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FROM THE EXECUTIVE DIRECTOR

WE ARE

ON OUR WAY

When | became Executive Director of the
National Brain Tumor Society (NBTS) in 2008,
| was charged with creating a larger, more
impactful research program and a more
robust patient services program.

Since that time, NBTS staff and Board
members have reflected on the past two
decades and refocused our strategic efforts.
We know that the research that has been
done is not working fast enough for our
community. We need to bolster our efforts to
get new, better treatments out of the labs and
to people with brain tumors. We need a cure!

that integrating the study of normal brain
development into pediatric brain tumor
research is critical to accelerating the search
for better treatments for children. Although
many children diagnosed with brain tumors
now survive well into adulthood, they often
suffer permanent developmental problems
as a result of exposure to radiation and other
brain tumor treatments. Moving forward,
we need to find treatments for children that
cause the least amount of long-term damage.
NBTS’s Patient Services department has
also been scaling up. In 2010, we gathered

Together, we are stronger. Together, we have more
impact. Together, we will see change.

In addition, we need to reach more people
and meet the needs of the entire community
— both adults and children. And while we
continue to search for a cure, we need to
serve those who are living with a brain tumor
to ensure that each day of their lives is as
good as it can possibly be.

In 2010, we launched several key
initiatives and began laying the foundation for
new, tailored programs that promise to better
meet the critical needs of the brain tumor
community. Momentum is building. We are
on our way.

On the research front, we launched the
Mary Catherine Calisto Systems Biology
Initiative. (See page 4.) Systems biology is
a new approach to research that harnesses
cutting-edge technologies and calls on
experts from multiple disciplines to work
together to come up with innovative, efficient
ways to develop treatments. NBTS is the
first brain tumor organization to embrace
systems biology. Our initiative has sparked the
interest of scientific teams from every leading
research institution in the United States and
several around the world.

In 2010, we also expanded our pediatric
research program. (See page 6.) We believe

experts from around the country for a
quality-of-life workshop. The group identified
a number of barriers to living well with a
brain tumor and a plan to improve quality
of life. (See page 12.)

In addition, we've added a number of new
online features designed to help patients and
caregivers connect with us and one another
at any time, day or night. (See page 10.)
We've also extended our outreach efforts by
adding the Kelly Heinz-Grundner Brain Tumor
Foundation to the NBTS team. (See page 15.)

Finally, we’ve been broadening the scope
of our efforts to advocate for public policies
that meet the critical needs of the brain tumor
community. (See page 14.) In the future,
look for a stronger, re-energized voice at the
policymaking table and information on how
you can help advocate for the community.

As we move forward, we invite you to
add to our collective voice. Together, we are
stronger. Together, we have more impact.
Together, we will see change.

S Ay e

N. Paul TonThat, Executive Director
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National Brain
Tumor Society
(NBTS) invests
in cutting-edge
research aimed
at speeding the
development of
new treatments
and ultimately,
a cure. The
NBTS program
IS overseen by
Chief Scientific
Officer David R.
Hurwitz, PhD,
working with the
NBTS Scientific
Advisory Council —
made up of a
number of the
top brain tumor
experts in

the country.
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LEADING RESEARCH
IN A NEW DIRECTION

New Approach, New Possibilities

Mary Catherine Calisto
Systems Biology Initiative

In 2010, the National Brain Tumor Society
(NBTS) launched the largest singular research
initiative it has ever undertaken: the Mary
Catherine Calisto Systems Biology Initia-

tive. NBTS believes that this is a watershed
moment for the brain tumor community.
Systems biology is a new approach to brain
tumor research that holds promise to increase
the speed at which effective new treatments
for brain tumors are developed.

Historically, scientists have tried to
understand brain tumors by studying one or
two parts of the tumor that had gone awry,
such as a gene or protein. While this research
has greatly expanded our knowledge of brain
tumors, it has had limited success in helping
develop new therapies.

What has emerged is the understand-
ing that brain tumors are highly organized
systems. A brain tumor is a “complex network
that senses a variety of things that a cell uses
to decide whether it should grow or not,” says
Lewis Cantley, PhD, of Harvard Medical School
and Beth Israel Deaconess Medical Center.
“We know that hitting a single component in
this network is rarely effective in treating can-
cers!” Systems biology recognizes this quality
of brain tumors and focuses on shutting down
the entire system - not just one or two parts.

“Most brain tumor research has studied
smaller and smaller components with the
idea that by understanding the individual
components, you can understand the
workings of the whole system,” says
Gordon Mills, MD, PhD, Chairman of the

Department of Systems Biology at MD
Anderson Cancer Center in Houston, Texas.
“But nothing works in isolation. The parts
have to be put into context. What is central
to the systems biology approach is that
components are not studied in isolation,
but rather in the context of interconnecting
and interacting systems.”

Challenges in Developing Treatments
Certain qualities of brain tumors make them
resistant to treatment:

> Diversity - The World Health
Organization has identified more than
120 different types of brain tumors. Within
these types, there are additional sub-types
that have different genes, proteins, and other
characteristics. Because of this diversity, a
treatment that is effective for one type of
brain tumor will not necessarily work on
another type. A key focus of systems biology
is finding ways to quickly identify the precise
combinations of gene mutations and proteins
that predict tumor growth, and then designing
a personalized treatment plan that will best
stop the progress of a particular tumor.

> Adaptability - “Brain tumor cells are
incredibly adaptable and incredibly robust,”
says Brent Reynolds, PhD, of the William L.
McKnight Brain Institute at the University
of Florida. For example, when faced with a
treatment targeted at a problem gene or
protein, the cells may be able to change in
order to resist the treatment. In addition,
many brain tumor cells can adapt to subtle
changes in their environment, making them
moving targets for treatments.

> Complexity - The many different
components of brain tumors form a sophisti-
cated network that is able to send signals and
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The Promise of the Mary
Catherine Calisto Systems
Biology Initiative:

provide backup when part of the network is
affected by treatment. One of the hopes of
systems biology is that it can be used to

develop computerized models of these > Promote development

networks designed to predict how the entire
tumor system will react when one part of
the tumor is treated, or “poked.”

> Location - Because the brain is the
control center for thought, emotion, and
movement, any treatment is almost certain to
impact at least some aspects of the person’s
physical and mental well-being. In many

cases the effects of treatment are devastating.

> The blood-brain barrier - The body
protects the brain with a cellular barrier that
blocks many chemical substances, including
toxins, from entering. Any brain tumor treat-
ment must be able to bypass this barrier.

Innovation Through Expert Collaboration
NBTS is leading the brain tumor community
towards systems biology with the $5 mil-
lion Mary Catherine Calisto Systems Biology
Initiative. This research initiative mandates
that grantees form a team of scientists that
include experts outside of their own special-
ties. Each grant will be reviewed by the NBTS
Scientific Advisory Council. The reviewers
will score the applications based on their

scientific merit and then present their
findings to the NBTS Board of Directors.
Grants of up to $100,000 will be given
for the first stage of planning, which is
focused on developing a collaborative
plan and timeline during the first year.
Upon review of the phase | results, three
grantees will move on to the second phase.
Each will receive $1.5 million over three
years ($500,000 per year) to execute the
research plan.

