JULY 2019 | SPECIAL FEATURE ThelynXgroupCf%gj

CONQUER

the patient voice-

) ON BEING THE
CAREGIVER

FEATURING
LUNG CANCER SPOTLIGHTS

:_\ or

Official patient magazine of

¥ fin AENN DYEI-\R

Academy of Oncology

con q uer-m ag azine.com Nurse & Patient Navigators ANN'VERSARY
© 2019 Green Hill Healthcare Communications, LLC Paid for in part by AONN+Membership Dues



CONQUER

the patient voice"

What Is a Cancer Caregiver?
The Journey of a Cancer Caregiver

How a Caregiver Can Get Informed

co o~ b M

Caregiver Perspectives on Gaps and Barriers
to Cancer Care

]0 Improving Cancer Outcomes
1 1 Self-Care: Caring for the Cancer Caregiver

1 4 Resources

CONQUIER: the patient voice, ISSN 2475-823X (Print); ISSN 2475-8248 (Online), is published 6 times
a year by Green Hill Healthcare Communications, LLC, 1249 South River Rd, Suite 202A, Cranbury,
NJ 08512. Copyright © 2019 by Green Hill Healthcare Communications, LLC. All rights reserved.
CONQUIER: the patient woice logo is a trademark of Green Hill Healthcare Communications, LLC. No
part of this publication may be reproduced or transmitted in any form or by any means now or hereafter
known, electronic or mechanical, including photocopy, recording, or any informational storage and
retrieval system, without written permission from the Publisher. Printed in the United States of
Anmerica.

The ideas and opinions expressed in CONQUER do not necessarily reflect those of the Editorial Board,
the Editors, or the Publisher. Publication of an advertisement or other product mentioned in
CONQUER should not be construed as an endorsement of the product or the manufacturer’s claims.
Readers are encouraged to contact the manufacturers about any features or limitations of products
mentioned. Neither the Editors nor the Publisher assume any responsibility for any injury and/or damage
to persons or property arising out of or related to any use of the material mentioned in this publication.

EDITORIAL CORRESPONDENCE should be addressed to EDITORIAL DIRECTOR,
CONQUER, 1249 South River Rd, Suite 202A, Cranbury, NJ 08512. E-mail: editorial@conquer-
magazine.com. Phone: 732-992-1892. Correspondence regarding permission to reprint all or part of
anyarticle published in thisjournal should be addressed to REPRINT PERMISSIONS DEPARTMENT,
Green Hill Healthcare Communications, LLC, 1249 South River Rd, Suite 202A, Cranbury, NJ 08512.

This special issue and the Caregiver Roundtable were
sponsored and moderated by Takeda Oncology.

CPS1428

2]

é}' Green Hill Healthcare
Communications,Lic™
Your Innovative Partners in Medical Media

Senior Vice President/Group Publisher
Russell Hennessy
rhennessy@the-lynx-group.com

Vice President/Director, Sales & Marketing
Joe Chanley
jchanley@the-lynx-group.com

Sales Associate
Adam Walton
awalton@the-lynx-group.com

Senior Editorial Director
Dalia Buffery
dbuffery@the-lynx-group.com

Associate Editor
Lara J. Lorton

Copy Editor
Adam Buffery

Senior Production Manager
Melissa Lawlor

Thelyr'IXgroufo%—j

President/CEO
Brian Tyburski

Senior Vice President/Group Publisher
Nicholas Englezos
nenglezos@the-lynx-group.com

Senior Vice President/Group Publisher
John W. Hennessy
jhennessy2@the-lynx-group.com

Senior Vice President, Sales & Marketing
Philip Pawelko
ppawelko@the-lynx-group.com

Vice President, Finance
Andrea Kelly

Director, Human Resources
Mara Castellano

Director, Strategy & Program Development
John Welz

Chief Nursing Officer
Senior Director, Strategic Planning &
Initiatives
Danelle Johnston, MSN, RN,
ONN-CG, OCN

Senior Vice President, Group Operations
Marion Murray

Director, Quality Control
Barbara Marino

Director, Production & Manufacturing
Alaina Pede

Director, Creative & Design
Robyn Jacobs

Director, Digital Marketing
Samantha Weissman

Executive Vice President, Sales & Marketing
Shannon Sweeney

Vice President, Business Development
Scott Hammersla

Vice President, Account Group Supervisor
Alex Charles
Deanna Martinez

Account Group Supervisor
Pamela Intile



The 8 caregivers who took part in this roundtable are from different cities
throughout the United States, have unique backgrounds, and experienced
different cancer journeys. Although the majority of the participants were

focused on lung cancer, they recognized how much they had in common with
those caring for loved ones with other diseases. Whether their loved ones are

Y usbcnd Elijah, played foot-

boII in the National Football League
for 9 years. He was diagnosed with
multiple myeloma in 2005, 2 years
after he refired. He passed away
in 2010 at the age of 35, survived
by Kim and their 2 children. Since then, Kim and Elijah’s
youngest son has been drafted by a national baseball
team. Kim is a member of the Board of Trustees of the
Leukemia & Lymphoma Society.

