Caregiver

CHOICES

An empowerment guide to help you
navigate the journey together!

. Hope (}@"’9’%@5 D i %%%
5 evocate %;;'Z C o nore Cancel
Upporde adiation adiation Progress
ung Cancer Ré’ c ! § Vm(rug/%wu@@
‘/""mmoﬂwwpy e £ Clinical, Thualy
Quocate 7 ‘Medicine
‘7—[0,933%s gy @ s
V—Zo,@e g,
o wweClwwea
‘751’19@90‘ VWW HOPE 'P
fzzadmam

V’angeted Therapy

8mpoum
i ‘T'angebed &
/ Progress
*‘g ng“ ‘9’ Stagmg, Tangeted Thendpy
Sducate

F /wg/ww Edvoats:

PROGRESS HOPE (anutLon
(7"1,1 gebei (m en :19; ;
C[UL[CGL MW HOPE @ Progress S“W""“"’*’“C"”"’
q HoPe D Yumition gn{powm (T’% 2%%
mmunothenrapy Pro % 2 Chineve Medicine
wzg,wm’“’”“ e“‘“"“m%gdamaate
Auirition
S mpoveened,! sagse Radiation
HOPE
ng/ww By, g %(Medwu'be mtm 076 @ Supportive Cane
e . . g anu.mo{/wwpy, ron o remestyopt
o Clinical ‘Thials ==
GmmcreHope D Nutrition _ e
ol 7 Slaging Jione "o g imtion
HOPE ( )AII weey
889"“"”” Sducate PO e 1 cate,
‘Qdvocate

¢

ring

Ambassadors

CaringAmbassadors.org



© Caring Ambassadors Program 2014



© Caring Ambassadors Program 2014



Introduction

Right now, someone you care about has lung cancer. This is a tough time.

Caregiver Choices is a resource for all those who find themselves in the role of caregiver for
someone who has been diagnosed with lung cancer. We hope that this book will help you
support your loved one with lung cancer and take care of yourself throughout your journey
together.

A life-changing illness brings much more than the symptoms of a disease. Challenges and
potential opportunities arise as well. New perspectives, values, and inspiration can emerge if
they are welcomed and fostered. For example, an unexpected illness and a stroke of
inspiration gave rise to the Caring Ambassadors Program.

In 1993, Ken Giddes was diagnosed with lung cancer. After an extensive period of
treatment, Ken’s cancer appeared to be in remission. As Ken reflected on his experience, he
pondered how to use his experience to benefit others. With a strong belief in the power of
people helping people, Ken and his employer, Jim Possehl of Republic Financial
Corporation (RFC), came up with the idea of a program to help people struggling with life-
threatening illnesses get the support, help, and information they needed. In 1997, Ken and
his employer turned their inspiration into reality. The Caring Ambassadors Program was
founded at the same time as its first disease-specific program, the Caring Ambassadors Lung
Cancer Program.

Ken spent the last years of his life working as a Lung Cancer Caring Ambassador, giving
talks about his experiences and being empathetic and encouraging to others who were facing
it. Later, his cancer returned and Ken died in January 2001. However, the work he believed
in and passionately dedicated himself to goes on.

One of the most meaningful results of Ken’s inspiration was the creation of Lung Cancer
Choices, a patient-focused book that provides information about lung cancer to help people
make decisions about their treatment for lung cancer treatment. Lung Cancer Choices is free to
download from the Caring Ambassadors Lung Cancer Program website
(http://lungcancercap.org/lung-cancer-choices/). We are proud of Lung Cancer Choices and
hope that both you and the person you’re caring for will find it helpful.
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This booklet, Caregiver Choices, is a companion to Lung Cancer Choices. 1t focuses on you, the
caregiver, and all you might face during your experiences. We hope this will not only help
you be the best caregiver you can be but that it will also help you take care of yourself during
this journey.

A note on person-first language: you will notice throughout this document that we
consistently use the phrase “person with cancer” or other similar terms and that we try to
avoid phrases such as “cancer patient” and the like. The difference may seem trivial to you,
but listing the person before the disease, rather than the other way around, can be a powerful
mental comfort to a lot of people. Nobody wants their lives to be defined by a single thing,
especially something like cancer. People who hear themselves referred to over and over as a
“cancer patient” may start to feel like the cancer has taken over their lives and that it is the
only thing that anyone care about anymore. We do not believe that is true; people with
cancer have many other attributes that should be celebrated. By putting the person before
the disease, we are telling people with cancer that they are more than their cancer.
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Who is a Caregiver?

If you picked up this book and have read this far, you’re probably a caregiver.

Right now, someone you care about has lung cancer. This may be a close or distant relative,
a friend, a neighbor, or someone else in your social circle. Regardless of the exact nature of
your relationship, if you are taking a supportive role in helping someone with lung cancer,
then you are a caregiver.

The diagnosis of a serious condition such as lung cancer can be
stressful, frightening, and overwhelming. Such news often causes
the person with the disease to shut down or to freeze in place. In
such cases, the role of caregivers is essential. While it may not be
your place to make decisions that will impact another’s health, helps another
you can do everything possible to help the person you are caring
for make their own choices. You can help organize and prioritize
the decisions that need to be made. You can help provide the a tough time is
best informa.tion. Y01'1 can take over smauer tasks that can get in a caregiver!
the way of bigger decisions. You can motivate and inspire. You
can help your loved one get moving again or just be there to
listen and respond.

Anyone who

person through

Living with lung cancer is not easy, nor is acting as a caregiver for someone who has lung
cancer—caregivers can become overwhelmed, too. We hope that this guide, Caregiver Choices,
will help you navigate the road ahead.
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Understanding Your Feelings

Before reading more about lung cancer and the road ahead, stop for a second and assess
how YOU are going to take good care of yourself and manage your own well-being. Think
about the emotions that you are experiencing and do not dismiss them. If you fail to take
care of your own emotional well-being, you will not be able be the best possible caregiver.

We are all unique and react emotionally in different ways to
stressful experiences. As a caregiver for someone with lung cancer,
you may end up having many of the same feelings as the person Accept your
with cancer. You and your loved one and other caregivers may also
respond very differently. Regardless, it is important that you
recognize your own reaction and the reactions of others as valid. and take care
As a caretaker, you may be inclined to act strong for those around
you, especially for the person with lung cancer. But being strong
does not mean repressing or dismissing your own feelings—it first!
means noticing and caring for your own feelings so that you can be
emotionally available to the person you’re caring for.

(rief

Grief comes with a loss of any kind. When someone is diagnosed with a serious illness such
as lung cancer, patients and their families and friends find their lives turned upside down.
Everyone involved in the life of someone with cancer, including you as a caregiver, will
grieve the loss of their routine and their former lives. This grief can emerge even when a
cure or years of remission are possible. Often patients and families do not recognize their
sadness or irritability as grief, or they grieve privately, not wishing to upset others.
Recognizing grief is part of good self-care. We encourage you to acknowledge your own
grief and to share it with those around you. It is likely that they are feeling the same
emotions and will appreciate the opportunity to share their own feelings.

own feelings

of yourself

Grief can show itself in many ways: anger, rejection, sadness, mood swings, irritability,
denial—these are just a few of the ways that different people express their grief. Be aware of
these feelings in yourself and in others and do your best to channel these emotions in
positive and productive ways.
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A good place to start when trying to help someone deal with grief is to remember what has
helped you and your loved ones get through tough times in the past. Unless you have led an
unusually charmed life, it is likely that you have grieved before. Call upon those experiences
for ideas. Perhaps when a loved one died, the person you are caring for found an activity
that helped him or her through difficult times. Maybe he or she enjoyed spending time with
family, or dove deeper into religious activities, or just went to the movies with friends.
Whatever helped in the past might just help again, even if the cause of the grief was far
different from dealing with lung cancer.

Many people who are dealing with grief find that it is good for them to “get it out”. How
you choose to take those feelings into the world is entirely up to you. One of the simplest
ways is by talking to someone else about what you are going through. As a caregiver, you
might be the first one that the person you are caring for turns to. In other cases, it may be
more appropriate, comfortable, or helpful to talk with a trained counselor or therapist. Look
for a professional who is educated and has experience in helping people deal with grief. Or,
you could write in a journal. Putting pen to paper can bring relief from grief, even if you
never share these private thoughts with anyone else. Finally, one of the simplest ways is to
choose an object to focus on that can draw your attention and take the place of your grief.
For example, you and your loved one can light a candle of hope together.

While it is important that you help the person you are caring for manage grief, you must also
remember that in order to be the best caregiver you can be, you must also deal with your
own grief. You may be surprised to find that the person with cancer wants to hear about the
grief that you are feeling and help you through it. Though it may not be the case for
everyone, many people who are dealing with a serious illness and managing grief of their
own find relief and even joy in helping others. This can be good
for both of you. If talking about it seems to help, then talk with
each other.

