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Letter from the Board Chair

We began 2009 with a change to our mission—to eliminate the chal-
lenges of hydrocephalus—and pursued its implied direction tirelessly
throughout the year. The board of directors and staff completed a five-
year strategic plan that calls for the Hydrocephalus Association to drive
the hydrocephalus research agenda. That agenda centers on a vision of
improved quality of life for those who live with hydrocephalus and on
eventually finding preventions and cures. Realizing our vision requires a
lot more research—more scientists, more clinicians and more funding.

Our plan called for us to begin funding research in 2009, and with your
help we launched our inaugural Research Initiative grants for five young
investigators. This half-million-dollar, two-year commitment represents a
significant change in the hydrocephalus research landscape. Encouraging
careers in and an influx of new talent into hydrocephalus research is a
key part of what we must do to drive the research agenda. But ultimately
we need to be in Washington, D.C. if we are going to directly influence
our government’s investment in hydrocephalus research. We plan to hire
a new CEO and build our presence in our nation’s capital. Direct funding
of research and advocacy will be critical success factors in accomplishing
our new mission.

As we approach the 25th anniversary of the Hydrocephalus Associa-
tion, we are amazed by the power of the relationships we have built with
our membership. With so many volunteers helping us raise money and
awareness, we are energized to fulfill our mission and make the neces-
sary moves to improve the lives of our loved ones with hydrocephalus.

Paul H. Gross
Chairman, Board of Directors



2009

RESEARCH INITIATIVE:
IMPROVING PATIENT
OUTCOMES AND MOVING
TO FIND A CURE

In 2009 the Hydrocephalus Association
delivered substantial results with the
launch of our new Research Initiative.
Fueled by the generosity of our donors,
the Association raised over $600,000, with
much of the funding coming from major
gifts, to support this new effort. After
major deliberation over possible research
program options, the Association’s board
of directors, with leadership from its Re-
search Committee, decided on a strategy
to address a critical long-term problem
that affects the entire research ecosystem:
the shortage of dedicated researchers
focused on hydrocephalus. In response,
the Hydrocephalus Association crafted and
launched a Mentored Young Investigator
Program. After receiving proposals from
scientists across the nation, a Scientific
and Medical Review Committee selected
five grantees:

Quantitative Measurement of
Ventricular Volume and Cortical

Atrophy to Improve Diagnosis of

Normal Pressure Hydrocephalus

Under the leadership of Dana W. Moore,
PhD, with mentorship from Norman R.
Relkin, MD, PhD at Weill Cornell Medical
College of Cornell University, this study will
evaluate whether obtaining new informa-
tion from MRI scans can improve the diag-
nosis of adult normal pressure hydroceph-
alus (NPH). Dr. Moore is an accomplished
postdoctoral fellow in neuropsychology
and a faculty position candidate. She will
apply her considerable clinical experience
with patients suffering from head trauma
and Alzheimer’s disease to neuroimaging
in hydrocephalus.

The Hydrocephalus Association
Makes A Long Term Commitment to
Research with Five Inaugral Grants

Lysophosphatidic Acid (LPA) Signaling in
Hydrocephalus

In this project, based at Scripps Research
Institute, investigator Yun C. Yung, with
mentorship from Jerold Chun, MD, PhD
will study the role of a small lipid (called
LPA) that has recently been identified as
a cause of fetal hydrocephalus in mice,
exploring whether there is a critical pe-
riod during brain development in which
intracranial bleeding is likely to lead to
hydrocephalus. Mr. Yung is a doctoral
student in molecular biology and brings a
varied research background in cancer and
neuroscience to his exploration of a cause
of fetal hydrocephalus.

Early Versus Late CSF Drainage Treatment
in Experimental Neonatal Hydrocephalus
At the University of Utah, Ramin Eskan-
dari, MD (investigator) and Pat McAllister,
PhD (mentor) will test their hypothesis
that delayed reservoir placement for
treatment of neonatal hydrocephalus

has consequences that can be measured
through MRI imaging, CSF evaluation,
neurological assessment and examination
of brain tissue. Dr. Eskandari is a fourth-
year resident physician in pediatric
neurosurgery. He brings basic research
experience in both neuroendocrinology
and hydrocephalus and a number of
publications to this project.

The Role of Angiogenesis

in Hydrocephalus

At Children’s Hospital Boston and Har-
vard Medical School, Joon W. Shim, PhD,
with mentor Joseph R. Madsen, MD, will
investigate the vascular biology of hydro-
cephalus, proposing that hydrocephalus
might be mitigated by a pharmacological
approach. Dr. Shim is a postdoctoral re-
search fellow in neurosurgery, and brings
biomedical engineering expertise to his

study of the tissue response of the brain
to hydrocephalus.

