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Keep looking ahead!

With today’s treatment hese days, Stanley H. is focused on three things: his fishing
breakthroughs, there’s game, his garden and spending time with grandson Theo. Not
every reason to believe I making that list? His advanced renal cell carcinoma.

N After his diagnosis last year—triggered by symptoms includ-
ing lower back pain and weight loss—Stanley was immediately
putonacombined treatment featuring both an immunothera-

py, which helps his body’s own immune system find and attack the cancer, as well
as atargeted therapy, which works by blocking a protein cancer cells need to mul-
tiply. The result? Since starting treatment, Stanley’s tumors have either shrunk
completely or stabilized, meaning the cancer is no longer growing.

“I feel blessed that I was diagnosed at a time when stage IV cancer is no longer
the death sentence it used to be. Hearing ‘you have cancer’ still changes your whole
world, yet the follow-up: ‘but we can treat it!” shifts everything back into focus!” »

you can get the upper
hand on your advanced
kidney cancer.
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Where do you fit in?
Whether you’ve been newly di-
agnosed with advanced kidney
cancer, your disease has pro-
gressed despite being treat-
ed or recurred following treat-
ment, you have good reason to
be as hopeful as Stanley. The lat-
est treatments can stabilize and
even eradicate the cancer, trans-
forming advanced kidney cancer
intoa chronicillness that maybe
managed for years.

Ready to take aim at your can-
cer? Keepreading this guide, then
discussall your options with your
oncologist.

Understanding
kidney cancer
Your kidneys filter blood to re-
move impurities, excess miner-
alsand salts, and extra water from
thebody. Kidney cancer develops
when abnormal cells in the kid-
neys begin to multiply. Most of-
ten, a tumor forms in one kidney,
although two ormore tumors can
develop in one or both kidneys.
The most common type of
adult kidney cancer is renal cell
carcinoma (RCC), accounting for
ninein 10 cases. RCC develops in
the renal tubules, the tubes that
collect urine. There are different
subtypes of RCC. Seventy percent

of people with RCC have clear cell
renal cell carcinoma. Less com-
mon subtypes include papillary
renal cell carcinoma and chro-
mophobe renal cell carcinoma.
Because early RCC does not
always cause obvious symp-
toms, the disease is often not
detected until it is at an ad-
vanced stage: In stage [l kidney
cancer, the cancer has spread to
lymph nodes near the kidney,
amain kidney blood vessel, or
fatty tissue around the kidney.
In stage IV kidney cancer, the
cancer has spread to another
organ or to other lymph nodes
or tissue. Signs and symptoms
may include:
+Blood in the urine
+ Amass or lump on your
abdomen, your side or your
lower back
« Persistent lower back pain or
pressure on your side
- Loss of appetite
- Unexplained weight loss
+ Anemia (low red blood
cell count)
- Swollen ankles and legs
- Fatigue
- Persistent fever not caused
by infection
« In men, enlarged veins
around a testicle
(i.e., varicocele)

How is advanced
kidney cancer (RCC)
detected?

To diagnose a case of kidney
cancerthatis already advanced,
your doctor will ask about your
symptoms, perform a physical
exam and inquire about your
personal and family medical
history. Your doctor may also
order blood and urine tests, as
well as a biopsy, in which a tis-
sue sample is removed and ex-
amined for malignant cells. To
determine if cancer has spread,
and where, your doctor may or-
der one or more of the following
imaging tests: a CT scan, MRI
(magnetic resonance imaging),
X-ray, ultrasound or bone scan.

How is advanced
kidney cancer treated?
When determining your treat-
ment plan, your oncologist will
consider several factors, includ-
ing your cancer’s stage, your age
and overall health, the likelihood
that a particular treatment will
work and your feelings about it.
Your doctor will also consider
any treatments you’ve already
had. Options such as immuno-
therapy and targeted treatments
may also be combined to attack
the cancer from multiple angles.
Current treatments for ad-
vanced kidney cancer include:
« Immunotherapy. This treat-

ARE YOU A POC?

Black people are currently at the highest risk for kidney cancer,
according to the journal BMC Cancer, with Hispanic people and Native
Americans also at greater risk than White people.

Researchers are still looking into why, and are researching if high
blood pressure and/or chronic kidney disease—two conditions also more
prevalent in POC—may be a contributing factor in addition to genetics.
Because smoking and obesity also increase risk, it can be especially
important for POC to shun tobacco and maintain a healthy weight.

If you are experiencing any of the potential symptoms of kidney
cancer (see the list, above), or you have a family member who has been
diagnosed, ask your healthcare provider if a kidney screening might be
right for you.

ment boosts the body’s im-
mune system to destroy can-
cer cells.