People with

cancer often
Getting grief “out in front” of you in these ways can help manage

it. It is healthy at times to help the other person think about
things other than their illness and grief. A simple discreet way grief can show
that you can make this happen is by purposely creating casual
situations to surround the person with cancer with friends and
family. You can gather loved ones in traditional ways that will diﬁ"erent ways.
remind everyone of happy times—Ilingering over a shared meal is
a good way to create this situation. At other times, putting
together a big meal is not necessary and may feel too formal or
just be too much work. In that case, hosting a simple movie night with friends and family for
a few hours can really help all involved deal with their grief simply by being together. Any
reason to gather people who love the person with cancer, and where cancer and illness and
grief are not the focus, can help raise everyone’s spirits.

feel grief, and

up in many

Finally, it is important to understand how grief can affect younger people and the ways grief
shows up in them. While this is not something unique to lung cancer, it is very common for
children, or even grandchildren, to be caregivers. Lung cancer is diagnosed mostly in older
adults, so children and grandchildren often end up caring for a parent or grandparent. You
or one of your caregivers may find yourself in this position, a reversal of roles that can be
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strange, even shocking. Such situations present their own set of possible problems and call
for a frank discussion. Simply noting the newness and oddness of the changing situation can
help everyone get past the discomfort. Being honest with each other about your feelings and
concerns will help both you and the person with cancer adapt to and even enjoy changes in
your relationship.

Frustration

Frustration is an emotion that may crop up over and over again
after a lung cancer diagnosis. The person you are caring for may
feel frustrated that there are not better treatments to stop or cure Both the
the disease. They may be frustrated about the big disruptions to person with
daily life that are common for most lung cancer patients. So many
frustrations, big and small, new and old, will appear daily. As a
caregiver, you can help avoid or prepare for some of them. For or her
the many trying situations that cannot be predicted, you can help
the person with cancer accept the feelings of frustration and move
past them. You will also have your own sort of daily frustrations feel frustration,
in your new role as a caregiver and it is equally important that you
recognize and manage your own emotional responses. You will, at
times, become impatient, even aggravated, with the person with guilt at times -
cancer and, though you may feel tempted to do so, it will not do
anyone any good for you to ignore these feelings and allow them
to fester. It is a difficult but important challenge to find a these feelings
productive way to manage the uncertain or even negative feelings
that you will have toward the person with cancer. At such times,
having your own support system in place is essential. You need to in the way of
be able to talk openly about your own frustrations, whether to a
friend or a professional counselor, so that you avoid bottling up
these emotions and maybe damaging your caregiver relationship.

cancer and his

caregivers may

resentment, or

don’t ignore

or let them get

your health.

Resentment

Another emotional response that may come up again and again with a lung cancer diagnosis
is resentment. It is natural and understandable for someone who is diagnosed with a serious
disease to resent others. Even if friends and family rally around the person with cancer, the
patient may choose to focus on who did not show up to help or who are not doing as much
as others. Likewise, as a devoted caregiver, you may want to spend your energy resenting the
relatives and friends who are not, in your opinion, doing all that they can to help. Again,
such emotional responses are certainly valid and may very well have some basis, so it is
important that you admit them to yourself and help the person with cancer to do the same.
You and the person with cancer can help each other move beyond resentments by
expressing gratitude to all those who have devoted themselves to providing care. Sincerely
and regularly thanking the professionals, family members, and friends who are all acting as
caregivers in one way or another can be a positive practice for all involved.
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Quilt

Guilt and blame often come along with the lung cancer diagnosis, in both the patient and
caregivers. In our society there is a major stigma associated with lung cancer. Despite any
past actions, no one deserves lung cancer, but it is quite possible that the person with cancer
might feel this way. This type of guilt can be quite harmful: people who feel that they
deserve to have lung cancer might very well feel that they do not deserve treatment for it. As
a caregiver, you can keep an eye out for any signs of

such guilt and help the person with cancer get beyond

such feeling and move forward with their medical care. Join a Caregiver Support Group
Letting the patient share such feelings is a simple yet

valuable service that you can provide. It is likely that you There are lots of ways to help people
and the person with cancer have been spending more feeling grief — finding a positive support
time together since the diagnosis—these extra moments group is often a good statt.
together can be a real gift. Maybe you have had the

opportunity to try out some new recipes when preparing In a support group for caregivers,
meals for them—it can be really fun to experiment in people may talk about their feelings and

the kitchen. Or perhaps you have become closer to the trade advice. Others may just want to

other people helping provide care—new or closer
friendships often come from tough situations, such as
caring for someone who is ill. No doubt you will have to
work through some trying times as a caregiver, but there
are also upbeat parts of the caregiver experience, too. By
focusing on the positives, you can help both the person with cancer and yourself move past
the feelings of guilt often associated with a diagnosis of lung cancer.

listen. It may help you to know that you
are not alone and it will give your ideas
on how to cope.
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Getting Help

A strong and positive relationship between you as caregiver and the person with lung cancer
can grow in many ways. Beginning is often one of the most difficult parts. Reaching out and
asking someone for help can be very hard for many people diagnosed with lung cancer, even
when they are quite sick and £#ow they could use some support. Now that you have started
this caregiver relationship, you both may be tempted to keep your support circle small, in
order to avoid more of the uncomfortable “starter” conversations. Yet, if at all possible,
making efforts to expand your community of caregivers can be so valuable for you and the
person with cancer.

As we note in this guide, people with lgng cancer t.wed many If possible, you
different types of care and they appreciate many different types

of support throughout their journey. Even if you have should not try
unlimited time, resources, and energy, it is unlikely that you are to care for
the best or only person to provide each kind of care and each

sort of support at the moment it is required. People with lung someone all on
cancer find themselves in a world that has been turned your own!

completely upside down. One of the key difficulties is simply

finding their way through this new, unfamiliar, and unwelcome
world. As a caregiver, one of the first things that you can do is
help that person decide what kind of help they need and who might be able to provide it.

Making a basic list of ways in which others can give support and matching the right people
with the right sort of assistance will let you reach out to them and will help you respond
when others contact you. You and the person you are caring for may find that people
around you appear with true but vague offers to help. You may frequently hear others say
something like, “if there is anything I can do, please let me know.” Such offers are heartfelt
and we encourage you to accept them alll If you have thought this out beforehand
(remember that list?), it will let you consider the offers and talk about them in a way that is
comfortable for everyone involved. Such planning will allow you to accept these offers
graciously and in a way that gets things done.

If at all possible, you should do your best to avoid a situation in which you are the only
person giving all of the various types of support to the person with cancer. Just expanding
your community of caregivers is likely to benefit the person with lung cancer more than any
other single thing you do. If the person with cancer resists asking others for help, you should
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certainly respect their feelings. However, it is best if you can convince him or her that
bringing others into the fold is in everyone’s best interest.

Help the person you are caring for put together a big group of caregivers who are onboard
and have different strengths and the shared goal of helping their friend or family member or
coworker or acquaintance or neighbor through the lung cancer journey. Bringing this
community together will help the person coping with lung cancer greatly and give much-
needed support to you as a caregiver.
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Taking Care of Your Loved One

Many people who have lung cancer develop symptoms or side effects that affect their quality
of life. Care that is provided with the intent of helping patients cope with these symptoms or
side effects is called palliative care, supportive care, or symptom management. Chapter 7 of
Liung Cancer Choices, the companion book to Caregiver Choices, has detailed information about
palliative care for lung cancer patients. Here is an overview from the perspective of a
caregiver that we hope you will find useful as you fulfill your role.

Nutrition

. Do not be surprised or upset if the sense of taste of the person with cancer
changes from day to day and even from hour to hour. There may be days when
he or she does not want a favorite food or says it tastes bad now.

. It is a good idea to keep food within easy reach at all times. That way, the person
with cancer can have a snack when he or she is ready to eat. Depending on the
preferences of the person with cancer, you could leave a snack-pack of
applesauce (along with a spoon) or a favorite protein drink on the bedside table.

. A good rule of thumb when choosing between different foods is to focus on
good sources of protein. A lung cancer patient should try to eat at least one gram
of protein for every kilo (2.2 pounds) of body weight every day.

. You will probably want to keep urging the person with cancer to eat more than
he or she feels like eating. It is best to offer this encouragement as gentle
support. That way, it seems much more helpful than pushing them to eat. When
there is no appetite, you can suggest that he or she drink plenty of clear liquids.

. The person you are caring for may struggle to eat a lot of food at a time. A good
option is to suggest smaller meals more often through the day.

. It is important to talk openly and frankly about ways to manage eating problems.
Having these conversations regularly can help both of you feel more in control
and can avoid any major problems.