Renee Martin Anderson
(Chicago, IL)

Renee’s mother was diagnosed with
non-small-cell lung cancer at the
age of 82 and recently died at the
age of 85 after exhausting all avail-
able freatment options. Renee's hus-
band and ex-husband (with whom
she co-parents their 3 sons) also have cancer. Her ex-hus-
band is in remission, whereas her husband continues with-
out undergoing any treatment.

Kristine Cherol

(Cleveland, OH)

In 2016, Kristine's husband, John,

was diagnosed with epidermal

growth factor receptor (EGFR)

mutation-positive non-small-cell

\ lung cancer at the age of 28.
W' He passed away on the 2-year

anniversary of his diagnosis in 2018, 4 months after he

and Kristine were married.

Robin Youkilis DiPaolo
(Chicago, IL)

Robin's mother was diagnosed
with lung cancer more than 12
years ago and survives. Robin's
male friend was diagnosed with
lung cancer at the age of 46 and
is also still fighting.

Chris Draft

(Atlanta, GA)

Chris's wife, Keasha, was diagnosed
with HER2-positive stage IV non-
small-cell lung cancer at the age of
37. They were married in November
2011; Keasha lost her fight 1 month
later.

Georgeta Lester
(Greensboro, NC)

Georgeta’s mother was diag-
nosed with stage IV EGFR
mutation-positive  non-small-cell
lung cancer in 2016 and passed
away approximately 20 months
later. Georgeta volunteers with
the LUNGevity Foundation.

Ros Miller

(Tampa, FL)

While she was caring for her
elderly parents, Ros's 28-year-old
daughter, lJillian, was diagnosed
with stage IV lung cancer in
June 2012. lJilian passed away
in May 2013. Ros is the founder
of Jillian's Dream (www.jilliansdream.org), a non-
profit organization that is dedicated to changing
perceptions, raising awareness, and funding new
discoveries in lung cancer, as well as the Vice President
of Prelude to a Cure, Inc (www.preludetoacure.com),
a nonprofit supporting Moffitt Cancer Center’'s Lung
Cancer Center of Excellence.

Danielle Pardue

(Wilkesboro, NC)

Danielle’'s mother was diagnosed
with stage IV non-small-cell lung
cancer in 2015. Danielle left the
practice of law to care and
advocate for her mother, as well as
her father, who has several chronic

heoITh issues. In oddmon to caring for her parents, Danielle

serves as a Social Media Ambassador and blogger for the
LUNGevity Foundation, a Social Media Chair for Upstage
Lung Cancer, and an intern for Triage Cancer.




On Being the Caregiver

cancer diagnosis not only affects the per-
Ason with cancer, but also his or her family,

coworkers, friends, and pets. Caregivers of
people with cancer have an especially difficult
job. They provide emotional and physical support
and are critical members of the care team along-
side healthcare providers. How does someone
learn how to be a good caregiver for a person
with cancer2 What skills are most importante How
can caregivers care for themselves?2

In May 2018, 8 caregiver advocates who cur-
rently care for (or have cared for) someone with
cancer met in Cambridge, MA, to take part in a
Cancer Caregiver Roundtable, which was moder-
ated and sponsored by Takeda Oncology. During
the roundtable meeting, participants shared their
personal journeys as caregivers—describing the
unique social and cultural factors that shaped
their experiences, as well as the skills and behav-
jors they found most valuable.

Inspired by the candid insights and practical
advice that these participants shared with hones-
ty, strength, humor, and, above all, an unwaver-
ing love for their “person,” this white paper pro-
vides an overview of the unique journey of a
cancer caregiver, and features special spotlight
sections on caring for individuals with lung cancer.

