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1-I Wish I Had Known

When [ was a child, the adult world seemed simple. Looking at my parents and
neighbors from a suburban child’s eye, there seemed to be predictability to
adult life. Some adults went to work, some stayed home, mothers drove
carpools, and fathers threw baseballs and fixed cars. The adult world just
seemed to march on without missing a beat.

As I moved through adolescence, my perspective widened. Mr. McCashen, one
of the dads in the neighborhood, traveled for business. While on business,
attackers stole his wallet. They beat him so badly he was left with severe brain
damage, limited speech, and inability to use his left arm, as well as other
impairments. I'd watch him limp to the mailbox with the gait of a toddler. He
never got better. He couldn’t work, speak, or comprehend what he read. His life
was taken. His family’s life was forever altered.
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Then there were the Koltens, who had six children. They always played
together outside in front of their house. Passing by their house, I could see
their mother watching over her brood through open curtains. Then one day,
the curtains were closed. One day turned into ten, and then a few months
passed. It was then I overheard whisperings about the youngest Kolten. He had
slid down in the highchair, got caught on the belt strap, and died. After that, I
never saw them again. Maybe it was the making of my yet-to-be career as a
psychologist, but I wanted to know how they were feeling and coping. What
went on behind those closed curtains?

Years passed and I fulfilled my career dream to become a psychologist. People
walked into my office to share depression, anxiety, loss, conflicts, and more.
They revealed emotions and thoughts they often kept from loved ones and
friends. I learned from their bravery and experiences. Yet, in the beginning of
2016, I was on the precipice of a crash course that only firsthand experience
can teach. I was diagnosed with multiple myeloma, a blood cancer, tipped off
by a fractured vertebra in my back.

Armed with notebooks of information about medical procedures and
medication, I felt ready for what would ensue—only to find out there were
missing chapters. How do I tell my loved ones what is happening? Why do I
start weeping even when I don'’t feel sad? Where did this overwhelming anxiety
come from? What should I tell my colleagues? Will I die? There is so much I
wish I had known.

And, so it is, that I set out to write this to blend my professional knowledge
with experiences to help people navigate these times. After all, we all just wish
we had known.

2-Getting the News

We learn our loved one has suffered a serious injury. We receive a cancer
diagnosis. Our spouse has had a heart attack. We carry our child into the
emergency room with unexplained symptoms. A loved one sinks into a deep
depression and is unable to function. These moments mark our lives; our
worlds become different from the days before “it” happened.

Medical crises throw us into unfamiliar territory. Physicians and other medical
personnel offer opinions and lay out potential treatments, but there is little to
no discussion about how this will affect our families, emotions, or overall
functioning. The medical team's focus is on getting us well. Questions fill our
minds as the next steps are laid out. Some questions are asked, but others are
not because decisions need to be made. Appointments end, and we are left on
our own to sort through our reactions, often wondering if what we are feeling is
normal.



Specific reactions depend on each individual and situation, but we also know
that the brain kicks into high gear to manage a crisis, creating certain
reactions.

Whether the crisis is just happening, you are well into the process, or you have
come through the other side, understanding the inner workings of the brain,
emotions, and behavior can help you manage — and hopefully heal — from the
trauma of a medical crisis.

First Reactions
Cindy's Journey I Want to Get Off

I sit across from my doctor as he explains the diagnosis and draws pictures
illustrating how cancer cells differ from other blood cells. I nod and ask
questions, but inside, emotions pound against my heart. Anxiety, uncertainty,
and sadness swirl as my outside demeanor takes on a falsely calm image. Little
do I know that this is just the beginning of an emotional rollercoaster ride I
can’t get off.

We've all experienced moments that leave us shaking, suddenly aware of how
our lives can change in a moment. Driving down the road on a sunny day
listening to a podcast, a car swerves into your lane, only to miss your car by
inches. As you lay on the horn and swerve your car out of danger, adrenaline
pumps through you. Your heart races, hands tingle, and you have
overpowering thoughts about the near miss. “Phew! That was close!” As you
continue to drive down the road, adrenaline and symptoms subside as your
brain lets you know you are safe again. However, when you tell the story to
another, you feel a resurgence of reactions. You re-experience the shock
reaction, because your brain has linked the emotional and physical responses
in your memory. Even though you are safe when talking about your near-miss
experience, the brain’s connection to the event causes you to re-experience
some of the sensations you felt as you swerved out of the way of danger — just
to a lesser degree. Over time, the brain replaces the memory with calmer
responses.

Unlike the near miss in the car, the psychological shock of experiencing a
significant medical event doesn’t end when we drive away. The ongoing nature
of illness, accidents, and the unknown that come from a diagnosis create a
cascade of feelings and reactions. When experiencing a health crisis, we often
don’t have prior experience to help us know what to do. We don’t know how to
do “sick or injured.” We are faced with issues that demand our attention,
appointments to be kept, and decisions to make as we redefine what we think
of as our “real lives.”



When presenting a diagnosis, my primary focus is to present the information in a
clear manner. Specifically, what needs to be done (now, short term, long term)
and not trying to bite off too much at a single visit. —-Dr. Ted Lee, Hematologist

and Oncologist

Swirling emotions are unsettling because they are a reminder of what is
happening, and that life has changed. While there are specific emotions that
are typical, there is no wrong way to experience a medical crisis. Each person
has a unique set of reactions based on life experiences, personality, and brain
patterns. Let’s look at a few of the most common.

Shock
Disbelief. Shock. I felt I was branded with a big C on my forehead. —-DH

Shock occurs when our lives take an unexpected turn. Shock propels us into a
land of the unknown. It is unfamiliar territory. We aren’t sure how we got here,
and we don’t know where we are going to end up.

I was in shock from the accident that left me feeling oddly calm and dazed, but I
remember I wanted the next steps to start. —-CK

Shock. This was a cancer I had never heard of. I cried. -NA

Devastated. —RF

Questions flooded my mind. Will he die? After 58 years, how could I live without
him? This isn’t fair; he’s such a good man. —NL

Shock quickly moves into other reactions because the body can’t sustain high
adrenaline for long. While the initial shock can be short-lived, it can loop
around and hit us again when another unexpected turn occurs along the
journey.

I often think of myself in this journey as the luckiest/ most unlucky person. I
decided to have elective surgery to have my sigmoid colon resectioned. During
that surgery, the doctor saw what he thought was cancer. He did a blood test

that confirmed his suspicion, and he aborted that surgery. When I was
awakened from surgery and told the operation was aborted, I was shocked. My
thinking quickly moved to, “Okay, let’s get this taken care of.” A hysterectomy,
chemo and two more cancer diagnosis later, I am still shocked that it all has
happened. -MT

Anxiety

When told I had a brain tumor, I was overcome with total fear. -JZ
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Anxiety is a natural reaction to a threat. Having a chronic illness or chronically
ill loved one is a threat to the status quo. When people receive a diagnosis, it is
logical that some level of anxiety will be experienced.

Anxiety can be experienced through physical symptoms, such as nausea,
difficulty sleeping, trembling, and tearfulness. Others experience anxious
thinking, such as worry, intrusive thoughts, and phobias.

I was in a mental panic. There is no known cause or cure and seeing two pages
of Google results was extremely disheartening. It was emotionally consuming
and numbing all at the same time. I felt hopeless and confused that this
seemingly improbable thing was affecting our 3-year-old son and our family. -RR

I was scared and terrified. I made sure my affairs were in order. I wrote a letter
to my husband, daughter, and sister to open upon my death. —SR

I received a call from the hospital letting me know I had to return to talk about
the results of the biopsy of my appendix. Turned out I had a tumor on my
appendix and that was why it was inflamed, and I required HIPEC
(Hyperthermic Intraperitoneal Chemotherapy) surgery. My initial reaction was
disbelief and that there must be a mistake. I even asked if the results had been
switched with someone else’s. The doctor assured me the appendix and results
were mine, I sank into my seat with fear and discontent. I was 25. —CL

Anxiety feels like our beings are being shaken from the inside out. Trembling
hands, trouble focusing, heart palpitations, headaches, and fluctuating
emotions pepper our moments. Worry takes over the usual clear thinking of
our minds. The variability and intrusiveness of these reactions interfere with
our thinking, normal reactions, and view of ourselves.

Shock, fear, anxiety and anger. I became a “nervous Nellie” overnight. -JN

Fear struck me because my cousin had died five years earlier from the same
disease. -SJ

Getting my diagnosis was like an out-of-body experience. -MB

My father-in-law was diagnosed with aggressive skin cancer. It grew on the top
of his head covering his entire head in eight weeks; it was very scary to watch.
This was the first time we had to share this kind of news with our kids. It was
extremely hard to share and see their reactions. It was hard to see my husband
be scared and cry. It has been a tough road. —-LH

For most people, anxiety surfaces through “what ifs.”



Truthfully, I was scared out of my mind. I knew what I had to do,
but the fear of not being around for my sons was my # 1 emotion. —LL

When I got the prostate cancer diagnosis, I felt fear and anxiety wondering how I
could tell my loved ones, because my wife’s father and mother died from cancer.
I was sad and wondered if I would be incontinent and/or have erectile
dysfunction. -RZ

I was furious that I had cancer. I had done everything right (diet, exercise,
healthy lifestyle) and it happened to ME! It all seemed so unfair; after all, I had
no risk factors. -JN

Many of us are taught that anger is a negative emotion. However, anger is
justifiable when illness, violence, or harm is brought to someone we love or to
ourselves. Anger has two sides. It can spark feelings of being powerless or
propel us to act. If we act out of anger and do harm, obviously that isn’t
productive, but sometimes we need anger to spark us into a needed action.

I am a nurse, and I was angry with myself for not realizing it could be cancer. —
KJ

My first knee surgery was when I was 16. At 23, I was diagnosed with
osteoarthritis. I am a nurse and knew what could lie ahead. I was angry at my
body. -LE

Anger first. Disgust at the medical community’s matter-of-fact attitude because
they seemed to forget that for each patient, it is a living hell. - LW

Initially hearing a list of diagnoses, including Dissociative Disorder and PTSD
was a relief. I felt validated and reassured by how the diagnoses described
everything I was struggling with. -TZ

The avenues to diagnosis are often characterized by pain, struggling with daily
tasks, feeling unlike our usual selves, and emotions. Going through a
protracted period of symptoms often generates a sense of relief once a
diagnosis is offered. We think if there is a diagnosis, there is a treatment which
can help restore our health.

My family has a horrible history of dying from various cancers, so honestly, I
was not surprised [at receiving the diagnosis]. —LL
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Heart attacks, accidents, serious illnesses, and cancer typically occur with little
notice. The suddenness doesn’t give us time to prepare and figure out what we
need to do. However, for some folks, a diagnosis is the fulfillment of something
we’ve been expecting; we've been waiting for this news. Waiting for the shoe to
drop.

My mother died of breast cancer when she was 47. At the time of her death, I
was 25 and pregnant with my first child and my sister was 7. My husband and I
raised my sister along with our children. Because of the occurrence of cancer on
both sides of my family,

I always thought “when, not if.” -SR

I didn’t look at cancer as a big deal; to me, it was just another life experience. I
didn’t have an emotional response to my diagnosis. I reacted very pragmatically.
Perhaps it is my nursing background; perhaps it is just my personality. —SR

For some, health diagnoses are taken in stride with minimal upheaval. The
event is viewed as another step along the path of life. Treatment and the
process are taken with calmness and neutrality.

3-Our Brains Lead the Way

Medical crises don'’t just affect the body. They involve our thoughts, emotions,
soul, and brain, but our brain leads the way. Entering a crisis sparks distinct
parts of the brain. The first reaction comes from the amygdala. While the name
amygdala isn’t important to remember, it is important to understand that the
part of our brain (amygdala) that controls emotions moves to the forefront in
the initial stages of a crisis. The amygdala sits up and listens to what is
happening around us. Sparked by a threat, the amygdala is prepared to do its
job to protect and move us toward survival.

Think of the caveman. He leaves his cave to find food. Spear in hand, he
tromps through the wild and hears a rustling. The amygdala moves to alert.
Senses become heightened, the heart beats faster, and adrenalin pumps,
preparing the caveman to react. Out of the brush comes a mountain lion. Even
an experienced caveman is no match for a mountain lion. “Should I fight, run,
or stop, all the while hoping the mountain lion doesn’t see me?” Thinking
through and assessing options are good strategies, but the caveman can’t take
the time to assess the pros and cons of each option. When in danger or scared,
the amygdala is the first responder. It reacts faster than we can think.

If we could slow time down to examine the underlying process, we would see
three main ways the amygdala reacts. As noted in How Your Brain and Body



Deal with Treatment post, fight, flight, and flee are common reactions to a
medical crisis.

. One way the amygdala reacts is to fight: take the spear and use it
to try to stop the mountain lion.
. Other times, the amygdala shouts, “Run for your life!” Flight is

meant literally, for the caveman’s life is in the balance, and the amygdala
decides the caveman must flee to live.

. Sometimes, the amygdala urges him to freeze. The body and
brain stop; the caveman feels paralyzed.

While we can imagine the probable endings depending on the caveman’s
choice, our outcomes aren’t as clear-cut or as predictable when we are faced
with a crisis. But our brains go through the same mechanisms as the
caveman’s. Whichever path we follow, the brain’s reactions have only one
intention: to protect. We’ll look at each of these reactions and how they
translate into action at the diagnosis stage of a health event.

Fight

Shock quickly turned into action. I immediately started asking hundreds of
questions. -MM

)2

e

"\ \
b -]
10,7

P

Just as the caveman grabs a spear and prepares to attack
the mountain lion, we engage in our battle. We flex our muscles, gather our
resources, and yell an internal “Charge!” Off we go to conquer the beast with
our 21st-century spear. Our present-day spear takes the form of gathering
information, organizing resources, and making decisions.

I obsessed with the idea that a solution MUST be possible. I spent hours
contacting companies, NIH, and physicians to ask about trials that may cross
paths with our son’s rare disease. I questioned every decision and the moments
leading up to his sudden onset of symptoms trying to pinpoint what could have
happened. I longed to try to understand the reasons it happened and how to fix
it, believing that if I tried hard enough, there must be a solution. —-RR



I researched online and networked with everyone I could think of. -SH

I developed a love-hate relationship with Dr. Google. I wanted to read as much
as I could about my disease, but when I read something I didn’t want to know, I
cursed Dr. Google. -AA

It was as if I was on a mission. I made doctor appointments and began to figure
out what I needed to do next and how. -CS

After the shock, disbelief, and fear settled down, I moved into warrior mode:
coordinate the medical team and get the surgery done ASAP. -RGW

I couldn’t believe my friend was diagnosed with breast cancer at 45 years old. 1
quickly accepted it and became a warrior; certain we would fight this together

and win. —-LF

I went into fix-it mode. - KW
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o When in fight mode, we tend to focus more on doing than
feeling. Sometimes we don’t want to feel, but it is important to be aware of the
emotions so they don’t build up inside, only to later erupt when you don’t want

them to.
Workbook Chapter 3 Our Brains Lead the Way
Tips for Fight Mode

e Make a list of two or three people that you designate as the ones you
want to ask you how you are doing. Ask them to use the word doing
rather than feeling to honor your fight mode (at least for now). Be specific
about how frequently you want to be asked; you can always increase it or
decrease it later. Ask them if they’re willing to take on this “job” for you.
List these people below.




mode places us on high alert and makes it easy to miss important pieces
of information. We think we heard it all, but we didn’t. In fight mode, as in
crisis in general, our memories aren’t as dependable as usual.

e Audio record your medical visits.
e Bring someone along with you to important medical appointments as a
second pair of ears, or to take notes, so you can just listen.

It is important to be careful with whom we spend time.

o Stay away from people who ask prying questions. People who pry create
a feeling of rage and generate a feeling as if they are using your crisis for
gossip.

e Avoid know-it-alls. When we are in fight mode, we don’t want to hear
dissenting opinions, because it distracts us from our well-thought-out
plan.

Keeping a routine is important in fight mode, because when following routines
the brain doesn’t have to think and make decisions about ordinary tasks.
Maintaining routines preserves energy for creating plans and gathering needed
information.

e Look for two or three routines from your daily life you can deliberately
keep during the challenging period of diagnosis.

mode takes energy. It’s important to occasionally distract yourself and let
your system settle so you’re not further taxing your health.

o Create a list of five mind-distracting activities that fit your specific health
situation. Ideas include work/volunteer, if possible; exercise; social
interaction (sports, games); crossword or jigsaw puzzles; gardening;
playing with children; cooking; repetitive prayer; or singing.
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Flight

Much of the time, I was in denial of the nature of my 41-year-old daughter’s
cancer. I just couldn’t face it. -JG

For the caveman, flight is literally running away from the
mountain lion in an effort to save his life. As the mountain lion gets closer and
closer, adrenaline propels him to run faster to try to escape. When we or
someone we love encounters a medical crisis, we feel the imaginary jaws clamp
down on our necks, squeezing the life that we once knew out of us. Running
away through denial, refusing treatment, overfocusing on tasks in life, or
seeking momentary escape allows us to feel some control over a situation that
causes us to feel out of control.