» Targeted therapy. This treat-
ment targets specificgene mu-
tations that enable cancer
to grow. (Learn more about
immunotherapy and target-
ed therapy on p. 8)

« Chemotherapy. This treat-
ment enters the blood-




stream and fights cancer

cells body-wide. It is not a
standard treatment for ad-
vanced kidney cancer, and
isusually used only if target-
ed therapy orimmunothera-
py have failed.

«Surgery. Surgery may be used

toremove a kidney and sur-
rounding tissue (radical ne-
phrectomy), part of a kidney
containing a tumor (partial
nephrectomy) or cancer cells
that have spread elsewhere
(metastasectomy). Laparo-
scopic (using smaller inci-
sions and instruments than
those used in open surgery)
and robot-assisted laparo-
scopic approaches (requir-
ing special equipment) may
also be used.

Thermal ablation. Abla-
tive treatments may be used
when surgery is not recom-
mended. These are typically
delivered via probe(s) inserted
into the tumor through which
either cold (e.g. cryosurgery)
or heat energy (e.g. radiofre-

quency) is delivered. With
cryosurgery, freeze/thaw cy-
cles are used to destroy the
cancer cells, while with ra-
diofrequency ablation, cur-
rent is used to heat and de-
stroy the tumor.
Radiation. High-energy
X-rays target and destroy can-
cer cells; in advanced kidney
cancer, this therapy is main-
ly used in areas where malig-
nant cells have spread.

Some people may also con-
sider taking partina clinical tri-
al, which contributes to cancer
research. (Learn more on p. 7.)

The treatment journey is dif*
ferent for every person; but the
good news s that today’s options
are more varied and advanced
than ever. By working close-
ly with your cancer care team,
chances are that they will find
a treatment that works for you.
And, like Stanley, you’ll proba-
bly find that advanced kidney
cancer is no reason to put your
life on hold!

ADVANCED
KIDNEY CANCER

In stage Il kidney cancer, the cancer has
spread to lymph nodes near the kidney, a
main kidney blood vessel, or fatty tissue
around the kidney. In stage IV kidney
cancer, the cancer has spread beyond

the fatty tissue around the kidney or to
another organ, such as the brain, lungs or
bones, or to distant lymph nodes or tissue.
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Your advanced kidney
cancer healthcare team

These medical professionals can diagnose and help treat advanced kidney cancer.

MD who specializes in
diseases that impact
the kidney, who may
have diagnosed

your cancer and can
provide ongoing care

MD who specializes in
treating kidney cancer

MD who specializes
in cancers of the
genitourinary tract

MD who specializes in
treating cancer using
systemic treatments
such as chemotherapy,
immunotherapy and
targeted therapy

MD who specializes in
treating cancer using
radiation therapy

MD who specializes in
treating cancer using
surgery

6 Health Monitor Living / Advanced Kidney Cancer

MD who looks at tissue
obtained by biopsy

or surgery to help
diagnose kidney
cancer

MD who specializes
in preserving quality
of life through pain
management and
symptom relief

MD who may perform
X-rays, MRI scans,

CT scans and nuclear
medicine studies

nurse who provides
care, support and
education during
cancer treatment

nurse who administers
medications, such

as chemotherapy,
through infusions
and/or injections, and
supportive care

nurse who educates
and provides resources
you may need during
treatment
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Clinical trials:
Are you a candidate?

Astounding progress is being made in the treatment of
advanced kidney cancer. By participating in a clinical trial,
you may be able to benefit from the latest breakthroughs.

Here’s what you can do:

1. Search for trials

Clinical trials are run by many different
sponsors—private companies, the U.S.
government, hospitals, etc.—so there
is no single list that includes them all,
but the search tools at the National
Cancer Institute’s website, Cancer.gov/
clinicaltrials/search, and at the U.S.
National Library of Medicine’s site,
ClinicalTrials.gov, are two of the most
comprehensive and reliable.

2. Read the summarries

Trial summaries will give you the facts
about the study so you can determine if
you're a good fit. What to consider:

* Do you meet all the criteria?
Clinical trials are often looking
for people who fit specific traits—
they may only want patients who
have tried and failed to respond
to a certain type of treatment,
for example, or someone with a
specific genomic mutation.

* Location of the trial
* Length of the trial

* What is the trial
objective?

3. Contact the trials

Ask to speak with the trial
coordinator, the referral coordinator
or the protocol assistant. It’s also
possible to have your healthcare
provider call for you, as they might
be better able to answer any of the
trial representative’s questions to
determine if you're eligible. Some
guestions you or your healthcare
provider should ask:

* What are the risks, benefits and
potential side effects?

* Is the trial randomized?

* Could you be given a placebo?

* Who will cover costs (such as travel)?

« Will it affect your everyday life?

¢ Are similar trials or drugs available
through your own oncologist?
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A closer look at
immunotherapy and
targeted therapy

Thanks to groundbreaking new treatments, more than 15.5 million people are now
cancer survivors. Read on to learn more about two of the newest developments in
cancer treatment: immunotherapy and targeted therapy, which are changing prognoses
and improving quality of life for many, even those with advanced kidney cancer.

