No

| Tax-exempt status: 501(c)(3) L | 50%c){ v (insertno) LT 4947qapyor LI 527 I "No," attach a list. (see Instructions)-

J Wabsite: p WWW , HYDROASSOC . ORG

H{c) Group exemption number P>

K Fotm of organization; [XT Corporation [ fTrust [ Association [ Other > [ Vear of formation: 19 8 6] m State of legal domicile: CA

¥ Summary

1 Briefly desoribe the organization’s mission or most significant activites: THE HYDROCEPHALUS ASSOCIATION

SEEKS T0 ELIMINATE THE CHALLENGES OF HYDROCEPHALUS BY STIMULATING

Check this box B> L1 Ifthe crganization discontinued its operaticns or disposed of morea than 25% of Its net assets.

8
£l
3 | 3 Number of voting members of the governing body (Part VI, Tine Ta) | e 3 i7
S 4 Number of Independent voting members of the govetning body {Pari Vi, fine 1b) 4 16 .
2| 5 Total number of ndividuals employed In catendar year 2012 (Part V, Ine2a) | ... B 15 o
‘E 6 Total number of volunteers {estimate if necessary) ., 6 1200
E 7 a Total unrelated businass revanue from Part VIlj, column (G), Iine 12 7a 0.
b Net unrelated business taxable income fromForm 990-T, fine 84 .. ..., | TR 0.
Prlor Year Current Year
@ 8 Contributions and grants (Part Vill, line 1h) 1,689,904, 2,247,530,
& | ® Program service revenue {Part Vil|, line 2g) | 0. 76,921,
E 10 Investment income {Part VI, column {A), lines 3 4 and Td} 10,348. 10,774..

11 Other ravenus {Part Vill, cofumn (&), fines 5, 6d, 8¢, 8¢, 10c, and 11€) ... ~96,616. -121,354,

12 Total revenue - add lines 8 through 11 (must equal Part Vi, coturmn (A}, line 12) ......... 1,603,636.0 2,213,871.:

13 Grants and siriiar amounts paid {Part IX, column (A}, lines 1-3) 487,827. 111,122,

14 Benefits paid to or for members (Part IX, column (A, ned) ... e . 0. 0.

-8 15 Salaries, other compensation, employee beneflts {Part IX, columin {A), lines 510) | 717,8 52. 820,867,
% 16a Professional fundraising fees (Part IX, column (A}, line 196} ..o 14,000. 31,200,
8| b Total fundraising expenses (Part [X, column (D}, iine 25) P~ 523,201,
g1 47 other expenses {Part IX, column {A), lnes 11a-11d, 111-24e} _ 585,336, 875,313,

18 Total expenses. Add lines 13-17 (must equal Part IX, column (AJ, hne 25) 1,805,015, 1,838,502,
119 Revenue less expenses. Subtractline 18 fromilne 12 ......ocvveievenieenennsiinnis: -201 [ 379. 375, 369.
58 Beginning of Current Year End of Year L
§§ 20 Total assets [Part X, line 16) 1,215,491, 1,652,061,
j“fg 21 Total liabilities (Part X, line 26) 143,0895. 194,607.

23 Not assets or fund balances. Subtract line 21 from fine 20 .. 1,072,386, i, 4 57,4 5 4,

- Signature Block

Under penalties of peg r, | declare that  have oxamined this return, including accompanying schedules and statements, and to the best of my knuwlec!ge and belief,itis -

true, corract, and cufnplete Deciar%mon«ofprepgrer {othar than officer) is based on all information of which preparer has any knowledge.

“ i YLV - ted gy lis
Sign } Slbhaturs'of offlcer et I R f
Here DAWN MANCUSQO, CHIEF EXECUTIVE CFFICER
: Type or print namo and title ] / 4
PrintType preparer's name Preglgr's sifinatur Date Chee i PN
Paid HYDEH GHAFFARI - - her ﬂ}lS/IB seremgloys P01 228587
Preparer [Firm's neme _p GHAFFARI ACCOUNTANCY INC. 7 J[FirwsEy,  80-0842045
Use Only |Firm's address), 1330 BROADWAY, SUITE 430 , :
OAKLAND, CA 94612 Phoneno. H10-834-6542 -
May the RS discuss this return with the preparer shown above? (ses INSTUCHONS) .. is iy Xives | INo
Form 990 2012) * -

232001 i2-10-12  LHA For Paperwork Reduction Act Notice, see the separate instructions.

SEE SCHEDULE O FOR ORGANIZATION MISSION STATEMENT CONTINUATION




Form 990 (2017) HYDROCEPHALIS ASSOCIATION 94-3000301 ppge2

Check if Schedule O contains a response to any question in this Part 11 L. .. . ..o e eeieeieeeiies e ez ieas

Briefly describe the organization’s mission:

THE HYDROCEPHALUS ASSOCIATION SEEKS TO ELIMINATE THE CHALLENGES OF
HYDROCEPHALUS BY STIMULATING INNOVATIVE RESEARCH AND PROVIDING
SUPPORT AND EDUCATION FOR INDIVIDUALS, FAMILIES AND PROFESSIONALS.

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

the prior FOM 990 OF 99027 e (XIves [ Ineo
If "Yes," describe these new services on Schedule O,
Did the organization cease conducting, or make significant changes in how it conducts, any program services? , ,.............. DYes IE 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 alfocations to others, the total expenses, and
revenue, if any, for each program service reported.

4a

{Code: ) {Expenses $ 283,392, including granls of § 9,52 1. } (Revenue$ 11 ’ 220, )
PUBLIC SUPPORT AND EDUCATION
THE HYDROCEPHALUS ASSOCIATION PROVIDES DIRECT PUBLIC EDUCATION AND
SUPPORT BY: ORGANIZING AND SUPPORTING 32 ACTIVE SUPPORT GROUPS IN 25
STATES, HOLDING 61 SUPPORT GROUP MEETINGS FOR PATIENTS AND FAMILIES
DURING 2012; HOSTING THE NATIONAI. HYDROCEPHALUS CONFERENCE FOR 400
PATIENTS AND FAMILY MEMBERS THAT WAS HELD IN JUNE 2012 IN BETHESDA,
MARYLAND; AWARDING SCHOLARSHIPS TQO 10 STUDENTS WITH HYDROCEPHALUS WHO
ARE PURSUING POST-SECONDARY EDUCATION; PROVIDING DIRECT SUPPORT TO TENS
OF THOUSANDS OF PATIENTS AND FAMILIES BY ANSWERTING QUESTIONS AND
PROVIDING REFERRALS VIA TELEPHONE, EMATL AND THROUGH SOCIAL MEDIA
CHANNELS; AWARDING A SPECIAL PRIZE TO A PROMISING MEDICAL RESIDENT
INTERESTED IN THE CARE OF HYDROCEPHALUS PATIENTS; AND PUBLISHING A FULL

ab

{Code: ) (Expenses § 273 ] 367. Including grants of § ) {Revenue $ 59 I 985, )
HYDROCEPHALUS CONFERENCE
THE NATIONAL HYDROCEPHALUS CONFERENCE WAS HELD JUNE 27 - JULY 1, 2012

IN BETHESDA, MARYLAND. OVER 400 PATIENTS AND FAMTLY MEMBERS

PARTICIPATED IN THIS PATIENT-CENTERED EVENT, WHERE THEY HEARD
PRESENTATIONS IN OVER 40 WORKSHOPS AND LEARNED THE LATEST IN TREATMENT
ADVANCES FROM LEARNED MEDICAL PROFESSIONALS. THEY ALSO LEARNED LTFE
SKILLS AND HOW TO ADVOCATE FOR THEIR CARE THROUGH FACILITATED GROUP
DISCUSSIONS. THE CONFERENCE PROVIDED TOOLS AND CONNECTIONS TO ADDRESS
THE MEDICAL, EDUCATIQONAL AND SOCIAL CHALLENGES OF LIVING WITH
HYDROCEPHALUS AND TO PROVIDE THE OPPORTUNITY FOR AN ENJOYABLE
GET-TOGETHER. THIS EVENT EMPOWERED THOSE TN ATTENDANCE TO UNDERSTAND,
SEEK QUT, AND PUT INTO PLACE CARE PROGRAMS AND SERVICES THAT MEET THEIR

4c

{code: } (Expenses $ 226,673+ incudnggantsof ¢ 96,276. } (Revenuo § 0. )
RESEARCH

RESEARCH PROGRAMS ARE ONE OF THE KEY MISSION AREAS OF FOCUS FOR THE
HYDROCEPHALUS ASSOCIATION. HA'S 2012 CHATRMAN OF THE BOARD, PAUL GROSS,
WAS NAMED TO THE ADVISORY COUNCIL OF THE NIH'S NATIONAL INSTITUTE OF
NEUROLOGICAL DISORDERS AND STROKE (NINDS), THE COUNCIL WITHIN NIH THAT
OVERSEES HYDROCEPHALUS RESEARCH. THE ASSOCTIATION HELD A MEETING WITH
THE TRANS-NTH HYDROCEPHALUS WORKING GROUP, A GATHERING OF KEY PERSONNEL
FROM A VARIETY OF INSTITUTES WITHIN NIH {SUCH AS NINDS, NATIONAL
INSTITUTE OF BIOMEDICAL IMAGING AND BIOENGINEERTNG (NIBIB), AND THE
EUNICE KENNEDY SHRIVER NATIONAL INSTITUTE OF CHILD HEALTH AND HUMAN
DEVELOPMENT (NICHD), AMONG OTHERS) THAT HAVE AN INTEREST IN
HYDROCEPHALUS.

4d

Other program services (Describe in Schedule 0.}

(Expenses $ 209, 258, including grants of $ 5,325 +) (Revenue $ 18,315 v}

4e

Total program service expenses P 992,690.

232002

Form 990 (2012}
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Form 990 (2012) HYDROCEPHALIS ASSOCIATION 94-3000301  page3
[Part V[ Checkiist of Required Schedules

Yes | No

1 Is the organization described in section 501(c)(3) or 4947(a}(1) (other than a private foundation)?

if "Yes," complete Schedule A . 1 X
2 s the organization required to complete Schedufe B Schedule Of ContnbutorS? __________________________________________________________________ 2 | X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for

public office? If "Yes, " complete SCReTUE O, Part I 3 X
4 Section 501(c){3) organizations. Did the organization engage in lobbying activities, or have a section 501(h) election in effect

during the tax year? If "Yes," complete Schedule C, Part i 4 X
5 s the organization a section 501{c){4), 501{c}(d), or 501(0)(6 organ;zatlon that receives membershlp dues assessments or

similar amounts as defined in Revenue Procedure 98-197 If "Yes, " complete Schedule C, Partitt . 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the right to

provide advice on the distribution or investment of amounts in such funds or accounts? if "Yes, " complete Schedule D, Part | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,

the environment, historic land areas, or historic structures? If "Yes," complete Schedule D, Part il .. 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f "Yes," complete

SEhEdUle D, PAM I | e et et 8 X
9 Did the organization repott an amount in Part X, line 21, for escrow or custodiat 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, Partiy g X

10 Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments, permanent
endowments, or quasiendowments? If "Yes, " complete Schedule O, Part Ve 10| X

11 If the organization’s answer to any of the foliowing questions is "Yes,"” then complete Schedule D, Patts VI, ViI, VIll, IX, or X
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 107 If "Yes, " complete Schedule D,

PRIEVE e e e oo 1a| X
b Did the organization repott an amount for investments - other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes, " complete Schedule D, Part Vil 11b X
¢ Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 167 f "Yes, " complete Schedule D, Part Vit T I i [ X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of |ts total assets reported in
Part X, line 167 If "Yes," complete Schedule D, Part IX . . . OO & 1 X
e Did the organization report an amount for other Ilabllztles in Part X Isne 25'? lf "Yes ! comp.'ete Schedufe D PartX __________________ 11e| X
f Did the organization's separate or consclidated financial statemenis for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)? If "Yes,” complete Schedule D, Part X | . = 1 11f X
12a Did the organization obtain separate, independent audited financial statements for the tax year? /f "Yes," complete
SChedUle B, Parts Xt X 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
If “Yes," and if the organization answered "No" fo fine 12a, then completing Schedule D, Parts X{ and X! is optional 12b X
13 s the organization a school described in section 170(b)(1){A)i)? If "Yes, " complete Schedute 13 X
14a Did the organization maintain an office, employees, or agents cutside of the United States? ... 114a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundralsmg, bus:ness
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
ormore? If 'Yes, ' complete Schedule F, Pants L ana IV 14p ] X
15  Did the organization report on Part 1X, column (&), line 3, more than $5,000 of grants or assistance to any organization
or entity located outside the United States? If "Yes, " complete Schedule F, Parts fand v sl X
16 Did the organization report on Part IX, column (&), line 3, more than $5,000 of aggregate grants ar 355|stance to mdwlduals
located outside the United States? If "Yes, " complete Schedule F, Parts iffand v 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part 1X,
column (A), lines 6 and 11e? If "Yes, " complete SCReTUIE G, Part © 17 | X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part Vill, lines
Tc and 8a? If "Yes," complete Schedule G, Partll 18| X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIH, line 9a? If "Yes,"
compiete Schedule G, Part it - T i - X
20a Did the organization operate one or more hospltal famlltles"‘ J'f ! YES * complete Schedule H ____________________________________ 20a X
b If "Yes" to line 20a, did the organization attach a copy of its audited financial statementsfo thisreturn? ... 20b
Form 990 (2012)

