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There is great interest among researchers in the
possibility that RF from cell phones could cause
cancer. However, despite extensive experimental
research, there is still no known biological or bio-

physical mechanism that can explain how cell phone use might
lead to an increased risk of cancer. The existing exposure guide-
lines [government-ordered exposure limits on electromagnetic
energy levels] are set to prevent damaging heating effects to
body tissue, and it is generally agreed that the heating of tissue
by RF from cell phone use is slight.

Originally, the focus of epidemiological research was on the
possible connection between cell phones and brain tumors.
Epidemiology is the science of the occurrence of diseases in
human populations. Disease occurrence is measured and related
to different characteristics of individuals or their environ-
ments. The research carried out so far by several different
research teams has been reviewed by several expert committees
(e.g., The Stewart Report at www.iegmp.org.uk/report/text.htm).
The common conclusion from these reports is that scientific
evidence does not suggest an increased risk of brain tumor;
however, they also state that these findings cannot be considered
as evidence that there is no relationship between cell phone
use and cancer.

There are a number of new epidemiological studies of cell
phone use and brain tumors underway. These studies are part of
the Interphone study, a large international research collaboration
coordinated by the International Agency for Research on Cancer,
part of the World Health Organization (WHO). The Interphone
study consists of 14 individual epidemiological studies focusing
on cell phones and brain tumors. There are considerable expecta-
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Cell Phone Use and Brain Tumors:

tions that the Interphone study will
provide a rather clear answer regarding
whether or not cell phone use is linked
to an increased brain tumor risk. It
remains to be seen to what extent such
expectations are justified. It will take
some time before each of the individual
centers has made its first results avail-
able and it will take even more time
before Interphone can compile the data
from all the individual centers (most
likely during 2006). However, the cen-
ters in Sweden and Denmark have
already published their first results.

Probably the strongest support for
the hypothesis that cell phones increase
the risk of tumor comes from our own
Swedish Interphone study, "Mobile

CONTINUED ON PAGE 2

Is There a Connection?
by Stefan Lönn, PhD

The modern environment contains many sources of radiofrequency (RF) radi-
ation (a form of electromagnetic energy), including broadcast radio, televi-
sion, and cellular telephones. The level of human exposure to RF has

increased during recent years due to the widespread use of cell phones. It is easy
to see the advantages of cell phones both for individuals and for the wider commu-
nity, but concerns have been raised that use of this technology has increased dra-
matically without sufficient understanding of potential adverse health effects.



Phone Use and the Risk of Acoustic
Neuroma" that was published in
November 2004. In this study we
observed that 10 or more years of cell
phone use increased the risk of acoustic
neuroma (a benign tumor in the auditory
nerve), and the risk
increase was confined to
the side of the head where
the phone was usually held.
No indications of an
increased risk for less than
10 years of cell phone use
were found. 

There are some possible explanations to
the observed increase in risk. We cannot
rule out all possible errors (systematic and
random errors) in the study, but chance
seems unlikely. To date, however, this
study has only weak support from other
research. The most obvious comparison of
our results is with the corresponding
Danish Interphone study, "Cellular
Telephone Use and Risk of Acoustic
Neuroma," that was published in January

2004. Both the Swedish and Danish stud-
ies showed that less than 10 years of regu-
lar cell phone use did not increase risk.
However, the Swedish study results point-
ed towards an increased risk with more
than 10 years of phone use, while the

Danish results did not. The strongest sup-
port for our data may be from two U.S.
studies from 2000 and 2001, but the
increased risk that was reported in both
those studies may very well be due to
chance. Another Swedish group reported
an increased risk in 1999, but the data has
been questioned, particularly on the
grounds that the risk elevation was associ-
ated with cell phone use too close in time
to diagnosis to be credible. 

It is now essential to see whether or not
our results are replicated in future
Interphone study articles. As for other
brain tumor types, particularly malignant
brain tumors, the available data so far pro-
vide little evidence for an association with

cell phone use. However, it
must be understood that the
studies to date have looked at
relatively short periods since
the first exposure, and the
effects of RF may develop
over a span of many years.  

In conclusion, the current
scientific evidence does not support causa-
tion of brain tumors by cell phone use,
but the possibility remains that RF from
cell phones has some effect after a long
latency period. 

Dr. Stefan Lönn is a researcher at the
Institute of Environmental Medicine,
Karolinska Institute, Sweden. His research
is focused on environmental exposures and
lifestyle factors in relation to brain tumors.

2

Cell Phone Use and Brain Tumors CONTINUED FROM PAGE 1

"There are considerable expectations that the
Interphone study will provide a rather clear answer
regarding whether or not cell phone use is linked to

an increased brain tumor risk."

Why Cell Phones?
Each year over 40,000 people in the United States are diagnosed with a primary brain

tumor. There are over 120 different types of brain tumors – both malignant and

benign. Despite numerous studies about brain tumors, their causes remain unknown. 