IMMUNOTHERAPY
What is it? Immunotherapy the immune system a boost, so Can an immunotherapy
treatments stimulate a person’s it can better fight cancer cells. medication treat advanced
own immune system to identify kidney cancer?
and destroy cancer cells. How is immunotherapy Yes. Immunotherapies are

different from chemotherapy? already approved by the Food

How do immunotherapy Chemotherapy is aimed and Drug Administration
medications work? at all rapidly dividing cells, to treat advanced kidney
Immunotherapies “mark” cancer whether cancerous or not. cancer. (Sometimes two
cells so the immune system can Immunotherapy is aimed at immunotherapies are given
more easily find and destroy immune cells, enabling them in combination.) Ask your
them. Immunotherapies also give to attack cancer cells. doctor if you may be eligible.

Immunotherapies—at a glance

THERAPIES HOW THEY WORK

These man-made versions of immune system proteins can be used
Monoclonal to target a specific part of a cancer cell. Many monoclonal antibody

antibodies medications are checkpoint inhibitors. (See below.)

Cancer cells can sometimes manipulate molecules (aka “checkpoints™)
Checkpoint on immune cells so the immune cells won’t recognize and attack them.
inhibitors Checkpoint inhibitors target these molecules, enabling the immune

system to recognize and attack the cancer.

Treatment (vs. preventive) vaccines boost your immune system’s response

Cancer vaccines
to cancer cells.

Cytokines help your immune system fight cancer cells; they may be used

LA alone or in combination with other treatments, such as chemotherapy.
Other Additional therapies to fight a variety of cancers are available; some are
immunotherapies being studied in clinical trials.

8 Health Monitor Living / Advanced Kidney Cancer
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TARGETED THERAPY

What is it? Targeted therapy
blocks specific molecules
that signal cancer cells to
multiply and spread. It is
used to slow the growth of
cancer, kill cancer cells or
relieve symptoms caused by
cancer. Targeted therapy is
primarily used for cancers
that overproduce specific
proteins or have certain
gene and protein mutations.

How do targeted therapies
work? Targeted therapies
work in different ways

Targeted therapies—at a glance

L Ned.oo
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depending on if they target
a molecule within or on the
surface of the cancer cell.
Some attach to proteins
inside a cancer cell to block
the process that tells cells
to grow, and some block
enzymes that cancer cells
use to reproduce.

How is targeted

therapy different

from chemotherapy?
Chemotherapy is aimed at
all rapidly dividing cells,
whether cancerous or not.

A
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Targeted therapy is aimed
at specific aspects of cancer
cells to stop them from
growing and dividing.

Can a targeted therapy treat
advanced kidney cancer?
Yes. Targeted therapies are
already approved by the Food
and Drug Administration to
treat advanced kidney cancer,
and are usually given along
with other types of therapies,
including immunotherapies.
Ask your doctor if you may
be eligible.

THERAPIES HOW THEY WORK

These drugs block the cancer’s ability to grow new blood vessels that

Angiogenesis
inhibitors

contain nutrients it needs to grow.

Hormone therapies

These drugs either block or stop the production of hormones certain
cancers need to grow, such as breast and prostate cancers.

Signal
transduction
inhibitors

These drugs block signals and enzymes that tell cells to continue to
divide and grow.

Gene expression
modulators

These drugs change the proteins that control the way gene instructions
in cancer cells get carried out.

Apoptosis
inducers

These drugs cause cancer cells to go through the natural process of cell
death.
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“THREE
YEARS IN
—AND MY
CANCER
IS STABLE!

When Joel Stern was told the treatment for his stage IV
kidney cancer would be “palliative,” he envisioned the
worst. But three years later, thanks to breakthrough
new treatments, he’s still here, still strong and still
determined to work on his tennis game.

—BY DANIELLE TUCKER

CONTINUED ON P. 12

10 Health Monitor Living / Advanced Kidney Cancer



“Im just living every
day like it might
be my last and
making the most
of it...I have stage
IV cancer and
surprisingly?

I’m content!”
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When Joel Stern isn’t spending
time with Donna, his wife of 35
years, his kids or his grandsons,
you’re likely to find the 63-year-old
retired legal professional on the
tennis court perfecting his swing,
figuring out how to use his new
Peloton bike orjogging around his
neighborhood in Chicago. And if
that sounds exhausting enough,
consider he’s doing all that while
battling stage IV clear cell renal cell
carcinoma (RCC).

Joel’'sissues began in the fall of
2020, when knee and hip pain be-
gan toimpact his tennis game. By
mid-November, even simple move-
ments like getting in and out of his
car were becoming increasingly dif-
ficult, forcing him to call the or-
thopedic surgeon who had previ-
ously treated him for knee issues.

