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Head and neck cancer patients require specialist care from
surgeons, radiation oncologists, and medical oncologists. Patients
with larger or more advanced disease who are treated with
surgery will frequently receive post-operative radiation therapy
with or without chemotherapy. For patients not treated with
surgery, radiation therapy, sometimes used in combination with
chemotherapy, is a common treatment for
more advanced disease. Cure rates have
improved, but the side effects of treatment,
both during therapy and in the years after
therapy is completed, can be significant.
In addition, an increasing proportion
of head and neck cancer patients are
younger and healthier and present with
human papilloma virus (HPV)-associated
- LA cancers, which generally have a better
prognosis. Reducing side effects during treatments and in the
months to years after treatment is of critical importance for
patients. There have been a number of recent strategies to reduce
side effects for head and neck cancer patients in the realm of
surgery, systemic therapy, and radiation therapy. We will discuss
several recent strategies to reduce radiation therapy side effects
and focus on one particular development in radiation oncology:
the use of proton therapy to reduce side effects in head and neck
cancer patients.

Improvements in radiation therapy strategies
Efforts to reduce the toxicity of radiation for head and neck
cancer patients have included the development and refinement of
intensity-modulated radiation therapy (IMRT) to limit dose to the

the size of the target, all in an effort to reduce collateral damage
without sacrificing cancer-control outcomes. For example, there
is promising preliminary data that for HPV-positive patients, the
radiation dose can be reduced for selected patients without reducing
effectiveness. Although current guidelines say that these patients
should be treated with the standard, higher doses of radiation, those
guidelines may change in the near future as more data becomes
available. For other patients, there is growing awareness that it
may be possible to avoid radiation to the lymph node regions of the
neck on the side opposite the tumor, based on recently published
research from Washington University in Saint Louis. Other studies
have shown that patients may be able to avoid receiving radiation
to the site of the primary tumor if the tumor was small and fully
resected. It is important to review with healthcare providers to see
if any of these toxicity-reducing strategies are appropriate for an
individual patient. While they may be appropriate for some, they
are not appropriate for all patients.

Proton Therapy
as a technique to reduce radiation side effects
One particularly exciting development in the treatment of head
and neck cancer patients is the expanding role of proton therapy
as an alternative radiation treatment modality. Conventional
x-ray radiation is used to treat >99% of patients with head and
neck cancer in the U.S. and Europe, with most head and neck
cancer patients receiving the most sophisticated form of photon
radiation: IMRT. IMRT is an excellent treatment modality that
allows doctors to safely escalate the radiation dose to the target
while greatly minimizing radiation dose to the surrounding normal
tissues, including the jaw, salivary glands, and spinal cord, among
others. As good as IMRT has become, IMRT still relies on x-ray
irradiation, which deposits radiation as the beams enter the body,
as it hits the target, and as it exits the body. Proton therapy, by
contrast, allows the radiation beams to treat the tumor target without
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PROTON THERAPY continued from page 1
exit dose extending beyond the target and

into the healthy tissues. There has been
great enthusiasm recently over the potential
role of proton therapy to reduce side effects
in head and neck cancer, because as many
would say, head and neck cancers are
located in “prime real estate” in the body.
By reducing radiation dose to normal
structures, proton therapy may allow
doctors to deliver a higher dose of radiation
more safely, which may in turn improve
cancer outcomes and quality of life.

Proton therapy: The problem of cost and access

One of the challenges of proton therapy is that the upfront costs
associated with establishing a proton center are much higher than
those for traditional radiation centers. Additionally, maintenance
costs for proton therapy are higher and more technical expertise is
required. Not surprisingly, the cost of proton therapy passed on to
the insurance company can be significantly higher. In addition, most
head and neck cancer patients require treatment plans that are so
complex that only next-generation proton therapy techniques, called
pencil beam scanning, are robust enough to create feasible radiation
treatment plans for these patients. Lastly, access to proton therapy
remains an issue. While proton centers have proliferated over the
last few years, there are still limited facilities in the country, with
many larger cities not serviced with a proton machine. The limited
availability and higher cost remain important barriers limiting access
to proton therapy.

What is the available data for proton therapy
for head and neck cancer?

Proton therapy has a long track record for the treatment of rare base-
of-skull tumors called chordomas. These tumors require very high
doses of radiation to cure and are situated in very sensitive areas
close to the brainstem and critical cranial nerves. Proton therapy
has allowed for improvements in the treatment of chordomas
by allowing an increased dose to be delivered to these tumors,
improving outcomes for patients.

