EydrocephaLs

Spring 2008  ~  Vol. 26, No.2

(Zsthoways

I’'mM ILL, BUT WHO REALLY NEEDS TO KNOW? J

By Lisa Belkin, New York Times Reporter

This article originally appeared in the February 21, 2008 edition of The New
York Times. It is reprinted here with permission from the publisher. We would
also like to thank the National Health Council for introducing Richard Coben
and his powerful book to us at their recent annual meeting through a video

montage of “Today” show segments with the people whose stories are high-
lighted.

ne of the first decisions you make in the emotional hours

after a scary diagnosis is whether to tell others. Most of us

share the news with our loved ones, but what of the circles
beyond, particularly those at work? Your boss?

At first, Richard M. Cohen, whose multiple sclerosis was diag-
nosed at 25, did not tell. Mr. Cohen — whose latest book, “Strong
at the Broken Places,” recounts the stories of five patients with chron-
ic illnesses — was starting what would become a hard-charging ca-
reer as a television news producer when he learned of his condition.
He feared he would be considered unfit. He kept his secret for years
despite failing vision and shaky balance.

Marlene Kahan, in turn, disclosed her condition right away. Four
years ago, when she learned she had Parkinson’s disease, she had
been the executive director of the American Society of Magazine
Editors for more than a decade. With that longevity came security,
she hoped.

Ms. Kahan was also afraid that the mix of symptoms and side ef-
fects from the treatments would leave her at “less than 100 percent,”
she said, making it seem as if she was either slacking or even sicker
than she was. “I didn’t want people to wonder and jump to other
conclusions,” she said.

Gayle Backstrom, whose fibromyalgia, a chronic pain condition,
was diagnosed decades ago, understands both paths. Still she advis-
es to keep your condition to yourself for as long as possible, because
that is safer.

The Americans with Disabilities Act prohibits an employer from
dismissing or failing to hire a chronically-ill employee on the basis
of that disability “if they are able to do the job with reasonable ac-
commodation,” she said. But in many cases, “reasonable” and “able”
and even “job” all become open to interpretation, said Ms. Backstrom,
the author of “I’d Rather Be Working” (Amacom, 2002).

www.hydroassoc.com

An excellent resource for workers facing this choice, she said, is
the Job Accommodation Network, a service of the federal Department
of Labor. Most questions on its site, she said, come from workers,
not management, and “they are looking for suggestions on how to
adjust their work without bringing it to the attention of their boss-
es,” she said. They buy themselves custom footstools and wrist-rests,
and sneak off to restrooms to take medications. To hide their con-
dition on the worst days, they call in sick, giving a reason other than
their chronic illness.

Mr. Cohen did that for nearly 10 years. In “Blindsided: Lifting a
Life Above Illness,” he recalled an interview for a job as a producer
on the “CBS Evening News with Walter Cronkite.” He asked a friend,
Robert MacNeil, whether he should mention his multiple sclerosis.
Recalling Mr. MacNeil’s answer, he wrote: “Say nothing. Your silence
is an honorable dishonesty.”

Mr. Cohen got the job and was able to keep his secret with scrupu-
lous attention to logistics, quietly using public transportation to
conceal that he could not see well enough to drive. Years later, the
executive who first hired him agreed that he had been wise to stay
mum. “I am not proud to say this,” Mr. Cohen quoted the man as
saying, “but I don’t think I would have hired you if T had known.”

Celeste Lee also chose to keep the details of her life from her em-
ployers for years. An autoimmune disease she developed in high
school, 25 years ago, led to kidney failure. A transplant was initial-
ly successful, but eventually her body rejected the organ. That left
her dependent on regular dialysis.

At first, she managed it on her own with a saline bag and an IV
needle. She then worked as an administrator at a Boston law firm,
and because the process took 15 minutes behind her closed office
door, “it was something they didn’t really need to know,” she said
of her employers and co-workers.

The timing was sometimes tricky, but life went on. She got her
master’s degree, was promoted, married and had a son.

But after she moved to take a job at Duke University, the simpler
form of treatment began to prove insufficient. She had to switch to
hemodialysis, which required that she be hooked to a machine that
cleaned her blood for three hours, three days a week.

(continued on page 2)
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FrROM THE EXecuTIVE DIRECTOR
As I write this, the fruit trees are just be-

ginning to bloom in San Francisco. I
am reminded of how fleeting some of the
most beautiful things in life are. Perhaps this
fleeting quality is part of what makes them
so beautiful. Familiarity never has a chance
to breed contempt or indifference.

One thing to which we are never indiffer-
entis our donors! In this issue we recognize
each cherished individual donor who gives
so that our work can be fruitful. Every time
we receive a donation—large or small—it gives
me the same feeling as seeing a fruit tree in
bloom in the spring: Gratitude for the beau-
ty of the gift and hope for what is before us
in the next year. Whether you have given for
the first time or grace us with your dona-
tions year after year, we are full of gratitude.
We quite literally could not do our work
without your generosity. Please check out
the growing list of donors beginning on page
11. A list of those who were honored and
memorialized by these donations follows.

One of the many exciting ways that our
work is bearing fruit is through our
Expansion pilot program to align with and
develop local affiliates. I had the pleasure of

speaking to one of our Expansion Advisory
Groups, the Children’s Hydrocephalus
Support Group in Seattle, and was warmed
to my toes by the interest and enthusiasm
for our national advocacy work. Pip Marks
and MaryBeth Godlewski were equally de-
lighted with their experience visiting affili-
ates in northeast Ohio and Tampa Bay, FL
To read more about the progress of this pro-
gram that has the dual objectives of ampli-
fying a unified voice for hydrocephalus na-
tionally and providing quality support at
the local level, please see page 25.

A couple of articles address impacts of
chronic illness on meaningful work. On the
cover, New York Times reporter, Lisa Belkin,
reviews Richard Cohen’s powerful book
“Strong in the Broken Places”. And, on page
3, one of our members, Gianfranco Ciampi,
shares his personal experience of challenge
and hope in “Finding Myself with the Help
of Others”.

This issue debuts a new look and the name
“Pathways” for our newsletter. The look
builds on our swirly logo and compliments
the design of our Web site, which has been
so well received. The name “Pathways” has

I'M ILL, BUT WHO REeALLY NEEDS TO KNOW? (continued from page 1)

Shortly after, she was offered her “dream
job” as chief of staff to the chief executive of
the Duke University Health System. The
high-paced work would require 12- to 15-
hour days. For the first time, she wondered
whether her illness would hold her back.

She raised the issue in her interview. “At
first they were uncomfortable because they
thought that if they didn’t hire me I would
accuse them of discrimination,” she said.
“But I said: ‘No, we have to talk about this.
It needs to be on the table.” “

She got the job. Now she is on the dialy-
sis machine at the outpatient dialysis clinic
at Duke by 7 a.m. on Tuesdays, Thursdays
and Saturdays. On workdays she is at her
desk by 10 a.m., respectable by most stan-
dards, but hours later than her arrival on
nondialysis days. She also arrives feeling
“hung over” from the six-pound weight loss
post-treatment, she said, another reason why
she felt she had to be upfront. “On Tuesdays
and Thursdays, everyone knows that I can’t
always be accountable for my personality,”

she said.

Mr. Cohen eventually also revealed all
once he had proved himself. He then went
on to squint his way through the Solidarity
protests in Poland and the violence in Beirut,
once staring down Palestine Liberation
Organization guards because he could not
see the guns pointed at his head. Eventually
he left breaking news for the slower pace of
documentary television.

Now even writing books is increasingly
difficult because of his worsening condition.
He wrote most of “Strong at the Broken
Places” with his left hand, because his right
side doesn’t function well. The patients pro-
filed in his book live nationwide, so he spent
alot of time in airports. “Picture it,” he said.
“Iam legally blind, I have trouble with mo-
bility, I was constantly lost and under pres-
sure to get from point A to point B. More
than once I dropped everything I was carry-
ing, because I do that, and I had tears in my
eyes. I thought, T can’t do this.”

Yet he commutes daily to his office on the
Upper West Side from Westchester, where
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many meanings: Hydrocephalus affects the
cerebrospinal fluid pathways; the Association
aims to serve as an integrator of communi-
cation pathways among all stakeholders in
hydrocephalus; we support individuals to
navigate informed pathways in a challeng-
ing medical system; and the Association is
pioneering pathways for change at the na-
tional level. On this pathway that is living
with, investigating, treating and advocating
for people affected by hydrocephalus, we
walk together arm-in-arm. Together we will
meet whatever challenges await us.

We hope that as you see this newsletter
each quarter, you are reminded of all of the
ways that our pathways intersect and we cre-
ate new pathways on our journey together.
Please use this as your vehicle. Let us hear
from you with stories that will teach and in-
spire others. Either fax (415-732-7044) or
e-mail your ideas to info@hydroassoc.org
with “Pathways” in the subject line.

I hope your spring is full of all good things
and I'look forward to seeing many of you at
our conference in Park City, Utah in June.

All the best,

Dory

he lives with his wife, Meredith Vieira, a host
of “Today,” and their three children.

“Barbara Walters is always asking me,
‘Why do you do that?’ “he said of his wife’s
former colleague on “The View.” “Because I
can. You do it until you can’t do it anymore.”

That is Ms. Lee’s mantra, too. In recent
weeks her doctors have confirmed that she
faces a new challenge: nephrogenic systemic
fibrosing. It is essentially a thickening of the
tissue or subcutaneous skin that can affect
muscle and organ functions.

“At some point I have to consider whether
I will have to bow out of this position,” she
said. “But I want that to be my decision, and
I won’t make it until I have to.”

E-mail: Belkin@nytimes.com

From The New York Times, February 21
© 2008. The New York Times All rights re-
served. Used by permission and protected
by the Copyright Laws of the United States.
The printing, copying, redistribution, or re-
transmission of the Material without express
written permission is prohibited. =
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FINDING MYSELF WITH THE HELP OF OTHERS

By Gianfranco Ciampi

eing on the outside looking in is how I
have felt for most of my life. I was born
with hydrocephalus, and now, at age 32,1
am still struggling with some day-to-day ac-
tivities. It has always been difficult for me to
tackle everyday tasks that most people take
for granted. Things as simple as running as
well as other more complicated tasks—such
as finding meaningful employment—have
been ongoing challenges for me. But thank-
fully, I have found some help through gov-
ernment programs and services that all peo-
ple with disabilities should learn more about.
While in elementary school, I was classi-
fied as “disabled” and put into special edu-
cation classes. Because the hydrocephalus
affected my physical well-being, I was also
placed in special gym classes. I felt like I was
always on the sidelines, always missing out
on something. But through hard work, I was
mainstreamed into all major subjects by my
freshman year of high school.

AsIgotolder, I'started to have more com-
plications because of my hydrocephalus, and
they began to interfere with my daily activ-
ities. It took me twice as long as most peo-
ple to complete my college degree. I had to
stop for periodic shunt revisions, which took
me out of school for weeks at a time. Still, T
graduated with a bachelor’s degree in psy-
chology with a minor in education. I was on
the road to becoming a teacher...or so I
thought. When I entered the workforce, I
was only able to get a job as a teacher’s aide,
but it was a first step and a full-time posi-
tion, so I accepted it. Unfortunately, because
of continuous complications, I had to take
periodic leaves of absence, creating instabil-
ity for my students. After seven years of be-
ing a teacher’s aide, it was obvious that my
health condition was preventing me from
doing my job effectively and, more impor-
tantly, from moving on to becoming a
teacher. I left my position thinking I should
look at other options that might provide a
more flexible work schedule or other work-
place programs that would help improve my
success in my career field.

Even though I am still having a difficult
time finding the right career for me, I strong-
ly believe that working and being active will
keep me strong physically, mentally and emo-
tionally. It has not been an easy process, and

I have spent a lot of time searching for job
opportunities and submitting my resume
to various organizations. At some point, I
decided to stop looking for a career and to
focus on just getting a job. That is when I
came across some helpful resources online.

I began with DisabilityInfo.gov, an online
resource for disability-related information.
The site offers links to disability programs,
services, benefits and so much more. It’s a
great starting point. Now the site even of-
fers links to state and community resources,
which is how I found out about New York’s
Office of Vocational and Educational Services
for Individuals with Disabilities (VESID).
VESID provides vocational rehabilitation
and independent living services to people
with disabilities in New York. VESID as-
signed me to a social worker and connected
me with Careers, alocal service provider that
helps people with disabilities find jobs.
Careers then set me up with some job inter-
views, and I was able to find a full-time job
that I started right away.

I was also offered a chance to participate
in avideo for the U.S. Department of Labor
celebrating DisabilityInfo.gov’s fifth anniver-
sary. I attended the premier of the video in
Washington, D.C. and met Secretary of Labor
Elaine L. Chao. It was an exciting event, and
the best part was being able to meet so many
people who represent so many different or-
ganizations with programs across the coun-
try that help people with disabilities. There
are hundreds of programs out there to help
us succeed in employment and fully partic-
ipate in our communities. We just have to
take the time to uncover them.

Another way to find out what programs
are available to you is through your congres-
sional representative. These offices are a
wealth of knowledge on what programs and
services exist in your state. In contacting
your local congressional office, it’s also im-
portant that you take the time to educate
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your representative and his or her staff
about hydrocephalus. The Hydrocephalus
Association can help you with that. In May
2006, I participated in the Hydrocephalus
Association’s Advocacy Day in Washington,
D.C., which followed their annual confer-
ence. This was an enlightening experience.
As people with disabilities, we try to advance
ourselves and achieve independence and ex-
cellence; Advocacy Day was a day in which
we asked elected government representatives
to help us do just that. We had the chance
to visit Capitol Hill and talk directly with
our state representatives and their staff, and
we were given an opportunity to talk first-
hand with the people who influence legisla-
tion and public policy. Most importantly,
we were able to educate them about hydro-
cephalus and how it affects and impacts the
people in their districts. We were advocat-
ing not only for ourselves, but also repre-
senting the thousands of people with hydro-
cephalus and their families who could not
be there.

Even though my new job doesn’t take ad-
vantage of some of my best abilities, it does
help me with that first step of getting back
into the employment arena. Now I am go-
ing to work on taking the next step: to move
forward in a position that will help me de-
velop my abilities and pursue my career.

Having hydrocephalus has been difficult
for me. I have had to work harder than the
average person, and have always been self-
conscious about myself and doubtful of my
abilities. Because of these difficulties, I have
struggled mentally and emotionally, but I
am working hard to move forward and be-
come fully independent. Part of this process
has included reaching out for help. I encour-
age you to do the same. There are programs
out there to help. Take advantage of these
programs and services available to you. Let
hydrocephalus be part of your ability, not
your disability. =

Disabilitylnfo.gov

Department of Labor’s Office of Disability
Employment Policy Programs

One-Stop Career Center Service Locator

Job Accommodation Network

Web resources

http://www.disabilityinfo.gov
http://www.dol.gov/odep

http://www.servicelocator.org

http://www.jan.wvu.edu/
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CT Scans AND THE Risk OF RADIATION EXPOSURE

By Pip Marks, Director of Support and Education

ue to the growing use of computed to-

mography (CT) scans in recent years in
the United States, there is a rising concern
that these types of exams may cause a small
but significant risk of exposure to radiation.
The Hydrocephalus Association receives calls
from concerned members about the num-
ber of CT scans to which they or their chil-
dren are exposed. To help us address these
concerns, the VHL Family Alliance, an ad-
vocacy group for von Hippel-Lindau (a ge-
netic condition causing the abnormal growth
of blood vessels), has kindly given us per-
mission to reprint an article from their
February 2008 newsletter addressing this
concern. At the end of the article, two mem-
bers of our Medical Advisory Board, Dr.
Joseph Piatt and Dr. Michael Williams, have
given their expert opinions on the relevance
of this article to people with hydrocephalus.

CT AND RADIATION

In the November 29, 2007, issue of the New
England Journal of Medicine, Drs. Brenner and
Hall of the Center for Radiological Research,
Columbia University Medical Center, New
York, discuss the implications of the rising
use of Computed Tomography (CT) scan-
ning in the United States. “The widespread
use of CT represents probably the single
most important advance in diagnostic radi-
ology.” Nonetheless, CT does involve radia-
tion, so it should be used with caution.

They point in particular to the sharp rise
in the use of CT for diagnosing children, and
for full-body scanning of asymptomatic
adults. These two applications in particular
are causes for concern. Some doctors are sug-
gesting using full-body CT instead of an an-
nual office exam, which the authors feel, is
an unwarranted risk.

“The situation is even clearer for children,
who are at greater risk than adults from a
given dose of radiation, both because they
are inherently more radiosensitive and be-
cause they have more remaining years of life
during which a radiation-induced cancer
could develop.”

According to this article, for a 30-year-old
person, the lifetime risk of developing a can-
cer as a result of a single CT scan is estimat-
ed to be 0.02% (two hundredths of one per-

cent). Risks are higher for children, lower for
older people.

In 1996 it was estimated that approxi-
mately 0.4% (less than half of one percent)
of all cancers in the United States occurred
as aresult of CT use. With the increased use
of CT scanning we see today and factoring
in estimates of future use heavily influenced
by new programs to do full-body scans year-
ly, they estimate that in the future, as much
as 2% of all cancer in the U.S. may be attrib-
utable to CT.

The press, of course, has focused on this
2%, misquoting the article widely as having
declared that 2% of all cancers are now caused
by CT. That is NOT what this article is say-
ing. The authors are trying to limit the un-
necessary use of CT. At the same time, they
applaud the use of CT as a diagnostic tool
for good medical reasons, including the pre-
ventive scanning of individuals at risk, as
recommended in the VHLFA screening pro-
tocol.

The authors point out that many doctors
were unaware, or at least not thoughtful
about the fact that CT involves radiation ex-
posure. Problems also arise “when CT scans
are requested in the practice of defensive
medicine, or when a CT scan, justified in it-
self, is repeated as the patient passes through
the medical system, often simply because of
a lack of communication. Tellingly, a straw
poll of pediatric radiologists suggested that
perhaps one-third of CT studies could be re-
placed by alternative approaches or not per-
formed at all.”

“From an individual standpoint, when a
CT scan is justified by medical need, the as-
sociated risk is small relative to the diagnos-
tic information obtained. However, if it is
true that as many as one-third of all CT scans
are not justified by medical need, and it ap-
pears to be likely, perhaps 20 million adults
and, crucially, more than one million chil-
dren per year in the United States are being
irradiated unnecessarily.”

The bottom line is that the guidelines in
the VHL Handbook are still on target. For chil-
dren, we recommend screening methods that
avoid radiation. Once you have a diagnosed
problem that requires careful following, MRI
would generally be preferred unless CT is
deemed medically necessary.
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Dr. Cohan’s talk from the Boston meeting is
reported in the September newsletter. The
full DVD and handout are available at
heep://vhlimpactlearning.org We would
like to thank the Cancer Research
Fund/VHL Alliance, www.vhl.org for
their permission to reprint their

article. =

We solicited feedback from two members of
our Medical Advisory Board about the rele-
vance of this article to people with hydro-
cephalus. Dr. Michael Williams is a neurol-
ogist who focuses on treatment of adults
and Dr. Joseph Piatt a neurosurgeon who
focuses on children.

From Dr. Michael Williams, Medical di-
rector LifeBridge Health Brain and Spine
Institute, Baltimore, MD

“The use of CT and MRI scans is a necessary part
of caring for patients with hydrocephalus. While
MR scans offer the benefit of avoiding radiation,
not all patients can have MRI scans; some are claus-
trophobic, and some have pacemakers or other de-
vices that prevent them from being in the MRI, and
some will have adjustable shunts that will need to
be readjusted after exposure to the magnetic field
of the MRI. Additionally, MRI scans take longer to
perform than CT scans. If a patient has symptoms
or findings that might indicate a problem with the
hydrocephalus or the shunt, then | would advise
that the immediate benefits of a CT scan far out-
weigh the tiny long-term risk associated with the ra-
diation exposure.”

Dr. Joseph Piatt, Chief, Section of
Neurosurgery, St. Christopher’s Hospital for
Children, Philadelphia

“This article is addressed to a group of patients and
their families who have something in common in
with the readers of the Hydrocephalus Association
newsletter: a chronic neurological condition that
requires imaging surveillance and occasional un-
planned imaging for symptoms. So for readers of
the VHL newsletter, as for your readers, if the spe-
cialist recommends a CT scan, and if there is no
other practical way to get the same imaging infor-
mation, the immediate value of that information
in the present greatly outweighs the future risk of
radiation-induced cancer.”

(\N\—/_/‘\



SPRING 2008

REMEMBERING DR. JuDAH FOLKMAN

By Dory Kranz, Executive Director

he field of hydrocephalus research and

the world of medical research as a whole
lost a giant when Dr. Judah Folkman died
suddenly in late January. Best known for his
work revolutionizing cancer treatment by
preventing angiogenesis (blood-vessel pro-
liferation) to starve tumors, the director of
vascular biology at Children’s Hospital
Boston and professor of pediatric surgery at
Harvard Medical School died just as he was
beginning to turn his genius to a molecular
treatment for hydrocephalus.