Afterroutine X-rays and an MRI,
Joel assumed the diagnosis would
be one more “old fart” ailment. But
on the Monday before Thanksgiv-
ing, the phone rang. Joel recalls
the cold bluntness of the doctor’s
words: “You have a very large lesion
on your iliac bone, which is suspi-
cious for cancer that has metasta-
sized from somewhere.”

“l thought | only had
weeks or days left”

The word “cancer” was not a
new one for Joel. He’d watched
his mother fight her own 15-year
battle. His father had also been
diagnosed with prostate cancer,
and in 2007 Joel received the
same diagnosis. Thankfully, it was
caught early, and with surgery,
Joel was considered cured. A few
years later, he learned that he had
the BRCA 1 gene mutation, which

increases therisk for several cancers
in men, including breast, prostate,
pancreatic and kidney.

“Despite all that, the stage IV di-
agnosis was a great shock,” Joel re-
calls. “Twish I could say the earlier
cancer diagnosis helped me deal
with it, but it was so different.”

With great empathy, the oncol-
ogist explained to Joel that stage
IV disease meant there wasn’t a
cure, and that Joel’s care would
be “palliative.”

“I had always thought of that
word as the equivalent of hospice—
in other words, I thought it meant
I'was dying,” reflects Joel.

“l was ready to fight!”
Luckily, Joel’s cancer care team was
able to soften the blow, and his doc-
tors explained that while his kid-
ney cancer wouldn’t be “curable”
like his prostate cancer had been,
it was still treatable—today, in fact,
he had more options than ever.

In the days following his initial
diagnosis, Joel’s medical team de-
veloped a plan of action to eradi-
cate, shrink and stabilize his cancer.
He started with amonthly regimen
ofintravenous targeted and immu-
notherapy drugs, as well as radia-
tion to shrink the painful tumor
on his iliac bone.

“The combo of the infusions
and radiation was rough; I felt like
a couch-ridden ‘corpse’ and was
struggling with self-pity and anx-
iety,” Joelrecalls. “I have always told
my children that anxiety is worse
thanreality, and I eventually real-
ized Iwasn’t listening to my own ad-
vice.” Thankfully, in the weeks fol-
lowing the conclusion of radiation
treatments, Joel’s hip pain slowly
improved, and treatment side ef-
fects were much more manageable.

Even better? The medication
combination was working, and on-
going scans have shown his can-
cer hasremained stable. Eventual-
ly he was even able to have surgery
to remove the primary tumor on
his kidney.

As Joel enters year three of liv-
ing with cancer, he’s now focused
on adding items to his “bucket list,”
including sporting events, concerts
and vacations, which he says gives
him something to look forward to
and keeps him focused on the fu-
ture. “Maybe Il still live to 100?
Who knows. I'm just living every
day like it might be my last and
making the most of it. I'm less
stressed, and I don’t fear death
anymore, which is crazy. I have
stage IV cancer and surprising-
ly? I'm content!”

“I've always told my children
that anxiety is worse than
reality, and I eventually
realized I wasn’t listening
to my own advice.”

12 Health Monitor Living / Advanced Kidney Cancer
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Yes, you can
thrive despite

advanced

kidney cancer!

Here, Joel shares the tips that have helped him
manage life while undergoing treatment.

Find your healthcare “captain.”
Joel can’t thank his medical team
enough for guiding his treatment,
especially the “captain of his ship,”

Dean G. Tsarwhas, MD, medical director
of the Cancer Center at North Region
Northwestern Medicine. “We’re partners.
He listens to me. | challenge him. | ask
questions. Sometimes | disagree with
him, but we have a great relationship.
Every patient needs a captain!”

Find a purpose.

Retired from the legal profession, Joel
has a history of advocacy. Today, the
former CEO of the National Association
of Minority and Women-Owned Law
Firms uses his experience to advocate
for patients and families touched

by RCC. His newly released book,

My Journey with Stage IV Renal Cell
Carcinoma: How To Make the Most of
a Dire Diagnosis, was a true “labor of
love.” Six months after his diagnosis,
Joel became active in the “Our Stage
IV Journey with Renal Cell Carcinoma”
Facebook group and started posting
a “Thankful Friday” post each week,
encouraging himself and others to post
something they were thankful for that
week. The positive words became a
highlight among the members, and at
the urging of the group and his family,
Joel eventually compiled 18 months

of posts into a book with all proceeds

funding kidney cancer research. He
considers it his legacy and hopes the
words comfort and support others
facing challenging circumstances.

Focus on what’s important.
Between his service as a Kidney Cancer
Association board member, executive
coach, and government research grant
adviser, Joel prioritizes spending as
much time as possible with his family.
Mondays and Fridays are high points
each week as he spends quality time
with his grandsons. Planning trips keeps
Joel active and gives him something to
anticipate—and there are even whispers
of a future skydiving excursion.