232002
12-10-12



Form 990 (2012) HYDROCEPHALTIS ASSOQOCIATION 94-3000301  paged
Part V| Checklist of Required Schedules (continued)

Yes | No
21 Did the organization report more than $5,000 of grants and other assistance to any government or organization in the
United States on Part X, colurmn {A), ine 17 /f "Yes," complete Schedule I, Parts Tand il 21 | X
22 Did the arganization report more than $5,000 of grants and other assistance to individuals in the United States on Part [X,
calumn (A), line 27 If "Yes," complete Schedule &, Parts L and T e 22 | X

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

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

Schedule K. If "NO", G010 NG 25 | . oo eee oo e e e 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporaty 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-exemMplt DONGUST |t et 24¢
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during the year? . 24d
25a Section 501(c}{3}) and 501(c}{4) organizations. Did the organization engage in an excess benefit transaction with a
disqualified person during the year? If "Yes, " complete Schedule L, Part I 25a X

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

SCREAUIE Ly PAI] |\ iesiecsee oo oot et 25b X
26 Was aloan to or by a current or former officer, director, trustee, key employee, highest compensated employee, or disqualified
persoit outstanding as of the end of the organization’s tax year? If "Yes," complete Schedule L, Partii ... 126 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substant!al
contributor ar employee thereof, a grant selection committee member, or to a 35% controlled entity or family member
of any of these porsons? if "Yes," complete Schedule L, Part il . ettt es e e e oAt e e v aeraats 27 X

28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV
instructions for applicable filing thresholds, conditions, and exceptions):

ba{bd

a A current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part vy 28a
b A family member of a current or former officer, director, trustee, or key employee? f "Yes," complete Schedule L, Part IV 28h
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an officer,
director, trustee, or direct or indirect owner? If "Yes, " complete Schedule L, Part IV 28c | X
29 Did the arganization receive more than $25,000 in non-cash contributions? /f "Yes," complete Schedule M 20 | X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or gualified conservation
contributions? Hf "Yes,t Complete SChedUIE M a0 X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If "Yes," complete Schedule N, Part | e 31 X
32 Did the organization sell, exchangs, dispose of, or transfer more than 25% of its net asseis?/f "Yes,” complefe
SGREAUIE Ny PRITH oo oo oot e oo et 32 X
33 Did the organization own 100% of an entity disregarded as separate from the crganization under Regulations
sections 301.7701-2 and 301.7701-37 If "Yes," complete Schedule R, Part | 33 X
34 Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Scheduie R, Part lf, Ili, or IV, and
Pt Y 08 T oo eeoeee oot 34 X
35a Did the organization have a controlled entity within the meaning of section 512(bY13)? 3ba X
b If *Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a controlled entity
within the meaning of section 512(b)(13)7 If "Yes," complete Schedule B, Part V, fine2 35b
36 Section 501{c)(3) organizations. Did the organization make any transfers to an exempt non- chantab!e related organlaatlon"
I "Yes," complete Schedule B, Part V, ne 2 e 36 X
37 Did the organization conduct more than 5% of its activities through an antity that is not a related organization
and that is treated as a partnership for federal income tax putposes? If "Yes," complete Schedule B, PartVi 1 &7 X
38 Did the organization complete Schedule © and provide explanations in Schedule O for Part W, lines itb and 197
Note. All Form. 980 filers are required to complete Schedule O o i 38 | X

Form 990 (2012}

232004
12-10-12



Form

990 (2012) HYDROCEPHALIS ASSOCIATION 94-3000301  page5

{Part V| Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains a response 1o any question in this Part V

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

2a

3a

4a

5a

Ga

O o

T 0 Q

12a

13

14a

{gambling) winnings £ Prize WINNEIST | .. o e oo
Enter the number of employees reparted on Farm W-3, Transmittal of Wage and Tax Statements,
filed for the calendar year ending with or within the year covered by thisveturn

If at least one is reported on line 2a, did the organization file all required faderal employment tax returns?
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-fife (see instructions)
Did the organization have unrelated business gross income of $1,000 or more during the year?
If "Yes," has it filed a Form 990-T for this year? /f "No," provide an explanation in Scheduteo
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)?
[ "Yes," enter the name of the foreign country: B
See instructions for filing requirements for Form TD F 90-22.1, Report of Foreign Bank and Financial Accounts.

Does the organization have annual gross receipts that are normally greater than $100,000, and did the arganization solicit
any contributions that were not tax deductible as charitable contributions? ... ... ..
if "Yes," did the organization include with every solicitation an express statement that such contributions or gifts

were ot tax dedUGHbIO? e
Organizations that may receive deductible contributions under section 170{c).

Did ihe organization receive a payment in excess of $75 made parily as a contribution and partly for goods and services provided fo the payor?
If "Yes," did the organization notify the donor of the value of the goods or services provided? . . .
Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required

to file Form 82827

Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract?
If the organization received a contribution of quaiified intellectual property, did the organization file Form 8899 as required?
If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C?
Sponsaring organizations maintaining donor advised funds and section 509(a}{3) supporling organizations. Did the supporting N /A
organization, or a donor advised fund maintained hy a sponsoring organization, have excess business holdings at any time during the year?
Sponsoring organizations maintaining donor advised funds.

Did the crganization make any taxable distributions under section4966? . . . N/fA
Section 501(c){7) organizations. Enter:

Initiation fees and capital contributions included on Part Vill, line 12 .

g
X

7f

7 N/A.

h | N/A

Gross receipts, included on Form 990, Part Vi, line 12, for public use of club facilities

Section 501({c}{12) organizations. Enter:
Gross income from members or shareholders N/A 11a

Gross income from other sources (Do not net amounts due or paid to other sources against

amounts due or received from them.} 11b

Section 4947(a)(1) non-exempt charitable trusts. 1s the organization filing Form 980 in Hieu of Form 10417
It "Yes,” enter the amount of tax-exempt interest received or accrued during the year ... N/A | 12b

12a

Section 5M[c}{29) qualified nonprofit health insurance issuers.

Is the organization licensed to issue qualified health plans in more thanone state? ... | N /A
Note. See the instructions for additional information the organization must report on Schedule O,

Enter the amount of reserves the organization is required to maintain by the states in which the

organization is licensed to issue qualified health plans 13b

Enter the amount of reserves on hand 13c

13a

14a X

14b

232005

12-10-12

Form 990 (2012)



Forin 990 (2012) HYDROCEPHALIS ASSOCIATION 94-3000301 pageB

| Part V_I_'! Governance, Management, and Disclosure For each "Yes® response to fines 2 through 7b below, and for a *No® response

to fine 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.

Check if Schedule O contains a response to any question INthis Part V..o

Section A. Governing Body and Management

1a Enter the number of voting members of the governing body at the end of the taxyear 1a
{f there are material differences in voting rights among members of the governing body, or if the governing
hody delegated broad authority to an executive committee or simifar committee, explain in Schedule 0.
b Enter the number of voting members included in line 1a, abhove, who are independent | b 16
2 Did any officer, diractor, trustee, or key employee have a family relationship or a business relationship with any other :
officet, director, trustee, or key empIOYeE? | e, 2 X
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors, or trustees, or key employees to a management company or other person? __ 3 X
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was flied" ______________ 4 X
& Did the organization become aware during the year of a significant diversion of the organization's assets? 5 X
6 Did the organization have members or StOCKN O ETS ? 8 X
7a Did the organization have members, stockholders, or other persons who had the power to elect or appeint one or
more members of the GOvaIming DOAY? oot e oo e e Ta X
b Are any govemance decisions of the organization reserved to (or subject to approval by members, stockholders, or
persons otherthan the goveming body? 7b X
8 Did the organization coniemporaneously document the meetings held ar written actions undertaken during the vear by the following:
@ The GOVEIMING BOUY? | . ........ooooeoiiitieits oo oo ga | X
b Each committes with authority to act on behalf of the governing body ? g | X
9 s there any officet, director, trustee, or key employee listed in Part VIi, Section A, who cannot be reached at the
organization’s mailing address? If "Yes, " provide the names and addresses in Schedule O 9 X
Section B. Policies (7his Section B requests information about policies not required by the Internal Revenue Code.)
Yes | No
10a Did the organization have local chapters, branches, or affiliates? e 10a X
b If "Yes," did the crganization have written policies and procedures governing the activities of such chapters, affiliates,
and branches to ansure their operations are consistent with the organization’s exempt purposes? . p10b
11a Has the organization provided a complete copy of this Form 990 to all members of its governing body befare f|||ng the form'7 11a X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990. EE '
12a Did the organization have a written conflict of interest policy? if "N, " gotoline 18 12a| X
b Were officers, directors, or frustees, and key employees required to disciose annvally interesis that could give rise to conflicts? 120 ] X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? if *Yes, " describe
in Schedule Ohow this Was doNe oo 12c| X
13 Did the organization have a written whistleblowar policy? 13| X
14 Did the organization have a written document retention and destruction palicy? 14 | X
15 Did the process for determining compansation of the following persons include a review and approval by independent i
persons, comparability data, and cantemporaneous substantiation of the deliberation and decision? B
a The organization’s GEQ, Executive Directot, or top management officiat ... 48| X
b Other officers or Kay employees Of the OFgan Zation 15h X
if "Yes" to line 15a or 15h, describe the process in Schedule O (see instructions).
16a Did the organization invest in, contribute assets to, or participate in a joint venture ot similar arrangement with a :
taxable entity during the YOar? e 16a X
b If *Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its participation
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s
exempt siatus with respect 1o SUCh amangemMEntS? ettt s 16b

Section C. Disclosure

17  List the states with which a copy of this Form 930 is required to be filed »MD , CA

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (Section 501(c)(3}s only} available
for public inspection. Indicate how you made these available. Check all that apply.
Own website ] Another’s wehsite Upon request ]:l Other {explain in Scheduie O)
19 Describe in Schedule O whether {and if so, how), the organization made its governing documenits, conflict of interest policy, and financial
statements availzble to tha public during the tax year.
20 State the name, physical address, and telephone number of the persan who possesses the books and records of the organization: p»

DAWN MANCUSO - (301)202-3811

4340 EAST WEST HIGHWAY, NO. 905, BETHESDA, MD 20814

12-10-12 : Form 990 (2012)



Form 990 {2012) HYDROCEPHALIS ASSOCIATION 94-3000301 page7
VII[ Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors

Check if Schedule O contains a response o any question in this Part VIl D

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Gomplete this table for 2t persens required to be listed, Report compensation for the calendar year ending with or within the organization's tax year.

® List all of the crganization’s current officers, directors, frustees (whether individuals or crganizations), regardless of amount of compensation.
Entar -0- in columns (D), {E}. and {F) if no compensation was paid.

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

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

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

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

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

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

(A) (B} {C) (D) (E) {F)
Name and Title Average | o o crig?ﬁi‘?rgman one Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week officer and a director/lrustes) from from related other
(list any g the organizations compensation
hours for | S = arganization (W-2/1099-MISC) from the
related g § . g {W-2/1099-MISC) organization
organizationsi £ | 5 e, and related
below g, £ %E o organizations
iney |E(2|=|5 |28
(1) PAUL GROSS 12.00
CHAIR X X 0. 0. 0.
{2) RAYMOND MOSER 2.00
SENIOR VICE CHATIRMAN X X 0. 0. 0.
(3) DBARRETT O'CONNER 2.00
VICE CHAIR X X 0. 0. 0.
(4) CRAIG BROWN 2.00
TREASURER X X 0. 0. 0.
(5) DEBORAH PHILLIPS 2.00
DIRECTOR X 0. 0. 0.
(6) MARVIN SUSSMAN 2.00
DIRECTOR X 0. 0. 0.
{7) RALPH KISTLER 2.00
DIRECTOR X 0. 0. 0.
{8) DAVID BROWDY 2.00
DIRECTOR X 0. 0. 0.
{9) RUSSELL FUDGE 2.00
DTRECTOR X 0. 0. 0.
{10) DEBBY BUFFA 2.00
DIRECTOR X 0. 0. 0.
{11) MIKE SCHWAB 2.00
DIRECTOR X 0. 0. 0.
(12) MARION WALKER 2.00
DIRECTOR X 0. 0. 0.
{13) JOHN KESTLE 2.00
DIRECTCR X 0. 0. 0.
{14} JOHN LAWRENCE 2.00
DIRECTOR X 0. 0. 0.
(15} ASEEM CHANDRA 2.00
DIRECTOR X 0. 0. 0.
(16) RICK SMITH 2.00
INTERIM CEO/SECRETARY X X 0. 0. 0.
{17) RALPH KISTLER 2.00
DIRECTOR X 0. 0. 0.