What about proton therapy for patients with more run-of-the-
mill head and neck cancers? Several retrospective studies have
been performed showing comparable cancer control outcomes for
head and neck patients treated with protons, with most showing
significant reductions in radiation dose to normal tissues and
decreased probability of side effects associated with proton therapy.
Proton therapy has been shown to reduce the risk of dry mouth, pain/
difficulty with swallowing, mouth sores, and taste changes, among
other side effects. Proton therapy may also help patients to avoid
the need for a feeding tube during their treatments.

Arecent study published in JAMA Oncology in December 2019
found that for all patients treated with combination chemotherapy and
radiation therapy for any cancer at the University of Pennsylvania,
proton chemo-radiotherapy was associated with a significant,
two-thirds reduction in the rate of severe side effects that lead to
unplanned hospitalizations compared to photon chemo-radiotherapy.

This study included 1483 patients who were followed
PROTON THERAPY continued on page 3
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prospectively for toxicity outcomes. Of
the 1483, 437 patients (29%) had head and
neck cancer. While the cohort of head and
neck patients receiving proton therapy was
relatively small, these results demonstrated
a similar benefit in the head and neck cohort
to what was seen in the overall study group.

Clinical trials are ongoing to compare
proton vs. photon therapy for head and
neck cancer, with perhaps the most
prominent trial taking place at MD Anderson
(Principal investigator: Dr. Steven Frank).
Preliminary results from this clinical trial
have demonstrated an important reduction
in toxicity with proton therapy. Additional
data from this and other clinical studies are
eagerly awaited.

Is proton therapy right for you?

In our opinion, proton therapy is a very
exciting treatment with tremendous promise
for patients with head and neck cancer
because the target can be treated with
the same dose of radiation, but spare the
surrounding structures more effectively,
reducing the risk of serious side effects both
during treatment and in the months to years
after treatment. More research is needed to
compare proton versus photon therapy for
head and neck cancer and to better identify
the patients who are most likely to benefit
from proton therapy. There are certainly
patients with head and neck cancer where
proton therapy may not be possible, due to
extensive metal artifact near the target that
would interfere with the proton particles
(e.g. extensive dental work or spinal fusion
surgery), or because of challenges in the size/
dimensions of the target volume. Insurance
coverage also remains a challenge, since
many private insurers do not cover proton
therapy for head and neck cancer.

While proton therapy may be worth
exploring for some patients, it is important
to emphasize that IMRT is an excellent
treatment with a long track record in head
and neck cancer and is currently considered
the standard-of-care. In our opinion, the
future looks bright for proton therapy for
head and neck cancer as a way to reduce side
effects and improve patient quality-of-life.

Editors Note: Dr. Brian Baumann is an
assistant professor of radiation oncology at
Washington University in Saint Louis and
an adjunct assistant professor of radiation

oncology at the University of Pennsylvania. He
is an expert on the comparative effectiveness

of proton vs. photon therapy, and his research
has been reported on extensively in the medical
and national lay press. He specializes in the
treatment of rare head and neck cancers (Merkel
cell carcinoma and sarcoma) and genitourinary
cancers.

Dr. Kelly MacArthur is a Mohs-college
fellowship-trained Mohs surgeon and assistant
professor of dermatologic surgery at Washington
University in Saint Louis. She is an expert on
cutaneous skin cancers of the head and neck and
has served on the board of the American Society
for Dermatologic Surgery.
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In Your Shoes: :
A Guide to Living
With Oral, Head
and Neck Cancer
Second Edition

by Nancy E. Leupold
& James J. Sciubba, DMD, PhD

COMING SOON!
New Digital Edition to be
available online at spohnc.org

$14.95 includes shipping and handling.
Bulk order pricing
25+ books $13.50/book
50+ books $12.50/book
including shipping & handling.
For bulk orders
please call 1-800-377-0928

Kor email us at info@spohnc.org J
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Become a
SPOHNC member today
and receive all 8 issues
of this newsletter
and our Product Directory.

Here’s what people are saying
about becoming
a SPOHNC member:

“To read your October issue 3f
“News from SPOHNC” reminded
me of what a great organization
have been a member of
for the past 17 years.”

~ Philip LoPresti, MD

“Wow! Just took a look at
the Product Directory!
You did a great job. Thank you.”

~ JonT.
CALL SPOHNC TODAY

TO JOIN US!
1-800-377-0928

K or go to spohnc.org J

AQUA

Are you a cancer SURVIVOR
suffering from dry mouth?

Learn more about participating in the
AQUAX clinical research study.

www.aquaxstudy.com

Make a Difference. Give a Gift Today.
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April Oral, Head and Neck Cancer Awareness Month

April is Oral, Head and Neck Cancer
Awareness Month. While many previously
planned awareness activities had to
be cancelled or postponed, due to the
COVID-19 crisis across our country and
in our world, several still took place, and
they deserve special recognition this year.
Newly diagnosed patients, survivors and
their families can feel good knowing that
awareness was still top of mind across the
U.S., and especially in several cities across
the country.