© Caring Ambassadors Program 2014



Exercise

Many treatment regimens for patients with lung cancer have side effects. In general, it has
been shown that a physically fit body can better tolerate drugs and treatments. So, you can
encourage the person you are caring for to think about getting more exercise. While there’s
no clear proof that exercise and lung health are definitively related, there are several theories
that link the two. Physical activity may help improve outcomes by opening airways and
helping clear mucus from the lungs. Exercise can also help us feel better about ourselves just
by making us feel more energetic and healthier. Anything that has the potential to improve
health outcomes is worth exploring. Consider talking about exercise with the person with
cancer and encouraging him or her to talk with a medical professional about appropriate
activities.

Though there is no research about exercise and lung cancer, physical activity has been shown
to improve results in other types of cancer. One study showed that patients with eatly- to
later-stage colorectal cancer that had not spread far who got regular exercise after diagnosis
decreased the likelihood of the cancer coming back (recurrence) and death by 40 to 50
percent or more, compared with patients who engaged in little to
no activity. In another study, the Preston Robert Tisch Brain
Tumor Center at Duke University enrolled 243 patients with
advanced recurrent gliomas, lethal brain cancers that usually
result in around six months of life. The patients who reported hel p us fee[
they had regular, brisk exercise—like a brisk 30 minute walk five
days a week— had longer life, around 21 months, compared to
just over 13 months for patients who had very little exercise. ourselves just

Exercise can

better about

by making us

All aspects of health are connected—some exercise can improve
your physical health and have a good effect on your mental feel more
health, too. Helping the person with cancer develop an exercise
plan and sticking with it can become one of your key roles as a
caregiver. Joining in with your own exercise might also help you
manage the physical and mental stress of being a caregiver.

energetic!

Symptoms

Patients with lung cancer have a variety of symptoms and every patient is different. Some
common symptoms of lung cancer may be present throughout the course of the disease,
some may come and go, and some might not show up at all. As a caregiver, it helps to know
about these various symptoms.

Pain is a warning sign that something is not right. If muscles, bones, or organs are damaged,

then the pain is usual a constant ache, throbbing, or tenderness in one spot. This type of
pain responds to medicines that treat the source of the symptoms.

© Caring Ambassadors Program 2014
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Nerve pain is quite different and requires different medications. Patients often describe the
pain as shooting, burning, electric, and intense. Unlike muscle pain, nerve pain can come
out of nowhere—the person with cancer may not have any pain one moment and seconds
later be in unbearable pain. Opioid medications (those containing or based on morphine)
usually do not help.

It is important for the person with cancer to keep a pain diary.
This simple journal is a place for the person with lung cancer to
truly describe his or her pain to the medical providers. It is a good Be vocal and
way to get them information as they manage the pain of the
person with cancer. As a caregiver, you can offer to help write the
pain journal, making it as easy as possible for the person with your pd in.
lung cancer. It does not have to be complicated. A notebook that
lists times, basic descriptions of pain, and how the person
responds to pain medicines will do the trick.

honest about

Pain diary: Take this to your appointments.
http://www.cancer.org/acs/groups/content/@editorial/documents/document/acspc-

033203.pdf

(onstipation

If the person you are caring for will be taking any opioid pain medication, it is important for
them to take a laxative at the same time to counteract the constipating effects. Products
containing senna and bisacodyl are common but there are others, too. Polyethylene glycol,
sold under the brand name Miralax, is another one. Others, including docusate and colace,
are not usually effective, so encourage the person with cancer to explore other options.
Laxatives are not necessary if the person with cancer has a feeding tube delivering their
nutrition.

Managing constipation can seem embarrassing for many lung cancer patients to discuss.
Depending on your relationship, he or she may be hesitant to talk about it. However,
ignoring this issue can lead to real problems.

Shortness of breath

Many people with lung cancer have shortness of breath, whether or not they have had
surgery as part of their treatment. Be alert for any sudden shortness of breath they have and
report it to their healthcare team as soon as possible. Sudden shortness of breath may be a
sign of something else that needs treatment right away, such as a blood clot or fluid in the
lining around the lungs. You can make sure that the person with lung cancer is aware that a
sudden shortness of breath might be a big change and that they need to take it seriously.

If the person with cancer was a smoker or was exposed to secondhand smoke, he or she
may have chronic obstructive pulmonary disease (COPD). In such cases, patients with lung
cancer often need to use an inhaler to reduce the inflaimmation and narrowing of the airways
in their lungs.

© Caring Ambassadors Program 2014
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If the shortness of breath is not changing much over time, there are some effective therapies
to manage the symptoms:

e Pulmonary rehabilitation is exercise designed to strengthen breathing muscles and
other muscles. It can be very effective, though many people with lung cancer find it
hard to tolerate.

e Low dose opioids can help reduce the disturbing feeling of not being able to catch a
breath. When used for this, the drugs are given at very low doses compared to
treating pain.

e You only need a fan in one simple method for relieving shortness of breath. Direct
the air toward the person’s face. There are receptors on the human face that sense air
movement and send signals to the brain to reduce the sensation of “air hunger”.

e Some people with lung cancer will need to use oxygen to manage their shortness of
breath. Suggest that the person with cancer talk over this option with the healthcare
team.

Nausea

As a caregiver, it can help understand the basics of when the person you are caring for may
become nauseated (have an upset stomach). There are four main causes of nausea in patients
with lung cancer:

e Many drugs, including pain medicines, especially those

used in chemotherapy, can cause nausea. Take
e Many patients with lung cancer experience some type of medications
stomach or upper intestinal irritation, which can cause

them to feel nauseated. with small

e The mind of a person with lung cancer can influence the amounts of
body to feel nauseated. Anxiety about upcoming
chemotherapy treatments, called anticipatory nausea, f ood.
commonly occurs in lung cancer patients. In addition, the
brain can sometimes perceive pain as nausea.

e Some lung cancer patients will feel vertigo or motion
sickness, which can lead to feelings of nausea.

Each type of nausea is treated differently. You can help the person with cancer recognize the
cause and provide his or her healthcare team with the information they need to give effective
treatment.

Fatique/weakness/loss of appetite

To one degree or another, everyone with lung cancer feels fatigue (tiredness). You can help
the person with cancer deal with fatigue in several key ways. Encouraging the person with
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cancer to keep moving and helping with sleep are basic things that can reduce fatigue.
Preventing weight loss and making sure they know it is good to ask for help are also
worthwhile.

Even if the person with cancer takes all of these steps, fatigue may still become an issue. It
can be caused by a variety of things. The body creates cytokines in response to inflammation
and these cytokines cause fatigue, weight loss, and loss of appetite. In addition, cancer that is
increasing in size needs nutrients for its rapidly growing cells and can “steal” energy from the
rest of the body.

When helping figure out how best to handle fatigue, there are some basic questions that you
can bring up for discussion with his or her support team and healthcare providers:

e Sleep problems: is the patient’s sleep disturbed because of pain, shortness of
breath, treatment side effects, or anxiety?

e Mood: is the person with cancer worried, depressed, or blue?

e Treatment: is the person with cancer more fatigued after radiation or
chemotherapy? Are there any medications causing the person with cancer to
teel more tired?

e Could anemia be causing the fatigue?

e What type of exercise can the person with cancer safely do?

e s the person with cancer a candidate for pulmonary rehabilitation?

e Could low oxygen in the blood be the problem?

Upioid medication and addiction

Medicines called “opioids’ come from morphine (which is made from a type of poppy), or
they are artificial forms made to have the effects of morphine. When used for a long time, a
patient will become used to the effects of the drug. Medical providers skilled in the use of
the opioids will monitor their use carefully, switch opioids when necessary, and taper the
patient off them when they are no longer required. When the medications are taken for pain,
addiction is unlikely.

However, as a caregiver, it is important for you to know that certain patients are at high risk
for opioid addiction. For example, patients who have a drinking problem or are cigarette
smokers or who have a family history of alcoholism and smoking are at a higher risk for
opioid addiction. Likewise, people who have been diagnosed with mental health issues are
more likely to develop an addiction to opioids. In all likelihood, lung cancer patients with
these increased risk factors will still be prescribed opioids, but they should be monitored for
safety more closely. As a caregiver, you can help make sure that the person you are caring for
is properly monitored so that he or she does not become addicted.

© Caring Ambassadors Program 2014
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Role of palliative care

A palliative consultation can be very helpful for patients
with advanced lung cancer. Especially if the person with
cancer was diagnosed with late stage disease, you should
encourage him or her to seek out a palliative care
consultation. There is evidence that patients who receive on palliative care visit
a palliative care consultation within eight weeks of
diagnosis have a higher quality of life, report fewer
depressive symptoms, and live slightly longer. This study
was a surprise to many in the medical community, who
had thought that palliative care was the step leading
quickly to hospice.