Over the past 15 years, there has been growing concern about whether there is a

correlation between brain tumors and cell (mobile) phone use. Part of this concern

stems from the growing number of people using cell phones. Currently, there are

over one billion subscribers worldwide, and the numbers are increasing. 

Various studies have been done with conflicting conclusions, leading to confusion in

the general public about whether or not a risk exists. The U.S. Food and Drug

Administration’s (FDA) web site reflects this situation with its statement, "The available

scientific evidence does not show that any health problems are associated with using

wireless phones. There is no proof, however, that wireless phones are absolutely safe."

The World Health Organization (WHO) has initiated a 14-country research project

called the Interphone Study. The results of this study, which are due in the next

year, should help to clarify this issue. In the meantime, the WHO suggests that if

you are concerned about cell phone use, you can limit the length of calls, use a

"hands-free" device to keep cell phones away from the head and body, and avoid

using cell phones while driving. NBTF has endorsed these guidelines. 

NBTF receives many inquires about the possible risks of cell phone use. We hope

that the article by Dr. Stefan Lönn, as well as the opinions of the health profession-

als and scientists we surveyed, will help you gain more understanding of this com-

plex issue and make informed choices about your cell phone use.

Want to keep abreast of these and other brain
tumor research studies? Sign up for NBTF’s eNews.
This monthly bulletin includes information about
recent research findings, new clinical trials, and
programs and resources of interest to the brain
tumor community. Sign up today by emailing
nbtf@braintumor.org or call 800.934.2873.

MORE STUDY RESULTS

As we were going to press, the results of
two additional Interphone studies from
Sweden and Denmark were published.
Results of the Swedish study were
announced in March 2005, and the Danish
study results were announced in April 2005.
Each reported no association between cell
phones and gliomas or meningiomas. 

For more detailed information about cell
phones and brain tumors, visit the "What’s
New" link at www.braintumor.org
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Announcements

Caregiver Training
Ft. Lauderdale, Florida, June 4, 2005

The next Family Caregiver Workshop, sponsored by NBTF
and the University of Miami Sylvester Comprehensive
Cancer Center, and supported with an educational grant
from Schering Oncology, will take place at the Westin
Hotel, Ft. Lauderdale. Join us for this free informative
workshop. After the training, brain tumor survivor David
M. Bailey will give a concert. For information or to register
for the caregiver training, email patterson@braintumor.org or
call 800.934.2873 ext. 103.

F R E E

Brain Metastases Researcher Awarded 

for Excellence

The National Brain Tumor
Foundation, in cooperation
with the Joint Tumor Section of
the American Association of
Neurological Surgeons and the
Congress of Neurological
Surgeons, is proud to honor
Ajay Jawahar, MD, with the
2005 Mahaley Award. Dr.
Jawahar is Assistant Professor in
the Department of
Neurosurgery at Louisiana
State University Health

Sciences Center in Shreveport, LA. The title of his award-
winning paper is "Phase III randomized trial to assess the
efficacy of Gamma Knife radiosurgery with or without XRT
[external radiation therapy] for brain metastases."

NBTF congratulates and thanks Dr. Jawahar for helping to
improve treatments for brain tumor patients.

Comedian 
Dom DeLuise
explains brain tumors as
the voice of "Buddy"!

Comedian Dom DeLuise and NBTF have

teamed up to help children understand

brain tumors. My Name is Buddy: A Story

for Children about Brain Tumors is a true story. This children’s

book chronicles Buddy’s journey using colorful photos, kid-

friendly primary colors and simple language. Now you can

hear Dom DeLuise tell the story of Buddy’s experiences with

surgery, radiation, and chemotherapy. You can listen to this

story on our website, www.braintumor.org, in the "What's New"

section. My Name is Buddy is an excellent resource for chil-

dren dealing with their own or their loved one’s brain tumor.

Read along with Dom DeLuise and see for yourself why chil-

dren, parents and health professionals across the country 

love Buddy! 

Ajay Jawahar, MD

Attention SEARCH Readers:
The information in this newsletter is subject to change. The
reader is advised that information obtained from a physician
should be considered more up-to-date and accurate than the
information in the newsletter and that this newsletter does not
and cannot purport to address facts and circumstances particu-
lar to any patient. This is something that can only be done by
the patient’s physician. Sponsorship of this newsletter does
not imply the National Brain Tumor Foundation’s endorsement
or recommendation of any particular form or forms of therapy,
regimen or behavior. 

When 9-year-old Buddy started feeling dizzy, nauseous and

having headaches, a trip to the hospital revealed a brain

tumor. Unfortunately, Buddy’s experience is familiar for the

roughly 2,900 children diagnosed with brain tumors each

year. One small thing sets Buddy apart from those children:

Buddy is a golden retriever!
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Currently, based on everything that has been written to date,
there is no absolute definitive correlation between cell phone
use and the occurrence of brain tumors. The first generation
analog cell phones appear to be associated with a slight
increased risk of developing an acoustic tumor (vestibular
schwannoma). However, no other tumors have been defini-
tively proven to result from cell phone usage. 