Participants recount their missteps, triumphs,
stressors, frustrations, and joys. They are people
who learned firsthand that caring for someone
with cancer is neither easy nor predictable. These
caregivers now use the knowledge and insights
that they gained to become strong advocates for
other people with cancer and their caregivers. It
is the hope of these roundtable participants that
their experiences can empower others who may
be feeling vulnerable or overwhelmed by the
emotions and responsibilities that come with car-
ing and advocating for a family member or friend
with cancer.
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WHAT IS A CANCER CAREGIVER?

Cancer caregivers help their loved ones who
have been diagnosed with cancer to learn about
their condition and to cope with daily needs.’
Caregivers may help with needs such as fraveling
to doctor's appointments, preparing meals,
talking through the patient’s questions and feel-
ings, and learning about treatment opftions.'

“Caregivers should know that they are
extremely important. I would tell them, ‘You're
about to get a lot of new information, a whole
new vocabulary. You're a vital part of this
journey, and you’'re going to be a different
person after it.””

—Chris Draft

THE JOURNEY OF A CANCER
CAREGIVER
New and Evolving Roles

The process of becoming a cancer caregiver
can create a shift in roles and relationships. Many
of the caregivers described feeling unprepared;
learning on the job; struggling and worrying about
“gefting it right.” There were 2 AM tears, laughs,
coffee, and naps. There were days they wanted
help from others, and days they could not be
around anyone. However, the caregivers were,
and continue to be, clear-eyed about their choice
to tfake on this role and grateful for the lessons the
caregiver journey brought them—even when it
may have been difficult.

“When my husband was diagnosed with
cancer, we had kids in elementary school.
I was a stay-at-home mom.I had to do a
juggling act, and I was definitely ill-
prepared.”

—Kimberly Hall Alexander



“I feel like my whole life was a training
ground for me to take care of [my husband].
I knew what to do. I threw myself into
research, and we went to see an expert in
lung cancer immediately.”

—Kristine Cherol

Roundtable participants included adult chil-
dren, spouses, and parents. Not surprisingly, they
had a variety of experiences related to relation-
ships: navigating distinct roles as cancer caregiv-
ers—nurse, lover, friend, advocate, educator,
and case manager. Also, caregivers' responsibil-
ities shiffed based on the types of treatments
required (potential side effects; how often the
medicine had to be taken; the mode of adminis-
tration [eg, oral, intfravenously, in the office, at
homel]), as well as scheduling and fravel logistics
to be managed.

Figure 1. Cancer Caregiver Skill Sets

Learning New Skills

Caregivers had to learn how to communicate
with their loved ones and the healthcare team,
sometimes acting as the licison between the two.
They also had to become informed on the appro-
priate medical terms so as to be an equal and
active member of the care team. Caregivers often
become the translators between the patient and
the cancer care team, or the patient and the rest
of the family. As their loved ones’ circumstances
change, caregivers may be faced with new and
distinct challenges that require a wide variety of
skills. Figure 1 lists many of these skills and explains
how they can be helpful.

“My mother, my husband, and my
ex-husband have been diagnosed with
cancer. I care for all of them. How do we
cope? Primarily through humor.”

—Renee Martin Anderson

1. Personal

2. Team Building

» Mindset: independence,
perseverance, tenacity,
and resilience

» Networking: cancer care
team, personal support
team

* Boundaries: selling,
holding, confidentiality,
and privacy

* Relationship building:
speaking up, learning
how to solve complex

) problems
= Counseling, support,

empathy, sounding
board

* Communication/
interpersonal/

people skills
« Coping: humor, staying

in the 'now,’ respite,
self-care

- Ways to grieve:
preparation, managing
in the moment and
going forward

+ Be in the present
yet flexible

Self-
Awareness

3. Clinical

+ Medication management + Navigation: information,

(daily) education
» Medication seleclion * Logistics: appointment
(ongoing) scheduling, project

management
+ Speaking enough
medical jargon to be
listened to and taken
seriously

* Financial management,
ensure access to care,
reimbursement

* Course adjustments:
“try and try differently”

* Long-term goals
measured against short-
term needs (trade-offs,
decision-making)

« Translating news and
updates for patient and
healthcare team

» Record keeping

+ 20/20 hindsight—pass it
on to the next person

Navigator
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Mom: “I am Jillian’s mom, and moms can fix
anything. Moms make it all go away, right? I
struggled with my role as caregiver and my
role as her mom.”

—Ros Miller

Nurse/Spouse: “It was hard to switch from
being a nurse to being a spouse, especially
when I was worried about my husband and
how he was doing.”