For more information

GetPalliativeCare.org

At its best, palliative care eases symptoms and helps patients with lung cancer choose their
personal treatment goals at crucial decision points. These decisions are
made with their entire healthcare team—surgeons, radiation oncologists,
and medical (chemotherapy) oncologists. As a caregiver, you may find a
palliative care consultation especially helpful in defining your role and
making sure that you are doing everything possible to support the person
with cancer. At first, the person with cancer may not want to explore
palliative care, but they can ask for a palliative care referral at any time.
Encourage the person with cancer to look into palliative care when he or
she feels more ready. See Lung Cancer Choices 2 Edition, Chapter 7: Supportive Care

Inteqrative Medicine

Integrative medicine is a total approach to care that involves the patient's mind, body, and
spirit. If the person with cancer is at all open to pursuing various healthcare approaches, we
suggest that you encourage him or her to explore how integrative medicine can be used to
treat lung cancer. Integrative medicine combines standard western medicine with the
complementary and alternative medicine (CAM) practices that have shown the most
promise. CAM is an umbrella term used to describe a group of diverse medical and
healthcare systems, practices, and products that are not generally considered to be part of
western medicine. CAM therapies can often help improve quality of life for individuals living
with diseases such as lung cancer and have even been shown to improve health outcomes.

The person with cancer may be interested in exploring the different healthcare systems from
around the world. As you help him or her search for qualified practitioners of CAM
therapies, do your homework, just as you should with any healthcare provider. Encourage
the person with cancer to ask questions about the provider’s experiences treating people
with lung cancer and to ask about what resulted from the methods.

There are many different CAM therapies that the person with cancer might pursue as part of
an integrative medical approach to lung cancer treatment. For example, some cancer patients
learn to use relaxation techniques as a way to reduce stress during chemotherapy. Others
find that acupuncture helps relieve nausea. And many people various ailments have found

© Caring Ambassadors Program 2014

15



that yoga helps them manage pain. Regardless of the CAM therapies that the person with
cancer explores, it is important to keep the main healthcare team, including all western
medical practitioners (the doctors, nurses, and social workers) in the loop. This means
openness and communication among everyone involved in the care of someone with lung

cancer. You can help see that everyone on the healthcare team stays on the same page. See:

Lung Cancer Choices, Chapter 9: Complementary and Alternative Medicine and Chinese
Medicine in Lung Cancer
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Planning Ahead

Finances

A serious medical condition such as lung cancer can create real financial difficulties for both
the person with the disease and his or her caregivers. After a diagnosis of lung cancer, the
person with cancer may have to take time off work as, to a lesser extent, will caregivers. If
you or any of the other caregivers are immediate family members, this situation can create an
even tough financial situation for the family. As a caregiver and an advocate, it is crucial to
ask questions that will best help the person with cancer to recognize and plan for the
financial impact of the disease.

The financial issues associated with serious health issues, and with cancer in particular, are
not a new problem. Nor are these issues specific to lung cancer. The American Cancer
Society has put together an excellent resource regarding the financial impact of cancer,
including a list of important questions for the person you are caring for. This resource is
available on the American Cancer Society’s website:

www.cancer.org/treatment/findingandpavingfortreatment/managinginsuranceissues/the-

cost-of-cancer-treatment

The financial issues that come up with a lung cancer diagnosis do not only concern the
person with cancer; these issues can also become important for you as a caregiver. If the
person with cancer is a family member, you should definitely consider requesting Family
Medical Leave Act (FMLA) paperwork from your employer. The FMLA allows an employee
time away from work to assist a family member with medical issues. Make sure that you
understand all of the details of your employer’s policy; FMLLA mandates that employees be
given time off of work to care for family members, but does not require that it be paid.

It is also a good idea for both you and the person with cancer to talk to any professionals
who might help you navigate potential financial difficulties: your banker, your financial
advisor, or even a social worker. These meetings will help ensure that you understand how
you might meet some of these unexpected financial needs through use of retirement
benefits, governmental programs, or other means. Having these conversations soon after
diagnosis, instead of waiting until you are in the middle of a financial crisis, can bring peace
of mind to the person with cancer and his or her caregivers, including yourself.
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Following a lung cancer diagnosis, one of the first things you should do financially is help
the person with cancer to closely review any insurance policies he or she might have, to
understand what is covered. Pay special attention to deductibles, co-pays, and the out-of-
pocket maximum outlined in the policy. Unless you both have a lot of experience or
background with complex insurance documents, you may want to request that the insurance
provider connect you with a case manager who can explain benefits and address any
outstanding concerns.

A lung cancer diagnosis can have a really devastating financial impact on younger patients.
The younger a cancer patient is, the more like her or she is to experience financial hardship
due to outstanding loans, lack of savings, and insurance status. If you are a caregiver for a
younger patient, you may want to help the person with cancer explore any family resources
that might be made available to help cover the costs of treatment. Asking for help can be
hard but could result in loans or gifts to help with some of the expenses. Often, families and
friends will want to hold fundraising events, too, which can increase the circle of care while
easing financial strain.

Another good resource for financial advice is the healthcare team of the person with cancer.
There are probably not financial experts, but these oncologist, nurses, social workers, and
other providers have more frontline experience than anyone in helping patients with lung
cancer manage all aspects of their care. They may be especially valuable in sharing insider
knowledge about assistance programs offered by the American Cancer Society,
pharmaceutical companies, and state and federal agencies. Encourage the person with cancer
to ask these experienced professionals if he or she might be eligible to receive any financial
assistance.

Finally, a simple way to cut down on costs is to help the person with cancer find the most
convenient locations for regular tests, treatments, and office visits. If you can work with the
patient’s healthcare team to schedule visits in locations that are close to home without
sacrificing quality, you will not only combat fatigue and stress, you will save time and money.

Ultimately, your main role as a caregiver regarding financial issues is to make sure that the
person with cancer does not ignore his or her financial well-being. He or she may wish to
push any money trouble to the side, understandably believing that there are more important
things to think about. However, such a mindset can cause small financial issues to grow into
big, even major, financial problems. Help the person with cancer get out in front of these
money worries and look for assistance when needed. By doing so, you will both stand a
much better chance of weathering the financial storm that often comes with a lung cancer
diagnosis.
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Understanding Lung Cancer

Lung cancer is a complex disease. Unless you have previous experience with the disease, it is
likely that you knew little about lung cancer when the one you are caring for was first
diagnosed. It is also quite possible that what you have heard about the disease is inaccurate
or misinformed. As a caregiver for someone who has lung cancer, you may find it helpful to
have a basic understanding of the disease. The following pages provide a simple overview of
lung cancer. Then, if you want to learn more about lung cancer, there are many good
resources available, including Lung Cancer Choices, 2™ Edition at
www.LungCancerCAP.org. Another excellent resource is the National Cancer Institute’s
(NCI) website, www.cancer.gov; much of the following is adapted from the free resources
provided by NCI.

Your Lungs

We will begin at the most basic level. Your lungs are a pair of large organs in your chest that
help your body get the oxygen that it requires. Air enters your body through your nose or
mouth before it passes through your windpipe (trachea), through each bronchus, and into
your lungs.

When you breathe in, your lungs expand with air; this is how your body gets oxygen. When
you breathe out, air goes out of your lungs; this is how your body gets rid of carbon dioxide.

The right lung has three parts, called lobes. The left lung is smaller and has two lobes. Inside
the chest are two thin layers of tissue called the pleura. One layer of pleura covers the lungs
and the other layer lines the inside of your chest; it is as if your lungs are inside two balloons.

(ancer Cells

Cancer begins in cells, the building blocks that make up all tissues and organs of the body,
including the lungs. Normal cells in the lungs and other parts of the body grow and divide to
form new cells as they are needed. When normal cells grow old or get damaged, they die and
new cells take their place. Sometimes, this process goes wrong. New cells form when the
body does not need them and old or damaged cells fail to die as they should. The buildup of
extra cells often forms a mass of tissue, which is referred to as a tumot.
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Lung cancer cells can spread by breaking away from a lung tumor. These cells can travel
through blood vessels or lymph vessels to reach other parts of the body. This is called
metastasis. After spreading, cancer cells may attach to other tissues and grow to form new
tumors that may damage their new host tissues. Not all cancer is the same and some types
are easier to control than others.

When lung cancer spreads from its original place to another part of the body, the new tumor
has the same kind of abnormal cells and is referred to by the same name as the original, or
primary, tumor. For example, if lung cancer spreads to the bones, the cancer cells in the
bones are actually lung cancer cells. Therefore, this type of cancer, even though it is in the
bone, is actually metastatic lang cancer, not bone cancer. In this situation, the cancer that
appears in the bone is treated as lung cancer, not bone cancer.

Types of Lunq Cancer and Staqing of Lung Cancer

Just as there are many different types of cancer throughout the body, there are also distinct
types of lung cancer. As a caregiver, it is important that you know which type of lung cancer
the person with cancer has been diagnosed with; treatment and all aspects of care depend on
the type of lung cancer.

