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Tateing Steps te Imprrove Life
Tampa, FL

On September 6th, Paula

Keyser hosted the 4th
Annual Tampa Bay
Hydrocephalus WALK
and Family Fun Day in
Largo Central Park.
Paula also founded and
runs a hydrocephalus
support group, which
was the first support group to become an affiliate of the HA.
Paula’s dedication to this cause derives from her son, Jeremy,
who was born 7 years ago with hydrocephalus.

Words from event chair Paula Keyser:

Thank you to everyone who came out and attended our 4th Annual
Tampa Bay Walk. We had more than 100 participants in the sweltering
Florida sun! Special thanks to some community sponsors—East Lake
Electric, Shout Out, and Codman—who provided some great music, sig-
nage and a balloon arch to celebrate. Also, special thanks to Joe Pavliga
from Integra for purchasing and coming to help Al and his team cook out!
We raised more than $13,000, largely due to our fundraising teams.
Once again in first place was “Ronnie Bell.” Runner-up was Nicole’s
Team, and Burton’s Bunch was in
third place. Congratulations to our
awesome community and to every-
one who participated including three
of our dedicated neurosurgeons:
Dr. Tuite, Dr. Marlin and
Dr. Gaskill. You guys are awesome;
thank you for coming out!
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CLeveranp, OH

On September 20t Monica
Ferrante, Hilary Rossen, and
Stephen Dombrowski host-
ed the 6®h Annual Cleveland
Hydrocephalus WALK and
Family Fun Day in Mayfield
Heights Park. The WALK
was attended by more 175
people and raised about
$13,000. Monica Ferrante is presently the acting director of the
Northeast Ohio Hydrocephalus Support Group, which was
founded by Hilary Rossen, LISW and Stephen Dombrowski,
Ph.D., Director of Clinical and Experimental Research in
Neurosurgery at the Cleveland Clinic in 2003 and became the
HA’s second affiliate in 2007. Monica’s efforts with this cause
are inspired by her 10-year-old son, Vincent, who was born with
hydrocephalus.

Words from the event chairs:

It was a beautiful sunny day in Mayfield Heights, Ohio, a suburb of
Cleveland. There was a slight chill in the air as we set up around 7:00
a.m., but by 9:00 a.m. it was in the mid-to-high 60s and there wasbare-
ly a cloud in the sky. Our DJs from Sound Masters were ready to rock.
Moondog, the Cleveland Cavaliers mascot, paid us a visit in the morning
and was there to lead off our walk. After the walk, the Cleveland Clinic
helicopter landed on the ball field and all were allowed to get up close for
a look and chat with the pilots. St. Ignatius Circus Company came to do
some juggling and Regina High School Clown Ministry attended to face
paint. Flower Clown performed a magic show. Tom Tonozzi, a represen-
tative for Codman, was on hand to answer questions and show different
shunts. Between all the activities, the children played on the playground;
there was a raffle with great prizes and lunch was served. It was a very
busy day, and so wonderful to see people from near and far come togeth-
er as one for hydrocephalus.
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SALT LAKE City, UT

On September 20t Vicki Bell
and Kelly Varga hosted the 2nd
Annual Salc Lake City
Hydrocephalus WALK and
Family Fun Day, held at Sugar
House Park. Vicki’s husband,
Adam, has hydrocephalus, and
Kelly herself has hydrocephalus.
Vicki and Kelly did not know
each other before they started
chairing the WALK event. They
both contacted the HA interest-
ed in starting a WALK event in
Salt Lake City. They are fortu-
nate to have the support of
Primary Children’s support
group, but hope to create public awareness as well.

Words from the event chairs:

A great time was had by the more than 100 people who attended.
Although it was very cloudy and rain threatened, the Hydro-Gods were
on our side! The rain held off for our entire event! The day started off
with Dr. Marion “Jack” Walker, Chief Neurosurgeon of Primary Children’s
Hospital in Salt Lake City, receiving a declaration from Utah Governor
Jon Huntsman declaring the month of September Utah Hydrocephalus
Awareness Month!

On this day almost $10,000 was raised to benefit the Hydrocephalus
Association. The monies will be used for education, support and
advocacy. For the second year in a row
“Team Geis” raised the most money.
“Shunts ‘R’ Us,” the neurosurgeon
team from Primary Children’s Hospital
also raised a significant amount of
money.