Effects of VEGF Agonist (rVEGF) and VEGF
Antagonist (Bevacizumab) Treatment

on Cerebrovascular Density and Perme-
ability, and Learning in a Kaolin Model of
Hydrocephalus

Lead Investigator, Dr. Abhishek Deshpande
and his mentor, Mark Luciano, MD, PhD at
the Cleveland Clinic will employ an estab-
lished animal model of hydrocephalus to
test whether treatment with pharmaco-
logical agents can affect the development
and progression of chronic adult hydro-
cephalus. Dr. Deshpande is a physician and
doctoral candidate in neurosurgery who
seeks to integrate clinical and laboratory
expertise in the research setting.

After receiving
proposals from
scientists across
the nation, a
Scientific and
Medical Review
Committee
selected five
grantees.



With committed volunteers
around the country, HA is
providing more support

and raising more awareness
and financial support than
ever before.

SUPPORTING PEOPLE & FAMILIES
In 2009 we made a major investment in our capacity to provide
support and education to families coping with hydrocephalus.
Starting with technology, the Association initiated a restructuring
of our website and committed to making our substantial informa-
tion resources on hydrocephalus (many of which were limited to
paper files) available on the site. While the results of this effort
won’t be available until the end of 2010, the goal is simple: to
increase access, and ease of access, to one of the best collections
of information on hydrocephalus. The website is already our larg-
est medium for support, having received over 121,000 visits from
88,000 visitors for 2009!

Over the last couple of years we have continued to produce
and update our educational publications, including the following:

e About Hydrocephalus—A Book for Families (in English and
Spanish)

e About Normal Pressure Hydrocephalus (Adult-Onset)

e Prenatal Hydrocephalus—A Book for Parents

e Hydrocephalus Diagnosed in Young to Middle-Aged Adults

e ATeacher’s Guide to Hydrocephalus

e Health-Care Transition Guide for Teens and Young Adults

e Directory of Pediatric Neurosurgeons

e Directory of Neurosurgeons for Adults

e Directory of Neurosurgeons who continue to treat Patients
after they Transition from Pediatrics to Adulthood

Together, these resources are part of an ever-growing support
system aimed at one of our most important goals: supporting and
educating individuals, families and professionals dealing with the
complex issues of hydrocephalus. In 2009 we made tremendous
progress in this critical arena.

The year 2009 also marked the 15th year we have awarded
scholarships to young people who have succeeded with their

education despite the challenges of hydrocephalus. These eight
scholarships are generously funded by the:

Anthony Abbene Scholarships

Justin Scot Alston Memorial Scholarship

Gerard Swartz Fudge Memorial Scholarships

Mario J. Tocco Hydrocephalus Foundation Scholarship

Morris L. and Rebecca Ziskind Memorial Scholarships

These awards support future leaders
in the hydrocephalus community.
Congratulations to our 2009 recipients:
Erin Rae Breedlove, Fayetteville, GA
Katelyn Dekoski, Bay City, Ml

Ryan James Derleth, Running Springs, CA
Lydia Gonzales, Las Vegas, NV

Margaret Hackett, Chicago, IL

Maria K. Nevarez, Pittsford, NY

Justin Mark Salisbury, Willington, CT
Faye Elizabeth Zimmerman, Slidell, LA

ADVOCACY: CREATING A VOICE

FOR HYDROCEPHALUS

Our advocacy work has several components—grassroots, state
and federal legislatures, and the National Institutes for Health
(NIH) and other funding agencies. While in 2008 we worked the
Hill, in 2009 we further developed our relationship with the NIH
and expanded our grassroots advocacy through our WALK pro-
gram. The work begun in years past was rewarded in June 2009
by the NIH’s announcement of the first dedicated hydrocephalus
program, focused on improving shunts. We finished the year with
a meeting of the 15 members of the trans-NIH working group on
hydrocephalus to continue to advance our research agenda.

We recrafted our expansion program, renaming it our Partners
Network, to more easily support local groups and expand WALKs
as critical steps for building our grassroots advocacy efforts. The
Partners Network engages both local advocates and local com-
munities in the larger effort to develop more effective therapies
and eventually find a cure. The network is comprised of local
support group leaders and WALK chairs, volunteer organizers
who lead local fund- and awareness-raising walks. Our signature
event, the Hydrocephalus Association WALK program, grew
steadily in 2009, with 24 walks across the United States. With
the leadership of these volunteers organizing support groups
and WALKs, HA is providing more local support, raising more
money and educating more people than ever before. In fact, two
of our former WALK chairs successfully got Congress to establish
September as National Hydrocephalus Awareness month—thank
you, Michael and Kim lllions!