—Kimberly Hall Alexander

Ramping Up to Full Time: “My husband
didn’t need much physical caregiving at the
beginning. He had only minor side effects
with the targeted therapy. Then things
changed when he started chemotherapy.
After those physical and emotional changes,
caregiving became a 24/7 job for me.”
—Kristine Cherol

“Speaking medical jargon helps you to be
taken seriously by the healthcare team. It
should not have to be the case, but I found
time and time again that it is.”

—Danielle Pardue

Unique Journeys—A Surprising Finding

Many people think that the caregiver’s journey
mirrors that of the patient’s—a roller coaster,
changing day by day in intensity. This was not frue
for many of the caregivers of patients with cancer
who participated in the roundtable. In contrast to
the patient journey, which may be a series of ups
and downs, the participants reported that the
caregiver’s journey instead progresses like a hock-
ey stick. The moment of diagnosis is the pivot point
where the blade and the handle meet (Figure 2).
From that moment forward, caregivers are under
increasing stress that does not end if their loved
one passes away, but rather is the basis of the
fransition to a “new normal.”

Figure 2. Cancer Journey: “Roller Coaster” vs “Hockey Stick”

Patient’s journey
is up and down over time

Like a roller coaster, patient will
have ups and downs in health,
energy, and mood

Caregiver's journey “takes off”
at time of cancer diagnosis

Caregiver experiences
immediate and continuously
accelerating stress

| 6|



HOW A CAREGIVER CAN GET
INFORMED
Pros and Cons of Internet Searching

The Internet—including “Doctor Google"—
provides an amazing (and overwhelming)
amount of information. Some of this information
is reliable and up-to-date, and some of it is
incomplete or false. Although some caregivers
gleaned valuable insights from the Internet that
helped them translate the information from their
healthcare teams, others were turned off or dis-
appointed by what they found online.

“I regretted becoming ‘Google, MD. Some of
the information I found was not completely
accurate. Some of the information was
good. It helped me feel more equipped
when I was talking with doctors, but you
can easily overdo the enormous information
highway and I think I overdid it.”

—Ros Miller

REMEMBER:

e Being a caregiver for a loved one with
cancer may be hard, wonderful, and
scary—rewarding beyond measure. It
may change your relationship with your
loved one. It may change who you are
and who you decide to become over
time.

e The caregiver’s journey is often differ-
ent from the patient’s journey. The
caregiver needs skills that come info
play at different times along the jour-
ney. Seek support and answers.
Develop a system to organize the
important information.

¢ Tap info the advice and skills that other
caregivers can offer. Lean on others who
have already been, or are going through,
this journey. They can be your guide.

SPOTLIGHT ON LUNG CANCER
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REMEMBER:

¢ There is a lot of cancer-related information on
the Internet.

o Look for credible sources to find the most
accurate and up-to-date information (see
Resources).

o Reliable educationalinformation may come
from unexpected sources, including phar-
maceutical company websites. Most can-
cer medications’ websites have the latest
information about their uses, safety, finan-
cial assistance, and other support resources.

o Most importantly, consult with your health-
care providers when you have questions
about symptoms or freatment opftions.

Information Gaps About Lung Cancer

Specifically, for the caregivers in the roundtable
who cared for people living with lung cancer, there
was a sense of frustration that so much of the infor-
mation “out there” on the web includes “stop
smoking” messages. What seemed o be missing, in
their minds, was more current information about
the increasing number of patients who have lung
cancer but who have never smoked. This group of
caregivers, many of whom cared for relatively
younger people whose lung cancer was caused
by a genetic mutation as opposed to smoking, felt
strongly that blaming the victim with messages like
“because you smoked, you gave this cancer to
yourself,” needs to end.

“You can be diagnosed with lung cancer
even if you don’t smoke! My mother didn’t
smoke, and she was diagnosed. She had a
specific mutation. I remember hearing on
NPR that lung cancer could be eradicated if
people would stop smoking. That’s not true!”
—~Georgeta Lester



SPOTLIGHT ON LUNG CANCER

Lung Cancer Educational Materials
Based on feedback from those who participat-

ed in the roundtable discussion, patients with can-

cer and their caregivers should look for educa-

tional materials that have been created or

sponsored by reputable organizations, and make

sure that they can verify the source of the infor-

mation. The group identified several messages

about lung cancer that are often not included (or

downplayed) on websites and in other materials

that are directed to patients with cancer and

their caregivers:

e Lung canceris frequently diagnosed in younger
people who never smoked

e People who get lung cancer should not be
blamed

e |t is important fo get genetic and biomarker
testing

e Clinical trials in patients with active cancer do
not give typical placebo treatment (sugar pill
instead of active drugs). In these frials, the plo-
cebo group receives the best available, or
standard-of-care, treatment

e Financial assistance, including copay assis-
tance, is available from pharmaceutical com-
panies, nonprofit agencies, and even hotel
chains (eg, American Cancer Society’s Hope
Lodge® and Extended Stay America's Hotel
Keys of Hope™) to help patients with cancer
and their families.