It’s official. I am overwhelmed and freaked out. The enormity of what lies ahead
and what is going on in my body has hit me. I want to run away. —-CS

Tips for Flight Mode

\ @ m/
= L Q
;@\ﬁ
”~ S~

o When in flight mode, we tend to be overwhelmed by emotions that
make us want to escape. Thinking about the details and gathering information
can increase our distress, so it is important to enlist others to help with these
tasks.

If your response is primarily flight, consider building a team around you to
support your need to escape yet help you keep track of valuable information.

Workbook Chapter 3 Our Brains Lead the Way
Tips for Flight Mode
e Make a list of two or three friends/family that you would like to have on
your support team. Choosing someone with a medical background is

helpful, but not crucial. Meet with them to talk about what you want
them to do.
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As a group, decide who will go to which medical appointments. Record
them on a shared calendar (Google calendar, Outlook.com, etc.) You can
also share this calendar with others if you choose, such as family, to
keep them up-to-date.

Audio record your medical visits so all team members can hear what has
been said and stay up-to-date.

Have the person who accompanies you to medical appointments take
notes, particularly the main facts you need to know, so you can refer to
them when you feel ready. After a medical appointment, the team
member is to ask if now is a good time to tell you three pieces of
information. If you hear one piece and that’s all you can handle, tell
them that’s all you can listen to right now. It helps to add that you are
feeling overwhelmed because that gives the helper clarity as to why they
need to stop. The helpers need to know these “rules”.

When in flight mode, grounding activities are good. Grounding activities are

those

that keep us more present in the here and now — hence, less likely to

take flight. Ways to be more grounded when in this mode include engaging one
or more of the senses (taste, touch, smell, sight, sound).

Workbook Chapter 3 Our Brains Lead the Way

Activities

Listen to music

Eat enjoyable foods

Drink warm/cold beverages

Smell scents that bring positive memories. Put a whole citrus fruit in the
freezer and when frozen, take it out and smell it. The aroma of the citrus
can be grounding. Some people use aromatherapy diffusers.

Be in nature, which is full of sights, smells, sounds, and touch

Spend time with pets

Lie under a weighted blanket

Wear clothes that are comfortable and have a texture you like

actions are particularly unhelpful to take when in flight mode.
Don'’t listen to the medical visit recordings unless you have moved into
fight mode, because hearing the information in medical jargon can

increase anxiety.
Don'’t visit Dr. Google.
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Freeze
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I didn’t really hear what I was being told. -LVB

o~
Freezing manifests as a surreal experience. The caveman tries to
shrink his body behind the bush so as not to be seen by the mountain lion,
even though he knows his human scent will be detected by the beast. There is
no hiding, but when in freeze mode, we try. In freeze mode, it is hard to believe

what is happening. Life around us feels unreal. It feels like time is suspended.

I feel like I move from one room to another, never walking down the hall. Just
boom, I am in this other space. A space that is unfamiliar. The walls are fluid,
not creating a defined space. I could run into a wall, and it would push further

out, only to bounce me back into this amorphous space. There is no furniture, the
walls are swirled with pale colors, and the ceiling is beyond my vision. -CS

I found myself a doddering, weak, shuffling soul and was shocked. I felt as
though I would collapse from within. Not fall over — just crumble within. -BK

Tips for Freeze Mode

When in freeze mode, much of the world around and inside of us feels
overwhelmed. We want time to stop. We don’t want a lot of input. We want
peace. We want stillness. We want calmness. Unfortunately, in a medical crisis,
these desires are difficult to attain.

Workbook Chapter 3 Our Brains Lead the Way
Tips for Freeze Mode

Although freeze and flight modes are different from one another, they have
similar features that prompt some of the same suggestions.

e Make a list of two or three friends/family that you would like to have on
your support team. Choosing someone with a medical background is
helpful, but not crucial. Meet together to talk about what you want them
to do.
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e As a group, decide who will go to which medical appointments. Record
them on a shared calendar (Google calendar, Outlook.com, etc.). You can
also share this calendar with others, such as family, to keep them up-to-
date.

e Audio record your medical visits so all team members can hear what has
been said and stay up-to-date.

e Have the person who accompanies you to medical appointments take
notes, particularly the main facts you need to know, so you can refer to
them when you feel ready. After a medical appointment, the team
member is to ask if now is a good time to tell you three pieces of
information. If you hear one piece and that’s all you can handle, tell
them that’s all you can listen to right now. Let them know that you are
feeling overwhelmed because that gives the helper clarity as to why they
need to stop. The helpers need to know these “rules” ahead of time.

To help unlock the freeze reaction, touch or movement are essential.

e« Wrap yourself in a cozy blanket. Some have found weighted blankets
particularly helpful.

e Be hugged by someone you trust and love

e Have your hair washed

o Take a walk in nature

e Get massaged

o Dance

e Sit with a pet

e Ride a bike

o Dig/plant in the dirt

o Fish, as casting and reeling movements are calming

1. Throughout the stages of a medical crisis and more, we move back and
forth between the three modes: fight, flight, and freeze. Most of us, though,
tend to have a “go-to” approach. Which is your primary one?

2.  Our relationships with family, friends, and colleagues vary. Identifying
what type of support you need from specific people allows you to let them
know. When you are in your primary mode of reaction (fight, flight, or freeze),
what kind of support do you need? My primary mode is . When I
am in this mode, I need...

I need this kind of support From this person
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3. When your stress is heightened, what mode (fight, flight, freeze) do you move
into as a reaction? mode. When I am in this mode, I
need...

I need this kind of support From this person

4-What Do I Do Now

Trust your doctors. If you don’t trust them, you will not fare well.

Make sure they discuss everything with you and that you understand what is
happening. If they don’t talk to you or answer your questions, find another
doctor. -SR

Choosing a Physician

Medical needs can start with one physician and lead to another. Each step
along the way, it is important to have a medical team you feel you can work
with. We are putting our lives in the medical team’s hands, so finding the right
fit is imperative. As our minds spin with details and emotions, it is particularly
challenging to seek out a doctor. The right fit is a combination of knowledge,
experience, and personality that suits us. Steps that can be used to find a
physician include:

o Talk to your regular physician/gynecologist/cardiologist, or your child’s
pediatrician, and ask for recommendations

o If referred to a specific clinic, ask a nurse if one provider is better at
meeting the qualities in a physician that are most important to you

e Call local hospitals and ask for referrals

o Investigate medical universities and their physicians with specific
specialties

o Contact organizations (e.g., American Heart Association, American
Cancer Society, National Institute of Health, Brain Trauma Foundation)
to see if they have recommendations

Finding medical professionals you want to work with is one topic in which
Google can be your friend by providing pointers to jump-start your search. As
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of this writing, U.S. News and World Report has an article called “How to
Choose the Best Specialist Doctor.”[1]

I was at work and got a phone call from my gynecologist who said my test came
back and that I needed a hysterectomy. He was very matter-of-fact, cold, and
had no emotion in his delivery. I ended up firing him. I knew I needed someone
else. I researched and asked around and got the name of Dr. Edward Weiser,
who was amazing. We were around the same age and hit it off personality-wise.
He was always attentive and his bedside manner was good. -DH

The doctor who performed the biopsy called and with a blunt statement
announced, ‘It’s cancer.’ It hit me like a lead balloon and I was extremely upset.
It took me over a week to even discuss it with family. -KM
Ask around and seek the right doctors. -JZ
Have a doctor you absolutely trust. -NA
Get a second opinion. —-GW
Some people wondered why we were content with the diagnosis and treatment
plan given by our medical team and why we didn’t go for a second or third
opinion. We felt we had the best. We didn’t want our choice to be questioned. —NL
Listen to your doctor and if you don’t like the doctor, find another one. -KM
Go to doctors you trust and feel you can get along with. -MM
Expenses
As the rollercoaster climbs up the hill, so do expenses. Expenses, missed work,
and insurance coverage add stress to an already challenging time. At this
stage, questions about cost will swirl through your mind. Writing down your
questions will give you a starting point as to what information you need. How
much is this going to cost? Is my insurance going to cover this? How much will
I have to pay out of pocket? What if [ can’t work?
A Stress in America report in 2018 revealed that health-related issues are
stressful for Americans regardless of a family’s household income. The study
found that 64-69% of Americans feel stress about the cost of health insurance

and 56-57% experience stress regarding medical bills.[2]

The cost of all the surgeries and treatments is hard. -LE
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I Need to Know More Than Treatment

Moving through a medical crisis requires new skills and information. Finances,
law, insurance, and benefits become our new language.

People don’t talk about the financial impact mental health disorders can have on
a family. It costs a lot of money. Getting help, particularly mental health services,
is costly. Insurance doesn’t cover much and the end of treatment is not in sight.—

KW

The financial impact of an illness, accident, or chronic condition creates
hardship for many families and leads to greater stress and worry.

The National Cancer Institute's information in 2022 calculated the average cost
of medical care and drugs tops $42,000 in the year following a cancer
diagnosis. Some treatments can exceed $1 million. About 1 in 4 have declared
bankruptcy or lost their home to eviction or foreclosure. Other research shows
that patients from minority communities are more likely to experience financial
hardships caused by cancer than white patients, reinforcing racial disparities
that shadow the U.S. health care system. [3]

The Alzheimer's Association lists the following costs in 2022.

e Median costs for long-term care services 2022
Long-term care services include home- and community-based services,
assisted living and nursing home care.

e Home care: A paid non-medical home health aide is $28.64 per hour and
$1,145 per week (assuming 40 hours of care per week).

o Adult day services: $83 per day.

o Assisted living facilities: $4,774 per month or $57,289 per year.

e Private room in a nursing home: $315 per day or $115,007 per year.

e Semi-private room in a nursing home: $276 per day or $100,679 per
year. [4]

Mental health and substance abuse coverage is significantly below that of
physical health coverage despite mental health and substance use disorders
are among the top ten leading causes of death in the U.S. and the leading
cause of Years Lost to Disability (YLD). The deficient insurance coverage for
mental health and substance abuse care places a burden on families. An hour-
long traditional therapy session can range from $65 to $250 for those without
insurance, according to therapist directory GoodTherapy.org.
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A more severe diagnosis, of course, carries heavier lifetime cost burdens. A
patient with major depression can spend an average of $10,836 a year on
health costs. [5]

We might all hope we have prepared for such expenses, but the fact is, few are.
Additionally, there is little to no way to predict what situations might befall our
families.

Often we don’t know much about our insurance policy until we need to use it.
The terminology and questions to ask can feel overwhelming. Others can help
with this task. Having a trusted loved one gain an understanding of insurance
coverage, how to file the claims, and record impending expenses can be a
significant help. Company Human Resource departments typically have
someone who understands the health insurance the company provides and can
be a contact person to help you understand your coverage. Most doctor offices
and hospitals have staff that investigate a patient’s insurance coverage.

The first steps include directly contacting your insurance claims department.
In speaking to them, it helps to know your diagnosis and the terms of pre-
existing conditions and preauthorization.

Pre-existing conditions are health problems, such as, asthma, diabetes, or
cancer you had before the date that your health coverage began. According to
HealthCare.gov, all marketplace plans must cover treatment for pre-existing
medical conditions. No insurance plan can reject you, charge you more, or
refuse to pay for essential health benefits for any condition you had before your
coverage started. Once you’re enrolled, the plan can’t deny you coverage or
raise your rates based only on your health. Medicaid and the Children's Health
Insurance Program (CHIP) also can't refuse to cover you or charge you more
because of your pre-existing condition. Insurance companies can't refuse to
cover treatment for your pre-existing condition or charge you more.[6]

Per HealthCare.gov, your health insurance or plan may require
preauthorization for services before you receive them, except in an emergency.
However, preauthorization isn’t a promise your health insurance or plan will
cover the cost.

Double-check what your insurance is or isn’t covering and double-check your
preauthorization. Don’t let anyone convince you to “sign now” to be treated and
get authorization later; you can be responsible for thousands of dollars. I work in
medicine, and the insurance situation during my illness was a nightmare. I often
wonder what happens to those who are not familiar with navigating insurance. —
BK
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It really helped to have my husband check out our insurance coverage details so
I didn’t have to. -CS

Reach out to an accountant to learn what expenses are deductible and the best
way to pay for some expenses given your financial situation and insurance
coverage. Some companies offer Health Savings Account (HSA) for their
employees to contribute to. Talk to colleagues and/or Human Resource
personnel to learn about your options.

Some communities and faith-based organizations offer financial support to pay
for specific needs, help bridge gaps between paychecks, and other needs due to
a medical situation. In my community, there is a nonprofit organization called
the Loan Closet that has medical equipment (e.g., wheelchairs, walkers) for
citizens to borrow for no fee. Residents can borrow the equipment for their own
use or for visiting family members.

Talk to your doctor about problems with finances. Many offices have a staff
person who can advise you about payments, relief, and community resources.

If your loved one is hospitalized, hospitals have social workers who can guide
you concerning finances.

Reaching out to pharmaceutical companies can be beneficial. Some have
programs to help pay for treatments.

Some medical situations interrupt or permanently end one’s work life. When
patients can’t work, they may qualify for disability through a personal policy
and/or Social Security. Meeting with an attorney who specializes in disability
law can guide you through filing for disability through the Social Security
Administration.[6] There are specific standards and information needed for
Social Security to make a decision, and if you don’t include all of the needed
information, you can be denied — and it is more difficult to appeal than apply.
Most attorneys who do this type of work do not require a retainer but are paid
from your successful claim. When the Social Security Administration approves
your claim, they pay the attorney’s fee out of your first check or two. If coverage
is denied, the attorney isn’t due payment (make sure that is in the contract you
have with the attorney).

Handling the search for financial support, navigating insurance claims, and
filing for disability can be overwhelming on top of an already devastating
situation. Many people want to help and having a friend or family member you
trust take on these roles for you is a huge help and a good way they can
provide support.
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Important Laws

Recent legislative changes may provide you with some relief and support. As of
January 2023, thirteen states and Washington, DC passed laws to help
caregivers through paid and unpaid leave options. Thirty-seven states, two
territories, and Washington, DC enacted the CARE Act (Caregiver Advice,
Record, Enable) which provides support for family caregivers as loved ones
enter the hospital or return home. Relevant articles include:

e https://www.aarp.org/content/dam/aarp/ppi/2018/08/breaking-new-
ground-supporting-employed-family-caregivers-with-workplace-leave-
policies.pdf

o https://www.agingcare.com/articles/employee-benefits-for-working-
caregivers-149872.htm

o https://www.dol.gov/general/topic/benefits-leave /fmla

o https://www.usagainstalzheimers.org/sites/default/files/2018-
09/A_New_Frontier_In_Paid_Leave.pdf

o https://www.newamerica.org/better-life-lab/reports/lifting-barriers-
paid-family-and-medical-leave-men-united-states /introduction/

e https://www.shrm.org/resourcesandtools/hr-
topics/benefits /pages/starbucks-caregiver-benefits.aspx

e https://qz.com/work/1662928/the-case-for-giving-paid-leave-to-all-
employees-for-any-reason/

It was helpful to have someone with power of attorney to help pay bills and fight
for coverage with insurance companies. My sister, Chris, did this for our brother.
He was often overwhelmed and needed help with that.—KL

We found it incredibly helpful to educate ourselves about schizophrenia and to
connect with other people who had loved ones dealing with mental health
challenges. Our education included taking NAMI’s (National Alliance of Mental
Illness) Family-to-Family course. After completing this course, a group of us from
the class continue to meet once a month to provide an ear and offer what support
we can for each other. We’ve been meeting once a month for about six years
now.-MCM

Most of us have little knowledge about certain diseases or traumas until we are
thrust into the situation. Names of less commonly known diseases, treatment
options, and medications quickly become as familiar as our own names. We
receive an education we never thought we would need.

While many who have dealt with medical crises recommend arming themselves
with information, not everyone wants to know or learn about all aspects.
Having knowledge about the crisis can lead some to experience increased
anxiety, worry, and confusion. Therefore, it is important to know what is
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important and will help you. As with so much of this journey, the choices are
personal and depend on what you need and want.

Workbook Chapter 4 What Do I Do Now

Here’s one way to evaluate if you need or want a specific piece of information
about your situation.

Step 1.
Will this information help me Yes No Maybe

Prepare myself

Understand diagnosis and treatment

Learn about the course of treatment (what
will happen?)

Understand the side effects of medication,
treatment or illness

Be a better advocate

Step 2.

After you think about the above areas, move to the next layer. Identify what
you want to know, who to ask for the info, and who will ask. The latter column
is helpful if a group of people is working together as caregivers. Together, you
can determine who will gather what information and report back.

