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The treatment of head and neck cancer patients requires a
multidisciplinary approach. After theinitial diagnosisof aprimary
tumor arising in the head and neck region is made, institutions
that provide comprehensive care to such patients will commonly
have the case presented at a multidisciplinary tumor board.
Membership of such atumor board iscomprised of head and neck
surgeons, radiol ogists, pathol ogists, radiation oncol ogists, medical
oncologists, oral and dental surgeons, reconstructive surgeons,
nutritionists, socia workersand speech and swallowing therapists.

Medical oncologists are the “medical”, i.e. non-surgical
specialists involved in the care of cancer patients. A medical
oncologist is an internist, additionally trained in the medical
subspecialty of medical oncology. Thisphysicianisknowledgeable
in the prevention, causative factors, demographics, pathogenesis
(development of anatomic abnormality) diagnosis, staging (to
determine the extent of disease) and treatment of cancers. A
medical oncologist works closely with other members of the multi
disciplinary team and helps formulate the final treatment plan
recommended to the patient.

Chemotherapy in the Management of Head and Neck Cancer
Often timesthe primary function of this physicianisto administer

chemotherapy. Chemotherapy is a term initially coined by
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microbiologists in their search for “chemicals’ that would
selectively destroy bacteria. Currently, this term is used for
medications (chemical substances) usedin thetreatment of cancers.
They usually attack rapidly dividing cellsto whichthey are exposed
and since malignant cells are usually rapidly dividing cellsin an
uncontrolled fashion, these cellsare targeted more than the normal
cellsinthebody. Thelining of theintestinal tracts, hair cells, skin
cells are often also affected |eading to the possible side effects of
chemotherapy such aslow blood counts, nausea, hair loss, dryness
of skin, etc. A medical oncologist monitors and reviews the
effectiveness, benefits, risks, potential adverse effects and the
rationale for using chemotherapy in the management of head and
neck cancer patients.

Chemotherapy is now often used in the curative treatment of
locally advanced head and neck squamous cell carcinomas,
nasopharyngeal cancersand lymphomas, but has aless significant
role in non-squamous salivary gland tumors.

Most commonly, chemotherapy is used simultaneously with
radiation therapy in the curative treatment of local advanced
squamous cell cancers of the head and neck area. Chemotherapy
sensitizes the cancer cells to the toxic effects of radiation therapy
and therefore increases the effectiveness of radiation therapy and
therefore curability of the cancer. However, the addition of
chemotherapy also increases toxicity on the normal cells such as
the mucus membranes of the upper airways and upper digestive
tracts.

Recently, clinical trials have demonstrated an improvement
in disease control outcomes when chemotherapy is added to
radiation therapy in the post-operative treatment of patients who
are considered at high risk of recurrence such as the presence of
cancer cellsinmultiple neck lymph nodes or the presence of cancer
cells at the margins of the surgical removal.

Chemotherapy may also be used with a curative goal as
“induction” treatment (i.e. initial treatment of the cancer with
chemotherapy to shrink the cancer, limiting its spread and possibly
predi cting the effectiveness when combined with radiation therapy).
Additionally, chemotherapy may be used after completion of the
combined treatment phase of chemotherapy and radiation and
recovery to “consolidate” the results of the initial treatment. The
use of chemotherapy inthe“induction” and “ consolidation” phases
for head and neck cancer remains the subject of clinical trials.
Furthermore, the specific combination of chemotherapy to be used
in addition to the commonly used drugs such as cisplatin and 5-
fluoruracil remains an area of intense investigation.

In the palliative setting, chemotherapy is often used to obtain

SsPsOeHsN+C

PO. Box 53

Locust Valley, NY 11560-0053

See ONCOLOGI ST on next page

1-800-377-0928



Page 2 May 2006

ONCOLOGIST from pagel

shrinkage of the tumor to reduce the local effects of an incurable
cancer. The goal of treatment in such a setting is to reduce pain,
improve quality of life, but not necessarily prolong life. A medical
oncologist often balances the potential benefits of such therapy
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monitorstheresolution of side effectsand in conjunction with other

% members of the multi-disciplinary team eval uatesthe effectiveness
y of thetreatment and outlinesthe follow up treatment or surveillance
News From SPOHNC is a publication of schedule for the patient.
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The Medical Oncologist asa

