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Cancer of the larynx primarily affects individuals in the sixth and seventh
decades of life.  Less than 1% of cases occur in individuals below the age
of 30 years.  In 2003, an estimated 9,500 new cases of laryngeal cancer
diagnoses were anticipated in the United States accounting for
approximately 7% of the 1.3 million cases of cancer in adults, excluding
carcinoma in situ, and basal and squamous cell cancers of the skin.
Although the male-to-female ratio for laryngeal cancer in the United
States is approximately 3:1, the incidence among women is increasing.
Cancer of the larynx is one of the more curable cancers of the upper
aerodigestive tract, with an estimated 5-year survival rate of 68%, however,
this rate has not changed significantly over the past 25 years.  Despite a
good prognosis for cure, the side effects from available treatments continue
to affect quality of life.  Therefore, the focus of current research has been
to evaluate and improve the quality of life after treatment for cancer of
the head and neck.

A variety of treatments are currently available for the management
of cancer of the larynx.  The range of options continues to evolve as we
attempt to determine the optimal method or combination of methods to
improve quality of life and increase survival rates.  It is only recently that
our investigations have focused on evaluating post-treatment functional
outcomes (speech and swallowing) using scientific methods.  Therefore,
we are just beginning to understand the true impact of cancer treatments
on speech and swallowing and their long-term effects.  However, for
patients with advanced cancer of the larynx, the selection of treatment
has become much more complex.  How to identify patients who will
survive longer and have a better functional outcome after conservative
organ preservation treatments of combined radiation and chemotherapy
and which patients are best treated with surgical removal of the larynx,
remains unclear.

The first goal of cancer treatment is to cure the cancer; the second
goal is to preserve or restore function. Radiation therapy is the most
common alternative to surgery in the treatment of cancer of the larynx.
Another option is chemotherapy that is combined with either surgery or
radiation therapy to improve outcome.  In recent years, surgical procedures
that remove the cancer but preserve all or part of the larynx (partial
laryngectomy) have become widely used.  Because this type of surgery
conserves the larynx, it is known as conservation surgery.  Some early-
stage vocal cord cancers can even be removed in an outpatient surgical
procedure using a carbon dioxide laser.  Patients who receive this treatment
usually recover quickly and have few related side effects.  For patients
with early stage cancer of the larynx, radiotherapy or conservation
laryngeal surgery results in excellent outcomes, both in terms of survival
and function.  The problem comes about when there is more advanced
disease with other significant problems, which may affect the patient’s
ability to tolerate even temporary complications such as the aspiration of
food.  Also, combined treatments with chemotherapy and radiation that
spare the larynx but leave the patient unable to swallow or speak normally
may prove less desirable than surgery.  Given the current advances in
technology and rehabilitation, removal of the larynx (total laryngectomy)
often produces better functional outcomes and quality of life than do
treatments that spare but cripple the larynx.

Patients in whom treatment has failed or whose cancer is so advanced
that partial laryngectomy, radiation therapy, and chemotherapy are not
options for cure are best treated by total laryngectomy.  Conservation
treatment approaches are associated with a significant risk for long-term
complications such as aspiration, permanent tracheostomy, and inability
to produce voice.  Total laryngectomy, on the other hand, is associated
with a high potential for excellent postoperative speech and swallowing
and few associated complications, and therefore, is frequently the treatment
of choice.

Radiation therapy (or radiotherapy) may be used alone or in
combination with chemotherapy, surgery, or both to treat laryngeal cancer.
However, it often results in immediate and long-term changes in speech
and swallowing.  In general, radiotherapy affects swallowing more than
it does speech.  The addition of chemotherapy can intensify these effects.
Because the effects of radiation increase with successive treatments and
may continue long after radiation treatment has been completed,
radiotherapy may harm speech and swallowing function as much or more
than surgery does.

The magnitude of problems associated with radiation therapy will
frequently depend upon the radiation dose that is given, the duration of
treatment, the size of the treated area and whether chemotherapy was
also used.  For most patients undergoing radiotherapy, the normal reaction
of the irradiated tissue is usually swelling, redness, and irritation.  Patients
undergoing radiotherapy frequently experience pain, which exacerbates
swallowing problems and may limit the patient’s ability to eat and drink
enough to maintain oral intake.  Controlling the pain may be the key
factor to being able to eat by mouth and thus helps to avoid the need for a

SPEECH AND SWALLOWING
FUNCTION

AFTER TREATMENT FOR
CANCER OF THE LARYNX

JAN S. LEWIN, PH.D.