Traditionally for the past several
years, Niagara Falls has lit up the night sky
on April 1st to
recognize and
join in raising
awareness of
oral, head and
neck cancer.
This year was
no different!
Thank you to the
Niagara Falls
Illumination
Board for this §
great honor as &
we observed the
live video of the Falls lit up in our SPOHNC
colors from 10pm til almost 10:30pm!

If you live in or near New Orleans,
LA, then you are surely familiar with the
Mercedes-Benz Superdome. The dome is the
home of the New Orleans Saints, and hosts
many sports events , and it is also a beacon
of light at night. This year, for the first time
ever, the Superdome was lit in the colors of
SPOHNC on April 1st, to join us in raising
awareness! Thank you, NOLA, for helping
SPOHNC through this unique opportunity
to share our colors with the beautiful city of
New Orleans!

This year’s
additional awareness
recognition came
from someplace
very unique, and very
well known if you
live in Minneapolis,
MN. The I-35W
Saint Anthony Falls
Bridge crosses the
Saint Anthony Falls
on the Mississippi
River in Minneapolis,
Minnesota. It is a beautiful bridge,
reconstructed after
a terribly tragic
collapse in 2007.
The bridge is a
symbol of hope,
and what better
ll way to share hope,
than by having
the bridge lit up
in our SPOHNC
colors in April. So,
on April 4th, from
sunset to sunrise,
the beautiful bridge
was lit up in burgundy and white, raising
awareness and sharing hope with the city of
Minneapolis and its surrounding areas.
Thank you to the Minnesota DOT for
this wonderful privilege!

During April Awareness Month
SPOHNC also launched a campaign
i together with The THANC (Thyroid,
Head and Neck Cancer) Foundation
supporting
our unified
,missions.
You can

* still support
the #stayhome
message with the
purchase of our
graphic tees or
mugs. It continues
to be a scary time

for patients who S
must go through &% secancer
. Awareness Month
treatment right now.
Yise B
Cancer treatment i
can’t simply .

be put on pause.

#StayHome
to help protect
essential
B workers, medical
B staff, patients
and survivors.
Purchase your
t-shirts or mugs
at https://j.
mp/2XShpAb.

We know
many of you had
to postpone your
awareness events and activities. Let us know
about all that you’re planning and doing when
you reschedule so that we can help you to
continue to raise awareness.

Send us your photos and stories, for
inclusion in a future issue of “News from
SPOHNC.”

SPOHNC will continue to be there
for you as we slowly return to our “normal
daily lives.”

Let’s all continue to raise awareness of
oral head and neck cancer, not just in April
but every day, because...

TOGETHER
WE
HEAL!!
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Nancy Edith Leupold... In Memoriam

“It is time for us to stand and cheer for the
doer, the achiever, the one who recognizes
the challenge and does something about it.”
— Vince Lombardi

\ 377.0928
| ¥ LB chre

1.800.377.0928
wwwispohnc.org

It is with heavy hearts and the deepest
sadness, that we share with you the news of
the passing of SPOHNC’s Founder, Nancy
Leupold. Nancy passed away on January 26th.
She was 80 years young. Nancy E. Leupold
founded SPOHNC in 1991 after her diagnosis
and treatment for oral cancer in 1990. She
discovered that there was no support for those
seeking someone to connect with both during
and after treatment...someone to help her in
dealing with the questions, worries and fears
associated with the diagnosis and treatment of
this devastating disease.

Nancy was a pioneer, and a trailblazer
- she had a laptop and an idea, when she
started SPOHNC, in an office in her home.
Her legacy began with one support group on
Long Island. Nancy’s tenacity, determination
and endless hours of hard work and devotion
enabled SPOHNC to provide hope to those
who were affected by the diagnosis and
treatment of oral, head and neck cancer. That
journey of hope continues today as SPOHNC
is entering its 30th year of support.

[ —

Nancy dedicated more than 25 years to
SPOHNC, all the while hoping that research
would bring better and improved treatments.
She held the first SPOHNC Chapter support
group meeting on September 10, 1991. Nine
people showed up and sat in a circle. None
of them knew each other, but they knew they

had something in common. One by one they
shared their stories and began to recognize
similarities between them. Sharing their
experiences was great “therapy” and by the
end of the evening, nine strangers had become
friends. Everyone finally felt a lot less alone.
Nancy'’s perseverance and compassion has
enabled SPOHNC to grow to the more than
100 Chapter Support Groups that exist today,
along with the National Survivor Volunteer
Network of more than 225 survivor and
caregiver volunteers. Nancy also created and
developed, with James J. Sciubba, DMD, PhD,
President of SPOHNC, the many publications
that are welcomed by our SPOHNC family.
She is revered in the head and neck cancer
community for her vision and hard work.

