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to our patients.”
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CHAPTER 1

CQVkat Ts a
5o%a&/¢ Frtner?

ancer is one of the most terrifying words in the English language.

When you hear the word applied to someone you love, its meaning
amplifies and grows to paralyzing proportions. At this time, you may find
yourself in a state of shock, fearful about the future, and confused about
what you can do and how you can best help the one you love. By default,
you have inherited a critical new role—Support Partner.

Your relationship to the one diagnosed may be as a spouse, significant
other, sibling, child or friend. The commonality of the relationship is that
the patient is someone for whom you care deeply and are committed to
helping through this unknown journey of a breast cancer diagnosis. You
are her support partner—a role that she did not have to recruit you for,
but that you willingly volunteered for because of your deep caring and
commitment to her well-being.

The role requires you to take immediate action to support your loved one,
yet the role has no formal training readily available on how to best help.
There is no “Breast Cancer Support Role 101” training to prepare you
to know what to do or say, where to go for help or how to be the most
supportive person to someone you love.

The goal of this book is to fill this void and help you to understand how you
can successfully fulfill the role of support partner.

The Role of the Support Partner Defined

You have inherited a new role of support partner for a breast cancer
patient. Some people may call you a caregiver, but your role is different
from that of the medical team. Doctors and nurses work to heal the body.
You work toward recovery, too, but your job also includes moral support.
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CHAPTER 1

What else does the role of support partner include? It is best described by
the American Heritage Dictionary (Fourth Edition):

= support v. 1. To bear the weight of, especially from below. 2. To hold in
position so as to keep from falling, sinking or slipping. 3. To be capable of
bearing; withstand. 4. To keep from weakening or failing; strengthen. 5.
To provide for or maintain, by supplying with money or necessities. 6. To
furnish corroborating evidence for. 7. To aid the cause, policy or interests
of. 8. To endure; tolerate. 9. To act in a secondary or subordinate role to.

= support n. 1. a. The act of supporting. b. The state of being supported.
2. One that supports. 3. Maintenance, as of a family, with the necessities
of life.

» partner n. 1. One that is united or associated with another in an activity
or a sphere of common interest. a. A spouse, relative or friend.

A support partner is someone who helps you maintain your balance
during a crisis; someone bound to you by a relationship, commitment or a
common bond of interest. Support partners stand alongside the ones they
love as a stabilizing force, sharing the emotional and physical burdens.

The Unexpected Challenge

As you have no doubt experienced first-hand by the time you are reading
this book, a breast cancer diagnosis stresses and shakes the equilibrium
of not only the patient, but those closest to her. However, the stress
experienced by the support person often goes unnoticed. “Does anyone
recognize how stressful this is on my life?” is often the unspoken thoughts of
support partners as they struggle with their new role.

Why is the role of support partner so difficult? Dr. Marilyn T. Oberst,
developer of the Oberst Caregiving Burden Scale, investigated the role
of support partners during their loved one’s cancer experience and
concluded:

Learning to live with cancer is clearly no easy task. Learning to live with
someone else’s cancer may be even more difficult, precisely because no
one recognizes just how hard it really is to deal with someone else’s
cancer.

Yes, living with someone else’s cancer is a challenge; but it is one which
can be mastered successfully. The key is to learn how to manage and
balance the emotional and physical demands.

2



WHAT Is A SUPPORT PARTNER?

Learning From the Experience of Others

The best way to learn is from others who have faced and met the challenge
of filling the role of support for a breast cancer patient. Because peers can
add much needed understanding and guidance, many examples quoted in
this book are from other support partners.

Many patients and their support partners have openly shared their pain
and efforts to make “sense out of a senseless situation.” They have shared
in hopes that those who inherit the role will learn from their experiences. I
once was told, “If you want to find your way out of a forest, it is not as helpful
to ask a forester, who knows all about the trees, but to ask someone who was
lost but managed to find the way out of the forest.” This book contains the
experiences of those who managed to find their own way through the
forest of the breast cancer experience.

It is now my desire to help you understand the challenge of living with
the pain of someone else’s breast cancer diagnosis, and to assist you in
becoming a more effective support person. This requires a delicate balance
of taking care of her needs, while you also take care of yourself.

This book is not designed as a comprehensive manual on coping as a
support partner. Instead, it is a combination of life experiences from
patients, their support partners and my clinical experience. I urge you
to reach out to other professionals—counselors, physicians, nurses and
support groups—to complete your understanding of the “support” role.

Throughout this book, you will also gain an understanding of the basics
of the breast cancer treatment process. You will learn effective and
supportive techniques to ease the process, and you will find additional
resources available to assist you. The support role is not an easy one, but it
is one from which you can learn and grow as you provide one of the most
powerful tools for recovery from breast cancer—effective support.

Wm..

m Your role as a support partner is one of the most important components for
the emotional recovery of the one you love.