Mitchel S. Berger, MD

Chairman, Department of Neurological Surgery

Director, Brain Tumor Research Center

University of California, San Francisco

I have been following this line of research for quite some
time because of the public health concern and impact
because of the widespread use. The literature has been con-
sistently negative with a recent publication from the
European funded study, the Interphone study, reconfirming
this negative finding. In addition to the epidemiologic data,
the animal studies do not indicate radiofrequency radiation
increases risk. 

Melissa Bondy, PhD

Professor of Epidemiology

Department of Epidemiology 

University of Texas M.D. Anderson Cancer Center

An association with adult brain tumors and cell phones has
been observed in some studies, but not all studies. At pre-
sent researchers do not know whether the association
observed in some studies is a spurious one (i.e. due to some
extraneous factor) or is a causal association. Further research
is underway in several European countries to evaluate this
question. 

Patricia Buffler, PhD

Professor of Epidemiology

Kenneth and Marjorie Kaiser Endowed Chair in 

Cancer Epidemiology

University of California, Berkeley

To this point, I consider the evidence of a causal link to be
quite weak. For glioma and meningioma, available evidence
is pretty consistently negative; that is, it points in the direc-
tion of cell phone use not causing these tumor types. One
can argue that those studies were done too soon to detect an
effect, but that does not mean that there is an effect. 

For acoustic neuroma, studies to date have been quite

small. With small studies, one would expect results of differ-
ent studies to vary due to chance. There are other issues
bearing on interpretation. Acoustic neuromas do not always
occur near the ear. In fact, they often occur closer to the
cerebellum, which is deeper in the head. For deep tissue,
exposure to radiofrequency radiation would be low, regard-
less of whether one used the cell phone on the left or right
side of the head. However, the side of the head on which the
tumor occurred would be related to hearing loss in the ear
on that side of the head. Many acoustic neuromas grow
slowly and can be present for a long time before coming to
diagnosis. It could be that having difficulty hearing when
talking on the phone on the side of the head on which the
tumor occurred would lead one to go to the doctor, resulting
in diagnosis of an acoustic neuroma that had been present
for a while and been caused by something totally unrelated
to cell phone use. This would introduce a spurious associa-
tion between side of phone use and side of tumor.

Peter Inskip, ScD

Senior Investigator

Division of Cancer Epidemiology and Genetics

National Cancer Institute, Bethesda, MD

Neither the epidemiologic data nor the laboratory data avail-
able on this topic support this association. While there is a
variety of epidemiologic studies, some "positive" and others
"negative," there has been neither a consistent finding of
association, a dose response, nor any other data to address
"Hill’s Criteria of Causation" which would seem a reason-
able guide for interpreting current studies. 

Mark A. Israel, MD

Director, Norris Cotton Cancer Center 

Dartmouth-Hitchcock Medical Center

Dartmouth College, Lebanon, NH

Overall nine epidemiological studies on the association
between cell phone use and brain tumors have been pub-
lished so far. Three found an association and six failed to
show an effect of mobile phone use. Assuming these nine
studies to be comparable concerning endpoint, power and
methods applied, this would strongly indicate an association
(note that the probability to have three significant results
among nine studies if actually there is no effect is quite low,
less than 1%). However, these studies differ in main features.
All studies are deficient concerning latency. Even considering
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NBTF surveyed researchers and 
medical experts to get their personal
opinions. What follows are their 

individual responses to the
question: Do you think there
is a correlation between cell

phone use and brain tumors?

The Experts
Weigh inon
CellPhonesand
Brain Tumors
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a promotion effect, the duration of mobile phone use in these
studies is much too short. Those few studies, however, that
approached reasonable latencies found an effect. 

It has to be pointed out that brain tumors are a very heteroge-
neous group and the studies differed with respect to type of
brain tumors studied. Therefore, evidence from these studies
cannot readily be combined. There are a number of method-
ological problems in all studies but not a single conclusive argu-
ment has been put forward so far that would lead to a more 
critical assessment of positive findings. Considering the limited
evidence available to date, there is still more evidence in favor of
an association.

Michael Kundi, PhD

Head of the Institute of Environmental Health

Center of Public Health

Medical University of Vienna, Austria 

I believe that the rays emitted from the cell phone may have some
effect on the electrical pathways in the brain, but I am not con-
vinced that they cause brain tumors. 

Mary Lovely, PhD, RN

Medical Information Specialist, NBTF

I do not think there are large enough studies that have evidence
that cell phones really are increasing the risk of brain tumors. I
think the induction time may be longer and it might be to early to
say something after only 10-15 years of regular use of cell phones.
I think we have to await larger studies with a lot of long-term users
to be able to know. 

Beatrice Malmer, PhD 

Senior Oncologist

Department of Radiation Sciences

Umeå University Hospital, Sweden

I do not believe that there is a reasonably proven association. The
data are conflicting; the studies show mixed results; the etiologic
association is weak; the causative biology has never been
explained.