Nancy will be
remembered by her Board of
Directors, Medical Advisory
Board, colleagues, survivors,
caregivers and volunteers
for SPOHNC as an amazing
woman, who led by example,
always seeking new ideas and
additional ways to support
oral, head and neck cancer
patients and survivors.

She was an inspiration to all who
encountered her. Some of those people shared
sentiments with her SPOHNC family...

SPOHNC Executive Director, Mary Ann
Caputo, shared her touching, heartfelt tribute to
Nancy, who was her fond friend and mentor ... “She
truly believed that “together” each of us has the
ability to help others heal, go forward, and maintain
a better quality of life. I was especially proud to have
been touched and enriched by working alongside
Nancy for many years. Nancy reached thousands
and she will continue to do so through her legacy.”

“We all owe Nancy a great deal of gratitude
for creating this wonderful organization that has
helped so many survivors of oral, head, and neck
cancers. Nancy was truly a remarkable person and
will be missed.” ~ Frank Marcovitz — Survivor and
SPOHNC Chapter Facilitator

“What an incredible legacy she left. Literally a
bright light shining forth for generations to come.”
~ Anne Wesp — Caregiver

“We are all fortunate to be able to be a part of the
organization that she created. Nancy was one of
those wonderful people who left things in a better
state than that in which she found them. May her
memory be for a blessing.” ~David M. Brizel, MD
— SPOHNC Medical Advisory Board

“I have known Nancy since I took care of her
mother, Hannah, in Nancy’s home in the very

beginning of SPOHNC in 1991/92.1 also took care
of their cat, Tookie. I started working with SPOHNC
in 2002 when Nancy asked me about helping with
the newsletter mailing. I still manage the mailing
of the newsletters today, labelling, sorting and
bringing the mailing to the post office. It s something
1 enjoy doing and it helps SPOHNC. Nancy was a
wonderful woman...you couldn’t ask for anyone
better. She was kind, dedicated and she did a
wonderful thing by starting SPOHNC .1 loved her”
~ Janet Fried — SPOHNC friend & staff member

“Nancy was one of a kind. Nancy through her

own suffering recognized the need for a support
group for patients who had cancer of the oral cavity
and other sites in the head and neck.
She provided great leadership propelled by her
passion for helping patients avoid the negative
experience she had gone through following the
treatment of her cancer. We miss Nancy with her
extraordinary capacity for
hard work and her compassion
for the patients who suffered
from the ravages of cancer
of the head and neck. We on
the Board of Directors of
SPOHNC and the patients
who we support are fortunate
indeed to have Mary Ann
Caputo, who worked with
Nancy, and has succeeded her
as Executive Director. She has
done an outstanding job in leading our organization.”
~ Eugene Myers, MD, FACS, FRCS Edin (Hon) —
SPOHNC Board of Directors

Throughout the years Nancy was honored
by many medical organizations. In 1992 she
received a letter of recognition from President
and Mrs. George H.W. Bush for her many
accomplishments and making a difference in
the communities of this great nation.

Nancy had an endless energy and drive
to ensure SPOHNC was there for each and
every patient. SPOHNC has brought people
“together” to help support patients, survivors
and their loved ones and will continue to
do so through Nancy’s legacy and the team
she always called her second family. She
was someone you could talk to, learn from,
laugh and cry with, share a hug with, and
someone who had a zest for life and learning.
Her accomplishments were an inspiration
to everyone, especially those who had the
opportunity to work with her. We will all miss
this wonderful woman of grace, courage and
strength. She was a bright and shining beacon
of hope for head and neck cancer patients,
survivors, caregivers and their loved ones.
“It’s been said that the best prayer of all is one of
gratitude, and today we all share in a prayer of
thanks to Nancy.” ~ Richard Boucher — Survivor

“She was a force. We didn’t lose a legend — we lost THE legend. She made things better for thousands and their loved ones —
that is a legacy which few could ever match.” ~ David Myssiorek, MD, FACS — SPOHNC Medical Advisory Board
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Penelope Fisher
Robert & Frances Fontane
Sarah Franchetti
James B. Gaddy, MD
Patrick Gangitano
Margarita M. Garcia
Mr. & Mrs. Keith Gardiner
Patricia Gawron
John Geddie
Mr. & Mrs. Gildow
Mrs. Valerie Goldstein
George G. Haase
John Haley
Katherine Hampton
Cynthia Hanks
Mr. & Mrs. Paul Hough
Mr. & Mrs. Hunter
Mr. & Mrs. Robert Hyams
John L. Jenkins
Bretton P. Jenks
Rev. & Dr. Paul Jung
Carol Keane
Michael Kimbarow
Karmen Kortie