Put a limit on anxiety.

Joel realized he couldn’t just make his
anxiety go away entirely, so today he
allows himself to have anxious thoughts
for a dedicated 30 minutes a day. The rest
of the time? “I’'m too busy to be anxious!”

Speak up about side effects.
When one medication caused Joel

to develop a rash, he was open and
honest with his care team, who helped
him by tapering down the dosage. He
also overcomes fatigue with frequent
naps and goes in for regular scans to
monitor his blood pressure, thyroid levels
and creatine levels, all of which can be
impacted by his current treatment.

13
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Keep track of
your symptoms

Check the boxes to indicate any symptoms or side effects you’re
experiencing and how often they are affecting your life, then share
this page with your care team so they can help you feel your best:

A few Multiple
Rarely times a Daily times
week a day

i Doesn’t

SYMPTOM affect me

Diarrhea ] ]

Stomach cramping

Nausea/vomiting

Constipation

Skin rash

Difficulty breathing

Rapid heartbeat

Dizziness

Headache

Joint pain

Fatigue

Feeling down or depressed

0 Y Y A Y I O O O
0 Y Y A Y I O O O
I Y Y Y Y I O I O O
0 Y Y A Y I O O O
I B O

Other (please specify):

74

List the current medications you are taking, including anything over-the-counter or any supplements:

List any conditions (e.g., diabetes, heart disease, etc.) you’ve been diagnosed with since your last visit:

List any major life events (e.g., job change, divorce, moving) that have occurred since your last visit:

14 Health Monitor Living / Advanced Kidney Cancer



WATER CONSUMPTION My father is undergoing
treatment for advanced kidney cancer—should
he drink more or less water to help his kidneys
function more easily?

Answers to
your questions
about advanced
kidney cancer

A: Your father will either
undergo (or has undergone)
surgery to remove the can-
cer in his kidney, systemic
(body-wide) therapy for kid-
ney cancer metastases, ora
combination of these treat-
ments (surgery + systemic
therapy). Kidney cancer sur-
gery causes loss of kidney
tissue, whether an entire
kidney is removed or just
the part containing the can-
cer, which results in dimin-
ished kidney function. It is
important to stay well-hy-
drated after such proce-
dures to allow good blood
flow to the remaining kid-
ney tissue. It is equally im-
portant to adopt a low salt
diet (we typically recom-
mend a “no added sodi-
um” diet, as there is quite

a bit of salt in most foods
already), and to favor veg-
etable rather than meat
sources of protein, as they
are easier for the kidneys to
handle. If your fatheris un-
dergoing systemic therapy
rather than renal surgery,
hydration can be important
aswell, as the kidney(s) help
clear some of the therapies
that may be administered.
Hydration also ensures that
medications will reach their
targets through the blood-
stream and is important in
case there is therapy-relat-
ed nausea, vomiting or di-
arrhea. Finally, good hydra-
tion helps prevent blood
clots, which are more com-
mon in patients with cancer
and in patients having sur-
gery of any kind.

YOU & YOUR CARE TEAM @

TREATMENT
WORRIES

Q: My oncologist recom-
mended a combination
immunotherapy/targeted
therapy to treat my stage
IITrenal cancer. The idea
of multiple medications
at once scares me—does
that mean I’'m going to
have double the side ef-
fects? Am I going to lose
my hair like with chemo?
A: The systemic therapies
used to treat advanced kid-
ney cancer are not like tra-
ditional chemotherapy that
destroys all fast-growing
cells (such as those in the
Gl tract and scalp, whichis
why chemo can cause side
effects like nausea, diar-
rhea and hair loss). Tradi-
tional chemotherapy does
not work against advanced
kidney cancer, but immu-
notherapy and targeted
therapies do. These newer
agents only attack pathways
used by kidney cancer cells
to grow and/or help the im-
mune system “see” the can-
cer and attack it more ef-
fectively. It’s quite common
today forimmunotherapies
and targeted therapies to
be given in combination be-
cause it’s an effective treat-
ment strategy for many peo-
ple, and the good news is,
even combined, these new-
er medications usually have
much fewer side effects
than chemo.

OUR EXPERT: Christian
Paul Pavlovich, MD, Bernard
L. Schwartz Distinguished
Professor in Urologic
Oncology, Professor of
Urology, Johns Hopkins
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TRUE INSPIRATION @

“Kidney cancer
CANT SLOW
US DOWN!”

Tracy and Michael know that living with
advanced kidney cancer can be tough
sometimes—but it doesn’t have to

limit your life! Read on for their tips on
managing everyday tasks, stress, mental
health, fatigue and more.