Hydrocephalus Association 2009 WALKs

Alabama, Birmingham: Kimberly Ketler, Becca Cardin, Rhonda Fort
Arizona, Phoenix: Maggie Varland, Lara Andren, Jane Andren
California, Fresno: Cheryl Merrell, Kelly Fjelstrom

California, Oroville: Jodi Lawrence

California, San Francisco: Sarah Oxford, Pip Marks

Colorado, Denver: Phyllis Rogers

Florida, Boca Raton: Eileen Rodger, Vida Hamilton, Lisa Piazzese
Florida, Tampa Bay: Paula Keyser

lllinois, Chicago: Stacy Buckner, Sherry Reising



Massachusetts, Boston: Greg Tocco

Massachusetts, Cambridge: Jennifer Miles

Maryland, Baltimore: Karen Taylor, Terri Smith

Michigan, Detroit: Denise Bechard, Jennifer Bechard

Missouri, St. Louis: Abby Puckett, Maggie O’Shaughnessy,
Stephanie Buffa

North Carolina, Graham: April Brantley

New Jersey, Long Branch: June Moser

New Jersey, Washington Township: Lisa Healy

New Mexico, Albuquerque: Mark Medley, Kathy Carillo

New York, Albany: Andrea Barno

New York, Long Island: Mia Padron, Jackie Davidson

Ohio, Cleveland: Monica Ferrente

Pennsylvania, Philadelphia: Marybeth Godlewski, Erica Stivaletti

Texas, San Antonio/Austin: Sheri Burdine

Utah, Salt Lake City: Vicki Bell, Kelly Varga

To bolster our national effort, we have always been commit-
ted to developing and supporting local support groups. In 2009
we increased the number of active groups from 18 (in 16 states)
to 23 (in 19 states). Each group is organized and coordinated by
dedicated volunteers who provide indispensable leadership to
our local support efforts.

Hydrocephalus Association
Partner Support Groups
Albuquerque, NM: Marnie Wood
Atlanta, GA : Kymmi Wilson
Austin, TX: Meredith Weiss
Baltimore, MD: Carol Wamboldt
Boston, MA: Stacey Schamber
Bremerton, WA: Rebekah Uhtoff
Cedar Rapids, IA: Rachel Buresh
Chicago, IL: Sherry Reising
Cleveland, OH: Maria Revnyak
Denver, CO: Tammy Knight

Long Island, NY: Mia Pardon

MN: Michelle Traxler

MN: Jennifer Bulthuis
Morristown, NJ: Missy Shoemaker
Morristown, NJ: Susan Shoemaker
Nashville, TN: Angel Reeves

Novi, MI: Jennifer Bechard
Owasso, OK: Tina Daniels
Philadelphia, PA: Annie Markovits
Phoenix, AZ: Maggie Varland
Pittsburgh, PA: Nicky Snyder
Portland, OR: Therese Chen
Richmond/DC: Annie Mason

Salt Lake City, UT: Nicole Wolthius
Salt Lake City, UT: Helen Aoki

San Antonio, TX: Sheri Burdine
Seattle, WA: Leslie Kempthorne
St. Louis, MO: Debby Buffa

Tracy, CA: Kim Ruiz-Chavez
Tucson, AZ: Melissa French

The Partners Network is united via a new Partners website,
which allows local volunteer leaders to communicate, share
information and learn from each other at the click of a mouse.
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2009 Audited Financial Statements

Total Net Assets
Total Liabilities & Net Assets

1,379,123.79
1,710,703.59

Total Expenses

TOTAL STATEMENT OF ACTIVITIES
ASSETS SUPPORT AND REVENUE
Current Assets Individual Donations 261,245.37
Checking Account: Wells Fargo 3,117.40 Foundation/Corporate Giving 36,753.70
Checking Account-First Republic Bank 704,195.14 Workplace Giving 28,757.87
Money Market-First Republic Bank 252,130.03 In-Kind Contributions 50.00
Charles Schwab 401,837.18 Fundraising Event: Income 488,127.05
Investment: UBS 21,621.82 Fundraising Event: Expense (59,581.89)
Petty Cash 166.90 Sales: Resources 11,590.70
Accounts Receivable 192,697.22 Resources: Postage Paid 8.00
Grants Receivable 25,000.00 Sales: Other 3,064.50
Prepaid Expenses 9,479.49 Conference Fees 500.00
Commuter Checks 1,259.80 Interest Income 6,298.18
Inventory: Books, Bracelets 15,172.05 Net Gain (Loss) on Investments 1,654.98
Total Current Assets 1,626,677.03 Other Income 2,772.63
Net Assets Released from Restriction 796,579.35
Noncurrent Assets Total Support & Revenue 1,577,820.44
Accounts/Pledges Receivable - N/C 60,000.00
Furniture & Equipment 40,356.65 EXPENSES
Computer Software 10,585.55 Administration 183,371.61
Accumulated Depreciation (31,791.64) Fund Development 244,006.23
Deposits 4,876.00 Support, Education & Advocacy 455,289.16
Total Noncurrent Assets 84,026.56 Hydrocephalus Conference 43,153.60
Total Assets 1,710,703.59 Research 478,677.51