Small cell: The cells of small cell lung cancer look small under a microscope. About 1 out of
every 8 people with lung cancer has small cell lung cancer.

Non-small cell: The cells of non-small cell lung cancer are larger than the cells of small cell
lung cancer. Most people, about 7 out of every 8 with lung cancer, have the non-small cell
variety. Non-small cell lung cancer does not grow and spread as fast as small cell lung cancer
and the two types of lung cancer call for different treatments. Within non-small cell lung
cancer, there are also two distinct classifications: adenocarcinoma and squamous cell cancer.

Staqes of Lung Cancer

Staging is the assessment of the extent of spread of the tumor, including spread to lymph
nodes and metastasis, when cancer spreads to other parts of the body. The oncologist who is
treating the person with cancer will determine how to treat the cancer based on the stage of
the cancer and where it is located in the body.

Staging tests that the person with cancer may undergo include:

A biopsy: a small piece of tissue is taken from the patient’s affected tissues so that
the abnormal cells can be examined under a microscope.

CT scan: an x-ray machine linked to a computer takes a series of detailed pictures of
the patient’s chest, abdomen, brain, or other parts of the body. First, the patient
receives an injection of contrast material in a blood vessel in the arm or hand. In
some cases, the patient will also drink a solution containing contrast material. The
contrast material makes abnormal areas easier to see on the scan. The pictures from a
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CT scan can help to determine the lung tumor’s size. The scans can also help to
show if the cancer has spread to the liver, adrenal glands, brain, or other organs.

PET scan: the healthcare team of the person with cancer may order a PET scan to
get a better view of the tumor in the lung or to find cancer that has spread to other
parts of the body. The patient will receive an injection of a small amount of
radioactive sugar before the scan. Then, a specialized machine creates computerized
pictures of the sugar being used by cells in the body. Because cancer cells use sugar
faster than normal cells, areas with cancer cells appear brighter.

MRI: a strong magnet linked to a computer is used to make detailed pictures of the
patient’s head or spine. An MRI can show whether cancer has spread to these areas.
Sometimes contrast material is used to make abnormal areas show up more clearly
on the image.

Bone scan: A small amount of a radioactive substance is injected into a blood
vessel. The radioactive substance travels through the patient’s bloodstream and
collects in the bones. A machine called a scanner detects and measures the radiation.
The scanner uses these data to create images of the patient’s bones. Because higher
amounts of the radioactive substance collect in areas where cancer is present, the
images can help determine whether cancer that has spread to the bones.

Staqes for Non-Small Cell Lung Cancer

All non-small cell lung cancers are staged the same way, whether the cancer is determined to
be adenocarcinoma or squamous cell lung cancer.

Stage I Lung Cancer
The cancer has grown through the innermost lining of the lung into deeper lung
tissue. The tumor is less than 5 centimeters in size and is surrounded by normal
tissue. Cancer cells are not found in nearby lymph nodes.

Stage II Lung Cancer
The lung tumor is smaller than 7 centimeters across and cancer cells are found in
nearby lymph nodes.
_OR-

Cancer cells are not found in nearby lymph nodes. The lung tumor is more than 5
centimeters across.

_OR-
Cancer cells have invaded nearby tissues, such as the chest wall, diaphragm, pleura,
main bronchus, or tissue that surrounds the heart. More than one malignant tumor
may be found within the same lobe of the lung.

Stage III Lung Cancer

The tumor may be any size. More than one cancerous tumor may be found within
the lung.
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Cancer cells might also be found in lymph nodes on either side of the chest or the
neck. The tumor may have invaded nearby organs, such as the heart, esophagus, or
trachea.

Stage IV Lung Cancer
Malignant tumors are found in both lungs.
_OR-

The lung cancer has metastasized—spread to other parts of the body, such as the
brain, bones, liver, or adrenal glands.
-OR-

Cancer cells are found in fluid between the two layers of pleura.

Staqes for Small Cell Lung Cancer

Most doctors describe the stages of small cell lung cancer with two stages:
Limited stage: Cancer is found only on one side of the chest.

Extensive stage: Cancer is found in the lung and also in tissues on the other
side of the chest.
-OR-
Lung cancer is found in distant organs, such as the brain, or in fluid between
the two layers of pleura.
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Treatments for Lung Cancer

Surgery

If the person with cancer is diagnosed with early-stage lung cancer, surgery may be an
option. The surgeon usually removes only the part of the lung that contains cancer. Most
people who have surgery for lung cancer will have the lobe of the lung that contains the
cancer removed. This procedure is called a lobectomy. In some cases, the surgeon will
remove the tumor along with less tissue than an entire lobe or the surgeon will remove the
entire lung. The surgeon also may remove nearby lymph nodes.

Radiation

Radiation therapy is an option for people with any stage of lung cancer:

. People with early lung cancer may choose radiation therapy instead of surgery.

. After surgery, radiation therapy can be used to try to destroy any cancer cells that
may remain in the chest.

. In advanced lung cancer, radiation therapy may be used with chemotherapy.

. Radiation therapy can be used to help shrink a tumor that is blocking a patient’s
airway.

. Radiation therapy can be used to help relieve pain from lung cancer that has
spread to the bones or other tissues.

. Radiation therapy is often used to treat lung cancer that has spread to the brain.

During radiation therapy, the radiation is produced by a large machine. The machine aims
high-energy rays at the patient’s body to kill cancer cells. The treatment affects cells only in
the area being treated, such as the chest area.

The person with cancer will visit a hospital or clinic for radiation treatment. Radiation
therapy usually consists of treatment 5 days per week for about 6 weeks. Each treatment
session usually lasts less than 20 minutes.
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Although radiation therapy is painless, it may cause significant side effects. The side effects
depend mainly on how much radiation is used and the part of the body that is treated.
Encourage the person with cancer to ask his or her healthcare team to describe the side
effects that might be expected during or after radiation therapy.

(hemotherapy

Chemotherapy uses drugs to kill cancer cells. The drugs for lung cancer are usually
administered intravenously, which means that they are injected directly into a vein using a
thin needle.

The person with cancer will probably receive chemotherapy in a clinic or at a physician’s
office. Often there are reclining chairs for patients and they rarely need to stay in the hospital
during treatment.

The side effects of chemotherapy depend mainly on which drugs are administered and the
dosage levels. Chemotherapy kills fast-growing cancer cells, but the drugs can also harm
normal cells that divide rapidly:

e Blood cells: when drugs lower the levels of healthy blood cells, the person
with cancer is more likely to get infections, bruise or bleed easily, and feel
very weak and tired. The patient’s healthcare team will regularly check for
low levels of blood cells. If the patient’s levels are low, his or her healthcare
team may stop the chemotherapy for a period of time or reduce the dose of
the drug. They may also choose to prescribe medications that can help the
patient’s body create new blood cells.

e Cells in hair roots: chemotherapy may cause hair loss. If the person with
cancer loses his or her hair, it will grow back after treatment, but the color
and texture may be changed.

e Cells that line the digestive tract: chemotherapy can result in poor appetite,
nausea and vomiting, diarrhea, or mouth and lip sores. The patient’s
healthcare team can prescribe medications and suggest other ways to help
with these problems.

largeted Therapies

Targeted cancer therapies block the growth and spread of cancer by interfering with specific
molecules involved in tumor growth and progression. By focusing on molecular and cellular
changes that are specific to cancer, targeted cancer therapies may be more effective than
other types of treatment, but there are not targeted therapies for all types of cancer and at all
stages.

Smoking Cessation

Many studies have shown improved survival from lung cancer in patients who stop smoking
compared to those who do not. The person with cancer may want to continue smoking;
being diagnosed with a serious disease is stressful. Smoking is addictive, due to the nicotine
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in tobacco, and it is hard for most smokers to quit in the best of times.
Many patients fall back on smoking as a coping mechanism that is familiar
to them. Encourage the person with cancer to ask about smoking
cessation resources from his or her healthcare team. See Lung Cancer
Choiges, Chapter 11: How to Quit Smoking Confidently and Successfully

To find out more about the specific medicines that the person with cancer is receiving, we
again recommend the reliable and thorough resources on the National Cancer Institute’s
website: www.cancer.gov/cancertopics/druginfo/lungcancer.
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Lung Cancer Healthcare Team

The Multi-Disciplinary Lung Cancer Team

Lung cancer can cause a great deal of uncertainty, but there is a team of highly trained
professionals whose job it is to help the person with cancer through these difficult times.
The number of people whom a person with lung cancer will meet and the information that
he or she will receive about therapy can be overwhelming and confusing. As a caregiver, you
should try to meet as many of the members of the healthcare team as possible so that you
can fully support the person with cancer along his or her journey.

The following information provides a brief overview of members of the cancer care team
and includes a short list of questions that you and the person with cancer may want to ask
about treatment.