—BY LINDSAY BOSSLETT

Stay positive.
cc In early 2020, Tracy “Tra” Poyneer came down with pneumonia.
Ta p yo u r While in the hospital, she discovered two things: She had COVID,

and she had stage III kidney cancer. “It was devastating,” recalls

n veo un d the retired real estate marketing exec. “There I am in quarantine,

st ren g t h — alone, coping with what—at the time—was a frightening new illness,

. and then they discover my d-Dimer [a test that looks for blood clot-

a n d See k loy! »” ting issues] results are too high, so they sent me for a CT scan to

check for clots and discovered I had a 9-cm mass on my kidney.”
Tra, who refers to her primary tumor as “Karen,” was determined
tolook on the bright side. “I'm very thankful for my ER doctor, Dr.
Todd Rosen of the University of Maryland. He took a chance when
TRACY “TRA” POYNEER, 50 he sent me for that CT scan, because ERs had stopped routinely
ANNE ARUNDEL scanning COVID patients for clots at that time. If not for that, we
SOIINTRT ]2 wouldn’t have caught ‘Karen’ when we did.”

Seek a second opinion.

“I'was diagnosed with stage IIl chromophobe (a.k.a. non-clear cell)
renal cell carcinoma at the University of Maryland Tate Cancer
Center, but I decided to switch to the Lombardi Cancer Center in
Georgetown, MD, because they have oncologists who specialize
in kidney cancer, and non-clear cell is more rare. There,  was able
to have genetic testing done that revealed a defect in my SDHB
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@ TRUE INSPIRATION

gene. More testing is being done today
toseeifthat defectislinked tomyRCC,
which could impact treatments in the
future. It’s important to feel like you
and your cancer care team know all
they can about your condition—there
is always something to learn, especial-
ly when genetics plays arole.”

Focus on the “now.”

“To cope with everything, I’ve been
working on honing my fishing, crab-
bing and boating skills,” says Tra, who
lives off Maryland’s Magothy River. “Be-
ing on the water provides me tranquili-
ty, and Ilearned that healing from can-
cer can mean finding new strength and
joy.It changed the way I've viewed life’s
unexpected challenges and helped me
let go of all the negativity I had been
carrying.”

Join a support group—

or all of them!

“I think I reached out to every sup-
port group available,” Tra laughs.
“But they were helpful in so many
ways, including getting me involved
in the kidney cancer community. I'm
proud to say I was part of a six-wom-
an team that raised $50,000 for the
first-ever patient-led research grant
for my type of RCC through the
Kidney Cancer Research Alliance
[kccure.org]. Today I feel honored to be
able to connect with other rare RCC
patients to help them along their jour-

“One positive

to my diagnosis

is it’s brought me
closer to the people in
my life,” says Tra with
husband A.F. and
their dog, Latke.

ney and keep advocating for funding
for non-clear cell research.”

Avoid the “Google trap.”

“Researching your cancer online will
only generate worse-case scenarios.
Reach out to oncology specialists who
are knowledgeable and who treat oth-
ers with your RCC subtype. RCC social
media support groups can be helpfulin
thisregard, too. You'll find others that
have gone through a similar situation
or can point you in the right direction.”

Rely on others.

“Having areliable caregiver, support
system and partner was (and is) criti-
calin my journey,” Tra says. “It’s hard
enough processing anew diagnosis, and
the overwhelming amount of anxiety
over upcoming scans, without going it

gl i, L
e E
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alone. My community rallied around
me by providing meals during surger-
ies, and sending me cards, care pack-
ages and uplifting words.”

Find a hero.

“My diagnosis has brought me closer to
my husband and even extended fami-
lymembers. I've also learned that I can
push myselfin ways I never thought
possible, both mentally and physically.
My parents live on the Eastern Shore in
Cambridge, MD, which is Harriet Tub-
man’s birthplace and I've had the priv-
ilege of visiting there often. Her story,
her strength, her determination, her
beauty, her courage and faith have in-
spired me to keep pushing. She was a
remarkable woman and taught me to
#HoldSteady when you think you can’t
go on anymore.”

Photo by O'Doherty Photo



Photo by Christopher Analista

“Stay strong—
and stay
hopeful!”

MICHAEL WHITLEY, 45
HUNTSVILLE, AL

Listen to your body.
Everything changed for Michael Whit-
ley on September 3,2019. “That’s the day
my friend, a nephrologist, officially di-
agnosed my kidney cancer.I've been on
treatment, including both immunother-
apy and targeted therapy, ever since.”
Michael dismissed his initial symptoms,
which began in January of that year, as
kidney stones, passing “several,” which
turned out to be blood clots. “Finally, in
September I agreed to go tomy friend’s
clinic for bloodwork and urinalysis. Both
came back normal. She pushed me to
geta CT scan,and I gota copy of myim-
ages when I left the scan center. I texted
her animage because I thought my left
kidney was ‘inflamed.” Turns out it was
amassive tumor—I'm definitely glad I
finally listened to her about getting that
scan!” Subsequent tests determined
Michael had stage IV clear cell renal
cell carcinoma.