Befitting his ever-active mind and lifestyle,
Folkman died of an apparent heart attack
in the Denver airport en route to a scientif-
ic conference at age 74. Despite his age, Dr.
Folkman remained active as a professor and
researcher. He took heed of his father’s ad-
vice to be a rabbi-like doctor and honed skills
as a world-class researcher and a compas-
sionate clinician.

As aresearcher, Folkman’s energy, creativ-
ity, and dedication led him to change the
way cancer is treated today. His hunch that
cancer tumors rely on the formation of new
blood vessels for nourishment and growth,
led to at least seven FDA-approved anticancer

drugs that weaken tumors by blocking their
blood supply.

Not only did Folkman’s work on angio-
genesis benefit cancer patients, but the same
principles are now leading to novel treat-
ments for reviving dying heart tissue, restor-
ing circulation to tissues crippled by dia-
betes, and improving vision in patients with
macular degeneration. His theories may yet
impact the treatment of other conditions,
including hydrocephalus.

After hearing about the dynamic inter-
play of blood flow and cerebrospinal fluid
in a Grand Rounds presentation by Dr.
Joseph Madsen (also of Children’s Hospital
Boston, and of the
Association Medical Advisory Board),

Hydrocephalus

Folkman asked a detailed question about
the molecular control of vascular permeabil-
ity in the brain. He postulated that some of
the same strategies that have been useful in
eye diseases, which involve treatment with
very-low-dose medicines that block forma-
tion of new blood vessels, might be appro-
priate for hydrocephalus in some cases. “It
was amazing,” Madsen recalls. “In two min-
utes he outlined two years’ work.”

The two discussed details in the foyer, and
within two weeks, the two began working

A LEGAcY OF SPREADING THE WORD ABOUT NPH

By Dory Kranz, Executive Director

well-loved member of our hydro-

cephalus community, Robert G. (Bob)
Fowler, died recently, and we have lost a gen-
erous peer counselor and a key spokesper-
son for better diagnosis and treatment.
Because he was almost like a missionary in
his zealous public speaking to raise aware-
ness for normal pressure hydrocephalus
(NPH), I often referred to him as “Reverend
Fowler.” I didn’t know until reading his obit-
uary that he was an ordained deacon and an
active and faithful member of the Baptist
church.

After ten years of misdiagnosis, which led
him to write his own obituary in despair,
Bob was finally diagnosed with and treated
for NPH in 2000 at the age of 70.
Hydrocephalus became his passion and he
grew into a spokesperson not only for NPH,
but also for Codman, the Johnson & Johnson

subsidiary that manufactured the shunt that
Bob said “gave him a new lease on life.” Bob’s
efforts led Johnson & Johnson to make a
commercial about NPH, starring him. The
commercial ran on national TV for more
than a year, helping people all over the coun-
try recognize the symptoms and seek diag-
nosis. Through collaboration between the
Hydrocephalus Association, Codman, and
Communication Partners (a public relations
firm in New York), Bob’s story was a corner-
stone of a national media campaign. Between
2004 and 2006, we were able to place over
25 stories about NPH in the national and
local press. Some highlights that featured
Bob include CBS News’ “60 Minutes,” The
American Society on Aging’s Aging Today,
CNN, and the “Today” show (twice).

In addition to doing as much as any one
person could to raise public awareness of
NPH, Bob was also a peer counselor for the
HA. In that role, he was always willing to
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together to test out a hypothesis. Early re-
sults looked promising, and when I had the
pleasure of interviewing Folkman at a
BrainChild Foundation collaborative re-
search meeting in Boston in February of
2007, the charming doctor was enthusias-
tic about the prospects of a molecular treat-
ment for hydrocephalus within his lifetime.

Scientists at the BrainChild meeting had
great interest in hearing Folkman speak
about the potential relevance of his life’s
work to hydrocephalus. His laboratory, in
collaboration with Dr. Madsen, has already
obtained exciting preliminary data showing
that vascular endothelial growth factor
(VEGF) is increased in the cerebrospinal flu-
id of adults with hydrocephalus. These new
findings suggest that the hydrocephalic brain
may try to recover lost or impaired blood
vessels by producing new ones. Inspired by
these promising new results, Dr. Madsen,
Dr.James P. (Pat) McAllister, and others, are
planning additional experiments in an ef-
fort to continue this exciting research in the
absence of the venerable Dr. Folkman.

For all those who stood to benefit from
his continued research, we are sad to have
lost this great mind and heart. Dr. Judah
Folkman will be greatly missed. =

reach out, share his personal perspective on
NPH, and listen to an individual struggling
to make sense of an unpronounceable diag-
nosis. His inspiring and hopeful story spread
hope and inspiration to others.

A graduate of the University of Oklahoma
School of Engineering, Bob spent virtually
his entire working career in the oil and gas
industry. Bob was an avid hunter and golfer
and a loving family man. He is survived by
his wife of 52 years, Bonita, his two children,
Becky and Bob, Jr., and many other relatives
including the light of his life, his grand-
daughter Emma Elizabeth.

We are grateful for the contribution Bob
made to raising awareness of NPH through
the media and reducing personal suffering
one conversation at a time. He will be dear-
ly and sorely missed by many in our com-
munity. -
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DEPRESSION IN ADOLESCENTS AND YOUNG ADULTS WITH HYDROCEPHALUS

By Bonnie Hom

This article is a synopsis of a paper I wrote for a
Masters in Public Health course in December 2007.
Irecognize that there are varying experiences and
different levels of depression. This paper does not
constitute medical advice, which should be sought
from qualified medical advisers.

I ndividuals with hydrocephalus are more
at risk for developing depression than the
general population. In one study of 1,459
individuals who had been treated for hydro-
cephalus, an astounding 71% of adults who
received a shunt before the age of 18 months
reported that they were or had been de-
pressed. Knowing the risk factors for depres-
sion can help decrease the likelihood of it
occurring. Use of the ecological model can
help identify risk factors and possible inter-
ventions.

THE EcoLoGicaL MODEL

The ecological model is a useful tool for de-
scribing the association between depression
and adolescents and young adults with hy-
drocephalus because it emphasizes the in-
teraction between various levels of a health
issue. A key concept of the ecological mod-
el is that multiple factors influence individ-
ual behavior and, reciprocally, individual be-
havior shapes the social environment. These
influencing factors may be intrapersonal, in-
terpersonal, community-based, institution-
al, and related to public policy.

INTRAPERSONAL FACTORS

CHRONIC ILLNESS

Chronic illness such as hydrocephalus is a
stressor of long duration. It can lead to de-
terioration of social support systems and a
lowered sense of perceived control. It can
also have a negative impact on social matu-
ration. Interference of personal development
includes lowered self-worth and feelings of
discouragement due to having a disease or
condition, demanding treatment, and al-
tered peer and group relationships.

ExTERNAL Locus oF CONTROL

Increased risk of depression is associated
with external locus of control, in which in-
dividuals believe that things are out of their
control such that their behavior is mainly
controlled by their environment or by chance

or luck. Chronically ill males are more de-
pressed than healthy males and have a more
external locus of control. Their coping styles
and available social support networks that
provide emotional support impact the out-
come of depression.

FEMALE GENDER

The authors of one study found that a sig-
nificantly greater proportion of females with
chronic conditions reported having emo-
tional problems, feeling in a bad mood, feel-
ing sad, believing nothing amused them, ex-
pressing depressive symptomatology (fre-
quent crying, sleeping problems, and lack
of appetite), and having personal problems
needing professional help as compared with
healthy peers. Having a chronic condition
such as hydrocephalus and being female in-
crease the likelihood of developing depres-

sion.

HEeADACHES

Headaches are associated with and can con-
tribute to the development of depression.
Headaches are approximately twice as com-
mon in depressed adolescents compared with
non-depressed adolescents. Obstruction of
the shunt in children, teens, and young
adults with hydrocephalus commonly pres-
ents itself with symptoms similar to mi-
graines (progressive lethargy, irritability,
headaches and vomiting); if left untreated,
children can progress into stupor and coma.
Such functionally impairing headaches and
migraines, may actually determine risk for
depression. Frequent, debilitating headaches,
invasive brain surgery and lengthy hospital
stays can be extremely stressful and lead to
impaired personal development and poor
self-perceived health, which may in turn lead
to depression for adolescents and young

adults with hydrocephalus.

INTERPERSONAL FACTORS
PARENTAL DEPENDENCE

To enter adulthood in a fully functional state,
the adolescent has to master certain tasks,
including the development of a positive self-
image, effective separation from parents and
achievement of a capability to function in-
dependently, and the development of a re-
alistic vocational goal. In one study of hy-
drocephalus patients, those who scored the
lowest in intelligence tests were the most

“babied” by parents’ overprotective attitudes.
Low intelligence is more easily understood
by the parents who overcompensate for this
handicap by overprotecting the child. These
children then remain dependent on their
parents, which incites greater overprotec-
tion. This codependency between children
with hydrocephalus who score the lowest on
the intelligence test and their parents may
lead to poor peer relationships for the chil-
dren because they opt to be with the parent
rather than with kids their own ages. This
codependency may lead to poor peer rela-
tionships for the children and may hinder
their psychosocial development.

POOR PEER RELATIONSHIPS

Adolescents and young adults with hydro-
cephalus tend to have a home-based lifestyle.
They have a firm attachment to their par-
ents and participate in few activities outside
of the home. They have difficulty in form-
ing friendships with peers and participating
in special hobbies, and many remain single.
Although many of these individuals do well
as long as they receive motivation from an
external source (such as family members or
school authorities), they are at risk for fail-
ing once they have to function on their own.

COMMUNITY FACTOR
STIGMATIZATION OF DISABILITY
Ignorance, fear and past exclusion from so-
ciety have led to negative images of people
with disabilities. Many adolescents seek ac-
ceptance and belonging in social settings,
but those with hydrocephalus may be per-
ceived to be undesirable, incompetent or
fragile and thus feel isolated and alienated.
Stigmatized difference has the potential for
marginalization, discrimination and preju-
dice, which largely affects identity develop-
ment in youths with hydrocephalus.
Disability stigmatization leads to poor self-
image, which may in turn develop into de-
pression.

INSTITUTIONAL FACTOR
UNEMPLOYMENT

Unemployment is not only a risk factor for
depression in itself, but it can lead to other
risk factors, such as poor self-image, poor
peer relationships, parental dependence and
further stigmatization of disability. One
study indicated that it is not justifiable to

@Llydrocephalus
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DEPRESSION IN ADOLESCENTS AND YOUNG ADULTS WITH HYDROCEPHALUS (continued)

make these assumptions about young adults
with hydrocephalus regarding employment:
1) Only individuals with academic qualifi-
cations can find work; 2) Those who are
working are employed in average jobs that
are not “sheltered work”; 3) Individuals in
sheltered employment are mentally limited
and this must be the reason for their inabil-
ity to work; 4) All young adults who are un-
employed have no academic or vocational
training. Interestingly, most of the unem-
ployed in the study seemed to have the ca-
pability to work but were perceived as in-
competent, perhaps due to disability stigma-
tization.

POLICY FACTOR

INDIVIDUALS WITH DISABILITIES
EpucaTioN Act

Factors such as poor success at school, and
lack of vocational education, are also signif-
icant predictors for depression. The
Individuals with Disabilities Education Act
(IDEA), enacted by Congress in 1975, is a
federal law that ensures free, appropriate
public education to eligible children and
youth with disabilities. However, according
to the latest regulations, hydrocephalus is
not considered a disability under IDEA. It
is vital for adolescents to receive proper serv-
ices under IDEA at the beginning of the ed-
ucational track so that they can develop the
necessary skills for academic success, broad-
en their career options and have the poten-
tial to lead full, productive lives. Parents who
feel their child with hydrocephalus would
benefit from IDEA services and accommo-
dations must make the case for some other
disability that is covered under this law.

PRIMARY PREVENTION
INTERVENTIONS

THE SociaL COGNITIVE/LEARNING
THEORY

The social cognitive theory at the interper-
sonal level offers important insight into how
behavior can be modified through health
promotion interventions. A self-manage-
ment program led by adults with hydro-
cephalus is designed to teach young adults
healthier lifestyle habits that would help
them manage chronic pain caused by
headaches. Topics include fatigue and sleep
management, use of medications, and deal-
ing with emotions of fear, anger and depres-

sion. Self-efficacy is promoted through self-
selected goals and observational learning is
achieved by group-problem solving and as-
sisting one another in reaching the goals.

DirrusiOoN OF INNOVATIONS THEORY

The diffusion of innovations theory address-
es how new ideas, products and social prac-
tices spread from one community to anoth-
er. This theory can be applied to the
hydrocephalus community by having neu-
rosurgeons screen for headaches among
youth with hydrocephalus. An emphasis
would be placed on research done on the as-
sociation between headaches and depression
as well as a list of questions to screen for
headaches. The relative advantage of screen-
ing for headaches is that studies have shown
that youth with headaches are more prone
to depression. This innovation would dif-
fuse from professionals (such as neurolo-
gists, pediatricians, and primary care physi-
cians) in medical institutions to profession-
als in educational institutions (such as school
nurses, counselors, and teachers).

L1BERATION EDUCATION

Paulo Freire, the father of liberation educa-
tion, emphasizes education as liberation—
social action to promote freedom within op-
pressive environments and gaining control
of one’s own life. Students with hydro-
cephalus, particularly those with learning
disabilities or nonverbal learning disorders,
need better accommodations under the
IDEA and Individualized Education Program
(IEP). By allowing students with hydro-
cephalus to be in classrooms where they have
control over the method of teaching and ed-
ucational needs and receive individual at-
tention via IDEA, they will be empowered
to learn and attain the skills needed to se-
cure a job and to be independent, which
makes them less at risk for depression.

CONCLUSION

For adolescents and young adults with hy-
drocephalus, risk factors for depression ad-
dressed in this article are interrelated and
indicate that interventions aimed at reduc-
ing the likelihood of depression for this pop-
ulation should target all levels of the ecolog-
ical model.

Hydrocephalus
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WHAT YOU CAN DO

Contact legislators to make amendments to
the Individuals with Disabilities Act (IDEA)
to include hydrocephalus. Contact Marybeth
Godlewski, National Advocacy Director, at
Marybeth@hydroassoc.org for more infor-
mation.

Be more assertive in getting and main-
taining an IEP. We have IEP fact sheets and
other educational resources that serve as
guidelines. Please send an e-mail to info@hy-
droassoc.org for a copy.

Make an appointment with a neuropsy-
chologist to get a baseline of neurological
findings. This baseline can help you under-
stand how hydrocephalus might affect you
cognitively and socially.

Consider consulting with a family coun-
selor if you suspect depression.

Visit Gabriel’s Life at www.gabrielslife.org,
a resource for networking and blogging in
the hydrocephalus community.

Connect with other teens and young
adults with hydrocephalus. Join us at our
upcoming conference on June 19-22, 2008
at Park City, Utah to meet them in person!
Conference registration is available online
at www.hydroassoc.org.

Contact me at bonnie@hydroassoc.org
if you have ideas or suggestions to add to
this piece and/or if you would like the full
version of this paper. =

HA Medical Advisory Board
Member Wins Matson Award

Congratulations to
Dr. Marion L. “Jack” Walker on
being selected to give the Matson
Lecture at the annual meeting of the
American Association of
Neurological Surgeons.

This prestigious award is named for
Dr. Donald Matson who was
instrumental in the founding of the
AANS and served as its President
from 1944-1946. In his lecture,
Dr. Walker shared history of the
AANS as a professional society and
the inspiration and challenges of
establishing a Pediatric Section of
the AANS and a board certified
neurosurgical sub-specialty.
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IDENTIFICATION: TO LABEL OR NOT TO LABEL

By Marissa Huth

Reprinted from Connecting, with permission
from Raising Special Kids.

any parents view the moment they

learn the name of their child’s disabil-
ity or special health condition as a life chang-
ing event.

Giving a name to a set of troubling symp-
toms, or having an explanation for puzzling
and unusual behavior can serve to define the
circumstances for family members, and pro-
vide a “thing” at which they can target their
feelings. Relief, guilt, fear, and anger are nor-
mal reactions. The expression of these feel-
ings are highly varied and grounded in the
unique perspectives and life experiences of
each person.

Some parents experience feelings of relief
and renewed determination.

Knowing what they are facing, and plan-
ning how to take the next steps provides a
goal and a focus for their efforts. If the par-
ents previously felt something was wrong,
and were seeking information, finding the
answer might provide reassurance and have
a stabilizing effect.

Other parents react with grief and fear
stemming from a profound sense of loss.
They may feel their vision for their child’s
or family’s future is suddenly taken away.
The experience can be a shock — “like the
rug was yanked from under my feet” or “our
world turned upside down” are oftenheard
descriptions. If there is any question about
a child’s diagnosis or evaluation results, seek-
ing a second opinion is prudent. Some par-
ents and professionals believe certain diag-
noses, such as Attention Deficit Disorder,
are used inappropriately in response to be-
havior management problems. Determining
whether a child has a disability due to a bi-
ological cause, or is reacting to not having
needs met in an appropriate environment
can be crucial Clinical Social Worker and
parent of a child with a disability. “Parents
need to trust their own judgment and their
gut. Utilizing what they know as a parent
and an expert on their child is an essential
part of the process of finding appropriate
treatment. It’s necessary to receive a compe-
tent diagnosis in order to determine prop-
er services.” Faced with new and possibly dis-

turbing information, some parents reject
what they perceive as a “label” for their child
and the frightening prospects they associ-
ate with it. “I’d love to chuck the stinkin’ la-
bels,” commented a mother in a blog for
families of children with autism. Adding to
parents’ confusion are anecdotes that
abound in the media, on Internet groups, or
shared by wordof- mouth about the wrong
diagnoses resulting in delayed or inappro-
priate services for children. “The reality is
that for your child to get the services he
or she needs, our health and education
systems require these labels in order to pro-
vide appropriate care,” Siegel continued.
“Sometimes the more diagnoses the child
has, the more services are available.”

DENIAL

Parents sometimes react to a label with de-
nial, explained Kristina Blackledge, M.S., a
family counselor. “Denial may be a useful
coping mechanism and has helped people
manage through that period of adjustment.
If denial persists too long, it could interfere
with accessing proper supports that can lead
to positive outcomes.” Stigma, defined as a
mark of shame or discredit, can influence a
parent’s feelings about the disability. Parents
may reject needed treatment and services for
the child based on their fears about the re-
actions of family members and the commu-
nity. These fears are not without some jus-
tification. Some parents of children with dis-
abilities have seen changes in their personal
relationships when a diagnosis is revealed.
Others find they need to insist on setting
high expectations for their children with ed-
ucators and other professionals following
the disclosure of a diagnosis.

GUILT

To some degree, many cultures view individ-
uals as a reflection of the family. If there is
a negative connotation associated with dis-
ability, parents may feel it is in some way
their fault. Is the child’s situation a result of
something the parent did or somehow de-
served? Kelly Morris MAPC, LAC specializes
in counseling for marriage and family issues
and has worked with many families of chil-
dren with disabilities. She noted “Parents
sometimes think ‘It’s as though I've been la-
beled — my family has been labeled. What

Hydrocephalus
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does this define me as?’ Some see their child’s
health needs as a reflection on them.”

FEAR

Unanswered questions may lead to increased
anxiety and fear of the unknown for parents
of a child with a new diagnosis. Parents face
the uncertainty of not knowing about pre-
scribed treatment or therapy, how treatment
will be paid for, and how their child will re-
spond. Questions about the child’s and fam-
ily’s future life are difficult. Morris explained,
“The number one issue I think families face
is a feeling of powerlessness. They want to
do something, but they don’t know what.
They may react by thinking ‘If T accept this
label, that makes it so.”

Many parents express concern that infor-
mation entered in their child’s health and
education records may affect future oppor-
tunities. Privacy laws, including The Family
Educational Rights and Privacy Act (FER-
PA), and HIPAA (Health Insurance
Portability and Accountability Act) provide
safeguards against releasing or sharing in-
formation contained in these records with-
out permission.

Sometimes parents feel they must treat
their child with a disability “just like every-
body else” to help them learn how to be suc-
cessful. It may help to consider that we treat
people differently — whether that is due to
differences in ability, personality, personal
preferences or just circumstances. Helping
a child learn to cope with a disability starts
with acceptance of the disability, and accept-
ance that disability is a normal part of the
human condition.

Siegel noted, “Sometimes parents need to
get the labels in order to fully advocate for
their children. It is important to remember
that a child isn’t just a diagnosis. Kids are
resilient and often exceed expectations. Never
settle or stop raising the bar for your child.”

-

Please see commentary by
Joyce Millard Hoie,
Executive Director of
Raising Special Kids,
on the next page.
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FURTHER ADVICE ON IDENTIFICATION
FROM THE DIRECTOR OF RAISING SPecIAL KiDs

“WHAT’S IN A NAME? THAT WHICH WE CALL A ROSE, BY ANY OTHER
NAME WOULD SMELL AS SWEET.”

hakespeare’s words ring true. A child by any other label, diagno-

sis, or identification is still a child. A formal medical diagnosis
carries with it a range of assumptions, fears, and expectations. While
a diagnosis has certain practical value in making available various
forms of treatment, medication, therapy and educational programs,
it specifically focuses on describing a problem. A formal diagnosis
has very limited value in raising a happy, healthy child who will de-
velop his own unique and special capabilities.