What I want to know Who can I ask Who will ask
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Step 3.

A final area is to acknowledge what you don’t want to know. Maybe you don’t
need to know it and don’t want to spend time on it. Maybe you don’t want to
know it now. Maybe you just don’t want to learn about it at all.

What I don’t want to know

[1] https:/ /health.usnews.com/health-care/patient-advice/articles/2018-01-
11 /how-to-choose-the-best-specialist-doctor

[2] https:/ /www.apa.org/news/press/releases/stress

[3] https:/ /www.npr.org/sections/health-
shots/2022/07/09/1110370391 /cost-cancer-treatment-medical-debt#:~:text

[4] https:/ /www.alz.org/help-support/caregiving/financial-legal-
planning/planning-for-care-costs#:~:text

[5] https:/ /www.cnbc.com/2021/05/10/cost-and-accessibility-of-mental-
health-care-in-america.html

[6] https://www.healthcare.gov/coverage/pre-existing-conditions

5-To Tell or Not to Tell

Telling my children and family was the hardest part of my experience. —SR
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As we move through our days, most people don’t think about their health, but
when a medical crisis strikes, it takes center stage. Our weeks are infused with
doctors’ appointments, treatment, time off from work, and for some, changes in
appearance. Early in the process, we are confronted with decisions about
whether or not to tell others about our situation, and how to do so.

You can actively prepare what you want to say to others about your situation.
You might choose to tell some people more details than others. That’s okay;
remember, it’s your choice. Have prepared responses for questions that might
be asked (“That’s not something [ want to talk about,” “I don’t know the answer
to that,” “I'm confident in my doctor.”).

Telling others at work is a complicated issue for many. Sometimes it’s
necessary to take time off from work. When talking to a supervisor, it helps to
focus on specifics (such as the time needed for appointments or leave of
absence), as it keeps the conversation focused on work, not emotions.

Telling my family was the most difficult part. I did not want them to worry about
me. For some crazy reason, I didn’t want to discuss it and was angry about the
entire dynamic. It made me feel “vulnerable and old” for the first time in my life. —
DP

My mother was dying from the same disease I was just diagnosed with. I briefly
considered not telling her about my diagnosis. In the end, I decided to tell her.
My friend said it best, “Would you want to know if your son was sick, even if you
were on your deathbed?” -LO

My boss had warned “lovingly” that she’d fire me if I showed up at work during
my treatment, but I convinced her it was good for my mind, body, and soul. -BK

I didn’t want to tell anyone at my work about my cancer and treatment. I didn’t
want clients or colleagues to know. I just had to hope I wouldn’t lose my hair. —
BS

Cindy’s Journey What Should I Say?

Sigh. This is going to be hard. What do I say to my kids? They are all in their
late 20s and early 30s, independent in all meanings of the word, but they are
“my kids.” Funny thing about being a parent — their heights might climb above
yours, their paths take different turns, and they might have babies of their
own, but no matter how tall, different, similar, or old they are, they are our
babies. Our first instinct is to protect. I couldn’t imagine telling them about my
diagnosis, particularly since the outcome was so uncertain.

And so, Ben and I talked and talked and talked about what to do. My mother-
bear instinct was to keep going as if everything was normal, but his logical,
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steady mind took over, presenting me with the other side, “Don’t you think they
would want to know?” He got me there. Yeah, they probably would. We
developed a plan on how to tell our adult children.

We decided to call each of them separately. Ben would talk and [ would be on
the line. We thought calling them would be better than seeing them in person
because witnessing their faces as they received the news felt like too much —
maybe for them, but definitely for me.

We called on a Sunday night. He told each one I was diagnosed with a blood
cancer called multiple myeloma. He explained about the plasmacytomas, the
cause of my fractured vertebra, and back pain. He gave them a brief outline of
what was to come, including radiation and chemo that would be done locally
with Dr. Lee at the helm, but also that we would be going to Boston to see Dr.
Anderson, one of the leading experts in the multiple myeloma field. After
meeting with Dr. Anderson, we'd know even more.

It wasn’t easy. Ben’s voice cracked with emotion. I could hear and feel the
shock in their hearts. I reassured them that I was doing okay and would do
what [ needed to. We hung up the phone and after the fourth call, I cried.

6-What Helps and What Doesn’t upon Hearing the News

I believe most people have good intentions. When hearing about someone going
through a challenging time, most want to reach out, say the right words, and
offer help. In doing so, some folks just naturally hit the right mark, while
others fumble around and put their foot in their mouth. Other people act as if
nothing has happened because they aren’t sure what to do. They figure saying
nothing is better than saying something wrong.

While we all have individual preferences, there are common actions that can be
helpful. The tips below may help pinpoint what is most useful to you.

What Others Have Found Helpful

Patients and loved ones have a lot to do and digesting and responding to even
the kindest of messages can be a lot to manage. In written communication,
saying “no reply is needed” allows the person to accept the message without
the burden of responding.

Text, email or leave a message to say the person is thinking of me and that there
was no need to call back. -JN

Acts of faith and positive intention can give a sense of comfort. Receiving a
letter with the names of the people who are praying for a person is particularly
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comforting because it shows the number of people who have come together to
offer support.

My parents’ church placed me on their prayer list, and I got a letter with all their
signatures on the letter each week. I knew that people were praying for my
recovery and me.

I truly feel that it helped me in my healing. -DH

Sending out updates to your supporters is less burdensome than repeating the
facts and answering each person’s questions. It decreases the chance that you
will be confronted with questions you don’t know the answers to. It also is a
benefit for everyone to receive the news at the same time, so others don’t hear
it from someone else who might misconstrue facts in the retelling. Hearing the
news via email allows the receivers to digest the information before responding.
The most important response is a sincere one.

When my wife was diagnosed, I sent out an email to my friends to let them know

what was going on. It was helpful when they responded to me by email or in

person that they wanted to be there to help, and they sincerely meant it. -BAS
What Not to Say

I hated it when people said, “Oh, you’ll be fine.”-DH

“BEverything will be okay.” How could they know my son would be okay???-LVB

Well-meaning comments can hit us the wrong way. Whatever your reaction, it
is okay. These are choppy waters we tread and there is no wrong way to feel.

At a time in our lives when we are faced with unknowns and our minds are
filled with what-ifs and different scenarios (including death), to say, “You'll be
fine” feels dismissive — as if what we are going through isn’t a big deal.

Comparing the diagnosis to another diagnosis is disrespectful of what the
person is going through.

“At least it’s not melanoma.”™CS
“It’s only benign.” Benign tumor in the brain is still a big deal.—JZ
While the loss of a child is considered the greatest loss one can experience, any
loss is significant. When losing a parent, we are faced with losing part of our
childhood. Such an impending loss sparks memories, early grieving, and pain.

Disregarding the impact of the loss of someone who is older discounts the role
that person has played in the person’s life.
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“Well, he’s had a long life.”-TS

Everyone moves at their own rate through their crisis. Sometimes, the
pathways toward treatment are clear and defined. Other times, each step
depends on how the prior step goes. When people ask a lot of questions, it can
increase anxiety, worry, and feel intrusive.

The worst of all was all the questions! It only increased my anxiety and satisfied
their curiosity.—JN

It is truly difficult to know how someone feels. We can imagine how someone
feels. We can empathize with how someone feels. When in the same situation,
we may have similar feelings, but everyone is unique, and saying, “I know how
you feel” can give the person a sense of not being understood.

I know just how you feel.-MR
Upon receiving a diagnosis, most experience shock, and to hear that “it could
be worse” can increase anxiety and incite anger. Most of the time, this is a true
statement, but it is not a helpful one.

It could be worse.—RS

Cindy's Journey How Are You? What's Wrong with That?
I've spent hours upon hours in my oncologist's office. An oncologist's office
isn't the happiest place to be. Everyone there has something they are dealing
with.
As I look around the room, I wonder how many of these people will be alive a
year from now? Five years? Ten? And, then a medical professional calls
someone's name breaking my mortality questions. As the patient ambles
toward the door, he is greeted with "How are you?"
My mind screams with, “How do you think they are?” If they are coming to your
office, chances are they aren’t doing well. They are scared, angry, sad, hopeful,

discouraged, and a mass of other emotions.

PLEASE, I want to shout, greet patients with, “It’s good to see you”.

7-Figuring It Out

I Don’t Know What I Feel or Need
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I just got a position as a professor in a new program at the university where I
work. I was determined not to miss a day of this exciting position, cancer or no
cancer. That’s what I need. - RW

In order to know what you are experiencing, it can be helpful to write yourself a
letter. Start the letter with something like, I can’t believe this is happening. It
is...Beginning with “It is...” helps spark the brain into describing what is
occurring. The feelings that sit beneath the surface can emerge in your writing.
This can be an emotional process, so it’s important to give yourself
uninterrupted time to write.

Workbook Chapter 7 Figuring It Out

Once the feelings have surfaced in the letter, put the letter away for a few days
or a week, and then pull it out. Reading through the letter, you may find there
are some other ideas you would like to add.

The next step is to write what it is you want/need. This can start out with the
ideas below. Again, it’s important to give yourself enough uninterrupted time to
work on this.

After time has passed, read over what you wrote. Take what you wrote and
determine if there is something or someone who can help you meet a want or a
need. Look at the list and put the name of the people who can respond to each
need. For example, there were times when I wanted to be distracted by the
reality of what [ was going through. I found that being with my grandchildren
was a distraction that took me away from the tough times. Playing games and
interacting with them required my full concentration. The result was joy. See
what desires surface for you and how they can be fulfilled.
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Need Who or What Can Meet My Need

Example: distraction watching movies; playing a game with
child; talking to my friend Leslie

My Emotions

As we navigate through these uncharted waters, using our self-awareness can
lessen confusion and frustration. Below are questions based on the information
presented. Answering these questions can assist you through this process and
ease some distress, whether you are the identified patient or part of the
support team.

Workbook Chapter 7 Figuring it out My Emotions

1. Throughout this initial stage, as well as subsequent phases, we move
back and forth between the three modes: fight, flight, and freeze. You identified
your primary reaction mode in Chapter 3. To look further, write which reaction
(fight, flight, freeze) do you identify as your primary reaction mode?

2.  Our relationships with family, friends and colleagues vary. For example,
we may be receptive to a hug from one person, but not another. Identifying
what type of support you need from specific people allows you to let them
know. When you are in your primary mode of reaction (fight, flight, or freeze),
what kind of support do you need? My primary mode is . When I
am in this mode, I need...

I Need this Kind of Support From This Person
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3. When your stress is heightened, what mode (fight, flight, freeze) do you move
into as a reaction? mode. When I am in this mode, I
need...

I Need this Kind of Support From this Person

When a medical crisis occurs, we are propelled down a path for which we are
unprepared, never knowing how long it will be or how it will end.

Medical teams guide us through the physical aspects, but we are left on our
own to understand the emotional and practical impacts as our lives change. By
understanding what happens in our brain and the common emotions
experienced during the initial stage, we can better determine what support will
help us and how to make decisions.

Moving through the journey causes our experiences to change. There will be
times that are more challenging, and there will be moments when life feels
calmer. Through it all, trust yourself and surround yourself with those who
care.

Cindy’s Journey When Are You Leaving?

For the first 10 years of my life, I was fortunate to live near my grandparents
and great-grandparents. Memories are peppered with games of Tiddlywinks,
dominos, and cards with my grandmother, along with family cookouts. My
grandparents’ home was perfect for visiting grandchildren, as they had a creek
flowing through their backyard, a pond in which to swim and catch frogs, and
a path leading to a Dairy Queen. Summer days couldn’t get any better.

9 Just prior to entering fifth grade, my father’s job took us from the
close proximity of extended family in New Jersey to a new adventure in the
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suburbs of Pittsburgh. While missing family cookouts and swims at my
grandparents’ place, I embraced their visits to our new home. On one of their
visits, as soon as my grandparents arrived, I quickly asked, “When are you
leaving?”

My seemingly impolite question was asked to set my expectation of how many
days I could enjoy them being there. Later in the day, my mother instructed me
that there was a better way to ask such a question (“How long are you able to
stay?”). Ok, lesson learned.

These days, | have an unwanted guest. No matter what I am doing, this
uninvited visitor demands attention. Taking walks while gazing at trees and
feeling the warmth of the sun, my mind focuses on what medical appointments
are upcoming. Playing with grandchildren and reveling in their developing
personalities, my attention is pulled away to wonder if [ will live to see them
into their adulthood. No matter how hard I try to dismiss this visitor, it
remains, inserting itself in all the moments of my days.

As the calendar flips from one month to the next, I focus on my visitor,
demanding to know, “When are you leaving?”

8-You Are Experiencing Trauma

When we experience a medical crisis, we look to professionals for guidance.
They make recommendations based on knowledge and experience; they share
opinions about surgery, medication, rehab, treatment, or entering a trial. In a
medical crisis, we are impacted by more than the physical aspects, yet little is
said as to how our way of life and emotions might be affected. During the
treatment process, our system undergoes massive changes. Our brains and
emotions react as our bodies struggle to regain health and balance.

Understanding what is happening can provide solace and comfort as we search
for ways to cope during the treatment stage of the journey.

W] was 23, and so happy driving down the beltway on my way to pick
up my new pet chinchilla, when a nine-pound piece of metal from a truck hurled
through my windshield, penetrating my skull. At Shock Trauma, I was diagnosed
with an uncountable number of fractures around my frontal bone, eye socket,
cheekbone, jaw, and teeth. All the sinus cavities and most of the muscles on the
upper left side of my face were injured. Excessive swelling loomed around my
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head. Blood was everywhere. I vomited up blood that kept going into my
stomach along with my teeth. My life was forever changed. -CK

Human beings are resilient, in part because we focus on what is around us
that we can control. If we experienced all of what is happening in the world,
near and far, few of us would be able to function. Our minds, hearts, and souls
would be overwhelmed, rendering us immobile, unable to make decisions,
wanting to retreat and run for cover. Our ability to screen out what we can’t
handle is remarkable, but when we are thrust into a medical crisis, the safety
net is removed, and trauma reactions set in.

When we think of trauma, our minds flip to scenes of war, violence, abuse, or
the death of a loved one. The traumatic nature of these events is easily
understood. When we receive a life-threatening diagnosis or experience, it sets
off specific neurological and emotional reactions similar to more traditional
traumas.

After two surgeries and prolonged treatment to combat my mother’s cancer, I
wanted to get back to normal. After all, I was nine years old. Unfortunately, life
did not return to normal because my parents separated and divorced shortly
afterwards. I was thrown from one trauma straight into another. -AB

Socially Acceptable Trauma

As a society, we struggle with what we can’t control. Certain illnesses and
situations become taboo to discuss. We retreat in silence leaving others feeling
unsupported and isolated which fuels the trauma reaction brewing within. It
wasn’t until the 1990s when emerging grassroots organizations and advocacy
made it more acceptable to talk about cancer diagnoses.[1] The silence was
even more striking during the AIDS epidemic. Individuals and families in
desperate need of support were met with misunderstanding and exclusion.
Today, we continue to be challenged by understanding and discussing physical
and emotional health. To have a mental health diagnosis is often viewed as a
personal weakness. Even our health care system discriminates against mental
health care by covering treatment at a lesser financial rate than physical health
care.

My wife's mother has cancer. We don't know what her prognosis or treatment is.
They are the type of family that doesn't discuss things. We don't know what to
do to support them. They shut every conversation down. -TS

Cindy’s Journey Silence is Not Always Golden

When I was sixteen, | met Renee. We went to different high schools, but we
worked at the same McDonald’s. McDonald’s was my first job outside of
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babysitting for neighborhood children, and I loved it. Driving to work, receiving
a paycheck, and making new friends fed my emerging independence.

Renee’s mother, Velia, had been ill for quite a while before I met Renee. I didn’t
know what was wrong with her, and neither did Renee. Nobody would tell us.
We just figured whatever was wrong, she would get better, despite being
bedridden and in pain.

One day, I went to Renee’s to pick her up so we could go to work our shift at
McDonald’s. While Renee was getting ready, her mother called me into her
bedroom. The curtains were drawn, and a thin shard of light filtered into the
room from the hallway. Velia took my hand and in a trembling voice implored,
“Be strong for my Renee.” My teenage self tightly gripped her hand assuring her
I would, without truly comprehending what was happening.

Velia died of breast cancer a few weeks later.

[1] Osuch, J. R., Silk, K., Price, C., Barlow, J., Miller, K., Hernick, A., & Fonfa,
A. (2012). A historical perspective on breast cancer activism in the united

states: from education and support to partnership in scientific research.
Journal of Women's Health, 21(3), 355-362. doi:10.1089/jwh.2011.2862

9-How Your Brain and Body Deal with Treatment

People fascinate me. It’s one of the reasons I enjoy being a psychologist as I
seek to understand why people react the way they do. As unique as individuals
are, patterns typically emerge. Recognizing patterns is helpful to understand
why we feel the way we do and how our reactions are experienced by others in
similar situations.