Palliative Care Physician
When the medical team caring for the patient

and the supportive staff a ong with the patient
and their families accept that the goal of
future treatment is not with curative intent,
but rather the control of symptoms and
maintaining comfort, it is often the medical
oncol ogist who takesthelead in coordinating
thisdifficult phase of treatment. Themedical
oncologist along with home or inpatient
health care agencies outlines a plan for the
management of symptoms such as pain,
infections, breathing symptoms, bowel
symptoms such as diarrhea or constipation,
fatigue, loss of appetite, dryness of the
mouth, anxiety, and depression to maximize
and maintain optimal quality of life. A frank
and up-front discussion is necessary between
the patient, their supportive caregivers and
the health care team regarding the goals of
treatment when theintent of treatment isnot
curative. Issuessuch asidentifying ahealth
care proxy, and discussionsregarding advance

directives for life supportive treatments that
may prolong life, but not necessarily maintain
quality of lifeincluding mechanica ventilation
and cardio pulmonary resuscitation, are best
discussed much in advance of their potential
need.

The Medical Oncologist asa
Clinical Researcher

Major advances have been made in the last
decade in the diagnostic and staging
evaluation with new modalitiessuch as PET
Scans and in treatment paradigms in the
management of head and neck cancers.
These have only been possible due to the
participation of patientsin rigorous clinical
trials. A medical oncologistiscentral inthe
design, conduct, analysis, publishing and
practice implementation of new clinical
trials. New biologic treatment options,
newer chemotherapeutic strategiesand their
integration in the curative and palliative
treatments are essential to the progress in
the treatment of head and neck cancers.

In summary, amedical oncologist isan
integral part of the multidisciplinary team
involved in the management of head and
neck cancers. This physician often serves
asaliaison between the patient and the entire
team in addition to providing recommen-
dations regarding the use of chemotherapy,
biologic agents, counseling regarding
surveillance and prevention of new tumors
and providing accessto enrollmentinclinical
trials, when appropriate.

Editor’s Note: Dr. Bhoomi Mehrotra is a
Medical Oncologist and Assistant Professor
of Medicine at the Long Island campus of
the Albert Einstein College of Medicine. He
is the Medical Director of the Joel
Finkelstien Oncology Unit and has clinical
interest in the management of head and neck
cancer patients in conjunction with the
established Head and Neck Multi-
disciplinary Cancer programat Long Island
Jewish Medical Center, New Hyde Park, NY.

Taking With Your DocCtor o tescatiosiver Leswr

Tal king with your doctor is a crucial
element of survivorship. But even
more important than that, is
developing a relationship in which your
doctor listensto you. Many times survivors
tell their doctor they are fine because
knowing they have completed treatment
often over shadows other thoughts and
feelings. Survival from head and neck
cancer bringswith it many questions. Issues
concerning saliva, the health of one’steeth,
and the symmetry of one's face are just a
few of the survivorship issues that need to
be addressed within the atmosphere of a
collaborative relation with a doctor.

Here are some hel pful hintsto help create
you create a collaborative relationship:

¢If you have a concern about being
understood because of a change in your
ability to enunciate certain words, consider
writing down your questions and giving the
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list to your doctor to read and comment on.

4 Be specific about your concerns about
the long term side effects of radiation and
surgery. Asking adoctor aspecific question
such as: “my teeth seem weak and unsteady
when | chew on certain foods, will that get
better?’, will help you obtain more direct
and specific answers.

¢Be willing to ask to see a doctor who
specializesin your specific concerns. While
your cancer and itstreatment may have been
the underlying cause for your concerns; an
oncologist or internist may not be the best
source of information or able to address

your concerns. Often dentists,
reconstructive surgeons and dermatol ogists
may be able to help.

¢ Bring someone with you to medical
appointments. It is often difficult to listen
if you are concerned about the information
adoctor will share with you. Give a close

http://www.spohnc.org

family member or friend the written
permission to talk with your doctor to help
you remember what your doctor has shared
with you.

¢ Keep in mind that oncol ogy nurses may
have agreat deal of expertisein addressing
treatment and treatment side effects.

¢ Consider practicing with an oncology
social worker how and what you will ask
the doctor. Rehearsals can help you feel
more comfortable talking about issues that
concern you.