This year there were a lot of new
families in attendance who are affect-
ed by hydrocephalus. This was a great
reminder of why these walk events are
so important. They are a great place
for people of all ages affected by this
debilitating
condition to get
together  for
fun, networking
and most of all
support; and
walk for a great
cause!
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CHicaGo, IL

On September 13th,
Sherry Reising and Stacy
Buckner hosted the 4th
Annual Chicago 2K
Hydrocephalus WALK
and Family Fun Day at
Lake Arlington Park.
Sherry, an adult with hy-
drocephalus, was in her
last trimester of pregnan-
cy and had a toddler in
tow at the time of the
WALK event! Sherry runs a hydrocephalus support group in
Mlinois, which recently became an affiliate of the HA. Stacy,
who has a son with hydrocephalus, has helped Sherry for the
past two years with the WALK event.

Words from event chair Stacy Buckner:

The WALK was really WET! It rained the day before, the day of, and
the day after! According to CBS news, Arlington Heights (the suburb
where the walk was held) got 10 inches of rain that day, the most ever
recorded in one day! Taking the weather into consideration, we had an
amazing turnout of almost 100 people. We are estimating that between
what was received at the WALK and what was donated online we will ei-
ther meet or come close to our $30,000 goal! We were so fortunate to
have members from our support group there early to set everything up in
the pouring rain. One of the families sponsored a magician, and he was
able to perform for everyone (after the actual walk) inside the boat
house. . . a perfect way to bring everyone together in a dry area!

We received a lot of calls in the morning with people stating their
basement was flooding or that streets were closed and they couldn’t get
to the park, so con-
sidering the circum-
stances the day went
really, really well
and it was a huge
success!!
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LONG IstAND, NY

On September 215, Doris
Kahler, Janine Melomo
and Mia Padron, hosted
the 3rd Annual Long
Island Hydrocephalus
WALK and Family Fun
Day at Belmont Lake
State Park. Mia Padron
stepped up to the posi-
tion of WALK co-chair
this year and will most
likely move into the lead chair position in 2009. Her inspira-
tion comes from her 6-year-old son, Tyler, who has hydro-
cephalus. Janine and Doris, who founded and chaired the event
for the past 3 years, have done so in the memory of Janine’s late
daughter Giavanna, who passed away March 5, 2004 due to
complications related to a shunt malfunction. Janine started
the Long Island WALK so others to would know, “Giavanna’s
death was unnecessary in that there were measures that could
have been taken to ensure her recovery that were overlooked.
The lesson to be learned is to be an advocate for your child, to
not take no for an answer, and to listen to your instinct if it is
telling you something is wrong, you need to help make it right
by insisting on the very best care possible.”

Janine and Doris will continue to be a large part of the Long
Island WALK event and are happy to see the success of what
they started in Giavanna memory continue and grow.

Words from event chair Doris Kahler:

WALK LINY was extremely successful; we had more than 300 atten-
dees and raised almost $30,000! WBLI, the NY Islanders, Ralph the
DJ, and Mary Lewis all donated their time to make our walk extra spe-
cial. With music playing, good food to eat, and perfect weather we could
not have asked for a nicer day. Sparky the NY Islanders mascot danced
with everyone and kicked off our 3rd annual WALK. There were crafts
for the children and a Chinese auction for everyone. We had about 80
baskets up for auction, which helped raise more than $3,000 towards
our total. Stony Brook University Food Services donated delicious sweets
for our bake sale. Several teams came with their own shirts to show their
support for our cause. Although this was our third WALK, there were
many newcom-
ers who were
delighted to
see such an ac-
tive support
group here on
Long Island.
Everyone is al-
ready eager for
our  fourth
WALK!
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Epison, NJ

On September 7th, Kim and Michael Illion’s hosted the 2nd
Annual Edison Hydrocephalus WALK and Family Fun Day at
Roosevelt Park. Kim and Michael’s inspiration in hosting this
event is there 3-year-old son Cole, who was born with hydro-
cephalus. Kim and Michael also started and run a hydrocephalus
support group in the Edison area, and they are very active with-
in advocacy efforts.

Words from event chairs Kim and Michael Illions:

With Hurricane Hanna out of the way, we were greeted by a sun-filled
blue sky and more than 250 friends and family. We were honored to be
Joined by NJ State Assemblyman Jay Webber, former Mayor of Bogota
Steve Lonegan, and former U.S. Congressional Candidate Kate Whitman,
daughter of our Honorary Chairperson Governor Christie Todd Whitman.
Thanks to the generosity of the many registrants and donors we have cur-
rently raised over $42,700 and donations continue to come in.

GraHAM, NC

On September 20th, April Brantley hosted the 274 Annual
Graham 2K Hydrocephalus WALK and Family Fun Day, at
Graham Middle School Athletic Complex. April committed
herself to this cause because of her 3-year-old son, Cohen, who
has hydrocephalus.