232007 12-10-12 Form 990 {2012}



Form 890 (2012) HYDROCEPHALIS ASSOCIATION 94-3000301 pPage8
Part VIl | Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(A) (B) (C) D) (E) (F)
Narmne and title Average (donot ciﬁfﬁo"r?m — Reportable Reportable Estimated
hours per | hax, uniess person is both an compensation compensation amount of
week officer and a directorftrustes) from from related other
(istany | & the organizations compensation
hours for S 2 organization (W-2/1099-MISC) from the
related | 5 | & = (W-2/1099-MISC) organization
organizations] 2 | £ N and related
helow 2lzl.|2 5 &l o organizations
(18} DAWN MANCUSO 54,00
CEC X 180,250. 0. 11,560.
b Substotal e, P 180,250. C.[ 11,560.
¢ Total from continuation sheets to Part Vil, Section A » 0. 0. 0.
d_Total (add lines 1o and 16} ... » 180,250, 0. 11,560.
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable
compensation from the organization P 1
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employes on e
ling 1a? If "Yes," complete Schedule J for such individual
4 For any individual listed on line 14, is the sum of reportable compensation and other compensation from the organization
and related organizations greater than $150,0007 ¥ "Yes," complete Schedule J for such individual
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services : H
rendered to the organization? If "Yas," complete Schedule J For SUCR POISON | .. .....cocvooivisiieeseeeseseeensesenssresssnenses sneeeseras 5 X

Section B. Independent Contractors

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

() {B) ()
Name and business address NONE Description of services Compensation

2 Total number of independent contractors {including but not limited to those listed ahove) who received more than
$100,000 of compensation from the organization b 0

Form 990 (2012)
232008
12-10-12



Form 930 (2012}

HYDROCEPHALIS ASSOCIATION

94-3000301

Page 9

Statement of Revenue

Check_if Schedule O contain_s a response to any question in this Part VHI

{A) (B) (C) [(3)]
Total revenue Related or Unrelated R?P’g%ﬂt%gﬂgg?d
exempt function business sections 512
revenua revenue 513, or 514’
%-g 1 a Federated F:ampaigns .. |1a e e :
5 g b Membershipdues . ... 1h
gt ¢ Fundraisingevents . .. 1c 1,054 812,
%5 d Related organizations 1d
] E e Govermnment grants (contributions) | 1e 13,425,
.g'g f All other contributions, giits, grants, and .
a5 similar amounts not included ahove 11 1,175,133,1.
‘g% g Noncash contributions included in lines 1a-1: § 135,879, HR e
Qa] h Total.Addlinesta-df ... .. » 2,247,530,
Business Code S
8 2 3 CONFERENCE FEES 541900 76,921,
ES
2
8 @
o f Aliother program service revenue
g Total. Addiines2a-2f ..o P 76,521,
3 Investment income (including dividends, interest, and
other simifaramounts)____ [ 2 13,640, 13,640,
4 Income from investment of tax-exempt bond proceeds P
B ROYARIOS e |
(i) Real (i Personal
6 a Gross rents e
b Less: rentalexpenses .
¢ Rental income or {loss)
d Net rental income or (loss) SRR .
7 a Gross amount from sales of {i) Securities {if} Other
assets other than inventory i3z,012.
b Less: cost or other basis
and salos expenses 134 878,
c Gainor(loss) ... -2,866, iR
d Netgain or (loss) ......cccoooiieiieeeieeieeeeen. . P -2,866, -2, 866,
o | B a Grossincome from fundraising events (not S :
g including $ 1,054,912, of
E contributions reported on line 1¢). See
= Part 1V, ine 18 a 0, _
g Less: direct expenses b 138,903, i EERINE
Net income or {loss) from fundraising events ............. p- -138,903,] 3 -138,903,
9 a Gross income from gaming activities. See SRR R BEIEaR
Part IV, line19 . .......o&p faiimieieded
b [ess:directexpenses ... b
¢ Net income or (Joss} from gaming activities . P
10 a Gross sales of inventory, less returns
end allowances | . ... a 16,647.
b Less:costofgocdssold b 4,965,
¢_Net income or (loss) from salesof inventory ... P
Miscellaneous Revenue Business Code]
11 a OTHER INCOME 900099
p DISPOSAL OF FIXED ASSET 900099
I
d Allotherrevenue | . ... ..........
e Total. Addlines 11a-1id » 5,867, s G :
12 Total revenue. Seeinstractions. o » 2,213,871, 94,470, -128 129,
o Form 990 (2012)



Form 990 (2012)

HYDROCEPHALIS ASSOCIATION

94-3000301 pageiO

Section 501{c)3} and 501(c){4) organizations must complete all columns. All other organizations must complete column {A).

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

L]

Do not Include amaunts reparted on lines 6b, Total expenses Prograx(‘ll’?)service Manage(;g)ent and Func{IIrJa)ising
7h, 8b, 8b, and 10b of Part VIIi. expenses general expenses expenses

1 Granis and ather assistance to governmenis and B Cmmm e

organizations in the United States. See Part IV, line 21 97,101. 97,101,
2 Grants and other assistance to individuals in
the United States. See Part IV, line22 14,021, 14,021.
3 Grants and other assistance to governments,
organizations, and individuals outside the
United States. See Part IV, lines 15 and 16
4 Benefits paidtoorformembers
5 Compensation of current officers, directors,
trustees, and key employees ... 191,810- 59,195. 88,534. 44,081-
6 CGompensaiion not included abave, o disqualified
persons (as defined under section 4958(f)(1}) and
persons described in section 4958{(c){3)8) ...
7 Othersalariesandwages ... 507,246, 281,806, 142,994, 82,446,
8 Pension plan accruals and confributions (include
section 401¢k) and 403{b) smpioyer contributions)

9 Otheremployee benefits . ... 70,438, 32,095, 29;599- g,744.
10 Payrolltaxes 51, 373 . 25,994- 16, 562- 8 B 817 .
11 Fees for services (non-employees);

a Management
b LOGAl e 3,550, 3,550,
c Accounting 27,879- 27,879-
A LobbYiNG
e Professional fundraising services. See Part IV, line 17 31,200.1 31,200.
f Investment managementfees .
g Other. (If line 11g amount exceeds 10% of line 25,
column {A) amaunt, list line 11g expenses on Sch 0.) 156,140, 68,817. 29,002. 58,321.
12 Advertising and promotion 295, 295,
13 Officeexpenses _____________________________________________ 265,375- 57,995- 60,4350 146,945-
14 Information technology . . . ... ... 35,108- 377, 27,871, 6,860.
18 Royaltles ...
16 Occupancy _________________________________________________ 64,927- 11,635- 44,694. 8,598.
7 Tavel 146,642, 66,277, 35,640. 44,725,
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings 3,025, 3,025.
20 I erest 1,007.
21 Paymentstoaffiiates |
22 Depreciation, depletion, and amortization 9,631,
28 INSUNANCE 4,078.
24 Other expenses. ltemize expenses not covered o
above. (List miscellaneous expenses In line 24e. 1 line |
24e amount exceeds 10% of line 25, column (A) s
amount, fist line 24e expenses on Schedule 0.) s {
a FOOD, MEALS & CATERING 125,542, 122,303. 3,028. 211,
b MISCELLANEQUS EXPENSES 27,814, 442, 26,829. 543,
¢ EMPLOYEE EDUCATION 4,300, 0. 4,300, 0.
d SHARED COST ALLOCATION 0. 151,312, -233,022. 81,710.
e All other expenses
25 Total functional expenses. Add lines 1 through 24e 1,838,502. 992,690. 322,611, 523,201.
26 Joint costs, Gomplete this line only if the arganization

reported in column (B} joint costs from & combined
educational campaign and fundraising solicitation.
Check here o |:| it following SGP 98-2 (ASC 958-720)

232010 12-10-12
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Form 990 {2012)

HYDROCEPHALIS ASSOCIATION

94—3000301 Paqe11

{ Part X | Balance Sheet

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

232011
12-10-12

(A} B8
Beginning of year End of year
1 Cash - nondnterest eating 295,750.] 1 1,132,500.
2 Savings and tempgorary cash investments . 284 ] 09. 2
3 Pledges and grants receivable, Nat 215,000.] 3 76,500.
4 Accounis receivable, Met 1,544, 4 38,834.
5 Loans and other receivables from current and former officers, directors, i i
trustees, key employess, and highest compensated employees. Complete
Part llof Schedule L | e
6 Loans and other receivables from other disqualified persons {as defined under
section 4958(M)(1}}, persons described in section 4958(c)(3}(B), and contributing
employers and sponsoring organizations of section 501(c)(3) voluntary
o employees’ beneficiary organizations (see instr). Complete Part l of SchL 6
"%' T Notes and loans receivable, et 7
2 | 8 Inventories for sale or use 10,680.] 8 16,525,
9 Prepaid expenses and deferred charges 26,185, o 12,760,
10a Land, buildings, and equipment: cost ot other
basis. Complete Part vVl of Schedule D 10a B S
b Less: accumulated depreciation 10b 25,906. 28,498.| 10¢c h2,617.
11 Investments - publicly traded securities ... 348,019.] 11 312,216.
12 Investments - other securities. See Part IV, line ¥4 12
13 Investments - program-related. See Part IV, ine Y1 i3
14 Intangible BSSEIS || .o 14
15  Other assets. See Part ¥, fne 1 5,006.] 15 10,109.
16 Total assets. Add lines 1 through 15 {must equalline 34} ... 1,215,491.] 16 1,652,061,
17 121,773, 17 99 ,677.
18
19
20
& 21 Escrow or custodial account liability. Complete Part IV of ScheduleD .
£ |22 Loans and other payables to current and former officers, directors, trustees,
_'c'j key employees, highest compensated employees, and disqualified persons.
- Complete Part Il of SchedulsL
23 Secured mertgages and notes payable to unrelated third parttes .
24  Unsecured notes and loans payable to unrelated third parties ...
25  Qther liabilities {including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X of
SChEAUIE D e 21,322.] 25 94,930.
26 Total liabilities. Add lines 17 through 25 . 143,095.] 26 194,607,
Organizations that follow SFAS 117 (ASC 958), check here p» L% and i :
2 complete lines 27 through 29, and lines 33 and 34. e R H
% 27 Unrestricted Nt asSolS 763,927.] o7 900,005.
g 28 Temporarily restricted net assets . ... 227 A 651.] 28 476 ,33 1.
2 29  Permanently restricted Net assolS 80,818.] 29 81 : 118.
Z Organizations that do not follow SFAS 117 {ASG 958), check here b o cEe et
G and complete lines 30 through 34.
% 30 Capital stock or trust principal, orcurrentfunds 30
ﬁ 31 Paid-in or capital surplus, or land, buitding, ot equipment fund . ... 31
% | 32 Retained earnings, endowment, accumulated income, or otherfunds ... 32
Z |33 Totainetassetsorfundbalances 1,072,396, 33 1,457,454,
34 Total liabilities and net assetsffund balances ... 1,215,491.] a4 1,652,061,
Form 990 (2012}




Form 930 (2012) HYDROCEPHALIS ASSOCIATION 94-3000301 pagei1?2
art X1.|{ Reconciliation of Net Assets

Check if Schedule O contains a response to any question N Ehis Par Xl L. i eiesseeeniieesiieesbreeeecmenesenseseesnees l:]
1 Total revenue (must equal Part Vil column (A, Bne 12} 1 2,213,871.
2 Total expenses (must equal Part BX, column (), iNe 20 2 1,838,502.
3 Revenue less expenses. Subtract line 2 from line 1 ) 3 375,369,
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)) ... ... 4 1 ' 072,396,
5  Netunrealized gains {losses) OnInvestments 5 9,6895.
6 Donated services and use of faGilifies e 6
T INVestMENt eXDENSES | e e 7
8 Prior period adjustments . 3
9 Other changes in net assets or fund balances (explam in Schedule O) 9 0.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must aqual Part X Iine 33
GO (B i iiiiieiieliiiieiieieiiieiiesieisiserseessiesssoessecsensieesessesseeens 10 1,457,454.
| Part XIIl Financial Statements and Reporting
Check if Schedule O contains a response to any question in this Par XH ... e [ ]
Yes | No

1 Accounting method used to prepare the Form 990: |:| Cash Accrual |:| Other
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.
2a Were the organization'’s financial statements compiled or reviewed by an independent accountant? | 24 X
If "Yes," check a box below to indicate whether the financial statements for the year were compiled or rewewed ona '
separate basis, consclidated basis, or both:
[X] Separate basis [ consolidated basis L1 Both consolidated and separate basis
b Were the organization’s financial statements audited by an independent accountant? | X
if "Yes," check a box below to indicate whether the financial statements for the year were audlted ona separate baSIS,
consolidated basis, or both:
Separate basis |:| Consolidated basis |:| Both consolidated and separate basis
¢ If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
roview, or compilation of its financial statements and selection of an independent accountant? 2| X
if the organization changed either its oversight process or selection process during the tax year, explain in Schedule O. :
3a As aresult of a federal award, was the organization required to underge an audit or audits as set forth in the Single Audit

Act and OMB CIrcular AT332 e e 3a X
b if "Yes," did the organization undergo the required audit or audits? If the organization did not underge the required audit
or audits, explain why in Schedule O and describe any steps takentoundergosuchaudits ... 3b
Form 990 (2012
232012

12-10-12



Form 8868 (Rev. 1-2013) . Page 2
® If you are filing for an Additional ([Not Automatic) 3-Month Extension, complete only Part ll and check thisbox > !E
Note. Only complete Part [T if you have already been granted an automatic 3-month extension on a previously fited Form 8868,
® If you are filing for an Automatic 3-Month Extension, complete only Part | {on page 1).
{Part1l]  Additional {Not Automatic) 3-Month Extension of Time. Only file the original (no copies needed).