In the years since I experienced hearing the news that our son had
a significant and life-long disability, I learned it is the creative, intu-
itive, loving care and attention which brings forth the bestin a child,
and this process enriches our lives as well as those of our children.
If T could return to the day I first heard the distressing news, I would
tell myself some of the following things:

Don’t project the current situation into the future. Dire scenarios born
of panic and desperation are negative influences that rob you of need-
ed energy and inspiration. Realize that childhood is a precious time
and passes much too soon. It may take time to learn to operate on
your child’s timetable.

Listen to your parent’s intuition. You will learn things about your
child no one else can know with the same degree of depth and un-
derstanding. This practical wisdom is a necessary and valuable tool
for parenting your child.

Early intervention is essential. I subscribed to the “chaos theory” of
parenting (my family would interpret this differently!), but it means
sensitive dependence on initial conditions, or the “butterfly effect”,
the idea that something as small as the movement of a butterfly’s
wings can affect global weather patterns. Early consistent, purpose-
ful, therapeutic interventions provided by parents as well as clini-
cians, may yield enormous benefits. Small and seemingly inconse-
quential efforts to train, reinforce, and encourage your child can re-
sult in amazing things.

Advocate for your child as a key member of the decision-making team.
Learn to work well with professionals. Inform, educate, and listen to
the experts with whom you consult. Occasionally someone may need
to be “fired”, but the many conscientious professionals who forged
partnerships with us helped to provide the optimum interventions
for our son. They deserve and receive my deepest respect and appre-
ciation.

Visualize where you need to be in two years. Your goals and objectives
will become clearer to you. When I took time to objectively evaluate
the situation, we found new goals and new ways to measure perform-
ance and progress.

Find ways to encourage your child’s independence. As essential as you
are in the life of your child, it reinforces respect and responsibility
when you build feelings of confidence and competence in your child.

Parenting a child with a disability is never easy; it’s demanding,
exhausting, and the outcome is uncertain. The art of parenting re-
quires the best from us, no matter what we choose to call it.

Reprinted with permission from Joyce Millard Hoie, Executive Director of Raising Special
Kids.
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STAFF MEMBER PROFILE: BONNIE HOM,
OUTREACH ASSISTANT

By Bonnie Hom

fter graduating from UC Berkeley with a degree in molecular

cell biology, I wanted a job where I would wake up in the morn-
ing and be happy to go to work. I found that position at the
Hydrocephalus Association. Here I am, reflecting upon my nearly
two years at the Association and feel fortunate to be a part of such
a passionate and spirited community. As the Outreach Assistant, I
provide support and education and am involved in other areas such
as the Life Enhancement Project, the scholarship program, and the
coordination of local and national volunteers.

In addition to working at HA, I am pursuing a Masters in Public
Health with a community health education focus. I also volunteer
as co-chair of the pharmacy committee at Clinica Martin-Baro, a stu-
dent-run, free primary care clinic in San Francisco’s Mission District.
I like to keep my plate full!

My passion is to advocate for
underserved and underrepre-
sented communities. My com-
mitment to academics and pro-
fessional and volunteer work has
taught me to be vigilant of op-
portunities to bridge theory and
practice. The world we live in is
far from ideal, but we need to
make the best of limited re-
sources while advocating for
more. I strongly believe that we
at the HA provide support, ed-
ucation and advocacy daily; but
just as importantly, we provide
hope. Now that’s something

worth waking up for! =

2008 ScHOLARSHIP UPDATE

By Bonnie Hom, Outreach Assistant

hank you to all of those who applied for a 2008 Hydrocephalus
Association Scholarship. All the applicants deserve recognition
for their accomplishments. This year we are pleased to offer 11 schol-
arships. We have received 80 completed applications, which we have
forwarded to the Scholarship Committee. The Committee will make
their final decision by early May. The 11 scholarship recipients and
the rest of the applicants will be notified by regular mail mid-May.
The number of scholarship application requests increased notice-
ably from last year due in part to our new Web site at www.hydroas-
soc.org. We even received several applications from abroad, includ-
ing Kenya and Sri Lanka! We strongly encourage all students with
hydrocephalus who fit the scholarship criteria to apply during the
2009 scholarship cycle. Please contact me at bonnie@hydroassoc.org
with questions regarding scholarships. =

Hydrocephalus
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Having just returned from a site visit

it’s About Life

to the beautiful Canyons Resort in
Park City, Utah, we are brimming with

anticipation for our community

gathering June 19-22.

Brush up on your artistic expression because we’ll have a
time to share with each other at a talent show during the
dinner portion of Saturday’s dinner dance. Don’t worry. We’ll
still have a DJ to get everyone dancing together after dessert!

Don’t delay! Sign up before the price goes up on May
23rd, and join us for three days of learning, networking and
celebrating together.

Conference Spots Still Available!

Registration is available online through a link on our Web
site, where you will also find information on accommodations
at the Canyons Resort, kid’s camp, airline discounts for
conference attendees and discounted transportation from the
Salt Lake City airport to Park City through All Resort Express.
B Go to www.hydroassoc.org.

m Click on “2008 CONFERENCE REGISTRATION” under the
welcome headline.

B Click on the “Online Conference Registration” link in the
middle of the page.

You can also request a paper copy of the registration form
through the office.

Kids Coner!

By Bonnie Hom, Special thanks to Jacqueline Lui!

Test your skills from START to FINISH
with these two hand-drawn mazes.

Try the brain maze first; it’s easier than
the bear maze.

Enjoy!
STA\RT START
_| FINISH
FINISH

Hydrocephalus
=

Association




SPRING 2008

Donens

community.

[“hank you to the individuals who supported the
Hydrocephalus Association so generously in
2007. Your support is the cornerstone of our

LeaDErsHIP CIRCLE: $1000 & up

Laura Ahn Mclntosh

Steve & Caroline Appelhans

Nathalie Basick Guarch

Nicole Bateman

Angela & Chris Batterman

Sarah Billinghurst & Howard
Solomon

Johanna Bon

Donna Breton

Craig & Vicki Brown

Jennifer & Kenny Bryant

Stacy Buckner

Debby Buffa

Al & Diane Caffey
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Joy & Joel Campbell

Lina M. & Alvin F. Card

Bryan & Christa Chapple

Gustavo & Onita Chavez

Scott & Shannon Christian

Van, Helen & Ryan Cleland

Lisa & Jason Cohen

Hedy Collett

Vladimir Cornet

Debbie & Larry Crandall
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Robert & Sara Adler
Michael Alexander
Sebastian Aloi
Nicholas Alcomare
Patricia Aronin, MD

Sara Curran-Kellogg
Heather Curtis

Don Davis

Joe Denning

Richard Dickstein

Matt & Rory Dominick
Peter & Dolores Eliot
Warwick Every-Burns
Phyllis Fineman

Joyce Fischer

Stephanie Fischer

Robert Foote

Branch Ceasarea Foresters
Russell & Emily Fudge
Sally & David Gardner
Sarah Gaskill, MD

Natalie & Deborah Geis
MaryBeth & Joe Godlewski
Zoraida & Tommy Gonzalez
Adam Goodman

Tom, Margo & Jessica Graham
Edith Gross, PhD

Paul Gross & Lori Poliski
Misty Guice

Todd & Joni Hahn

$999

Katie Davis

Samuel & Barbara Davis

Bernie De Rego

Randy Dueck and Jenna Stanley
Marc & Lisa Elliott
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Jennifer, Denise & Lauren
Bechard

Miguel Bejar

Bernard, Sandra, & Carleen
Bohlin

Jennifer Boldt

Richard Mark Bonney

Boonslick Medical Group

Matthew Bosler

William Boyce

Matthew Branda

Candy Bretschneider

Sam Bruni

Rebecca & Jim Burness

Bonnie & Chatles Cantoni

Carolyn Carey, MD

Julie Carlton

Kathy & Charles Carrillo

Ned & June Chapin

CN Employees & Pensioners
Com Fund

Colorado Rockies Baseball Club

Malcolm Cravens
Thalia Crooks

Mary Enger
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First Banks, Inc.
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Richard Gladden

Joe Goebler
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Nalin Gupta, MD, PhD
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Mel & Fran Harris
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We do our best to recognize everyone who supports us and we make every
effort to avoid mistakes. However, if you find any errors or omissions, please
contact our office so we can make corrections. Thank you for your under-
standing.

Corporate and Foundation Grant Donors and Event Sponsors will be list-
ed and thanked in our Swmmer issue.

We do not know all the names of everyone who made a donation via a
TEAM event, or a payroll deduction through CFC or United Way, so we thank
those of you who were anonymous donors.

Carlos Hakim, PhD Pip & Evan Marks Carolgene, Matt & Siobhan
Hamilton Executions, LLC Christie Martin Reardon
Tim & Mary Beth Harris Amy & Jack Maynard & Jack Molly Roberts
Hecht-Levi Foundation Ginnity John & Phyllis Rogers
Tejal Hill Micheal McDaneld Kelly Rosamond
Jill Horn C. Scott McLanahan, MD Julie & Mike Schatz
Kimberly & Michael Illions Heather Metts Alan & Terri Schatzberg
Ervin & Beth Jackson Marianne Miller Brad and Nicole Silver
Bob & Sandi Jacobsen Rose & David Montgomery Carl, Laurie & Todd Sitterley
Michelle Janson Janyce & John Moroz Terri Smith
Tyson Jenkins June & Ray Moser Spiritus Christi Tithing
John & Julie Joseph Jane Neff Hari Srinivasan
Debbie & Kevin Katzbeck Jesse, Kalliope & Croix Newland ~ St. Thomas Thrift Shop
Will Kelly Ed & Deborah Norris Dara Tannariello
Lawrence & Patti Kenyon Paul Rogers & Barrett O'Connor  Neal & Cheri Trieber
Mark & Paula Keyser Owen Stewart Family Jon Tullis & Jeannette Newman
Andrea Kibbler Maureen & Marco Pardi Tessa & Jonathan Van Der
John Kingsley, Jr. PASCO Foundation Willigen
Mandy Kirk William Bruce Patterson & Maureen & Nick Vavlas
Ralph & Dale Kistler Patricia Freeman William & Amy Vincent
Murray Koppelman Robert A. Pellicone Linda Wachner
Jim & Dory Kranz William Penney Carrie & Jay Weaver
Vicki Gold Levi Kris Persons Michael Williams, MD
Mark Mahowald Abby & Jamie Puckett Ryan & Trisha Wunderlich
Joseph & Mary Maloney Sara Zalesky
Elizabeth & Steven Zuch

Carolyn Jones Utah Neurological Clinic St. Charles County Pediatrics
Joan Jones Neurological and Spine Donald & Priscilla Starling
Joni's Angels Surgery Lawrence Stern
Jan Churchill Kell Alisa Nickleson Stock Yards Bank & Trust Co.
Chuck Kennedy Delia Nickolaus Wendy & Ted Sullivan
Eileen & Roger Kimber Andrew Parent, MD Peter Sun, MD
Sarah & Doug Kimber Margaret Anderson & Alan Janet & Charles Tarino
Bethany Kistler Percell Family Karen Taylor
Kohl's Desire Peters Team Dura
Debbani Kundu Deborah Phillips John & Regina Tegeler
Robert Kyle Power Communications Deb Thompson
Jodi & David Lawrence Andrea & Eric Proser Gary & Deb Thompson
Robert & Catherine Leonard Danielle R Charlie & Natalie Tischner
Lockheed Martin Employees Deborah & Darren Rabick Susan Lemieux & Stephen
Jennifer Lucas Kelly Rambo Tsicouleas
Martin Maloney Michael Rehaut Christie Turnbull
Ashley Mantheiy Gary & Gail Reynolds Nancy Vassallo, RN
Mary & William Mattei Jon & Ann Reynolds Sherry & Ken Veillieux
Cheryl May Michele & Larry Rivkin Hildegard Vetter
Maynard & Cataldo Marisa & Alfonso Rocciola Justin Walker
J. Gordon McComb, MD Maria & Isak Rusinek Susy & Marion "Jack"”
Craig & Sarah McDade William Rutz Walker, MD
Pamala McGlinchey Sam's Club/Wal-mart Stores, Julie Walsh
Stanley & Barbara Meisel Inc. Michelle & Kurtis Waters
Kaye & Patrick Meyer Peter Scarpato & Paula Weiss Carl & Laura Weiss
The Philip D. & Tammy S. Debbie Schmidt B.R. Wendler

Murphy Foundation R. Michael Scott, MD Wolf Block Brach Eichler
Janine Naff Joseph & Doris Segel Krista Yager
Richard Nakashian Mary Sherrill

Elizabeth Shifflett

Hydrocephalus

Association
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Chelsea Aarons-Allison

Ken Abbott

Sheldon & Gail Abrams

Laurie Ackerman, MD

Wendy Adam

Dora Aguilar

Joe Ahern

Tom Ala, MD

Anthony Alberico, MD, FACS

Peter & Janice Albert

Saeed Alhassan

Aly's Inc.

Holly Andersen

George & Jane Andren

Brian Andrews, MD, FACS

Chartto Antaran

Sheila Antenen

Geri Appel

Danilo Aris

Eloise & Robert Armand

Army Flight School XXI

Richard & Robin Arnold

William & Tracey Arnold

Cindy Arnone

Keith Aronyk, MD, FACS, FRC-
SC

Alejandra & Alberto Arroyo

Robert & Terese Ash

Kim Asher

Nesher Asner, MD

Avengers

Daniel & Kea Avila

Janice Avram

Mary Kate & Gregg Azcuy

DeAnna Backus

Richard Bagster-Collins

Sally Baldus

Erin & John Ballantyne

Kristin Balmes

John Baltis

Susan Bammert

Erin, Justin & Linda Banks

Scott Banks

Captain & Mrs. Roger Banner

Kenneth Bard

Doug Barge

Patricia Barnett

Steve Baron

Tracey Carpino & Steven Barone

Sujata Barot

Kathy Barr

Margaret & Christopher Barr
Jane Barrett

Larry & Stephanie Basirico
George & Cathy Bateaff’
Leslie & Debbie Battersby
Jeanine Bays

Ruth Beach

Rick Beaman

Ken & Theresa Bechard
Geralyn Behring

John, Gail & Shelley Belgard
Korbin Benes

Teresa Benetti

Greg & Cindy Benske
Sharon Benton

Angela & Charles Bergamini
John & Mary Bergeson
Emily I. Bergmann

John Besperka

Jane Beuyukian

Edward Billado

Melanie & Tom Bills
Charles & Pamella Binder
June Binney & Richard Sheola
Wynne Bird

$249

Donna & Christopher Birren
Peter Black, MD

Kimberly Blanck & Ken Stevens

Mary Anne Blaschka

Andy & Charlotte Bone

David Bonelli

Francis & Isabel Bonnett

Frederick Boop, MD

Martha Boren

Michael & Barb Borneke

Botz, Deal & Co.

Jeannine Bowers

Judith Bradley

Kay & Mike Bradley

Rebecca Brailsford

Dave Brand

Brantley Auto Sales

Claude & Elizabeth Brashears

George Breed

Carol & Duane Brekken

Zach Briley

Victoria Brodrick

Ned Brooks & Jerri Kamicker

Jerad & Barbara Browdy

Lisa & David Browdy

Chris & Geeta Brown

Madison Brown

Robert & Ann Brown

Cindy Brownstein

Hank & Nancy Bruce

Robert & Elizabeth Brush

Ted & Linda Brush

Mary McMahon & Andrew
Buchanan

Joyce & Richard Buhn

Mr & Mrs Angelo Bulone

Linda Diane Burger

Sally Burgos & Claudia
Rochman

Tom Burke

William & Mary Burke

Elizabeth K Butler

Susan Cahalan-Roach

Michele Cain

Gretchen Cain & Keith Scott

Herb & Lois Calhoun

Patrick Callahan

Cathy & Russ Campagna

Jeffrey Campbell, MD

Jeff Campeau

Alexa Canady, MD

Julian Cane

Leo & Peggy Canion

Mary Jo & Mick Cantu

Martin & Brenda Cardoza

Melissa Cardoza-Drouin

Lynn, Gina & Rachelle
Carlomagno Duggan

Karen & Tom Carter

Natalie Carter

Richard Carter

Daniel Carvalho

Bill & Anne Casey

Paul & Marsha Casey

Richard Cash

Oguz Cataltepe, MD

George & Christina Caulkins

Charles Cavanaugh

Annmarie Cedrone

Jane & David Chaknova

Alice Chalker

Michael Chaparro, MD, FACS

Nina Chapiewski

Lara & Peter Chardavoyne

Jeff Chen, MD, PhD

Linda Chenowith

Martha & Alvin Cheslow
Samuel Ciricillo, MD
DeAnn Clancy
Maurice Clancy
Joan & Bob Clark
Owen & Jewel Cleary
Robert Clough
Nathalie Cochran
David Cochrane, MD, FRCSC
Charles Coe
Derek Cohen
Leslie Colburn
Allan Collett
Abigail Collins
John Collins, MD
Steven Conca
Mark & Mary Lou Condon
Marylyn & Tom Conley
Amy & William Conner
Mary & Keith Conn-Fitch
Walter & Mary Louise Connolly
Jodi Conway
Jodi, Nicole, Mandy & Mark
Conway
Joe & Gail Cooksey
Sandy Cooper
Corporate National Realty, LLC
Heather Cortez
Richard Couch
Kristin Coughlin
Maria Couri
Lee & Marcia Cowan
Joseph Coyne
Jeffrey Cozzens, MD
Linda & Gary Cozzolino
Cranston Senior Services
Joseph Cravo
Carolyn Crawford
Cherlyn Crawford
Hilda Crespo
Crissman Family Practice
David & Tiffany Crouse
James & Pamela Crouthamel
Katherine, Terry & Douglas Csik
William & Marie Cumby
William & Rena Cumby
Jed & Deb Dackert
Willard & Gretchen Dakin
Barnett & Eileen Daley
Susan D'Amato
Andrew Danks, MD, FRACS
Elaine & James Danyko
Richard DaSilva
Carolyn Davern
Willard Davey
Scott & Jackie Davidson
Suzanne Davis
C & R De Tommaso
Matthew & Leah De Tommaso
Denise & Solomon
De Tommaso-Gonzales
Doris Denny
Kyle Derstine
Zachary Derstine
Andrew Devlin
Diamond Jo Worth, LLC
Lori & Joseph Dias
Cynthia Diaz
Lawrence Dickinson, MD
Cheryl & John DiCosola
Daniel Donahue
David Donahue, MD, FAAP
Jana & Bob Dransfield
Espy Driscoll
Drs. Gregory, Barnhart,
Weingart, Stout and Imhoff

Hydrocephalus

Association

Bette Dructor

Maria Duey

Frank Dufty

Richard & Jean Dulffy

John Duncan, MD, PhD

Jason Dunn

Edd Duprey

Joyce Dynes

Michael Dziewit

Martha Eason

Jim & Cyndi Easter

Rebecca Ebert

Janet & Ben Edelman

Michael Edwards, MD, FAAP,
FACS

Angela Eide

Glen & Michelle Engelmann

Enloe Medical Center

Pam Entzeroth

Bennett Epstein

Johan & Patricia Erickson

Bryan & Jennifer Escobar

Homer Escobar

Charles Ettinger

Raymond & Janet Evans

Kathy & Roger Farmer

John Farnkopf & Madeline
Chun

Emily Faulhaber

Jerry Fecher

Eileen & Edward Ferner

Sally Ferree

Jill & Michael Fine

Angela Fiorino

Fire Equipment
Service Company

Judy Fischer

Michael & Kristin Fiser

Michael Fleishman

Cathy & Scott Fonger

Albert & Marge Fortinsky

Dave & Nancy Foss

Dana Foster

Foust and Holt Backhoe

Bonita Fowler

Lisa Francia

Theresa Friedemann

Linda Frieden

John & Maureen Fries

David Frim, MD, PhD

Rachel Fudge & Hugh Hynes

Robert & Elise Furer

Natalie Fusci

Allan & Rhonda Galarneau

Frank Gardner

Julie & James Gardner Lee

Jeanne Gatto

Amy Geibelson

Mark & Amy Geiger

Nico Geurs

Mukhtar & Sara Ghasletwala

Beth & John Giannotto

Marie, Hal & Jimmy Gilchrist

Norie & Merrill Gildersleeve

John & Joan Gilkison

Merlie Gilley

Mary Gillman

Holly Gilmer-Hill, MD

Ellen Girard Kaczor

Richard, Elizabeth & Emily
Gladden

Carol Glazer

P. Langham Gleason, MD

James Glick

Amy Glover

Toni Glover

SPRING 2008

Mary Golden

Jason & Cindy Goldstein

Juanita Gonzalez

Wanda Gonzalez

Douglas & Mary Good

James Goodrich, MD, PhD, DSci
(Hon)

Catherine Gorter

Barbara Gottesman

Elliott Gould

Liliana Goumnerova, MD

Louis Grandpre

John Grant, MD, BCh, FRCSC,
FACs

Julie Anne Greene

Geoffrey & Melissa Greener

Dawn Griffith

Barrie Gross

Grossman and Company

Peter Gruen, MD

Daniel & Jodi Grzegorek

Mary Guiltinan

Anna Guth

Florentina Gutierrez

Jenny Gwak

William, Margaret & Raynelle
Hackett Family

Richard & Christianna Hagen

Thomas Hale

Holly Halikman

Steven Ham, DO

Julia & Joe Hanan

James & Margaret Hankee

Kellie Hardee

Amy Harris

Lewis Harris, Jr., MD

Susan Harris

Richard & Carol Hartnett

Janet Haugen

Joanne Hayes

Denise Hazzard

Steve & Jill Hekkanen

Paulette Helpert

Jennifer & Eric Henerlau

Jim & Vanessa Henry

Susan Herring

Ned, Carolyn, & Amy Herrington

Amy Hicks

Chris Hill

Evan Hill

Bonnie Hillerbrand

Karen Hillman

Patricia & Robert Hines

Donald & Phyllis Hitchman

Jane Hoffsten

John Holland

Debbie Hollingsworth

Debby Holmes

Kathy & Steve Holtzleiter

Thomas, Janet & Kevin Horal

Fern Horning

Karen & Mark Houghton

Wendy & Brent Howell

Robert Hubbs

Brad & Cindy Hudson

Roger Hunsberger

Brenda Hunter

Kathy Husson

Rob & Marty Hutt

Paul & Donna Dello Iacono

Alex & Chauncey Irvine

Bermans Iskandar, MD

Linda & Bernie Itzen

Hector James, MD

Megan James

Janice Jaskowiak
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Kimberly Jensen

Ron Jensen

John E. Green Company

Thomas & Julie Johns, Jr.