Words from event chair April Brantley:

We had about 160 participants, 40 volunteers, several of our local
sponsors present, 6 participants with hydrocephalus and we have raised
a little over $6,000 at this point. Festivities for the day: Inflatable’s for
kids, snow-cones, cotton candy, popcorn, face painting, door prizes, cake-
walk, Wii Raffle, and Troo the Traumaroo from UNC-Chapel Hill Trauma
Prevention. Great day!

St. Louis, MO

On September 20th, Stephanie Buffa hosted the 274 Annual St.
Louis Hydrocephalus WALK and Fun Family Day in Tilles Park.
Stephanie’s mother, Debbie, founded a support group in St.
Louis, which is now an affiliate of the HA. Both Stephanie and
her sister, Sara, have hydrocephalus. Stephanie works the night
shift, causing her to plan most of this event while the rest of
Missouri slept.

Words from event chair Stephanie Buffa:

The walk is over; it was great! We had more than 250 people there
and raised over $25,000! So exciting. Everything ran so smoothly and
was just perfect. | couldn’t have asked for more. Oh, and the rain held
out until after the walk! So exciting!
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OG Hars
O Hats is a volunteer-based, non-
profit organization that pro-
vides large baby hats for infants born with
hydrocephalus. OG Hats was created on
April 1,2008, but the journey began with
the birth of Owen Gilliam, who has hy-
drocephalus. Sara and Brett Gilliam, the
founders of OG Hats and Owen’s par-
ents, needed a hat for their son to main-
tain his body temperature but were un-
able to find one large enough to fit his
head. To date, OG Hats have donated
more than 400 hats to hospitals and
individuals across the United States.
For more information, please visit
www.oghats.com.

HAVING FUN WHILE RAISING
FunDs BEAD BY BEAD

olette Umar, a 14-year-old from Glen

Ridge, New Jersey, who is affected by
hydrocephalus, has come up with a cre-
ative and enjoyable way to raise funds for
the Hydrocephalus Association. She
makes beaded jewelry and sells it at her
school and donates 50% of the profits to
the Association. To view some of her
work, please visit www.groovycoco.com.
Thank you Colette for s %
your generosity and %t %

thoughtfulness! % J
o

TwiNs SiILVER DREAM
SupporTs HA

wins Silver Dream, a sponsor of the

2nd Annual Baltimore, MD Hydro-
cephalus WALK, offers handcrafted
sterling and gemstone jewelry.

During November 2008, when you
order from their Web site at
http://store.twinssilverdream.com, a
portion of the purchase price will be do-
nated to Hydrocephalus Association.
Thank you for your support!!
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RECOMMENDED READING

Negotiating the Special Education Maze,
4th ed.
By Winifred Anderson, Stephen Chitwood,
Deidre Hayden, and Cherie Takemoto

This book provides an overview of the
Individuals with Disabilities Act (IDEA) and
its principles, offers real-life examples with
various challenges and outcomes, and gives
step-by-step advice on what parents of stu-
dents with disabilities can do to get the
support and information they need. It in-
cludes different options for resolving dis-
putes. This new edition has expanded sec-

tions about required statewide assessments,
methods for solving disagreements between
families and schools, and clear descrip-
tions of due process hearings and other le-
gal recourses. Nancy Henderson of EP com-
ments, “The book leaves no stone unturned
when it comes to decoding issues that frus-
trate many parents of students with dis-
abilities. . .Teachers in both special and
regular education will also learn a great
deal from this guide.”
To order, go to
www.EPBookstore.com
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Kids Coner!

By Bonnie Hom, Outreach Assistant

Find the words from the list in the grid. Words may appear horizontally (left to right)
or vertically (top to bottom). Some letters are shared among words, so you will see
overlap. Challenge yourself and see how many words you can find!

A Day in the Park - Word Search

Baseball
Windy
Benches
Sand

Grass

Flowers
Paths

Frisbee
Sunshine

Fun

Trees
Park

Insects
Bicycle

Birds

Picnic
Dog

Dirt
Kite
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2009 MEMBERSHIP FORM [ ] RENEwAL [ ] New

Name: Telephone:

Address:

Email:

Name of person
with hydrocephalus: Birth date: Age at diagnosis:

His/her relationship to you: [Jself [child [parent [spouse [friend/other relative [N/A (professional member)

[l Count me in as a member for 2008. Enclosed is my unrestricted donation of:

(1$30 [J$50 [$100 [ Other$
How would you like to receive your quarterly newsletter?
Opt to receive your newsletter via email — this will allow the Association to put a portion of the $30,000 annual printing and postage costs

to other programs.