REMEMBER:
e Lung cancer may occur in younger peo-
ple who have never smoked.

¢ We should not play the "blame game'’;
schools, the media, and advertising can
and should do better.

| 8|

CAREGIVER PERSPECTIVES
ON GAPS AND BARRIERS TO
CANCER CARE

Inequality in healthcare, including cancer
care, can occur for many reasons, including a
bias against certain groups of people based on
race, ethnicity, education, having another dis-
ability, religious beliefs, English language skills, or
even the type of cancer they have (see sidebar
on Lung Cancer Stigma and Lack of Research
Funding).?*Some caregivers participating in the
roundtable recalled difficulties with accessing
the cancer care system for their loved ones.
Others found that their healthcare team was
accessible in ways that surprised them.

“If we were having rash issues, which can
happen for people who are taking targeted
drugs for cancer, we would talk with the
nurses. We would also e-mail our doctor.”
—Kristine Cherol

Language Skills and Culture

When people with cancer are immigrants
and English is not their native language, they
may find it more difficult to communicate. They
may also have cultural beliefs and customs that
can be barriers to care. Some people may hide
their cancer diagnosis. Others do not volunteer
that they are having treatment-related side
effects. They may not want to talk about signs
that suggest that their disease is worsening.
Because medical interpreters are underused,
patients who are not fluent in English may find it
difficult to understand what doctors are telling
them and may be less likely to participate in
freatment decisions.®

One of the roundtable participants shared
her experience, explaining that the burden of
talking with the cancer care team fell squarely
on her:



“We are originally from Moldova in Eastern
Europe. My mother was diagnosed with
stage IV lung cancer [while in Europe]. She
had always lived in Europe and had never
been sick.You don’t use the word cancer
there. It’s a disease. For her, coping was
pretending she didn’t have cancer. My mom’s
English is not great; she couldn’t understand
medical terms. So I had to interpret for her
while trying to process all of the information
[at the same time].”

—Georgeta Lester

REMEMBER:

e Caregivers, friends, and family members,
as well as healthcare professionals,
should realize that many barriers can limit
patients’ access to high-quality cancer
care, including biases related to social
factors, such as race, education, cultural
norms, and language.

e Ask your cancer care team to provide
you and your loved one with cancer-
and medication-related educational
materials in your native language, if pos-
sible. Ask your cancer care team for a
medical interpreter.

¢ Inequalities can be lessened, and hope-
fully overcome in the future; adding your
voice to this conversation can empower
you and honor your loved one. Your pos-
ifive contribution can help underrepre-
sented people with cancer get the best
care possible.

e Connect with advocacy and support
groups that include other patienfts who
may have had experiences similar to
yours and talk about any prejudices that
you encounter and how to overcome
them.

SPOTLIGHT ON LUNG CANCER
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Feelings of Shame

Every year, up to 20% of people who die from
lung cancer in the United States have never
smoked or used any other form of tobacco.® Their
cancer was caused by something else, such as
genetic changes or exposure to cancer-causing
chemicals (eg, air pollution, asbestos).6 In some
cases, there is no known risk factor or cause for
lung cancer; it simply shows up randomly.¢

For people who have a smoking history, others’
reactions to their lung cancer diagnosis may make
them feel guilty, embarrassed, intfimidated, and
left out.”” They may become more withdrawn.
They may share less with their healthcare providers
about their ability fo stop smoking, their freatment
needs, and their emotional state.” Studies show
that the shame associated with smoking and lung
cancer can result in a lower chance of detfecting
lung cancer early.’® These feelings also make it
tougher for patients and their cancer care team
to communicate and can delay treatment.”?

Lung Cancer Stigma and Lack

of Research Funding

Caregivers who are also lung cancer advo-
cates shared their belief that lung cancer
receives less research funding from the U.S.
government compared with other types of
cancer. Recent data show that although lung
cancer is more common than any other type of
cancer and causes 3 times as many deaths as
breast cancer and colorectal cancer, itreceives
less funding. Whereas lung cancer accounts for
32% of cancer deaths, it receives only 10% of
cancer research funding. Lung cancer advo-
cates afttribute this lack of funding to unfair
stigmas surrounding the disease.