Mary Catherine Calisto joined the brain tumor community in 1996,
after losing her father to a brain tumor. She combined her experience
in the brain tumor community with her professional insights — gained
from working for 15 years with major pharmaceutical companies
and start-ups to support drug development - to drive the revamping
of the National Brain Tumor Society’s research program. The Mary
Catherine Calisto Systems Biology Initiative was named in her honor.

of more effective
therapies and new
treatment options for
people with brain tumors

Lead the brain tumor
research community
to shift from a
traditional approach
to systems biology

Encourage other funding
agencies to invest in
systems biology research

Bring together experts
from a wide variety

of disciplines to come
up with innovative
approaches to treatment

Use cutting-edge
technologies to develop
models of brain tumor
systems that will help
scientists predict which
treatments are best suited
to each unique type of
brain tumor

Increase the speed
and efficacy of getting
brain tumor research
to clinical trials
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A SHIFT IN THE FOCUS OF
CHILDHOOD BRAIN
TUMOR RESEARCH

National Brain Tumor Society Spearheads Pediatric Research Initiative

We want to
push pediatric
brain tumor
research forward,
to bring it up

to where adult
research is and
to address the
vulnerability of
the developing
brain.
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Each year more than 3,000 infants, children,
and teens in the United States are diagnosed
with brain tumors. With proper therapy, many
survive well into adulthood. But they often
suffer serious side effects from treatment
that do not show up until years after the
diagnosis. This problem, dubbed “growing
into deficit,” may affect every aspect of the
person’s life — from the ability to graduate
from high school to the likelihood of getting a
job to the capacity for developing long-term
relationships.

Given these unique challenges, “progress
in pediatric brain tumor research has
lagged behind progress in adult brain tumor
research,” says David R. Hurwitz, PhD. Dr.
Hurwitz is the Chief Scientific Officer of
the National Brain Tumor Society (NBTS).
“We're looking to see how we can help push
pediatric brain tumor research forward,
to bring it up to where adult brain tumor
research is at this point, and to address the
vulnerability of the developing brain.”

To help fill in the gap, NBTS launched its
Pediatric Research Initiative in 2009. “The
Initiative is looking at two major aspects of
pediatric brain tumor research that we think
will, together, have the greatest impact on
moving the field forward,” says Dr. Hurwitz.

The first aspect, called molecular profiling

of pediatric tumors, has the potential to
transform the pediatric research landscape.
Molecular profiling uses cutting-edge
technologies to analyze the various genes
that drive growth of pediatric brain tumors.
Studying these gene mutations has always
been particularly challenging for a number
of reasons. “Many pediatric tumors occur

in areas of the brain that are especially
difficult to access, making it difficult to

obtain samples to study,” says Dr. Hurwitz.

In addition, all of the expertise and special
equipment needed to perform molecular
profiling is not typically found in a single
laboratory. As such, researchers from a variety
of disciplines and settings must collaborate

to get the best results.

Phase | of the Initiative calls for research
into comprehensive molecular profiling of
pediatric tumors. For the last two years, NBTS
has been supporting profiling of pediatric
brain tumors. Momentum in the field has
been gaining speed, and more and more
comprehensive profiling of pediatric brain
tumors is being performed. This allows
NBTS to now focus on the second phase
of the Initiative.




The second key aspect (phase Il of the
Initiative) focuses on a field of study called
developmental neurobiology, which looks

at all of the genes, molecular and cellular
processes, and environmental factors that
affect normal brain development. “In most
cases, pediatric tumors are the result of
normal development gone awry,” says Dr.
Hurwitz. “Because brain tumors are intricately
connected to the normal developmental
process, we need to understand that
connection in order to find therapies that
target tumors yet have the least impact on
continuing brain development. Developmental

Driving Innovations in Brain Tumor Research

David R. Hurwitz, PhD

David R. Hurwitz, PhD, is the Richard B. Ross Chief Scientific
Officer (CSO) of the National Brain Tumor Society (NBTS). As the
CSO, Dr. Hurwitz leads the research program and helps develop

NBTS'’s strategic research plans.

Dr. Hurwitz is an expert in genetics and molecular virology and has

neurobiology can be instrumental in helping
us understand the origin of brain tumors and
the cells from which they arise.”

Together, studies in molecular profiling
and developmental neurobiology will provide
a much more complete picture of promising
treatment targets for pediatric brain tumors.
NBTS believes that its Pediatric Research
Initiative will lay essential groundwork that
will help future research be more efficient
in identifying better treatments that are less
likely to cause long-term developmental
problems.

been a lead scientist at a number of renowned pharmaceutical and biotechnology
companies, including ALG Company. He has authored 30 peer-reviewed publications on
a range of topics including viral oncogenesis, signal transduction, and gene therapy. In
addition, he is an inventor on six issued biotechnology patents.

In 2009, Dr. Hurwitz served as a scientific reviewer and helped select recipients for
Pediatric Brain Tumor Research Awards for the Peer Reviewed Cancer Research
Program in Washington, D.C. This initiative is part of the Department of Defense
Congressionally Directed Medical Research Programs. In 2010, Dr. Hurwitz served as
the chairman of the Program’s Pediatric Brain Tumor Research Awards review panel.

We need to find
therapies that
target tumors
yet have the
least impact on
continuing brain
development.
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INNOVATION RESEARCH
GRANT PROGRAM

As part of its research program, the National Brain Tumor Society (NBTS) awards Innovation
Research Grants. The grants are designed to support cutting-edge research projects that
will significantly move the field forward. These may include “out-of-the-box” projects or
transformative research geared to driving development of new therapies.

Tocagen

Touching Your Life
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Tocagen: Using Gene Transfer

Technology to Treat Brain Tumors

National Brain Tumor Society (NBTS)
awarded an Innovation Research Grant to
Tocagen, a San Diego-based biotechnology
company. Tocagen is conducting early phase
clinical trials involving a unique approach to
treating glioblastoma — the most common
type of primary brain cancer. The approach,
called Controlled Active Gene Transfer
Technology (CAGT), facilitates transfer of

a therapeutic gene therapy directly to

cancer cells. “We are excited about Tocagen’s
research,” says N. Paul TonThat, Executive
Director of NBTS. “We believe it will represent
a major step forward in driving research to
new therapies.”

Preliminary research suggests that with
CAGT technology, growth of brain tumors
can be halted with use of a gene carrying
a substance called Toca 511 and a pill
containing another substance called Toca
FC. Toca 511 zeroes in on and delivers the
gene to glioblastoma cells, which tend to
divide rapidly as the tumor grows. Once
the gene reaches the cells, it converts Toca
FC into an anti-cancer drug called 5-FU.
5-FU kills the rapidly dividing tumor cells,
without harming healthy cells nearby.

If the technology is shown to hold up in
clinical trials, the hope is that Toca 511 with
Toca FC will be an effective treatment for
brain tumors that causes fewer side effects
than conventional treatments such as
chemotherapy.

The hope is that Toca 511
with Toca FC will be an
effective treatment for
brain tumors that causes
fewer side effects than
conventional treatments
such as chemotherapy.

Clinical trials involving Toca 511 with
Toca FC are currently underway at the
University of California, San Francisco; the
University of California, Los Angeles; and
the Cleveland Clinic in Ohio. In 2009, NBTS
awarded Tocagen an Innovation Research
Grant of $100,000 per year for two years.



2010 CHAIRS OF RESEARCH

National Brain Tumor Society (NBTS) appreciates the generous donors who
have helped fund the 2010 Chairs of Research program. The following list names
each Chair of Research, followed by the researcher, institution, and project funded.
Chairs of Research are named giving opportunities funded by gifts of between

$100,000 and $200,000 per year.