IN THIS ISSUE

5K Walk for Awareness...........................................................3
Survivor Volunteer Network Activated....................................3
A Time for Sharing.................................................................4
Chapter Contacts......................................................................6
Thank You for Your Support...................................................7

S•P•O•H•N•C            P.O. Box 53            Locust Valley, NY 11560-0053           1-800-377-0928

News From SPOHNC will return in SEPTEMBER

                                                              Page 2                                                   Summer   2004

BOARD OF DIRECTORS
Nancy E. Leupold, MS, President

James J. Sciubba, D.M.D, Ph.D., Vice President
Jean O. Cashin, Secretary

Walter E. Boehmler, Treasurer
Louis Frillmann

Karrie Zampini, CSW

SUPPORT FOR PEOPLE WITH
ORAL AND HEAD AND NECK  CANCER

S•P•O•H•N•C, INC.
P. O. BOX 53

LOCUST VALLEY, NY 11560-0053

David M. Brizel, M.D.
Duke University Medical Center
Linda K. Clarke, MS, RN, CORLN
Greater Baltimore Medical Center
David W. Eisele, M.D.
University of California San Francisco
Keith Heller, M.D., F.A.C.S.
North Shore-LIJHealth System
Alex Keller, M.D., F.A.C.S.
North Shore-LIJ Health System
Jesus E. Medina, MD
University of Oklahoma Health Sciences
Eugene N. Myers, M.D., F.A.C.S.
University of Pittsburgh School of Medicine
David Myssiorek, M.D.
North Shore-LIJ Health System

Herman Oliver, M.D., F.A.P.A.
North Shore-LIJ Health System
David G. Pfister, M.D.
Memorial Sloan-Kettering Cancer Center
Jed Pollack, M.D.
North Shore-LIJ Health System
James J. Sciubba, D.M.D., Ph.D.
Johns Hopkins Medicine
Elliot W. Strong, M.D., F.A.C.S., Emeritus
Memorial Sloan-Kettering Cancer Center
Denise M. Vey Voda, M.A., D.D.S
North Shore-LIJ Health System
Everett E. Vokes, M.D.
University of Chicago Medical Center
David P. Wolk, M.D., F.A.C.S.
North Shore-LIJ Health System

NEWSLETTER EDITOR
Nancy E. Leupold, MS

WEBMASTER
Barry Sebastian

News From SPOHNC is a publication of
Support for People with Oral and Head and Neck Cancer, Inc.

Copyright ©2003−2004

DISCLAIMER: Support for People with  Oral  and Head and Neck Cancer, Inc.
does not endorse any treatments or products mentioned in this newsletter.  Please
consult  your physician before using any treatments or products.

Karrie Zampini, CSW

MEDICAL ADVISORY BOARD

SWALLOWING continued from page 1
tube in the stomach to maintain nutrition during and after radiotherapy.
Patients undergoing radiotherapy may experience early improvement in
speech and swallowing followed by deterioration of these functions.  This
often signifies radiation-induced changes in tissue.  Healthcare providers
may be fooled by the early improvement in both speech and swallowing
after the initial swelling has resolved.  However, it is not uncommon for
speech and swallowing function to deteriorate several months to years
after the completion of radiotherapy.  This decreased function is often
caused by the formation of fibrous tissue or scarring of surrounding muscles,
which restricts laryngeal movements, impairs vocal fold closure and may
reduce the range of motion of the tongue and jaw.  Patients often report
difficulty swallowing, with food being caught in the throat as a result of
impaired movement through the pharynx.  Aspiration is a common
complication in patients who have been treated with radiation.  Many
patients who are treated with radiation therapy can benefit from referral to
speech pathologists and other rehabilitation specialists, who can create an
exercise plan designed to strengthen and increase range of motion,
precision, and, muscle elasticity and mobility.  When these exercise plans
are started early, patients experience overall improvement in speech and
swallowing.

Rehabilitation
Cancer of the larynx (and cancer of the head and neck in general),

presents many challenges to speech pathologists and other rehabilitation
specialists to achieve the best functional outcomes for the patient.  Because
the treatment is so complex and the potential for complications so high, a
strong multidisciplinary team made up of specialists from many fields
who work together allows the patient to benefit from the unique expertise
of each team member.  This critical aspect of patient care cannot be
overemphasized.  Patients should meet with all members of the
interdisciplinary team before their head and neck cancer treatment begins.
Pretreatment measurements of speech and swallowing abilities are essential
for later evaluation of post-treatment function to ensure patient satisfaction
and optimal quality of life.  The counseling provided by a knowledgeable
speech pathologist regarding post-treatment changes provides realistic
patient expectations for recovery and encourages the patient to actively
participate and take responsibility in an aggressive rehabilitation program.
Pretreatment counseling gives the patient an opportunity to ask questions
and to better understand information that is often overwhelming and
frightening, thus reducing the fears and misconceptions associated with
the cancer and the selected treatment. The current level of scientific
knowledge, the availability of a variety of treatments for patients with
head and neck cancer, and the nearly universal ability of patients to access
information via the Internet and media make the demand for state-of-the-
art multidisciplinary care even greater.  As such, intervention must begin
early.