As treatment suggestions are presented by medical teams, many of us feel a
sense of danger and fear about what is to come. This sense of danger sets a
hardwired response in our autonomic nervous system into motion, spurring
our minds and bodies into that all-too-familiar fight/flight/freeze response that
we began to experience at the onset of the medical crisis.

Hormones, such as adrenaline, are released. Adrenaline is often mentioned
when talking about athletics and other performances. As an athlete runs onto
the field, a speaker steps up to the podium, or a dancer takes stage, adrenaline
levels rise, preparing muscles for exertion and narrowing focus to the task at
hand. These shifts in hormones allow us to do what we need.
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: s Just like the caveman encountering that mountain lion, stepping
onto the field or stage spikes adrenaline, and we experience specific changes in
our brains and bodies. Treatments and side effects become our mountain lion.
As treatment options are presented, our adrenaline surges, muscles tighten,
heart pounds, breath quickens, and sweat breaks through our skin.

For some of us, the fight mode emerges and shifts us into seeking out options
and evaluating the pros and cons of the different options. Flight mode moves
others into not wanting to decide, ignoring and/or heavily relying on others’
opinions or asking the medical team to make the decision. In the freeze
response, the brain interprets the treatment choices as dangerous, and the
surges in adrenaline spark feelings akin to stage fright, rendering a sense of
immobility.

Fight Mode

We prepare and get our mind set on fighting whatever comes our way. Those
in fight mode acquire information and resist others' opinions because they seek
to have some control in an out-of-control situation.

I needed to have my prostate removed. I asked my doctor a thousand

questions. I want to know everything. My wife and I both took notes. When we
got home, we compared our notes and discussed every piece. I mapped out when
I could return to work based upon the doctor’s projections (likely a month) and
when I could start golfing again (maybe in six weeks, but cart only). I want to get
this over with. -UK

My brother was diagnosed with multiple myeloma, a cancer we had never heard
of before. I went into education mode and found the International Myeloma
Foundation website. It was full of information. He and I went to a patient/ family
seminar. I tried to find out as much information as I could. There had to be a way
to beat this.—KL

Flight Mode

f

The mechanisms of the flight response create an uneasiness, and
this imbalance moves us to want to heavily rely on others’ opinions or ask the
medical team to make the decisions.
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A friend of mine has the same doctor and is having his prostate removed the
same week I am. As we talked, it is clear my friend doesn’t grasp all that is
involved; he’s planning a European hiking trip for three weeks after his surgery. I
peppered him with questions about whether he talked to the doc about his plans.
Did he know he is going to have a catheter? Did he take notes when the doctor
was talking? He started to walk away and turned to me and said, “I just want to
go in, have the surgery, and get on with my life. I don’t want to hear all the
particulars.” -DF

On the other hand, some of us choose not to pursue treatment and this does
not mean we are necessarily in flight mode. To others, that choice might look
like a flight response, but can be a deliberate, thoughtful decision.

My sister didn’t want any treatment when she received her diagnosis. When she
finally talked about her diagnosis, I learned she was first diagnosed years
before. -KG

Freeze Mode

)

In the freeze response, the brain interprets the treatment choices
as dangerous, and the surges in adrenaline spark feelings akin to stage fright,
rendering a sense of immobility.

I became so anxious; it was like being in shock.—SH

Knowing which reaction you tend towards helps you avoid being stuck in one
of them. Reviewing the different ways to deal with fight, flight and freeze can
help you work through these reactions during treatment.

10-Treatment Side Effects

Side effects from the treatment were the hardest parts for me. The sensations
caused by the tumor and treatment included neuropathy, double vision, fatigue
from morning to night, disorientation, fear, and inability to think positively. -MF

Medical advances over the years have allowed many to heal, feel less pain, and
manage symptoms. Treatment can be beneficial, but it can also create side
effects that further complicate our journey. How your brain and body respond
to treatment can increase the trauma of this journey. We'll look at “chemo
brain,” hair loss, fatigue, eating, digestive health, and more.
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Chemo Brain

Chemo brain. That term frustrates me to no end. In conversation with someone, I
struggle to find the word I want to no avail, so I quickly apologize to the listener.
“Don’t worry. It’s just chemo brain,” comes the response. Don’t worry? Are you
kidding me? With everything else — bald head, reduced energy, massive life
changes and now this! Don’t worry? Well, I am worried. I don’t like not being
able to think and remember like I used to. I hate it. -CS

We brace ourselves for the physical impact of our treatment, but we are often
unprepared for the neurological and emotional results of treatment and the
accompanying stress, such as chemo brain. Which side effects come from
chemo and which from illness and stress are uncertain. Some medical
personnel reject the idea of chemo brain, while others recognize the impact is
real.

Todd Horowitz is a leading researcher at the National Cancer Institute. He
shares some of his thoughts about chemo brain in an article about his work in
Cancer Today magazine.[1] Dr. Horowitz explains that the technical term for
what we refer to as chemo brain is cancer-related cognitive impairment, or
CRCI. Researchers report that CRCI is more complicated than just the impact
chemotherapy has on the brain. CRCI seems to affect many cancer patients
even before they receive chemotherapy, regardless of the type of chemotherapy
they get. Some patients treated for cancer don’t get CRCI symptoms. Horowitz
supports what many of us understand: that a medical crisis itself is stressful,
and the stress and trauma of the journey affects our ability to concentrate and
remember things. Understanding that the stress and trauma of a medical crisis
significantly contribute to “chemo brain” explains why some of our loved ones,
and even those patients who have not received chemo, experience similar
symptoms.

Typical “chemo brain” symptoms include:

o Forgetting things that are usually easily remembered

o Trouble concentrating (can’t focus, short attention span, may “space
out”)

o Trouble remembering details, names, dates, and sometimes larger events

e Trouble multi-tasking (talking on the phone while cooking and not losing
track of either)

o Taking longer to finish things (disorganized, slower thinking and
processing)

e Word-finding difficulty (unable to find the right words to finish a
sentence)
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g i When we complain to friends about this, many comment they
experience it, too, and that it is just a part of aging. However, we know the
difference. We search longer for words and ideas than we did a few months ago.
We make mistakes we rarely would. We search for the ability to concentrate on
work, even when doing something simple.

Medications for physical issues have a definite impact on mental processing and
stability. -GM

Even though I was cleared to drive, the weakness and mental fog made me
unstable and unsafe to drive. -BK

As a child, I was diagnosed with Auditory Processing Disorder. This makes it
difficult for me to find what words I want when I'm talking. Add that to the
impact on my brain from the accident, and I struggle to communicate. —-CK

Cindy’s Journey Oh, My Brain

[ wasn’t a top student; that was my sister, Debbie. She was (and is) the “brain”
in our family. She loves to learn, read, and study. One summer, when she was
about 12 years old, she sat at the top of our steps and read the encyclopedia,
from A to Z. Admiring her so, I pulled out the A volume, and after reading the
entry on abacus, | knew that pathway of acquiring knowledge wasn’t for me.
And so it was set: in our family, Debbie is the smart one.

% One subject I did enjoy and excel at throughout elementary school
was spelhng I know, it’s not a lofty or conceptual skill, but I liked spelling
tests. I always knew what would be on the tests, so I could easily prepare.
Monday pretests were my victory. Correctly spelling all the words on the pretest
led to being exempt from weekly spelling assignments and the Friday test. More
importantly, it meant being included in special assignments. Such special
assignments involved making large maps of the different continents and their
countries. South America was my favorite. Drawing maps and labeling
countries, capitals, and geographic features were not only enjoyable, but I
learned more from making those maps than I would from the weekly spelling
grind.
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It’s been decades since I have taken a spelling test, but it has remained a
natural strength for me — until now. Today, I sent out an email to colleagues.
In it, I made two spelling errors I didn’t catch, even though I read over the
email before I sent it. One error was a homophone; I wrote whole and meant
hole. The other word was hearsay and I wrote heresy; sure, lots of the same
letters, but wrong. One of the colleagues pointed it out and blamed it on
autocorrect. I should have let it go at that, but my angst and embarrassment at
making such a public mistake propelled me to call it what it was: chemo brain.

I hate it. My brain gets foggy. I mix up my words. I forget things that sit in the
back of my mind typically ripe for recall. I know when I am not thinking clearly,
and my concentration feels layered with a blanket of haze.

Although I'm not “the smart one” in our family, I really like my brain. It helps
define who I am and has allowed me to be successful. Now, it’s different. It is
said that chemo brain is temporary, but meanwhile, what do I do? What can I
do to reignite my thinking? I don’t have the answers to the questions. I am left
with frustration and self-doubt.

Losing Hair

There are studies that show that for many women, losing their hair is worse than
losing a breast. That's because you can conceal the loss of a breast, but hair loss
is so obvious and apparent. —-Marisa Weiss, M.D., Chief Medical Officer,
Breastcancer.org

6{}/)'

Losing one’s hair due to treatment is often one of the
most challenging aspects of treatment. It is an outward sign to the world,
letting it know what is going on within your body. For many, losing hair spikes
a privacy issue. Bald Grandma drawn by granddaughter ARG

Radiation causes hair loss on the part of the body treated because hair follicles
are very sensitive to radiation. Most notice hair loss at the treatment area
about three weeks after the start of radiation. Radiation to the brain, often
used to treat metastatic brain cancer, usually causes complete hair loss on the
head.
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Chemotherapy is designed to destroy cancer cells that are rapidly dividing.
Chemo doesn’t know the difference between cancer cells and healthy normal
cells, so during chemo, some healthy cells are destroyed, causing side effects.
The healthy cells most frequently affected are those cells that also quickly
divide. These cells include blood cells, skin cells, cells in the mouth, stomach,
bowel — and hair follicles.

Hair follicles are some of the fastest-growing cells in the body. Under normal,
healthy conditions, hair follicles divide every 23 to 72 hours. As chemo targets
rapidly-dividing cancer cells, it also destroys those quickly-dividing hair cells.

Hair loss can be gradual or dramatic. It’s not unusual to find clumps of hair in
the sink, in a brush, or on a pillow. Hair loss isn’t restricted to hair on the
head; some chemo treatments cause the loss of eyebrows, eyelashes, pubic
hair, and hair on legs, arms, and underarms. My 80-year-old father-in-law told
me he had lost his hair everywhere. In a dejected tone he said, “It makes me
feel like a young boy and not in a good way.”

Even knowing we will lose our hair; it is often startling when it occurs. To help
adjust to the change, some suggest purchasing a wig before your natural hair
falls out, so the stylist can match your hair color and style. My nurses
recommended I get my shoulder-length hair cut into a shorter style to get used
to a change before the ultimate hair loss was thrust upon me. I did. Then,
when I was in the hospital and I knew total hair loss was imminent, a nurse
offered to shave it off before it completely fell out. I took her up on it.

Some women and men go to hair salons and ask to be seen in a private room to
have their hair shaved off. Others hold a party and have their friends and loved
ones participate in shaving off their hair.

When my hair started to grow back, some asked how long it too. It took four
months for a fuzz to appear. It took longer for my hair to grow than usual. As,
like for many, my hair grew in curly. For some, their hair color also changes.

Losing my hair was horrible for me personally — actually harder than the
diagnosis of leukemia. —-LL

I worried about losing my hair. I didn’t want people at work to know what I was
going through, and being a man, I couldn’t wear a wig. -MS

Months ago, when I thought about losing my hair, I was distressed, as a bald
head often serves as evidence of cancer treatment. I thought I might be that one
in a million who doesn’t lose their hair from these specific drugs, but the truth
was revealed as long hairs decorated my pillow. While my hair is slow-growing
and patchy, I've come to appreciate my bald head. It reminds me of the healing
that still needs to take place. -CS
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I was so angry about losing my hair. Then it returned snow white, not gray! —-KM

Cindy’s Journey Wig, Hat, or Bald?

Dealing with a bald head is new territory for me. YouTube
videos on how to tie colorful scarves into a stylish look end up being less than
stylish on me. Winter hats are itchy. My husband’s sports team’s hats don’t
match my outfits, which for some reason matters to me. So I order ten, yes ten,
Vineyard Vines™ baseball-style hats in different colors. The fabric is
comfortable, and the shape of the women'’s hats fit nicely around my shiny
scalp. If you aren’t familiar with Vineyard Vines, their smiling whale logo is
found on their apparel. The “whale” hats are my go-to when I don’t want to
bother with my wig.

But now, I stand in front of my open suitcase wondering what to pack for a trip
to New York City to see our son and his family and to attend the musical Dear
Evan Hansen on Sunday. My Vineyard Vines hats will be just fine when seeing
our son, but after the play, we’ll see a group of our friends for the ride back to
Maryland.

A debate swirls in my head.

I should wear my wig. Ugh, it’s going to be hot, and the wig makes my scalp
sweaty and itchy. But it looks like your real hair. If I wear or take my wig up to
NYC, I must pack the Styrofoam head it sits on. It would be so much easier to go
wigless. I don’t want to shock my friends. They haven’t seen me since I lost my
hair. They won’t care.

The volleying back and forth continues until comfort and ease finally win out. I
am going without hair, scarves, hats, and wigs. I tuck my vulnerability down
and call upon my courage.

Sitting in the theater, knowing I will soon see my friends, my anxiety begins to
rise. Just as my self-consciousness is about to take a firmer grip, I am thrust
into riveting scenes unfolding on stage. The play portrays adolescent angst and
more, yet an undertone is the desire to be seen. The irony is not lost on me.
Well, be seen, seen without hair.

As we walk to meet our friends, I realize for the casual passer-by, seeing
someone without hair is just that: someone without hair. But for me, being
bald symbolizes the journey that is taking me on twists and turns, worries and
fears, illness and pain. The outward symbol of hair loss is proof that an
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unwanted guest has struck my body. Hair or no hair, wig, hat, or scarf shows
the world, and more importantly shows me, that my life has changed.

Oh, by the way, the play was fantastic.

Fatigue and Sleep

A bone weariness consumes me. It is definitely one of the most severe and long-
lasting of all side effects. -CS

According to Sleep Advisor.org, in January 2020, falling asleep should take
between 10-15 minutes. In the U.S., 50 to 70 million people suffer from one or
several sleep disorders; 30% of U.S. adults suffer from insomnia, and 10% from
chronic insomnia.[2]

Sleep difficulties and cardiovascular disease (CVD) illustrate the relationship
between sleep and health. Poor sleep quality contributes to CVD, and CVD may
interrupt sleep.[3]

The National Cancer Institute reports that as many as half the patients with
cancer have problems sleeping due to insomnia and an abnormal sleep-wake
cycle.[4]

Dr. Merrill Mitler, a sleep expert and neuroscientist at the National Institutes of
Health (NIH), explains that sleep serves all aspects of our body in one way or
another, including energy, intellectual function, alertness, and mood.[5]

Sleep promotes clear thinking, quick reflexes, and strong focus. When we sleep,
the brain cortex interprets and organizes the information we gather when we
are awake. Not getting enough sleep leads to difficulty making decisions and
solving problems because our brains haven’t had the time during sleep to
organize all that we experience.

Dr. Michael Twery, a sleep expert at NIH, comments that a lack of sleep “...
affects growth and stress hormones, our immune system, appetite, breathing,
blood pressure and cardiovascular health.”[6] During sleep, our bodies release
hormones that help repair cells — a process of paramount importance during
medical recovery.

Similarly, sleep is essential to our memory. During sleep, our brains take what
we experience during the day and route it to a different part of the brain, which
stores it. This long-term memory bank allows us to recall the information and
use it later. If your mother told you that you needed a good sleep for learning,
she was right!
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There were constant physiological issues: fatigue, nausea, body aches. -JN

The hardest part of my experience was having bad days when my energy level
wasn’t high enough to function. That was not me before; now I must go as my
body lets me go. -SJ

Cindy’s Journey I’m Not a Napper

I feel for those who have chronic sleep issues. It is so frustrating to lie in bed
tossing and turning, counting sheep, wearing a sleep mask, or listening to
calming music only to still be awake.

For me, falling asleep is easy. Okay, okay, to be completely transparent, I take
a small dose of prescribed Ambien every night. Yet, no matter how long I sleep,
I combat a level of fatigue during the day. I haven’t found a good word or
phrase for this type of tiredness. Fatigue and tired just don’t capture the
depths of what I feel. Bone weary is the best I can come up with. The fatigue is
all-encompassing; it consumes me. It zaps my physical and mental energy.

Those who love me tell me I should nap. I am not a napper by nature. I like to
do and move. But, by 1:00, I feel like a plug has been pulled and all my energy
leaves me. And so, I take to my bed.

Lying on my bed under a comfy quilt, I flick on HGTV to watch a family’s
search for a larger home for their growing family or marvel over the Property
Brothers’ inspiration to makeover an old home. But, just as the families are
choosing paint colors and kitchen flooring, I turn it off. I just don’t have
enough energy to finish the house renovations with them. And I close my eyes,
turn on my meditation app, and this anti-napper sinks into sleep.