Billy Grey Chair of Research

Mark W. Kieran, MD, PhD

Dana-Farber Cancer Institute,

Boston, Massachusetts

Paraffin-based sequencing of the human
kinome in pediatric ATRT

Tumor: Atypical Teratoid /Rhabdoid Tumor

Nick Gonzales Chair of Research
Mariano Viapiano, PhD

Ohio State University,

Columbus, Ohio

Regulation of tumor cell invasion and
survival by fibulin-3, a matrix protein
uniquely expressed in gliomas

Tumor: Malignant glioma

SSBTR Chair of Research

Anna M. Kenney, PhD

Memorial Sloan-Kettering Cancer Center,

New York, New York

YAP1 as an effector of Sonic hedgehog
mitogenic signaling in cerebellar development

Tumor: Medulloblastoma

Seth Harris Feldman Chair of Research
David Largaespada, PhD

University of Minnesota,

Minneapolis, Minnesota

The Neuro-Oncology Genomics Project

Tumors: Glioma, Medulloblastoma

Kayla Wenger Chair of Research

Cynthia Hawkins, MD, PhD

The Hospital for Sick Children,

Toronto, Ontario

Genome-wide profiling of pediatric diffuse
intrinsic pontine glioma

Tumor: Diffuse intrinsic pontine glioma

Sydney Schlobohm Chair of Research
Suzanne Baker, PhD

St. Jude Children’s Research Hospital,
Memphis, Tennessee

Molecular pathogenesis of diffuse intrinsic
pontine gliomas

Tumor: Diffuse intrinsic pontine gliomas

Rachel Markoff Chair of Research
James Waschek, PhD

University of California, Los Angeles

Los Angeles, California

Critical role of STAT3 in medulloblastoma
immune evasion in genetically
engineered mice

Tumor: Medulloblastoma

Dennis Roth Chair of Research
Andrew Parsa, MD, PhD

SPORE Collaborative

Brain Tumor Research Center,
University of California, San Francisco
San Francisco, California

Heat shock protein vaccine development
Tumor: Glioblastoma Multiforme

James F. Petersen Chair of Research
Tocagen

Biotechnology company

San Diego, California

Toca 511 with Toca FC for the potential
treatment of brain cancer

Tumor: Glioblastoma Multiforme

www.braintumor.org | 9

_—

7
)
m
[72]
m
>
X
()
I




NETWORKING, 24/7

New Forums, Blogs, and Other Programs

National Brain
Tumor Society’s
Patient Services
provides
comprehensive
resources and
personalized
support to help
patients and
caregivers make
informed decisions
and develop strong
support systems
at every stage of
their journey.
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When Brenda Brady was diagnosed with a
ping-pong ball-size brain tumor in 2007, she
was “on the floor sad,” she says. “For two
weeks, | was like a puddle.” Although Brady
was no stranger to chronic illness, having
lived with multiple sclerosis for nearly 10
years, this was different. “I've always been an
energetic, positive person,” says the 45-year-
old, from Port Deposit, Maryland. “But when
you’re diagnosed with a brain tumor, you
think it's a death sentence.”

Fortunately, her outlook changed when
a friend told her about the National Brain
Tumor Society (NBTS). Through the NBTS
Patient and Caregiver Peer Support Network,
Brady connected with a woman in Michigan
who had been living for more than 25 years
with the same type of tumor Brady has -
called an astrocytoma. “l needed to know
that other people had survived with this
kind of tumor,” says Brady. “As soon as |
talked to her, | told myself that now I'm
going to fight this.”

Like Brady, many people make contact
with NBTS because “they need to know that
there are people out there who have made
it and been through it,” says Tamar Sekayan,
MSW, Assistant Director of Patient Services at
NBTS. “Most people with brain tumors aren’t
getting the support they need.”

To meet their needs, the NBTS Patient
and Caregiver Peer Support Network ranks
as the largest support network for the
brain tumor community in the country.

The Network allows patients and caregivers
(including parents of children with brain
tumors) to be matched with volunteer brain
tumor survivors or caregivers for information
and support via both phone and email.
Patients can be matched with a survivor who
is close to their age, has the same tumor type,
or other similar characteristics.

Since its launch in 2002 — with a mere 10
volunteers — the Network has grown to 117
people with brain tumors and 73 caregivers
working as active volunteers, with about
three to five new volunteers added monthly.
Volunteers have first-hand experience with
more than 30 different types of brain tumors.

In addition to helping people cope as
they move through treatment, the Network
also serves people like Brady, who is living
with a stable tumor. When Brady finished
treatment in 2009, she joined the group as
a way of taking care of herself and staying
active in the brain tumor community. “I
always tell people | want to help others,” she
says. “Helping people makes me feel good.
It's a way for me to find hope.”

Brenda Brady and her husband, Jeff, in July, 2010 —
relieved after a magnetic resonance imaging (MRI) test
showed no signs of tumor growth in Brenda’s brain.

Click and Connect

In January, 2010, NBTS launched another
service aimed at helping patients and
caregivers connect with the brain tumor
community: My.BrainTumorCommunity.org
(MyBTC). The website serves as both a
community of interest and a community
of relationships for those touched by brain
tumors. Accessible 24 hours a day, seven
days a week, MyBTC has hosted more than
10,000 visitors since its launch.



MyBTC features a blog, written by NBTS
staff, to address comments, and share ideas
and opinions on topics such as seizures and
coping with holidays. In addition, MyBTC has
20 separate web-based groups that allow

webcast and telephone several times each
year. The programs are also available, on
demand, through the NBTS website.

> NBTS Treatment Center Database is
a comprehensive, searchable database that

Many people contact National Brain Tumor Society because they
need to know that there are people out there who have made it

and been through it.

users to self select, by region or interest,
where they fit inside the community. Finally,
MyBTC hosts online forums that allow
participants to post and respond to concerns,
questions, updates, and more. To date, the
MyBTC forums have posted some 1,200
replies to topics, questions, updates, words
of hope, poetry, and more.

More Ways NBTS Can Help
> Patient Services Information Line
(800.934.2873)/info@braintumor.org
allows patients and caregivers to obtain
personalized information about all aspects
of coping with a brain tumor. The toll-free
telephone line and email address are staffed
by trained Health Information Specialists.
Each year, the Specialists answer more than
3,000 phone calls and nearly 4,000 emails
from patients, caregivers, and healthcare
providers all over the world. Phone lines
are open from 9 a.m. to 8 p.m., Eastern
Standard Time.

> NBTS website (www.braintumor.org)
provides support, connection, and information
on types of brain tumors and treatment
options. In addition, it offers a variety of
publications and information on how to
connect with MyBTC and patient support
networks.

> Webinars/Teleconferences are free,
interactive educational programs offered via

allows users to find each treatment center’s
profile (including the number of patients
with brain tumors treated at the facility
each year), contact information, treatment
and technology offerings, and brain
tumor specialists.

> The NBTS Support Group Database
is the largest searchable database of brain

tumor-specific support groups in the country.

> Spanish-Language Programs and
Services provide publications and supportive
services in Spanish, including a Spanish-
speaking Health Information Specialist.

> Family Caregiver Workshops were
developed to provide tools and support
to treatment centers that host caregiver
workshops locally. Since the program’s
launch in 2003, more than 65 of these free,
8-hour workshops have been offered in
more than 20 states in the country.

> Patient and Family Conferences are
education and support events hosted in
medium to large cities throughout the United
States. In addition to providing information,
the conferences allow attendees to connect
with others in the brain tumor community.
In 2010, NBTS hosted conferences in Dallas
and Washington, D.C.