Although the goal of any cancer management is first and foremost
cure with the additional goal of eradicating the tumor, patients with head
and neck cancer experience treatment-related effects that can substantially
impair both speech and swallowing, ultimately reducing quality of life.
Thus, both physicians and patients should consider post-treatment function
while planning and deciding upon the patient’s cancer treatment.  Early
referral to a speech pathologist who has expertise in the rehabilitation of
patients with head and neck cancer is critical for successful functional
outcome.
Editor’s Note:  Jan S. Lewin, Ph.D. is Associate Professor and Director of the Speech
Pathology and Audiology Section in the Department of Head and Neck Surgery and Director
of the Voice Laboratory at the University of Texas M.D. Anderson Cancer Center.
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Saturday, April 24, 2004 was the first annual Spring 5K Walk in Ann Arbor Michigan.  The
goal of this event was to raise awareness of oral and head and neck cancer and to support
programs of  SPOHNC which benefit oral and head and neck cancer survivors.

Twenty-six walkers, one biker, and three dogs showed up for the 3 mile walk at Gallup
Park.  Participants received SPOHNC information, newsletters, awareness ribbons, and cards
indicating how to recognize signs and symptoms of oral and head and neck cancer.  Upon
finishing the walk, participants also enjoyed beverages, muffins, and received t-shirts.  Survivors
were recognized with red roses.  Linda Foley and Dolores McDole, who planned this year’s
event, look forward to improving and expanding it next year.

***********************

FIRST ANNUAL SPRING 5K WALK

On Wednesday, April 21, 2004, with the

support of an educational grant from

AstraZeneca Pharmaceuticals, SPOHNC held

its first Volunteer Training  workshop for its

National Survivor Volunteer Network

(NSVN). AstraZeneca had also co-sponsored

the first phase of the National Survivor Volunteer

Network along with MedImmune

Pharmaceuticals and Aventis Pharmaceuticals.

Phase one enabled SPOHNC to compile and

distribute materials necessary for the project.

Nancy Leupold, an oral cancer survivor

and president and founder of SPOHNC, was

the moderator of the Volunteer Training

teleconference.  To better acquaint the

participants with the organization, Nancy gave

some background information about

SPOHNC including how and why she

founded the organization in 1991.

Following Nancy’s presentation, Janine

Cortese, the network administrator, explained

that the National Survivor Volunteer Network

developed out of a need to respond to the many

calls and emails that SPOHNC was receiving

asking to speak with or email someone with a

similar experience to their own.  Not being

able to handle all the calls and emails “in-

house,” Nancy felt that the best people to

respond to survivors would be other survivors

who had similar experiences and were well

on their way to recovery.

Consequently, last October, SPOHNC

asked for volunteers to help in this endeavor.

More than 100 survivors and caregivers from

33 states responded. These individuals were

sent a rather in-depth application to enable

Janine to match them appropriately with a

caller or someone emailing the SPOHNC

office.  While waiting for the applications to

come in, Janine and Nancy  compiled a great

deal of information for the volunteers and with

the help of a memorial gift, they were also

able to put the information on a CD.

Of the more than 100 applications that

were distributed, 75 applications have been

received to date.  Once the applications were

received and Janine and Nancy saw the

enthusiasm of the volunteers wanting to help

others, they mailed out the binders containing

hard copies of information, as well as the CD

and “We Have Walked In Your Shoes,”  a three

part packet of information for patients.  As

the volunteers perused the material in the

binder, Janine and Nancy planned the

teleconference which was held on April 21st.

This was truly an informational

workshop followed by a question and answer

period.  Fifty of sixty eligible volunteers

participated in this first training session.

Ms. Maida Cherry, was the guest speaker

for the teleconference.  Ms. Cherry has 15

years of experience working with volunteers

in a non-profit environment, creating

volunteer programs and training volunteers.

Until recently, she was Field Services

Coordinator for the Sjogren’s Syndrome

Foundation, a national organization providing

telephone support and local support groups to

people with Sjogren’s Syndrome, an

autoimmune disease.  Ms. Cherry is the founder

and past president of the Association of

Professional Volunteer Administrators

(APVA). The APVA is a group of Long Island

professionals that provides education,

networking and support to administrators of

volunteer programs in a variety of settings.

During the teleconference, Ms. Cherry

spoke about the characteristics of effective peer

counseling and provided the participants with

much information that they can apply to their

roles as Survivor volunteers and representatives

of SPOHNC in their communities.

At the conclusion of Ms. Cherry’s

presentation, participants were encouraged to

ask questions.  This was an informal period

during which many good questions were

asked and answered.

At the conclusion of the training session,

NSVN was activated to match volunteers to

survivors in need of support. SPOHNC is

pleased to see a such a strong network

developing to help, support and encourage

others. Good communication between

survivor volunteers and SPOHNC will help

ensure that SPOHNC is meeting the needs of

oral and head and neck cancer patients and

helping to raise awareness of a rare disease.

.

NATIONAL SURVIVOR VOLUNTEER NETWORK

ACTIVATED
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A TIME FOR SHARING...It’s a Wonderful Life

It is a beautiful spring morning here in
Columbus, Ohio.  A day that makes one
feel thankful, joyful and truly blessed.  I

have celebrated several important events
recently—another birthday and my thirty-first
wedding anniversary are on that list.  But the
biggest milestone I am celebrating is that this
year, 2004, is my twentieth year of being
cancer free!!