Pulmonologist

A pulmonologist, or lung doctor, is a physician who specializes in diseases of the airway and
lungs. If the person with cancer is found to have one or more nodules, sometimes referred
to as ‘spots’, on his or her lungs based on a chest x-ray or a CT scan, then a pulmonologist
may be one of the first physicians the patient will see. A pulmonologist’s focus is to aid in
reaching a diagnosis, including helping to determine whether the nodule seems to be lung
cancer. The patient’s consultation with a pulmonologist may include various procedures,
such as a bronchoscopy and biopsies.

Radiologist

A radiologist is a physician who specializes in reading body imaging including x-rays,
computed tomography (CT) scans, and Positron Emission Tomography (PET) scans.
Radiologists help diagnose lung cancer and can perform CT-guided biopsies of tumors. A
radiologist and a radiation oncologist are different doctors with distinct specialties.
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Radiation Oncologist

Radiation oncologists are physicians who specialize in the use of radiation therapy to treat
cancer. The focus of radiation oncologists is to help design a treatment plan and direct
radiation therapy. Radiation oncologists work closely with an array of other healthcare
providers, including radiation oncology nurses, medical physicists, radiation therapists, and
dosimetrists. Radiation oncologists will help the person with cancer choose the most
effective radiation therapy for his or her specific cancer.

Medical Oncologist

Medical oncologists are physicians who specialize in systemic therapy, including chemotherapy,
for the treatment of cancer. The person with cancer may meet a medical oncologist in an
outpatient clinic or in the hospital. Medical oncologist will determine if the person with
cancer is a candidate for chemotherapy, what type of chemotherapy he or she will receive,
and the duration of treatment. Medical oncologists will frequently monitor the condition of
the person with cancer while he or she is receiving chemotherapy and will help minimize the
side effects of treatment.

Thoracic Surgeons

Thoracic surgeons are physicians who specialize in chest surgery, which includes the chest
wall, mediastinum, lungs, esophagus, and diaphragm. Thoracic surgeons perform diagnostic
procedures and surgical treatment for patients with lung cancer. During the patient’s
evaluation, the surgeons will assess how fit the person with cancer is for surgery. This
determination may involve obtaining laboratory tests or specialized studies. Before
treatment, thoracic surgeons will discuss the options for surgery and will be the primary
physician managing the patient’s care in the hospital after surgery.

Palliative (are Team

Palliative medicine is a relatively new medical specialty that can

assist with symptom management, including general pain, nerve We should have
pain, shortness of breath, and fatigue. In addition, palliative care had pa lliative
physicians can help families and caregivers navigate the complex

medical environment. A palliative care physician can be especially car eﬁ om the
helpful by offering valuable assistance with decisions at crucial beginning
points in treatment. Palliative care can be provided at any point in

the course of the cancer care, including during active treatment. -Jan

Physician Assistant or Nurse Practitioner

Physician assistants (PA) and nurse practitioners (NP) are medical professionals who work as
part of the care team both in both the outpatient clinic and in the hospital. When the plan is
straightforward during treatment, the person with cancer may regularly see a PA or an NP
instead of his or her oncologist.
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Oncology Nurse

Every oncologist has a specially trained nurse who works with the person with cancer to
provide practical coping skills for dealing with the effects of cancer and the treatments. The
oncology nurse can be a valuable partner for caregivers.

Social worker

A social worker has training to help patients deal with mental, emotional, and daily living
issues. Social workers take care of the connections with other agencies, including home
health providers, infusion companies, oxygen and medical equipment agencies, and hospice
providers. Social workers can also help the person with cancer determine whether he or she
is eligible for government programs or other aid. In addition, social workers are trained to
counsel patients about grief and coping issues. Finally, a social worker can assist you and the
person with cancer, manage important legal issues, such as developing Durable Power of
Attorney and Living Will documents.

Free copies of the Caring Ambassadors Lung Cancer Program’s “Your
Your Treatment Team and ’ ¢
[T Treatment Team” Brochure can be ordered from the Caring Ambassadors
website: http://lungcancercap.org/product/vout-treatment-team-brochure/

For a lung cancer patient, putting together his or her healthcare team will
involve a lot of difficult choices. As a caregiver, you can help the patient make
these decisions in an organized and logical manner. Encourage the person

with cancer to include any and all factors directly or indirectly involved in care.

g (o oo For example, the person with cancer might be struggling with a decision to see
a highly regarded medical oncologist at a university hospital in the next state
or staying with the local, community oncologist.

You can help the person with cancer make this choice by helping him or her construct a

simple list of the advantages for each choice, making sure that you include practical issues
that will affect daily life:

Should we go to a university oncologist or an oncologist in our community?

Advantages of university oncologist Advantages of oncologist closer to home
Specializes in a type of cancer Treatments are standardized, so they would be the same
Access to clinical trials Closer communication with your personal physician
Access to specialized surgeons, radiation oncologists Less burden on travel (time, costs) for patient and family
Recognizes early complications
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(linical Trials

At their heart, clinical trials are research to benefit future lung cancer patients. The person
with cancer may choose to explore clinical trial options as a generous gesture, hoping that he
or she can contribute to advancing the science of lung cancer care. Sometimes it is possible
that a clinical trial can offer immediate help to patients participating in the trial by offering
access to possible new treatments. Clinical trials are usually offered when current therapies
are sub-optimal or when no proven therapies are available. If the person with cancer decides
to participate in a clinical trial, he or she will, at the very least, be watched closely and receive
treatment from clinicians who are dedicated to advancing lung cancer treatments. Even if the
health of the person with cancer does not directly improve being in the clinical trial, he or
she may find peace of mind and pride knowing that the trial will help develop treatments for
tuture patients. See Lung Cancer Chozces, Chapter 9: Clinical Trials and Emerging Therapies
for Lung Cancer

Clinical trials, including those used to develop cancer treatments, are the final step in a long
process to test new drugs or other treatments. Testing of a new cancer drug or treatment is
completed in an orderly series of steps called phases. This process allows researchers to obtain
reliable information about the drug or treatment in order to protect patients in each part of
the study. Understanding the different phases of clinical trials can help you provide sound
advice to the person with cancer if he or she is considering joining a study.

e Phase 1 trials: Researchers test a new drug or treatment in a small group of people
for the first time to evaluate its safety, determine a safe dosage range, and identify
side effects.

e Phase 2 trials: The focus of phase 2 trials is safety. During this phase, researchers
determine whether the drug or treatment is effective in people who have a certain
disease or condition. For example, participants receiving the new drug or treatment
may be compared with similar participants receiving the current standard of care or a
different drug or treatment.

e Phase 3 trials: In a phase 3 clinical trial, the drug or treatment is administered to a
large group of people to confirm effectiveness, monitor side effects, compare to
commonly used drugs or treatments, and collect information that will allow the drug
or treatment to be utilized safely.

e Phase 4 trials: Phase 4 studies are conducted after a drug or treatment has been
approved for use in the general public. Phase 4 trials are conducted to provide more
information about side effects, long-term risks and benefits, and effectiveness in the
general population.
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Questions for the Healthcare Team

At various points throughout the process, the person with cancer will have many questions
for his or her healthcare team. Almost all healthcare professionals are competent and caring
and have their patients’ best interest at heart, but they cannot anticipate the needs of every
single one of their patients throughout their busy days. As a caregiver, you can help the
person with cancer prepare for visits with members of their healthcare team by developing a
list of questions beforehand, rather than hoping that the right questions will come to mind
once he or she is in the room with the provider. There are many different questions that may
become important at different times—help the person with cancer write down a list to bring
along to each appointment. These do not need to be complicated or fancy questions. Here
are some sample questions to help you and the person with cancer get started:

e Where is my tumor located? Can you show me on the image?
e What stage is my cancer?

e Can my cancer be cured?

e What treatments are planned?

e What is the schedule of the therapy?

e How long are the various treatments?

e What are the side effects that can be expected?

e How will these side effects be managed?

e Can you provide paperwork for the caregiver’s workplace so that the caregiver can
come to the appointments?

e Are the treatments covered by insurance and who can help me check?

e What integrative, alternative, or complementary therapies are worth exploring?
e Who is the primary contact at the clinic if my family needs to talk to someone?
e Who is the after-houts contact?

e Should we look into consulting a specialist in lung cancer?

e Should we go to a university oncologist or an oncologist in our community?

e What expectations are there for the caregiver?