Eating

I'used to crave pasta. A bowl of plain noodles was as good to me as a gourmet
meal. Somewhere along the way, I lost my taste for pasta. -CS

While “feed a cold, starve a fever” might not be true, appetite changes often
occur during this time. Some of us experience an increase in appetite, while
others note a decrease, or a change in food preferences. Steroids are known to
affect metabolism and how the body deposits fat. This can cause an increase in
appetite, sometimes leading to weight gain.

Appetite loss is common among those who have undergone surgeries and in
patients with cancer. According to Cancer Treatment Centers of America,[7]
some cancers, particularly those of the gastrointestinal tract (like stomach and
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pancreatic cancers, as well as ovarian and lung cancer), often decrease
appetite. Many anti-cancer drugs and treatments are also linked to a loss of
appetite, particularly chemotherapies known to produce nausea and
gastrointestinal reactions.

Cindy’s Journey One Bite at a Time

e have put my all into eradicating this disease and being healthy. I
follow my doctor’s advice, walk regularly, take supplements, get acupuncture,
use other alternative health interventions, work with a physical therapist, and
rest more than I ever have in my life. The one area that could be better is my
eating. I crave avocadoes, berries, and, wait for it, fried chicken! The first two
are good choices, but fried chicken? I don’t know why fried chicken made the
list, but there is something in it that I yearn for. Prior to this craving, I must
say | had fried chicken fewer than a dozen times in my life. Now, I can describe
the virtues of various fried chicken venues. Even with an increase in my
consumption of berries and avocadoes, I knew I could step up my “food game,”
so when a friend told me about an all-day conference about eating well and the
benefits to one’s health, I signed up.

The first presenter was riveting, extolling the benefits of a plant-based diet. For
those of you who may not know, this is code for a vegan diet. The information
made sense, and [ was ready to sign on the dotted line. Then, a chef prepared
four recipes for us to taste at lunch. He chose easy-to-make recipes, and I
found myself thinking, “I could do this.” Lunchtime rolled around, and in front
of each of us were a couple of spoonfuls of the vegan version of macaroni and
cheese. Now, if there is one thing I know, it is macaroni and cheese. I LOVE
pasta, and as for melted cheese? What’s not to like? I couldn’t wait to dive in
and taste this healthy version made without dairy products. I took a taste
and... you got it: nothing like any macaroni and cheese I've ever had. Not even
close! The “cheese,” made from cauliflower and other ingredients, missed the
mark. If the taste passed muster, I would have left the conference and gone out
to buy every needed ingredient to convert my pantry to a vegan-friendly one.
Steak, ice cream, and eggs be gone.

My resolve was dampened, but the intention of changing my eating habits was
not completely lost, so I moved to the edge of my seat to hear the next speaker,
who was an authority on the importance of specific foods to ward off cancer.
The speaker’s authoritative manner and easy-to-add food choices further
engaged me. Eat more green veggies. I can do that, check. Eat beans...well,
okay. Eat seeds...got it. Eat onions, garlic, and mushrooms. Hm-m, okay, I can
add those to recipes. Berries are necessary as they contain cancer-fighting
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agents. Well, I have that one mastered. I leaned back with some ease; I could
definitely step up my nutrition with these items.

e ﬁAs the conference went on, I hit my inevitable wall of fatigue. I
packed up my folder and handouts, scooted past those in my row, and left the
room to head home for a rest. As I drove home, my car turned into a shopping
center. I went into the shop and made a quick purchase. Back in my car, I
continued home as I sunk my teeth into the shortbread cookie. A wave of guilt
wafted over me. There wasn’t a bean, berry, green veggie, onion, or mushroom
to be found in the buttery dough... but, boy, was it good.

Nausea, Diarrhea, and Constipation

Our bodies are complex systems. Just like falling bowling pins, one event can
cause a chain reaction. Chemotherapy, anesthesia, medication, and stress can
affect the gastrointestinal (GI) system, causing nausea, diarrhea, and/or
constipation.

Chemotherapy often produces GI reactions. Chemo drugs can change how the
body breaks down food, disrupting the GI system. Some chemo drugs irritate
the lining of the throat, stomach, and/or intestines, making it difficult to eat a
regular diet further stressing the GI system. And as many of us know, it can
cause us to vomit.

GI reactions are not restricted to chemo. Medications, particularly pain
medications like opioids, can negatively affect the GI system. Anesthesia slows
down the movement and motility of the GI system. Our medical situations
might cause us to be more still and sedentary, and this lack of body movement
can further slow GI functions. When the GI system works more slowly, food
and waste aren’t processed as usual, resulting in constipation.

Stress compounds gastrointestinal challenges. The stomach and intestines
have more nerve cells than the entire spinal cord. The nerve cells in the
gastrointestinal system communicate with the brain; this is referred to as the
gut-brain connection. We have common sayings that illustrate this gut-brain
link. We “feel butterflies” in our stomach when we are anxious. A difficult
situation can be referred to as “gut wrenching.” A challenging situation sparks
us to remark that we “can’t stomach” it.
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For more information on the stress-body connection, stress expert Robert
Sapolsky, expounds on this connection in his book, Why Zebras Don’t Get
Ulcers. He does so in an engaging and sometimes humorous way.[8]

Cindy’s Journey Shit Happens

Today is a beautiful spring day with the temperature
hovering around 66°. Trees are beginning to bud, the sky is a brilliant blue,
and the sun is starting to warm the earth. I put on my workout pants,
headphones, sunglasses, and ventured out to walk to the shopping center a
little more than a mile away. I feel the sun warming my face as the music wafts
through my headphones, my arms swinging to the beat. This is the first day I
have been able to “exercise” in months. I drink it all in. I am happy.

Phil Collins sings “Against all Odds” through my headphones and I muse on
the words, letting them empower me to handle this disease. Such conviction is
abruptly interrupted about three-quarters on the way: my intestines start to
revolt. I need to find a bathroom. This isn’t my usual experience. This is
different. This is uncontrollable. This is an emergency.

A high school looms to the left. There is no way I can quickly explain that I
need to use their bathroom. In this day and age, they don’t let random folks in
through the door and I don’t have an ID to show them. I was just out for a
walk. I'm not prepared to be scrutinized by high school security. I hurry by the
school, knowing the shopping center is around the corner. “I can make it”
becomes my mantra. McDonald’s is my goal. I will be able to scoot in the door
without needing to greet someone or show an ID. I pray I can get into the
bathroom quickly. My steps hasten. I try to distract my mind and body with the
songs that play through my headphones. No luck. BOOM. It happens. “Oh,
shit.”

I get to the ladies’ room and yes, as humiliating as it is, the diarrhea
side effect of the chemo the medical team talked about has hit. It has hit all
over me. I untie my shoes, take off my workout pants, and remove my soiled
underwear to find there is one square of toilet paper in the stall. Seriously?
One square? My frustration mounts. I look behind me to see if a roll of paper
sits somewhere else. Nope. Well, this won’t do. Naked from waist down in a
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stall with no toilet paper, | wrap my warm-up jacket around my waist and
quickly dash into the other stall. Phew, toilet paper. I continue to fill the toilet.
It comes furiously. Flush, flush, and flush again. This cycle repeats. Thank
goodness, no one has come into the bathroom. It’s noon, which is typically a
busy time, but I have the place to myself. Flush, flush, and flush again.

I throw my underpants into the trashcan and tie up the plastic bag so my
secret stays hidden. I clean up the best I can but tears well in my eyes and
frustration washes over me. I didn’t expect this. I didn’t want this. My mind
whines with self-pity as I lament that [ can’t even take a walk with
predictability. For the first time, I feel sorry for myself.

Leaving the stall and bathroom, I realize walking back home is too risky. What
should I do? I am not one who easily asks for help, although people have
sincerely offered any assistance they can give. I call a friend who lives close by.
She answers, but she and her husband are hiking at a park. I call another
friend. She will check out of a store, come right over to pick me up, and cart
me home. She arrives with compassion. She understands. She doesn’t recoil in
disgust at my tale.

She swings her car into my driveway and a wash of relief comes over me.
Climbing up the steps to my room, feeling achy and fatigued as my intestines
let me know they are still there, | am grateful to be home. I shower and then
sink into my bed for a bit of a rest, looking out the window at the sun that
continues to shine, promising hope and bright days. But today, shit happens.

A Challenged Immune System

During my chemo treatment, I was careful about placing myself in large groups. I
did not want to unnecessarily fatigue myself or overexpose myself to germs. -MM

Our immune systems help us stay healthy and fight infections. When our
bodies are battling a disease, injury, or stress, keeping our immune system
healthy becomes more of a challenge. Our awareness is piqued, as we
understand that microscopic germs float through the air. This can thrust even
the steadiest of us into a rather obsessive-compulsive state. Even before
COVID, we become avid hand washers and learn how to push elevator buttons
with elbows and open doors with a hip or forearm. We aren’t afraid to change
seats in the doctor’s office when someone lets out a sneeze and a cough. We
don’t want a casual encounter to interrupt our treatment or healing.

My boys were in middle school and were excessive germ carriers, so I was
limited on seeing them. When they would visit, even though I was in a special
isolation room, they were required to wear masks, gowns, gloves and even shoe
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booties. My husband and I would do the same, so they didn’t feel bad. My
diagnosis and losing my hair cannot compare to the possibility of missing out on
their lives. I would say this was the hardest part. The fact that at almost 12
years old, they had to deal with some very serious matters. —LL

Pain

There are different types of pain. Pain can have a positive function warning us
if something isn’t right. Feeling pain when lifting a heavy box lets us know that
we overstressed a part of our body. If we ignore the warning and continue to
lift boxes, an injury can be worse than it needed to be. Paying attention to our
body is essential in getting assistance. Stabbing pain can be a warning of a
heart attack, appendicitis, and more.

When my mom was first diagnosed with Stage 4 lung cancer, she didn’t have
any pain. As the disease progressed, she had more pain. It was horrible to see.
There was a day she was having a terrible time, in a lot of pain, and crying out

when the aides came to help her. I lost it completely when I got home. -AR

Another category of pain comes from the illness, injury, or surgery itself.
Having the flu makes us so miserable that the discomfort pushes us to rest
and take care of ourselves. Rest and care help ward off complications. I've
heard many people say they were shocked when they were diagnosed with
cancer because they didn’t have any pain. Not all cancers create pain. Bone
and advanced cancers can produce pain. Tumors pressing on a part of the
brain or body can result in pain. The pain from surgery, bone breaks,
concussions, and more remind us that our body has been assaulted and needs
care.

I get headaches now. I'm not sure if they are from medication, fatigue, or stress,
but the pain prevents me from functioning. -CS

Getting off the morphine was a journey into adjusting to the pain associated with
the surgery. -GW

Chronic pain and diseases are the worst. I don't think people with such things
get the support they deserve. It's easier to respond to someone after a heart
attack, cancer diagnosis, etc. Others, including medical personnel, typically
don’t understand what it means to have chronic pain. What people see on the
outside doesn't represent what is going on inside.

Dr. Sheetal DeCaria, an anesthesiologist whose work is dedicated to pain
management, presents a Tedx talk entitled The bias behind your undiagnosed
chronic pain

https:/ /www.ted.com/talks/sheetal_decaria_the_bias_behind_your_undiagnos
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ed_chronic_pain?utm_source=tedcomshare&utm_medium=email&utm_campai
gn=tedspread

Dr. DeCaria shares the implicit biases about how women, children, and
minorities are misunderstood and underserved in the treatment of pain. Being
their own advocate becomes essential due to these biases. It’s hard to be your
own advocate when you are in pain. Mustering up that energy is furthering
depleting. Nurse practitioner, Linda Eld, who oversees treatment in urgent care
centers, shares that urgent care centers have limited long term resolution of
patients’ pain. The result is patients receive referrals to other medical care
providers which can often seem to patients that they are being brushed
off...again.

Due to osteoarthritis, my surgeries, and the impact of the disorder my medical
charts read like a case study. It’s hard. I am often in pain. It’s difficult for others
to understand. Recently someone I know had a torn meniscus. She apologized
that she never realized the degree of pain I was/am in, since she had never
experienced anything like it before. -LE

From the car accident, I have a metal plate in my head that causes sinus
congestion and magnifies pain. I also have allergies. The combination of
allergies, sinus congestion, and the metal plate often leaves me in pain. —-CK

Unexpected Changes

Even with the best care, things happen that we don’t anticipate. Unexpected
changes can run the gamut. Some have long-lasting results.

The side effect no one told me about was it brought on my menopause at a faster
rate. So then I was dealing with night sweats, personal summers (aka hot
flashes), physical body changes, etc. -RG

I had a severe chemical imbalance in my brain following surgery. I am under the
treatment of a psychiatrist who prescribes anti-depressants, anti-anxiety and

mood stabilizer drugs. I will be on these my whole life. -JZ

Cindy’s Journey Taller Than a Sixth Grader

‘ \
A ” - I I used to be tall. As a fourth grader, hitting my growth
spurt on the early side led me to inch past my sister, Debbie, in sixth grade.

47



Referring to me as her “big little sister” to her friends brought smiles to their
faces and confusion to mine. Being nine years old and focused on acting out
WWII battles and playing in the dirt with the boys across the street, I was
unaware of how my body was changing.

On a beautiful spring day, Mrs. Clark, my engaging fourth-grade teacher,
walked me down to the cafeteria. My mother had asked that I join my sister’s
class for a movie. Wow, did I hit the elementary school jackpot or what? It was
unlike my mom to let me miss class, but today must be my lucky day.

Entering the cafeteria rows of chairs replaced the usual lunch tables, I noticed
the room filled only with girls in the sixth grade. Perplexed, but eager to reap
the reward of getting out of class, I followed Mrs. Clark as she walked me over
to sit with my sister’s class. Approaching them, I heard her friends ask my
sister, “Why is she here? This is for sixth graders.” Debbie shrugged her
shoulders as I took the seat at the end of the row.

The school nurse stood in front of the group, asked for quiet, and announced
we weren’t to discuss the movie we were about to see with anyone other than
our mothers. I thought that was odd. Then the lights dimmed, and in vivid
black and white, images of a girl’s body and drawings of the reproductive
system flashed on the screen. The movie’s narrator stated how her body and
“yours” would change over the next few years. “Oh no, this isn’t good,” my
mind screamed. I sent up a universal plea to take me away. I would do extra
math, spelling, reading — anything to get out of here. But there I was, on a
metal chair among a sea of sixth grade girls. Closing my eyes and ears, | melted
into my seat, sliding away from the messages on the screen.

At the end of the movie, the lights flicked back on as the nurse directed us to
walk back to class when our teacher’s name was called. Was Mrs. Clark going
to come back for me? Would they announce Mrs. Clark’s name as if she were a
sixth-grade teacher so I could leave? As the last class was called back to their
classroom, I knew Mrs. Clark was still in our classroom, discussing the solar
system or something else interesting with the rest of my class that I was
missing because of this horror film. Still in a state of shock, I got up as the last
class was called and stood at the end of the line. Walking in single file down
the hall, I took a left, leaving them in my fourth-grade dust, bolting back to the
safety of Mrs. Clark and my less developed, more innocent peers.

When I got home, [ was going to follow the nurse’s directive and talk to my
mom. [ wasn’t going to talk about reproduction, menses, or breasts, but she
had some explaining to do as to why she sent me to the sixth-grade horror
show. Upon my tearful questioning, my logical mother, an OB delivery nurse,
calmly explained that since [ was growing more quickly than many of my
friends, she wanted me to have the information so I wouldn’t be shocked when
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changes took place. Well, Mom, shock me now or shock me later; [ am
shocked.

As more typical daily events replaced the distress of the movie, my body
continued to grow and change, and I started my period two short months after
the movie, proving once again my mother is always right. Dismayed and not
ready to embrace the changes, I kept it a secret from my sisters and friends for
years. My growth also continued, reaching 5’7” in sixth grade and over the next
few years two more inches would be added. I liked being tall. It was part of my
identity, assisted my basketball success, and was simply me. But I am not tall
anymore. It’s quite hard to get used to.

At one of my many doctor visits, a nurse had me step up to be measured. “Five
six,” she announced. “5’6”? That’s not right! I'm 5’9”!” “It says 5’6”, so that’s
what it is,” she proclaimed. Through the fracturing of my vertebra, radiation,
age, and who knows what else, I am now 5’6” — maybe 5’7” on a good day. To
many, this may not seem like a big deal, but when I stand next to my grown
children, I notice the difference. When I try to reach the top cabinet shelf, I
notice the difference. When my pants dip over the top of my shoes, I notice the
difference. This is one of the many changes that this disease has created. After
all, I used to be taller than a sixth grader.