My cancer journey has been a life
changing one, to say the least. Twenty years
ago I noticed a red, sore area along the left
side of my tongue. Even to this day I’ve never
had a cold sore or canker sore.  So this was
very unusual for me.  Not being a smoker or
drinker, I didn’t think it too serious.  But I
knew that one cancer sign is “a sore that
doesn’t heal.” This area did not improve over
the next two weeks.  Since my educational
background includes nursing, I listened to the
RN in me and made an appointment with a
doctor. I remember seeing the horrified look
on his face during the exam and hearing him say
a biopsy was needed as soon as possible.  I think
I knew then that my “sore spot” was cancer.
Within a few days, an oral surgeon performed
the biopsy. Soon the pathology report came back
as squamous cell carcinoma of the tongue.

Sitting in the exam room with the oral
surgeon and my husband, my only thought
was, “What do we do now?” At that time we
lived in a small town, population under three
thousand, with very limited medical facilities
close by. I was thirty-two years old, with two
young children ages three and seven, and a
husband still in the early phases of his position
as a college professor.  I felt the situation
hopeless. I was scared for me, my husband,
and most of all my children.  All I could do
was sit there, listen, ask questions and cry.  The
oral surgeon emphasized that for my best
treatment outcome I needed to be seen by
expert surgical oncologists at a major
comprehensive cancer center.  He had already
made an appointment for me at The Ohio State
University Medical Center, one hundred miles
from our home.

I felt so numb, unable to function.  I
remember crying as we called our relatives
five hundred miles away and told them the
news.  Crying and hugging my children as we
told them I needed to see more doctors about
fixing my sore tongue.  Crying as I called our
friends from church and asked them to pray
for us. I was so upset I couldn’t even

concentrate enough to pray.  In retrospect, I
know the decision to ask for prayer was
probably one of the best things I could have
done at the time.  My relationship with God
has been a big part of my life, even as a child.
Of course, our faith experience changes as we
go through life.  I do believe that all of us are
spiritual creatures, though we may or may not
believe in a divine being. I best know God as
a Spiritual Presence in and around all of us; a
wonderful gift of love, acceptance, and
strength that I especially needed to have during
this horrible time. And gradually after that
request for prayer, I did start to feel calmer.  I
was able to pray and ask for wisdom and
confidence in decision making for both me
and the doctors.  Strangely enough, I have
never ever asked God to be healed of cancer.
And to this day, I don’t know why that is.

Soon after meeting my surgical
oncologist at OSU, I had the tumor and part
of my tongue removed, leaving “clean
margins” around the site.  After ten days in
the hospital, I traveled the one hundred miles
home to heal. Of course, twenty years ago
treatment plans were much different.  I had
no reliable CT, MRI, PET scans, or sentinel
node techniques to look for metastasis. No
feeding tube, no Ensure or Boost, no support
group, no speech therapist to help with
learning to swallow and talk again, no other
tongue cancer patients to talk to.  I was alone.
The only thing I did know was that I had a
fifty percent chance of recurrence. I was afraid
to even ask about making it to the five year
mark. Post-op treatment for me was not
recommended at that time since tissue changes
caused by radiation therapy would make
further surgery, if needed, very difficult. I kept
my frequent appointments with the surgeon,
continued to examine my mouth and neck in
between office visits, and waited.  Within four
months, I was facing a diagnosis of metastasis
to the lymph nodes in my neck. I immediately
called my surgical oncologist when I noticed
a lump just a few days after he had examined
me thoroughly. I had not beaten the odds.  So
we again prepared our little family for another
stay in the hospital.  I underwent a modified
radical neck dissection followed a month later
by intensive radiation therapy over about an
eight week period.

Twenty years later, I am continually
amazed and grateful for how my life has
developed. I’ve heard patients say that “cancer

is one of the best things that ever happened to
me.”  I will never say that is true for me.  But
I WILL say I have had the chance to learn
things (some happy, some sad) about myself,
family, and friends, and experience God’s
presence in ways I would never have known
otherwise.  It has truly changed me.

I know now there is a period of grieving
all cancer patients go through.  We (especially
oral, head, and neck cancer patients) look and
feel differently. We eat and speak differently.
The “old me” is gone forever. Personal
relationships may change. And even post-
treatment, a certain amount of anger and denial
continues as we struggle in getting on with life,
wanting to take up where we left off but finding
life is not like it was before.  And you know what?
It’s OK to be pretty ticked off about that!!

Loss of control was a real issue for me.
The realization was frightening.  Of course,
we don’t really control everything in our life
at all.  I’ve come to see that as a true gift.  What
a terrible burden—to be totally responsible for
every aspect of our life, not only our own
actions and events both good and bad, but also
the resulting consequences for others.  There
I was; an active, healthy, young woman
suddenly betrayed by my body when it
developed tongue cancer.  I had become so
tired and so sick that I couldn’t eat, talk plainly,
or do the most routine things to care for my family.
Would I even live to see our youngest enter
kindergarten or our oldest begin middle school?
Why me?  Now my answer to that is, “Why NOT
me?  Cancer is an equal opportunity disease.”