Minesh Mehta, MD

Professor and Chairman, Department of Human Oncology

University of Wisconsin Medical School, Madison, WI

Yes, here are a few of many reasons: Stefan Lönn recently reported
a 4-fold risk of acoustic neuroma from less than 10 years of cell
phone use. Lennart Hardell and Kjell Hansson-Mild reported an
8-fold risk of brain tumors for a 20- to 29-year-old age group from
five years of cell phone use. Though not a brain tumor study,
Andreas Stang reported a 6-fold risk of eye cancer from "ever
us[ing]" a cell phone. It should take decades from exposure to
tumor diagnoses, but for cell phones it is shorter. 

Lloyd Morgan, BSEE

Board Member

Central Brain Tumor Registry of the United States

Associate Member, Bioelectromagnetics Society

No. Several good studies have shown there is no correlation. 
James T. Rutka, MD, PhD, FRCSC, FACS, FAAP

Dan Family Chair in Neurosurgery

Professor and Chairman, Division of Neurosurgery

University of Toronto, Hospital for Sick Children

Toronto, Ontario, Canada 

The recent finding by the Karolinska group of an increased risk of
acoustic neuromas among those who have used mobile phones for
ten years or more is worrisome. Unfortunately, we will not know
whether there is a link between radiofrequency radiation from
wireless phones and brain tumors or other neurological diseases for
many years. The latency period for many cancers is longer than the
amount of time cell phones have been in widespread use. A further
complication is that cell phone technology has been evolving. For
instance, the transition from analog to digital phones is a serious
challenge for epidemiologists: While the radiation from digital
phones is weaker than that from analog phones, it is pulsed, which
tends to make it more biologically active. 

Louis Slesin, PhD

Editor, Microwave News,

New York, NY

It is very unlikely that there is a link. It is hard, if not impossible,
to propose a mechanism that would link cell phone use to brain
tumors as initiators. The frequencies used for cell phones do not
have sufficient energy to break chemical bonds.

William Thoma, PhD

Member, American College of Radiology

Glossary of Terms

Epidemiology is the study of the causes and occurrence of disease in a
population. We have defined some keys terms to help you better under-
stand the issues in the debate about cell phones and brain tumors.

association: a relationship between two variables or elements.

causal association/etiologic association: A relationship between two
variables in which a change in one brings about a change in the other.
Example: there is a causal association between drunk driving and traffic
accidents.

cause: something that produces an effect or brings about a change.

dose-response relationship: the link between the amount of exposure to a
substance (dose) and the resulting changes in body function or health
(response).

Hill’s Criteria for Causation: nine factors used to determine whether an
exposure causes a disease.

latency period: time between exposure to a stimulus and a response to
the exposure. The latency period is important in cancer research because
if data is collected before enough time has passed, the resulting disease
may not yet be evident.

radiofrequency (RF) radiation: another name for radio waves. It is one
form of electromagnetic energy. The area where these waves are found is
called an electromagnetic field.

spurious association: a relationship that seems to exist but, in fact, does not.
5
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Dear Friends,

In 1982, I was diagnosed with an astrocytoma. For eight months prior to the
diagnosis, I suffered regularly from headaches, nausea and dizziness. By the
time the tumor was detected, the doctors realized that without immediate
surgery, I would have had only two weeks left to live. I was rushed into
surgery within 24 hours. 

Today, more than 20 years later, I feel blessed that I am alive and well. I am a
wife and mother of three teenaged children. I have had a successful career as
an economic consultant, a career I was able to advance after receiving treat-
ment for my brain tumor. Now I focus my energies on family responsibilities
and community service, most importantly as a longtime member of the
National Brain Tumor Foundation’s Board of Directors.

As many of you will understand, my experience with a brain tumor will always be with me. I will never
forget how, prior to the surgery, I woke up every morning to a spinning room. I will always remember
how, shortly after the surgery, I could not read the newspaper—the words on the page looked like hiero-
glyphics to me. I remember desperately trying to find information about my condition from a medical
dictionary because no other informational resources were readily available at the time.

In the past two decades, progress has been made in the treatment of brain tumors. Doctors now know
more about this illness. Patients are living longer and enjoying a better quality of life. 

But sadly, a cure for brain tumors still eludes us.

It is for this reason that my husband Alan Lefkof and I have included NBTF in our estate planning. It is
of paramount importance to us that part of our assets goes toward finding a cure. NBTF is an active
funder of cutting-edge research. Every year, NBTF gives grants to scientists engaged in innovative
research, including research on the causes of brain tumors.

I ask you to join me in finding a cure. No matter how large or small your estate, please remember to
include NBTF in your estate planning.

Together, we can make a difference. Together, we will find a cure.
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Finding
Because I am committed to

A Cure

Please remember to include
NBTF in your estate plan!

Complete and return the enclosed reply
form so that NBTF can update you with
new developments in estate planning.
Your information will be kept private

and confidential.