> Publications, including fact sheets
and The Essential Guide to Brain Tumors,
Coping with Brain Tumors, and Understanding
Glioblastoma.

www.braintumor.org | 11
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LIVING WELL,
AFTER THE DIAGNOSIS

A New Strategy for Improving Quality of Life

Sarah and Mark Whitlock
enjoying happy hour in Block
Island, Rhode Island, 2009.

“As the primary caregiver to
my brother, my life suddenly
and radically changed when

he was diagnosed with a brain
tumor,” says Whitlock. “I was
immediately expected to be a
mother to my brother, a friend
to my parents, a doctor, a
medical advocate, a nutritionist,
a scientist, a researcher, an
analyst, an insurance expert,

a financial advisor, a lawyer, a
hospice worker, a therapist, and
a social worker.”

12 |

“Every day is like a new normal when
someone you love has a brain tumor,”

says Sarah Whitlock, a 30-year-old living

in New York City. When Whitlock’s brother,
Mark, was diagnosed in 2008 with a
glioblastoma — the most common form of
primary brain cancer — she and her parents
were unprepared for all the changes he
would go through.

During the next two years, Mark had
surgery and other treatments. “After his
surgery, we were sent home without any
information about what changes to expect,’
says Whitlock. While some periods were
better than others, “it seemed that every day
we had to adjust to a new loss, a new way
of functioning,” says his sister. “Parts of his
personality even changed as a result of the
brain tumor.”

Eventually, Mark became blind in one
eye, unable to speak, and paralyzed on one
side of his body. And Sarah and her parents
all adjusted full-time work schedules to
care for him, both at her parents’ home in

Connecticut and her apartment in Manhattan.

In addition, the whole family had to shoulder

much of the financial burden of his treatment.

For Whitlock, connecting with other
caregivers via the National Brain Tumor
Society (NBTS) was key to giving her the
support she needed to help cope with her
brother’s condition. “The most important part
of the journey for all of us was learning to
adjust to day-to-day changes in his condition
and embrace every moment,” she says.

“When Mark’s illness became worse, my
family and | had to learn to deal with the
incredible shifts and changes that happened
every day,” says Whitlock. “Mark had
always been so dynamic, funny, smart, and
charismatic. He was in his second year of law

school when he was diagnosed. At the end of
his life in May, 2010, his once powerful and
cheerful charisma had disappeared, leaving
only a shell of his former self.”

Unfortunately, stories like Whitlock’s
are all too common. “People’s lives are
profoundly affected by the treatments we
have for brain tumors,” says Paul Fisher,
MD, a professor and pediatric oncologist at
Stanford University in Palo Alto, California,
and a member of the NBTS Board of
Directors. “We can’t have a cure at all cost,”
he says. “If you prolong someone’s life, but
they’re not even a shadow of who they once
were, it's not enough. We need to figure out
how to strike a balance between living well in
the present and surviving into the future.”

Barriers to Living Well

In September, 2010, NBTS gathered Dr.
Fisher and a group of other quality-of-life
experts for a workshop. More than 20
nurses, physicians, social workers, and
other healthcare providers from all over
the country attended. Together, they helped
NBTS develop a quality-of-life action plan.

The group started by identifying the most
common barriers to quality of life for people
with brain tumors:

- Lack of resources to help patients and
caregivers cope throughout their journey
Like the Whitlock family, people affected
by brain tumors often struggle with issues
ranging from how to take care of a person
disabled by a tumor to how to pay for
treatment. What's more, support groups and
other resources geared to people with all
types of cancer generally don’t cut it for those
touched by malignant brain tumors.

In addition, the toll that caring for a
loved one with a brain tumor takes often



goes unrecognized. Caregivers often suffer
untreated depression and other forms
of psychological stress. For these other
“survivors,” ongoing support and connection
with people in the brain tumor community
can be critical part of healing and
moving on.

- Inadequate quality-of-life research
“On a global level, research on the
quality-of-life issue takes as much money

> Develop a system for delivering
essential information to brain tumor patients
and their caregivers at critical points in their
journey. The needs of brain tumor patients
and caregivers vary widely depending on
many factors such as the type of brain tumor,
the age of the person with the tumor, and the
patient’s access to resources. A systematic
method of pointing patients and caregivers
to vital resources, via specially trained

We need to figure out how to strike a balance between living well
in the present and surviving into the future.

as researching the cure,” says Dr. Fisher. “No
one in the brain tumor research field has
really taken quality of life under their wing.”

- Lack of guidelines for the entire
course of the disease The effects of a brain
tumor often change as a person lives with
the disease. That's particularly true in
children with brain tumors as they transition
to adulthood. Because there is no national
system for guiding people through their
journey, patients and caregivers often don’t
get the help they need, when they need it,
to live well with the disease.

- Misunderstandings about the
general nature of brain tumors For example,
although a brain tumor is essentially an
injury to the brain, many insurers don’t
cover as many necessary services for
those diagnosed with a “brain tumor”
as they do for those diagnosed with a
“brain injury.”

Moving in the Right Direction

Workshop participants also came up with top
priority actions the brain tumor community
can take to improve quality of life.

health-care providers and web-based
navigation tools, is essential to helping
people access the care and information
they need, when they need it.

> Develop a quality-of-life research
initiative focused on two key areas: how
best to ensure quality care for symptoms
and side effects that affect patient and
caregiver quality of life; and how to increase
understanding of the biological effects of
brain tumors, and how they affect people
at different stages of life.

> Develop a set of guidelines to help
standardize care for those with affected by
brain tumors.

> Educate healthcare providers and the
public about the physical and psychological
effects of brain tumors that hamper quality
of life and limit access to care.

In response to these topics, NBTS is
refining a preliminary plan to help the brain
tumor community accelerate efforts to
increase quality of life.

www.braintumor.org | 13
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A VOICE FOR
THE BRAIN TUMOR COMMUNITY

National Brain Tumor Society Advocacy Program

National Brain
Tumor Society’s
Advocacy program
gives the brain
tumor community
a voice at the
policymaking table
and strengthens
public policy to
help brain tumor
patients and
advance research.
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In 2010, the National Brain Tumor
Society (NBTS) advocated for several
major public policy changes. Each change
was implemented:

> Maintaining funding for the National
Institutes of Health for the FY 2011 budget.

> Maintaining funding for the Peer Reviewed
Cancer Research Program, which has
historically funded pediatric brain tumor
research. NBTS Chief Scientific Officer
David R. Hurwitz, PhD, and NBTS Board
member Cord Schlobohm served as
reviewers for the program.

> Supported implementation of the Patient
Protection and Affordable Care Act to
ensure that it reflects the needs of the
brain tumor community.

Brain Tumor Action Week

Liz Harrington of Maine traveled to Washing-
ton, D.C,, along with National Brain Tumor
Society staff and Board members for Brain
Tumor Action Week, May 2-8, 2010. “Last
year almost to the day, | was helping my

dad recover from brain surgery to remove a
massive tumor,” says Harrington. “He lived a
mere 86 days after being diagnosed with that
horrific brain tumor. Since his death, | have

found many exciting ways to get involved to

help other families coping with the words

‘your loved one has a brain tumor.”
Harrington met with officials including

Maine Representative Chellie Pingree

and Senator Susan Collins. The visit was

a success, as Harrington secured Senator

Collins as a sponsor for the resolution to

designate May as National Brain Tumor

Awareness month. “I left Washington D.C.,

knowing my dad would be very proud

of me,” says Harrington.

Liz Harrington, Representative Chellie Pingree, and
National Brain Tumor Society Director of Community
Relations Kristina Knight, during Brain Tumor Action Week.