Sources: Carter AJR, Nguyen CN. A comparison of cancer burden
and research spending reveals discrepancies in the distribution of
research funding. BMC Public Health. 2012;12:526; Bjork D. Is there a
stigma in lung cancer research funding? LungCancer.net website.
https://lungcancer.net/living/stigma-in-research-funding/. Published
August 30, 2017. Accessed August 18, 2018.




IMPROVING CANCER OUTCOMES
Much Progress...

Cancer outcomes—how long and how well
patients with cancer live their lives—are continual-
ly improving. Detecting cancer when it is small
enough to be removed and new types of freat-
ments have significantly reduced the burden of
cancer in the United States.'' From 1990 through
2014, the cancer death rate among adults
dropped 25% and the death rate among children
and adolescents (aged 19 and younger) dropped
35%.1"

...But a Long Way to Go

As the population ages, the number of new
cancer cases and cancer deaths will continue to
grow. In some types of cancer, the rates of new
cases and deaths atfributed to cancer are dfill
increasing, despite improvements in diagnosis
and treatment." The caregivers who participated
in the roundtable meeting highlighted 3 specific
areas of cancer care that they believe need sub-
stantial improvement: (1) biomarker testing at the
time of cancer diagnosis, (2) shared decision-mak-
ing (SDM) between patients and their cancer
care providers, and (3) survivorship. (Survivorship,
which starts at the point when cancer is diag-
nosed, is the idea of living with, through, and
beyond cancer."?)

Testing for Cancer Biomarkers

For many types of cancer, biomarker testing
(also known as genetic testing or molecular test-
ing) is crifical. The term biomarker refers to any of
the body’s molecules that can be measured to
assess health.'® These molecules can be obtained
from blood, body fluids, or a tissue sample. Doctors
use biomarker tests to identify features of a
pafient’s cancer that can help them choose
among treatments.'3

For example, more than 75% of patients with
lung cancer, specifically a type known as adeno-
carcinoma, have genetic alterations that doctors
may be able to use to help inform treatment
decisions.'* The problem is that some patients are
not gefting tested. Data from the Lung Cancer

[10]

Alliance Helpline showed that from September
2016 through July 2017, 155 of 288 (54%) patients
who called the helpline and were asked if they
had received any kind of molecular testing
replied “No."'®

The caregivers said that they would like to see
cancer societies, pharmaceutical companies,
and schools take a stronger stance when educat-
ing people about biomarker testing.

“This is why I talked to people at about 60
cancer centers during the first year. People
have been aware of lung cancer for a long
time because of health classes taught in
schools, but they do not have the latest
information. Patients and caregivers should
not have to fight for genetic testing.”

—Chris Draft

Making Cancer Decisions Together

The concept of shared decision-making means
that individuals with cancer (and their caregivers)
make decisions about tfreatment together with
the healthcare team. SDM is especially appropri-
ate when there is more than one freatment to
consider, and the patient’s preferences and val-
ues can help the team choose the freatment that
is best for the patient.’® Studies show that SDM
results in positive outcomes for people with can-
cer.'® However, research has also identified barri-
ers to SDM, with some patients and their caregiv-
ers feeling alimited ability to participate.'* Cancer
caregivers in the roundtable meeting reinforced
how important it is for patients and caregivers to
stay informed, ask questions, and share their pref-
erences and needs.

“I learned not to lean on the doctors and let
them make all the decisions. It is so
important to pay attention to what they are
doing. Doctors are human; they make
mistakes.You need to be a part of decision-
making and keep communications open.”
—Robin Youkilis DiPaolo



“We, the caregivers, need to ask questions
and learn as much as we can. Chemotherapy
can cause nausea, vomiting, and low blood
counts, but it can also cause things like
‘chemo brain’ (thinking and memory
problems caused by chemotherapy).I wish
I had learned about chemo brain from the
very beginning.”

—Kimberly Hall Alexander

“Second opinions [related to treatment
decisions] are not a bad thing.Your doctor
should not be offended if you want a second
physician to look at your case. If they are
offended, find a new doctor.”

—Kristine Cherol

REMEMBER:

e Many cancer cenfers and oncology
practices prioritize genetic and biomark-
er testing as recommended in national
cancer care guidelines. Ask about
genetic and biomarker testing as early
as possible.