Edith Johnson

John Johnson, MD

Eric Jonas

Dawn Jones

Diane Jones

Jamie Jones, Jr.

William & Kathryn Jones

Alicia & D'arcy Jonik

Evyenia Jonna

Allen Joseph, MD

Kevin & Cara Joynt

Mary Jugoz

Bernadine & William Kahn

Susan Kahn

Reuel & Barbara Kaighn

Joyce Kales

Lindsey Kamel

Alex & Sandy Kanapilly

Elaine & B. Robert Kane

Kaplan Lumber Co., Inc.

Christian Karch

Bruce & Chrisann Karr

Bruce Kaufman, MD

The Keeley Family

Tina & John Keker

Robert & Sandy Kelley

Jacquie Kelly

Sheila & Shaylyn Kelly

Kathleen Kelly & Family

Daniel & Dorothy Kennedy

David Kerns

Marilyn & Marvin Keyser

Jose Kezen, MD

Jeff & Lauren Kiesel

W.D. &D.]J. Kimber

David Kletter

Jeannette Klostermeyer

Miriam Klug

Carol Koenig

Neil Koenigsberg

Ronn & Catherine Kolbash

James Korber

Doris Kothman

Leslie Kotrba

Yakov Koyfman, MD

Mimi, John & Molly Kramer-
Roberts

Bruce & Lynn Kranz

Victoria Kruse

Marcia & Ed Kung

John & Mary Labossiere

Ed Lagasca

Sharon & Joe Lamb, RN

LandAmerica Foundation

Brian & Carol Lane

John L'Ange

Thomas Lansen, MD

Bob & Laurie Larson

Chris & Karen Lasky

Tamara Laurent

Lawrence Law

Sue,Tom & Andrea Lazenby

Eileen Leahy

Frank & Charlotte Leamy

L & C Lebenhofer

Jennifer & Todd LeCompte

Robert Leftwich

Suzanne Leigh

Charlene & Richard Lemieux

Linda & Joseph Lemieux

Paul Leonard

Susan Levy

Susan Leyva & Darryl Scott

Vicki, Todd & Emily Lezon

Veetai Li, MD

Ann & Andy Liakos

Susan Libby

Peggy Lidstad

Bob & Claire Lilly

Marion Linde

Paul Lindenbaum

Melissa Lindholm

Chris & Maura Lindsay

Karin Linn-Nieves & David
Nieves

Lucas Llorens

Beki Lockwood

Barbara Lohr

Darlene Long

David Lopez, Jr.

Kathleen & Daniel Lopez

Lilliana & David Lopez

Patti & Fred Lorenzen

Kyle & Wiki Lovett

Melissa Lovick

Mark & Rita Smith Luber

Lawrence & Jeanie Lubitz

Mihnea-Paul Luca

Thomas Luerssen, MD

Michael Lusk, MD

Lisa Luzzi

John Maclachlan

Michael Maguire

Dr. Adherbal Maia & Rua
Bambina, MD

Jay Majors

Frances & Stanley Makarewicz

John & Maryann Mallozzi

Richard & Laura Malnight

William & Nancy Malnove

Nicole Malone

Bard Malovany. CFP

Maltbie Incorporated

Katherine Mancini

Linda & Gary Mansfield

Kim Manwaring, MD

Timothy Mapstone, MD

Kim Marben, RN, CNP

Jack & Stephanie Mardekian

Craig Mariger

Dutch Helwig Detachment
Marine Corps League

Shawn Marino

Chris & Kathleen Marr

Becky Martin

Timothy & Teresa Martsolf

Jamie & Gary Masciarelli

Donna & Erin Masel

Paula Masel

Greg Masel & Kathryn Logan

Virgil & Linda Mash

Mark & Regina Massad

Molly & Giovanni Mastrangelo

Ginger & Paige Mathis

Brian & Mary Matteucci

Raymond, Joann & Kate
Maurone

Vernon & Jean Mayfield

Angelina & Carlo Mazzarelli

Mazzarelli Architecture &
Planning, PC

Larry & Marilu Mazzotta

Patty & Ross McCallister

Rosemary McCutcheon

Jim & Cory McDaneld

Darlene McFadden

Daniel McGann

Cathy McKenney

Patricia & Eli McLaughlin

David McLone, MD, PhD

David & Dolores McQuilkin

Maria, Brian & Ryan McRae

Mary Meese

Tiffany Meguire

Jeff Mehalek

Kathleen & Richard Merrill

Linda & Gregg Meyer

Sara & Linda Meyer

Allan Meyne

Tom Mikkelsen

John Miller

Leonard Miller

Cynthia Mills

Mary & Andrew Elkin Mills

T. Ogden Mills

Minerals Technologies, Inc.

Renee Mischel

Mark Mittler, MD

Al Moeser

Adele & James Molica

Sian Monk

Kathy Moody

Mike & Karen Moody

Gail Mooney

Frances Morgan

John & Mary Beth Moser

Marcia & Richard Moyer

Michael Muhonen, MD

John & Nancy Mullen

Susie, Greg & Matthew Mulligan

Roseann Mullin

David Murphy

Cheryl Muszynski, MD, FACS,
FAAP

Irene K. Mutungi

Erin Myers

Terri Myers

Mahmoud Nagib, MD

Rhonda Narasky

Marcy Nault

Andrew Nelson

Erling & Marlys Nelson

Russell & Brenda Nelson

Scott & Cynthia Nelson

Stanley & Phyllis Nelson

Christel & Hubert Neumann

Tracy & Jason Nevins

Olivia Niemczuk

Paulo Niemeyer, MD

John & Patty Nohr

Robert & Catherine Noonan

Dave Nordstrand

Gary & Melissa Norris

Carrie & Dee Norton

Elizabeth & Thomas Nugent

Elaine Nussbaum

W. Jerry Oakes, MD

Shirley Oar

Cody & Erin Jasmin O'Brien

Elliot O'Brien

Michael & Debbie O'Byrne

Dr. & Mrs. Daniel O'Connor, Jt.

John O'Donnell

Matt O'Dwyer

Mr & Mrs James O'Grady

Frank Oleksak

Anita Olson

John & Nancy Oris

Maggie O'Rourke

Tom, Judy & Rebecca Osgood

Doug & Rachel Otto

Janet Overman

Justine Overturf-Singh

Luci Paiva

Hydrocephalus

Association

FPathways

Mindy Parker

Parkridge Vision Specialists

Vera Parr

Margaret Parry

Holly Parson

Kelli Fort Pasierb

Vera Patrick

Jogi Pattisapu, MD, FAAP, FACS

Lucy Payne

Julie & James H. Peacock

Richard Peckham

Pediatric Neurosurgery Group,
P.C.

Bruce & Cheryl Penman

Fiona Penman

Richard Penn, MD

Frank & Lavern Percell

Victor Perry, MD

Kim & Paul Pesses

Marilyn Peters

Mark Pfitzenmaier

Darla Pfizenmaier

Lori Phillips

Carrie & Phil Pierce

Faustin & Maureen Pipal

Robby Pitagora

Nancy, Jeffrey & Nicholas Plante

Harold Portnoy, MD

Donald Pothier

Leto Powell

Michael Power

Preferred Pediatrics of Rochland,
LLC

Janet M. Priebe

Austin & Marjorie Prindle

Francine Prophet

Linda & Charles Pulaski

Corey Raffel, MD

Jeffrey Randall, MD

George & Phyllis Read

Redd Orthodontics

A. Eugenia Redinger

Robert & Frances Redman

Angel Reeves

Theo & Barbara Regello

Harold Rekate, MD

Leanord & Barbara Renick

Lisa Rericker

Kathy & Don Rice

J. Ronald Rich, MD

David & Julie Riddler

Rio Grand Credit Union

Cheryl & Mike Ristow

Asta Roberts

Sue & Gordon Robinson

Walker Robinson, MD

Lisa Rocca

Marileytza Rodriguez

Eileen Roseman

Rudolph Rosenbaum

Bruce Rosenblum, MD

Richard Rosenkrantz

William Rosenthal

Lisa & Patrick Rosinski

Gail Rosseau, MD

Sharon Rothwell

Karima Roumila

Marvin & Judy Rounick

Don & Patty Routh

Amber Rowen

Mary Lynn Rowland

John Ruge, MD

Russell McPherson Clearing and
Grading

James Rutka, MD, PhD, FRCSC

Mireya Saavedra

13

c/o Brian Farner San Francisco
Chapter of Thrivent Financial

Leslie & Gregory Sanderson

Mr & Mrs Howard Saylor

Norman Schaffer

Kristen Schestag

Nelson Schiff

Bettie & Rocklyn Schmidt

Richard Schmidt, MD, PhD

Elaine & Dan Schreibeis

William & Suzanne Schuler

Robert Schultz, MD

Judy Schutter

Mike Schwab

Patty Schweitzer

Trease Sears

Nathan Selden, MD, PhD, FACS,
FAAP

Laura Selimos

Lavern & Jack Sepulveda

Norman Shaifer

Arminnie Shamlian

Donald & Nelsie Shannahan,
D.P.M.

Scott Shaw

Sharon Shinnerman-Gleave

Shoffner Constrution &
Developement Inc.

Lawrence Shuer, MD

Katherine & Edward Sickel

Christopher & Missy Sizemore

Abigail Skipper

Tiffany Skoglund

Dan & Bill Slentz

Smart Cuts, LLC

Mary Smellie-Decker, RN, MSN,
PNP

Michael Smerconish

Carolyn Smith

Clare Smith

Debra Smith

Holly & Christopher Smith

Lauren Smith

Sherrill & Lendall Smith

Matthew Smyth, MD

Nicky & Bob Snyder

John & Nora Sohre

David Solomon

Jerry Songhurst

Sandeep Sood, MD

Edith Sorenson

Michael Sorenson

Ron & Jutta Spanke

St. Claire, Inc.

Paul Staffaroni

Bruce & Sally Stanley

Chris & Mollie Stathopoulos

Jeff & Joni Steinhaus

Brian Stephens, MD

Jack Stern, MD

Kenneth Stern

Philip Stieg, MD

Sharree Stoker

Carl Stone

Jo Stoner

Mary Jane Strimple

Bill & Barbara Stuchbery

Grace Sullivan

George & Arlene Summerhill

Mary Jayne Swanson

June Sweeny

Robert Swezey

Maureen & Joe Swierupski

John & Marcy Sznewajs

Merlene & David Taggart

Colleen Talbot

(\N\—/_/‘\
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SupPPORTER; $100 - $249 (continued)

Mary Taliaferro

Nancy & Richard Tarapchak
Beth & Woody Tatman
Crawford Taylor, Jr.

Karen Taylor

Lawrence Taylor

Team United Way

Tenet Healthcare Foundation
Mattie Thatcher

The Terlecki Family

Bob & Linda Theisen

Karen Thoutt

Solveig Thunstrom

Steve Tindall

Kathy Tinkler

Judith Tobin

Courtney Todd

Rachelle Torre-Byerley

FrienD: $50 - $99

Margaret Mary, Ted & Anthony
Abbene

Bahid Adada, MD

Leslie Adcock

David Adelson, MD

Debbie & Joe Agpawa

Maria Akbar

Katia Albanese

Philipp Aldana, MD

Dena & Michael Alexander

Michelle & Dan Alexander

Todd Alexander, MD

Sue Alfriend

James & Patti Ann Allen

Monika Allen

Margaret Altman

Eileen Anderson

Richard Anderson

Robert Anderson

Dottie & Allen Andrews

Peter & Heather Andrews

Ronald Antonioli

Tina Appelhans

Alan Appley, MD

Melissa Armenia

Milton Aron

Miarin Augustine

Anthony Avellino, MD

Grace Ayala

Rubin & Diana Ayala

Dale Bachman

Christine & Trey Baker

Patsy & Dale Baldes

Michelle Ballarini

Cynthia Ballez

Quan & Bill Bancroft

Clara, Kate & Phil Barbier

Jefferson Barcomb

Frances Barnard

Joseph & Cathy Barnes

Peggy Baron-Waltke

Theophila & James Barr

David, Janie, & Aimee
Barraclough

Frank & Arlene Barragan

Lawrence & Elizabeth Barron

Linda & Carlyn Barrow

Elyse Barroway

Lillian Bartholomew

Sharon & Ernie Batt

Sandra & Michael Bauer

Robert Bean

Bill Beauchamp

Mary Beaulieu

Tracy Toth

Tractebel North American
Services

Cathleen Trechter

Eric Trumble, MD

Kitty Tu

Cynthia Turecki

Matt & Gloria Turnbull

Mary Jo Tutchko

Steven Tyminski

Jamie Ullman, MD

Valerie Vaccaro

Elizabeth Van Sickle

Jim & Julie Vanderbleek

Karen & Wilbur VanDyke

Michael Vassilyadi, MD, CM,
FRCSC, FACS, FAAP

Michele Vecchione

Michael & Lisa Beaulieu
Ramona Becker
Roderick Becker

Becky & Bob Beers
Ashley Belanger

Sally Bell

Vicki & Adam Bell
William Bell, MD

Kevin & Mary Grace Bender
David, Laura & Lynzee Benoit
John Berges

Linda Bergin

Michael & Haley Bergin
Beverly & Fred Berley
Pamela Bernadella
Jean Berry

Nadeem & Gina Bezar
Dolores Billman

Kaye Bishop

Karen & Harry Bither
Norris & Jean Bjork
Julie & William Blackmer
Mrs. Heather Blackwell
Regi Block

Penny Boedeker

Diana Boernstein

Ahuva Bondi

Boonsock

Carla Borgard

Donald & Mary Beth Botz
Jeanann & Wllliam Bowles
Robin Bowman, MD
Kevin & Wendy Boyer
Mrs. E.G. Boyles
Kimberly Bracciante
Heather Bradford

Esther Brantley

Wendy Brashares

Tom & Jane Brashears
Cindi, Ralph & Sarah Brasington
Francine Breault

David Breitenbach
Sandy & Peter Briggs
Berta Brightman

Eric S. Brissman
Joseph & Cindy Broc
Kari Brown

Virginia Brown

Perry Browning

Ursula Browning
James Brozovich

Bruce Brandle, CPA, PC
Gloria & Bob Bruick
Richard Brunner

Victor & Lydia Velez
Philip & Susan Villapiano
Amy Villwock

Radek Vingralek

Mr & Mrs Joseph Vuknic, Jr.
W.S. Cumby & Son, Inc.
Howard Wagman

Miriam Wain

Hayley Walker

Darlene Wall

Sophie Walsh

Kathy & Patrick Walters
Benjamin Warf, MD
Susan & Thurston Warner
Debra Waters

Richard Wayman

Robin Weber

Monica Wehby, MD

Lucie & Jim Brusseau

Brute Construction, LLC

Edward Bruton

Brad & Leigh Bryan

Carolyn & Randy Buller

Jerry & Frances Bullock

Edward Burkart

Joan Burke

Michael & Phylis Burke

Michael James Burke, MD

Sandy Burkhart

Joan Burness

Barbara Burns

Michael Bush

Neil Busis, MD, FAAN

Ken & Lynn Butterworth

Pam & Alan Buttram

Edward & Elizabeth Byrne

Romina Canna & David
Goodman

Mrs. Francine Capone

Charles & Linda Cardoza

Valerie Carisse

Karen Carlson

RoxAnne & Dale Catlson

Elena Carmona & Carolina
Del Rosario

Linda Carpenter

Quinn Carr

Doris & Samuel Carswell

Dawn Carvalho

Paola Selene Leon Castaneda

Thomas & Mary Ann Castaneda

Ty & Jill Caswell

Harry Chaffin

Mrs. Ronnie Chalif

Suzanne Chapin

Barry Chehrazi, MD, FACS

Jody Chesen

Cindy Chlebek

Larry Christian

Vasso Christiansen

Angela Cinapri

City College of San Francisco

Lenora & Robert Clarke

Nicole Clarkson

Joan & Eugene Cleary

Clifton Gunderson, LLP

Joseph & Jeannette Cockroft

Eric Cole

Phyllis & Nick Colesanti

Barbara Combs

Richard Combs

Kathy & Rick Conaway

Hydrocephalus

Association

Robert Weisman

Barbara Weiss

Georgia Wells

Thelma Westmoreland

Jon & Kelly Whatley

Stanley White

Nicole Whitener

Steven Whittler

Nancy Murray & Bob Widmaier

Frederick Wiener

Corrine Wiggins

Benjamin & Nicole Wilder

Charlene Williams

Georgia Williams

Jane & Hal Williams

Linda & Harold Williams

Shawen Williams & Andrew
MacKeith

Thomas Conkling
Deborah Conlin

Sandra Conlon

Chandra Cooper

Julie Cooper

Cope Plastics

David & Mariana Corazzi
Bill & Kathy Cors

Robert Costella

William Cowan

Gregory Crabb

Mary & Earl Cronan
Suzanne M. Crouse

Mike & Kim Cunningham
A Cut Above

Christina Da silva

Patricia & Stephen Dabrowski
Beverly Dagel

John & Kathy Dallesasse
Tricia Daly

Carole Anne Dalzen

Mary Lou & Larry Daniels
Patricia & Katrina Darnall
Gretchen Davis

Tami Davis

Wyatt Dawson

DCMA Boeing Philadelphia
Daniel & Deborah De Laby
Maggie Dellorso

Chris & Robbin Denham
Jackie Denning

Ronald & Kelly Dexter
Rosa Diaz

Linda Dieckhaus

Larry Dietz

Anthony & Carla DiOrio
Arthur DiPatri, Jr, MD
Lew Disney, MD, PhD
Jeffrey Dix

Edward Dobbs

Carolyn Doerty

Lynn Domangue

Jo Ann Domsic-Stephan
Stephen Doran, MD
Kerry & Rod Dorton
Nienke Dosa

Karen Douglas
Christopher Douville
Steve Dow

James Drake, MD, FRCSC
Leda & Marie Drouin
Linda & Jeffrey Duart
Alice Duffy

Christi Dukat

SPRING 2008

James Wilson, MD

Joan Wilson

Cloyd Winner

Susan & Todd Winters
James Wollack

Daniel Won, MD

Lisa & Charles Wood
Margaret Wood

Evelyn Woodward

Eileen Woolfenden
Wendy Worsfold

Dave & Shelly Yeager
Jim & Sue Yeazel

Kevin Yoder

Ronald & Clara Zenisky
Daniel & Sherri Ziemons
Nancy & Ralph Zitzmann

Derek Duke, MD

Charles Duncan, MD

Lois Duncan

Lisa Dworak

Stacy & Sam Dylan

Tina Early

Dawn Easterlin

Shirley & Warren Eggers

Renee Ekedahl

Richard Ellenbogen, MD, FACS

Teri Ellett

Jay & Jan Elliott

Marie & Wayne Enstice

Jake Epker

Kaye Erickson

Nancy Erickson

Jerome Ernst

Julie Escher

John Eberle Espey

Tammy Eugenio

James & Louise Evans

Karen Evans

Dmitri & Olga Farberov

Chris & Jessica Kerckhoff
Farhatt & Family

Becky Farmer

Kathleen & James Faughnan

William & Sally Feldman

Donald & Joanne Ferrara

Rebecca Fidero

Kevin & Susan Finnerty

First Bank of Colorado

Rita & Vasil Fisanick

Peggy Fisher

Peter & Ann Marie Flannery,
MD FACS, FAAP

Regina H. & Robert Fleissner

Gail Flood

Claire Flynn

Thomas Foley

Mabel Forde

Jane & Charles Forman

Ruth Forrest

Larry & Janice Fort

Michael & Jeanne Foster

Kit & Jill Fox

Barbara Frank

Josh & Marcy Frank

William Frank

Anna Frankfurt

Jane E. Freeman, CPNP

Barbara Fried

Edward Friedman

Michael & Nancy Friel
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Dones

FrienD: $50 - $99 (continued)

Sherri Froass

Herbert Fuchs, MD

Quita & Steve Fuller

Rima Fuller

Josephine Gagliardi

Cynthia & James Gajewski

Jay & Paula Gajewski

Linda Galperin-Romm

Jason Garber, MD

Susan & Cliff Garcia

Gardener's Supply Company

Marc Garson

Elinor Gartner

Darrill & Anne Gaschler

Rochelle Geloni

Albert George

Ruth & Fred Gerewitz

Bernadette Gibson

Joseph Gilkey

Janine Gill

Carmen Girardin

Fay & Trenton Girone

Janine Glass

Marissa Glass Morgan

Patrick Gleason

Valerie Glover

Margaret Gobeille

Sonia Godin

William & Amy Goforth

Jennifer Gold & Christian
Redfearn

Ethel Goldsmith

Jonette Gonzales

Scott & Jen Goodale

Carolyn & Myles Gordon

Jan & David Gould

Bill & Fran Grasha

Goerge & Dawn Grass

Penny Grau

Anita Graves

Dave & Liz Graves

Treva Graves

Mary Gray

Clarence Greene, Jr., MD, FACS,
FAAP

Marie Grey

Louis Griffin

Cynthia Grossi

Kenneth P & Marie B. Guay

Nany Gunawan

Vivian Gunter

Geraldine Gurley

Helen & Verle Guthrie

R. Gutierrez

Mary & Dean Gutowski

Carol Gwynn

Lori Haage

Clay & Tami Haberkorn

Russell Hackett III, MD

James & Patricia Tully Hagen

Karin & Steve Hahn

Yoon Sun Hahn, MD

T F Hailey

Dianne & Christopher Hall

Mark & Vida Hamilton

Sylvia Hansen

Ann Hanson

Rick & Laurie Hardin

James & Toni Harmon

Luanne Harold

Nadia & Edward Harris

Homer & Michele Harrison

Peter Harrison

Korey Hart

Jeff Harter

Janet Harvey

Sonyanna & Christopher
Hathaway

Joellen Hauth

Headlines Hair Co.