SPREADING
THE WORD

The Kelly Heinz-Grundner Brain Tumor Foundation Joins the Team

In April, 2002, 29-year-old Kelly Heinz-
Grundner began suffering headaches

that wouldn’t quit. Her doctor prescribed
migraine medications, yet during the next six
months the headaches worsened. And Kelly
was in and out of her doctor’s office with

GET YOUR HEAD IN THE GAME
will give people the chance to
join a community of action.

other complaints: blurry vision, nausea
and vomiting, and loss of coordination
and balance.

But when Kelly and her husband, Chris,
asked for an MRI (magnetic resonance
imaging) — a test used to take “pictures” of
the brain — Kelly’s doctor resisted. “Kelly is
too young to have a brain tumor,” she told
the Grundners. By the time the doctor finally
ordered the test, in September, 2002, Kelly
had a golf ball-sized tumor in the middle of
her brain.

At the time of Kelly’s diagnosis, 32-
year-old Chris was on the career fast-track,
working as a senior vice president at
JPMorgan Chase, in Wilmington, Delaware.
“In a second, | realized that none of that
matters,” he says. Grundner took time off
from his job and spent as much time as
possible with Kelly.

In 2005, a year after Kelly’s death,
Chris founded the Kelly Heinz-Grundner

Foundation. “My goal was to fight back

by bringing the national spotlight to this
terribly dark disease,” he says. In 2010, the
Foundation joined forces with the National
Brain Tumor Society (NBTS) as a wholly-
owned subsidiary. “Now, we can work on
the scale that | could never have generated
on my own,” says Grundner.

Using KHG’s trademark slogan, GET
YOUR HEAD IN THE GAME®, NBTS will be
making a national call for people to take
action by learning more about brain tumors,
educating others, advocating on issues
important to the brain tumor community,
or supporting NBTS by participating in a
fundraising event.

“We are focused on funding
transformative research, comprehensive
patient support, and advocacy,” says N.
Paul TonThat, Executive Director of NBTS.
“Bringing in the Kelly Heinz-Grundner
Brain Tumor Foundation and expanding
GET YOUR HEAD IN THE GAME across the
country will give many more people the
chance to join a community of action.”

With more people taking action on behalf
of the brain tumor community, more people
will understand the many challenges those
affected by brain tumors must face and
support NBTS-funded research and patient
services. The hope is that one day, no one
with a brain tumor will have to struggle to
get a diagnosis the way Kelly did and that
ultimately there will be a cure.

Chris and Kelly taking in
a football game

www.braintumor.org |
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WORKING TOGETHER
FOR A BETTER TOMORROW

Walking, Riding, Running, Golfing, Baking, Spelling, Eating, Planting...

National Brain
Tumor Society
coordinates

a wide range

of fundraising
activities that allow
people to connect
with the brain
tumor community
and work toward
raising awareness,
improving quality
of life, and

finding a cure.

When Ginny Tavilla was diagnosed with brain
cancer in 2010, her doctors “painted a dark
picture of her future,” says her daughter
Susan. But Susan and her seven siblings
rallied. “We needed to take action,” says
Susan. The family spread the word about
their 77-year-old mother’s diagnosis and
started raising money for the National Brain
Tumor Society (NBTS) through bake sales
and other local events. In October, 2010, they
gathered more than 50 people to participate
in NBTS’s inaugural Boston Brain Tumor
Walk. At that event, “Team Tavilla” raised
more than $30,000.

For her part, Ginny Tavilla had surgery
and then went through radiation treatments
without a hitch. “From what we hear, it's a
miracle that my mother is still with us,” says
Susan. “I believe that the money my family
and others have raised is going towards
helping her and other people with brain
tumors.”

Like the Tavilla family, many people get
involved with NBTS after being personally
touched by the disease. NBTS coordinates
a wide range of fundraising activities that
allow people to connect with the brain tumor
community and work toward
raising awareness, improving
quality of life, and finding a cure.

These run the gamut from citywide walks and
other major events to hosting community
events, such as bake sales, dinners, and
spelling bees. In addition, NBTS coordinates
investment of major donations for research
and other programs vital to the community.

“Without the thousands of committed
people who help us raise money each year,
NBTS wouldn’t be able to provide critical
services to the brain tumor community
through our programs,” says N. Paul TonThat,
Executive Director of NBTS. “We are grateful
to the many people who so generously
support the cause.”

Team Tavilla members Susan Tavilla, Kim Johannson,
and Ginny Tavilla at the 2010 Brain Tumor Walk in
Boston. “I can’t wait to do it again,” says Susan.

Each year, the National Brain Tumor
Society provides support for hundreds
of groups and individuals who host local
community events to raise money for
NBTS programs. In 2010, third grader
Elli Haskes and her classmates in
Chesire, Connecticut, raised more than
$2,400 at a Spell-A-Thon in memory

of Elli’'s mom, Rena.



In 2010, National
Brain Tumor Society
hosted 12 major
events across the
US, with some
27,000 participants.

Without the thousands
of committed people
who help raise

money each year,
NBTS wouldn’t be
able to provide critical
services to the brain
tumor community
through its programs.

www.braintumor.org | 17



DONORS

National Brain Tumor Society is pleased to recognize and thank its generous
supporters. The following individuals, foundations, and corporations made gifts

between October 1, 2009 and September 30, 2010.

INDIVIDUALS

$50,000+
Mrs. Jim (Debbie) Petersen

$25,000 - $49,999
Stephen Conley

William Reller

Sheri Sobrato Brisson
The Family of Mara Kern

$10,000 - $24,999
Allison Bishof

Stacey Case

Barry & Caren Glassman
Seth Hamalian
Marilynne Kennedy
Scott & Gina Memmott, Esq.
Stephen Reller

Patrick & Barbara Roche
Sondra Rudofsky
Salvatore Simeone

Janie Sweeny

Gary Wimmer

Vangel Zissi

$5,000 - $9,999
Heidi Angel
Kevin Camphausen
Gerald Elovitz
Thomas Enraght-Moony
Andrew Fremder
Jerome Friedlander
Dimitra Gardikas
John & Marcia Goldman
Ann Gordon
Rose Heide
Richard Hill
Jeffrey Kolodin
Michael Kubly
Brigitte Kwinn
Sharon Lamb, RN

& Joe Lamb
Steven & Sally Lamb
James Lowe
Chris Mattsson
Sandra Mazliah
Khairul Mohamed
Mark & Elizabeth Moragne
Roberta Rassieur
James Richter
Alison Ross, Esq.
Judi Ross Zuker
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Eric Roth

Cord Schlobohm, DMD
Bryon Sheets

Sandra Simon

Susan Tavilla

Simon Thaler

Allison Jones Thomson
John Travis

Karen Varon

Marshall Varon

Jill Young

$2,500 - $4,999
Michele Abrecht
Jonathan Aunet

Lisa Burke

Thomas Baruch
Dawn Bauleke
George Bridenbaugh
Lindy Bullock-Cox
Mark Cafua

Gerret & Tatiana Copeland
Ryan Craig

Peggy DeBerry

Rob Doty

Krizan Family

Paul Fisher, MD
Franklin Frey
Gretchen Garnett
Bonnie Grosjean
Jane Gumble

Mark Heller

Bernard Hofmann
Catherine Ivy

Jason Johnson
Chelsea Kamins
Aaron Katz

Mindy Lang

Diane Lebovitz

Allan & Carol Lewandowski
Peter Lewis

Eric Lindquist
Kathleen McDermott
Cherrl McKinstry
Cheryl Millard-Nutt
Patricia Montgomery
Howard Morse
Michael Mulvaney
Denise Nolan