[] Please send my newsletter via email to:

[ 1 still prefer to receive a printed copy of the newsletter via the US mail.

Charge my: [ 1VISA [ MasterCard [ Discover Amount Charged $

cardNo.__ - - - Exp.Date___/___ VIN#____
Print Name

Signature

[ Please remove my name from your mailing list.
[ 11 cannot afford a donation at this time but | would like to be counted as a member.

Please check all that apply:
L] 1 am on SSI or Disability. [J My medical bills have exhausted my finances. ] My income is below $30,000 per year.

Please return this form with check, money order or completed credit card information to:
Hydrocephalus Association ® 870 Market Street ® Suite 705 ® San Francisco, CA 94102
Tel. 415-732-7040 m Toll Free 888-598-3789 m Fax 415-732-7044 m Email: info@hydroassoc.org




The Hydrocephalus Association is a national nonprofit organization provid-
ing support, education, resources and advocacy for families and profession-
als. The Newsletter is published quarterly. Dory Kranz is the editor. Articles
included in the Newsletter are for the reader’s information and do not sig-
nify endorsement by the Association. We welcome letters and articles from
our readers but reserve the right to edit any material submitted for publica-
tion. Information and articles from the Newsletter may be reprinted provid-
ed a full citation of source is given.

© 2008 Hydrocephalus Association

Executive DIRECTOR: Dory Kranz

DIRECTOR OF SuPPORT & EDUCATION: Pip Marks
NATIONAL ADVOCACY DIRECTOR: Marybeth Godlewski
FINANCE MANAGER: Angeline Ong

OuTReACH COORDINATOR: Karima Roumila
OUTREACH AND MEDIA LiAisoN: Thomas G. Smith
OUTREACH AsSISTANT: Bonnie Hom

MEDICAL ADVISORY BOARD

Rick Abbott, MD = Marvin Bergsneider, MD = James M. Drake, MD =
Michael Egnor, MD = Richard G. Ellenbogen, MD = Ann Marie Flannery, MD
» Bruce A. Kaufman, MD = John R. Kestle, MD » Mark Luciano, MD, PhD =
Joseph R. Madsen, MD = Anthony Marmorou, PhD = James P. (Pat)
McAllister I, PhD = J. Gordon McComb, MD s C. Scott McLanahan, MD =
David G. McLone, MD, PhD = Joseph H. Piatt Jr., MD = Harold L. Rekate, MD
= Mary Smellie-Decker, RN, MSW, PNP = Marion L. Walker, MD = Michael A.
Williams, MD = Jeffrey H. Wisoff, MD = Michael Edwards, MD, Emeritus

Hydrocephalus Association
serving individuals, families and professionals since 1983
870 Market Street #705 - San Francisco, California 94102
(415) 732-7040 Telephone - (415) 732-7044 Fax - Toll-Free (888) 598-3789
Website: www.hydroassoc.org - Email: info@HydroAssoc.org

HYDROCEPHALUS ASSOCIATION RESOURCES AND FACT SHEETS

The following resources are available free to our members:
About Hydrocephalus—A Book for Families (in English or Spanish)
About Normal Pressure Hydrocephalus (Adult-Onset)

Prenatal Hydrocephalus—A Book for Parents

Hydrocephalus Diagnosed in Young to Middle-Aged Adults

A Teacher’s Guide to Hydrocephalus

Health-Care Transition Guide for Teens and Young Adults

Directory of Pediatric Neurosurgeons

Directory of Neurosurgeons for Adults

Fact Sheets

Primary Care Needs of Children with Hydrocephalus

Learning Disabilities in Children with Hydrocephalus
Hospitalization Tips

Headaches and Hydrocephalus

Social Skills Development in Children with Hydrocephalus

Eye Problems Associated with Hydrocephalus

Survival Skills for the Family Unit

Durable Power of Attorney for Health Care Decisions

Endoscopic Third Ventriculostomy

Cerebrospinal Fluid Shunt Systems for Management of Hydrocephalus
Nonverbal Learning Disorder Syndrome

How to Be an Assertive Member of the Treatment Team

Second Opinions

College & Hydrocephalus

Understanding Your Child’s Education Needs/IEP Resource Packets

@Llydrocephalus
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San Francisco, CA 94102

Non-profit Organization
U.S. POSTAGE
PAID
San Francisco, California
PERMIT NO. 307