Warm regards,

Ann Gordon
Brain Tumor Survivor and NBTF Board Member
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Angel Adventure®

Phoenix, AZ

Sunday, October 2, 2005

Orange County, CA

Saturday, October 29, 2005

SAVE THE DATE!

Angel Adventure®

Denver, Colorado
Participate in this fundraising walk and com-
munity event connecting brain tumor patients,
caregivers, family and friends. Enjoy a 5K
walk around the lake and live music by
SolFed Joe. Register by June 23, 2005 and
save on registration fees. 

Place: City Park
Date: Saturday, July 16, 2005

Program: 8:30 a.m. – noon 
(check-in starts at 7:30 a.m.)

GO TEAMS! Individual and team participants
raise 80% of the revenue for our Angel
Adventure® program. Join us in the fight
against brain tumors by raising money from
your family and friends for brain tumor
research and patient services. Organize a team
of family members, friends and co-workers! It's
fun and rewarding!

REGISTER ONLINE! Go to www.braintumor.org,
click on "Donate Now!" and then "Angel
Adventure®. " You can build your own personal
fundraising page and send email messages to
your family and friends.

For more information about Angel Adventure®

by phone, please call the voice message
information line toll-free 866.455.3214.

Successful fundraisers 
support NBTF!

Colorado
2nd Annual Michael Lewandowski

Memorial Ski Day

The Boot Camp for

Brain Cancer

A 1.5-hour work out ses-
sion and two-mile run in
honor of those fighting
brain cancer and encour-
aging physical activity for
young people drew 50
supporters in Raleigh,
NC. David Fajgenbaum
organized the event in
memory of his mother
Anne Marie, who also
shared his passion for
exercise. Thanks for rais-
ing over $7,000!

Headrush

The Funk family created
a fundraising event to
promote brain tumor
awareness while enjoying
the outdoors. October 2,
2004, marked their 1st
annual picnic, hike and
mountain bike ride at
Governor Dodge State
Park in Dodgeville, WI.
Thanks for contributing
$5,000 to NBTF.

Knitting Trunk

Show

San Francisco Bay Area 
resident Marie Riehle has a
passion for knitting and for
helping brain tumor
patients and survivors. She
combined both with zeal
by hosting a trunk show on
February 13 to sell her cre-
ations. Thanks for donating
the proceeds to NBTF and
for raising over $2,600.

Run/Walk with NBTF
at the San Francisco Marathon on July 31, 2005!

For the second year in a row, NBTF is an official charity of the San
Francisco Marathon. Known for its "great course in a most beautiful city," it
is designed for marathon runners, walkers and people who prefer relays!
Join NBTF’s Racing Ahead® Team by registering at www.causetorun.com.
Donations for NBTF can be made and tracked online through the 
Cause To Run website. For questions about Racing Ahead®, 
email racingahead@braintumor.org or call 800.934.2873.

For information about creating a fundraiser to support NBTF,
please email caden@braintumor.org or call toll-free
800.934.2873, ext. 108.

CaliforniaCorey Rardon Memorial Walk

On March 5, Corey Rardon’s birthday, family and friends turned out in full force to
honor his memory and support the fight against brain tumors. Kathleen Rardon-
Yamanaka helped celebrate life and honor her late husband by hosting 225 people
and raising an outstanding $40,000!

Over 80 skiers, snowboarders,
and supporters shared an 
exciting day at Winter Park
Resort on January 22 and raised
more than $8,000. Thanks to
Carol, Al, and Sara
Lewandowski and Julie Abrams
for organizing this event.The Ski Day Group heads to the slopes.

NEW!



8

SEARCH is published by the National Brain Tumor Foundation, a non-profit organization that raises funds for research and provides support services to patients, their families, and friends.

Chair
Jan McCormack

Graphic Designer & Illustrator
Tami Needham

Executive Director
Rob Tufel, MSW, MPH

Editor
Edythe Vassall

Consulting Editor
Harriet Patterson, MPH

NBTF in Partnership 
with Health Professionals
NBTF Helps Educate 
Nurses and Social Workers
Harriet Patterson, MPH, presented at
two national conferences this spring,
including an audience of 200 nurses at
the AANN conference and 50 oncology
social workers at the Association of
Oncology Social Work (AOSW) confer-
ence. The presentations outlined
NBTF’s new National Family Caregiver
Training Program, focusing on the
unique needs of families of brain 
tumor patients. 

After a highly successful pilot year
where caregivers in five different cities
attended the program, the presentations
are the first step toward making the pro-
gram available to health professionals
nationwide. The next training program
will take place in Ft. Lauderdale, Florida
on June 4, 2005. If you are a health
professional and would like information
on offering this program, please email
patterson@braintumor.org or call
800.934.2873 ext. 103.