Enter filer's identifying number, see instructions

Type or Name of exempt organization or other filer, see instructions Employer identification numbet (EIN) or
print

Fiebythe |1YDROCEPHALIS ASSOCIATION 94-3000301

fc."."a dale for | \Umiber, street, and room or site no. If a P.O. box, see instruictions. Social security number (SSN)

iling your

return. See 4: 3 4 0 EAST WEST HIGHWAY I NO * 9 0 5

nstmetions- § G5ity, town or post office, state, and ZIP code. For a foreign address, see instructions.

BETHESDA, MD 20814

Enter the Return code for the return that this application is for {file a separate application for each return)

Application Return | Application Return
[s Far Code |is For

Form 990 or Form 990-EZ ol | .

Form 980-BL 02 Form 1041-A . 03
Form 4729 (individual) 03 Form 4720 08
Form 990-PF 04 Form 5227 10
Form 990-T {sec. 401 () or 408(a) trust) 05 Fonm 6063 11
Form 990-T @rust other than above) 06 Form 8870 12

STOP! Do not complete Part Il if you were not already granted an automatic 3-month extension on a previously filed Form 8868,
DAWN MANCUSO
e The booksare inthecareof p 4340 EAST WEST HIGHWAY, NO. 905 - BETHESDA, MD 20814
Telephone No.p» (301)202-3811 FAX No. p»
® If the organization does not have an office or place of business in the United States, check thisbox
® If this is for a Group Return, enter the organization’s four digit Group Exemption Number {GEN) . If this is for the whole group, check this
box P |:| . If it is for part of the group, check this box |:| and attach a list with the names and EINs of ali members the extension is for.
4 [ request an additional 3-maonth extension of time unti NOVEMBER 15 ’ 201 3.
5  For calendar year 2012 , or ather tax year beginning , and ending
6  If the tax year entered in line 5 is for less than 12 months, check reason: i__t Initiat return [ Final return
Change In accounting perlod

7 State in detail why you need the extension
ADDITIONAL TIME I SNEEDED TO GATHER SUFFICIENT INFORMATION IN ORDER TO

FILE A COMPLETE INFORMATIONAL RETURN.

8a [ this application is for Form 980-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any

nonrefundable credits. See instructions. 0.
b If this application is for Form 990-PF, 990-T, 4720, or 6069, enter any refundable credits and estimated

tax payments made. Include any prior year overpayment aliowed as a credit and any amount paid

previously with Form 8868. 8b| $ 0.
¢ Balance due. Subtract line 8b from line 8a. Include your payment with this form, if required, by using

EFTPS (Electronic Federal Tax Payment System). Ses instructions. gc | & 0.

Signature and Verification must be completed for Part Il only.

Under penalties of perjury, | declare that | have examined this form, including accompanying schedules and staiements, and to the best of my knowledge and belief,
itis true, correct, and complete, and that | am autharized to prepare this form.

Signature p» Titg p CHIEF EXECUTIVE QFFICER Datg

Form 8868 (Rev. 1-2013)

223842
01-21-13




SCHEDULE A OMB No. 15450047

{Form 990 or 990-EZ)

Public Charity Status and Public Support 201 2

Complete if the organization is a section 501(c)(3) organization or a section

Bleperimant of the Treasury 4947(a)(1) nonexempt charitable trust. > Public :

ntemat Revenuo Servica B> Attach to Form 990 or Form 990-EZ. P> See separate instructions. Inspection ===

Name of the organization Employer identification number
HYDROCEPHALIS ASSOCIATION 94-3000301

[Partl-| Reason for Public Charity Status (all organizations must complete this part.) See instructions.

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

1]
2 [ ]
a [ |
4

00 R0 L

10
Lk

0

el

A church, convention of churches, or association of churches described in section 170{b){1}(A)i).
A schoo! described in section 170(b){ 1}{A){ii}. {Attach Schedule E}
Ahospital or a cooperative hospital service organization described in section 170{b){ 1){A}[ifi).
A medical research organization operated in conjunction with a hospital described in section 170(b){1){A)(jii}. Enter the hospital’s name,
city, and state:

An organization operated for the benefit of a college or university owned or operated by a governmental unit described in

section 170(b)(1}{A)(iv). (Complete Part II.}
A federal, state, or local government or govemmental unit described in section 170{b){1}(A)(v}.

An organization that normally receives a substantial part of its support from a governmental unit or from the general public described in
section 170{b}{1){A}{vi). (Complete Part 1.}
A community trust described in section 170{b){1){A}{vi}. (Complete Part i}.}

An organization that normaliy receivos: {1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions - subject to certain exceptions, and {2) no more than 33 1/3% of its support from gross investment
incorne and untelated business taxable income {less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509{a)(2). (Complete Part H1.)

An organization organized and operated exclusively to test for public safety. See section 509{a){4).
An organization organized and operated exclusively for the benefit of, to parform 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 comiplete lines 11e through 11h.
a |:| Type | b Type It G |:| Type Il - Functionally integrated d |:| Type Hl - Non-functionally integrated
By checking this box, | certify that the organization is not controlled directly or indirectly by one or more disqualified persans other than
foundation managers and other than one or more publicly supported organizations described in section 509(a)(1) or section 509{a)(2).

f If the organization received a written determination from the IRS that it is a Type |, Type }l, or Type |l
supporting organization, check this Box ... e
g Since August 17, 2008, has the organization accepted any gift or contribution from any of the following persons?
(i) A person who directly or indirectly contrals, either alone or fogether with persons described in (i) and (iij) below, Yes | No
the governing body of the supported organization? 11g(i)
(i} A family member of a person described in {§ above? 11gii)
{iii} A 35% controlied entity of a person described in () or (i) above? 11gfiii)
h Provide the following information about the supported organization(s).
{iyName of supported (i EIN (iit} Type of organization {{ivh1s the erganization| {v} Did you notify the (\_ri)ll_s the ¢ | (vii} Amount of monetary
organization (described on lines 1-9 | col. (i) isted in your} organization in col. [()ir)ggrng;s?]iiz%%lﬁ] Es support
above or IRC section  jgoverning document?| (i) of your support? Us.?
(see instructions)) You No Yos No Vou No
Total SRR S
LHA For Paperwork Reduction Act Notice, see the Instructions for Schedule A (Form 990 or 990-EZ) 2012

Form 990 or 990-EZ.

232021
12-04-12




Schedule A (Form 990 or 990-E7 2012 HYDROCEPHALIS ASSOCIATION 94-3000301 page2
T Support Schedule for Organizations Described in Sections 170(b)(1)(A)(v) and 170{b)(1){(A}{vi)

{Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization fatled to gualify under Part Ill. If the organization
fails to qualify under the tests listed below, please complete Part i)

Section A. Public Support
Calendar year {or fiscal year beginning in} > {a) 2008 (b) 2009 {c) 2010 (cf) 2011 {e} 2012 {f) Total
1 Gifts, grants, contributions, and

membership fees received. {Do not
include any "unusuaf grants.”) 1,220,164, 1,701,538, 1,786,923, 1,689,904, 2,247,530, 8,646,059,

2 Taxrevenues levied for the organ-
ization's benefit and either paid to
ot expended on its behalf

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

4 Total. Add lines 1 through 3 1 zzo 164 1,701,538, 1, vas 923 1,689,904, 2,247,536, 8,646,059,

5 The portion of total contributions
hy each person {other than a
governmental unit or publicly
supported organization) inciuded
on line 1 that exceeds 2% of the
amount shown on line 11,

con(p 1,476,708,
6 Public support. subteact fne 5 from tine 4. i 7,166 351,
Section B. Total Support
Calendar year {or fiscal year beginnirg in) p» {a) 2008 {b) 2009 {c)y 2010 {d} 2011 (e) 2012 {f) Total
7 Amounts from line 4 1,220 164 1,701,538, 1,786 ,923.] 1,689,904, 2,247,530, 8,646,059,

8 Gross income from interest,
dividends, payments received on
securities loans, rents, royalties
and income from similar sources . 11,068. 7,012- 17,6790 11,892- 13,640. 61,291-

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

10 Other income. Do not include gain
or loss from the sale of capital

assets (Explain in Part IV.}y 2,773. 4,780. 3,225, 5,867. i6,645.
11 Total support. Add fines 7 through 10 | - : L : : 8,723,995,
12 Gross receipts from related activities, etc. (see mstructlons) e 12 | 270,383,
13 First five years. If the Form 990 is for the organization’s first, second, thlrd fourth or flﬂh tax year asa sectlon 501(c)(3)

organization, check this box and SYOP Nare i i e nieanan | = I:l
Section C. Computation of Public Support Percentage
14 Public support percentage for 2012 {line B, column (f) divided by line 11, column () . ... 14 82.18 %
15 Public support percentage from 2011 Schedule A, Part i ine 14 15 81.56 ¢
16a 33 1/3% support test - 2012. If the organization did not check the box on line 13, and fine 14 is 33 1/3% or mote, check this box and

stop here. The organization qualifies as a publicly sUPpPOrted OrGaN Zat ON >

b 33 1/3% support test - 2011. [f the organization did not check a box on line 13 or 164, and line 15 is 33 1/3% or more, check this hox
and stop here. The organization gqualifies as a publicly supported organizZation
17a 10% -facts-and-circumstances test - 2012, If the organization did not check a box on line 13, 16a, or 16D, and line 14 is 10% or mora,
and if the organization meets the "facts-and-circumstances" test, check this hox and stop here. Explain in Part IV how the organization
meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization ..
b 10% -facts-and-circumstances test - 2011. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15is 10% or
more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part IV how the
organization meets the "facts-and-circumstances” test. The organization qualifies as a publicly supported organization > |:|
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17h, check this box and see mstructlons . I:l
Schedule A (Form 980 or 990-EZ) 2012

232022
12-04-12



Schedule A (Form 990 or 990-EZ) 2012

Page 3

] Part il | Support Schedule Tor Organizations Described In Section 509(a)(2)

{Complete only if you checked the box on line 9 of Part | or if the arganization failed to qualify under Part |1, If the organization fails to

qualify under the tests listed below, please complete Part 1)

Section A. Public Support

Calendar year {or fiscal year beginning in} {a) 2008 {b) 2009 (c} 2010

{d) 2011

{e) 2012 {f} Total

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

Gross teceipts from admissions,
merchandise sold or services per-
formed, or facilities furnished in
any activity that is related to the
organization's tax-exempt purpose

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

Tax revenues levied for the organ-
ization’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

6 Total. Add lines 1through 5 ..

7a Amounts included on lines 1, 2, and
3 received from disqualified persons

b Amounts included on linas 2 and 3 received
from other then disqualifled persons that
exceed the greater of $5,000 or 1% of the
amount on line 13 for the year

¢ Add lines 7a and 7b

B Public support gubtmstfine 7o iiom ling 6.3

Section B. Total Support

Calendar year (or tiscal year beginning in) B> {a) 2008 {b} 2009 (c) 2010

(d} 2011

{e) 2012 {f} Total

9 Amounts from line 6

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

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

c Add lines t0aand 10b . ..