Surviving cancer is wonderful and
thriving after cancer is better still. Being a
partner with your doctor in your own care
will helpyou feel morein control and better
able to attend to all of the non-medical
aspects of your life.

Editor’s Note: Les Gallo-Silver, LCSW-R is
Director of Clinical Programs at CancerCare
in New York City.

E-mail-- info@spohnc.org
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A TIME FOR SHARING

s | was getting ready for work on
ASeptember 4, 1998 (the Friday

before the Labor Day holiday
weekend), | noticed some swelling on the
left side of my neck. | really didn’'t give it
too much thought but after using aflashlight
to see if there was anything in my mouth
that might be causing the problem, | became
concerned. My left tonsil appeared very
swollen.

| drove directly to Lexington Family
Practice in Irmo, South Carolina. My
primary doctor was not available, but a
colleague of his was available to see me
right away. That sounded good to me. |
did not want to go through the holiday
weekend wondering what was wrong, and
just wanted to get somereassurancethat this
was not any “big deal.”

When the doctor began examining me,
hefound alargelumpinmy neck. Hedidn't
know what it was but felt we needed to
check it out. Hesaid it may be nothing more
than an infection and prescribed an
antibiotic to see if that would reduce the
swelling. He also scheduled an MRI at the
locd hospital and an gppointment for meto see
an ear-nose-throat (ENT) specidigt, Dr. W.

Following the MRI, | picked up the
results to take with me to my appointment
with Dr.W. Theresultscontained alot of medica
terminology thet | didn’'t understand, but there
wasoneword thet troubled me—"carcinoma.” |
looked it up in the dictionary and it said: “a
malignant tumor of epithdlid origin.” Now | was
frightened.

Thedoctor wasvery reassuring and said
a biopsy of my tonsil was necessary. A
biopsy was done and then sent to a
pathologist. A few days later, | went back
to Dr. W to find out the results. When the
doctor came in, he opened my file, looked
at the results and, with disappointment on
his face, told me it was cancer. All | could
say was “damn.” When he told me | had
cancer, it felt likeaton of bricksjust fell on
me. He recommended that we do surgery
to cut thetonsil and tumor out, then follow-
up with radiation treatments. | asked him
to go ahead and schedule the procedures.
Surgery was scheduled to take placein about
two weeks.
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My drive home that day seemed like
an eternity. | cried and sobbed the whole
way. When | got home, | tried to be as
composed as possible. When | walked in
the house, | told my wife, Tina, “I’ve got
cancer,” and then | broke down and started
crying again. She was so supportive and
comforting. She said | would be fine, and
that she was not worried about it all. That
was certainly encouraging; nevertheless, |
was very depressed.

After | got over theinitial shock, | told
myself that if | became negative and felt
sorry for myself, | would just be miserable
and would make everyone around me
miserable, too. That sure wasn't going to
help the situation, so | might aswell get on
with a positive outlook and be as upbeat
about the situation as | could.

On October 2, | had surgery to remove
my tonsils and the tumor in my neck. The
first thing | remember after surgery was
being wheeled down the halls of the hospital
to the Intensive Care Unit (ICU). Before
surgery, | wastold that | would be going to
a private room - what in the world was |
doing in ICU? No one could answer me,
so | figured something must have gone
terribly wrong. (Later | realized that Dr.
W. probably told me the outcome of my
surgery when | was still groggy. | sure
didn't remember any of it.) It was about
three hours before my wife could get in to
seeme. Shewasawonderful sight for very
soreeyes! Shetold me everything went fine
and Dr. W. felt like he got everything. He
just had to remove more tissue than he had
anticipated and wanted me to spend the
night in ICU so | could be monitored more
closely.

During surgery, Dr. W. also removed
eleven lymph nodes from my neck and
shoulder. Thetonsils, thetumor in my neck
and lymph nodeswere all sent to pathol ogy
for analysis. The results: the left tonsil,
the tumor and five of the lymph nodeswere
positive for cancer.

| wasreleased from the hospital after a
week, but had to be readmitted thefollowing
week for a couple of days because afistula
developed in my neck from the surgery. A
feeding tube was put in through my nosg; |
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was sent home and received only liquid
nourishment through the feeding tube for
tendays. During thistime, thefistulahealed
and | was able to eat again. The next step
wastogothroughradiaionthergpy, whichwould
not occur for another couple of monthsallowing
timefor the surgery to hedl.