Christine Kostek
Dianne Laing
Debra Lambert
Louis Leonardis
Mark Leonhart
Teresa M. Lewis
Carlos Lopez
Dennis Lyons
Mr. & Mrs. Frank Marcovitz
Arlene Marcus
Mr. & Mrs. Michael Marlow
Steve & Judy Marquess
Valerie Maxwell
Randy Mayor
Dr. Yvette McCulley
Mr. & Mrs. James McHenry
Harry Meyers, DDS
Jerry Milliken
Raffaella Monaco
Debra Moore
Betty Moorhead
Marion L. Morgan
Lynn Murphy
Raymond & Mary Musser
Harlan & Pamela Niehaus
Virginia Nolan
Katherine Nolan
Jeffrey S. Northcutt
Nancy O’Neill
J. Wray Pearce
Jeffrey Petersen
Robert & Carol Peterson
Jerald Price
Jeffery & Margaret Redfern

Gifts have been given to SPOHNC

In Honor of
All Survivors by Susan Aylor Barbara McDuffie
by Barbara McDuffie
Richard Boucher &
the SPOHNC Medford, OR Chapter Dr. Kevin McGovern
by Bryan Bezlaj by Jill McGovern

Mr. & Mrs. Bernstein,
Mr. & Mrs. Couri,
and Mr. Carl Reimerdes
by Alfred & Susan Carfora

Mary Ann Caputo
by Dr. Eugene and Barbara Myers

Dr. Joanne Fishman by Arlene Orenstein
Arthur Gutowski by Gregg Gutkowski

Dr. Mark Kiefner
by Lewis & Amy Beilman

Felix Kleinman by Mark Kleinman

Sandra Knipe by Jenny Allain, Roger &
Sandra Knipe, John & Rita Lamont

Edmund Mehring by George Haas
The Pepler Family by John Queley

Carol & George Saire
by Mr. & Mrs. Brindle

Garrett Smetana
by Mr. & Mrs. William Minnick

Valerie Targia by Lynn Murphy

Your daughter, Johanna
by Leone Locke

Your son, Joseph by Marie Prete

The VanMeter Family
by Steve Roberts

Mrs. M. Therese Regner
Paul Rite
Lois Roewade
William Santman
Fran Sarto
James Silla
Charlene Smith
Crystal Smith
Katherine D. Spence
Jerome M. Stam
Mrs. Mollie Stanford
Lee A. Stranburg
Howard Strauss DDS, PA
Mrs. Rosemary Sturgeon
Mr. & Mrs. Alan Swenson
Robert Thomas
Deborah Tingen
Mr. & Mrs. Charles Tripi
Alan Trupkin
Susan Umstead
Linda Vila Passione
Linda Von Soosten
Deborah Ward
Ms. Diane Wasserman
Mary S. Watson
Donald Weightman
Jack Whalen
Ricky Wijaya
Ronald & Karla Willard
Steve Wilson
Dewey Worth
Thomas K. Yoder
Frank & Margaret Zadell
Patricia Zaharko
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Are you a Survivor

of Head and Neck Cancer?

)
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CANCER SUPPORT 412‘:‘;
COMMUNITY. | %M

Help SPOHNC

and Cancer Support Community

understand the needs
and side effects of survivors
of head and neck cancer
to create

additional supportive resources!

Enter this link in your

web browser to access the survey:

https://bit.ly/3b9bQAt

N
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Make a Difference. Give a Gift Today.
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Eat Well Stay Nourished
A Recipe and Resource Guide

for Coping With ! E; ¢

Eating Challenges
$20.00 includes shipping and handling.

compiled by
Nancy E. Leupold,
Founder

Eat Well Stay Nourished A
Recipe and Resource Guide
for Coping With Eating
Challenges - Volume 2
compiled by

Nancy E. Leupold,
Founder

$23.00 includes shipping and handling.

Two Volume Set
LIMITED TIME
SPECIAL OFFER
$25 PER SET -

A SAVINGS OF $15!!

Order at spohnc.org or contact
SPOHNC at 1-800-377-0928

-
f
Meeting the Challenges
of Oral and Head
and Neck Cancer

MEETING THE CHALLENGES
0 AND HEAD

nnnnnn

A Guide for Survivorsies -‘ ;
and Caregivers
Second Edition

by Nancy E. Leupold &
James J. Sciubba, DMD, PhD

Nutrition, Quality of Life,
Pain, Oral Care,
Insurance Issues

Place your order today at spohnc.org
or call 1-800-377-0928

s

Learn about Treatment Options,

$27.00 includes shipping and handling

ZAS
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Thank You!!