Write down your questions before your appointments, being prepared will help you
better communicate with your healthcare team.
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Often, the best way to get across a point to others is to try and speak their language. When
discussing your role as a caregiver, it may be helpful to bring up an editorial that appeared in
the Journal of the American Medical Association, most commonly referred to as JAMA, a high-
respected, peer-reviewed publication that any doctor knows well. In this article, Dr. Joanne
Lynn lays out the essential role that caregivers play in delivering care to patients and the lack
of support that is provided by the US healthcare system. For example, Dr. Lynn states:
“Unpaid and untrained family caregivers must handle medical devices, medications, and
treatments [...] Indeed, family caregivers provide most of the hands-on care—often for years
without a break, without pay, vacation, recognition, backup, or help.” The full article can be
found on pages 1021-1022 of the March 12, 2014 (Volume 311, Number 10) edition of
JAMA. If any of the healthcare team treating the person with cancer are unconvinced of the
important role that caregivers play in the lives of people with cancer, you can refer them to
this short article—it may open their eyes.
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Prognosis

Sometimes patients and families ask “How long am I (or the patient) going to live?” Of
course, it is unlikely that the healthcare team will be able to answer this question with any
level of accuracy—every patient is different and so is the course of disease. However, there
are averages that can provide general guidance. Even if the person with cancer is given an
estimate, the actual outcome will depend heavily on a number of issues including, but not
limited to:

e Response to treatment
e How well the patient is getting up and around
e Human spirit and attitude

For some patients, it is personally very important to them to have a prognosis. Some people
really want to plan ahead as much as possible, get their financial
affairs in order, and change their priorities depending on the
expected outcome of the disease and the associated timeline. Every patient is
For' other, a prognosis only causes fear .and anxiety for both the different and so
patient his or her loved ones. As a caregiver, you should follow
the lead of the person with cancer; make sure that the patient Is the course of
gets of the information that he or she wants, but do not push a the disease.
prognosis on someone who is not ready. For some people with
lung cancer, having an understanding of a broad range of
potential outcomes and timelines is more helpful. Regardless,
you can encourage the person with cancer to live every day fully
while also starting to put his or her affairs in order.
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Key Decision Points in Care

At any time, the person with cancer can ask the members of his or her healthcare team to sit
down and explain the big picture or where things stand. One effective approach is to
encourage the person with cancer to explain to the healthcare team his or her own
understanding of the current situation and the road ahead. This
allows the patient to get a fuller picture of the situation by using
his or her own words to describe where things stand. The Lung Cancer
members of the healthcare team can then correct any
misunderstandings to make sure that the person with cancer and
every member of his or her healthcare team are all on the same great deal of

page.

can cause a

uncertainty. Do

Again, the person with cancer can request a “big picture” not hesitate to
conversation at any time. However, there are certain decision

ask questions

points at which you, as a caregiver, may want to encourage such
discussions: at any time in

!

e Before treatment begins

e When radiation therapy is completed
e When chemotherapy is completed

e Any time that the treatment has not been successful
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Conclusion

When someone you care for is diagnosed with lung cancer, it can have a huge impact on
your life. You will be bombarded with advice and information about caring for someone
with cancer and it is easy to get lost in all of the changes to your world. While we hope that
you might find a number of helpful hints in this book, if you only take one thing away from
reading it, we hope that it is this: take care of yourself.

It is natural for a caregiver to want to concentrate only on the person with cancer, but this is
not healthy for anyone involved. It is not selfish to look out for yourself: taking care of your
own needs will make you a more effective caregiver. As a caregiver, you may experience
periods of stress, frustration, and even depression. Do not ignore these feelings in yourself.
Learn to recognize signs that you are not feeling 100 percent and then take action. You can
find support from others who are caregivers or talk to a professional. You can ask others to
share the load, either by helping care for the person with cancer directly or by taking over
some of your own daily tasks. You can make time for yourself by scheduling fun activities
away from the person with cancer.

In addition to being emotionally taxing, being a caregiver can take a real physical toll as well.
Make sure that you take time to take care of your body. Do not get so caught up in your
caregiving responsibilities that you neglect your own physical health. Take time away to
exercise, to eat decent meals, and to get enough sleep.

Finally, as a caregiver, do not be too hard on yourself. Make sure that you confer all of the
good, positive emotions that you feel for the person with cancer to yourself as well. Be kind
to yourself. Be forgiving of yourself. Be patient with yourself. Being a caregiver for a person
with lung cancer is a difficult role to play and you can only do so much. Cut yourself a little
slack and make sure that you look out for your own well-being. Taking care of yourself in
not in any way neglecting the person with cancer; anything that you can do to maintain your
own health will be better for both you and the person with cancer.
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Caregiver Resources (Online)

CarePages
CarePages websites are free patient blogs that connect friends and family during a health
challenge.

WWW.Carepages.com

Caregiver Action Network

The Caregiver Action Network serves a broad spectrum of family caregivers ranging from
the parents of children with special needs, to the families and friends of wounded soldiers;
from a young couple dealing with a diagnosis of MS, to adult children caring for parents with
Alzheimer’s disease.

800 896 3650
WWW.caregiveraction.org

Caring Ambassadors Program

The Caring Ambassadors Program is a non-profit organization with a singular mission: to
help improve the lives of those affected by challenging health conditions through advocacy,
information, and support.

503-632-9032

http://www.caringambassadors.or,

Family Caregiver Alliance

Family Caregiver Alliance supports and sustains the important work of families nationwide
caring for loved ones with chronic, disabling health conditions.

800 445 8106

WWW.Caregiver.org

My Journey, My Choices
My Journey, My Choices will help empower you to create, track and research your own
journey to wellness.

www.caringambassadors.org

National Alliance for Caregiving

Established in 1996, The National Alliance for Caregiving is a non-profit coalition of
national organizations focusing on issues of family caregiving.

WWWw.caregiving.org

Well Spouse Association

Providing peer support and education about the special challenges and unique issues facing
"well" spouses every day.

www.wellspouse.org
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Caregiver Resources (Books)

21st Century Understanding Cancer Toolkit: Coping with

S5 Co N Advanced Cancer - Metastatic Cancer, Caregiver Support, Palliative

Care and Hospice, Advance Directives, End-of-

Life Care, Pain Control, Grief by the National Cancer Institute.
(2011) Progressive Management. Find at
http://www.smashwords.com/books/view/41908 and at online
booksellers.

From the publisher: “This massive guide, with over 600 pages and
23 chapters, has authoritative information and practical advice
from the nation's cancer experts about advanced cancer, with
valuable information for patients, families, and caregivers about
every aspect of metastatic disease.”

A Patient’s Guide to Cancer Symptom Management by Carlton
Brown, PhD, RN, AOCN. (2011) Hygeia Media, Oncology

Nursing Society. Paperback. Available at
http://esource.ons.org/ProductDetails.aspxrsku=INPU0615 and
through online booksellers.

A PATIENT’S
GUIDE TO
CANCER
SYMPTOM

MANAGEMENT From the publisher: ““.. .helps patients and their families better

understand and conditions commonly associated with cancer and
its treatment... This new book details the effects of cancer
symptoms ranging from anemia to sleep problems and in plain
language free of medical jargon. Each chapter explains the nature
of the problem, including the causes and symptoms, and presents
details on prevention, diagnosis, and treatment.”

by Caron G: Brown. PRD, RN, AOCK

And in Health: A Guide for Couples Facing Cancer Together by
Dan Shapiro. (2013) Random House. Paperback. Find in
bookstores and through online booksellers.

From the publisher: “Here are engaging and digestible lessons for
couples navigating the life changes brought about by a cancer
diagnosis. Dan Shapiro draws on his more than twenty-five years
~ of clinical work as a health psychologist who has researched and
S worked with couples facing cancer, and on his own experiences of
I being both the patient (having and beating Hodgkin’s lymphoma in
his twenties) and the supporter/advocate (when his wife was
diagnosed with breast cancer) to weave together insights on facing
cancer while maintaining a strong relationship.
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Cancer Caregiving A-to-Z: An At-Home Guide for Patients and

Families (2008) American Cancer Society. Paperback and e-book.

Available at http://www.cancer.org/cancer/bookstore/index and
at online booksellets.

From the publisher: “Organized in a straight-forward alphabetical
format, the book covers more than four dozen critical cancer
caregiving topics, from anxiety to weight changes, and is filled with
vital checklists, as well as time-saving—perhaps life-saving—
“What-to-do-ifs," which are readily accessible.”

Cancer Journey: A Caregiver's View from the Passenger Seat by
Cynthia Zahm Siegfried. (2010) CSZ Books, available through
online booksellers. Paperback.

From the author: “My real burden as a caregiver was the
emotional stress not the physical. A cancer diagnosis is followed by
a psychological and spiritual crisis as we move through the stages
of grief toward acceptance. Before I could accept the possibility of
my husband’s death, I had to answer the basic question “Why are
we here and where are we going?” ”

Climb Back from Cancer: A Survivor and Caregiver's Inspirational
[ourney by Alan Hobson and Cecilia Hobson (2004) Climb Back
Inc. Hardcover. Find through online booksellers.

From the publisher: “The story offers not only a living example of
how to climb back from cancer, but demonstrates how to
transform adversity into opportunity. It includes "The 10 Tools of
Triumph" for survivors and caregivers - what the couple considers
to be the key psychological skills required not only to survive life-
threatening illness, but to thrive beyond it.”