Rosemary Healy

Howard Heard

Ronald & Judith Hecker

Tan Heger, MD

Gloria & Ruy Heim

Dana Hein

Britta Heinitz

Dick & Claire Heinzelman

Jane Helbig

Leslie Hellbusch, MD

Heather Henderson

Martin Henegar, MD

Meggan Henerlau & Cheryl Gish

Andrew & Laura Henricksen

Harriett & Philip Henschel

Judy Hensley

Janet Hill

Sybil Hill

Wayne & Alicia Hill

Robert & Mildred Hinger

Cindy Hirsch

Jennifer & Jerry Hirsch

Delbert & Jan Hiveley

Kathi & Don Hodgkins

Dawn Hogue

Daniel Hohman

Lou Ann Hollenberg

Karen Holleran

Elsie Holt

Lorri & Jeremy Hoover

Gregory Hornig, MD

Michael Horowitz, MD

Mr & Mrs Robert Houghton

Cindy Houlihan

William Houlihan

Roland Howard

Richard & Eva Hudson

Elinor Hughes

Arlene & Steven Hull

Joan Hulse

Rebecca Hulse

Cathy Humphrey

Francie Hurwit

Claire Hutchinson

Nina Huttegger

Amy Hysell

Maria Iannetta

Ann Irish

Merrie Jackson

Mrs. Joan Jackson

Richard Jackson, MD

Joann & Tom Jacober

Theresa & Gary Jacobson

George Jallo, MD

Robert James

John Jane, Jr., MD

Angie & Nick Janovich

Jerald & Carolyn Jarnagin

Amy & Wayne Jasper

Angelina Jaurigue

Karen & Jeff Jaycox

Linda Johnson

Dave Jones

Deanna Kay Jones

Jean Jones

Robert Jones

Wendi Jones

Savannah Joseph

David Jurenovich, PhD

Cheryl Jushchyshyn

Jori Kadlec

Arthur Kamell

Sarah Kamida

Mark & Marvelle Karahadian
Oscar & Martha Karok
Deborah Kaster

Irving & Janice Katz

Renee & Arnie Katz

Nancy & Charles Kaufman
Carrie & Kian Kavanaugh
Francis, Joan & Jennifer Kawase
Katie Keene

Kay Kelley

Robert & Maureen Kelley
David Kellogg

Harry Kemmer
Joan Kennedy

Meva Kennedy

Thomas Kerr, CPA
Carmen Kilbride

Kimball
Johnny King
Jane & Mike Kirby
John & Maureen Klebaur
Mark & Trudy Klein
Laurence Kleiner, MD

Neil & Tammy Knight
Tim & Carol Koening
Stella Kokalis
Joan Korber

Richard & Constance Korber
Bunnie & Eleanor Kortze
Debra & Anthony Korus
Dorothy Kramer

Gray Kramer

Kathleen Kramer

Sylvia & Bill Kramer
Beverly Kranz

Gayle Kranz & George Greider
Diane E. Kravitz

Scott Krempler

David & Debra Krinsky
Kari Kugler

Pamela Laak

Kathy LaBarre

Dolores Labrecque
Donald Lack
John Lancon, MD, FAAP, FACS
Kelly Larson

Eve-Marie & Dominique Lavallee
Barbara Ann Law

George Law
Terri LeBeau

Glen Leclaire

Franz & Elisabeth Lee

Sue & Bob Lehr

Philip Leiff

Linda & Fred Lenhard
Amy Lenox

Ms. Lisa Leonardo

Leo & Annika Levy
Raymond Levy
John Lewis
Meghan Lewis

Doris & Stewart Liebelt
Ken & Antje Liley

Stuart Lindsay
Judi Lipp

Sue & Al Lipson

Kathleen Love

Lucy Love, MD, FACS.
Betty L. Lowe
Mr. & Mrs. Lowell Ludford
Patricia Luger

Dawn & Ryan Lust
Michael & Maryellen Lynch
Samara Lynn
Jaime Mahramas

Hydrocephalus

Association

FPathways

Frances Mal

Janelle & Ken Maldonado-Saad,
PhD

Ronald & Marsha Malloy

Penney Maloney

Brent & Joyce Mansfield

Kkrupakar Manthani

Pete Manuel

Jett Marlott

Marylyn Marshall

Barbara Martini

Anthony Martino, MD

Valerie Mason

Material Research Institute

David & Kendra Matteucci

Elizabeth Matthews, MD

Kristi Maurer

Lorraine Maxwell

Catherine Mazzola, MD

Judy McBrayer & Dorothy
Brown

Kyre McClellan

Judith McCoy & Family

McCracken County Board of
Education Central Office
Staff

Michael McCue, MD

Joseph McDonald

Ronald & Ildiko McElroy

Bill & Susie McGannon

Traci McGee

Katy McGrath

Shawn McKetchnie

William & Melissa McLay

Paul & Margaret McWilliams

Medford Engineering & Survey

Azedine Medhkour, MD

Patricia Medley

Mr. A. Meigs, Jr.

Adrianus & Lisa Meijer

Gerald & Claire Melican

Milt Melinger

Angela Merbach

Mertz Motor Company, Inc.

Dennis Metcalf

Sherry Metts-Risner

Martin Meyerson, MD

Barbara Michael

Sanci Michael

Alberta Michelson

Lesa Miles

Millcreek Elementary School
PTO & Staff

Mrs. Lori Miller

Linda Miller

Jamie & Jennifer Mingst

Frederick & Debra Missel

Bob & Elaine Modene

Scott & Kari Montgomery

German Montoya, MD, PA

Cheryl & Steven Morris

William Morris, MD

S. David Moss, MD

Stephanie Moultrie

Teresha Mowry

Lucille & Michael Moynihan

Lynne Mroz Family

Michael Muhlbauer, MD

John & Ann Murphey

Paula & Hugh Murphy

Sue & Steven Nadel

Neal Naff, MD

Patty Nartowicz

John Nash

Philip Gordon & Philippa
Newfield, MD

15

Heather Newsom

Alisa Nickelson

Margaret Niemczuk

Don Nighorn

Laura Nottingham

Mark O'Brien, MD

Fred Ocheskey

Gerard Oehme

Kimberly O'Gara

Connie & Jim O'Kane

Jenni & Brian O'Keefe

Lawrence Olin

Olive Hill Manufactured Home
Community

Donna Olson

Martha & Tim Onkka

James Ooi

Peter & Marjorie O'Reilly

Patricia Orr

Alicia & Richard Owen

Joe & Barbara Padilla

Alejandro Padin-Vidal

John & Sharon Pagendarm

Marie Papa

Mary Jane Papenfuss

Anthony Pardi

Rob Parisien

Becky Parrish

Randy Pass

Elani Patos

Glenn Patron

Mary & Oliver Patterson

Helen Patton

Thomas & Marolyn Patton

Beverly & Edward Pereira

Dawn Perez

Joy Perry

Erin Pesante

Charles & Susan Petersen

Mark & Laurie Peterson

Mary Anne Petrenko

Sue Petti

William & Frances Pfeiffer

Stephanie Pfleeger

Candace Phelan

Tracy & Stacey Phillips

Patricia Philpott

Frances Pico

Anthonetta Pihl

Gerald & Joan Pitney

Thomas Pittman, MD

Kathy Pitzen

Herman Platas

Nelson Podell

Susan & John Poet

Ian Pollack, MD

DeVere Pollom

Anne Lee Pommer

Sanjay Poovadan

Janet & Garry Pope

Jacqueline & Samuel Potthast

Margaret M. Powers

Stephen Powers, MD, FACS

Angela Price, MD

Alan & Nancy Prisk

Tomas Prolla

Lucille Puncer

David Punt

Joseph Queenan

R. Cooper Construction

Rick & Rhonda Raderer

Adam & Terry Radomski

Sharon Raghavachary

Lisa Raman

Elaine Ramsey

Maggie Range
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Dones

FrienD: $50 - $99 (continued)

Joe Rao

Phillip Rasinski
Carolyn Ratner

Jackie Regan

Frank Reischl

Kevin Rentch

Betsy Repash
Christine Riccio
Marilyn & Jerry Rich
Mark Rich

Ron & Jilinda Richer
Perry & Janet Richman
Daniel & Claire Riley
Stacy Ripper

Robert & Joanne Riskin
Mary Roach

John Robbins, MD
Mike Robison

John Roddy

Cathy A. Rodrigues
Jose Rodriguez, MD, FACS
Erich & Cathy Roetz
Darlene Rogers

Chad Rosamond
Wendy Rosanova
Elaine Rose

Sherry Rosen

Joyce Rosenbaum
Martin & Gail Rosenfeld
Roberta Rothman

Pat Rowlett

Rochelle Rubin

Nancy Rusnak
Marilyn Russell
Patricia Rutkowski
Daniel Ruxin

Joseph & Mary Ryan
Nicole Ryan, RN, BSN
Barbara Salisbury
Charles Salisbury
Abhay Sanan, MD
Susanne Sanchez
Nancy Sanderson

Pat & Glen Sands

Leo Saporito

Beverlee & Joseph Savoy

Dave Saylor

Stanley Schabert

Michael & Katherine
Schamberger

Steve Schatz

Iris Scheel

Frank Schinco, MD

Collin Schmidt

Ed & Mary Schmidt

Jane & Alan Schoenfeld

Dennis Schreibeis & Jennifer
Giroux

Barbara Schubert

Amelia Schuler

Robert Schwart

Renee Schwartz

Cindy & Vic Scimeca

Liz & Fred Scopinich

Sonya Scott

Stephanie Sedlack

Anita Seekford

Dennis Seibert

Loretta & Henry Selinger

Kay & Larry Shannon

Jon Shapiro

William Shead

Debbie Sherratt

William & Carol Shockey

Charles Silberstein

Cathy Simoneaux

Marcia Sims

Paul Sincerny

Leah & Joey Singleton

Con & Eleanore Slaviero

Glenn & Catherine Slocum

Doug & Bonnie Smith

Kevin Smith

Michael & Torie Smith

Pamela & Peter Smith

Sandra Snider

Edwin Snyder

Julie & Greg Sokol

Carolyn Sokolnicki

Helen Solinas

Robert & Sarah Solmor

Brad Sommers

PaceseTTeR: $1 - $49

Alicia Abadi

Harriet & Edmond Abel
Mayra Acevedo

Erin Aggers

Linda Ahlrichs

Matthew & Kaye Alban

Hope & Robert Aldrich
Chele & Kimberlee Alexander
Laura Alfieri

Shelby & Caroleen Alleger
Ida Allen

Kathy Allen

Sandra Allender

Rachel Altmann

Manuel & Debra Alvarado
Herman & Joanne Ambrosini
Irwin & Florence Ames

Rick & Judy Ames

Brent & Barbara Anderson

Mary E. Anderson & John Ahern

Andrew Andrzejek
Susan Antonellis
Helen Aoki

Arnold Applebaum
Adrienne Arena
Besser Arline

Lisa Armor

Krista Ascherl

Judith Ashe Blackwell
Jacqueline Ashenfelter
Cynthia Atkins
Stephen Aubery
Emma Auch

Nathan Auldridge
Sallie Ayres

Ellen Baber

Kelly Backus

Kay Bacon

George & Darleen Bahner
Robert Baier, PhD
Helen Baim

Charles & Darlene Baker
Linda Baker

Pattie Baker

Frances Baldwin
Doug Ball

Debby Balma

Fran Bambara

Linda Banks

Sharon Barbera
Phyllis Barenthin
John & Tina Barfield

Allene Soshea

Melinda Sossamon

Onita Spake

Cristy Spieker

Philip Spinella

A. Spitzer, MD

Lois E. St Sure

Nevett Steele, Jr.

Dimitri & Sophie Stein

Michael Steinbach

Paul Steinbok, MD, FRCSC

Jan Steinfurth

William P. Stepp

Michael Stewart

Julianne & Adrian Stillman

Sarah & Paul Stokely

Barbara Strehlitz

Brian & Barb Strnad

Jeffrey & Rosemary Stuart

James Stump

Nancy Styliades

Brent & Judy Suddaby

Bruce Sudholt

Ermagene Sullivan

Mark & Dawn Sullivan

Superior Technical Ceramics
Corp.

Neal & Sharon Swanson

Dianna Swartz

Thakar Sweeny

Roger & Phylis Sybesma

Vanessa & Arnaldo Taliaferro-
Jones

Dianne & Andrew Tannariello

Phyllis Taplitz

Paul Tarte

Gilbert & Anna Taylor

Chris & Rachel Tecca

Peter & Jackie Teeple

Chris & Paula Teiken

Marilyn Telleen

Nora Terres

Bryan & Colleen Thayer

Angie Thiel

Carol Thomas

David & Lori Thomas

Mr. & Mrs. Dominic Barilar
Beth Barnes

Paul Barnes

Roger & Tracy Barnes

Mr & Mrs Frank Barnwell
Dawn & Ned Barrett
Jeanne & Peter Barrett
Kathleen Barrett

Susan Barron

William & Ann Barry
Bruce & Nicole Bartmess
Vince Bartnicki

Kimberly & Brian Bashant
Lucas Bast

Richard Bata, Jr.

Brenda & Charles Battersby
Carol & Charles Bazarian
Andrea Beicht

Ann Beland

Mary Jo Beldon

MaryAnn Beliakoff
Carolyn Bell

Denise Bell

Doris Bellman, RN

Joe & Terri Bellush
Darlene Belshe

Hydrocephalus

Association

Barbara & Ozzie Thompson
Tinpan

Frances & John Tipton

5 West Staff - TJU Hospital
Tye & Bronwyn Toles
Tadanori Tomita, MD
Anne Davis Toppins
Homer Tourkakis

Cliz & David Townsend
Kiliaen Townsend

Trapani

Dora Trejo

Mary & Devin Trudeau
Lynda True

Rick & Sharon Tryon
Richard & Mary Anne Tucci
Morton & Diane Tuckman
Samuel Tumolo

Michael Turner, MD

Rita & Greg Updike
Claudia Uyeda

Ellen Uzelac

Andres Valdez

Lourdes Valdez

Debbie Van der Sanden
Donald Vander Jagt

Tina Venker

Charles & Pamela Vetrano
Marge Vetter
Anne Vincent

Eric Vintimilla
Joseph, Leslie & Meredith
Vitrano

Robert & Christine Vocke
Aimee & Chris Vogt
Marlene & Louis Volpintesta
Norman Votraw

Susan Wachta

William Wagner

Mary Lou Waldron
Alison Walker

Maureen Walsh

Keith & Donna Walters
Stanley Warren

Donna Waskowitz
Arnold Wasserman

William Bendel

Shane Benedict
Benevolink Foundation
Karla Benson

Delphine Bentley

Jenny Benton

Wendy Berasi

Glenn & Gina Bergdoll
Larry & Janice Berkower
Randy & Susan Berkowitz
Mr & Mrs Samuel Berley
Bobbie Bernstein

James Berray

Lindy Berry

Karen Bertman

Carlo Berto

Rosemary Betfarhad
Jack & Shirley Bick
Scott & Mary Bickel
Dana Bierman

Jeanine Bigalk

Helen Bilinski

Jason Bingaman
Spaulding Bingaman
Thomas & Paula Birch
Geniel Birdsey

Heather Waters

Carol & Emmett Watson
Connie & Steve Weatherholt
Todd & Elizabeth Weber
Kathy & Peter Wehrle

Stan Weil

Kenneth Weinstein

Howard Weiss, MD

Robin Weiss

Lyndsay, Kurt & Donna Werner

Jorge & Linda Wernly

Donald & Mary Westerman

Mary & Mark Wheetley

Kent & Lori White

Doug & Karen Wiggins

Patricia Wild

Wade & Joan Wilkerson

Catherine & Molly Kate
Wilkinson

Irene Willeman

Kathy Williams

Theresa Williems-Gallegos

Margie & Craig Wilson

Deborah-Ann Wilton

Terri Wingard

David Wise

Lisa Wise & Steven Weiner

Russell Wixon

Nancy Wolf

Nicole Wolthuis

John Woodland

Sarah Woodward

Iva Woyke

Betty & Preston Wright

Preston Wright, Jr.