On behalf of the entire SPOHNC family of

patients, survivors, caregivers and family
members, our Board of
Directors and Medical
Advisory Board, our
volunteers and SPOHNC
staff and friends, we wish
to thank each and every
essential worker, from
the bottom of our hearts,
Jor keeping us safe during
this very scary time in all

The American Society of Clinical Oncology
(ASCO) and the National Coalition for
Cancer Survivorship (NCCS) are working
together to provide information about
how coronavirus 2019 (COVID-19) could
potentially affect the health and cancer care
of people diagnosed with cancer. Below
are answers to cancer survivors’ frequently
asked clinical questions about COVID-19
from ASCO Chief Medical Officer and
Executive Vice President Dr. Richard
Schilsky.

Will anything change with my cancer-related
medical visits?

Most hospitals and clinics have changed
their visitation policies. Before heading to
your medical appointment, check with the
clinic or hospital for their current visitor
policy. Your cancer care team may switch
some of your appointments to telemedicine
through video conferencing or by telephone.

Does having received chemotherapy or
radiation in the past raise your risk for
getting COVID-19 or having a more serious
course of illness?

To date, no evidence is available to suggest
that any cancer treatments raise your risk
for getting COVID-19 any more or less
than anyone else who is exposed to the
virus. There is some evidence that patients
with cancer may experience more serious
COVID-19 infection if they acquire it, likely
because cancer and cancer treatment can
contribute to weakened immune systems
which can then lead to a reduced ability to
fight off infections.

If a person is about to start cancer therapy
should they consider postponing?

THANK YOU

COVID-19 Q0 & A

of our lives. Our deepest gratitude goes out to
each and every healthcare professional, first
responder and essential
worker for all of your
tireless hours of hard
work and dedication.
Leaving your families
so you can take care of
ours means more than we
can express in words. We
appreciate you beyond
measure!!

Patients should talk with their treating
oncologist about the risks of postponing
treatment versus the potential benefit of
decreasing their infection risk.

I am a survivor of cancer who receives
regular scans/imaging/tests to detect
potential recurrence. Should I keep getting
this testing?

In general, as recommended by the CDC, any
clinic visits that can be postponed without
risk to the patient should be postponed.
This includes routine surveillance visits to
detect cancer recurrence. If you develop a
new symptom that might indicate cancer
recurrence you should contact your cancer
care team and not wait for the next scheduled
evaluation.

If I have a delay in care, or need to change
providers to receive care, is there anything
I should do with respect to my medical
records?

If you need to change providers you should
arrange for copy or transfer of your medical
records to your new provider, including the
pathology report, reports of any surgeries,
radiation or chemotherapy treatment, and the
results of your most recent scans, x-rays, or
other cancer evaluations.

I am in the process of diagnosis and staging
for cancer. What should I do?

Patients should discuss with their oncologists
what diagnostic and staging tests are likely
to be most informative in developing an
initial treatment plan and should prioritize
in obtaining those tests if possible.

NCCS will provide answers to general questions
about COVID-19 and patient advocacy on its
website at canceradvocacy.org.

For more information and daily COVID-19 updates go to the cdc at https://www.cdc.gov/
Centers for Disease Control and Prevention