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

12 Other income. Do not include gain

or loss from the sale of capital

assets {(Explain in Part [V}
Tota! support. (add lines 9, 10c, 11, and 12))

13

14
check this box and stop here

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

Section C. Computation of Public Support Percentage

15 Public support percentage for 2012 (line B, column {f} divided by line 13, column () 15 %
16 Public support percentage from 2011 Schedule A, Part il ine 15 ... 16 %
Section D, Computation of Investment Income Percentage

17 Investment income percentage for 2012 {fine 10c, column () divided by line 13, column () 17 %
18 Investment income percentage from 2011 Schedule A, Part I, line ¥7 18 %

19a 33 1/3% support tests - 2012. If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization

b 33 1/3% support tests - 2011, If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and

line 18 is not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization
20 Private foundation. If the organization did not check a box on line 14, 19a, or 19k, check this box and see instnictions

e
p ]

232023 12-04-12

Schedule A {Form 290 or 990-EZ} 2012



Schedule A (Form 990 or 990E7) 2012 HYDROCEPHALIS ASSOCIATION 94-3000301 pages

[Part V| Supplemental Information. Complete this part to provide the explanations required by Part I, fine 10; Part Il, line 17a or 17b;
and Part IlI, line 12. Also complete this part for any additional information. (See instructions).

SCHEDULE A, PART II, LINE 10, EXPLANATION FOR OTHER INCOME:

MISCELLANEQUS RECEIPTS

2009 AMOUNT: 2,773.

2010 AMOUNT: 4,780,

8
$

2011 AMOUNT: §  3,864.
$

2012 AMOUNT: 5,948,

DISPOSAL OF FIXED ASSETS

2011 AMOUNT: §$ -639.

2012 AMOUNT: § -82.

232024 12-04-12 Schedule A {(Form 990 or 980-EZ} 2012



Schedule D (Form 990) 2012 HYDROCEPHALIS ASSOCIATION 94-3000301 page2
[Partlil.| Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assetsicontinued)
3 Using the organization's acquisition, accession, and other records, check any of the foliowing that are a significant use of its collection items

(check all that apply):
a |:| Public exhibition d |:| Loan or exchange programs
b |:| Scholarly research e |:| Other

c [ ] Preservation for future generations
4 Provide a description of the organization’s collections and explain how they further the arganization’s exempt purpose in Part Xill.
5 During the year, did the organization sclicit or receive donations of ar, histotical treasures, or other similar assets
1o be sold to raise funds rather than to be maintained as part of the organization’s collection? _..._............................ |:| Yes I:l No
| Part IV Escrow and Custodial Arrangements. Complete if the organization answered "Yes" to Form 990, Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.

1a Is the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included
on Form 990, Part X? [ Ives [INo

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

Amount
G BeginniNng DalAnCe | ... ..ttt sa e et s s na e s 1s
d Additions duingthe Year e 1d
e Distrbutions dUuing The Year et le
T OENGINGDAIANGCE || . . iiiiiiieiiies oo e ste st ee s et eaens et ee et e et et e £as et ee et eanasees e nane s eeenemen e nssenamennan 1t
2a Did the organization include an amount on Form 090, Part X, INe 212 [ |¥es L I No
b_If "Yes," explain the arrangement in Part XIll. Check here if the explanation has been provided inPart XA e,
]T’é'rt Vi Endowment Funds. Gomplete if the organization answered “Yes" to Form 990, Part 1V, line 10.
{a) Current year (b} Prior year () Two years back | {d) Three years back | {e) Four years hack
1a Beginning of year balance BO 818, 80,718, 80,218, 80,218, 77,648,
b Contributons 300, 100, 500, 0. 2,570,
¢ Net investment earnings, gains, and losses 4,731, 1,386, 3,895, 1,071, 1,595,
d Grants or scholarships 4,731, 1,386, 3,895, 1,071, 1,595,
e Other expenditures for facilities
and programs ..
f Administrative expenses .
a Endofyearbalance . 81,118, 80 818, 80,718. 80,219. 80,218,
2  Provide the estimated percentage of the current year end balance (line 1g, column {a}) held as:
a Board designated or quasi-endowiment P .00 %
b Permanent endowmentp 100.00 o
¢ Temporatily restricted endowment b .00 %
The percentages in lines 2a, 2b, and 2¢ should equal 100%.
3a Are there endowment funds not in the possessicn of the organization that are held and administered for the organization
by: Yes | No
(I} unrelated OFGANIZAMIONS || .. .. e e e e eee e et oot eet e ee e eee e et n e e e e e n e ee e 3ali} X
(i} refated organizations 8alii) X
b I "Yes" to 3a(i)), are the related organizations listed as required on Schedule B2 | e 3b

Describe in Part X1l the intended uses of the organization's endowment funds.
]T’art Vi {Land, Buildings, and Equipment. 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
ifa Land pi L
b Buildings ...
¢ Leasehold lmprovements ______________________________
d Equipment 78,523. 25,906. 52,617.
€ Oher ... 0.
Total. Add lines 1a through Te. (Colurnn (d) must equal Form 990, Part X, column (B), line 10(c).) . ... b 52,617.
Schedule D {Form 990} 2012
232052

12-10-12



Schedule D (Form 990) 2012 HYDROCEPHALIS ASSOCIATION 94-3000301 page3
[Part V] Investments - Other Securities. See Form 990, Part X, line 12.
(a) Description of security or category gincluding name of security} {b} Book value {c) Method of valuation: Cost or end-of-year market value

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

(A

(B)

(C)

(0)

=)

A

{G)

(H)

) , ——
Total. (Cot. (b) must equal Form 990, Part X, col. (B) line 12.) B : : L ]
]T’art VII| Investments - Program Related. See Form 990, Part X, line 13.

{a} Description of investment type {b) Book value {c} Method of valuation: Cost or end-of-year market value

(1

4]

3)

4

5

(6

4]

&

]

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

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

(a) Description {b} Book value

)

(4]

(2

4

(5)

(6

4]

(8

5]

(10}

Total. (Colurmin (b) must equal Form 990, Part X, col (B)fine 15.) ..o i »
[Part X:] Other Liabilities. See Form 990, Part X, lino 25.

1. (a) Description of liabifity {b} Book value

(1} Federal income taxes

3 LEASE PAYABLE 16,842.

@y PAYABLE TQO SPONSORED GROUPS 78,088,

4

&)

(6)

(7

)]

(&

{10}

{11)

Total. {Column {b) must equal Form 990, Part X, col. (B) kina 25) ... 94,530.
2. FIN 48 (ASC 740) Footnote. In Part Xlll, 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 providedin Part XHl ................
Schedule D {Form 980) 2012

232053
12-10-12



Schedule D (Form 990} 2012 HYDROCEPHALIS ASSOCIATION 94-3000301 paged
ﬁ’art Xl Reconciliation of Revenue per Audited Financial Statements With Revenue per Return
1 Total revenue, gains, and other support per audited financial statements 1 2 r 228 ’ 525,
2 Amounts included on line 1 but not on Form 990, Part VIIL, line 12: :
Net unrealized gains on investments 2a 9 I 689.| =

Donated services and use of facilities 20

Recoveties of prior year grants 2c

Qther (Describe in Part XIIL}
Addlines 2athrough2d
3 Subtract line 2e from line 1
4  Amounts included on Form 990, Part Vi, line 12, but not on line 1:
Investment expenses not included on Form 990, Part VIIL ine7b ... .. 4a i
Other (Describe in Part X1lL) ab L
© Addfines4aand b e 4c -4,965.
5 _ Total revenus. Add lines 3 and dc. (This must equal Form 990, Part |, line 12.) 5 2,213,871,
[Part Xii [ Reconciliation of Expenses per Audited Financial Statements With Expenses per Return

OO0 -

20 9,689,
s | 7. 718.836.

T o

1 Total expenses and losses per audited financial statements 1 1,843,469,
2 Amounts included on fine 1 but not on Form 990, Part X, fine 25: e

a Donated services and use of facilities 2a

b Proryear adjustments 2b

© OMNEIIOSSES s e aees et es e ees e et eaeeen 2¢

d Other (Describe in Part XL} e 2d

e Addlines 2athrough 20 e e 2e 0.

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

s | 1,843,469.

a Investment expenses hot included on Form 990, Part VIiL, line7b ... | 4a& e

b Other (Describe in Part XUEY 4b -4,967.

© ADAINGS 4@ AN AD | e oo 4c -4,867,
5 Total expenses. Add lines 3 and 4c. (This must equal Form 990, Parti ine 18) .o | 5 1,838,502.

| Part XIlI| Supplemental Information
Complete this part to provide the descriptions required for Part Il, lines 3, 5, and 9; Part [l, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part

X, ine 2; Part Xl, lines 2d and 4b; and Part XlI, lines 2d and 4b. Also complete this part to provide any additional information.
PART V, LINE 4: THE ORGANIZATION USES ENDOWMENT FUNDS FOR EDUCATIONAL

SCHOLARSHIPS TO YOUNG ADULTS WITH HYDROCEPHALUS.

PART XTI, LINE 4B - OTHER ADJUSTMENTS:

COST OF GOODS SOLD INCLUDED IN EXPENSES PER GAAP - (4,965)

PART XTI, LINE 4B - OTHER ADJUSTMENTS:

COST OF GOODS SOLD INCLUDED IN EXPENSES PER GAAP - (4,965)

Schedule D (Form 890) 2012

232054
12-10-12



Schedule D {(Form 990) 2012 HYDROCEPHALIS ASSOCIATION 94-3000301 pages
[Part XIll | Supplemental Information (continued)

CORRECTION OF ROUNDING ERROR - (2)

Schedule D {Form 990} 2012
232055
12-10-12



SCHEDULE F

{(Form 990)

Deparimant of the Treasury
internal Revenus Service

Statement of Activities Outside the United States

P+ Complete if the organization answered "Yes" to Form 990,

P> Attach to Form 990, P See separate instructions.

Part IV, line 14b, 15, or 16.

OMB No, 1646-0047

2012

Name of the organization

HYDROCEPHALIS ASSOCIATION

Employer identification number

94-3000301

| Part ] I General Information on Activities Outside the United States. Complete if the organization answered "Yes"
to Form 990, Part 1V, line 14b.

1 For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other assistance,

the grantees’ eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance?

Yes

I:lND

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

United States.
3 Activities psr Region. {The following Part [, line 3 table can be duplicated if additional space is needad)

(a) Region {b) Number of | (¢} Number of | {d) Activities conducted in region {e) If activity listed in (d) {f) Total
offices employees, | (v type) (s.g., fundralsing, program is a program service, expenditures
. i agents, and . " ) - for and
inthe region | indepenrdent services, investments, grants to describe specific type .
contractors recipients located in the region) of service(s) in region nvestments
in redion in region
NORTH AMERICA 0 0 |GRANTS TO RECIPIENTS 40,000,
3a Subtotal . 0 40,000,
b Total from continuation
sheetstoPart | 0 0.
¢ Totals (add lines 3a
and3b) ... 0 : el 40,000,
ILHA For Paperwork Reduction Act Notice, see the Instructions for Form 890. Schedule F (Form 990) 2012

232071
12-10-12
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Schedule F (Form 990} 2012~ HYDROCEPHALIS ASSOCIATION 94-3000301 pages
[Part IV | Foreign Forms

1 Was the organization a U.S. transferor of propetty to a foreign corporation during the tax year? If "Yes," the

organization may be required to file Form 926, Return by a U.S. Transferor of Property fo a Foreign

Corporation (S88 StUCHONS FOr FOIM 28 L ves No
2 Did the organization have an interest in a foreign trust during the tax year? if "Yes, " the organization

may be required to file Form 3520, Annual Return to Report Transactions with Foreign Trusts and

Receipt of Certain Foreign Gifts, and/or Form 3520-A, Annual Information Return of Foreign Trust With

8 U.S, Owner (sae Inslruclions for FOMMS 3520 @0 8520-A) |..,__..............oosreveroresessesensessoenescsenssessnsen [T ves No
3 Did the organization have an ownership interest in a foreign corporation during the tax year? If "Yes,"

the organization may be required fo file Form 5471, Information Return of U.S. Persons With Respect To

Certain Foreign Corporations. {see Instructions for Form 5471} |:| Yes m No
4 Was the organization a direct or indirect shareholder of a passive foreign investment company or a

qualified electing fund during the tax year? If "Yes, " the organization may be required to file Form 8621,

Inforrmation Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing Fund.