1,404,498.11

LIABILITIES
Current Liabilities Change in Net Assets 173,322.33
Accounts Payable 36,017.86 Net Assets: Beginning
Grants Payable 275,000.00 Net Assets 781,706.45
Lease Payable 5,055.89 Total Net Assets: Beginning 781,706.45
Accrued Expenses: Other 123.32 Net Assets: Ending 955,028.78
Accrued Vacation 7,396.39
Total Current Liabilities 323,593.46
Noncurrent Liabilities
Lease Payable: Long Term 7,986.34 Fundraising
Total Noncurrent Liabilities 7,986.34
Total Liabilities 331,579.80
NET ASSETS
Unrestricted 956,341.50
Temporarily Restricted 342,564.29 Administration
Permanently Restricted 80,218.00

Programs
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BP Foundation, Inc.

Branch Banking and Trust Company

Brand Aromatics, Inc.

Brantley Auto Sales

Bristol-Myers Squibb Giving Program

Brittingham’s Irish Pub and Restaurant

BSA Troop 225

C&N Heating & Air Conditioning, Inc.

CA Inc.

Cadence Design Systems, Inc

CAL Custom Tile

Cargill Incorporated

Celest M. Losito, Inc

Centre of Performing Arts

Combined Federal Campaign

Cheer! Michigan



Chevron Humankind Matching
Gift Program

Childers Print and Graphics, Inc.

Chubby’s

Clear View Sewer Inspections LLC

CN Employees & Pensioners Com Fund

Coblick LLC

Codman, A Johnson and Johnson

Company

Colonial Building Supply, LLC

Columbus Capital Partners, LLC

Comer’s Print Shop

Community Care Physicians, P.C.

Community Church

Cooper’s Heating & Air Conditioning
Contractors

Count Basie Theater

Crystal Medical Center Pharmacy

Daniel Buttafuoco & Assoc., PLLC

D’Arrigo Bros. Co. of New York, Inc.

DBA Knowledge Inc.

Del Monte Foods Matching
Gifts Program

Dermatopathology Institute of NJ

Deutsche Bank Americas Foundation

Dr. Roslyn Crisp and Associates

E. On U.S. Capital Corp.

EBay Foundation

Egyptian Stationers, Inc.

Electra Sun Tanning Salon, Inc.

Elevation Business Solutions

Evergreen Packaging, Inc.

F&R Painting

FactSet Research Systems, Inc

Fairmount Park Commission

Farm Bureau

First Commercial Bank

FM Global Foundation

FOE Auxiliary 2999

Food Lion, LLC

Forman, Rossabi, Black, P.A.

Foust and Holt Backhoe

Fox Chape Area Health Services

Franklin Coal Yard Inc.

Frank’s Beacon

G. Melomo, Inc.

GE Foundation

General Electric

George H. Sandy Foundation

GFDS Engineers

Give With Liberty Employee Donations

Goodman House Bed and Breakfast

GoodSearch

Greater Horizons

Gruene Harley Davidson

Hartco Sales Inc

Hauppauge H.S. Classroom
Activity Fund

Hecht-Levi Foundation

Helping Hands Elder Care

Herbert L. Jamison & Co., LLC

Hobbie Auto Center

Hughes Towing

Human Resource Staffing

land R Group at AT& T

IBM Employee Services Center

Image Care

Independent Order of Odd Fellows

North Point Lodge # 4

Instant Cash, LLC

Insurance Agency

Integra

J&M Auto Repair

Jackson’s Glass

Jean’s Alterations

Jem Consulting, LLC

Jewish Federation of Metropolitan
Chicago Legacies and Endowments

Jimmy'’s Cafe

Joel Popkin & Company, P.C.

John E. Green Company

Johnson and Johnson Matching
Gift Program

JPMorgan Chase Foundation

JR Healthy Inspirations Inc.