Valerie Yellin

Steven & Kathleen Young

Lynette Zabel

Linda Zafarana

Karol Zakalik, MD

Ahmad Zakeri, MD

Carolyn Zehren

Chris Zeladonis

Dolores Zitzmann

Richard & Sharon Zitzmann

C. Allen Bishop

Cheryl & Larry Black

Galen Black

Charity Blackburn

Gail Blackburn

Linda Blackwood

Elsie & David Blanco

Haylea Blank & Daphne L.
Chandler

Charles Blansett

Arthur Blau

Sher Bley

Beth Boberg

Richard Hunt Bobo, MD

Dennis Boeshart

Michael & Kathleen Boess

Laura & Ryan Bohon

Ronald & Julia Bojarcik

Christina Bonk

Tim & Donna Boone

Robert & Patricia Boothby

Virginia Borden

Donna Bostwick

Lucas Boucher

Sylvia Bovee

Steve & Kathy Bow

(\N\—/_/‘\
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Dones

PACESETTER: $1 - $49

Warren & Beth Bowden
Emily Anne & Sue Bowers
Cathleen Bowman

Leah & Barbara Box

Gary & Cynthia Braam
Sherri Brandl

Shirley Brannon

Dennis & Sara Branscome
April Brantley

Charlotte Brantley

Susan Breault

Cynthia & Amanda Breedlove
Hank Breger

Sonia P. Breit

Anne Briggs

Carey & Theresa Brinckman
Marjorie Britton
Broadview Bobcats
Maryan Brock

Mr & Mrs Jack Brodsky
William Brogley

Mary Brooks

Bryan Brown

Helga Brown

Jane Brown

Mary Brown

Richard & Penny Brown
Roberta Brown
Constance Brownell

Ilene Browning

Andrew & Julie Brumitt
Diana Bruns

Susan Bryan

Barbara Buell & Tom Radcliffe
Robert Bugar

Ruth & Mary Bujnak

Jeanine & Mark Burdsall
Carolyn Burke

Deborah Burke

Lisa & Eric Burnham
Richard & Patricia Burns

Janie Burstein

Bob & Netty Burton
Robert Burton

Muriel Butensky

John & Kathleen Butler
Patricia Butler

Tim Buttery

Donnie & Melanie Button
Stacy Byram

Gloria & Verna Cafeo

Ben & Ellen Caffey
Sandra Calderon

Fannie Caldwell

Tracy Callister

Stephen & Bonnie Camm

Jean & Gary Campbell
Michelle Cancel

Salvatore & Francesca Candido
Ethel Cannedy & Tiffany Reye

Forehand

Dora Cantu

Joann Cardoso

Rose & Charles Cardoza
Katherine Carnevale

Tom, Sandy, & Heather Carrico
Gayle Carroll

Darlene & Jack Carter
Genell Carter

Lorrie Case

Rosalie & Joseph Castellano

Jose Castilla

Jeff Catrambone, MD
Matthew Cavanagh

Delia Chasteen

Jim & Billie Child

Judith Chirgwin

Linda Christensen

Phyllis Church

Dillon Cins

Loretta Clark

Susan Clark

Ora Jane Clarkson

Patricia Cleary

Mervyn Clevenger

Terri & Kelly Cline

Mark Clouatre

Delfina Clower

Michael Clyne

Milton Cohen

Morris Cohen

Pat Coleman

Andrea & Steve Collins

Sheila Collins

Ellen Marie Colopy

Rosemary Condon

Wendy Conner

Jodi & James Connor

Mary Connor-Dobbs

Betsy Conyard

Cara & Jonathan Cooper

Jason, Rhonda & Alexandra
Cooper

Richard Cooper

COPA - Spirit Team

Linda Copeland

Karen Corl

Irma Correa-Long

James & Sharon Corriveau

John & Amy Corston

Cheryl Coslow

Tesha Cotter

Andrew Cousins

Kristine Cousins

Nancy Covalt

Helen Cowles

Christine Cox

David Creedon

Frances B. Crissman

Steele Crissman

Loretta Crow

Cookie Culbert

Karen Cummings

Laura Cunningham

Donald Daehn

John & Kerry Dalena

Anthony Damelio

Paul H. Danis

Regina Davenport

Nancy & William Davidson

Jonathan Davis

Linda Davis

Louise Davis

Nelda Davis

Carly DeClercq

Jennie DeGenaro

Kimberly Degenhardt

Rosemary Del Giudice

Debbie A. Dellinger

Sheila DeLong

Grace Demane

Scott & Teresa DeMicco

Robert & Jean Denneny

Edward Burchfield Denney

Denise Desalvo

Mary Anne Devine

Ruthanne Dietrich

Janice Dignan

Marianna Diguglielmo

Lotte Diomede

Pat Dishman

Tina Divita

Patricia Dobosh

Linda Doery

Michael Donaldson
Nancy Donally

Jean Donnelly, PhD
Mary Ann D'Oria
Timothy & Kathy Dorr
Chris & Crystal Dorton
Ranae Doser

Suzanne & Michael Doucette
John Doughton

William & Jeanne Downey
Kaia Downing

Mark & Barbara Doyer
Karla Drader

Nancy Dranga

Stephanie Dreiling
Theresa Drum

Clyde & Betty Dryer
Marc Dubner, DMD
Diane Dudas

Edmond & Patricia Duffy
Mary & Andre Dufton
Jeanne Dunlap

Gregory & Jennifer DuPan
Bradley Duprey

John & Thelma Dwyer
Marjorie Eagan

Peggy Eaton

Cathy Eby

Casey & Lisa Edds

Carrie Edgecomb

Sharon & Lauren Einhorn
Elaine Eisner

Martha Elder

Virginia & Larry Elliott
John Elwood

Donna English

Heather Erickson-Cooper
William Ertag, MD

Owen & Yolanda Eslinger
Arline & Charles Ettlinger
Ray & Roz Ettlinger
Kinsley Evens

Nancy Everard

Anne Everitt

Gordon Everling

Joanna Ewing

Donna Fagley

Walter Faillace, MD
James Farlek

Andrew & Ellen Feit
Amanda Feld

Elaine & Leo Feldblum
Jose Fernandez

Mary Anne Fernandez
David Ferrell

Jennifer & Steve Ferruci
Milton Fidel

Laura Filippini

Adria & Lars Fischer
Betty Fischer

Joan Fisher

Jeffrey Fishkin

Catherine Fitzgerald
Eleanor Fitzgerald

Kevin Flaherty

Barbara Jean Flanagan
Patrick & Shirley Fleckenstein
Desiree & Tim Fleming
Jane Folan

Helga Fontanes

David Foreman

Lena Fornauf-Romig
Donna L. Forni

Tom & Chris Foster

Pathways = 17

Heidi, Gregory & Megan
Frankosky

Sandra Frederick

Lance & Terri Fredericks

Elam Freeman

Carl Friedenberg, OD

Barbara Friedman

Menachem Friedman

Kim Fudge, PA-C

Lee Futrell

Kim Gagnon

Susan Galen

Krista & James Ganley

Sherry & Moshe Gans

Judy Gaseidnes

William & Carol Ann Gates

Diane Gawron

Steven Gayman

Thomas Geismann

Herman & Rhoda Gensler

Barbara & Louis George

Sharon Gerber

Chuck Gersten

Roberta Getchell

Maryann Ghassali

Mike Gibbons

Elizabeth Gilbert

Julie Gilbert

Jennifer Gilfillan

Cheryl Gillenwater

Tammy Gilliland

Susan & Mike Gionti

Joan Girmscheid

Sondra Gittis

Helen & Tony Godez

Jay & Kathryn Goemmer

Ruth Gogan

Sue Gogel

Janet Gold

Grace Gollhofer

Raquel Gomes

Lee Gonzalez

Sherrie Gonzalez

Joan Goodrich

Judson, Leslie & Joan Goodrich

GoodSearch

Clarissa Goolsby

Brad Goralski

Myrna Gorchoff

John & Melissa Goss

Karyn Gotaas

Graham Middle

Albert Grandin

Gladys & Arnold Granet

Janice Graves

Mary Graves

Bethany Green

Charles Green

Russell Green

Shelia & Laurence Green

Stanley & Ruth Greenblatt

Cissy Greenfield

Barry & Marjorie Greenwald

R & L. Gregait

Jack Gregory

Amy Grenier

Paul, Judy & Karen Griep

Beverly Griffin

Russell Grippi

David & Cynthia Griswold

George Groewa, Jr.

Jacqueline L. Gross

Amber Grossardt

Ginnie & Paul Grupinski

James Guaneri

Carol Guay

Thomas Guillaume
Jerome & Reva Guimont
Todd & Susan Gullekson
Daniel & Chalyce Gustafson
Pauline Gutierrez

Steve Haas

Menno & Francoise Hack
Joan Hagen

William Hakala

Diane & William Hale
Elizabeth & Peter Hales
Joan Hamill

Chrissy Hamilton
Thomas & Mary Hand
Carol Hanold

Jenna Hansen

Jean Harasym

Viola Harding

Jean Hare, CSJ

Kishia Harkins

Laura Harm

Yvette & Vincent Harrison
Danny & Diane Harrod
Elizabeth Hart

George Hart

Ramona Hart

Emma Harte

Laura Harter

David Hartkopf
Muhammad Hashmi
Mary Ann Hastings
Jodie Haugen

Joyce Haugsted

Connie Haxby

Irene Haynes

Catherine Headley
Rosemary Heagney

Jane Healey, PhD
Lucinda Heavenridge
Carol Heier

Dianne Heimendinger
Paul Heller

Bill & Jane Helm

Terry Hemann

Sharon Hendrix

Craig Hennesy Landscaping
Philip Henschel

Tom & Mary Herbert
Betty Herman

Edward Herman
Jennifer Hettinger
Frances Hickey

Lissette Hicks

Allen Higgins

Carol Hill

Raymond & Joan Hillard
Michelle Hils

Ann & John Hirschey
Hobbie Auto Center
Sharon & Mark Hochberg
Dale Hodges

Tara Hodgetts

Agnes & Matthew Hoey
Richard G. Hoffman
Erika & Reggie Holliday
Debbie Hollinsworth
Amy & Alan Holt

Elton Holtsclaw
Rosemary Homewood
Henry & Gertrude Horak
Marilyn Horbus

Curt & Melinda Horn
Jeffrey Horn

Glenn House

Kelley Howald

Kevin Howard

Hydrocephalus
(\Ny\_/—ﬁ)ﬁﬂ“m
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Dones

PaceseTTER: $1 - $49 (continued)

Maureen Howard-Kiely

Charlene Howarth

Calvin Hudsonpillar

Barbara Huling

Jeff Hulse

Carol Hundley

Sam & Betty Hunter

Donald Huston

Ann Rivers Hutcheson

James Hutchinson

Barbara Huwar

Elizabeth Huwar

Stephanie Hyde

Natalie Hyland

Carolyn Hyman

Ronald Irons

John & Jackie Jackson

Beatrice & George Jacobs

Dennis & Marlys Jacobsen

Robert Jacobson

Eric Jacovetti

Allison James

Leslie Jameson

Patricia Janco

Maria Hayley Soledad Yap
Jandoc

Philip Janes

Leon Jansen

Charles Jarvis

IdaJarvis

Jennifer Jensen

Beatrice Johnson

Billie Johnson

Jan Johnson

Janice Johnson

Joseph Johnson

Louise & Joseph Johnson

Pat Johnston

Ardythe Jones

Jerry & Patricia Jones

Margaret & Calvin Jones

Carrie Jordas

Lara Joseph

Mordecai Joseph

Frank Juan

Lawrence & Karen Juette

Carol Kane

Joseph Kane

Ray & Sharon Kassis

Shaon Katz

Linda Kaunitz

Jennifer Kay

Claire Keating

Marilyn & Joseph Keesey

Cynthia Keith

Linda Kelleher

Ron Kelleher

Jamie Kelly

Patricia M Kelly

Monica Kempski

William Kendra

Thomas, Joanne & Jeffrey Kent

Kurt & Marla Kettler

Cheryl Keynes

Alan Keyser

Frances Kiefer

Tom & Sara Kieffer

Talina King

Linda & Michael Kinne

Debbie Klahr

Mrs. Nina Klee

Janet Klein

Torri Kling

George & Clare Kluetz

Jonathan & Andrea Knapp

Sabrina Kniffin

William Knight

Terry & Susie Koch

Lana Kopsala

Lemuel Kornegay

Michael & Joan Korygoski

Lauren Korzeniewski

Jim Koutras

Nadia Kovacic

Harriet Kowlowitz

Irene Krebs

Joy Kresser

Donna, Gary & Lacy Krueger

Ken Krug

Theodore Kruger

Mary Kuefler

Emil Kuhn

Lori Kullens

Nancy Kuni

Leeona Kunz

Mrs. Stacey Kunzler

David Kuskin

Bertina La Guire

Jenny Lace

Bill Lacerte

Russell Lacey

John & Gertie Ladner

Linda LaForge & Yvonne
Henderson

Betty Lafser

Rebeca Lafuente

Krista Lalone

Joe LaMacchia

Angie LaMar

Thelma Lamb

Elizabeth Landem

Diana Lang

Roberta Lange

Robert Lapole

Betty Larson

Richard & Lisa Lassiter

Brine & Donica Laughlin

Ellen Foley Laumark

Joseph & Gertrude Lavigne

Lenora Lawrence

Sabrina Lawrence

Mike & Lisa Lawson

Vera Lawson

Robert Lazarus

Philomena LeBoeuf

Evonne Ledbetter

Melissa Lee

Bernard & Jim Leech

George & Janmarie Leikauf

Karen Lemieux

Constance Lemieux-Catlezon

Penny & Kevin Lentz

John Lenz

Alex W. Lerman

Joelyn & Neal Levensten

Benton Levie

Isabelle Lewis

Robert & Joan Lewis

Stanley Lewis

Josephine Leyva

Mrs. Debra Likeric

Sue & Tony Linder

Patrick & Janey Linley

Sara Lionberger

Linda Litschgi

Christy & Dennis Little

Rafael & Hilda Llorens

Virginia Lloyd

Patricia Locacciato

Hope LoCicero

Jean Loesch

Sharon & Les Loffman

Deb Long

Julie & Daryl Loos

Javier Lopez

Linda Lopez

Barbara & Donald Lopke

Dawn Thomas & Francis Lorello

Sharon Loveless

Michael & Dicy Lowe

Paula Luckenbill

Kris Lueck

Peter & Jane Luker

Donald Lundell

Dwayne Lunsford

Elizabeth Lush

Frederick MacAbee

Cathy & Dan Maccoux

Vince & Ella Mae Maccoux

Bruce & Donna MacGregor

Maureen Mackey

Erica & Greg Mackling

John Madden

Kathy & Brian Madden

Susan Majors

Alexa Maland

Mary Maley

Carol Malloy

Elizabeth Malone

Janet & Nick Malure

Kari Mandell

Jennifer Jimenez & Joseph
Marana

Michael Marano

Kelli Marble

Judith Marchionni

Karen Marcotte

Elizabeth Marino

Yakov Mark

Beth Marlor

Mars Fishcare North America,
Inc.

Lawrence Marsh

James Martin

Dava Marut

Cindy & Jerry Matuszak

Annette May

Carl & Gene Mayo

John & Jennifer McAleese

William McCammon

Ulrike McCarthy

Jeff & Sheila McCarty

Catherine McDermott

Larry & Lucile McDermott

Patrick McDermott

Ellen McDonald

Jeanne McEldowney

Camille McElroy

Julie Ann McFarlane

Joann Mcghee

Nora McGinley

James McGrath

Joe & Becki McGrath

Susan & Frank McIntyre

Jean McKay

Thomas & Sue McKeefery

Janice McKenney

Richard McKenzie

Bernadette McLaughlin

Lorraine McMahon

Virgelia Meek

Jane Meister

Geraldine Meixner

Hal Meltzer, MD

Walter Mendenhall

Todd Merkel

Elaine Michaels

Laura Mick
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Louis & Irma Micone

Alberta & Ferdinand Mignone

Charles K. Miller

Heather & Noreen Miller

Janet Miller

Shirley Miller

Eileen Mills

Patricia Mills

Susan Millsapps

Donald & Joyce Milner

Cindy Minarcik

Theresa & Logan Minter

Emma Jane Mitchell

Martin Mittleman

Janine Mohler

Mollie’s Team

Portia, Carlos & Brandon
Montanez

Fina Mooney

Barbara Moore

Denise Moore

Martha & Dennis Moore

Gene & Nancy Mooring

Richard & Elsie Moranto

Victoria & Jeffry Morgan

Joe Morreale

John-Tyler Morris

Jack Morrison

Julie Moseley

Bea Moulis

Tracy & Michael Moynihan

Sandeep Mukherjee

Jean Mull

David & Carolyn Mullennix

Thomas & Patricia Mullinex

Karin Muraszko, MD

Denise & Joe Murgida

Theresa & Kevin Murphy

Robin Murtha

Dr. William Muscara

Lisa Nabring

Joseph Nahan

Stephen Nauerz

Jan Neal

Jill Nehrig

Marsha Neidorf

James & Karen Nellis

Barb Nelson

Lillian Nelson

Victor & Margaret Nelson

Wayne G. Nelson

William Nemerever

Mary Ann & James Nesdill

Marianne Nevil

Lawrence & Betty Newman

Milton & Phyllis Newman

Loan Ngo

Carol Niemand

Mary Niemczuk

Angela & George Nieves

Mary & Ben Nisenbaum

Lynn & Kaitlyn Nivins

Judy Noojibail

Cheryl Noti

Elisabeth Novak

Diane Nowacki

June & Orville Nyblade

Rebecca Oakes

Daniel & Barbara O'Brien

Josephine O'Brien

Raymond & Pamela Tindall
O'Brien

Ronald & Beverly Ochsner

Maria Odarczenko

Helen Odell

Michael C. O'Doherty

Barbara & Ross Oftria
John & Arlene O'Hara
Maureen O'Hara

David Okrent

Charlene Oliver
Jennifer & Scott O'Neill
Frank & Mary Orlando
Paul Orofino

Oroville Safe, Lock and Door Co.

Maria & John O’Shaughnessy

Heather & Dusty Ostermiller

Victor & Madeline Ouellette

Heather Pacheco

Charlotte Painter

Jan Palmitessa

Francis Pantucci

Brooke Parker

Cynthia Parker

Elizabeth Parker

Lisa Parker-DePeal

John & Lisa Parks

Dawn & Christopher Parton

Mahesh Patel

Jean Pearce

Bruce Pelaccio

Jana Perkins

Jessica Perry

Jenny Peterman

Tarri Peters

Bill & Carol Petersen

Loa Pettit

David Phillips

Theresa Pierce

Anne & John Piombo

Carollynn Piper

Brian & Jeanne Piteo

Melissa Pitt

Ryan Pitt

Michael A Platt

Leo & Julia Poehling

Bonnie Poli

Karyn & Marty Pollak

Dorrie Pollock

Gerald M. Pope

Daniel Poppy

Denise Porter

Karen Porter

Leslie Porter

Dale & Karen Powell

Maureen & Robert Powell

Nancy Prass

Katie Preass

Matthew, Julie & Courtney
Prentiss

Alison Pressman

Lucille Price

Peyton Price

Wolfgang Priebe

Leonard & Miriam Prouty

Chris Pryor

John & Nellie Prys

Tim & Kia Pugh

Adria Pulizzano

Frank Quattrone

Virginia Queen

David Quiroa

Deborah & Doug Rabbino

Victoria & Joseph Radican

Stephanie Raiford

Leonardo & Rhonda Ramos

Erin Ranum

Jim & Mari Rasmussen

Jacek Ratajczak

Diane Ratay

Keith & Charlene Rathbun

Stephen & Lizabeth Raynes
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PaceseTTER: $1 - $49 (continued)

Mary Reagan

Daniel Reed

Donald Reel

Francis Reiff

Glenna Reifsnyder

Dennis Reilly

Lauren & Karen Reilly

Keith Reischi

Joan Remelius

Valdine Renucci

Seth & Sharlet Renzella

Christina, JoAnne & Gerry
Reynolds

Aida Reyther

Maria Rhodes

Lynn Ricci

Donald Richardson, Jr.

Peter Richardson

Denise & Allan Rick

Marlene Rideout

Ronny Riegel

Roy Riegler

Laurie Rigg

Frances Riley

Vivian Rivard

Randi Roatcap

Sara Roback

Robbies First Base

Claudia Roberts

Cynthia Roberts

Sherry Roberts

Marcia Robinson

Suzanne Robinson

E. Jason Rock

John Rodarmel

O.F. Roddey, MD

Eileen Rodger

Joan & Fred Rohde

Eleanor Rohleder

Bob & Susan Rolf

Thomas & Jacolyn Rolf

Alexa Rollins

Ardeth Romisch

Karey Ross

Audrey Rothbloom

Kathy Rountree

Jeff, Ashley & Lauren Rowinski

Bernice Ruby

Kris & Jacqueline Ruckelshaus

Paul Ruhter

Faye & Charlie Ruopp

Thomas Ruriani

Rhonda Russell

Dana Rzechula-Vegeais

Genevieve Sachs

Wendy Sadorf

Daniel Salazar

Marlene Salinardi

Veikko & Pirkko Salonen

Diane Salvo

Rodney & Christina Sampson

James Sams

Magaly Sanchez

Roderick Sanden, MD

Bob Sandrick

Anthony & Filomena Sangenito
Zoe Sangerman

Mayra Santiago

Leonard & Carole Saucer
Paula Savarino

Maria, Gino & Stephanie Scalisi
Caroline Scarborough
Joan Schaeffer

Amy Schenker

Joan Schilleci

Robert & Manijeh Schmidt
Kimberly Schommer
Monty & Lois Schottelkorb
Helen & Richard Schulte
Thomas, Susan & Kelly Schultz
Patricia & Michael Schumann
Erica Schwartz

Joyce & William Schwartz
Jenna Sciulli

Doris Scoggin

Joanne Scrocca

Annie Scully

Louise & Vince Senatore
Carlisa Seth

Dianna Sever

Maria Sevitski RN

Berneice Shambley

Alan Shapiro

Gretchen Shaw

S. Herbert Shawver I11
Allison Sheehan

Mr. & Mrs. Carl Sheffer
Joan Shepack

Frances Sherman

Nicholas & Eva Shestople
Karen & Timothy Shore
Marie Shute

Anne Shutze

Joanne Siesennop
Theodore & Mary Sievert
William Siler

Jeffrey Silver

Albert & Suzanne Simon
George & Audrey Sincerny
Steven & Teresa Sjoquist
Gordon Skinner

Sharon Skolnick

Phyllis Skolnik, MD, PA
Anna Skrivanek

Patti Slone

Pamela Smart

Betty Smith

Christine & Sheldon Smith
Fred & Evelyn Smith
Heather & John Smith

Lori Smith

Pamela Smith

Robert & Marie Smith
Julie Smithee

Sandra Solis

Natalie Soto

Robert Souther

Vincent & Stacy Soviero

GIFTS WERE GIVEN IN HONOR OF:

Anthony Abbene
Alexandra Acevedo
Garrett Adam
Amanda Akbar
Brandon Alexander
Carter James Almand
Catalina Aloi

Chase Alvarado
Mark Anderson
Lara Andren
Erika Applebaum
Adrienne Arms
Stephanie Arnold
Thomas Ascherl