About three weeks after surgery, | was
back at work. However, | didn’'t have the
strength to work a full day. | would work
up until | felt tired and then | would go
home. But, hey, | was back having a real
lifeagain! | thought that was pretty cool.

Soonitwastimefor my initial visit with
the radiation oncologist. He examined me
and said he still felt a lymph node in my
shoulder that had cancer init. | asked him
how he knew? He said “because it feels
likeit hasrocksinit.” | figured he knew a
whole lot more about this stuff than | did.
He said radiation treatments should take
care of it, but now radiation therapy was
of greater importance and not just to be
given as a precaution.

| began my radiation treatments and
after about four weeks the radiation
oncologist examined me and told me that
theradiation had “ zapped” the cancer inthe
lymph node in my shoulder. Altogether |
went through 7-8 weeks of radiation
treatments to my neck and throat area. It
only took about fifteen minutes a day <o |
was in-and-out quickly. | got to be good
friends with the radiation oncology staff.
They are wonderful people. | actually
looked forward to my daily visits. Most of
it wasn't too difficult, but thelast two weeks
got rough. My throat hurt so badly that |
really had avery difficult time eating. The
good newswas | had been about 30 pounds
over weight, but this very painful method
of dieting allowed me to lose the excess
weight, and | was now a slim and trim 150
Ibs. Theradiation did major damageto my
salivary glands - my mouth wasso dry. Dr.
W. originally told methat my mouth would
feel like sawdust. Boy, he sure was right!
However, this has improved over time.

The painful effects of radiation
subsided after afew weeks, and | really felt
great again. Asamatter of fact, | wanted to
maintain my “fighting” weight, so | joined

1-800-377-0928
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alocal gym and got on an exercise regimen
of three to four mornings a week. After a
few months, | felt better than | had inyears,
and | certainly looked a whole lot better,
too! It was also a good excuse to get new
clothesto fit my new body. | continued my
routine exercise program and went through
regular follow-up visits with my doctors.
Every check-up showed me cancer-free -
until after about three years, that is.

After viewing one of the routine chest
x-rays, my radiation oncologist noticed a
spot on my right lung. He said we needed
to check it out and ordered a CT scan. Not
to boreyou with abunch of details, it turned
out | had developed a malignant tumor in
the bottom lobe of my right lung. | also
had a PET scan, which is a procedure that
introduces isotopes into your bloodstream
SO a scan can detect any potential cancer
spots. It showed another spot in between
my two lungs. | subsequently went through
surgery in December of 2001 to removethe
bottom lobe of my right lung. The surgeon,
also removed a group of lymph nodes

between my lungs where the PET scan
showed a potential problem. Pathology
results showed both the tumor in the lower lobe
of my lung and one of the lymph nodes tested
pogtivefor cancer. | felt,“well herewegoagan!”

Of course | became depressed again for
abrief period of time, then | made my mind
up to be upbeat and positive, just as | had
done three years earlier. | went through
chemotherapy and radiation at the sametime.
Now that’s not a very pleasant experience!
Thank goodnessfor good doctors, somevery
good painkillers and a lot of support from
my wife, family, friendsand co-workers. By
theway I’ ve done an overwhel ming amount
of praying to God over the past six years
asking for help and strength and he has
answered every one. That's some powerful
stuff!  1’ve gone ancther three years since
being diagnosed with lung cancer. The
follow-up exams and CT scans continue to
show me as cancer-free.

If it happensagain, it will just happenand
I'll deal withitthesameway. A pogtiveattitude,
get good medicd attention and pray alot.

My life today is wonderful and very
fulfilling. I've got awonderful, supportive
wife, two very spoiled miniature schnauzers
and agood job. | sing and ring hand bellsin
my local church choir and play guitar in a
60'sband. Who could ask for more?

One thing | learned from my health
challengesand facing the possibility of death
ishow to put thingsin proper perspective; to
know what isand isn’timportant. | no longer
dwell or fret over things beyond my control.
Maintaining a positive attitude can help just
as much as all the surgical and medical
treatmentsyou may get —it'svery important
to know that you need both.

My suggestionsto othersisget regular
check-ups, keep moving forward with a
positive attitude, pray alot and just enjoy
life. And, as Jimmy Stewart said in the
movie; It's a wonderful lifel Taketimeto
help others through their struggles - they
might just need your help to make it
through their cancer journey!