Robin Oswold
Edward & Gail Overdevest
Veronica Reina
Susan Schraub

Laurie Shelton
John Shooshan
Medha Sinha
Susan Sotiropoulos
BethAnn Telford
Colleen Tincler
Lois Umhoefer
Patricia Waldeck
Amy Webb
Karen Weeks
Paula Williams
Kathleen Witsil

$1,000 - $2,499
James Abbott
Joe Addario

Jill Adrogue
David Alagno
Kimberly Albro
Hayden Alexander
Cesar Alvarez
Patrick Alwine
David Andrews
Nola Armstrong
Anthony Athanas
Brian Baker
Joffre Baker
Sarah Baker
Nicholas Baldick
Elaine Barker
Bridget Basehoar
Joan Baxter
David Beck

David Beddow
Joan Beddow
William Beddow
Daniel Beekhuizen
Lloyd Benedict
Dianne Benefiel
Bradford Berenson
Hope Bernota
Michael Bernstein
Pamela Bertoldi
Barbara Bitter
Alison Blank
Michael Bless
Joshua Bogart
Steven Bonesio
Catherine Bonetti
Anne Bookin
Patricia Bosworth
David Boutcher
Ariel Bowers

John Bright
Michael Brille
Olivia Broody
Bonnie Brown
Melissa Cady
Peter Cameron
Sharon Campbell
J.D. Caraway

Jon Carey

Lisa Carlson

John Carmichael
Robert Carmody
Jeanne Carroll

Kim Carter

Paul Caruso
Danielle Casazza
Peter Casey

Kevin Cassidy
Julie Cawley
Anthony Ceci
Katherine Ceremsak
Dan & Etsuko Chamby
Michael Champa
Bill Chaplin

Susan Cherry

Bih Chingping
Carissa Christensen
Jim Claeys

Mark Clar
Woodworth Clum
Lewis Cohen

Leslie Cohen

David Cook

Alicia Cook

Denis Coons

Ted Cooper

David Coriale
Harriet Corkin
Michael Corkin
Kirsten Costango
Brad Cox

Stephen Cozen
Kevin Craig

Julia Cumberbatch
Marya D’Abate
Stephen Davies
Barbara Davis
Disque Deane
Angel DeElse
Linda Delisle

Doug Deluca
Dominic Dematties
Mary Anne Devonshire

Eric DiFranccesco
Robert Digeronimo
Timothy Donovan
Harvey Dorosin
Mare Dougherty
Michael Driscoll
May Eberhart
Kenneth Ebert
Martha Eckard
Rodney Enraght-Moony
Marie Etches
Heather Evans
John Ewins

Robert Fabiszewski
Robert Faby

lan Fagelson
Stephanie Farber
Wayne Farmer
Anne Feeley

G. Bonnie Feldman
Sharon Felice
Shaun Fishburn
Robert Fisher
David Fleming
Brandon Foglio
Dale Foster

John Fowler
Jennifer Fox
Susan Fradin

Kara Fraiman
Martin Francisco
Michael Freede
Robert Freitas
Diane Frenier
Jonathan Friedlander
David Friedman
Kathleen Gallagher
Nancy Gapter
Karen Gardner
Vito Germinario
Aldo & John Gibellino
Rakesh Gilani
Thomas Giovine
Norman Goldberg
Maggie Gonski
Michael Gormley
Amos Gottlieb
Alex Graf

Judith Graham
Trisha Grasmann
Marcy Grau
Doreen Gray
Milton Greenberg



Dorothy Greene
Linda Greenhouse
Ken & Cherie Grey
Theresa Grey
Alyce Gustafson
Sandra Guy
Michael Haas
Drew Hagen
Marilyn Haggerty
Stan Halle

John Halloran
Judith Halterman
Earl Hamlin
Barbara Hamrick
Adam Hanft
Joseph Harris
Keith Hartt
Barbara Hauer
Darrell Hawkins
James Haynes
Chris Henninger
Maryellen Herringer
John Hicklin
Rocky Higgins
Bart Hill

Karen Hillenburg
Amy Hinderer Feltus
Hal Hindin

Craig Hoffman
Stephen Holowesko
Howard Homes
Frances Hopkins
Douglas Howlett
Patrick Hudson
Marcus Hull
Bryan Hume
Gary Hunt
Christa Hutchinson
Andrea Jacobs
Robert Jamieson
Jerry Johnson
Julie Johnson
Ann Jones

Sherry Jordan
Amy Josef
William Jugus
Amy Kacher
Robert Kaminski
Gary Karlitz

Joan Karol

James Karrels
Bernice Kaufman
Peter Keenan
Susan Keisler
Ann Kenfield Graf
Tony Kiernan
Justin King
William Kingman
Patricia Kleiber
Lisa Koch

Christine Komenda
Alan Kornfeld
Lawrence Kosow
Mark Krail

Sandra Kramer
Donna Krenz

Eric Kurtzman
Charles Lagasse
Janice Lahr
Stephen Lanctot, Esq.
Vicki Langerman
Andrew Lantz
Laroche Family
Karen Leder
Shawn Lee

Rue Lemar

David Lendt
Michael Lerner
Josephine Little
Christopher Lloyd
Joel Loane
Kimberly Long
Wayne Long
Courtney Luebke
Pedro Lujan

Holley Lutz

Marilu MacCarthy
Debra Malone
Martin Mannion
Catherine Mannion
Peter Mares

Pam Mariea-Nason
William Marple
Kevin Martin

Craig Mastrangelo
John Matlock
Garrett Matsunaga
Rita Mawn

Marilyn Mawn
John Mazzone
James McCann
James McCarthy
Joe McCloskey
Linda McCown
Elizabeth McCubrey
Thomas McDonough
Alyssa McElfresh
John McFadden
Maureen McFarland
Walter McFarlane
Brian McKee

Bob McNally

Paul Meagher
Gary Melius
James Mercer
Stanley Meresman
Rod Mickels
Susan Millar

Carol Miller
Sharolyn Moffit

Hamid Moghadam
John Mooney
Elizabeth Moore
Michael Moran
Julia Morelli
Linda Morison
William Moseley
Kristan Mosley
Tom Muldoon
Greg Needles
Wallace Neel

Michael & Rebecca Neidorf

Lenore Neidorf
Philip Nelson
Catherine Nelson
Joseph Nemec
Thomas Niedermeyer
Ron Novak

Karen Nusbaum
Stasia Obremskey
Elizabeth O'Brien
Steven O'Brien
Mary O’Connor
Stephen Oliver
Sean Olson
James O'Malley
Natalie Orona

Ira Palgon
Stephen Papermaster
Robin Parisi
Richard Parker
Dennis Parker
Mary Pate
George Paul
Glenn Payne
Suzanne Peck
Cynthia Peffers
Robert Pelzar
Ann Marie Petach
Elaine Petach
Brenda Pfeifer
Lisa Pfeil

Nancy Pfund
Joseph Phelan
Matthew Piccione
Lincoln Pinsky
Alan Pollack
Constance Potter
Stephen Potter
Richard Powers
Drana Prekelezaj
David Proctor
Daniel Rainey
Bruce Ramsay
Roger Rath
Lawrence Reid
Chris Reilly
William Reilly
Carolyn Reller
Judith Remondi