¢ Shared decision-making is an opportunity
for patients and their caregivers to speak
and work with their cancer care team to
make freatment decisions together. Your
care feam members are experts in can-
cer freatments, but you (and the patient)
are the expert when it comes to your
loved one. Be sure that your voices are
part of the conversation.

¢ Understand that the entire family chang-
es when one of the family members has
cancer, and that each person’s experi-
ence may be different. There is an oppor-
tunity to acknowledge and applaud
every victory throughout the journey,
whether it is groundbreaking or noft.
Celebrating even the smallest successes
helps everyone to stay positive.

[11]

SELF-CARE: CARING FOR THE
CANCER CAREGIVER
High Stress

The physical and emotional stress associated
with caring for a loved one with cancer may be a
lot to handle.! For almost all caregivers, this role is
new and different. Many things about how you
interact with your loved one may change.
Caregivers in the roundtable shared that it is nor-
mal fo feel confused, sad, guilty, angry, lonely,
and stressed. Their ability to handle the tasks and
pressures of their caregiver role changed from
day to day, as well as over time.

“My wife was in amazing shape when she was
diagnosed with stage IV lung cancer. That’s
when you really learn that anyone can get lung
cancer. I became her caregiver, which meant I
was her trainer, her equipment guy, and her
cheerleader. For me, the most important thing
was to always give her a visual of hope.
Regardless of what was going on, she needed
to see me saying, ‘Let’s go get this.”

—Chris Draft

“This is not easy. I feel as if I live under a
cloud of shoes, just waiting for one to drop.”
—Danielle Pardue

Some of the caregivers admitted that it was
hard for them to hear others’ ideas about what
they should do to care for themselves. This was
parficularly tfough when they were already
stressed by taking care of their loved one’s needs.
If you feel this way, know you are not alone, and
these feelings are very common.

“I felt overwhelmed with all of the advice:
take a walk, eat well, get a good night’s rest.
Sure, walking helps, but it’s not that easy.
I remember being so sick of dealing with
medical stuff that I [would] blow off my own
medical appointments.”

—KTristine Cherol



Less Helpful “Help”

The caregivers noted that some of the support
offered by friends and family was valuable, where-
as other pieces of advice were not at all helpful.
A few of the caregivers were able to turn the situ-
afion around fo get the help they needed.

“Most people mean well, so when someone
offers help that’s not helpful, flip the
conversation around and ask for something
that would help. If someone were to ask if
the patient has tried a juicing diet, reply by
asking ‘Could you bring me lunch
Saturday?’”

—Danielle Pardue

“Make a list of the things that you need, such
as dinner on a given day or a gas card, and
then when people ask how they can help
you have an answer at the ready.”

—KTristine Cherol

Finding Resources

Caregivers said they often needed help with
things that were not directly related fo the
patient’s medical care at all. Examples are child-
care, household tasks (including yardwork and
home repairs), as well as finding therapists and
support groups for both their children and them-
selves. Each of these tasks required precious time
that the cancer caregivers did not have.

“Caregivers like me look for help with
household maintenance, childcare, and
activities for their kids. I remember looking
at house cleaning services. They offered
discounted cleaning services, but only if the
female of the house was the patient, not for
me and my husband.”

—KTristine Cherol
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Some tasks were also difficult to deal with
because they were new. Many of the caregivers
said that it was challenging to tell an employer
about their loved one’s cancer diagnosis. Most
had never had to talk with insurance companies
about employment benefits or understand the
Family Medical Leave Act. The stress was real and
continuous, and the group of caregivers retro-
spectively empathized with each other about
how they wished they had been able to advise
themselves in the past.

“Caregivers need help with tasks that have
nothing to do with the patient. Most people
do not know how to navigate their loved
one’s employer and the Family Medical
Leave Act. [How do you manage that on top]
of all the other phone calls you have to
make? We need so many different skills and
so much knowledge at different times. The
big problem is that you don’t know what you
need until the very moment you need it;
hindsight really is 20/20.”

—Danielle Pardue

Accepting Help
In this context, caregivers participating in the
roundtable were quick to state that accepting
help from others is not always easy. When tough
things happen, many people tend to pull away
and try to handle them on their own.' The group
agreed that it is important to be honest with your-
self about tasks that you can do, tasks you can
distribute to others, and tfasks you can leave
undone. Their suggestions included:
e You do not have to do it all; ask for help
* Be specific about what you need
e Don't be surprised if people you thought would
help do not “show up”
e Set boundaries; share details with only those
people who you frust
e Itis OK to be “selfish”; take at least small amounts
of fime for yourself.