Seek a coping mechanism.

My vision completely narrowed, and I
became hyper focused when I'was diag-
nosed. My goal became tolearn as much
as possible about this cancer and be the
best patient possible. So for the first three
months, I processed my emotions by do-
ingintense research, looking upjournal
articles and watching and reading ev-

erything I could about kidney cancer.
I1didn’t fully ‘feel’ the impact of the di-
agnosis until around December 2019.
Then Iworked to process my emotions
by talking about them with friends and
family and making plans for the future
regarding my treatment. Having a plan
has always made me feel more secure!”

Find your new “normal.”
“When I was diagnosed, I was halfway
through an MBA and running my engi-
neering firm, EngeniusMicro. [ was com-
pletely transparent with my employees
and customers. Luckily, I still finished
my MBA and was able to keep working
while in treatment. I could not have done
any of this without my business partners
and employees helping to shoulder the
load when things were tough.”

Reach out.

“I find support through online forums
such as SmartPatients /smartpatients.
com] and connections I have made with
otherkidney cancer patients, advocates
and researchers. Working on ‘doing’
rather than just ‘talking’ makes me feel
more in control of my disease, so I've
recently become active in a patient ad-
vocate role, helping to advise newly di-
agnosed patients, perform research re-
views for funding organizations and

advocate for additional research fund-
ing for kidney cancer through organi-
zations like the Kidney Cancer Asso-
ciation [kidneycancer.orgl.”

Find a doctor you trust.

“I sought a second opinion from a kid-
ney cancer expert aftermy initial diagno-
sis. Having confidence in my care team
is critically important to reducing anxi-
ety about my future treatments. There is
somuch uncertainty with cancer treat-
ments and it is important to have trust
that the team you have assembled is pro-
viding you the best advice possible.”

Health@Monitor*
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Find the
EMOTIONAL

CARE

you heed

Cancer doesn’t only have a bodily impact;

it can also cause mental distress. Studies
show that anxiety and depression can
interfere with a person’s adherence to
treatment. If you’re down, on edge, irritable,
or out of sorts, read on to find the right
support! —BY MARISSA PURDY

IN-PERSON THERAPY
What it is: A psychologist, psychia-
trist, licensed therapist or social work-
er can work with you to develop a per-
sonalized plan specific to your needs
using methods such as psychoanaly-
sis, cognitive behavioral therapy, ho-
listic therapy and more.

It might work best for you if:
You’re not comfortable speaking up
in a crowd, you prefer more person-
alized attention or you’re also looking
to work through emotional issues not
related to your cancer.

How to get started: You can find a
licensed practitioner that works
for you on psychologytoday.com or
goodtherapy.org.

TELEHEALTH COUNSELING
What it is: The same type of one-on-
one session as in-person therapy but
conducted online or via phone or text.
It might work best for you if: You
live in aremote area, lack transporta-
tion or have mobility issues.

How to get started: Visit Teladoc, an
online search engine that can help
you get matched with a therapist that
fits your lifestyle, or ZocDoc, a plat-
form you can use to find a variety of
online healthcare specialists.

SUPPORT GROUPS

What they are: These meetups can
sometimes involve people only with
your type of cancer, cancer in gener-
al or people dealing with any type of
chronic health condition. They of-
ten gather at hospitals, wellness cen-
ters, community centers or church-
es and are sometimes run by trained
professionals.

They might work best for you if:
You’re looking for information or
affirmation from others going through
a similar situation as you.

How to get started: Look for flyers at
yourlocal hospital, cancer care center
or community center, or try search-
ing on meetup.com to find meetings
near you.

28 Health Monitor Living / Advanced Kidney Cancer

SOCIAL MEDIA GROUPS
What they are: Online peer support
groups where you can connect with
people virtually.

They might work best for you if:
You’re seeking the same type of sup-
port as a support group but want to
be able to reach out to anyone at any
time. These can also be helpful forthose
who live in remote areas or who oth-
erwise might have difficulty getting
to ameeting.

How to get started: Search for “kid-
ney cancer support” or #kidneycancer
on social media sites like Facebook,
Instagram and Twitter.

Need help paying

for mental health care?

TRY THESE RESOURCES:

e Cancer Financial Assistance
Coalition cancerfac.org

* National Patient Advocate
Foundation npaf.org
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screening can help
keep people together.