Oncology Nurses Learn 
Brain Tumor Essentials 
NBTF’s Medical Information Specialist,
Mary Lovely, RN, PhD, was selected by the
Oncology Nursing Society (ONS) to
present to oncology nurses at the ONS
Annual Congress in Orlando, Florida in
April. Her presentation, "End of Life
for Primary and Metastatic Brain Tumor
Patients" discussed the issues families
face in coping with end-stage brain
tumors. She co-presented with Terri

Armstrong, RN, of the University of
Texas M.D. Anderson Cancer Center.
Mary’s role is to help educate oncology
health professionals about the specific
concerns of brain tumor patients. Her
work is made possible with a grant from
the Tim and Tom Gullikson
Foundation. 

NBTF Honors AANN 
"Rising Star" in Nursing!
The American Association of
Neuroscience Nurses (AANN) has
selected Julia Retelski, RN, ANCN, as the
2005 Rising Star in Clinical Practice.
NBTF sponsored the award, which rec-
ognizes an individual who has demon-
strated excellence in patient care. "I see
the glass as half full, and the enthusiasm
I have for neuroscience nursing is
apparent in my search to learn more,"
Julia says. Julia is a nurse at the
Carolinas Medical Center in 
North Carolina. 

NBTF Honors Top Neuro-oncology 
Social Worker in the Country!

Michele Lucas, MSW, LICSW, of
Massachusetts General Hospital, was
honored as the Neuro-oncology Social
Worker of the Year at the national
Association of Oncology Social Work
(AOSW) conference in May. Michele
has dedicated her 20+ year career to
working with cancer patients and has
facilitated three brain tumor support
groups and one online group in the
Boston area over the past 14 years. She

has also served on national
committees and presented at
national conferences on the
needs of brain tumor
patients. 

Julia Retelski, RN, ANCN (far left) accepts the Rising Star

Award from Donna Avanecean, ANNN Past President 

(center), and Harriet Patterson, MPH, of NBTF.

Michele Lucas, MSW, LICSW



9

“I
’m sorry…." I thought the doctor was apologizing for the
long wait we’d had in the emergency room. After pausing
a couple of seconds she came right out and said, "You
have a brain mass." My wife and I looked at each other in
stunned disbelief. We could see the fear in each other’s
eyes. "We have to airlift you to Harborview Hospital right
away," the doctor continued. I thought I was a dead man. 

So began my journey into brain tumor land. It hap-
pened early one Monday morning in December 2002,
when I was preparing for work. My family and I had
arrived home late the night before. We had spent all day
Sunday in transit after a wonderful cruise ship vacation. I
was placing my nine-month-old daughter Shelby into bed
next to my wife Val. I suffered what I can only describe as
an intense head rush and a loss of strength and motor
control in my left arm. I dropped my daughter onto the
bed and almost fell on top of her. I didn’t know what was

happening – I thought maybe I was having a
stroke. Val knew I wasn’t joking around when I
agreed to go to the emergency room. 

I spent the next week in the hospital, under-
going CT scans, MRIs, EEGs, a spinal tap,
and finally a biopsy. The rock in my head was
a grade 2 oligodendroglioma; I’ve named it
Oli. I was told that my tumor was inoperable
due to its large size and location deep in the
corpus collosum (the nerve center between the
two hemispheres of the brain).

I was placed on anti-seizure medications and steroids.
Over the next few months, the steroids caused me to
gain 40 pounds. I also developed the typical moon face,
buffalo hump, extreme leg weakness, and mood prob-
lems associated with steroid use. I’m sure that my friends
and family were shocked by my appearance. Since fully
tapering off of the steroids, I’m delighted to report that
I’ve lost 30 pounds and am looking like my old self.

I elected to forego radiation in favor of chemotherapy.
My treatments began in June 2003. I’ve been through
twenty rounds of Temodar, which I’ve tolerated quite
well. The tumor has been stable.

In a strange way, the brain tumor has been a positive
event in my life, in that it has forced me to reprioritize
things and put life into perspective. I now have a renewed
awareness to live each minute of my life to the fullest and

to concentrate on doing important things that will make
a difference in the lives of others. Being human, I’ve got
to admit that I still have difficult moments and some-
times lose perspective. I desperately want to see my girls
grow up and I want to grow old with my wife. I know
that excessive worrying about my condition won’t help
anything, so I try to keep that to a minimum. Life seems
so normal most of the time that sometimes I actually for-
get about my tumor. However, my monthly trips to my
neuro-oncologist confirm that Oli is still lurking there.

Despite the unwelcome squatter in my head, I consider
myself a lucky man. I have an incredibly supportive fami-
ly, fantastic neighbors, the best of friends, and an amazing
employer. I have many examples of how people have
come to my support – even people I’ve never met. Thus
far, I have lived a great life. I have experienced dedicated
and unconditional love, and with a little luck, I will
continue to experience many more years of the same. 

Charlie Toth lives in Poulsbo, Washington with his wife Val
and daughters Veronica, 12, and Shelby, 3. Charlie cur-
rently volunteers in the Child Life Program at Children’s
Hospital and Regional Medical Center in Seattle.