“I don’t ask for help very well. And it didn’t
always work out. I asked my family for help,
and they said, ‘You can handle it; you're
superwoman.’ I lost patience with them at
that point and told them they were all going
to outlive my daughter.I coped by spending
all of my time with [my daughter] Jill.”

—Ros Miller

“The concept of taking time for yourself is
tough. But you can make the breaks bite-
sized; take 5 minutes to listen to your favorite
song.”

—Kristine Cherol

REMEMBER:

e Cancer caregivers may need help
throughout their own journey. Ask for
help and accept help when it is offered;
this is not a sign of weakness or failure.

¢ Other people who care about you and
your loved one may not know exactly
what to say, but they want to help you.
Take advantage of their kindness and tell
them what you need. If you feel awk-
ward, think about how you can “pay it
forward” to them or someone else in the
future.

e There are many resources that are
focused on providing help to people with
cancer and their caregivers. In addifion
to your local community services (such as
churches, food banks, transport services,
home care providers) and friends, there
are also many national organizations
that can help (see Resources).

* Self-care is not selfish; faking care of your-
self really does make you a better care-
giver.
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“After my husband passed, I went to fitness
classes where no one knew me or what I had
gone through. That was huge for me.With
people I know, it was always, ‘I'm so sorry.’
You do not have to share your story with
everyone, in person or on Facebook.You can
set boundaries and be selfish sometimes.
This is OK, it’s healthy.”

—Kimberly Hall Alexander
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RESOURCES

Organizations That Provide Cancer Caregiver Resources®

For Any Cancer Caregivers Global Resource for Advancing Cancer Education
American Cancer Society - Hope Lodge (GRACE)
www.cancer.org/treatment/support-programs- www.cancergrace.org

and-services/patient-lodging/hope-lodge.html
International Cancer Advocacy Network (ICAN)

American Lung Association - Inspire Lung Cancer www.askican.org

Survivors Support Group

www.inspire.com/groups/american-lung- Mylifeline.org Cancer Foundation
association-lung-cancer-survivors www.mylifeline.org
Cancer and Careers Stupid Cancer (for young adults)

Www.cancerondcareers.org WWW s’rupidccncer org

CancerCare

Triage Cancer
www.cancercare.org

www.friagecancer.org/resources
Cancer Support Community

. For Lung Cancer Caregivers
www.cancersupportcommunity.org o e T T e
CaringBridge https://go2foundation.org
(secure personal health journal and
communication tool) Lung Cancer Action Network (LungCAN)
www.caringbridge.org www.lungcan.org
Foundation Medicine (molecular testing) LUNGevity Foundation®
www.foundationmedicine.com www.lungevity.org

This list is not exhaustive and only includes resources discussed during the Cancer Caregiver Roundtable.
®The Bonnie J. Addario Lung Cancer Foundation and the Lung Cancer Alliance have joined forces to become this foundation.
cSee Highlight on LUNGevity Foundation.

HIGHLIGHT ON LUNGEVITY FOUNDATION

In 2001, LUNGevity Foundation was organized by 7 Chicago-based individuals who were diagnosed with
lung cancer. Their vision and passion for finding a cure for the disease catapulted LUNGevity's phenomenal
growth. In less than 10 years, LUNGevity Foundation has clearly demonstrated its commitment to enhancing
the quality of life and survivorship of people with lung cancer. Today, their efforts accelerate medical
research regarding early detection of lung cancer; novel freatments; and community, support, and educao-
tion for all those affected by the disease.

Each year, the organization holds the International Lung Cancer Survivorship Conference, a unique
weekend-long event designed by and for people diagnosed with lung cancer and their caregivers. The
conference is comprised of 3 simultaneous summits: the HOPE Summit for patients who are first-time attend-
ees or want to learn the basics; the COPE Summit for caregivers; and the Survivorship Summit for advocates
and lung cancer survivors who are interested in more advanced subjects.

“I attend the LUNGevity HOPE Summit every year; it is very informative about new therapies. By
going to this meeting and networking, I now know more than 100 people with lung cancer.”
—Kristine Cherol

Source: LUNGevity website: www.lungevity.org/about-us/mission-vision-history, www.lungevity.org/for-patients-caregivers/support-
services/survivorship-conferences/international-lung-cancer-3.
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