(586 INSIUCH OIS FOr O B2 [ ] Yes No
5 Did the organization have an ownership interest in a forsign partnership during the tax year? If "Yes,"

the organization may be required to file Form 8865, Refurn of UL8. Persons With Respect To Certain

Foreign Partnerships. (see Instructions for Form BB68) |:| Yes m No
6 Did the organization have any operations in or related to any boycotting countries during the tax year? if

"Yes," the organization may be required to file Form 5713, International Boycoft Report. (see Instructions

for Form 5713) L Ives No

Schedule F (Form 990) 2012

232074
12-10-32



Schedule F (Form 990y 2012~ HYDROCEPHALIS ASSOCTATION 94-3000301 pages
Part V. | Supplemental Information
Complete this part to provide the information required by Part I, line 2 {monitoring of funds); Part |, line 3, column {f) (accounting method;
amounts of investmenis vs. expenditures per region); Part 11, line 1 {acceunting methody; Part [l (accounting method); and Part i, column
{c) (estimated number of recipients), as applicable. Also complete this part to provide any additional information.

SCHEDULE F, PART I, LINE 2: GRANTEES PROVIDE PROGRESS REPORTS AND THESE

ARE MONITORED AGAINST APPROVED RESEARCH OBJECTIVES. THESE ARE THEN

REVIEWED BY SENTIOR HA STAFF AND MEMBERS OF THE RESEARCH COMMITTEE.

PART IT, COLUMN (D):

REGION: NORTH AMERICA

(D} PURPOSE OF GRANT: FOR THE ESTABLISHED INVESTIGATOR GRANT TO INCREASE

KNOWLEDGE ON CEREBAL SPINAL FLUID REGULATION

232076 12-90-12 Schedule F {(Form 990) 2012




OMB No. 1545-0047

2012

SCHEDULE G
(Form 990 or 990-EZ)

Supplemental information Regarding
Fundraising or Gaming Activities

Complete if the organization answered "Yes" to Form 990, Part iV, lines 17, 18, or 19,
or if the erganization entered more than $15,000 on Form 890-EZ, line 6a.
p» Attach to Form 920 or Form 890-EZ. I See separate instructions.

To b||c

sinspectio

Department of the Treasury
{nternal Revenue Service

Employer i;ent.i%ication n.inrn.b.er -
HYDROCEPHALIS ASSOCIATION 94-3000301

Fundraising Activities. Gomplete if the organization answered "Yes" to Farm 980, Part IV, fine 17. Form 990-EZ filers are not
required to complete this part.

MName of the organization

1 Indicate whether the crganization raised funds through any of the following activities. Check all that apply.
Mail solicitations e [X ] Salicitation of non-government grants
Internet and email solicitations f |:| Solicitation of government grants
Phone solicitations g Spectal fundraising events
d In-person solicitations
2 a Did the organization have a written or oral agreement with any individual {including officers, directors, trustees or
key employees listad in Form 990, Part Vi) or entity in connection with professicnal fundraising services?
b If "Yes," list the ten highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least $5,000 by the organization.

o oo

DND

Yes

i} Did {v} Amount paid . N
(i) Name and address of individual . - 1£n raiser | (iv) Gross receipts | to {or retainelzi by) {vi} Amount paid
of entity (fundralser) (i} Activity ool | from activity fundraiser to {or retained by)
OF COMirol Qi i il
contributions? listed in cal. (i) organization
CATHERIN M, CONNOLLY - 3239 Yes | No
PORT PACIFIC LANE, ELK GROVE, [FUNDRAISING X 132,987, 31,200, 101,787,
Total b e | - 132,987, 31,200, 101,787,
3 List all states in which the organization is registered or licensed to solicit contributions or has been notified it is exempt from registration
or licensing.

CA,FL,NC, S8C

LHA Paperwork Reduction Act Natice, see the Instructions for Form 990 or 990-EZ.

232081 SEE PART IV FOR CONTINUATIONS
0107-13 )

Schedule G (Form 990 or 990-EZ) 2012



Schedule G (Form 990 or 990-E7) 2012 HYDROCEPHALIS ASSCCIATION

$4-3000301 page2

|Part lI|

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 Bb. List events with gross receipts greater than $5,000.

{a} Event #1 (b} Event #2 {c} Other events {d) Total events
WALK-A-THON WALK-A-THON (add col. {a} through
{LI) {CHICAGO) 31 C(’)E )
o {event type) (event type) {total number) '
§ 1 Grossreceipts 77:000- 68,3000 909.6120 1:054:912-
2 Less:Contributions 77,000, 68,300. 909,612.} 1,054,912,
3 Grossincome {line 1 minusline2) ...
4 Cashprizes | ...
5 Noncashptizes 5,210- 3,8000 48,6500 57;660-
@
é 6 HRentfacilitycosts 1,750. 5,500. 18,290 25,540.
it
B 7 Foodandbeverages ... .. ... 650. 570, 12,480. 13,700.
5
8 Entertainment .. 450. 1,180. 13,740 15,370.
9 Other direct expenses 3,900. 4,370, 18,363, 26,633.
10 Direct expense summary. Add lines 4 through & in ColUMN () e, P 138,903 3
Nat income summary. Combine line 3, column{dh, and line 10, | -138 I 903.

[ E lll ; Giaming. Complete if the crganization answered "Yes" to Form 990, Part IV, line 19, or reported more than

$15,000 on Form 990-EZ, line Ga.

. {b) Pull tabs/instant . {d} Total gaming {add

[1H]
3 {a) Bingo bingo/progressive bingo | (CHOthergaming {a) through col. {c})
g
Q
o

1 GFOSSTBVENUE .. ..oiieieiiiseeiereeeeerenns.
w| 2 Cashprizes
s
@
&1 38 Noncashprizes ...
it
B
£ 4 Rentffacilitycosts ...
N

5 Otherdirectexpenses .............................

L vYes o ||| Yes = % [ ivYes %

6 Volunteerlabor . D No |:| No D No

7 Direct expense summary. Add lines 2 through & In colUmMN (Y B | { )

8 Net gaming income summary. Combine fine 1, columnd, and BN 7 .. oioiiiiiiiiiiiiiciiiicci »

9 Enter the state(s) in which the organization operates gaming activities:

a Is the organization licensed to operate gaming activities in each of these states? e, L Jves [_Ino
b If "No," explain:
10a Were any of the organization’s gaming licenses revoked, suspended or terminated during the tax year? L 1ves [ _INo

b If "Yes," explain:

232082 01

-07-13

Schedule G (Form 980 or 930-EZ} 2012



Schedule G (Form 990 or 990-E7) 2012 HYDROCEPHALIS ASSQCIATION 94-3000301 pages

11 Does the organization operate gaming activities With NONMEIIE S T |_| Yes ] No
12 s the organization a grantor, beneficiary or trustee of a trust or a membher of a partnership or other entity formed
0 AAMINISter CHAMADIE GAMINGT ... ..o ooseeseo e ee oot [Jyes [lno

13 Indicate the percentage of gaming activity operated in:
a The organization’s facility

............................................................................................................................................. 13a %
b AR outside TACIHIY e by e ser s 13b %
14 Enter the name and address of the person who prepares the organization’s gaming/special events books and records:
Name p
Address P
15a Does the arganization have a contract with a third party from whom the organization receives gaming revenue? I:l Yes I:l No

b If "Yes," enter the amount of gaming revenue received by the orgardzation p $
of gaming revenue retained by the third party p» $
c If "Yes," enter name and address of the third party:

and the amount

Name P

Address P

16 Gaming manager information:

Name p

Gaming manager compensation p $

Description of services provided P

[:l Director/officer [:l Employee I:l Independent contractor

17 Mandatory distributions:

a s the organization required under state law to make charitable distributions from the gaming proceeds to
retain the state gatning license? D Yes |:| No

b Enter the amount of distributions required under state law to be distributed to other exempt organizations or spent in the
organization's own exempt activities during the tax year p $

|Pﬂ'ft:IV.| Supplemental Information. Compiste this part te provide the explanations required by Part |, line 2b, columns (i} and (v}, and Part Hl,

fines 9, 9b, 10b, 15b, 15¢, 16, and 17b, as applicable. Also complete this part to provide any additional information {see Instructions}.

SCHEDULE G, PART I, LINE 2B, LIST OF TEN HIGHEST PAID FUNDRAISERS:

{I) NAME OF FUNDRAISER: CATHERIN M. CONNOLLY

{(I) ADDRESS OF FUNDRAISER: 3239 PORT PACIFIC LANE, ELK GROVE, CA 95758

232083 01-07-13 Schedule G (Form 990 or 990-EZ) 2012



{z102) {066 W4} | /INpayos

gL-8L-¢l
LOLSES

SNCOILAIUDSHO (H) NWOTCD ¥04d AI I¥Vd HHS
066 WIS 0] suonongsul ay) 2as ‘9aljoN 1oy uoljonpay yomdaded o4  vHT

*7 -«

B]qe} L oUl| a1 Ul po1s)| sUCHBZIUBDIO 18U10 JO Jaginu (8303 Jayug ¢
3|qe] | Uy 8yl U] pais) suojieziuelio wswuleaob pue (){0)10g Uonoas Jo Jequinu 2101 81UT

TIOMILEN HOUVESHY TVOINITY ‘0 ‘F65°TT (£)(D)T0S €EE€9E5¥0~L8 ETTFE I0 'ALID TMYT 47YS
SATYHAZOOEIAR IYO07] HATEA IHDEJIYD OIUYH 00T
HHI IV JELONANOD BOYHESHY GELNED TYOTIER 5 HIHATIHD AYYHINd
SOATYHIEDOWTAH dNONd OJ
AHMOMIEN HOMVESTY TYDINITYH ‘o TLSE FE (e) (D108 8FPLPISO-T6 GFTRE ¥4  IILILVES
SOTYHITOOQEIAH JTHI ELIM 0TS SW 0T00§ X0€ "0°4d
MM0OM I¥LIESOH S, NIEdTIH] TYLIJSOR S, NHYTITIHD FTLLYES
HTLLYES FHL IH0dd0S O
. Leuo souEsISsE
esreldde ‘And
SDUE]SISSE 10 SoUBSISSE YSBo-uou 00G) UOREN[EA yseo-uou jueiB yseo a|qeoydde 4 swuaach Jo
Jueib jo asoding {Y) 1o ucnduossq (B) 10 PO &) 4O Junowny (a) Jo unolly (p) Uuonoas OY| {9) N3 {aq) uoneziuebio jo ssalppe pue swep (e) |

‘papaau S| o0BdS [RUOIIPPE J] peresydnp eq Ued [| Med "000°SS UBLL 8loL Dealesal ey jusrdioaa
ALE 10) ‘L2 BUl| ‘Al HEd “066 WO 0] S84, Palamsue Logeziuebic syl Ji 919jdWon "s93els PajIUN 843 Ul SUCEZIUBBIQ PUB SIUSWLISACE) O} SIUBISISSY JOLRQ PUE SIUEID)

I Hed:

oz_H_

"SSIELG PeYLN O3 Ul Spury JUBIB JO &sn oLy BUNOHUOLL 10} Sednpecold S,UOLEZIUEBIO aU Al YBd Ul 8qudseq ¢

£8IUE]SISSE 10 sjueib eUj PIEME O} pesn Bl
UON59[as au] pUB *anuersIsse 4o sjueib auy Jor Aupgibie ,sea1ueIb ey ‘sous)sissE 40 S1LEID SUL JO JUNOWE 8L 8]BRURISgNS O] SpJodal LBluew Uuoieziuebio sy ssog L

SOUBISISSY PUE SIUBLD UO UONEWLION [BI2USD

1ed: |

TOE000E-F6

Jaquinu uonesyiuapl Jefojdwg

NOILVIDOBSY SITIVHIATOOUYAAH

uopeziuebio ay} jo swey

uoloadsy:
allgng oy usdg

¢L0¢

L00-a¢5L "ON BNO

"066 W04 01 UOBHY -«

-ZZ 10 L 8ul| ‘Al HEd ‘066 WIo4 01 .53, Palamsue ucijeziueblo ay} Jl @32pdwon

S3)E3G Pajiu(] 2U} Ul S[ENPIAIPU] PUE ‘SJUSLUULIBACE)
‘sucnBZUEBIQ 01 99URLSISSY JaUlQ PUB S1UBID

MBS SNLBASYH [BUISLU]
Ainsea.! ey 4o juswipredag

{066 Wio4)
13INAaHOS



(zZ102) (066 Waod) | 2INpayss

cL-8L-2L 20l2ee

*ILIS MUOMIEN HOUVASHY IVOINITO SNTVHAHOOWdAH TVYOOT HHL LY JHLOAINOD

HOVEASHAd SNTVHAEOOHAAH (NAJ OL HONVLSISSY ¥0 INV¥D A0 H504d¥nNd (H)