I am so thankful an inner “something”
kept me going—kept me trying to find a better
way to live, to be the most complete person I
could be.  And I know it is God’s continuing
Spiritual Presence giving me the strength,
courage, and imagination to do what needs to
be done.  That’s what being a survivor means
to me.  It has nothing to do with being disease
free.  It has everything to do with how I live
my life.  I can’t control the fact that I’ve had
cancer, but I can control my response to it.

I’ve learned to accept help from others.
I tend to be the “Little Red Hen” type, to do it
myself. And of course it’s always “better to
give than receive”.  But I’ve come to realize
that learning how to thankfully receive allows
others to learn how to give.  During my
radiation treatments, someone (I still don’t
know who) arranged for a driver to be outside
our door every morning to make the one
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                 SHARING continued on page 6

hundred mile trip to Columbus and then back
home. Others provided food and care for our
children, or just came to be with us. This
allowed my husband to carry on with his
teaching responsibilities during the day.  Of
course, some friends I thought would surely
help never came or called.  I now know they
just couldn’t handle it.

I’ve gained many more new friends along
the way. I especially remember the college
students who collected spare change to help
with gas money during our many trips to the
doctor; and others who came to help with the
clean-up chores around our home. However,
the one chore I always insisted on doing
myself was our laundry.  I don’t know why—
maybe something about the cleansing aspect
of it all. I still laugh when I think about it.  I
had become so weak by the end of radiation
treatments that my husband had to carry the
clothes to the washer and dryer.  All I had
strength to do was push the “on” button, but I
HAD to be the one to do it.  I don’t know
what I thought would have happened if my
Maytag bond would have been broken, but I
sure didn’t intend to find out!

I’ve become a stronger advocate for
myself and my family. Cancer is a family
disease. Our oldest child, then a second grader,
had an especially rough time of it.  Kids are
very perceptive and know, even at age seven,
that cancer kills people.  They see a loved one
go each day for treatment and come home
even more ill. Children know that doctors are
supposed to make people feel better. So why
was Mom getting sicker?  Our son’s reaction
was just to sit in school, quiet and teary eyed,
unable to put his fears into words.  I feel very
fortunate that I was able to find a counselor
for us that specialized in working with children
of ill parents.  Also, my surgeon was very
thoughtful and kind, taking time to explain
things to our son in terms he could understand.

Today I’m thankful that emotional support
for children of cancer patients is recognized as a
real need. Wonderful opportunities for education
and support of patients, their caregivers and
children are now available at the cancer center
where I was treated. More are needed at medical
facilities everywhere. And kid friendly indoor/
outdoor spaces with books, toys, and play areas
separate from in-patient hospital rooms would
give children visiting their ill loved ones the
time and place to be together as a family in a
more normal setting.

I know the importance of taking care of
myself first in order to heal and again be a
help to others. I try to listen to my body and

feed my spirit, continuing some habits from
before cancer and adding new ones along the
way. All have led me to feel more empowered
over cancer. During the past twenty years this
has come to include prayer and meditation, a
healthful diet, regular checkups with my
physicians and dentists, resting when I feel tired,
walking for exercise, therapeutic massage,
planting a garden, making time for fun with
family and friends, “pilgrimages” to Wrigley
Field for Cubs baseball, lots of music, lots of
laughter, attending the Support group for People
with Oral, Head and Neck Cancer (SPOHNC)
now available in my area, cheering on the OSU
Buckeyes, continuing to ask questions, looking
for sources of reliable information, a silly hobby
of collecting pigs, learning to do massage for the
lymphedema in my face, meticulous dental
hygiene, and hard work with a psychologist at
various points along the way.

One of the lowest times for me was just a
few years ago. I’ve had many bouts with
cellulitis, lymphedema and facial pain, along
with more hospitalizations and surgery.
(Cancer is the “gift” that just keeps on giving.)
Stress, worry and illness exacerbated my
depression to the point that I couldn’t imagine
myself ever feeling better. Even during the
initial surgeries and radiation I always felt I
had at least a small chance of cure. But my
mood sunk so low I couldn’t see any better
future. Thankfully, I realized help was
available if only I would ask. Our family
doctor prescribed medication that has helped
stabilize my depression.  Now during the
tough times I am much more successful at
coping in a positive way.

My family and I have been “blessed” with
a very active sense of humor.  As Proverbs
17:22 says, “A cheerful heart is a good
medicine, but a downcast spirit dries up the
bones”.  I’ve found it can be helpful to see
glimpses of the funny side in even the most
serious of situations, like cancer...especially
cancer.  I have been known to tell others that I
am a proud member of “the cut-throat club”.
I can’t say that the initiation was much fun,
but it’s an elite group and I’m in it!