Gene Richards
Kate Riley

Laurie Roche

J. Hilary Rockett
Leslie Rogers
Karen Rollings
Jeff Roper

Carol Rose
Sonia Rosenbaum
Francis Rossetti
Jon Rotenberg
Bonnie Roth
David Rothkopf
Pam Rubin
Michael Rudman
Paul Salinger
Fred Samaha
Nancy Samit
Robert Samit
Betty Sanders
Sandra Santosuosso
Risesmart-Sathe
John Sayegh
Richard Schifter
Mary Schmidt
Michelle Schmitt
Laura Schmitt
Rebecca Schwartz
Dana Schwartz
Steve Sell
William Shaw
Mary Shawver
Celeste Shelby
Daniel Shrader
Brooks Singer
Jack Skloff

Lynn Slater
Charles Smith
Jean Smith
Michael Smith
Susanne Smith
Peter Sparber
Catherine Squires
Mark Srere

Ann Stailey
Sherman Starr
Ryan Steel

Bill Stinski

John Sullivan
Barry Sylvetsky
Holly Tacey
Vince Tague
Joseph Tansey
Stella Tavilla
Larry Tenebaum
Blake Thomas
Sean Thomasson
Patrick Tierney
Jason Tillett
Robert Tinkham
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Daniel Titcomb
Thomas Umhoefer
Frelan Underwood
Linda Vaillette
Hilary Valentine
Thomas Vallely
Paul Valle-Riestra
Andrew Valls

Sue Van

Francesca Venezia Dunbar
Maria Verna

John Vernon
Robert Vicente
Patrizio Vinciarelli
Ed & Roxanne Wade
Jennie Walter
Claire Walton
Elizabeth Wasel
Joan Watson
Elizabeth Weatherman
Alan Weimer

Judy Wells
Thomas Westcot
Ryan Williams
Robin Williams
William Wilson
Julie Young

Glenn Youngkin
Mang Yu

Sze Yu Tang

David Zallie
Marjorie Zapruder
Cynthia Zuniga

ORGANIZATIONS

$50,000+

Cassidy Turley Washington, LLC

Genentech

Hamill Family Foundation

Students Supporting Brain Tumor Research
The Westin Arlington Gateway

Uno Restaurants, LLC

$25,000 - $49,999

Charles de Ganahl Family Foundation
Eli Lilly & Company - Lilly Oncology
Holliday Fenoglio Fowler, L.P.

Lucile Packard Children’s Hospital
Richard and Rhoda Goldman Fund
State of Delaware

The Case Foundation

The Rachel Molly Markoff Foundation

$10,000 - $24,999

Beacon Capital Partners

Blue Mash Country Club

Children’s National Medical Center

Clear Channel

Community Foundation for Greater Buffalo
Community Foundation of Frederick County, Inc.
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CyberKnife

Deborah A. Levy and llona Bell Flint Foundation
Estate of Oscar Leschinsky

Food 4 Less Foundation

Fraydun Foundation Inc.

Geico

Greater Media, Inc.

Jefferson Hospital For Neuroscience

Kiewit Pacific Company

Morgan Lewis

Orrick, Herrington & Sutcliffe LLP

Sigma Phi Gamma International Sorority, Inc.
The Active Network, Inc.

The Washington Examiner

University of Pennsylvania Health System
Urban Country

Wolf Family Charitable Trust

$5,000 - $9,999

19 Entertainment

9News - Denver

Ashford Hospitality Trust

Bank of America, N.A.

Barclays Bank Delaware

Baylor Health Care System

BrandVizion

Building #19, Inc.

Chevy Chase Bank

Chompie’s

Clark Charitable Foundation

Columbus Foods

Coventry Health Care, Inc.

Creditors Interchange Receivable
Management, LLC

DigitalGlobe, Inc.

Emerson Glenn

Epic Systems Corporation

Fiduciary Trust International

First Potomac Realty Trust

First Title And Escrow, LLC

Gearmore, Inc.

Hemenway & Barnes LLP

IBM Employee Services Center

Jaydie Lynn King Foundation

John Muir Health Cancer Institute

Johns Hopkins University

Katten Muchin Rosenman Foundation, Inc.

Kelley Johnson Memorial Foundation, Inc.

Koonce Family Foundation

Lucile Salter Packard Children’s Hospital

Medtronic

Merck & Co., Inc.

Mercik Sharp & Dohme

Monumental Vending

Nick Gonzales Foundation

Oak Associates, Ltd.

Oscar Renda Contracting

Pachulski Stang Ziehl and Jones LLP

Paul Capital

Pepco

Phillips & Cohen Assoc., Itd.

Popeye’s

Robert Lloyd Corkin Charitable Foundation
Rockwood Capital, LLC
SAIC
Sport & Health Crystal Park
Stanford Hospital & Clinics
Temple University Health System
The Dorothy M. Booth Charitable Trust
The Foundation For Neurosciences
Stroke And Recovery
The Gregg Family Foundation
The Schow Foundation
The Simon Strauss Foundation
The William J. Shaw Family Foundation
Thomas Jefferson University
Thomson Family Trust
Tritium Card Services, Inc.
Truist
UC Irvine Comprehensive Brain Tumor Program
Vocus, Inc.

$2,500 - $4,999

Abramson Family Foundation Inc.

Adirondack Trust Company, The

Allied Telecom Group, LLC

Arkin Youngentob Associates, LLC

Associated Trust Company

Bath Fitter

Brown Advisory Charitable Foundation, Inc.

Bush Refrigeration

Capital Management Services, LP

CGC Financial Services LLC

County First Bank

Cross Harbor Capital Partners

Data Search NY Inc.

Dynamic Concepts, Inc.

Fidelity Charitable Gift Fund

Food Industries Sales Managers Club
Of Los Angeles

Globalgiving Foundation

Grantham, Mayo, Van Otterloo & Co., LLC

Great American Insurance Company

Grosvenor Ltd- Corporate Admin

James D. and Veronica E. Chesterton
Family Foundation

James H. Lowe Living Trust

Jersey Mike’s Subs

Johnson & Johnson

Keesen Enterprices, Inc.

Leaning Edge Recovery Solutions LLC

Marshall & Sterling Upstate Inc.

Nemours Children’s Clinic

Nike Employee Matching Gift Program

Normandy Real Estate Partners

Northstar Location Services LLC

NovoCure

Novo Nordisk

O’Melveny & Myers, LLP

Philadelphia Coca-Cola Bottling Co.

Princeton Brain & Spine Center

Providence Health System

Reed Smith LLC

Rocky Mountain CyberKnife Center



Rocky Mountain Gamma Knife Center

Safeway, Inc.

San Francisco Federal Credit Union

Selective Insurance

Shooshan Companies

Tague Lumber

The Chris & Melody Malachowsky Family
Foundation

The Community Foundation for the Capital Region

Tishman Speyer Properties

UCSF Medical Center

$1,000 - $2,499
Advanced Soccer Media, LLC
Aetea Information Technology, Inc.
AID Associates Inc
Allegis Group Foundation
AMEC
American Shared Hospital Services
Around Townes Productions
Ascera Care Hospice Foundation
Athletics Investment Group, LLC
Avenue Associates Limited Partnership
Balfour Beatty Construction
Bell Helicopter
Ben & Catherine Ivy Foundation
Berenbaum, Weinshienk & Eason, P.C.
Bi Land LLC
Blame Sally
BlueCross BlueShield of Delaware
Bricklayers And Allied Craftworkers
Brinker International
Capital Group
Caravanserai
Cardinal Bank
CardinalComp LLC
Cascade Acoustics, Inc.
Cascades Tissue Group - Sales Inc.
Check Point Software Technologies, Inc.
Chevron Humankind Employee Funds
Chevron Products Company
Circle Management Company
Clark Construction Group, LLC
Cleanoffice, Inc.
CollectCorp
Computershare Inc.
Constellation Energy Group Employee Fund
Convergenz, LLC
Convoke Systems
Core Power Yoga
Covidien
Davis Industries, Inc.
Delaware Association of Police
Devereaux Charitable Foundation Trust
Diagnostic Imaging Associates
Dimatix
Dogfish Head Alehouse
Don Anderson & IPC Board of Directors
Eaton Vance Management
ECOHAUL, Inc.
Edward Ariowitsch Foundation
Employees Community Fund of

The Boeing Company

Envirosolutions, Inc.