Rick Agee’s Loving Page of Remembrance
2019

Gifts Have Been Given In Memory Of

~ Rick Agee bg ) Frank Gormley by Mitchell Lewis by
Benjamin Agee, John & Cynthia Agee, David Phillip Fredenburg Lewis & Amy Beilman
Kerry & Janie Agee, by Robert & Sally Fredenburg,
Steven & Sarah Bartfield, Janet E. Fulton, William J. Maher by
Mr. & Mrs. Steve Defoe, Joan Erickson, Mr. & M harles H Elizabeth Schroeder
. L 1. & Mrs. Charles Hyet,
Robert Helbing, James Klein,
. John & Ann Pelham, . .
Mr. Brad Neugent & Mr. Ross Helbing, : Py Hilma Maitland b
Steve Taber, Laszlo Takacs Eileen ] Sini Gormley Richard M. Mann, Beatrix McCormick
teve Taber, Laszlg Takacs, Jill Verscheure ichard M. Mann, Beatrix McCormic
'I;/Iartt.ha :: Trlzjzy Scott Genova by Danielle Wess Heanr%[é %‘fﬂﬁf{;gn by
usin Amand 5y James P. Gillooly by
Chuck & 1{/({)%}1/] a]?e?rgegisglgg\?i g Nelson, Shawna Anderson, E. G. Conley PC, Roger Matthews by Nancy Duke
Tammy Glorioso, Carol Hesz, Cody McDonald by Vicki McDonald
Mark Anderson by Angela Anderson Xin Huang,
Mr. & Mrs. Joseph Johns, Jr., Paul McGaharn by
Gordon C. Andrews by Henry & Carla Booth anlvéf ﬁ : Ke}:{ﬂman, Donna & Christina Descano
r. rs. Komer,
Vince Angelo by Nancy N. Nye Laurel Capital Corporation, Mike McNeese by
. William Patterson, Hank & Sandy McNeese
Trisha A. Appelhans b Mr. & Mrs. Thomas Schiemer, )
Daniel & Sharon Mouc Robert P. Schwab, Dwayne Spurlock, Vicki Mersiowsky by Karen Magnoni
Connie Bogus by Halle Weingarten Jesse Sv%rlrén%h’fg?rggfn’ﬂl;(’)mpson, Steve Meyerdierks by
Maria Boland by Edward Boland, Mary Ford Amber Urick, Paul Wolfe The Meyerdierks Family
; ; Robert Michaels b
George F. Bohley, Jr. by Jane Bohley Cynthia Green by Iris F. Trotman Amy Dobrez bEéclkS Ii?f%n,
i James Korris, Bo ally O’Day,
K?rel? gr[;elsztabcam ll)le“ dby Sheila Gueguen by Edmond Gueguen Augustine White, Stephen Zulanas
Ao e AT Jim Hambel by Theresa B. Hambel Martha A. Miller by Edward W. Miller
Anne Charles by Florie Mar Linda Hanlin by George R. Hanlin Micki Naimoi b
Richard B. Charny by Judith Charney Madelyn Harper by Jody Conner Ben Naimoli, Randal S. V\%ﬁber, MD
Bobbi Cole by Martin D. Cole Mary Havngs by Ben & Jill Kimbler Marjorie Nobles by Barbara Nobles
Elena Cuomo by Linda A. Swalling Ray Jenkins by Jane Johnston John O’Connor by Kevin O’Connor
Gersaafg r‘l‘ggrl} ;tDX%pﬁgk{ r.by David Kabat by Stephen Oliva by Mary Oliva
: y i Beth Afflebach, Amy Bledsoe,
E:;ngl(\){ggg,é\fl aDrgl\%ér%ﬁapse, Jenny Borjab, Sarah E. Brookshier, Jean D. Pluck by Ronald Pluck
Ann M. Driscoll, Rodman & Elsa Forter, Alicia Engledow,
m Malriertltsac(P)Iuckgballr,1 aErziwardSIil/I. .(I)aneers, Roxanne Geraci-Militello, Kent Rogers by James Prange
Jane Johnston, Aileen Morris, Chris Olson, Michael Higgins, Barbara Hill, . . .
Elizabeth Pitale, Dennis & Caria Reustle. Nichole Holladay, Allison Kabat, Bob Rosalli by Vickie Rosalli
Rubberlite Inc, Diane Kelley, Patti & Kyle Kunz,
Mr. & Mrs. Malcom Ruddock, Gerald Moriarty, John A. Payne, Charles Santo by Dorothy Santo
Barbara Shellmgton, Jeanine Wilson James iuge%aﬁ@s Smith, Lou Scarpino by Alan Workinger
Mz}rc A. Devine by T Robert Schaffer by
D}é);lrz; }(Ii gcJSalIllSeftiI]l) E\(])lyr}g& Dr. WM. Keane by Carol Keane Gary & Dale Morgenstern
Steven & Kelly Nasser, B Landers b :
Gary & Sandra Potter, James & Tami Smith Lyﬁﬁf;y& ﬂ'r‘ucf SBlgtt Gail Schneck by Ernst R. Schneck
. o Monica S Smirnoff-Levine b
Anne Dionisi by Doris Millan Jgﬁ‘;ﬁﬁr{; a (Ijlg g?llgeby onica ul\sf?igﬁae{nﬂg?ne evine by
poatricia Doherty by Terry Katz & Associates Ronald L. Smith by Nancy Clifford
Chris Nicolau Dyan by Robert Cutro Russ Lantiere by Betty Lantiere Dan Stack by Billie Cannon
. Frank Lear by Ronald St b
Jeffrey Erdos by Ronni Erdos Willila{m ﬁnltlolrs, I]\?I’ew Brown, g/}lriﬁto O%Efcoﬂli;srsg’%)gnzga Hgl’
.. . . andall D. Brown, ichae ner, Patricia Zawada
Vivian Rebecca Fishman by Joanne Fishman Mike & Sally Franklin, Holly Hughes,
Maria Folchetti by Leonard & Kathleen Mill, George Tyson by Richard Boucher
Eileen Hornung, Denise & Ashot Karamian Paul Murphy, Lynn Ann Nahrgang, .
Alice Steiner ’ George Recentio, , _ Bill Wesp by
William & Maureen Rogers, Naomi Curtis, Eric Darmofal, Anne Wesp
Ellen Lee Foss by Robert & Lisa Sears,