Call the American Cancer Society at 1-800-227-2345
or visit cancer.org.
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5 EASY WAYS to lower

Recurrence anxiety—the
fear of cancer coming
back—impacts nearly 70%
of cancer patients, with
close to 40% reporting
depression as a result,
according to a study in the
journal Neuropsychiatric
Disease and Treatment.
One of the most effective
methods for managing
those emotions? Gaining
back a sense of control.
Read on for the common
risk factors you can take
charge of to lower your
risk of recurrence, and see
if they could work for you!
—BY MARISSA PURDY
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KICK THE BUTTS

Smoking is not just a risk
factor for lung cancer—

it raises your risk for

any form of cancer
recurrence, according

to the American Cancer
Society (ACS). That’s
because smoking exposes
you to cancer-causing
chemicals, including PAH,
N-nitrosamines, aromatic
amines, 1,3-butadiene,
benzene, aldehydes and
ethylene oxide, which are
absorbed directly into
the bloodstream and
circulated throughout the
body. Today, there are
many effective methods
to help you cut the habit
for good, including
medications, addiction
counseling and more.
Visit smokefree.gov for
some tips to help get

you started.

STAY ACTIVE

You probably already
know the American Heart
Association recommends
150 minutes a week of
physical activity to keep
your ticker in top shape,
but this recommendation
extends to cancer patients
in remission, as well. A
study by the Journal of
Cancer Survivorship found
that cancer patients in
recovery who maintained
regular physical activity
had a profoundly improved
outcome—getting moving
not only lowered rates of
recurrence and increased
survival rates, it also lowered
anxiety and depression. The
moral? Staying active can
significantly improve your
mood and help stop cancer
from returning. And luckily
that doesn’t mean training
for a marathon—study
subjects saw improvements
using a range of activities,
including walking, dancing,
yoga and strength-building
exercises.



your recurrence risk!

LIMIT ALCOHOL INTAKE

Much like smoking impacts
more than the lungs, drinking
excess alcohol can increase
health risks to more than just
your liver. In fact, the World
Health Organization esti-
mates that anywhere from 4%
up to 25% of cancers world-
wide are attributable to
alcohol. That’s because the
alcohol we drink—whether
beer, wine or liquor—is com-
prised of ethanol, which can
damage our DNA, causing
cancer cells to develop. Alco-
hol also increases risk in other
ways, including preventing the
absorption of certain antiox-
idants, and increasing estro-
gen levels, which can promote
the growth of certain estro-
gen-receptor positive cancers.
Luckily, lowering your alco-
hol-related risk typically does
not mean giving up happy
hour completely—just keep
the amounts you drink within
the recommended levels. The
Centers for Disease Control
and Prevention recommend
two drinks or less in a day for
men or one drink or less in a
day for women, but ask your
cancer care team what levels
are safe for you.

TASTE THE RAINBOW

By upping your intake of
colorful fresh fruits and
veggies, that is. In general,
the same eating plan
recommended for a healthy
heart and lifestyle applies
to lowering your cancer risk,
as well. Several studies have
linked high consumption

of red meat, cured meats,
sugar, canned goods (which
can contain the carcinogen
BPA), fried foods and high-
fat dairy to increased risk of
dozens of types of cancer.
After completing treatment,
the ACS recommends

filling your plate with whole
fruits and vegetables, lean
protein (such as chicken
and fish), beans, nuts and
whole-grain carbs like
brown rice.

How often should | go

' k|

DON’T MISS
FOLLOW-UP SCANS
More so than anything else,
adhering to your care team’s
recommended screening
schedule can help you detect
any signs or symptoms of
recurrence before they pro-
gress. The Centers for Dis-
ease Control and Prevention
(CDC) suggest a great way
to stay on top of your care is
to create a “survivorship care
plan” with your team, which
includes a record of your
treatment history, a sched-
ule for exams and future test-
ing, and different ways they
recommend specifically for
you to stay healthy. And if a
recurrence does occur? Take
heart—with today’s treat-
ment options, you have every
reason to believe you can
beat this episode of cancer,
as well, and get back to
living in remission! @

for follow-up screenings?
Exact recommendations can vary from patient to patient,

but generally speaking most patients with advanced stage
cancer who achieve a full response from treatment will need
scans every 3 to 6 months for the first 3-5 years after
treatment and every 6 months to every year going forward.

31



Health

Monitor

Living

Questions to ask

at today’s exam

What are the results

of my latest tests and
scans, and what do
they indicate about my
current treatment?

1%

What are the side
effects | can expect?

1%

What should | know
about immunotherapy
or targeted therapy?
Are either or both an
option for me?

Is there a clinical

trial that can help me?
What are the pros and
cons of participating
in a trial?

7

7

What future tests will | need to track my progress?

1%

Can | still work while
undergoing treatment?

1%
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Do you know of any
support groups |
can join?

I

Scan this
QR code for
free home
delivery

Are there any side
effects that | should
report to you
immediately?

7

If this treatment
doesn’t work, what are
my next options?

74

On treatment
and need
help covering
the cost?

Ask your healthcare
provider about patient
assistance programs or
call the manufacturer
of the treatment you
have been prescribed.
Many pharmaceutical
companies offer
copay assistance
programs that can
make treatment

more affordable.