Gene Sowder

Krista & Jason Spring

Tanya St. John

Patricia Stabile

Seymour Stalk

Ann Stallings

William Stanzel

Lauren Steele

Nikki Stefan

Kara Steinhebel

Agnes Stephen

Chris Stephens

Mary Stephenson-Northup &
Stephen Northrup

Lanier Stevens

Lisa Stevens

Romona Stewart

Gay Stockman

David, Janet & Katie Stogsdill

Laura Stoskin

Shelly Stover-Ling

Bob & Barb Strathman

Steven Lee Striedel

Mrs. Stuit

Arleen Sukup

Joseph & Theresa Sullivan

Elisabeth Sundey

Nancy Sutter

Jennifer Sweatmon

Nancy & Tom Sweeney

Darlene Sweetman

Kinga & Krzysztof Szymoniak

Noreen Taddiken

John Tait

Karen & Steve Talbert

Russell & Kathryn Taliaferro

Marion Tandy

Dave & Amanda Tapp

Tibor Taraba

Erika Tayler

Tracy & Richard Taylor

Douglas Temple

The Children's Neurological
Center

Gerald Theberge, DDS

Amy Thomas

Debra Thomas

Cheryl Thompson

Kyle & Lois Thompson

Margaret Thompson

Debra Thorneu

Ed Thouin

Ana Tidwell

Tirpok Group, Inc

Marion Todd

Eugene Tonda

Patrick & Julie Tooke

Sarah Tracy

Christina Traupman

Monica Trevino

Angelo Troisi

Marianna & Emil Trott

Mrs. Deanna Trottier

Mary Trotto

Caleb Backus
John-Henry Baker

Sally Baldus

Dr. & Mrs Larry Basirico
Joseph C. Batterman
Charlee Battersby
Michael Bauer

FPathways

Christine Tucker

Jennifer Turcotte

Suzy Turner

June Tverdy

Twins Silver Dream

Debra Umphlett

Barbara Underwood

UniGroup

Anne Unis

Peggy Upton

Lynne Uretz

Sharon Valentino

Robin Van Gompel

Art Van Gundy

Shirley Van Noy

Marge & Henry Vance

Jennifer Vandenbossche

Kara Vaughan

Amy Videan

Bernice & Richard Vinal

Barbara Vincent

Alyssa Vinci

Amanda Vollertsen

Richard Vollmar

Christine Votraw

Barbara Wagenbenner

Judi & Morty Wagman

Bobbi & Heath Wagner

Herbert Wagner

Sharon Wagner

Kimberly Wainwright

Amy & Dan Walden

Alan Walker

Cory & Sally Walker

Denise Walker

Lucy Walker

Roxanna Walker

Michael & Monica Wall

Amy Wallace

Marianne Wallenhorst

Frances Waller

Alison Walsh

Michael Walsh

Rose Walsh

Natalie & Chuck Walters

Frederick Walton

Mrs. Dorothy Ward

Edgar & Bernice Warning

Jane Wason

Nuku & Fredrick Watson

Donald Weaver

Jennifer Weaver

Keith Weaver

Ann Webb, MD, MPH

John A. Webb, Jr

Linda Webb

Judi & Randy Webster

Barbara Weiss

Rosemary Weiss

John & Heather Welch

Elizabeth Welker

Vera Welsh

Westchester Elementary School
Staff

Laura B. Beach
Jennifer Bechard
Andrea Beicht

Laura Beckley Barsotti
Robbie Beers
Nicolette Belanger
Paul Beliakoff’
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Myra Wharton

Ross & Ginger Wheatley
Dianna Wheeler

Monica Wheeler

Judy & Chad Whisenant
Lucius & Arline Whitaker, Jr
Angela & Jordan Whitcher
Ken & Freda White

Ann Whyte

Marissa Wick

Cathy Wickrowski
Sharon Wild

Karen Wilkerson

Harold & Ruth Willenborg
Amanda Williams

Ruth Willig

John Willis

George & Meredith Wills
Josephine Wilson

Martin Wilson

Michele Wilson

Patricia Wilson

Cheri Winger

Stacey Wininger

Donald Winkler

Linda Winn

Jodi Wisnoski

Ralph Witschi

Vic & Sue Wittgenstein
Pat Wojciechowski
Brenda Wolf

Brad & Mendy Wolfe
Verlo Wolfsohn

Kathryn Wolgemuth
Joyce Wong

Rod & Eleanor Wood
Crystal Wooden

Connie Woodside

Carol Woolstenhulme
Frances Word

Kim Worrell

Chelsea Wright

Nancy Wright

P. Andrew & Hunter Wright
Warren & Lisa Wylie
Michael Wymer

Jessica & Eric Yaeger
Merrill Yalowitz

Alysha Jane & John Yamat
Julie Yardley

William & Maurine Yelsa
Carole Youngquist
Anastasio Zamora
Marjorie Zeidner

Tammi Zello

Thomas Zeman

Jackie Zohn

Nikki Zonars

Marie Zucchero

Lynzee Benoit
Gladys Berger
Madeleine Bergeson
Thomas Lee Bills
Beth Boberg
Zachary Borneke
Warren Bowden
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GIFTS WERE GIVEN IN HONOR OF:

Sarah-Beth Bowers
Kurt Brailsford
Cohen Brantley
Philip Brooks
Kiana Brown
Tanner Scott Brustad
Kate Buchanen
Cecilia Bulone
Camden N. Burdsall
Aaron Buttram
Allison Caffey
Cecilia Calabi
Andy Campites
Dora L. Cantu
Wyatt Castaneda
Micaela Ceccarelli
Jeffrey Chrismer
Gianfranco Ciampi
Finn Clancy
Ryan Cochran
Jack & Julie Coe
Elizabeth Conner
Jake Cors
Reece Cotter
Brian Coughlin
Alexander Culley & Amanda
Toperoff
Samuel Cypert
Jennica Dabrowski
Jamie P. Danyko
Jordan Davidson
Scott DeMicco
Sam Denney
My friend, Destiny
Elizabeth DiPietro
Cameron Briggs Dominick
Diane Dower
Oliver Downing
Nicholas Drubin
Stanley Ellis
Rachel Engelmann
John-Frederick Escher
Jakob Giovanni Escobar
Ian Farnkopf
Dr Michael Fine
Samuel Fine
Josh Fineman
Phyllis Fineman
Cypress Fletcher
Megan Frankosky
The Funston Family

Zale Funston
Thomas J.W. Fusci
Jeffrey Garcia

David Gardner

Jake Gardner

Emma Georgiou
Brian Gibson

Sophia Gigante
Adam Gillman
Emma Godlewski
Pier Goldreich
Stellan M. Goss
Wyatt D. Grimes
Paul & William Gross
Vanessa Gross

Devin Gustafson
Michaela Claire Hagen
W. Hakala

Zachary Halcomb
Sydney Hastert

My brave grandmother, Helen
Richard Henerlau
The Henerlau Family
Amy Herrington
Sybil Hill

Robert Hines

Donny Hodgkins
Dustin Hodgkins
Anne Hoffsten

Day Hogue

Colin Holt

Zayne Hoover
Tianna Jeflene Howell
Trianna J. Howell
Betty Hudgins

Bailey Hudson
Kenneth G. Hughes
Craig Hundley
David E. Islas, I1I
Bernie Itzen
Matthew Jameson
Jack Johnson

Robyn Johnson
Mary Stewart Jones
Nile Jones

Rebecca Grace Jones
Zachary M. Jones
Giuliana Jonna
Abigale Jordas

Cindy and Kevin Joslyn
Emma Kaczor

GIFTS WERE GIVEN IN MEMORY OF:

Aurora Adler

Gladys Adler

Walter Aglietti

Curtis Lee Allen

Carter James Almand
Justin Scot Alston
Dolores Ames

Gabriel James Appelhans
Melvin Auch

Charles E. Bagley
Kathleen Banta

Laura Beckley Barsotti
Lorraine Belmont
Florence Berger
Edward Billado

Jennie Bonk

Francis J. Browning
Rachelle Bryant-Bither
Andy Campites

Orlean Beatrice Cardin
Cole and Tracy Carlson

Tyler Chardavoyne
Bea Chiapel

Emily Crouse

Skip Cypert

Walter Dabrowski
Joseph Demane
Michele and Rachel DiCosola
Carl DiPietro

Ann Domsic

Harold Douville
Mary Dufty

Lois Duncan

Joyce W. Faulkner
Cole Thomas Fonger
Joyce Freeland Harper
Gerard Fudge
Elizabeth Gleeson
Polly Gleeson
Jonathan Goldberg
Janet Gorter

Robert Gossen

Ben and Ollie Kaplan
Sarah Kell

Nolan David Kerns
Annie Kieffer

Gregory William Kirby
Ralph Kistler

Kristen Klahr

Jack Klug

Mr. & Mrs. RM. Kranz
Hannah Krempler
Ariel Krinsky

Lacy Renay Krueger
Antonia Kuefler
Madeline J. Kyle

Jim and Kathy LaBarre
Krista Lamison
Kerena Laslett

Dean Laubach

Issac LaVahn

Douglas LeBeau

Ryan Li

Jeffrey Liakos

Dora Limon

Tim Lindsay

Bo Links

Paige Linley

Alec Loesch

Trevor Loos

Mia Lopez

Maureen Lorello
William Lorenzen
Swartz Louise

Austin Lucero
Autumn Mabon
William Maki
Marguerite E. Maloney
Gary and Linda Mansfield
Jared Mansfield
Timucin Marino

Sam Marks

Ruth Marsh

Daniella Matthews
Saxon Maxe

Jackson May

Caitlin Maynard
Catherine McDermott
Morgan Ann McKay
Christopher McQuilkin
Karlyn Merbach
Erheart Mianan

Grant Miller

Dr. Mary Hammock
Doug Harding
Mary L. Hart
Robert Heard

Jean Higgins

Virgil Hiveley
Donny Hodgkins
Dustin Hodgkins
Kenneth G. Hughes
Eleanor Jacobs
Marlene James
Rebecca Grace Jones
Thomas V. Kelley
Alexander J. Kimber
Bessyanna Knapp
Bette Lace

John Dean Ladner
Charles Larson
Jacques Lavallee
Richard Lemieux
Robert Lewis
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Pierson Grant Miller
Savannah Miller
Freddy Missel
Rob Montgomery
Michael Mooney
Gloria Morgand
James Moroz
John-Tyler Morris
Elaine Mrkonich
John Murphy
Spencer Neff's graduation
Jill Nehrig
Bryan Nesdill
Joseph P. Noonan
Kaitlyn Elizabeth O'Byrne
Frank Oleksak
Emiliano Ortega
Charley Cole Otto
Madison Pardi
Jacob Peacock
Erin Pearce
Irene Peckham
Mackenzy Pembrook
Sarah Percell
Rebekah Perkins
Wilhelm Pfeiffer
Ida Phillips
Bradley Pierce
Kelly Pitzen
Alison Puckett
Jennifer Rabbino
Mikaya Rabick
Siobhan Reardon
Haley S. Remillard
Karl Rhodes
Shawn Rice
The Family of Stephanie
Richardson
Hayley Roach
Alexis Rocciola
Sally Rochman
Emily B. Rogers
Jordan Rogers
Theresa Rose
Phillip Rosenthal
Shelby Kaitlyn Sampson
Ben Sanchez
Tom Sanders, Jr.
Benjamin D. Saylor
Romi Scarlett
Aaron Scarpato

Dr. Benjamin L. Mandel
Anita Marepally

Ashley Kim McDaneld
Raymond D. McMahon
Valerie McMahon Vincent
Karl Meixner

Edgar Merring
Christian S. Molica
Sara Mullen

Samuel P. Neff, MD
Gaylord Nelson

David Newsom

Aurora Padron

Irene Peckham

Thelia Pedrelli

Dianna Pennell
Cynthia Pezzoni

Aldo Piucci

Frank J. Puncer

Bella Grace Punt
D'Anne Quinton

Eileen Scharff

Sam Schatzberg

Alyx Schenker

Ralph Schilder

Collin Schmidt

Elana Schwartz

Glenna Scott

Jim Selimas

Chandranath Sen

Nikki Silver

Finn Smith

Griffin Snyder

Mathew Sokol

Robin Spieker

Signe St. Sure-Caye

Maureen Stathopoulos

Kyle Stavron

Tyler Steinhaus

Emma Stoner

Griffin Snyder

Sean Tank

Maria Tatman

Abbey Testa

Karson Palmer Thomas

Lucille Thorpe

Lydia Toney

McCallister Tronsdal

David Updike

Salvatore Vassallo

James Vilavong

Trevor Villwock

Christine Votraw

Rachel Walden

Sophia Walsh

Cameron Paul Walters

Sadie Waters

Jordan Renee Weaver

June Webb

Hannah Weil

Dr. Stuart Weiss

Meredith Weiss

Louise White Swartz

Julia Wiener

Maria Wiggins

Justin Wilder

Luke Winters

Preston Wright, Sr.

Benjamin Yellin

Quinten Zalesky

Mr. and Mrs. Gary Zohn and
Family

Patricia Ray

Zachery & Gabriel Rericker
Liam Robbins
Clifton Robertson
Aaron Scarpato
Ralph Schilder
Helen Scott

Michael Sherill, Jr.
Frank Silvestri
Carson Smith

Julio Someillan
Leonard Soranno
Jack Stirling

Gabriel Summerhill
Louise White Swartz
Betty Sykora
Luculle Thorpe
William Toth

Earl Van Sickle
Marlene Waterbury




SPRING 2008

Fathways w 21

LEGISLATIVE EFFORTS: INCREASING ATTENTION ON HYDROCEPHALUS ISSUES

By MaryBeth Godlewski, National Advocacy Director

Below is a brief recap of the status of HA’s major
federal efforts in 2008.

he Hydrocephalus Association contin-

ues to ramp up our advocacy work with
Congress and federal agencies on behalf of
all those whose lives are touched in some
way by hydrocephalus. Although we contin-
ue to see positive results, much more remains
to be done to achieve the needed level of fed-
eral support and commitment dedicated to
hydrocephalus research and awareness.

When dealing with Congress, we must be
persistent and patient. 8,000 to 9,000 differ-
ent pieces of legislation are introduced dur-
ing an average two-year session of Congress,
of which less than 5% are ever enacted into
law. Although many of these bills do not
have true national significance, the sheer vol-
ume of legislation and the range of issues
that Congress must consider serve as a re-
minder of how hard we all must work to gain
congressional interest in a new issue—espe-
cially an issue such as hydrocephalus that,
despite its prevalence, does not carry the lev-
el of public awareness of many other disor-
ders.

To this end we have retained a govern-
ment relations consultant, Deborah Outlaw.
Deborah has extensive experience in various
federal health policy arenas. She worked on
Capitol Hill as a legislative counsel fora U.S.
senator, served in various federal agencies,
and was an attorney in the Executive Office
of the President. Since 1994, she has worked
in the private sector, helping health organ-
izations gain support for their federal leg-
islative and regulatory efforts. HA members
will be able to meet Deborah at the June con-
ference.

CONGRESSIONAL SUPPORT EXPRESSED FOR
INCREASED HYDROCEPHALUS RESEARCH
AND ENHANCED PUBLIC AWARENESS

HA is happy to report that the Senate recent-
ly passed a resolution: S. Con. Res. 63, (in-
troduced by Sen. Clinton [D-NY], and
cosponsored by Sen. Specter [R-PA]), to en-
courage additional hydrocephalus research
by the National Institutes of Health (NIH)
as well as greater public awareness and ed-
ucation through building partnerships be-
tween the federal government and patient

groups. S. Con. Res. 63 is intended to serve
as the Senate’s counterpart to an earlier
House bill sponsored by Rep. Thompson (D-
CA), which passed in 2007.

This particular type of bill (a “Concurrent
Resolution”) does not have the force of law.
At the same time, it represents direct and
positive action by Congress specifically fo-
cused on our mission, in that it conveys
strong support from Congress as a body for
increased attention on hydrocephalus. It
helps reinforce HA’s other advocacy efforts
and serves as a benchmark by which
Congress can gauge progress.

INCREASING NIH FUNDING FOR
HYDROCEPHALUS

HA is actively working to gain congression-
al support for including comprehensive lan-
guage in the Labor, Health and Human
Services (LHHS) Appropriation bill funding
the NIH for the next fiscal year (October
2008 through September 2009). Sen. Specter
and Rep. Rosa DeLauro (D-CT) have both
once again agreed to submit and support
our fiscal year 2009 language. We are on
Capitol Hill meeting with key offices, both
to shore up our friends and to continue ed-
ucating new members of Congress about HA
issues.

To support NIH in its desire to fund more
hydrocephalus research, we are also urging
Congress to adopt a robust funding level for
NIH. The NIH budget is considered inade-
quate by many in the scientific community,
and existing funding commitments have
been reduced somewhere between 18% and
22%. This reduction makes it even harder
to get new projects funded. So, while our pri-
mary efforts are always geared towards the
specific research needs of the hydrocephalus
community, we also support increased fund-
ing for NIH Institutes of direct concern to
HA.

We need your help to make any of this
happen. Get ready to start writing your mem-
bers of Congress; the appropriation season
is upon us! We will begin our “Call to
Action” e-mail alerts and hope you will re-
spond when you receive them!

Hydrocephalus
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HyprocepHALUS NOTED IN TESTIMONY
1O CaPITOL HILL

As part of our efforts to include hydro-
cephalus in policy discussions across differ-
ent venues, HA has joined the ‘Friends of
NICHD?’, a respected and proactive health
coalition that supports funding for all areas
of children’s health research. Engaging in
select activities with the Friends helps HA
highlight many of the special hydrocephalus
research needs in child development.

One early positive outcome from our al-
liance with the Friends is that we were able
to include in recent testimony submitted to
Congress a special mention of the challenges
faced by children with hydrocephalus and
to point out the need for more collaborative
research:

“Hydrocephalus: More research needs to be
done into the many complex issues surrounding hy-
drocephalus for the 200,000 children under 18
now living with this condition, ranging from obvi-
ous medical concerns due to repeated brain surger-
ies, to less well understood challenges involving learn-
ing disabilities of children with hydrocephalus, mo-
tor and sensory impairment, and socialization
challenges. NICHD has a significant role to play in
working with other Institutes regarding the unique
issues of hydrocephalus in children.”

HA INVITED TO PARTICIPATE IN NINDS
MEETING ON RESEARCH NEEDS

HA has been invited to participate in a May
16 meeting with senior staff from the
National Institute of Neurological Disorders
and Stroke (NINDS) to discuss prioritiza-
tion of research needs, gaps in funding, the
peer review process for obtaining support
from NIH, and similar issues. We will report
back after the meeting, and are looking for-
ward to the opportunities presented in this
all-day forum of dialogue and interaction.

HA ExPLORES OPPORTUNITIES IN THE
U.S. DEPARTMENT OF VETERAN’S AFFAIRS
FOR HYDROCEPHALUS RESEARCH
HA continues to explore the connection be-
tween hydrocephalus and the veteran pop-
ulation. We attended a briefing in March on
veteran’s health issues with senior Veteran’s
Affairs officials and research staff, and plan
to continue to press forward to encourage
research and collaboration, where appropri-
ate, with other federal agencies.

(Continued on page 23.)
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HA JoiNs CALIFORNIA NEUROALLIANCE AT THE CALIFORNIA STATE CAPITOL!

By Karima Roumila, Outreach Coordinator

ydrocephalus was well represented at

arecent conference addressing emerg-
ing public policies that affect people with
neurological disorders. Board member Emily
Farrell joined staff members Marybeth
and me at the eighth annual California
NeuroAlliance Conference held in
Sacramento, Calif. March 11-12, 2008.

Attendees representing about nine differ-
ent neurological conditions participated in
advocacy training and heard from a wide ar-
ray of speakers on issues, such as the impact
of proposed California budget cuts on indi-
viduals with neurological conditions and
Senate Bill 1198—“Health Care Coverage:
Durable Medical Equipment”—introduced
by Sen. Sheila Kuehl, D-Santa Monica. The
bill prohibits insurance companies from im-
posing a separate benefit cap specific to DME
in their policies that is lower than the ben-
efit cap that broadly applies to other basic
medical services.

The potential impact of the across-the-
board 10% cut in all state services will be sig-
nificant for low-income individuals with neu-
rological conditions. Approximately 13% of

patients represented by CNA rely on Medi-
Cal for their health services. If approved,
cuts would mean 10% reduction in reim-
bursement to health care providers under
Medi-Cal and the elimination of ten state
supplied “optional” benefits not mandated
under the federal Medicaid program. Six of
these ten optional benefits would have an
impact on individuals with neurological con-
ditions: adult dental, adult optometry (one
of the ways that hydrocephalus is diagnosed
in adults), adult optician and optical labo-
ratory services, adult psychology, adult
speech therapy, and incontinence creams
and washes.

Participants, which included profession-
als, advocates, and families and patients deal-
ing with the complexities of neurological
conditions, were grouped into teams and
embarked on State Capitol visits. Each team
met with several legislators and urged them
to oppose the cuts, citing personal accounts
of the impact the cuts would have on low-
income individuals with neurological con-
ditions. Overall, ten legislators heard the spe-
cific impact budget cuts would have on peo-
ple with hydrocephalus through our stories.