Brenda Hedtke, Amber Wood Gerald Fatrik & Kathleen Simons Ronald Zeltser by Rose Zeltser



CHAPTERS OF SPOHNC

Contact SPOHNC at 1-800-377-0928 for Chapter information & Facilitator contact information.
PLEASE NOTE: Chapters are not holding meetings in person at this time due to COVID-19.
Many groups have found other creative ways to support one another during this time of need.
Please call to SPOHNC to find out more information.

ALABAMA
BIRMINGHAM, HUNTSVILLE, MOBILE

ARIZONA
CHANDLER, GILBERT
PHOENIX (2), SCOTTSDALE

ARKANSAS
FAYETTEVILLE

CALIFORNIA
ARROYO GRANDE,
NEWPORT BEACH,
ORANGE-UCI,
SOUTH SANFRANCISCO,SANTAMARIA,
STANFORD, VENTURA

COLORADO
DENVER

DC
GEORGETOWN

FLORIDA
DEERFIELD BEACH, FT MYERS,
JACKSONVILLE (2), NAPLES,
PALM COAST/NORTHEAST,
WINTER PARK

GEORGIA
ATLANTA, MACON
SAVANNAH

IDAHO
MOSCOW

ILLINOIS
EVANSTON,
MAYWOOD, MORRIS, SPRINGFIELD

INDIANA
AVON
SOUTH BEND

IOWA
DES MOINES

SePeOeHeNeC

P.O. Box 53

KANSAS
KANSAS CITY

LOUISIANA
BATON ROUGE, NEW ORLEANS

MARYLAND
BALTIMORE-GBMC, BALTIMORE-JHMI,
LIBERTYTOWN

MASSACHUSETTS
BOSTON, CAPE COD, DANVERS

MICHIGAN
ANN ARBOR, SAGINAW, WARREN

MINNESOTA
MINNEAPOLIS, ST. PAUL

MISSOURI
ST. LOUIS/DPCC

MONTANA
MISSOULA

NEBRASKA
LINCOLN, OMAHA/MCC

NEW HAMPSHIRE
CONCORD

NEW JERSEY
CAMDEN, ENGLEWOOD,
LONG BRANCH, MORRISTOWN
PRINCETON/UMC

NEW YORK
BAY SHORE, BUFFALO, MANHATTAN/BI,
LENOX HILL HOSPITAL,

NEW YORK COLUMBIA PRESBYTERIAN
MANHATTAN/MS, MANHATTAN/NYU,
MIDDLETOWN, NEW HYDE PARK,
ROCHESTER, SOUTHAMPTON,
STONY BROOK , SYOSSET, WHITE PLAINS,

NORTH CAROLINA
DURHAM

OHIO
CINCINNATI,
DAYTON

OREGON
MEDFORD

PENNSYLVANIA
DUNMORE,
HERSHEY, LANCASTER, LEBANON
PHILADELPHIA/UNIV. PENN HOSPITAL,
YORK

SOUTH CAROLINA
GREENVILLE (UPSTATE)

TENNESSEE
KNOXVILLE, NASHVILLE

TEXAS
AUSTIN, DALLAS/BICMC,
DALLAS/NCC, DALLAS/UTS,
SAN ANTONIO

UTAH
SALT LAKE CITY

VIRGINIA
CHARLOTTESVILLE, FAIRFAX,
NORFOLK, MECHANICSVILLE

WASHINGTON
KIRKLAND

WISCONSIN
APPLETON

@ A\
We are stronger
TOGETHER
and we will

get through this
TOGETHER

Locust Valley, NY 11560-0053

s 2

1-800-377-0928



NON-PROFIT
ORGANIZATION
US. POSTAGE
PAID
SUPPORT FOR PEOPLE WITH LOCUST VALLEY, NY
ORAL AND HEAD AND NECK CANCER PERMIT NO. 28

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

- N

TOGETHER
WE
HEAL

W

To give a gift
in memory of

Nancy Leupold,
Founder of SPOHNC

please use the enclosed For important information on COVID-19 see page 9 & visit the
Centers for Disease Control and Prevention

Appeal Envelope
K J at www.cdc.gov
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