My husband and I sit side by side and work on crossword puzzles. You might
think it is a collaborative effort, but we turn it into a competition. He prints out
two copies of the same puzzle, and with pencils in hand, we work separately,
racing against each other to see who is first to accurately complete the puzzle. |
must admit, he usually finishes sooner. The other night, a clue appeared
asking for an “effect of surgery.” At first, I couldn’t think of what the answer
might be, but the four empty boxes tipped me off. Scar. Yup, a scar is an effect
of surgery.

Scars become constant reminders of childhood injuries, surgeries, and more. I
have a round scar near my ankle that happened when I was about eleven years
old and ran into the corner of the bed frame. Without the scar, I wouldn’t even
remember this incident. The scar reminds me of a moment that occurred so
long ago.

Visible scars can alert others to a situation we have encountered, but invisible

scars sit within us, and people we encounter don’t know they are there. These
invisible scars have an impact on our lives.
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Cindy's Journey What Is Her Name?

Today, at a store, I saw someone I knew. I started to move toward her to say
hello, only to realize I couldn’t think of her name. I quickly scooted behind a
sales rack to avoid her. But wouldn’t you know? She began to move toward
where [ was standing (hiding). Looking at my list to avoid eye contact, I
mentally scrolled through what I knew about her to try to unlock her name.

As I struggled to find her name, a remnant of my memory flickered. Wait a
minute. This should be easy, as her name is the same as a famous actress
from the past. Flipping through a mental list of female actors, nothing useful
came forth. Not to be outdone by my now-lousy memory, I grab my phone and
input the name of her company, hoping to land on a useful clue. Nada.
Nothing. Nil. So I do what any self-respecting person does? I go down the pasta
aisle.

On my way home, I focus on the road, allowing my brain to relax, and her
name pops into my mind. It feels so good to have the recall. For the rest of the
way home, I smile as Joan Collins is recovered from my memory bank.

[1] https:/ /www.cancertodaymag.org/Pages/cancer-talk/What-Is-Chemo-
Brain.aspx

[2] https:/ /www.sleepadvisor.org/sleep-statistics/

[3] Jeannette Y. Wick, RPh, MBA. “Sleep disorders and heart disease: a
reciprocal relationship,” Pharmacy Times, December 10, 2014).

[4] https:/ /www.cancer.gov/about-cancer/treatment/side-effects/sleep-
disorders-pdq

[5] https:/ /newsinhealth.nih.gov/2013 /04 /benefits-slumber

[6] https://newsinhealth.nih.gov/2013 /04 /benefits-slumber

[7] https:/ /www.cancercenter.com/integrative-care/loss-of-appetite

[8] https:/ /www.youtube.com /watch?v=D9H9qTdserM

11-Your Emotions During Treatment

As if the physical changes and conditions aren’t enough to cope with, medical
trauma has a significant impact on our emotions. Healthcare providers may
have facts and statistics to help us understand physical challenges, but they
are less prepared to help us cope with the emotional swings that come with
such experiences. Understanding typical reactions to some commonly felt
emotions can help us move forward.
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Unwanted Dependence and Vulnerability

It is so frustrating. I leave messages for my doctor. No call comes. I wait weeks
for a needed test to tell me the next steps. Each minute, each hour, each day
feels like an eternity. All this waiting. -LH

As we go through surgeries, treatment, rehab, and more, many of us find we
are launched onto an unfamiliar path. Despite the uncertainty, we try to gain
balance, but we feel it is a bit like the playground seesaw. Sometimes we are
lifted toward the sky, and other times, we are precipitously dropped to the
ground. Finding the needed balance is difficult.

As part of human evolution, we strive for independence. We can see the quest
for independence throughout development. Two-year-old children push the
limits and reject adult direction as they embrace their ability to walk, talk, and
assert their desires. The quest surfaces more pronounced during the teenage
years when adolescents recoil from having to ask for permission, request help,
or respond to their parents’ inquiries about where they are going. Treasuring
self-sufficiency in our adult years is considered a sign of success.
Independence feels good. Yet the vulnerability and inherent dependence on
professionals and others during this time can throw off the balance of what
we’ve worked so hard to achieve.

An even higher level of evolution is interdependency. Interdependence is the
balance and rhythm of the seesaw. Interdependence recognizes that the
extremes of dependence and independence miss the mark. Interdependence
requires us to appreciate the value of working with others, engaging in give and
take, and recognizing our limitations and needs. Interdependence increases our
chances of survival and interpersonal growth. It’s okay to be lifted.

Waiting for calls and results was the hardest part. -MR

It was so hard to have a young child during this time of the unknown. Without
me, she would be more vulnerable. —-RGW

I suppose the most difficult feeling was one of vulnerability and not being in
control. -MB

Worry, Anxiety, and Fear

Many use anxiety, worry, and fear interchangeably. They all represent states of
discomfort that can be experienced when we feel vulnerable, threatened, or
uncertain. Anxiety, worry, and fear are emotional reactions with some
similarities, yet they differ.

e Worry tends to create mild emotional distress
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e Anxiety creates more persistent distress
e Fear is the sense of immediate danger

I passed off the treatments as an “inconvenience,” but inside I was worried that I
could go through all of this and have no change in diagnosis. —DP

Worry is a thought or an idea that can take different forms. We might ruminate
about whether we are making the right treatment decision, whether or not our
medical team is the best, what the outcome will be, or how our families will
cope through this time.

Worry can move us to make decisions and problem-solve. If we are concerned
about a treatment decision, we might contact others and ask their opinions, do
research, and/or talk to experts. Worrying about the outcome can motivate us
to seek complementary interventions, such as acupuncture, changing our diet,
engaging in exercise, and more. Similarly, when we worry about how our family
is coping, we can encourage them to identify friends they can talk to, ask
others to check on them and have them talk to us about their concerns.

The ringing of the phone pierces the unrelenting agony of my pain. Suppressing
what I am feeling in my voice, I answer in my best upbeat tone. I want to shield
the caller from my pain. My intention is not entirely altruistic. Keeping much of
my pain hidden shields me from their worry. -CS

I used to cry during radiation treatments. I had a skin reaction to the tape they
used and although I repeatedly told them about it, they ignored my complaints.
This made me worry even more that they weren’t doing their job correctly. I
didn’t trust them. -RG

I get distracted by worries. As I get my fifth blood transfusion, I think, what if
something goes wrong? My mind takes me on that awful journey where nothing
ends well. As thoughts spin around, I grab onto a fleeting thought, ‘Just be
normal.’ I then visualize myself being healthy and fully engaged in life and all is
okay in my world. When the winds of worry bend my sails, you’ll see me
uttering, ‘Just be normal’ and my ship becomes right again. -CS

Cindy’s Journey I Hate Worry

Worry eats at my resolve and competitive nature to win this battle. Worry shifts
me into the unknown. Worry takes me into the future of how my kids will
handle the impact of this disease and my possible early death. Worry makes
me sad, wondering if my grandchildren will remember me and if I will be
around to see the grandchildren yet to come.
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I hate worry. Worry makes me cry.

I’'m not sure I could live life with the levels of anxiety that I was experiencing
during treatment. While the treatment of leukemia was difficult, dealing with
debilitating anxiety was exponentially worse. —-GM

Anxiety is characterized by thoughts paired with visual images. Thoughts and
visuals are linked together to be stored in our minds. Engaging different parts
of the brain creates a more powerful experience. Reading a book and picturing
the scenes trigger the language and visual parts of the brain, which make the
book more memorable. Movies create additional memory recall because they
have words, pictures, movement, and sound — a brain feast! Because anxiety
involves thoughts and images, it tends to have more power than worry and
therefore is harder to control. Anxiety causes more distress.

Over the years, I have worked with many children and adults with anxiety. I
thought I understood what it is like to have high levels of anxiety: heart
palpitations, persistent thoughts, obsessive thinking, difficulty concentrating,
and high startle responses that even sleep doesn’t quell. It wasn’t until I
reacted to a medication that I truly learned what it is like to have
uncontrollable levels of anxiety. During that time, I couldn’t move beyond the
pain and reactions of the anxiety. I couldn’t control my thoughts and feelings. I
felt at a loss as to what to do. I tried everything I could think of listening to
music, walking, meditating, breathing, talking, and repeating positive
statements, but nothing helped. It wasn’t until my physician determined I was
having an allergic reaction to the medication and took me off of it. “It’s rare,” he
said, “but it can happen.” Well, happen it did! I have a newfound level of
compassion and understanding for those who suffer from chronic high levels of
anxiety.

I felt very alone even though I met other people in the waiting room who were
also going through radiation. We went from one waiting room to another. In the
second one, you changed into the robe and waited alone. They had magazines to
read, which were all about cancer. It wasn't something I wanted to look at as I
was about to enter my radiation treatment. I couldn't believe that was the only
reading material they had. It would have been good to have someone there to
talk to about your fears and anxiety.

-RG

My anxiety is so high. [Thoughts] that he really could die from the surgery as it
was so long, what would he look like after it, will it come back, will this kill him,
how much longer will he live... so many unknown answers. -LH
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I was anxious about the treatment and, at the same time, hated that people felt
sorry for me.—DP

I felt fear associated with the unknown. Would radiation be successful? Would it
return? Would it spread? Am I doing the right treatment? Is it enough? You put
your life, your faith, and your trust in people you don't know. It's a very
frightening experience. -RG

Fear is essential to human survival. Without fear, our ancestors would have all
been eaten by the mountain lion!

Fear is a normal and protective response to danger, and certain fears are
developmentally appropriate. Around the age of two, children’s brains can
imagine and think about things that aren’t there. This is why you see a surge
in creative play at this time. They can take cars and have them talk. Sitting at
a computer, they pretend to type. Dolls need to be fed and changed. This is
truly a time of wonder for those blessed to watch this emerging growth. While
imagination and creativity are hallmarks of brain development, the brain can
also imagine situations that create fear of the unknown: monsters under the
bed, whether lightning will strike the house during a storm, and more. When
the fear of the dark kicks in, nightlights are switched on, portable flashlights
are tucked under the covers, and a snuggly toy becomes a source of comfort.
These supports help soothe the brain until the fear passes.

In situations that aren’t usual (e.g., violence, hunger, abuse, crisis), fear
remains high. At these times, fear takes on features of worry and anxiety.
When feeling fear, worries, anxiety, obsessive thoughts, “what ifs” and the
physical sensations of anxiety combine to create a high level of distress. Once
the situation that evokes fear is lessened or removed (e.g., you heal, the crisis
is over), the fear should diminish.

I was diagnosed with multiple sclerosis and eight months later with breast
cancer. I was scared and terrified. I made sure all my affairs were in order. I

wrote a letter to my husband, my daughter, and my sister to be opened upon my
death. -SR

I was scared out of my mind, but I knew what I had to do. I was in the hospital
for six weeks in a specialized isolation room. I received 12 blood transfusions,
plasma transfusions, platelets, and chemo. The fear of not being around my
twelve-year-old sons kept me on the edge of a cliff. —-LL

I had a craniotomy. I was asleep for the five-hour operation. I was so frightened
that I had them give me anesthesia before going to the OR. —JZ
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[When preparing for brain surgery] I was afraid if things did not go well, I would
be left alive with a severe brain injury like my Mom who was in a coma with
brain trauma for months. -BK

Sorrow, Loss, and More

I was eight years old when I was diagnosed with skin cancer. I was so
confused. My parents tried to explain what was going to happen, but I just
wanted to do gymnastics and play. -AB

Worry, anxiety, and fear are heightened responses. They can make us feel like
everything is revved up too much as if we are walking on unstable ground.
Sorrow, sadness, loss, and the like lead to intense feelings pulling us
downward. Just like anxiety, these feelings interrupt our regular thinking style
and ability to function.

Intense emotions of sorrow, sadness, and loss can override our sense of hope.
Hope is an essential element in coping. It can be a Herculean task to build a
solid life on days that lack hope. We cling to the notion that life will get better
because, without hope, dark days become darker; sadness becomes deeper;
beliefs become shattered; and giving up takes over.

The initial feeling of loneliness was sometimes overwhelming. -NA

Some of the meds had a side effect leading me to have a shorter fuse when
dealing with family. -GM

PTSD has caused me to react in untypical ways. When I saw my teacher
wearing a particular type of high-heeled shoes, I collapsed into a fit of hysterics. 1
was triggered because the social worker from Child Protective Services wore
shoes like that when she was questioning me about the sexual abuse I
experienced. -BR

I'was so frustrated and angry that I couldn’t eat, sleep, speak, see well or take
care of myself. I felt depressed and alone. -CK

To the casual observer, I look fine, but right below the surface the tears are ready
to burst through. It happens. My heart opens a crack and here they come; not
just a tear or a gentle sob, but a torrent of tears linked to sadness, worry, and
memories. I quickly put a lid on it because I don’t know when the tears will end. 1
don’t have time to give into the flood. I have to be normal. I have doctors’
appointments, visitors, work, and healing to do. -CS

I was so debilitated physically that my emotional well-being depended on being
able to get through the day. It was difficult to think beyond the treatment. I
simply couldn’t imagine a day when life would return to “normal.” I was mired in
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my sorrow and couldn’t feel joy when someone close to me had good fortune. The
“what ifs” took over my mind
and I had difficulty getting beyond that mindset. -JN

My daughter’s mental health crisis and her various treatments affect my mood. I
feel extreme sadness. I feel guilty. I try to keep a positive outlook, but it is hard
because I don't have any control over outcomes. —-KW

Keeping Emotions at Bay

Being interactive at work was therapeutic for me. It kept my mind off all the
possible risks and side effects. -BK

When in a crisis, we strive to “look okay,” as it can help us avoid feeling
swallowed up by the challenges. While we might be able to dupe those around
us, we know the truth as our emotions and thoughts knock within. Our jobs,
families, and pleasures don’t wait for us to get stronger, feel better, or cope.
Life marches on, whether we are ready or not.

I wait as the salesperson ambles down the aisle. There’s no hustle. No sense of
urgency. Doesn’t she know I could be dying? —-CS

It is so difficult to try not to plan, not knowing what will happen to my health. —
RZ

It was so hard to be isolated from the regular world. -MF

There were some days before the second surgery when I did a lot of work on
myself and realized I could only be around people who could support me in a
healthy way. I worked very hard on letting go of the result of the surgery. I
remember the morning of my surgery, the nurse told me she had never seen such
normal blood pressure. I was in a really good place. -GW

The emotions of these times can feel like hurricane season in the Atlantic
Ocean. The emotional waves are choppy, rough, unyielding, and causing
destruction in their wake; yet for some, there are moments of growth, clarity,
and grace.

Many of the adults I work with in therapy who were undergoing significant
crises have moments of rapid growth and self-awareness. Crises will do that to
you. A crisis can bring us to our knees and draw out the deepest of our fears
and emotions, while at the same time bringing us to a swell of understanding
we might not have otherwise reached.

One woman I worked with had a series of miscarriages. Each one was a deeply
felt loss. Her grief was deepened when others would make comments such as,
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“It’s better this way.” “Something must have been wrong with the baby.” After
years of losses, she decided to give up on becoming pregnant. A different set of
losses set in.

One day, she glided into my office and announced she was unexpectedly
pregnant. As the weeks passed, her understandable worry took hold. She and
her husband decided not to tell anyone she was pregnant, even their families,
to avoid hearing comments that hurt.

On one particular Tuesday, she wasn’t in the waiting room when I went out to
greet her. It was unlike her to be late. Five minutes into her appointment time,
my phone rang. It was her husband. She was in the hospital. The night before,
she had given birth to a baby boy the size of a soda can.

With her son in the university’s NICU, she resumed her appointments with me.
I had never seen her look better. She shared that even though her son had
multiple challenges and would likely have limited sight and developmental
delays, she was happy. She was happy to be a mom, no matter what. This
crisis gave her calmness despite what was happening and bound to occur. It
made her realize that no matter what, she would be there for him, and even
though she was sad that he would face hurdles in his life, her life was better
for having him. Crisis can do that: it can help us see the gifts we have and
define what is important.