Kaiser Permanente Community
Giving Campaign

Kamen Wiping Materials Company

Kennedy University Hospital

Kohl’s

Larson Allen, LLP

Law Offices of Maynard and Cataldo

Law Offices of David Mendelson, P.C.

Legacy Investment Designs, Inc.

Les Schwab Tire Center

Liberty Mutual

LifeChek Drug

LINE-X, Inc.

Lloyd’s Auto Repair

Logoluso Farms

M. Fulton Painting

Maldjian and Fallon, LLC

Mann, Cowan and Potter P.C.

Martin and Bayley Inc.

MB Gaiti and Company

Teres McClen Foundation

Medtronic Foundation

Medtronic Neurologic Technologies

Mentor Graphics Foundation

Mericos Foundation

Merrill Lynch & Co. Foundation, Inc.

Messer Construction Co.

Method360, Inc.

Microsoft Giving Campaign

Millipore

MN'’s All Four Kids Inc.

Mobile 4 U

Moran Coal Company, Inc.

Moser IP Law Group

Murphy Burr Curry, Inc.

Murtha Construction Inc.

Navesink Foundation, The

NBOA of NY, Inc

Neighborhood Veterans

New England Pain Center and
the Hillcrest Operating Room

Nibbi Brothers Construction

Norwood Clinic, Neurosurgery

NPO Gateway

Nuclear Electric Insurance Limited

Oasis Online

Occidental Benefits

Olympus Corporation of the Americas

Oppenheimerfunds, Legacy Program

Oroville Safe, Lock and Door Co.

Parkridge Vision Specialists

Partners in Pediatrics

PASCO Foundation

Pathology Associates

Pearce, Bevill, Leesburg, Moore, P.C.

Pediatric CareNOW

Pfizer Foundation Matching Gift

Program

Phillip Mascia, DDS, PC

Planet Granite - San Francisco

Power and Communications

Practice Partners in Healthcare

Premo Industrial Contracting, LLC

Princeton Lawcast, Inc.

Ranch Dental Care

Rainman Irrigation, Inc.

Range Resources

Ranney School

Red Robin Gourmet Burgers

Red Robin International, Inc

Redd Orthodontics

Renaissance Plastic Surgery, Inc.

S&L Meat Sales Co.

SAC N PAC

Salem Encampment 13 Independent

Order of ODD Fellows

Sam’s Club

Saweikis Family Medicine

Schwab Charitable Fund

Seaboard Corporation

Simonetti & Domozych DDS

Smart&Final Charitable Foundation

Smith Construction/99

Sparrow Construction Company, Inc.

SSM Cardinal Glennon Childrens
Medical Center

St. Charles County Pediatrics

St. Joseph Health Center

St. Mary’s of Michigan

Stanley Security Solutions, Inc

Stephen B. Sines D.D.S.

Stires Stark Family Foundation

STKD, Inc.

Stokes Cook and Associates

Stonehurst Industries

Subway #29143

SunTrust Bank

Survtech Corp

TD Ameritrade Clearing

Telcom Pioneers

Tenet Healthcare (Brookwood Medical

Center)

The Ahn Family Foundation

The Bank of New York Mellon
Community Partnership

The Caring Foundation of Blue Cross
and Blue Shield of Alabama

The Clorox Co. Fdn. Employee
Giving Campaign

The Herman and Estelle Goodman
Foundation, Inc.

The Home Depot Political Action
Committeee

The Key Depot

The McGraw-Hill Companies, INC.

The Phillies

The Pittsburgh Foundation

The Redstone Group

The Sandra and Malcolm Berman

Brain and Spine Institute-
Lifebridge Health
The Siena School
Tirschwell and Loewy Inc.
TransCanada PipeLine U.S.A. Ltd
TV Winners, Inc.
Two River Community Bank
UBS
Unico Philadelphia Chapter
Unilever United States Foundation,
Inc.
United Business Media, LLC
United Way
Unser Racing Museum
Upper Potomac River Commission
USA Baseball
Vagabond Travel Agency
Valassis Giving Committee
VentureNet, LLC
Veterans of Lansingburgh Inc
Wachovia Foundation Matching
Gifts Program
Walsh Benefits
Warmerdam Packing, LLC
Washington Post Giving Station
Waynes Country Fresh Meats
The Williams Company
WolfBlock LLP
Woolston, Koerner and Co., LLC
YTB Travel Network
Zwahlen’s Ice Cream and
Chocolate Co.

Hydrocephalus
Coe—— =

Association

870 Market St, Suite 705
San Francisco, CA 94102

Toll-free: (888) 598-3789
E-mail: Info@HydroAssoc.org
Website: www.hydroassoc.org
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