I know I have been at least partly
responsible for passing my sometimes offbeat
look at life on to my kids. Years ago my young
children were asked many times why I looked
different. No child likes THAT fact pointed
out. It’s bad enough to have normal looking
parents!  Twenty years ago the radiation
oncologists did not make patient masks to
mark the areas for treatment. The lines were
made with a black marker directly on the

patient’s face, neck, and chest.  I truly looked
like a roadmap to who knows where. My son’s
response to his friend’s inquiry about my
appearance was, “Oh, you know how my mom
is. She just went crazy with the magic marker!”
The funny part is that his friend DID know me
very well—and was satisfied with that answer!

I know this offbeat look at life has
continued into their young adulthood.  When
my husband was diagnosed with prostate
cancer two years ago I asked my daughter how
she felt about dealing with cancer again.  She
laughed and said, “What’s the big deal? Don’t
everyone’s parents get cancer?”  Humor helps
us cope. Both children have now grown to
become fun, caring, young adults. Each also has
a serious side and has shared our family’s cancer
experiences with others, especially by writing,
even in college. Who knew that cancer could help
you get A’s in school!  Both also volunteer in
cancer related activities, such as assisting with
children’s support programs and fundraising.

Another change brought on by cancer
involved my career.  I knew that I did not want
to return to the stress of the nursing profession
or to the limited opportunities in the medical
field available in our small town location.  I
wanted to do something fun that involved
children, teaching, and piano.  I have been
involved with music since childhood, with
many years of study, participation in band
through high school (where I met my future
husband), solo singing as well as ensembles
and choirs, even church organist and pianist.
We celebrated my completion of radiation
treatments with the purchase of a beautiful
piano. And since one of the benefits of my
husband’s faculty position included free
tuition for immediate family, I returned to
college majoring in music with an emphasis
in piano pedagogy.

We have since moved to Columbus and
my studio has grown to the point that I am
engaged full time in something I love so much
that I have never considered it work.  Many
of my former students have stayed active in
music throughout their college years and into
adulthood.  Some have even entered the music
profession as educators, composers, singers,
and instrumental performers.  Along the way
there have been several students touched by
cancer in their family.  Just being able to listen
and offer support has been something I could
give.  Probably my most humbling experience
came when a parent confided that she chose
me as her child’s piano teacher because she
was losing her own battle with cancer.  Along
with the gift of exploring music together, she



SUPPORT FOR PEOPLE WITH ORAL AND HEAD AND NECK CANCER (SPOHNC)

  CHAPTER                       COORDINATOR/FACILITATOR                                                PHONE
SPOHNC-ATLANTA, GA Harmon Grotsky                                                                 404-284-8045
SPOHNC-ATLANTA, GA-Emory Arlene Kehir, RN  404-778-2369
SPOHNC-BOCA RATON, FL Darci Lipson-McNally  561-395-7100
SPOHNC-BOSTON, MA Valerie Goldstein  617-731-1703
SPOHNC-BRIDGEWATER, NJ Bernadette Maszczak  732-356-1939
SPOHNC-CHARLOTTE, NC Meg Turner  704-355-7283
SPOHNC-COLUMBUS, OH Vicki Heinke, MSW  614-293-7042
SPOHNC-DALLAS, TX Dan Stack  972-373-9599
SPOHNC-DALLAS, TX Travis Maxwell  214-820-2608
SPOHNC-DENVER, CO Henry V. Holdridge  303-798-3041
SPOHNC-DETROIT, MI-HFHS Amy Orwig, MSW  313-916-7578
SPOHNC-FAIRFAX, VA, Heads Up! Pat Black, CSW  703-698-2813
SPOHNC-HOUSTON/TOMBALL, TX (new) Janet Kantenberger, LMSW  281-401-5900
SPOHNC-LONG ISLAND, NY Nancy Leupold  516-759-5333
SPOHNC-LONG ISLAND, NY, EAST Fran Tanzella  631-444-7678
SPOHNC-LOS ANGELES, CA- UCLA Sabah Qasim, MSW                                                           310-825-5707
SPOHNC-MANHATTAN, NY Bob Barbarelli  718-828-9243
SPOHNC-MAYWOOD, IL Thom De Vries, LSW  708-327-2147
SPOHNC-MIAMI, FL Blanch Bronwit  305-596-6566
SPOHNC-MIAMI, FL  Mort Silverblatt Head and Neck Penny Fisher, RN  305-243-4952
SPOHNC-MORRISTOWN, NJ Howard Sakolsky  973-586-3522
SPOHNC-NJ-PA Micki Naimoli  856-722-5574
SPOHNC-OMAHA, NE Susan Stensland  402-559-4676
SPOHNC-ORANGE, CA-UCI Jennifer Higgins, MSW  714-456-5235
SPOHNC-PALM BEACH, FL (new) Carmine Puleo  561-737-3699
SPOHNC-PHOENIX, AZ (new) Denise Stats-Caldwell, CCC                                                480-512-3636
SPOHNC-PITTSBURGH, PA-UPMC Marilyn Hudak, RN  412-647-9127
SPOHNC-SAN DIEGO Valerie D. Targia                                                                     760-751-2109
SPOHNC-SAN FRANCISCO-UCSF Barbara Buckley                                                                415-885-7623
SPOHNC-TROY, MI  (new) Mary Plotz, ACSW  248-964-3430
SPOHNC-TOMS RIVER, NJ Sherry Laniado, SW  732-557-8270
SPOHNC-WASHINGTON, DC-LCC Joanne Assarsson, MSW  202-444-3755

asked that I provide her six year old child with
a different picture of the disease that would
eventually end the mother’s life.