Although diagnosed with acute lymphocytic leukemia (ALL) and bladder cancer, 1
was fairly calm. I focused on what I was grateful for and the life I had lived. I
thought that if I licked this disease, any additional years would be a bonus. -GM

Despite having multiple sclerosis and breast cancer, I looked at the future head-
on. I made the decision I wanted to live and just went from there. I had people I
loved and art to create that was trying to get out of my MS brain. —SR

I always felt positive. I just knew I would pull through both bouts of different
cancers. -LT

I don’t know if I ever thought I was going to die. I couldn’t imagine that. Of
course, I knew multiple myeloma can be fatal, but I just didn’t go there. -NA

Living “Normally”
Try to function and live as close to normal as possible. -MB

There is nothing that feels normal about situations that disrupt our lives.
Ready or not, the events propel us into an arena few are prepared for. With so
much being different, we strive for normalcy in these abnormal times. Creating
balance and maintaining valued parts of our lives help carry us through.
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: One of the most inspirational examples of living “normally
is Maggie Kudirka. Maggie was a professional ballet dancer with the Joffrey
Concert Group. At the age of 23, she was diagnosed with Stage IV metastatic
breast cancer, requiring various treatments, removal of both breasts, and loss
of her hair. Anyone who knows dancers understands the dedication to their
craft begins at an early age. Dancing is part of their souls, and Maggie is no
different. Photo: Maggie Kudirka (by Luis Pons Photography)

Unable to continue to dance professionally due to the treatment and fatigue
that accompanies this journey, Maggie became an ambassador for metastatic
breast cancer. She created and hosted benefits for the Dancers Care
Foundation and other organizations. She is now known as the Bald Ballerina
(baldballerina.org). The beauty in her dancing and soul is evident to anyone
who has seen her dance. Maggie would rather be performing, and not doing so
is a loss and not “normal,” yet through it she has created a different

dance. Through multiple treatments and medications, Maggie is 30 and
continues to defy the odds.

I wanted to work. It gave me a sense of purpose. -RW

I pretended that everything was perfect. I spent a lot of time trying to make my
environment perfect to correct how miserable we all were. I tried to ignore the
bag of urine that was attached to my leg for four months, and the constant smell
of leaking urine. My house was clean. Clothes were washed, folded, and
perfectly put away. -GW

Cindy’s Journey One House, Two House, White House, Blue House

[ don’t remember exactly when it happened. Maybe it was always so. But
somewhere along the way, I became competitive. Not the kind of competition
that needs to win every game that is played. When it comes to board games,
card games, and the like, my competitive drive drops to around 40%, but when
it comes to my achievements, up goes the drive. As I think about it, possessing
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a competitive drive has served me well. It helps propel me toward goals and
sustain my effort when the steps in between are wearisome and tedious.

Before my transplant, I used my competitive drive to help strengthen my body.
Sidelined from tennis, working out, and many other forms of physical activity,
walking became my elixir. Setting goals gave me a sense of power when much

of my life felt out of control.

I've been home for three days, and already I feel cabin fever setting in. Even if
the medical constraints don’t restrict me from being around people, driving,
and other joys, my energy level does. I wake up with a burst of energy that is
applied to the routine of getting ready in the morning, leaving me with little left.
After a few short hours, I am relegated to bed for a nap.

As I awake from my snooze, sunshine
filters through the bare branches of the trees. The voice from within declares,
“I'm going to walk.” Putting on my shoes and asking Ben to go with me, we
walk up our street. I set my sights on reaching the crest of our hill. One house,
two house, white house, blue house, up the slope we go. The freshness of the
impending winter air invigorates me. The familiar voice within beckons, “Go
farther.” And so, I do. We pass the top of the hill and move toward the cul-de-
sac. One house, two house, white house, blue house. As the sidewalk ends, we
return home.

Walking up the steps to our door, the Fitbit tells me it was half a mile. New
goal. Half a mile or more a day. My competitive self smiles as I lie down to rest
again.

12-Pathways to Coping

My treatment isn’t finished. I look at my diagnosis as a chronic disease that has
to be managed as best as possible and with as little disruption to normal life as
possible. -PG

Coping with treatment can look different for all of us. The type of illness,
surgery, or experience can affect how we manage. Yet, there are many
commonalities among all.

Finding Information

Over the years, organizations promoting education and understanding of
specific diseases and situations have emerged. Now, with the proliferation of
internet use, we can search out, for example, the American Heart Association,
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American Cancer Society, or the Multiple Sclerosis Foundation of America. On
these types of sites, valuable information is given about side effects,
medications, treatments, support groups, and more.

Working with Medical Personnel

If confusion and distress dominate, I take more time to try to get a handle on
exactly which part of what I said is having this impact and try to address that
directly. The best approach is to be honest and clear, but to define what can be
done and where it may take the patient.

—Dr. Ted Lee, hematologist and oncologist

I wanted to be a positive patient for those caring for me. I knew I had to stay
strong and take my journey one day (one hour?) at a time. I wanted to be
supportive of the people who were taking care of me to save my life. -GM

I do my best to understand what exactly the patient wants to know about the
diagnosis and what aspect of it is the most important for him or her (e.g., the
details of the treatment, the prognosis of the disease in specific terms —am I
going to see my child graduating, would I be able to work). —-Dr. Vadim Gushchin,
surgical oncologist

‘Harry survived eight years following his kidney cancer
dlagn031s — nothing short of miraculous. The twists and turns of his medical
journey took him through a range of treatments, some traditional and others
experimental. Not only did he outlive the statistics and projections given for his
specific situation, but he also embraced every moment he was given.

The “Harry stories” friends and family shared at his funeral illustrated his
engaging personality and ability to put others at ease. Harry was one of those
patients whom all the staff wanted to work with. He was appreciative, funny,
respectful, and truly cared about those who cared for him. He could fight while
maintaining the best of himself.

I hope to be a patient like Harry, but I know that we can’t always be.
Sometimes the pain, worry, and unknown grab us by the heart and soul,
yanking us into being cranky, whiny, sad, and angry.

If we hide our emotions and reactions, we don’t always get the help we need.

Masking how we feel doesn’t give the medical team a chance to grasp the
depths of our concerns and side effects.
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While we all could use a little Harry in our behavior and intentions, it is
important to share who we are and what we’re going through to gain the best
support and advice from our medical team.

\ ‘& /
.‘ \ & By

R

" Be Prepared for Your Visits

1. Make a list of your questions

2. Identify the two most important questions for that visit

3. Make a copy and give your list to your practitioner

4. Have a complete list of your symptoms, concerns, recent changes, etc.

5. Have a complete list of medications, along with over-the-counter
supplements you’re taking, so it can be determined if there are any
interactions

6. List any medication side effects

7. Ask for suggestions on how to lessen side effects

8. If you need more time, ask for another appointment or to have an
extended appointment ahead of time

9. If you don’t understand, ask for clarification

Professional websites (e.g., American Heart Association), physician offices, and
hospitals often have a list of what to know and suggestions for appointments.

Remember what you identified as your trauma reaction tendency and utilize
those suggestions.

Courage, faith, and good doctors will get you through. Listen to your doctor, and
if you don't like the doctor, find another one. —-KM

Trust your gut feeling. If it doesn’t feel right, get a second opinion. -GW

Be an advocate for yourself. No one takes better care of you than you do. I kicked
a stupid doctor on call out of my ISOLATION room at the hospital when she came
in sick. I was running a high fever and experiencing some other scary symptoms

and she was going to give me an infusion of some kind. I insisted on calling my
actual oncologist (in the middle of the night) and it turned out I didn’t need the
infusion, I needed something else. —-LL

I requested that only doctors I trusted were allowed to check on me. -GW
My breast cancer was found during a mammogram. I was contacted by the

radiology center. I never received a phone call or message from my gynecologist
to see how I was doing. Needless to say, she never heard from me again. -MB
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I find the most helpful approach when working with individuals experiencing a
medical crisis is to independently research their history and medical information
after hours. This allows me, as a provider, to better understand the various
physical, emotional and psychological aspects of a patient. This ultimately
enhances trust in the relationship and allows a greater ability to provide for the
patient’s well-being. —Dr. Leeshi Feldman, M.D. psychiatrist

Nurturing a Positive Mindset
Be tough. Force yourself to believe that you will get through it. Recognize that the

person you are with this illness is not who you will always be. Focus on the
positive and surround yourself with positive people. -JN

Hippocrates, considered the father of medicine, believed health
is influenced by a balance of the mind, body, and environment. Over the
millennia, the mind-body connection has been studied and valued, eventually
emerging into our everyday language.

An idea behind the mind/body connection is that positive thoughts alter brain
chemistry and not only help you feel better but reduce stress. Over time, stress
can negatively affect health and interferes with the immune system, which is
needed to combat simple diseases (colds) as well as more complex ones. Thus,
managing stress is an important goal.

Having a positive mindset can be challenging. It is natural to feel upset, angry,
sad, anxious, or detached. Creating positive messages and using them during
the day can help balance out less desirable thoughts and feelings.

I lie on the radiation table awaiting the blast of radiation to destroy the tumor.
The machine emits a whir. It is the sound that the radiation is being sent. “May
the force be with you” echoes through my mind. I am not a Star Wars groupie,
but the well-known idiom connotes wishing one well, to be given strength and
protection. Every morning as the machine whirls three times, I think “May the
force be with me.” —-CS

Don'’t give up. Believe, even if the odds are against it, that you will survive. —-MF

Mental outlook will have a huge impact on how you respond to therapy and
recovery. Imagine yourself as a warrior vs a victim and DO BATTLE! -BK
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Malke the decision to live. -SR
Watch comedies, try to laugh, and eat what you can/whatever you want! —-LT

DON'T try to read everything you can get your hands on or on the internet.
There is so much out there, and everyone is different. -DH

Before my surgery, I recorded hours of uplifting music and played it continually
while in the hospital. -GW

Cindy’s Journey I Like Apologies

I like apologies. There are all different types. Some apologies acknowledge a
mistake: “I'm sorry I broke your phone.” Other apologies express sorrow: “I'm
sorry that happened to you.” Still others express regret over unintended
consequences: “I'm sorry I hurt your feelings.” And the master of all: “I am
sorry, I was wrong.” These are apologies I like. When they are delivered
sincerely, they strengthen bonds of relationships and understanding. They ease
the burdens of others by becoming shared experiences. They serve as a
reflection of one’s inner self. It takes inner strength, self-confidence, and a good
soul to express an apology.

Preparing for the day, I open the drawer containing my wide selection of head
coverings. The chilly winter temperatures and my self-consciousness demand
that I cover my bald head; I search through the stacks of colorful fabrics,
deciding which one to wear. I opt for a covering that can be a neck warmer or a
headband that covers my head. With a mere twist of fabric, it serves various
functions. Pulling it onto my head, covering my ears, and stuffing the excess
fabric underneath my favorite Vineyard Vines™ baseball cap, I am off to my
physical therapy appointment.

Climbing onto the physical therapy table, I toss my baseball cap onto the chair.
The oversized headband flops to the side, revealing the top of my bald head.
“I'm sorry,” slips out of my mouth.

What?! I'm sorry? Why would I apologize for being bald? While explaining the
sources of my back pain to the physical therapist, I carry on a private
conversation in my mind, admonishing myself for apologizing for something
that needs no apology. My mind digs deep to find what evokes such an apology,
only to find it originates in my sense of vulnerability with my altered
appearance. So I give the most important apology...to myself. “I'm sorry I said I
am sorry.”
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Finding Supplemental Support

Seek support from peer groups, books, alternative therapies, and all the people in
your life who are willing to give it. -MF

Throughout this journey, as well as in life, it’s important to find ways to reduce
and handle the stress in life. It’s important to find what works for you. What
might work one day versus another can change, so having a variety of options
is helpful.

When it came to treatment options, I signed up for all of them. Anything that
made sense, I did. Radiation, chemo, stem cell transplant, yup, I would do it.
The research showed that in cases like mine, they could help prolong and
restore the quality of my life. Yet, I wasn’t going to depend solely on Western
medicine. I embraced other interventions; for example, acupuncture and EMDR
(Eye Movement Desensitization Reprocessing) for the emotional impact of what
I was going through.

'\ \NTo help reduce stress and increase overall well-being, many
seek out meditation. When some think of meditation, they think of clearing
their minds of every thought or repeating a mantra. While these are particular
types of meditation, there are many forms. Having taught meditation to a wide
variety of people over the years, I find guided meditation the easiest approach
for many. In guided meditation, a leader uses words, progressive relaxation
techniques, and/or specific images to lead the meditator through an
experience. Quality meditation sites include Headspace™, Calm™, Jason
Stephenson on Spotify, Oprah and Deepak Chopra’s 21-Day Meditation
Experience, and MeMoves™. MeMoves™ is particularly helpful for those who
find moving calming.

Guided mindfulness meditations help me handle the pain. -CK

I felt such anxiety. I think part of it was due to medication. There are some good
psychiatrists and other physicians who should be able to help you with your
anxiety. Some medications can mitigate anxiety. In certain cases, you could also

benefit from therapy. -GM

Acupuncture was a godsend. -BK

64



The pain and PTSD that I experienced got me into yoga. My first teacher was so
inspirational that I trained with her for two years and went on to teach. The pain
I experienced led me in this direction. -GW

I am not a religious person. I am, however, spiritual. When we lost our 23-year-
old son in an accident in 1999, religion pretty much left me. I have since found
that meditation and Buddhist writings are a comfort to me. I don’t think any of

that changed during my battle. I just think that the meditation helped me keep a
perspective that was healthy and manageable. —-SR

Cindy’s Journey You’re Doing Great

My life is carved around doctor appointments. Traveling there, sitting in the
waiting room, the weigh-in, blood pressure check, the blood draw, each
usurping precious moments of my life. Then there is the verbal check-in:

e Trouble breathing? No
e Coughing? No

¢ Numbness? Some

¢ Nausea? Some

e Diarrhea? Yes

e Constipation? No

e Pain? Some

As the checklist routine marches on, I blurt, “I try to walk a couple of miles a
day.” My doctor’s eyes brighten as he exclaims, “That’s great!” I smile, feeling I
earned the Patient of the Week Award. My inner joy fades as I want him to ask
about the nonphysical impacts of treatment, but he helps me sit up and
announces, “You’re doing great. Really great!” I nod my head in compliance. I
am doing great... until I'm not.

Support Team

It is typical to have more than one medical professional involved in our
care. For me, my internist helped me through.

There were moments and days when tears came quickly, sadness set in, and |
wanted to hibernate. All else was pushed to the background when these
feelings took center stage. As the upsetting days linked together, I knew I
needed something more. I called my internist, described how I was feeling, and
announced, “I need drugs.”

She told me she often sees around the third month of treatment, patients have
a surge in emotions. When first diagnosed, adrenaline is pumping. The focus is

65



on gathering information, scheduling appointments, and creating a plan to deal
with the ensuing changes and needs. Around the third month, the adrenaline
abates, side effects find their place, and how life has changed becomes clearer.
She prescribed Wellbutrin, which thankfully has helped. It has given me an
emotional foundation again, so when the distress comes, [ don’t go as low. I
periodically see a therapist, who is also a support. Medication and therapy
lessen the frequency of the times when I am not “doing great.”

Knowing how to seek out support is easier for me due to my profession, but I
know many people don’t know where to begin. I worry about them. Many
medical teams don’t want to discuss or hear about emotions. I've seen it. I start
to ask a question about the unsettling feelings I am having and the PA
unconsciously takes steps backward, signaling her discomfort with feelings.

g,

!\’JI" “l I“ i I want treatment teams to ask about our emotional well-being as
part of the weekly checklist. Diseases don’t just affect our bodies. It would be
simple. “How has this affected your emotions?” “How has your treatment
impacted your daily life?” I imagine some patients sighing in relief that the
question has been asked, whereas others might utter a blanket, “I'm fine,”
quickly scurrying to more comfortable territory. Regardless of our responses,
asking such questions would affirm the normalcy of our emotions and the
impact of the treatment.

When my treatment journey is said and done, I might go on a mission to
enlighten and teach those in the medical profession how to better support their
patient’s mental and emotional health during the healing process. Who knows?
I might just do it. What I do know is we are all doing great... until we’re not.

Changing Your Ways
Learn to say YES to help. -BK

We get set in patterns and routines because they bring us comfort. When in
crisis, the patterns and routines of the past are often shattered. Medical
challenges often force us to live differently.

Lisa Cohen, who seeks to empower women with multiple sclerosis in her 2005
book, Overcoming the BS of MS: A 3-Step Plan for Women Living with Multiple
Sclerosis, suggests setting goals you might have previously thought were
impossible, such as “I am not a person who wears red” or “I could never write a
blog”. Cohen suggests taking one of your impossible goals and begin to chip
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away at it, acting as if this behavior suits you. She points out that doing
something you didn’t think you could can lead you to discover you can!

he whole notion is to step beyond what you used to do and
discover a new part of yourself that might otherwise stay buried if it weren’t for
the challenges you face.

If you can, get a bed that adjusts so you can sleep better. —SR

This was more than a health issue for me. In the end, it was an indication that I
needed to improve the way I handle “life situations”, as they are inevitable as I
age. I can rise to any challenge with family, business, and life activities, but was
woeful in a case that had me at the center. —-DP

I know that loneliness is one of the worst things. Feeling isolated, alone and
depressed has led me to appreciate friendship far more deeply. -DC

I made a list of all that I was grateful for. It was easy to get absorbed in the
challenges. -TE

One of my mother’s perspectives on challenging times is, “It could be worse.”
How true that is. We can always look around us and see others who face more
significant challenges but staying grateful when our worlds turn topsy-turvy is
a challenge in and of itself. As turmoil pulls our attention inward, it is natural
to feel the tug of emotions and pain. Yet, focusing on something we feel grateful
for helps buoy us during these tough times.