YIINTD IYOIQHEN S, NIYATIHD A¥VHI¥Nd LNIANTHIAOD ¥0 NOILVZINVDYO A0 HWVN

P(H) NWOQTOD ‘T ENIT 'IT I¥Y¥d

*HHLLIFHHOD HOWUVHESHY HHL 40 SYdIWHM ANV J4AYLS HOINWAS

A9 EMIIATY NAHL HIV HSHHL °*SHAILDHLEO HOUVASHY N0 LSNIVOY TIEOLINOH

qUV ASHHL ANV SLIOdEY SSEYO0¥d HAIAOYd SHALNVYED :Z ENIT ‘I Ld¥d ‘I dTAGIHDS

“UGIIELLUG;UI [eLIOIPRE J8UI0 A2 PUB 1(q) ULIT[0D || HEd ‘& aull ‘| HEd Ul pednbal Lonetiopn] aut apiacid o1 Led siuyi 2381dwos “uoneuiio] [ejuaus|ddng _ AHEd _

0 *000° T A SATHSEVIOHDS
{tay10 ‘[esieidde ‘AL Hj00d) | 9OUBISISSE USED uelb yseo susidioal
20UR]ISISSE YsEO-UoU Jo uonduasag (1) uogeniea Jo podiay (@) -Uou Jo junouly {p) 10 JUnowy (2) 10 Jaquinp {q) asuelsIsse 10 wweib jo adA) {e)

-popaal s| 208ds [BUOIUPPRE 4 Pa1E0l|dnp 8g LEo |]] Led
*2Z aUll ‘Al LBd ‘086 WO O} ,S3A, paiamsuE uojeziuebio ayy 3| 919(dulog) salels PaHUN 2y} Ul S|ENPIAIPY]| 0] 30UR]SISSY JOUl0 PUe suely [|[11ed:

g 3bed TOE000E-F6 NOILYIDOSSY SITYHAIDOUAAH (210¢; (086 Wiod) 1 8npalds



SCHEDULE J Compensation Information

or certain Officers, Directors, Trustees, Key Employees, and Highes
Form 990) F tain Offi Directors, Trustees, Key Empl d Highest
Compensated Employees
$ Complete if the organization answered "Yes" to Form 990,

OMB No, 1545-0047

2012

Deparlment of the Treasury Part IV’ line 23. : Orl’ento PUbhc : :

Internal Revenue Service P Attach to Form 990. P See separate instructions. - Inspection. - -

Mame of the organization Employer identification number
__ HYDROCEPHALIS ASSOCIATION 94-3000301

{Part] | Questions Regarding Compensation

1a Check the approptiate 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 il to provide any relevant information regarding these items.

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

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

b if any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment or
reimbursement or provision of all of the expenses desctibed above? If "No," complete Part 11l to explain

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

3 Indicate which, if any, of the following the filing organization used to establish the compensation of the organization’s
CEQ/Executive Director. Check ali that apply. Do not check any boxes for methods used by a related organization to
ostablish compensation of the CEQ/Executive Director, but explain in Part lll.

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

4 During the year, did any person listed in Form 990, Part Vil, Section A, line 1a, with respect to the filing
organization or a related organization:
a Receive a severance payment or change-of-control payment?

If "Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part 111,
Only section 501(c){3) and 501(c){4) organizations must complete lines 5-9.

5 For persons listed in Form 990, Part Vi, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the revenues of:

Yes | No

Ba

B The organizatlonT | et e e b s sttt
b Anyrelated Organization? et ettt et s b ea s e ns et e s s e s s e s e e 5b
If "Yes" to line Ha or 5h, describe in Part il
6 For persons listed in Form 990, Part VI, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the net earnings of:
8 The OrGANIZANONT || . oottt et e et e e tes e e e e eeestee e ee e e te e e s ees e et es st e temssnseemess e ssm e e rasmeans s emeennsaenenrananeron 6a
b Any related organization? 6b
If "Yas" to line 6a or 6b, describe in Part ifl. '
7 For persons listed in Form 990, Part Vil, Section A, line 1a, did the organization provide any non-fixed payments
not described in lines 5 and 67 If "Yes," describe In Part il || e 7 X
8 Were any amounts reported in Form 990, Part Vii, paid or accrued pursuant to a contract that was subject to the
initial contract exception described in Regulations section 53.4958-4(a)(3)7 If "Yes," describein Part W . . ... 8 X
9 If “Yes" to line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations section 534958-6(C)? ... i 9
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 990} 2012

232111
12-10-12
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SCHEDULEL Transactions With Interested Persons OMB No. 1545-0047
(Form 990 or 990-EZ) P Complete if the organization answered 20 12
"Yes" on Form 990, Part IV, line 25a, 25h, 26, 27, 28a, 28b, or 28c,
Departmant of the Treasury or Form 990-EZ, Part V, line 38a or 40b. Op To Publit
infernal Revenus Servica P Attach to Form 990 or Form 990-EZ. = See separate instructions.
Name of the organization Employer identification number
HYDROCEPHALIS ASSOCIATION $4-3000301

l Partl ] Excess Benefit Transactions (section 501(c)(3) and section 501(c){4) organizations only).
Complete if the crganization answered "Yes" on Form 880, Part IV, line 25a or 25h, or Form 990-EZ, Part V, line 40b.
{b) Relationship between disqualified {d} Correctad?

(a) Name of disqualified person

¢} Description of transaction
person and organization (c) P Yes No

2 Enter the amount of tax incurred by the organization managers or disqualified persons during the year under
section 4958 |

| Part 1] | Loans to and/or From Interested Persons.

Complete if the organization answered "Yes" on Form 990-EZ, Part V, line 38a or Form 980, Part 1V, line 28; or if the organization
reported an amount on Form 990, Part X, line 5, 6, or 22.

{a) Name of o} Fle\l;zittl'?nshlp (c} Purpose (d}fr‘(;‘r’na;‘hte""' {e) Original {f) Balance due (g}In 'ﬁf,ﬁgg{g‘fr {i) Written

interested person organization of loan organization? ptincipal amount default? | oommites? agreement?

To |From Yes | No [Yes | No | Yes | No
........................................................................................................................ > §

Grants or Assistance Benefiting Interested Persons.
Complete if the crganization answered "Yes" on Form 990, Part IV, line 27.

{a) Name of Interested person {b) Relationship between {c} Amount of (d) Type of (e} Purpose of
interested person and assistance assistance assistance
the organization

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ, Schedule L (Form 290 or 290-EZ) 2012

232131
12-03-12



Schedule L {Form 990 or 990- 2012 HYDROCEPHALTS ASSOCIATION
V:! Business Transactions Involving Interested Persons.

Complete if the organization answered "Yes" on Form 990, Part IV, line 28a, 28b, or 28c.

94-3000301 page2

(a) Name of interested person (b} Relationship between interested (c} Amount of {d) Description of g?) snaring ‘?f
L \ : ganization’s
person and the organization transaction transaction revenues?
Yeas No
RAS MANAGEMENT OWNED BY RICK SMITH 51,015 ,MANAGEMENT X

Complete this part to provide additional information for responses to questions on Schedute L {see instructions).

SCH L, PART IV, BUSINESS TRANSACTIONS INVOLVING INTERESTED PERSONS:

(A) NAME OF PERSON: RAS MANAGEMENT

(B} RELATIONSHIP BETWEEN INTERESTED PERSON AND ORGANTZATION:

OWNED BY RICK SMITH, THE SECRETARY OF THE BOARD

(D) DESCRIPTION OF TRANSACTION: MANAGEMENT SERVICES

Schedule L (Form 990 or 890-EZ) 2012
i



SCHEDULE M
{Form 990)

Noncash Contributions

» Complete if the organizations answered "Yes" on Form
900, Part IV, lines 29 or 30.

Depariment of tha Treasury

Internal

Revenue Servica

P Attach to Form 990,

OMB No. 1545-0047

2012

~ OpentoPublic
. Inspection

Name of the organization

Employer identification number

HYDROCEPHALTS ASSOCIATION $4-3000301
iPart1l | Types of Property
(a} (b) (c) (d)
Check if Number of Noncash contribution Methaod of determining
applicable | contributions or |  amounts reported on noncash contribution amounts
items contributed| Form 990, Part Vil tine 1g
1 Ant-Worksofart . .
2 Art-Historical treasuwres
3 Art-Fractionalinterests ...
4 Books and publications
& Clothing and household goods
6 Carsandothervehicles
7 Boatsandplenes . ..
8 Intellectual property
9 Securities- Publicly traded X 5 134,878, MARKET QUOTATION
10 Securities - Closely held stock
11 Securities - Partnership, LLC, or
trustinterests .
12 Securities - Miscellaneous
13 Qualified conservation contribution -
Historic structures . ... .
14 Qualified conservation contribution - Gther
15 Real estate - Residentiat
16 Realestate- Commercial ... ..
17 Realestate-GCther .
18 Collectibles | ... ...,
19 Foodinventory ...
20 Drugs and medical supplies
21 Taxidermy .
22 Historical artifacts ...
23 Scientific specimens
24  Archeological artifacts
25 Other P ( VARIOUS ITEMS) X 2 1,001. [COST
26 Other P )
27 Other P { }
28 Other P ¢ )
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
3d0a During the year, did the organization receive by contribution any property reported in Part |, fines 1-28 that it must hold for i -
at least three yeats from the date of the initial contribution, and which is not required to be used for exempt purposes for POEEE ISR e
the entire NOIING PEMOG? . ...ttt e e 30a X
b If "Yes," desciibe the arrangement in Part i, Ep B
31 Does the organization have a gift acceptance policy that requires the review of any non-standard contributions?
32a Does the organization hire or use third partios or related organizations to solicit, process, or sell noncash
COMMDIULIONS? oo 32a | X
b If *Yes," describe in Part IL.
33 Ifthe organization did not report an ameunt in column (c) for a type of property for which column (a} is checked,
describe in Part 11 L R
LHA  For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule M (Form 990} {2012)
232141

12-20-12



OMB No. 1645-0047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ
{Form 980 or 890-EZ) 0 1

Complete to provide information for responses to specific questions on
Form 990 or 890-EZ or to praovide any additional information.

D f the Tr
Intornel Resonton Earvion B> Attach to Form 990 or 990-EZ.

Name of the organization

HYDROCEPHALIS ASSOCIATION 94-3000301

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

INNOVATIVE RESEARCH AND PROVIDING SUPPORT AND EDUCATION FOR

INDIVIDUALS, FAMILTES AND PROFESSTIONALS.

FORM 990, PART ITT, LINE 2, NEW PROGRAM SERVICES:

RESEARCH CONFERENCE

THE "OPPORTUNITIES FOR HYDROCEPHALUS RESEARCH CONFERENCE" HELD IN

SEATTLE, WASHINGTON ON JULY 9TH-11TH WAS ATTENDED BY 120 NEUROSURGEONS,

SCIENTISTS/RESEARCHERS, NEUROLOGISTS, BIOMECHANTICAL ENGINEERS,

NEUROPSYCHOLOGISTS, AND PATIENT ADVOCATES. THIS CONFERENCE WAS

GROUND-BREAKING TN THAT IT BROUGHT TOGETHER, FOR THE FIRST TIME,

RESERACHERS AND QTHER INNOVATORS FROM A VARIETY QF BACKGROQUNDS TO

ADDDRESS THE STATE OF RESEARCH ON HYDROCEPHALUS AND TO IDENTIFY WHERE

THE MOST PROMISING RESERACH STILL NEEDS TO BE CONDUCTED. A FINAL REPORT

FROM THE CONFERENCE IS SCHEDULED FOR PUBLICATION IN AN UPCOMING ISSUE

OF THE JOURNAL OF NERUOSURGERY - PEDIATRICS. IN ADDITION TO DRIVING AN

AGENDA FOR FUTURE RESEARCH, THE CONFERENCE PROMOTED COLLABORATTON AMONG

RESERACHERS AND ENCOURAGED RESEARCHERS TO FOCUS ON THE NEED FOR MORE

STUDY OF HYDROCEPHALUS.

FORM 990, PART III, LINE 4A, PROGRAM SERVICE ACCOMPLISHMENTS:

COMPLEMENT OF PRINT AND DIGITAL EDUCATIONAL AND RESQURCE MATERIALS FOR

PATIENTS, FAMILIES, AND MEDICAL PRACTITIONERS.

HA'S TEENS TAKE CHARGE (TTC) PROGRAM WAS FULLY OPERATIONALIZED TO

MOTIVATE AND EMPOWER YQUNG PEQPLE AFFECTED BY HYDROCEPHALUS TO

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O {Form 980 or 990-E2) (2012)

232211
01-04-33




Schedule O (Form 990 or 990-EZ) (2012) Page 2
Name of the organization Employer identification number

HYDROCEPHALIS ASSOCIATION 94-3000301

ADVOCATE, RAISE AWARENESS, AND ENCOURAGE PEERS. 1IN 2012, TTC CONNECTED

MORE THAN 800 TEENS THROUGH SQCIAL MEDIZA, AND AWARDED FIVE SCHOLARSHIPS

TQ DESERVING TEENS AND YQOUNG ADULTS AFFECTED BY HYDROCEPHALUS. HA ALSO

MOBILIZED 10,000 INDIVIDUALS TO PARTICIPATE IN AWARENESS-BUILDING WALKS

IN 32 CITIES ARQUND THE COUNTRY.