ESMI of New York

Federal Criminal Investigators’ Association

Financial Recovery Services Inc

Firstsource Group USA, Inc.

Flexi Compras

GE Foundation

Ginny And Maurice Feldman Family
Foundation, Inc.

Give With Liberty

Glory Days, Inc.

Golf Car Specialties, LLC

Grimshaw Gudewicz Charitable Foundation

Henggeler Consulting

Hillsboro Firefighters Association

Hilton

Hoag Memorial Hospital Presbyterian

Housing Authority Insurance Group

Hunter Industries Incorporated

Identity Theft Guard Solutions, LLC

Integra Foundation, Inc.

Invision Communications, Inc.

Joan B. Baxter Marital Trust

John Hancock Financial Services, Inc.

John and Marcia Goldman Foundation

JP Morgan Chase Foundation

Kent Denver School

Kercsmar & Feltus PLLC

Kinney Drugs

Linowes and Blocher, LLP

Maryland Charity Campaign

Maryland Men’s Soccer

McGuireWoods LLP

Metro Metals Recycling, LLC

Microsoft Giving Campaign

Migsie & Gar Richlin Foundation

Miller Girls Service Organization

Millercoors

Moncief Cancer Resources

Morgan Stanley

Morgan’s Jewelers, Inc.

Morty Gudelsky Foundation, Inc.

Mt. Washington Hotel

National Enterprise Systems, Inc.

NCO Financial Systems Inc.

Pennsylvania Area Schoolgirl Lacrosse Association

Perkins+Will

Philadelphia Insurance Companies

Phoenix Coyotes

PNC Bank

PNC Foundation

Prudential Foundation

Radian Guaranty Inc.

Rainier Investment Management

Reliable Churchill LLLP

Richard H. Holzer Memorial Foundation

Robert Frost Middle School

RSM McGladrey, Inc.

Rudolph And Hilda Forchheimer Foundation

S.T. Hudson Engineers, Inc

Schwab Charitable Fund

Sherry Williamson Radiology Medical Group of
Santa Cruz County, Inc.

Shunra Software Ltd.

Silver Lane Advisors

Silverman Family Foundation

Skintastic

SMC, Inc. The Barking Dog Restaurant

Snell & Wilmer LLC

Stavis Seafoods, Inc.

Sunlink Health Systems, Inc.

Systems Planning and Analysis, Inc.

Taylor Construction

Taylor McAdam Bell Neuroscience Institute at
Washington Hospital

Televate, LLC

The Bureau of National Affairs Inc.

The Children’s Hospital of Philadelphia

The Cocoa Merchants Association of America, Inc.

The Grossman Family Foundation

The Haggerty Family Foundation Inc.

The Hansen Foundation

The Hexberg Family Foundation

The Oakland Athletics Community Fund

The Oakland Raiders

The Private Bank Of The Peninsula

The Samuel and Nathlyn Larner
Family Foundation, Inc.

The Somekh Family Foundation

The Swiss Colony

The William And Mildred Kaplan Foundation, Inc.

The Wolf-Pack Fund

Traverso And Sons, LLC

Turner Construction Company

UCSD Brain Tumor Program at Moore’s
Cancer Center

U.S. Aluminum Company, Inc.

U.S. Media Partners, LLC

United Natural Foods, Inc.

UPS Foundation, Inc.

Valentine & Kebartas Inc

Verizon Foundation

Vulcan Materials Company

W.L. Gore and Associates, Inc.

Wal-Mart Stores, Inc.

Walton Street Capital, LLC

Warner Brothers Creative Advertising

Wells Fargo Community Support Campaign

Workflow One

Yardeni Research, Inc.

Zickler Family Foundation

Special thanks to all who support NBTS and
its programs through monetary and in-kind
contributions or donated professional services.

Every effort has been made to ensure the accuracy
of our donors’ names. We regret any errors or
omissions, and we invite you to call the Development
Office at 617.393.2833 with any corrections or
concerns. Thank you.
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FINANCIAL INFORMATION -
FISCAL YEAR 2010

October 1, 2009 - September 30, 2010

At the National Brain Tumor Society, $.80 of every dollar spent goes directly to NBTS
programs which include patient services, research, and advocacy and public policy.
This is well within the guidelines set forth by the United Way that administrative
overhead should not be more than 25%.

B Research

B Patient Services
EXPENSES Public Policy

W Development

B Administration

H |nternal Events
B External Events

Foundations INCOME
B Contributions

B Interest Income
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BOARD OF DIRECTORS
OFFICERS

Jeffrey Kolodin, Chair

Cord Schlobohm, DMD, Vice Chair

BOARD MEMBERS
Mary Catherine Calisto
Michael Corkin

Paul Fisher, MD

Barry Glassman

Ann Gordon

Sheila Killeen

Stephen T. Lanctot, Esq.
Sharon Lamb, RN

Eric P. Lindquist

Scott Memmott, Esq.

Ken Grey, Treasurer
Francesca Venezia Dunbar, Secretary

Susan Pannullo, MD
Vincent Patrone, Esq.
Alison Ross, Esq.
Allison Jones Thomson

HONORARY BOARD MEMBERS
G. Bonnie Feldman

Steve Karol

Walter S. Newman

Charles B. Wilson, MD

SCIENTIFIC ADVISORY COUNCIL

OFFICERS

Chair

Oliver Bogler, PhD

MD Anderson Cancer Center

Vice Chair
Linda Liau, MD, PhD
University of California — Los Angeles

COUNCIL MEMBERS

Francis Ali-Osman, DSc
Duke University Medical Center

Suzanne Baker, PhD
St. Jude Children’s Research Hospital

Tracy Batchelor, MD, PhD
Massachusetts General Hospital Cancer Center

J. Gregory Cairncross, MD
University of Calgary, Clark H. Smith Brain
Tumour Centre

Joseph Costello, MD
University of California — San Francisco

Tom Curran, MD
Children’s Hospital of Philadelphia

David Eisenstat, MD
Manitoba Institute of Cell Biology

Daniel Fults Ill, MD
University of Utah Medical School

Frank Furnari, PhD
University of California — San Diego,
Ludwig Institute for Cancer Research

G. Yancey Gillespie, MD
University of Alabama at Birmingham

Candece Gladson, MD
Cleveland Clinic

Vice Chair - Epidemiology
Margaret Wrensch, PhD
University of California — San Francisco

Vice Chair - Quality of Life
Elana Farace, PhD
Penn State Milton S. Hershey Medical Center
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National Brain Tumor
Society is a nonprofit
organization inspiring
hope and providing
leadership within the
brain tumor community.
We exist to find a cure
and improve the quality
of life for those affected
by brain tumors. We fund
strategic research, deliver
support services, and
promote collaboration.
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