Jimmy Anderson
Chapin, SC

“We Have Walked In Your Shoes, A
Resource Guideto Living with Oral,
Head and Neck Cancer”

This free book contains basic information
about oral and head and neck cancer and
providesresourcesfor patientsand families
facing adiagnosis of thistype of cancer, its
treatment, rehabilitation, and recovery.

Visit www.spohnc.org to order.
For large orders, please call
1-800-377-0928.
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Helping to Raise Awareness of
Oral and Head and Neck Cancer

AWARENESS RIBBONS

" 1-9 pins: $6.50 each
W 10 or more pins: $6.00 each

/i%,  includes shipping and
handling
AWARENESS WRISTBANDS
5 for $10.50
includes
shipping and “ s
handling

www.spohnc.org
1-800-377-0928
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Locust Valley, NY 11560-0053

Eat Well — Stay Nourished: a Recipe and
Resource Guide for Coping with
Eating Challenges’

To Order
Call 1-800-377-0928 or order online at
www.spohnc.org

1-800-377-0928



SUPPORT FOR PEOPLE WITH
ORAL AND HEAD AND NECK CANCER (SPOHNC)
15TH ANNIVERSARY CONFERENCE AND CELEBRATION OF LIFE
MARRIOTT LAGUARDIA HOTEL, NY ?
August 19-20, 2006
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PRELIMINARY PROGRAM

FRIDAY, AUGUST 18, 2006

SPOHNC Registration/Information
4:00 PM-7:00 PM
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SATURDAY, AUGUST 19, 2006

SPOHNC Registration/Information
7:30-10:00 AM

CONTINENTAL BREAKFAST

Opening Remarks
8:45 AM

Nancy E. Leupold, Survivor, President and
Founder of Support for People with
Oral and Head and Neck Cancer
(SPOHNC)

Swallowing Therapies
William J. Ravich, M.D., Clinical Director,
The Swallowing Center, Johns Hopkins Medicine
Dorothy Villano, M.A., CCC-SLP
Diane Saulle, M.S., CCC-CLP
Hearing and Speech Center: North Shore
Long Island Jewish Health Care Systems

Acupuncture Treatment For Dry Mouth in Head
and Neck Cancer Patients
Richard C. Niemtzow, M.D., Ph.D., MPH,
Colonel, USAF, MC, Director, Acupuncture Clinic Malcolm
Grow Medical Center Andrews Air Force Base

Refreshment Break with Exhibitors

Mind/Body Medicine: Keys to Survivorship for Cancer

Patients
Ann Webster, PhD, Director of Mind/Body Programs for
Cancer and HIV+/AIDS; Mind/Body Medical Institute, MA

BUFFET LUNCH

Advances in Treatments for Head and Neck Cancer
David I. Rosenthal, M.D. Director, Head and Neck Transla-
tional Research, Department of Radiation Oncology, M. D.

Anderson Cancer Center
Marshall Posner, M.D. Director, Head and Neck Oncology
Program, Dana-Farber Cancer Institute
Adam S. Jacobson, MD, Dept. of Otolaryngology
Mt. Sinai Medical Center, NY, NY

Key Note Presentation:
Finding Strength From Adversity
Eva Grayzel, survivor and inspirational speaker.

Refreshment Break with Exhibitors

Medicare Coverage for Dental Care
Sally Hart, Esq., attorney with the Arizona Center For
Disability Law, in Tucson, AZ; consulting counsel to the
Center For Medicare Advocacy, Willimantic, CT

SPOHNC’S ANNIVERSARY RECEPTION
6:30 PM
All survivors, guests, speakers,
healthcare professionals
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SUNDAY, AUGUST 20. 2006

SPOHNC Registration/Information
7:30 AM-9:00 AM

“CELEBRATION OF LIFE”
8:30 AM-12:30 PM

Opening Remarks
Nancy Leupold, Survivor,

President & Founder of SPOHNC

BUFFET BREAKFAST

Survivor Panel
Bette Denlinger, AZ Dan Stack, TX
Micki Naimoli, NJ Leonard Lanyo, NY