FORM 990, PART III, LINE 4B, PROGRAM SERVICE ACCOMPLISHMENTS :

NEEDS NOW AND INTQ THE FUTURE.

FORM 990, PART III, LINE 4C, PROGRAM SERVICE ACCOMPLISHMENTS:

THE ASSOCIATION ALSO RAN A TRAIL-BLAZING RESEARCH CONFERENCE THAT FOR

THE FIRST TIME BROUGHT TOGETHER RESEARCHERS, SCIENTISTS AND INNOVATORS

FROM A WIDE VARIETY QF DISCIPLINES TO SHARE THE WORK THEY ARE DOING IN

THE FIELD OF HYDROCEPHALUS RESEARCH AND TO IDENTIFY WHERE THE BEST

OPPORTUNITIES EXIST FOR BREAKTHROUGHS WITH FUTURE STUDY.

THE ASSOCIATION ANNOUNCED A UNIQUE PARTNERSHIP WITH THE RUDI SCHULTE

RESEARCH INSTITUTE (RSRI) THAT RESULTED IN A NEW ROUND OF GRANT MONIES

BEING MADE AVAILABLE FOR HYDROCEPHALUS RESEARCH.

HA STGNED A MEMORANDUM OF UNDERSTANDING (MOU) WITH THE HYDROCEPHALUS

CLINICAL RESEARCH NETWORK (HCRN), COMMITTING THE ASSOCIATION'S

RESOURCES TO FINANCTALLY SUPPORTING THE RESEARCH WORK BEING DONE AT

HCRN CENTERS, AND ANNOUNCING THAT A $500,000 DONATION HAD BEEN RECEIVED

TO HELP KICK-QFF THE PARTNERSHIP.

THE ASSOCTATION ALSO SPENT CONSIDERABLE TIME AND RESOURCES IN 2012 TO
i i Schedule O (Form 990 or 990-EZ) {2012)




Schedule O (Form 990 or 990-E7} {2012} Page 2
Name of the organization Employer identification number

HYDROCEPHALIS ASSOCIATION 34-3000301

ESTABLISHING AN ADULT HYDROCEPHALUS-FOCUSED NETWORK OF RESEARCHERS WHO,

FOLLOWING THE HCRN MODEL, WILL SHARE PATIENT DATA AND WILL COLLABORATE

ON STUDIES FOCUSED ON THE CLINICAL TREATMENT OF HYDROCEPHALUS IN

ADULTS, INCLUDING NORMAL PRESSURE HYDROCEPHALUS.

IN 2012, ASHLY WESTRICK, MPH, WAS HIRED TO SERVE AS HA'S RESEARCH

PROGRAMS MANAGER. SHE REGULARLY ATTENDED SCIENTIFIC MEETINGS WHERE

RESEARCHERS PARTICIPATED IN DISCUSSIONS ABOUT NEUROLOGICAL CONDITIONS

SUCH AS HYDROCEPHALUS, AND IS A FREQUENT CONTRIBUTOR TO HA'S

NEWSLETTERS AND BLOGS WITH INFORMATION ABOUT THE LATEST RESEARCH

FINDINGS.

FINALLY, HA BOARD MEMBERS PAUL GROSS AND JOHN KESTLE, MD, UNDERTOOK A

PUBLIC RESEARCH LANDSCAPE PROJECT TO IDENTIFY AND CALCULATE THE DOLLAR

VOLUME OF PUBLIC FUNDING BEING DEDICATED TO HYDROCEPHALUS RESEARCH. THE

RESULTS OF THIS PROJECT WERE COMPILED INTO A SPECIAL REPORT THAT WILL

BE PUBLISHED IN A PEER-REVIEWED JOURNAL IN THE NEAR FUTURE.

FORM 990, PART III, LINE 4D, OTHER PROGRAM SERVICES:

ADVOCACY

THE ASSOCIATION'S ADVOCACY WORK FOCUSED ON EFFORTS TO EDUCATE AND

BUILD AWARENESS AMONG PUBLIC POLICY MAKERS AT THE LOCAL, STATE AND

NATIONAL LEVELS. LOCALLY, THE HYDROCEPHALUS ASSOCIATION (HA) STRIVES TO

BUILD AWARENESS WITH ACTIVITIES SUCH AS OUR HYDROCEPHALUS WALKS, HELD

IN 32 CITIES ACROSS THE COUNTRY, WHICH MOBILIZED OVER 10,000

PARTICIPANTS IN 2012. HA ALSO SUPPORTED STATE-LEVEL EFFORTS TO

ESTABLISH HYDROCEPHALUS AWARENESS DAYS/MONTHS.
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AT THE FEDERAL LEVEL, THE ASSOCIATION FOCUSED ON EFFQRTS TO EDUCATE

PUBLIC POLICY MAXKERS ON THE CHALLENGES OF LIVING WITH HYDROCEPHALUS AND

THE NEED FOR EXPANDED RESEARCH. TO DO THIS, HA PRESENTED 3 PUBLIC

SERVICE AWARDS TO MEMBERS OF CONGRESS FOR THEIR SUPPORT OF THOSE

AFFLICTED BY HYDROCEPHALUS; CONDUCTED AN INTENSIVE TRAINING PROGRAM AND

ISSUES BRIEFING FOR THOSE INTERESTED IN PARTICIPATING IN GRASSROOTS

CAMPATGNS; HELD AN ADVOCACY DAY WHERE OVER 200 PATTIENTS AND THEIR

CAREGIVERS VISITED WITH LEGISLATORS AND THEIR STAFFS TO SHARE THEIR

UNIQUE PERSPECTIVES ABOUT THE ROLE OF PUBLIC FUNDING FOR RESEARCH. HA

ALSO PLAYS AN ACTIVE ROLE IN A SERIES OF PATIENT ADVOCACY COALITIONS TO

FIND COMMONLY-SUPPORTABLE SOLUTIONS TO PUBLIC POLICY QUESTIONS

AFFECTING PATTIENTS AND THEIR FAMILIES. AS A RESULT OF THE ASSOCIATION'S

WORK IN 2012, THE NIH HAS AGREED TO INCLUDE HYDROCEPHALUS AS A NEW

RESEARCH CATEGORY IN ITS RESEARCH, CONDITION, AND DISEASE

CATEGORIZATION REPORTS, RESULTING IN A NEW LEVEL OF TRANSPARENCY ARQUND

THE AMOUNT OF FEDERAL DOLLARS SPENT ON HYDROCEPHALUS RESEARCH STARTING

IN 2013.

EXPENSES § 104,959, INCLUDING GRANTS OF § 5,325. REVENUE § 779.

RESEARCH CONFERENCE

THE "OPPORTUNITIES FOR HYDROCEPHALUS RESEARCH CONFERENCE" HELD IN

SEATTLE, WASHINGTON ON JULY 9TH-11TH WAS ATTENDED BY 120 NEUROSURGEONS,

SCIENTISTS/RESEARCHERS, NEUROLOGISTS, BIOMECHANICAIL ENGINEERS,

NEUROPSYCHOLOGISTS, AND PATIENT ADVOCATES. THIS CONFERENCE WAS

GROUND-BREAKING IN THAT IT BROUGHT TOGETHER, FOR THE FIRST TIME,

RESERACHERS AND OTHER INNOVATORS FROM A VARIETY OF BACKGROUNDS TO

ADDDRESS THE STATE QF RESEARCH ON HYDROCEPHALUS AND TO IDENTIFY WHERE

THE MOST PROMISING RESERACH STILL NEEDS TQ BE CONDUCTED. A FINAL REPORT
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FROM THE CONFERENCE IS SCHEDULED FOR PUBLICATION IN AN UPCOMING ISSUE

OF THE JOURNAL OF NERUOSURGERY - PEDIATRICS. IN ADDITION TO DRIVING AN

AGENDA FOR FUTURE RESEARCH, THE CONFERENCE PROMOTED COLLABORATION AMONG

RESERACHERS AND ENCOURAGED RESEARCHERS TO FOCUS ON THE NEED FOR MORE

STUDY QF HYDROCEPHALUS.

EXPENSES & 104,299. INCLUDING GRANTS OF $ 0. REVENUE §$ 17,536.

FORM 990, PART VI, SECTION A, LINE 1: ACCORDING TO OUR BYLAWS, THE

EXECUTIVE COMMITTEE, UNLESS LIMITED IN A RESOLUTION OF THE BAORD, SHALL

HAVE AND MAY EXERCISE ALL OF THE AUTHORITY OF THE BOARD IN THE MANAGEMENT

OF THE BUSINESS AND AFFAIRS OF THE CORPORATION BETWEEN MEETINGS OF THE

BAORD. THE EXECUTIVE COMMITTEE IS COMPOSED OF 1) PAUL GROSS, CHAIRMAN; 2)

RAY MOSER, SENIOR VICE CHAIRMAN; 3) BARRETT O'CONNOR, CHAIRWOMAN; 4) RICK

SMITH, SECRETARY; 5) CRAIG BROWN, TREASURER. EVERY EXECUTIVE COMMITTEE IS

ON THE GOVERNING BOARD.

FORM 990, PART VI, SECTION A, LINE 3: RICK SMITH OWNS RAS MANAGEMENT

SERVICES, WHICH WAS CONTRACTED BY THE HYDROCEPHALUS ASSOCIATION TO PROVIDE

INTERIM CEQ SERVICES. FROM JANUARY 2011-JANUARY 2012, RICK SMITH SERVED AS

INTERIM CEO.

FORM 85350, PART VI, SECTION A, LINE 4: ADDED CEQ AS EX-OFFICIO, NON-VOTING

MEMBER OF THE BOARD OF DIRECTORS.

ADDED CEQ AS EX-OFFICIO, NON-VOTING MEMBER OF THE CORPORATION AND AS AN

EX-OFFICIO, NON-VOTING MEMBER OF THE EXECUTIVE COMMITTEE.

FORM 980, PART VI, SECTION A, LINE 5: AN EMPLOYEE USED COMPANY CREDIT AND

DEBIT CARDS AND FUNDS FROM THE ASSOCIATION'S OPERATING ACCOUNT TO PAY FOR
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APPROXIMATELY $30,000 OF IMPROPER AND NON-AUTHORIZED PERSONAI, EXPENDITURES.

THE ASSOCIATION HAS DOCUMENTED THE LOSS AND ENCAGED LEGAL: COUNSEL ON A PRO

BONO BASIS TO FILE A COMPLAINT AND SECURE JUDGEMENT AGAINST SAID EMPLOYEE

(NOW FORMER EMPLOYEE) WITH THE SUPERIOR COURT OF THE STATE OF CALIFORNIA.

FORM 990, PART VI, SECTION B, LINE 11: ALL BOARD MEMBERS WILL RECEIVE A

COPY OF THE TAX RETURN AFTER ITS FILING.

FORM 990, PART VI, SECTION B, LINE 12C: EACH YEAR BOARD MEMBERS GETS A

COPY OF THE CONFLICT OF INTEREST POLICY AND A DISCLOSURE FORM WHICH IS

FILLED OUT TIF ANY POSSIBLE CONFLICTS MAY EXIST.

FORM 990, PART VI, SECTION B, LINE 15A: THE PROCESS FOR DETERMINING THE

CHIEF EXECUTIVE OFFICER'S (WHO IS ALSO IN CHARGE OF FINANCIAI, MANAGEMENT OF

THE ORGANIZATION) SALARY INCLUDES THE FOLLOWING STEPS:

1)BOARD CHAIRMAN AND CHIEF EXECUTIVE OFFICER EACH COLLECT COMPARABLE SALARY

INFORMATION (E.G., SALARY STUDIES)

2)THE INFORMATION IS FORWARDED TO THE TREASURER WHO DOCUMENTS FINDINGS FROM

DATA COLLECTED

3)TREASURER MAKES A RECOMMENDATION TO THE FULL BOARD

4)THE BAORD VOTES ON THE PROPOSED SALARY

OTHER SALARTES OF SENIOR MANAGERS ARE BENCHMARKED USING CURRENT SALARY

SURVEY DATA; OUR GOAL IS TO PROVIDE THE MEDIAN SALARY PROVIDED BY SIMILAR

ORGANIZATIONS.

FORM 990, PART VI, SECTION C, LINE 19: THE ORGANIZATION'S GOVERNING

DOCUMENTS, CONFLICT OF INTEREST POLICY, AND FINANCIAL STATEMENTS ARE

AVATLABLE TO THE PUBLIC AT THE ORAGANTZATION'S OFFICE UPON REQUEST.
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