Coping with Caregiving: A Guide to Caring for Your Loved Ones

Without Suffering from Caregiver Burnout by Carolyn Stone and
Annabelle Stevens. (2012). Eternal Spiral Books. E-book only.
Find through online booksellers.

From the authors: “Caregiving can be one of the most difficult
jobs you will ever face. Taking care of yourself as a caregiver with
the help of this guide can be the first step toward healthy and
successful caregiving, no matter what short-term or long-term
caregiving situation you may be dealing with.”
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American Cancer Society Complete Guide to Family Caregiving:
The Essential Guide to Cancer Caregiving at Home, Second

Edition by Julia A. Bucher, Peter S. Houts, and Terri Ades. (2011)
American Cancer Society. Available in paperback and as e-book at
http://acs.bookstore.ipgbook.com/american-cancet-society-

complete-guide-to-family-caregiving-products-
9780944235003.phprpage id=32&pid=ACN

From the publisher: “Updated to provide the latest information,
techniques, resources, and insights into caregiving, this practical
guide offers manageable solutions to the many conditions and
situations caregivers may face.”

Final Journeys: A Practical guide for Bringing Care and Comfort at
the End of Life by Maggie Callanan. (2009) Random House.

Hardcover, paperback, e-book. Find at bookstores and through
online booksellers.

From the publisher: “From supporting a husband or wife faced
with the loss of a spouse to helping a dying mother prepare her
children to carry on without her, Callanan’s poignant stories
illustrate new ways to meet the physical, emotional, and spiritual
challenges of this difficult and precious time.”

Guide to Caregiving by Amy Gover. (2012) AARP E-book only. Also available in

Spanish.
Find athttp:/ /www.aatp.otg/ entertainment/books/bookstore /home-farmily-

wine/ cateoivine-cuide/

From the publisher: “This comprehensive manual gently guides the
way, addressing all aspects of caregiving, from health, housing, and
legal matters to ways to handle the emotional transitions, where to
find support, and how to care for the caregiver — you.”
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Help Wanted: Caregiver: A Guide to Helping Your Loved One
Cope With Setious Illness by Laura J. Pinchot. (2010/2011)
Hygeia Media, Oncology Nursing Society. Paperback and e-book.
Available at
http://esource.ons.org/ProductDetails.aspx?sku=INPU0606 and
online booksellers.

From the publisher: “This book offers a primer on in-home care as
well as options for institutional care, the next logical step as the
scope of care becomes too much to handle. You will also find
information on financial and legal issues as well as challenges that
caregivers face in their relationship for the person under their
care.”

Self-Care for Caregivers: A Twelve Step Approach Paperback by
Pat Samples, Diane Larsen, and Marvin Larsen. (1991) Hazelden
Foundation. Paperback and e-book. Find through online
booksellers.

From the publisher: “Using the Twelve Steps as a guide, the
authors conduct readers through the pitfalls of caregiving--the
emotional snarls and strains, daily struggles, competing needs, and
questions about confronting pain--providing hope and tangible
suggestions on how to stay strong and sane while providing healthy
support and love.”

The Art of Caregiving: How to Lend Support and Encouragement
to Those with Cancer by Michael S. Barry (2007/2013) David C.
Cook. Hardcover and e-book. Find through online booksellers.

From the publisher: “Written to encourage the caregiver, The Art
of Caregiving will be a candle of joyful hope to the one whose life
has taken on unique new challenges when a loved one faces
cancer.”

The Caregiver—the Second Cancer Patient by James S. Liao (2012)
CreateSpace Independent Publishing Platform. Paperback and e-
book. Find through online booksellers.

From the author: “Written by a caregiver who lost his wife to
cancer. He hopes this book of practical, daily tools that he used
will help someone else in a similar circumstance”
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The Caregiver Helpbook: Powerful Tools for Caregiving, Second
Edition by Marilyn Cleland, Vicki L. Schmall, and seven other

: T&REGWER ‘ ’ authors. (2006) Paperback. Find through online booksellers.
| HELPBOOK |
[ — From the authors: “The Caregiver Helpbook is designed to

r provide caregivers the tools to increase their self-care and their

/ confidence to handle difficult situations, emotions, and decisions.
The Caregiver Helpbook will not eliminate the challenges of
caregiving...The goal is to help caregivers to thrive as individuals.
In this book, you will find information for in-home caregivers,
working caregivers, long-distance caregivers, and grandparent
caregivers.

st et s The Caregiving Wife's Handbook: Caring for Your Setiously 111
e Husband, Caring for Yourself by Diana B. Denholm, PhD,

6 AREGIVING LMHC. (2012) Hunter House Books. Paperback. Find through
WIFE'S online booksellets.
HaAaN DBOOK

From the publisher: “A month after proposing marriage, Diana
Denholm's husband was diagnosed with colon cancer and later
congestive heart failure. Following a heart transplant several of her
husband's body systems began failing forcing Diana to become his
primary caregiver for more than a decade... The Caregiving Wife's
Handbook is a step-by-step communication guide to help women
maintain emotional, physical and financial health in their unique
role as caregivers to their dying husbands.”

The Compassionate Caregiver's Guide to Caring for Someone
With Cancer by Bonnie Bajorek Daneker. (2007) Self-published

through Author House. Paperback. Find through online
booksellets.

GUIDE TO CARING FOR

From the publisher: “Like a wise and knowledgeable friend, The
Compassionate Caregiver will help you to understand both the
caregiving role and how to care for yourself when devoting time
and attention to someone facing a serious illness.”

SOMEONE WITH CANCER

BONNIE BAJOREK DANEKER
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CANCER CAREGIVERS
Speak OuT

"The Practical Caregiver's Guide to Cancer Care: How to Help Someone Youl ove by
Sara M. Barton. (2012) E-book only. This informative and inspiring guide emerged from
Sara Barton’s expetiences as the primary caregiver for her mother, who Iived with lung
cancer for ten years.

From theauthor: ““The more you know about the care your Joved one needs, the better
caregiver youwil bel.\What are T/ Pratical Caregior Griks? They are educational guides to
help youbeabetter family caregiver. Whether you are providing basic care, cancer care, or
homehospice care, youneed the fight tools to help you get the job done.”

Things I Wish I'd Known: Cancer Caregivers Speak Out, Second
Edition by Deborah J. Cornwall (2013) Bardolf and Company.

Paperback and e-book. Find through online booksellers.

From the publisher: “In this book, practical lessons drawn from
caregivers’ experiences are intermingled with their own words and
most intimate feelings to forge a compelling narrative about the
tull range of issues you’ll face as caregiver or patient.”

When Someone You Love Is Being Treated for Cancer: Support
for Caregivers by National Cancer Institute, National Institutes of
Health and U.S. Department of Health and Human Services (2012)
https://pubs.cancer.gov/ncipl/
searchres.aspx?sid=s%2bWvhjUi2y%2fp2M6%2bI10r6NA%3d%3d

The National Cancer Institute has this free e-booklet in Spanish
also.

When Someone You Love Has Cancer: Comfort and
Encouragement for Caregivers and Loved Ones by Cecil

Z(]m Someone Ufou Murphey and Michal Sparks. (2009) Harvest House
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From the publisher: “Beloved watercolor artist Michal
Sparks' soothing paintings combine with practical helps and
honest "I've been there" admissions from bestselling author
and longtime pastor Cecil Murphey that detail handling both
the physical and emotional challenges of illness. Caregivers
will learn how best to handle anxiety and apprehension,

s iy Mokl Gprarts answer questions honestly and with love, deal with their
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own emotions of exhaustion and helplessness, and bring
hidden feelings to the surface.”
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About the Editors

Fred LaBrecque has worked as the Medical Writer and Program Development Director for
the Caring Ambassadors since 2012. He has experience in all facets of the medical research
tield: basic laboratory research, clinical trials, data coordination, and program management.
In this work, Fred has written and edited a variety of publications, from editorials aimed at
general audiences, to scholarly articles published in peer-reviewed journals.

Cindy Langhorne joined the Caring Ambassadors Program, Inc. in August of 2007 as the
Lung Cancer Program Director. Ms. Langhorne brings over sixteen years of programmatic
and managerial experience in the field of lung cancer advocacy and has worked with public
and private community stakeholders. Ms. Langhorne’s compassion for lung cancer patients
and their families and her dedication to improving the burdens of lung cancer one life at a
time are extraordinary. Ms. Langhorne is a well-respected local, regional, and national
advocate for lung cancer and issues that affect those living with or at risk for the disease. Ms.
Langhorne is also the acting Co-Chair for the Lung Cancer Action Network (LungCAN®).
The Lung Cancer Action Network (LungCAN®) is a collaborative group of lung cancer
advocacy organizations who have come together to raise public awareness of the realities of
lung cancer with the intention of increasing funding for detecting, treating and curing the
disease.
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