To encourage my gratefulness, I hang cards and pictures that others sent
wishing me well on my home office wall. While my crisis has subsided, their
wishes remain on my wall. Seeing the cards continues to encourage me and
warms my heart.

In a moment when you feel grateful, create a list of what you are grateful for,
even during this time of challenge. Then, when you feel down or out of sorts,
you can look back at this list to help regain some balance. To help start you off,
below are suggestions from others that helped them experience gratitude.

Workbook Chapter 12 Pathways to Coping Grateful

Write down the people in your life you are grateful for and what it is they bring
to your life to make it better.
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Person What They Bring to My Life

List things you like about yourself.

List experiences for which you are grateful.

Due to osteoarthritis, I can’t do a lot of what I would like to do. I watch others
run, do aerobics, get up and down from the floor with their children, and I feel
envious. I am not a fan of envy, so I thank God that I can walk and work in my
yard. -LE

Faith
I got angry with God. It was just too much. I still don’t understand it. -LF

Shifting out of the initial shock of our crisis gives us some time to reflect. Why
did this happen? Could I have done anything to prevent it? What’s going to
happen next? These questions tend to spark a review of what we believe. We
look for cause and effect.

It is human nature to seek patterns in our lives. Seeing patterns allows us to
connect the dots of what we experience. Connecting the dots helps us attach
meaning to our experiences. Finding meaning can give feelings of comfort and
control or force us to question what we thought was true.

For example, if a dog bit us when we were young, we might be afraid of dogs.
The dog bite (a dot) connects with the idea that we could be bitten again. The
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possibility we could be bitten creates fear. That knowledge and fear lead us to
cross to the other side of the street when we see a dog approaching. When we
walk on the other side of the street away from the dog, we aren’t bitten, which
reinforces the idea we should avoid dogs.

As we reflect on this example, we can see how walking on the other side of the
road would make someone feel better, as well as not getting bitten. On the
other hand, we know if we stay on the side where the dog is, there is a good
probability we won’t be bitten then, either. But when it comes to fear and
trauma, risks are not what we usually want to take.

While the example is simple to understand, it applies to a variety of challenges.
Simple or complex, our brains seek out reasons why things happen the way
they do because if we understand the underlying why, we believe we can avoid
bad things from happening in the future.

For many, religion, faith, and beliefs serve as a foundation to understand the
world beyond what we can see. Crises increase the brain’s desire to
understand, often causing us to reevaluate our beliefs. This reevaluation leads
some to stronger religious beliefs, while others experience a departure from
their faith. Still, others seek reason and comfort outside of organized religion.

My struggles forced me to contemplate what brings purpose and meaning to my
life, and that included evaluating my faith. —-FE

This experience brought us closer to each other and faith in God’s plan for our
life. -SJ
Many religious organizations provide comfort through traditions, beliefs, and
community. While the value of religious organizations can support individuals
through typical days, they can take on deeper importance during challenging
times.

My faith grew immensely. I didn’t fear dying. I felt an astonishing peace that
comes from my faith. -BK

I pray daily and needed to talk to God a lot during this journey. —-LW

My faith played a large part and I totally believed that it would be over soon. —
KM

On a daily, hourly, and sometimes minute-by-minute basis, I begged God, Jesus
and the Blessed Mother not to let me die. When I prayed the hardest, the prayers
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were answered, even if it was just in a small way, like the relief of a particularly
bad symptom or fear. -MF

My faith helped me face my challenges with strength. -MR

I always considered myself to be a spiritual person, and that quality intensified
during diagnosis, treatment, and afterward. My religious community and leaders
were very supportive. I continue to see myself as a more spiritual person post-
illness. -JN

I know that people were praying for me and my recovery, and I truly feel that it
helped in my healing. -DH

To be honest, I was angry at God. I couldn’t understand how this could happen
to such a good person. I guess that means I still believe in a God/ force, but
maybe not. -BS

When challenges are faced, it can create an upheaval in one’s belief system.
My faith and/ or spiritual outlook are “diminished.”-LT

I have to say that when it all first happened, I felt as if I were being punished. —
GW

I wonder if miracles are real and if we may ever be spared one. I question my
faith, especially when I see others with the same diagnosis embracing theirs as
their child improves. —-RR

I have a hard time going to church these days. —AR

I struggle with my faith. We did everything right. Why was she targeted? She
had just gotten married and had her whole life ahead of her. -JG

I’'m a spiritual person rather than religious. I talked to God a lot, thanking
him/ her for the good fortune that it was found. I feel I'm the luckiest person. -MT

Spirituality usually refers to a belief in something beyond what can be seen.
Nowadays, when defining oneself as “spiritual but not religious,” it usually
means the person believes in some spiritual force and the power of connections
with others yet doesn’t observe any particular religion.
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From this experience, my perspective is that God, or a God-like being is all
around us. A good feeling. -GM

I have become more spiritual over the past five years. -RZ

I had some unusual experiences that reinforce my belief that there is an
energy/power beyond our earthly existence. When I was in the hospital, I felt a
presence on the right side of my bed that I can only describe as angelic. Its
presence gave me a sense of comfort and that I wasn’t alone. -CS

Faith was not that important to me during my treatment, but I know that all my
friends and family prayed for me to live. It made me realize prayer is helpful and
that you don’t have to pray to God. You can pray to comfort yourself. -LR

13-Dealing with Others

We are surrounded by people. Some we feel close to, others not. Although we
don't share everything with everyone, we do need one or more supporters with
whom we can open up. Being too solitary feeds the trauma reaction and
amplifies the urge to take flight or freeze.

When a medical challenge occurs, news spreads like the old childhood game of
telephone. The information quickly makes the rounds as one person tells
someone, that person tells another, and so forth. Sometimes the proper facts
aren’t conveyed or facts are shared with people we would prefer not to know.

O

I think of our lives as consisting of three tiers of relationships. . J

o Tier 1 contains those to whom we are most close. This level may include
a spouse, partner, best friends, and siblings. These are the folks with
whom we share the most and want to keep aware of our experience.

o Tier 2 consists of people we consider friends, family (sometimes not),
certain colleagues, and close neighbors.

o Tier 3 includes people we encounter but don’t feel particularly close to, or
with whom we don’t share personal information. Many people at work fall
into this category, as we want to keep a professional separation with
some colleagues.

Being aware of whom you place on each level is helpful. Some people around
us may think they are closer to us than we feel to them. While we can’t control
that, we can prepare what we will and won’t share with each of the groups.
That way, when you meet someone at the grocery store and they ask how you
are doing, you can share as much or as little as you want based on what level
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the person is in. If someone is a Level 3 individual and says, “I heard you had
heart surgery,” you can respond with “I'm doing fine now, thanks.” If you
encounter someone who is on Level 2 and asks about your surgery, you might
be more forthcoming. Preparing responses ahead of time can be helpful.

Workbook Chapter 13 Dealing with Others

Write who is on your different tiers. Decide what you want to share with each
tier, and how. Have an idea of how you might respond to someone in each tier
when they ask how you are or how they can help. (For ideas, see the section
titled “How can I help?”)

Person What to Share
Example: A neighbor up the street I “Yes, I'm going through treatment,
rarely see ( tier 3) says, “I heard but I'm doing well.”

you’re sick.”

Some people whom I am not well-acquainted with asked for details that I was
not willing to share. For example, I did not want out-of-town relatives on my
husband’s side of the family to know any details. I am not close to them and do
not see them. Although well meaning, they would not be a comfort to me. There is
sharing and there is gossip; there is a thin line between the two. I am very open
with my friends,

but I like my privacy to be respected by more distant acquaintances. —-MM

How to handle inquiries in work settings brings up different issues. Some of us
can work during our treatment. For those with chronic conditions, our need to
involve employers in conversations can wax and wane. Knowing what you want
to say and to whom, just like with Tier 1, 2, and 3 relationships, can help
reduce distress and uncertainty as to what to say in the workplace.

The hope is that all will receive fair treatment, but it may be helpful to review
the American Disabilities Act. The American Disabilities Act has some
provisions and protections for those with diagnosed medical diagnoses and
treatments.

I had an extremely compassionate and supportive boss. She encouraged me to

take all the time I needed. On my return to work, I had the practical challenge of
being well enough to resume my job, but not healed sufficiently to twist and turn
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beneath a seatbelt. She arranged for a car service to ease the first weeks of my
commute. This was a luxurious and unexpected kindness. -LO

People at work filled in for me on their own free time. —LL

My office was very helpful and understood that every third week, I needed to go
for chemo.—KM

Concern for Our Loved Ones

Crisis is not experienced alone; there is a ripple effect. Our families and friends
are impacted. While their reactions may be more delayed than ours, the impact
is there. Those around us might not outwardly express their reactions directly
to us, but the impact is there. A friend of mine with brain cancer said her
husband never asked her how she was doing or seemed to understand her
struggle, although she later found out that he talked to their daughter about
his worries.

Two years after my diagnosis, my 31-year-old son called me
in tears after listening to Taylor Swift’s song, “Soon You’ll Get Better.” Through
his emotions and Taylor Swift's words, he told me how proud he was of how I
was coping with my experience. Some peoples’ words and emotions emerge on
a different timeline than ours.

Just as they worry about us, we worry about them. A tumultuous time ensues
for all when a crisis occurs. Routines change. Finances are impacted. Energy
levels shift. Attention fluctuates. Above all else, no matter what happens, we
want our family and friends to be okay.

It was so hard for me to see the effect it had on my preteen son. He was very
frightened and freaked out. He acted out in school. It was a very emotional time
for both of us.-RG

I was concerned about how my diagnosis would affect my husband, children,
and grandchildren. I very much want to spend quality time with all of them. My
oldest son and his family have moved to the area, and I treasure our frequent
times together. I want to live to see my grandchildren grow up and thrive. -MM

73



14-What Helps and What Doesn’t During Treatment

During treatment, having specific support is helpful. Most of our friends and
family want to be helpful, but don’t know what to do or say, so they end up
saying, “If you need anything, just let me know.” While the comment is sincere,
it leaves us uncertain about what to say back to them. Many times, we don’t
even know what we need until the need is upon us.

&2 [WThose who have walked in our shoes have experienced what
helps and what doesn’t. Through their experiences, we can explore what we
want and don’t want. Knowing what we want can help us know what to say
when someone says, “What do you need?”

Support That Is Helpful
People dropping by made it more pleasant when I was in the hospital. -DH

Two close friends organized much-needed meals. Caring friends signed up and
dropped off dinner in the cooler at the front door. It was so helpful to have the
meals and have them coordinated by someone other than us. -CS

There were plenty of times I didn’t feel like talking about my health, treatment, or
what I was going through. I was grateful for my friends who didn’t push me to
talk when I didn’t want to. -XR

I didn’t need people to be there 24/ 7, but I did appreciate phone calls and cards.
-MT

They showed their love for me and were present. Cards and emails were all
appreciated. -MF

Receiving practical support, such as raked leaves and shoveled snow, was so
helpful. Such favors and gestures became amplified in their meaning during this
time. -LO

My dearest friend kept our dog for us whenever I was in hospital (a total of 28
days). Not only did it save us a load of money, our dog was happy and my
husband could come and go to the hospital whenever he needed to. Luckily, they
love my dog and he loves them. —SR

74



People dropped off food, books, music, and talked to me about things other than
illness. -BR

Friends came to visit, knit, or discuss books we were reading. Sometimes we
would just hang out and chat. It gave my husband a break that he really
needed. I needed the distraction. —-SR

One friend sent me a video a day to check out. Sweet. -GM

I had an aide three days a week who came for four hours a day. She did
laundry, took me grocery shopping, and stayed with me when I was really sick.
That was very helpful. -MT

My husband was wonderful. He went to every appointment with me. He
supported my decisions and helped me talk through the thinking that I had to go
through to make each decision. His theory was that it was my body and I got to
make all the decisions. I will always be thankful to him for that. -SR

My husband’s openness and acceptance of bilateral mastectomy as a choice for
treatment was so important to me. He was a “breast man,” and mine certainly
attracted him when we first met. Throughout our relationship, my breasts had
brought both of us much sexual pleasure, yet he made it clear that he’d rather

have me without breasts than a roomful of them without me. -LO

My wife was there for all the treatments in spite of my “I'm fine” attitude. —DP

My husband made me a deal. He would cook delicious food for me. I would try to
eat what I could. If I couldn’t eat, he would not force me, nor would he get his
feelings hurt. I think I am the only person in history who gained weight on
chemo. I had made him the same deal when he was having chemo and then he
returned the favor. —-SR

I wanted to talk about the “what if” scenarios, particularly what if I died. Only
my rabbi would listen. I didn’t think I was really going to die, but I wanted to be
prepared. —-LL

"I'm thinking of you." That is all that needs to be said. -TZ

What Doesn’t Help
"At least depression isn’t life threatening.” Oh, really? -TS
Whether I can have children of my own or not remains to be seen. The cervical
cancer treatment can affect carrying a child into this world. It doesn’t help when

people ask why I don’t have children since I've been married for over four years.
-AB
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I felt lonely because people didn’t check in. I think the solution is either emailing
or texting something like, “Just checking in. I'm here to listen or make a meal or
whatever, if you need me, but I understand if you’d rather be left alone right
now.” -SH

I wish that more people had been aware of my husband’s suffering and offered
him support too. -JN

Don’t avoid me. —-RM

Some people don’t know how to process trauma. They ended up ignoring me or
leaving me behind. -AB

It astounded me when people would tell me why my situation wasn’t so

bad. When I gave birth to a much-wanted child who was stillborn, I was
frequently met with, ‘The baby would have been disabled’. ‘At least you know
you can get pregnant’. -TZ

Treatment is a journey no one wants to take. It is a prolonged experience of
trauma, and being aware of our tendencies to fight, flee, or freeze can be
useful. Navigating side effects and processing emotions are a crucial part of our
experience and are inextricably intertwined with accepting support from the
circles of relationships and networks in our lives.

There is no right or wrong way to get through a medical crisis. We didn’t opt to
go on this journey — but it’s important that we show up.

Cindy’s Journey Ring That Bell

I see the seven-year-old faces beam with pride on receiving their “participation”
award at the end of the Little League season. The merits of receiving a reward
for just showing up have been debated over the years, as some claim giving an
award for lack of true achievement makes our newer generations soft, less
motivated, losing out on the pride of accomplishment, and the like. However,
sometimes showing up is exactly what we need to do.

I finished radiation today: 20 days, 20 sessions, 20 series of a collection of rays
pointed at specific locations in my body. I didn’t feel the rays as they invisibly
penetrated my body, but I can tell it has helped. My bone pain is less. Yes,
there are some side effects. Could I get more fatigued? Well, radiation proved I
could.

Bonds form quickly in the women’s waiting area as nonverbal understanding is
created. No hair: breast cancer. Robe open in back: lung cancer. Pants:
uterine/cervical cancer. Then there is me: full head of hair with the robe open
in back, reflexively moaning as I lean back in the chair...multiple myeloma.
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Nevertheless, it doesn’t matter why one is in that waiting room; we are sharing
an experience none of us want.

Over the course of the month, I came to recognize the regulars with whom I
share similar appointment times. Then there are the new folks, who sheepishly
ask, “Do I take my purse with me?” “Do I have my gown on right?” “The key
isn’t working in the locker.” “Does it hurt?” Such inquiries are quickly
responded to by those of us who are more seasoned, as a couple of visits gives
a sense of knowing and expertise. Lessons are quickly learned here.

Across the sessions, I hear the clanging of a bell. A large brass
bell attached to the wall is rung when one completes the requisite radiation
sessions. The bell rings and the radiation therapists applaud, quickly joined by
those of us in the waiting area. A rite of passage.

While I supportively cheer for those ringing the bell, I feel funny. Do I want to
ring the bell? Seems silly. What did I do? I didn’t have regular workouts in
order to complete the race. I didn’t help anyone. I didn’t pass a test. I didn’t
leap tall buildings in a single bound.

Did I do anything bell worthy? They tell me to be there at 9:30, so I am. I sign
in, change my clothes, wait to be called, and chat with the therapists as they
line me up for the treatment. None of that seems bell-worthy.

What did I do that was bell-worthy? As I move through treatment today, the
answer resounds through me. I showed up.

By showing up, I made a statement that I am giving healing my best shot. By
showing up, I recognize and appreciate the advances brilliant minds have
created. By showing up, I thank the doctors, nurses, therapists, and
technicians for giving of themselves. By showing up, I support others who are
“in waiting.” By showing up, I moved forward.

So, get out of my way. I am going to ring the damn bell!

15-Shifting Ground

It’s still a roller coaster, but now the hills are smaller. -CS
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Our emotions fluctuate during a crisis. Afterward, the intensity may ease, but
we are still processing what happened, and coping with the challenges. Our
experiences cause us to feel vulnerable even though we are out of im