"MANY PEOPLE

HAVE COME TO 

MY SUPPORT – 

EVEN PEOPLE I’VE

NEVER MET."
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Charlie, Val, Veronica, and Shelby Toth 

survivor’s story
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UnconditionalLove
By Charlie Toth

Charlie’s sister Jennifer will be riding in the Seattle To
Portland (STP) Bicycle Classic this July 9 and 10 to raise
funds for NBTF. The STP is a 200-mile-long bicycle ride
through western Washington and Oregon. Jennifer is help-
ing to make a difference in the fight against brain tumors and
you can, too. To learn about the NBTF Racing Ahead pro-
gram, visit www.braintumor.org (click on "Donate Now!"
and then "Racing Ahead"), or email racingahead@nbtf.org.
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What are Late Effects of Radiation Therapy?
Question:

My wife has an anaplastic astrocytoma that was diagnosed four

years ago. She had surgery, radiation, and chemotherapy. She

was doing fine for two years. Her scans have not shown any new

tumor growth, yet she has changed dramatically. She has trouble

walking, talking, and remembering. It is frustrating to her and to

us as a family. The doctor says it may be the late effects of radia-

tion therapy. Could you please explain what that means? 

Answer:

Radiation therapy can result in a range of side effects. Symptoms

from late-delayed effects can occur from six months to two years

or more after radiation treatments end. 

Radiation therapy acts on rapidly dividing cells by damaging

their DNA. Normal cells can repair themselves and continue

growing, but cancer cells can’t repair themselves as easily, so

they die. Dead tumor cells can form a mass, and this is called

radiation necrosis. This occurs in about three to five percent of

patients. Necrosis can act like a tumor and cause similar 

symptoms. Surgery and/or steroids may be necessary to 

treat necrosis.

Radiation therapy, over the long term, can also lead to blood

vessel damage, aneurysms, and hypothalamic or pituitary dys-

function. Memory loss, personality changes, walking difficulties,

the recurrence of seizures, incontinence, and cognitive problems

are all included among the possible injuries to the brain caused

by radiation therapy. If any of these symptoms occur, it is best to

let your doctor know. 

Sometimes cognitive rehabilitation and re-training programs

can help brain tumor survivors compensate for radiation damage

following treatment. In other instances, late-delayed effects are

permanent and mental abilities may never be fully restored.

Contact a neuropsychologist to inquire about neuropsychological

testing and possibilities for cognitive therapy. 

Mary Lovely, RN, PhD, Medical Information Specialist (made possible with

financial support from the Tim & Tom Gullikson Foundation), is available to

answer your questions concerning brain tumors. Please contact her by visiting

the Ask The Health Professional section at www.braintumor.org

The general medical information provided in this column is
not a substitute for your doctor’s medical advice. Consult
your physician about your individual medical treatment.

Ask the Health 

Professional

By Mary Lovely, RN, PhD

New Frontiers
Explored
NBTF Participates in Major Cancer 

Research Conference

The 96th annual meeting of the American Association for
Cancer Research (AACR) took place in April at the Anaheim
Convention Center in Orange County, CA. Over 17,000 people
from all over the world attended. NBTF participated in a select
group as part of the Scientist<–>Survivor Program.

Now in its seventh year, the Scientist<–>Survivor Program is
the only one of its kind. It brings together a small group of inter-
national patient advocacy organizations to work directly with
world-renowned scientists. Through this program, cancer sur-
vivors and patient advocates interact with researchers to dis-
cuss key issues from the viewpoint of cancer patients. For the
third consecutive year, NBTF was there to represent the brain
cancer community and their families. This year, Edythe Vassall,
Health Information Specialist and Search Editor, participated.

Patient advocates and survivors came from around the world –
from Canada, Colombia, England, Estonia, India, Korea,
Nigeria, Poland, Russia, Singapore, Sweden, and many parts of
the United States. They represented all cancer types and shared a
common interest in making progress against cancer. 

The Scientist<–>Survivor Program enables patient advocates to
learn about the latest developing science directly from the
researchers themselves. They, in turn, are able to learn about
quality of life and survivorship issues that patients face.

During the four-day conference, dozens of talks and lectures
were held simultaneously. Educational sessions began at 7 am and
went on into the evening. Discussions continued throughout
breakfast, lunch and dinner. How does genetic research affect
cancer treatments? How can researchers improve patient care? Is
there a relationship between inflammation and cancer? These
were some of the topics of interest.

Dr. Andrew von Eschenbach, Director of the National Cancer
Institute (NCI), explained that scientists are finally beginning to
understand the genetics of cancer, and that we are on the verge of
making cancer treatable, like heart disease and diabetes. While a
cure may not be on the horizon yet, the goal of the NCI is "to
eliminate the suffering and death due to cancer in the U.S. 
by 2015." 