The Ohio State University Medical
Center and Comprehensive Cancer Center has
grown to now include The James Cancer
Hospital and Solove Research Center.  One
of the programs offered for patient and family
support is MusicCares.  It makes available
such things as musicians playing for patients,
CDs and tapes for listening, and opportunities
to participate in drumming circles.  For the
past five years, my students and I have
conducted a “practice-a-thon” for the James.
People pay the students to practice and we, in
turn, donate the money to the MusicCares
Program. The practicing minutes per student
really have increased each year.  And we have
been able to donate over $10,000 to the James!
I am so proud of them. Something as common
as children practicing the piano can enable cancer
patients to feel better through experiencing music.
My students have also learned that even little
people can help in big ways.

Now that my own children are grown,
my school related activities of PTA, Band
Boosters, tutoring, and attending their sports
events are over.  I do not miss the 5 A.M.

swim practices or the weeklong trips with the
marching band, but they were fun times.  I
am now able to channel that time and energy
into volunteering in various ways at the James
Cancer Hospital.  I have met the most
wonderful people from all over the world by
being part of a peer support program for oral,
head and neck cancer patients.  Something I
desperately wanted years ago has become a
reality for others.  Patient response has been
very positive and the program is growing.

I also make time for involvement with
Joan’s Fund.  It is an endowed fund formed
three years ago in honor and memory of Joan
Bisesi, a young mother who tried so hard but
died during her struggle with cancer.  The
fund’s purpose is to increase awareness of
oral, head and neck cancer and to raise money
for research aimed at ending this horrible
disease. My hope is that one day people who
hear a diagnosis of oral, head and neck cancer
will know only the confidence of cure.  I’ve
gained wonderful friends who are not
physically with me anymore because of this
cancer.  And I miss them very much. But in
volunteering for the James and Joan’s Fund I
can change my frustration and anger with
cancer into something positive that benefits

others and helps me live as a survivor.
I certainly won’t say that my life twenty

years after a cancer diagnosis is now all
sunshine and flowers.  I am challenged daily
with the consequences of surgery and radiation—
minor difficulties with eating and speaking,—
the many infections, hospitalization for IV
antibiotics, dry mouth, dental concerns,
discomfort including periods of severe pain in
my face, ear and shoulder, changes in taste,
numbness, lymphedema, fatigue. And I still have
times of worry that cancer will come again.

But I have decided to be a victor instead
of a victim.  Cancer will not own me.  Thanks
goes to my support team of family and friends,
medical caregivers, fellow survivors, and
excellent doctors who see me as a person
instead of a disease process. With God’s gifts
of faith, hope, love and constant presence I
have somehow found courage; facing the
future head on, continuing to learn what it
means to be a survivor, trying to help others
along the way.  It’s a wonderful life!

Sharon Renkes

Columbus, Ohio
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Support for People with Oral and Head and Neck Cancer, Inc.

is grateful for the generosity of its contributors.

Thanks to their support, SPOHNC is able to maintain and extend its

programs of support and awareness to cancer survivors, their families and friends.

With sincere appreciation to all.

Benefactors $1000+Benefactors $1000+Benefactors $1000+Benefactors $1000+Benefactors $1000+
Introgen Therapeutics, Inc.             Simms Family Foundation

Patrons $500+Patrons $500+Patrons $500+Patrons $500+Patrons $500+
Brian & Linda Foley

Sponsors  $100+Sponsors  $100+Sponsors  $100+Sponsors  $100+Sponsors  $100+
Victor Arnel, Assurant, Inc., Michael Birnbaum, Gabriel Boyar, Diane Sawyer Clarke, Leonard DiCarro, Lucinda Nash Dudley, Carlos A. Garcia,
David P. Lewis, Philip J. LoPresti, MD, William Lydiatt, MD,  John  & Kris Marino, Tom & Dolores McDole, Jon Clayton McGowan. Miller Realty
Associates, Pierre & Doreen Mitchell, Alan Morrison, Ben & Micki Naimoli, Stanley Pollock, Carmine Puleo, Residential Fences Corp., Christina
Sjoblom, Bruce E. Strasser, George Tyson, Ed & Mary Ellen Wall, Gregory T. Wolf, MD, Thomas D. Wurz, Andrew & Roberta Yazwinski.