How Far Have We Come in 15 Years
James J. Sciubba, DMD. PhD, Director of Dental
and Oral Medicine, Johns Hopkins Medicine;
Vice President of SPOHNC

Guest Of Honor: One of America’s Favorite

Funny Men
Norm Crosby, survivor and comedian

Salute to Survivors
All survivors of oral and head and neck cancer

Closing Remarks
12:00 noon

Nancy E. Leupold, Survivor



15t Anniversary Conference and Celebration
August 19-20. 2006
NY Marriott LaGuardia Hotel, EImhurst, NY

Conference and Celebration of Life Registration Form
Please mail completed form to SPOHNC, P.O Box 53, Locust Valley, NY 11560

Name: Last First

Name as it will appear on nametag

Street Address

City State Zip
Home Phone Work Phone
Fax Number E-mail

REGISTRATION FEES for Conference and Celebration
(All meals and Grand Reception included)

[ ISurvivor No Fee
[1Guests of Survivor $75.00
[IPhysician $75.00
[ |Dentist $75.00
[ISocial Worker $75.00
[IRegistered Nurse $75.00
[ISpeech Pathologist $75.00
[ICorporate Attendee $75.00
[]Other $75.00

REGISTRATION FEES for Celebration of Life only
[ ISurvivor No Fee
[ IGuests $25.00

GUESTS (Please print clearly; Add another sheet, if needed)

1 ’

2.

3.

4.

TOTAL REGISTRATION FEES, IF ANY $
[ICheck (Payable to SPOHNC) []Credit Card
[ IMasterCard [ ]Visa

Credit card number:

Expiration date:

Cardholder Signature

Cardholder name (please print)

Billing address if different from registrant

Payment must accompany registration form. Please mail
completed form to: SPOHNC, P.0. Box 53, Locust
Valley, NY 11560 or Fax to (516) 671-8794.

Please register early: Attendance is limited

HOTEL INFORMATION
New York LaGuardia Hotel
102-05 Ditmars Blvd., East EImhurst, NY 11369

The New York LaGuardia Airport Marriott is conveniently
located directly across from LaGuardia Airport and minutes
away from Midtown Manhattan. Discounted room rates of
$119.00 single or double have been secured for SPOHNC
attendees. To make a reservation call (718) 565-8900 or (800)
882-1043 and mention that you are attending the SPOHNC
15th Anniversary. Please note that you should make your hotel
reservations early to assure accommodations. SPOHNC has
blocked an appropriate number of rooms, but it does not
guarantee that rooms will be available after June 15, 2006.

Reservations made after this date will be accepted on a
space available basis and may not be at the group rate. All
reservations must be guaranteed by a credit card or check for
the first night’s deposit.

TRAVEL INFORMATION

United Airlines including united Express, TED by United or
United code share flights operated by US Airways, US Airways
Express and Air Canada is the official airline of SPOHNC’s
Anniversary Conference and Celebration. United will offer
discounted fares for this special event. Reservations may be
obtained by calling the Meeting Plus Reservation Center at 1-
800-521-4041 (US and Canada) and refer to Meeting Code
539TF. Reservations booked 30 days or more prior to
departure will be discounted at 7% off the lowest fares; less
than 30 days, the discount will be 2%.

For Special car rental discounts in conjunction with United
Airlines, call Avis at 1-877-289-2611 and refer to Meeting
discount #K019303. For Budget, call 1-800-214-609 and refer
to Meeting discount #914201

Parking is available at the hotel at a cost of $10.00 per day
for overnight guests or $6.00 per car daily rate. Shuttle Service
by Marriott is available from LaGuardia Airport to the hotel
every 15 minutes. Cost of a taxi is about $4.00 (one way).

Questions? Call: (800) 377-0928
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PRF

SUPPORT FOR PEOPLE WITH
ORAL AND HEAD AND NECK CANCER
SePeOeHeNeC, Inc.

P.O.Box 53
LOCUST VALLEY, NY 11560-0053

KATURDAY,AUGUST 19, ZCE

Registration: 7:30AM
Program Begins at 8:45AM

SUNDAY, AUGUST 20, 2006
“Celebration of Life”
Registration: 7:30AM

Program: 8:30AM-12:30 PM

NY Marriott LaGuardia Hotel

Conference/Celebration
Program & Registration Form
available at www.spohnc.org
or call

K 1-800-377-0928 J
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