The Scientist<–>Survivor Program is a unique experience for
both scientists and survivor advocates. Creating partnerships
helps us all to improve our work and our programs in cancer
research, advocacy and survivorship.
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Helping Brain Tumor
Patients by Helping
Caregivers
The National Brain Tumor Foundation launched a nation-
al training program for family caregivers last fall, the first
of its kind developed specifically for brain tumors. It is
designed to offer, in one day, an overview of the essential
information that family caregivers may need to know at
some point during their loved one’s diagnosis, treatment,
and survivorship. 

Over the past year,
caregivers gathered in Boston, Los Angeles, Minneapolis, Virginia, and San Antonio to learn
practical skills and information from health professionals. Sessions included presentations from
neuro-oncologists about brain anatomy, tumor types, and treatment options; sessions with a nurse
about managing symptoms at home and recognizing and coping with emergencies; a presentation by
a neuropsychologist about how brain tumors affect the personality and cognitive function and how
families can better cope with these changes; an interactive session with physical and occupational
therapists about how to safely assist people with mobility problems to avoid injury; a discussion with
a lawyer about legal issues for caregivers and an overview of important paperwork to have on hand;
an overview of community resources by a social work-
er; and a discussion about quality of life, end of life,
and hospice.

Mothers, fathers, sons, daughters, cousins, friends,
and parents all gathered together, joined by their love
for someone with a brain tumor. Over lunch, partici-
pants had a chance to talk with one another and find
support. Throughout the day, caregivers asked and
answered questions for each other. At the end of the

day, participants returned
home with a detailed resource
manual and a better under-
standing of brain tumors and
how to cope and better sup-
port their loved ones.

Of those who participated in
this training, over 85% of care-
givers gained knowledge about
how to cope with cognitive and
personality changes in their
loved one, 70% gained knowl-
edge about useful local
resources and important legal
affairs, and 70% gained specific
medical or symptom knowledge

that was new and helpful in caring for their loved one.
According to one participant, "I wish I had known this
information all along. It filled in all the gaps that the
hospital did not.  I feel so much more prepared now."

This program was made possible with a gift from 
the Argosy Foundation.

caregiver’s corner

Participants gather in San Antonio for the National Family Caregiver Training Program.

Each participant

receives this 

150-page manual.

Free Caregiver
Workshop

Ft. Lauderdale, FL

June 4, 2005

Sign up Now! Call
800.934.2873 or email 

patterson@braintumor.org

What types of help are available?
Home care workers help with household duties and personal care such as bathing,
dressing, and toileting. You can hire an individual, hire using an agency, or enlist 
volunteer help through a religious or community group you belong to. You may also
qualify for home care through your health plan, long term care insurance, or hospice.
Home healthcare workers can assist with medical needs such as operating medical
equipment, giving injections or medication, or in-home physical or speech therapy.
Home healthcare must generally be prescribed by your physician.

How do I find someone reputable?
Consider asking family and friends for recommendations for agencies or individuals.
Homecare online, a service of the National Association for Home Care and Hospice,
offers a home care locator database on their website. Visit their website,
www.nahc.org/Consumer/coninfo.html for information about home care and to
find a reputable provider near you to meet your needs. Local Agencies on Aging
may also have a list of providers in your state or county. The social services depart-
ment of your hospital will have referral agencies as well. 

What do I need to be aware of when hiring help?
Hiring an individual is generally cheaper than going through an agency. However,
you will also be responsible for employment-related taxes and may need to check
you home liability policy about coverage for workers in your home.  Also, consider
the specific care needs of your loved one. Home healthcare workers include RNs,
LPNs, and LVNs, and there are different pricing schedules depending on the 
worker’s qualifications. 

Checking references is important no matter which approach you take.  For a detailed
list of questions to ask when interviewing home help agencies or individuals, visit our
website at: www.braintumor.org and click on "What’s New" or call 800.934.2873.

Resource Box 
Need to Hire In-Home Help?
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I N S I D E  T H I S  I S S U EWhat’s New

Upcoming Caregiver Workshop
June 4, 2005 Ft. Lauderdale, FL

Survivor’s Story:
Unconditional Love

Cell Phone Use and 
Brain Tumors

Is There a
Connection?

Online Art Gallery
NBTF is now accepting submissions for a new
online art gallery, "The Gallery of Hope." Get
out your pencils, paints, or cameras and submit
your own creation. For more information on the
online art gallery, visit www.braintumor.org and
click on "What’s New" or call 800.934.2873.

Upcoming Angel Adventures

Denver, CO

Saturday, July 16, 2005

Phoenix, AZ

Sunday, October 2, 2005

Orange County, CA

Saturday, October 29, 2005

Memorial Honor Roll
July 1, 2004 through December 31, 2004
The work of the NBTF is enhanced and
expanded through the generosity of our many
donors. The list of memorial donations
received appears on our web site. View it at
www.braintumor.org and click on "What’s New."
For a printed version, please call 800.934.2873.

NBTF Partners With
Health Professionals

Include NBTF in
Your Estate Plan