Donors $50+Donors $50+Donors $50+Donors $50+Donors $50+
Victor & Heather Arredondo, Frederick J. Artz, William C. Behnk, Sandra Black, Laura Brown, Richard Carpenter, Louise M. Christensen,
Richard Clyne, John & Colleen Denny, Rob & Annette Ferguson, Nancy J. Fletcher, Roger B. Granet, MD, Joel P. Hawk, Patricia Hess, Virgil
Holdridge, James J. Kearney, MD, George R. Klare, Cheryl Koliha, Douglas G. Korn, Richard & Sue Koster, SR Langan, Gail Lankford,
Reginald A. Lewis, Michele Lewis, Lockwood, Kessler& Bartlett, Inc., Germelino Lombos, Anthony J. LoPiccolo, Drew & Autum Lum, Suki
McClatchey, Sydney Munson, Art Omohundro, Lawrence B. Pate, James Peery, Alice Peters, Gerald, E. Roth, Ernst Schneck, Dan Schroeder,
William John Smith, Luke & Niki Tracy, Judith Wietbrock, Mike Wixom.

BoostersBoostersBoostersBoostersBoosters
Charles E. Anderson, Marion Antwine, Barbara Appel, Janis Beard, David & Helen Blake, J. Lawrie Bloom, Allan E. Bloom, Ralph Bloom,
Barbara Bogsted, Daniel P. Boyle, Noelle Bucci, Edward  & Martha Bullington, Frank & Shari Burger, Jo Gayle Carter, Nicholas & Anne
Chapekis, Annmarie Cawley, John &Marie Conneally, Lillian Corbett, Florence Curto, Jackie Delaney, Susan Rose Derrick, James Dooley,
Melvin & Candace Edgerley, Roslyn Factor, Ralph Friedman, Thomas & Rosa Fulton, Elizabeth Hadas, Trudy Hanke, Ronnie Hartsfield,
Oscar F. Heil, Shirley L. Housefield, James F. Hunt, D.J. Isenberg, Paul & Robin Isenberg, Elwin & Linda Johnson, Victor Jones, Eileen E.
Jumikis, Earl & Pauline Kalahele, Joseph & Janice Kania, Karl Kaplan, William Keane, MD, Martin Kemp, Patrick D. Kennedy, Irma
Kingsley, Charles Lane, Georgie B. LaRue, Rita Malangone, Peter Mangan, Loraine Mattison, Orville & Catherine Meining, John Meier, PhD,
Levan W. Merrihew, Jeanne Mikin, Joe H. Miller, DDS, Lisa Mumford, Russell F. Nansen, David Nellen, William Neukom, Jon Niefeld, Nu
Voice Club of Brooklyn, Kathleen Paczosa,  Stefanie Papic, Gary Pinko, Sarah Posey, Joseph & Marie Prete, Jean Bartley Procaskey, Judy Racs,
Thelma C. Rathgeber, James H. Reeves, Chris & Trudee Rice, Patricia Rotunno, Charles R. Shanks, Karl Steadman, Gynne Stern, Ernest &
Janice Swirles, Diane Teevan, Richard Tomlinson, Tom & Carole Tomsik, Lynn Tracy, Samuel Vacanti, George K. Visich, Karen Walthall,
Linda Wayland-Smith.

Theodor e  DeWysTheodor e  DeWysTheodor e  DeWysTheodor e  DeWysTheodor e  DeWys
by

Company Solutions Health Care

Marv in  P .  “Bud”  E l f o rdMarv in  P .  “Bud”  E l f o rdMarv in  P .  “Bud”  E l f o rdMarv in  P .  “Bud”  E l f o rdMarv in  P .  “Bud”  E l f o rd
by

Judy Lumsden,  Ed  Lumsden
Les & Betty McKight

Betty Redmond & Ken & Donna Schroeder

GIFTS have  b e en  r e c e i v edGIFTS have  b e en  r e c e i v edGIFTS have  b e en  r e c e i v edGIFTS have  b e en  r e c e i v edGIFTS have  b e en  r e c e i v ed
IN LOVING MEMORY OFIN LOVING MEMORY OFIN LOVING MEMORY OFIN LOVING MEMORY OFIN LOVING MEMORY OF

Gifts have been received
IN HONOR OF

Cl i f f  Fr i shC l i f f  Fr i shC l i f f  Fr i shC l i f f  Fr i shC l i f f  Fr i sh
by

Kristy & Michael Gothelf, Joey & Jennifer Gothelf & David & Eva Fuhrman and girls

****************************************
Corporate SponsorsCorporate SponsorsCorporate SponsorsCorporate SponsorsCorporate Sponsors

AstraZeneca Pharmaceuticals is a major international research based pharmaceutical company engaged in the development,  manufacture and
marketing of ethical (prescription) pharmaceutical products.

www.astrazeneca-us.com

Aventis Pharmaceuticals is dedicated to improving life by treating and preventing human disease through the discovery and
development of innovative  products.  Aventis focuses on prescription drugs for important therapeutic areas including oncology.

Web site:  www.aventis.com
****************************************

These contributions reflect gifts received by SPOHNC from January 1, 2004 through May 14, 2004
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News From SPOHNC Goes on Vacation

Enjoy  your summer.  See you again in September.

News from SPOHNC

is not published in

July and August

We’ll be with you again in September

Visit our website at www.spohnc.org

for

information

“We Have Walked In Your Shoes”

Clinical Trials

and online ordering of our

newsletter and awareness pins