The California NeuroAlliance Conference
provided a platform to share information
and advocate for better access to health care
for our members. It also provided an oppor-
tunity to hear from key decision-makers and
state department directors firsthand. We
hope and urge our California members to
get involved and contact their local repre-
sentatives and let them hear from you about
these important issues. =

The Story of NeuroAlliances: The California
NeuroAlliance (CNA) began about eight
years ago under the leadership of the
American Association of Neurology. CNA
(http://www.calneurosurvey.com/) was the
first advocacy partnership to represent mil-
lions of state residents affected by neurolog-
ical conditions, their advocates and their physi-
cians. Building on the success of this alliance
dedicated to improving the quality of life by
promoting access to quality health care
through education, public awareness and ad-
vocacy, similar alliances have formed in Florida
(the Florida NeuroAlliance) and Washington
(The Washington State NeuroAlliance
[WSNAY]). Groups in Pennsylvania are also
considering forming such a coalition.

THE NEwLY-FORMED FLORIDA NEUROALLIANCE VISITS THE FLORIDA LEGISLATURE

By Marvin Sussman, PhD, HA Board of Directors

he Florida NeuroAlliance is a recently-

formed Florida-based coalition of organ-
izations and individuals concerned about
neurological issues. A number of its mem-
bers visited the Florida Capitol in Tallahassee
on March 25,2008. They met with senators,
representatives and legislative aides to in-
troduce the NeuroAlliance and inform them
of its mission to:

B be proactive in promoting public policies
that assure access to quality health care
and support services;

B support cutting-edge research, leading to
better treatments and cures for neurolog-
ical conditions;

B protect the rights of people with neuro-
logical conditions; and

B promote full participation of people with
neurological conditions in their respec-
tive communities.

The formation of this NeuroAlliance was
a collaborative effort involving the Florida
Society of Neurology and representatives of
patient and family support groups. Itis a di-
verse, coalition of patients, health and ad-
vocacy organizations, advocates, medical and
support service providers, and researchers
dedicated to the improvement of the quali-
ty of life for Floridians living with neurolog-
ical conditions.

Participants in this initial lobbying effort
included two neurologists (one from
Gainesville and one from Jacksonville); a
medical researcher from the University of
Florida (Gainesville); representatives from
the Epilepsy Foundation, the American
Association Neuroscience Nurses Northeast
Chapter, the National Multiple Sclerosis
Society, the ALS Foundation, and the
Hydrocephalus Association’s Tampa Bay, FI.
affiliate; and several patients with neurolog-
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ical conditions. HA board member and
Florida resident, Marvin Sussman (with help
from Paula Keyser, President of our Tampa
Bay affiliate), has been active in the Florida
NeuroAlliance since its inception. He par-
ticipated in the visit to the Florida Capitol
and represented our Association there.
Florida has a higher proportion of people
over the age of 55 years than most states;
therefore, age-related issues such as normal
pressure hydrocephalus are a concern to the
state.

Senate President Ken Pruitt commended
the NeuroAlliance for its initiative and as-
sured that the information provided would
be passed on to those areas of Florida gov-
ernment that need to know. Meetings were
also held with the legislative assistants to
the Chair of Health Policy Committee and
the Speaker of the House, a senator with a
strong interest in issues of the handicapped,
and a Florida house representative (Chair,

(continued on page 23)
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THIRD GLOBAL PATIENTS CONGRESS OF THE INTERNATIONAL
ALLIANCE OF PATIENTS’ ORGANIZATIONS

By Karima Roumila, Outreach Coordinator

Recently, the third Global Patients
Congress of the International Alliance
of Patients’ Organizations (IAPO) was held
in London, United Kingdom. The meeting
highlighted the progress being made world-
wide to address the role of the patient as an
essential partner in the design and delivery
of health care.

Over 180 delegates from around the world,
representing patients and other stakehold-
ers in health such as the European
Commission, The World Health
Organization (WHO), and global health pro-
attended the
Congress. The meeting’s focus was on access

fessionals’ associations
to health care, patient safety, patient infor-
mation and patient involvement. The speak-
ers emphasized the progress made since the
2006 Congress and how more and more pa-
tients are working together with health care
providers to make patient-centered health
care a reality. Patient groups increasingly
achieve recognition for the contribution they

make to the design and delivery of health
care.

Sir Liam Donaldson, Chief Medical
Officer, England and Chair of the WHO
World Alliance for Patients Safety, in his
keynote presentation, addressed the grow-
ing recognition given to patients as experts
or teachers, helping to ensure that consumers
receive the care they need in and appropri-
ate and safe way. He also stressed the notion
that the patient should be seen as our con-
science for safe care, a catalyst for change, a
witness of the quality of care, a compass, giv-
ing direction to our efforts and as teachers
in how we learn from unsafe care.

IAPO calls on all stakeholders in health
care to include patients in a meaningful and
sustainable way in all levels of their work
and at all points of decision-making, and to
build on existing models of involvement in
collaboration with patients around the
world.

(For more information go to www.pa-
tientsorganizations.org) -

GABRIELS LiIFE — THE VALUE oF WRITING MY BLOG

By MaryBeth Godlewski, National Advocacy Director

welve years ago, when my daughter,

Emma, was diagnosed with hydro-
cephalus, blogging was not yet popular.
This meant the parent-to-parent support I
so desperately desired and needed to prop-
erly learn how to advocate for my child
was not easy to find. Today, you can find
blogs on the Web for just about every-
thing—even hydrocephalus.

Thanks to Leilani Schweitzer, who envi-
sioned and created the site GabrielsLife.org
in memory of her son Gabriel, we have a great
new hydrocephalus community blog. This
site was created as a way for individuals and
families to share their stories and connect
with others, learning and growing through
their experiences with hydrocephalus.

Last week, I finally “blogged” Emma’s sto-
ry. This wasn’t easy for me, but offered great
value in the writing and hopefully will pro-
vide value for others to read and learn from.

Please visit GabrielsLife.org through the
link on the HA home page at www.hydroas-
soc.org and experience the joy of success sto-
ries, the frustration from set backs, but most
of all, the love and pride so many have shared.
If you feel that your story is so different from
all the other stories that you just cannot re-
late, please post your story anyway. It is the
only way that the collection of stories will
be a true reflection of the range of experi-
ence that people have with hydrocephalus.

-

FLORIDA NEUROALLIANCE (continued from page 22)

Committee on Health Quality), who plans
to run for the U.S. Congress in November.
Between appointments, the group split up
and dropped off information on the Florida

NeuroAlliance at various senator’s and rep-
resentative’s offices.
The Florida NeuroAlliance plans to hold
a Legislative Day annually, probably in
Hydrocephalus
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LEGISLATIVE EFFORTS
(continued from page 21)

EpucaTION ISsuEs

We continue to look into some of the edu-
cation issues impacting children with hydro-
cephalus. We have reached out to CCD, the
Consortium for Citizens with Disabilities, a
25-year-old coalition of providers, consumers,
and other advocates. We contacted the co-
chairs of their Education Task Force, and
were invited to attend an education task force
meeting on April 8, 2008. We continue to
think this group could be a good alliance for
HA to address issues of concern to our mem-
bers relative to: 1) education and 2) ADA-
related discrimination.

StaTE ADvocacy UPDATE

In our first quarter of 2008, five HA active
advocacy members secured legislation with-
in their state declaring a “Hydrocephalus
Awareness Month” (HAM). This number
adds to the three that were passed in 2007,
which we expect to receive again this year.
Our goal is to have 15 by the end of 2008!

2008

Florida - Bill Vincent

Washington State - Melissa Lovick
Maryland - Eric Cole

New Jersey - Michael Illions
Missouri - Robin Holloway

2007

Pennsylvania - Ashley Mantheiy
Colorado - Shannon Christen
California - Dory Kranz

Recently, members of our affiliate support
group in Cleveland, Ohio have begun to en-
gage their state and federal legislators, hop-
ing to add Ohio to our list. Please consider
joining us and add your state’s name to our
2008 list.

For more information on this action and
other advocacy initiatives, contact Marybeth
Godlewski at marybeth@hydroassoc.org or
484-270-8523. -

March, and we plan to make sure hydro-
cephalus continues to be well represented.
=
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2008 is the year of change in many ways for the HA—new Web site,
new newsletter and a new, more easily recognizable name for our
national awareness and fundraising events: Hydrocephalus WALK.

Building on the success events previously held under the name
TEAM, we aspire to have a signature Hydrocephalus WALK event
in every state. We are making great progress toward our goal, with
20 events in 2007 and 30+ in the works for 2008! The purpose of
having signature events in every state is to:

W create the level of recognition achieved by other national organ-
izations, such as those raising awareness for breast cancer, autism,
multiple sclerosis, and diabetes;

B brand our new HA logo and look;

B generate greater community and media awareness of hydro-
cephalus and the efforts of the HA;

B increase funding that can support our core mission of providing
support, education and advocacy to all people whose lives are
touched by hydrocephalus—including advocating for more fed-
eral support of hydrocephalus research.

One of our motivations behind the name change was to alleviate
confusion between groups of people who joined an event as a team
versus those who worked on the event as a whole. Our vision for sig-
nature WALK events includes pursuing opportunities for national
and regional corporate sponsors to join community sponsors in
supporting our events, creating one national t-shirt to be distrib-
uted at every WALK, and promoting celebrity appearances at events.
(Do you know any celebrities willing to help?) We are working on
all of these ideas and more for this year. If you are interested in par-
ticipating or have contact with anyone who can help us achieve any
of the above, please contact MaryBeth Godlewski at
Marybeth@Hydroasso.org or 484-270-8523.

“AN EVENT IN A BOX? refers to our new way of supporting
volunteers who host our signature WALK events for ‘08. WALK event
chairs will receive everything they need to host a WALK event in a
box: signs, t-shirts, letters, tri-fold brochures and more! We hope by
creating a signature event and streamlining everything into a step-
by-step process, complete with all needed information and materi-
al, we will alleviate some of the stress of chairing a walk and encour-
age more people to try it. If you have interest in chairing, attending

‘ﬁ\[ \—[Tr\%\ Catch the Wave of Awaveness...
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INTRODUCING AND ANNOUNCING “HyDROCEPHALUS WALK “08”
EVENTS AND CHAIRS. .. SO FAR!

First let me give a big, belated thank you to Stacy Buckner for her
hard work on the Chicago, Il. 2007 TEAM event. Stacy’s name was
accidentally omitted for our TEAM thank you in the winter newslet-

ter article.

Pell City, AL Mandy Smith

Birmingham, AL Becca Cardin

San Francisco, CA Emily Clark Farrell
MaryBeth Godlewski

Sacramento Valley, CA

Jodi Lawrence

Denver, CO

Phyllis Rogers

Washington, D.C.

Mimi Kramer-Roberts

Tampa Bay, FL

Paula Keyser
Jill Barrett

Chicago, IL Sherry Reising
Stacy Buckner
Louisville, KY Elizabeth Gladden
Baltimore, MD Terri Smith
Detroit, MI Denise Bechard
Jennifer Bechard
International Falls, MN  Sherry Veillieux
Graham, NC April Brantley
Edison, NJ Kim Illions
Michael Illions
Albuquerque, NM Kathy Carrillo
Marnie Wood
Long Island, NY Doris Kahler

Janine Melomo

Rochester-Buffalo, NY

Jennie Lynn Juda

Cleveland, OH

Monica Ferrante
Hilary Rossen
Stephen Dombrowski

Philadelphia, PA

MaryBeth Godlewski
Kelly Rambo
Erica Stivaletti

Bloomsburg, PA

Rachel Shaffer
Emylee Waterman

Warren Center, PA

Cheyenne Whalen

Nashville, TN

Alicia Georgiou

Austin-San Antonio, TX

Sheri Burdine

or supporting a WALK event, please contact MaryBeth Godlewski Dallas-Fort Worth, TX Lindsey Thompson
at Marybeth@hydroassoc.org or 484-270-8523 Houston, TX Stacy Miller
All awareness and fundraising events are successful in growing Salt Lake City, UT Kelly Varga

awareness, connecting community members and raising funds. Vicki Bell

We encourage and support all type of events. =® Milwaukee, WI Angela Batterman
Diane Weichert
Gloria Frane

Hydrocephalus
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OuR AFFILIATES AND ADVISORS ROCK!

By Pip Marks, Director of Support and Education

he regional expansion pilot plan is thriv-

ing and blossoming. We are very proud
and excited to announce that, due to the suc-
cess of our pilot affiliates in Cleveland, Ohio
and Tampa Bay, FL., three new regional af-
filiates are joining our team: Boston, Mass;
Phoenix, Ariz.; and St. Louis, Miss. The af-
filiate leaders and the members of the
Advisory committee are true pioneers in this
evolving regional expansion. These key play-
ers are providing support at a local level, con-
necting individuals and families, creating
opportunities for others to come together
to empower one another, and advocating for
more awareness and much-needed funding.
The leaders of the affiliate program are com-
mitted to working very hard, volunteering
countless hours and earning well-deserved
respect from thousands in our hydro-
cephalus community.

On February 2, 2008, the Hydrocephalus
Association Advisory Group participated in
a meeting to provide input on the Regional
Support and Expansion Initiative and pilot
expansion project. The key objectives for the
meeting were to evaluate and enhance the
existing program; clarify roles and respon-
sibilities; clarify the process for becoming
an advisor and an affiliate; and make recom-
mendations for growing the program. The
vision for the Affiliate Initiative has expand-
ed to be more inclusive. We agreed that we
wanted to welcome more people who want
to work with us, including individuals who
can lead and organize fundraising walks and
active state and national advocates.

We came to a general consensus on guide-
lines for new affiliates and emphasized in-
clusiveness and how we can ensure broad in-
volvement. We had a “meeting of the minds”
and will move forward with a much more
flexible set of ideas that will help the HA and
its affiliates. We were able to accomplish a
lot in a very small amount of time.

We continue to reach our goals for the ex-
pansion program. Our affiliates are reach-
ing more people where they live, thus coor-
dinating localized communication to in-
crease awareness of the condition of
hydrocephalus and the services and resources
of the Hydrocephalus Association. They are
strengthening bonds with local medical pro-
fessionals and drawing on local medical sup-

port, thus strengthening existing ties and
creating new relationships with medical pro-
fessionals and institutions. Both affiliates
offer educational and inspirational speak-
ers at their support group meetings and are
seeing growth in numbers of attendees at
their meetings, thus providing educational
and networking opportunities at the local
level.

The affiliates are holding walk events in
their areas and have seen increase in support
and commitment and fundraising. Our af-
filiates are sharing resources and have their
own Web pages on the HA’s Web site, thus
providing centralized support for education-
al resources and non-profit administration
to allow local entities to focus on outreach
and education. We have in place a quality as-
surance questionnaire and have established
a metric/success indicator to measure growth
of support and outreach. The affiliates are
using the HA’s online database to track sup-
port calls and requests for information, thus
leveraging existing database and technolo-
gy tools and providing a consistent technol-
ogy platform across groups to facilitate in-
formation sharing and access. Finally, with
the National Institutes of Health Resolution,
Congressional Resolution, Labor-Health and
Human Services Appropriations report lan-
guage, and the general moving of research
forward, we are coordinating and amplify-
ing the voice of the hydrocephalus commu-
nity, advocating for more federal support of
hydrocephalus research and awareness.

Hydrocephalus
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I had the honor and pleasure of visiting
with Paula Keyser, the affiliate lead in Tampa
Bay, Fl. and Monica Ferrante, the affiliate
lead in Cleveland, Ohio. It was a joy to meet
their families, and especially to meet their
sweet sons—with and without hydro-
cephalus—who are the inspiration in the
work these women do for the HA and their
local community affected by hydrocephalus.
I'was very fortunate to be able to attend their
support group meetings and meet many of
you. We had the opportunity to work with
each other for a day so I could familiarize
them with the HA’s database and the re-
sources available for them to share with their
local members.

Paula Keyser, our affiliate in Tampa Bay,
FL, sums up her experience with the HA by
saying, “Being an affiliate of the
Hydrocephalus Association has broadened
our horizons and expanded the knowledge
and resources for our families. It is a won-
derful feeling to be able to help others by be-
ing close to them geographically and to meet
in person so that they don’t feel so alone.
The foundation we are building as a local
group will be a wonderful network should
we have to struggle with revisions and com-
plications from this condition in the future.
The structure that the Hydrocephalus
Association has built as a foundation will
support a nationwide growth of local
Hydrocephalus networking resources and I
am privileged to be a part of this effort.”

=
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DISABILITY SAVINGS ACCOUNTS

On March 11, 2008, legislation was in-
troduced into Congress by Sens. Dodd
(D-CT), Casey (D-PA), and Hatch (R-UT) that
would allow for the creation of disability sav-
ings accounts and financial security accounts
by family members of individuals with dis-
abilities. These bills would serve to amend
the Internal Revenue Code of 1986.

The Disability Savings Act of 2008, S.2741
would provide for the creation of disability
savings accounts that are exempt from tax-
ation under $250,000. The purpose of this
bill is to encourage individuals with disabil-
ities and their families to save private funds
to support and assist them in maintaining
their health, independence, and quality of
life. It would also serve to provide secure
funding for disability-related expenses to
supplement benefits that are already provid-
ed through private insurance and Medicaid.

If you would like to view the full text of
these bills, please visit the Web site at
http://www.govtrack.us/congress/billtext.xpd
?bill=s110-2741. -

SSI AND SSDI -
WHAT IS THE DIFFERENCE?

S upplemental Security Income (SSI) and
Social Security Disability Insurance
(SSDI) are two important programs admin-
istered by the Social Security Administration;
however they offer very different benefits and
have different rules for determining who qual-
ifies for them. To read a complete overview
of the key differences between them please
go to http://www.specialneedsanswers.com
and click on news.

By Line
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NURSING CARE OF THE PEDIATRIC NEUROSURGERY PATIENT

his new book serves as a detailed refer-

ence for all nurses caring for children
with neurosurgical problems. Explanations
of pathophysiology, anatomy, and radiodi-
agnostic testing and treatment options will
help them to understand the rationale be-
hind the nursing care. Presenting symptoms
and findings on neurological examination
and history will enable nurses to identify
normal signs. Each chapter includes infor-
mation on patient and family education and
will give helpful guidelines. Although there

ife.org

he purpose of this Web site is to serve as

GABRIELS LiFe WEB SITE

a source of information, create hope and
inspiration, and help build a community
through the shared voices and stories of peo-
ple living with hydrocephalus.
Hydrocephalus impacts the lives of count-
less people, and there is no cure. However,
through collaboration, knowledge-sharing,
and interaction, we can bring our collective
knowledge and experiences together to im-
prove and save more lives.

Whether you are a parent, pediatrician,
grandchild, or someone who has been
touched in any way by hydrocephalus, this
is an opportunity to reach out to others in
your community. MaryBeth Godlewski,
Director of Advocacy, recently created a blog
on this site and has written about her invalu-
able experience in this newsletter on page 23.

Please visit http://www.gabrielslife.org

]

Giving through Payroll Deductions

You can give to the Hydrocephalus Association through workplace campaigns such

as the United Way and the Combined Federal Campaign. Here’s how:

United Way—Write in Hydrocephalus Association.
Combined Federal Campaign (CFC)—Use code 10066.
Other workplace campaigns—Ask if you can write in Hydrocephalus Association.

(If you cannot, let us know so we can apply for future years.)

Designating your contribution as directed above will help us strengthen our work

on behalf of all people dealing with hydrocephalus.

has been a need within the pediatric neuro-
surgery community for this type of informa-
tion for years, there is no other reference
available that provides this type of specific
information. The contents of this important
book include hydrocephalus, Chiari malfor-
mation, spina bifida, syringomyelia, cran-
iosynostosis, traumatic brain injury, and sur-
gical management of epilepsy.

This book can be ordered by e-mailing or-
ders-ny@springer.com or calling 1-800-
SPRINGER. -

DOCUMENTARY
BAack oN TRACK

fter an unavoidable delay of many

months due to the Writer’s Guild Strike,
we are pleased that the documentary
“Learning to Drown” is back in motion. As
a member of the Guild, writer/director
Sherman Alexie was forbidden to work on
the documentary during the strike. We are
all breathing a collective sigh of relief now
that we can once again move forward with
this exciting creative endeavor that we hope
will draw attention, raise awareness, open
hearts, inspire donations and intrigue scien-
tists around the world.

As a treat for those attending our nation-
al conference “It’s about Life” in Park City,
Utah, Sherman will share a sneak preview of
“Learning to Drown” after his creative
keynote on June 21st. Hope to see you there!

=

THANKS TO OUR
SHUNT INDUSTRY FRIENDS

here are thousands and thousands of

shunt awareness pins now being worn all
over the country and our little hydrocephalus
bear, Boozle, has been shunted and adopted
by hundreds of members. Where does all this
shunt tubing come from? Our dear friends
and loyal supporters from Codman,
Medtronic, and Integra who graciously and
generously donate hundreds of feet of shunt
tubing whenever there is a need for it. We are
sincerely grateful for their continued sup-
port. =

@Llydrocephalus
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2008 MEMBERSHIP FORM [ ] RENEwAL [ ] New

Name: Telephone:
Address:
Email:
Name of person with hydrocephalus: Birth date: Age at diagnosis:_____

His/her relationship to you: [Iself [ child [dparent [dspouse [ friend/other relative [ N/A (professional member)

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

[1$30 [1$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:

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

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

¢cadNo.__ - - - Exp.Date__ __/___ VIN#____
Print Name

Signature

L] 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:
[J 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
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ed a full citation of source is given.
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