Swppart Fardrer, Ferspectives

“When Anna went for a breast biopsy, I thought it would just be a cyst,
like her mother had had. The biopsy was no big deal; besides, it was so
simple it was being done as an outpatient procedure. Anna was only 32—
too young for cancer. When her pathology report came back with the
diagnosis of ‘cancer,”  went into an emotional shock that lasted for days.
It had never occurred to me that it would be cancer. I could not sleep at
all the first few days. My mind kept torturing me with the fact that Anna
could die and I would be a widower at 28.”

—Brian Cluxton, Support Partner

“Shock and fear best describe my first reaction. This was only supposed to
happen to other women—not my wife. We were both in a daze. But one
thing was for sure; my wife and I were in this together from the start.”

—Al Barrineau, Support Partner

“My mom—the strong one in my life—had been diagnosed with cancer.
The thought of ‘you can die from cancer’ instantly flooded my mind. This
thought tore my heart out. I could not even imagine what life would be
like without her in my life. I was only 24—too young to be without her.”

—Krystle Brown-Shaw, Support Partner

“When Lisa called to tell me her biopsy was positive, I was shocked. ‘Not
my little sister!’ Lisa was young and healthy. As Lisa and cried and talked,
we knew that we had to regroup and get our emotions under control
because we now had to tell our mother. That was not going to be easy. We
had to present a united front for her.”

—Rosemary J. Delaney, Support Partner




CHAPTER 3

At the time of diagnosis, all attention from medical staff, family members
and friends is directed toward the patient—naturally, because she has
breast cancer. Yet, as a support partner, it is also a very difficult and painful
time for you. You may be feeling overwhelmed by expectations from
yourself, and others, to be strong and emotionally supportive for your
loved one. You may even fear letting others see you cry as you strive to
remain emotionally strong. Behind the strong facade, though, everything
in your body is crying out for relief from the unexpected emotional pain.
Your heart is breaking, too.

You may be surprised that you are experiencing such strong emotional
reactions—after all, she is the one with cancer. It may be helpful to know
that a strong emotional response, usually internalized, is common for
those supporting a cancer patient. In fact, clinical studies by Casselith,
Oberst and James discovered that spouses revealed a higher incidence of
emotional symptoms than did the patient for up to the first 180 days after a
diagnosis of cancer. This study validated the emotional challenges support
partners face as they are thrust into the role of support for someone with
cancer. As a support person, you, too, will find that your own emotions
need to be acknowledged and addressed.

It is very important for the patient’s emotional recovery, as well as your
own, that you recognize your own emotional distress and take steps to have
your own needs met. At this time, just as she needs a support network, you
also need people with whom you can talk and honestly share your feelings
in a supportive environment.
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CHAPTER 3

Close emotional attachments cause support partners to suffer emotions
that are similar to the emotions of the person who is diagnosed. You may
be surprised to find that you experience and mirror many of the same
emotions as your partner—shock, numbness, disbelief, confusion, anger,
sadness and depression. While you may manifest your emotions differently
because of your personality, the underlying emotions are the same.

Remember, people react differently. Some people will strike out at others
when angry. Others may withdraw from the person with whom they are
angry. The underlying emotion is the same, even though the response is
different. The important thing to remember is that you will find yourself
experiencing many emotions, some of which may be new to you. For most
people, dealing with a cancer diagnosis is a new experience, requiring
new coping skills. It is normal to experience a wide range of emotions
during the crisis created by the diagnosis. You and the patient have both
been forced to confront a dreaded enemy.

Grieving Your Loss

How do you start to heal your emotional pain? You begin by verbally
expressing that this is an extremely difficult and sad time for you because
of all the future unknowns that must be faced. This acknowledges your
grief. Some people find it difficult to openly express these feelings to
others for fear that they may appear weak or not in control. The opposite is
true. Sharing your feelings of grief shows that you are very much attuned
to what is occurring in your life. Expressing feelings honestly will not
weaken your relationship but will strengthen it and will help reduce the
intensity of your emotions. Expressing grief is a natural and helpful way
for your emotional healing to begin.

Ann Kaiser Sterns summed up the scary feeling grief causes when she
said, “The experience of grief is not mental illness—it just feels that way
sometimes.” At times you may feel a complete loss of control over life as you
once knew it. At other times you may feel as if you are “losing it” mentally.
This feeling is common and is a part of working through a new life crisis.

Holding Back Emotions
Many support partners try to hold back their deep emotional pain and
avoid crying in front of anyone. This is not helpful for you or the patient.

12



DEeALING WITH YOUR OwN EMOTIONAL PAIN

Tears do not signal a “loss of control” but are more likely to convey the
solidarity you feel with her. Crying is a sign that you are dealing with your
emotions in a perfectly healthy and natural way. Seeing your tears will
often give her the unspoken permission to share her own intense feelings
and fears with you, knowing that you are very much in tune with her
emotional pain.

Crying is therapeutic. After a good cry, we feel a sense of emotional release.
It is similar to a rain that leaves the air clear and clean when it is over.
Nicholas Wolterstroff said, “Tears are salve on our wounds.” Gregg Levoy
in Psychology Today shared, “The amount of manganese stored in the body
affects our moods, and the body stores 30 times as much manganese in tears
as in blood serum.” Biochemist Will Frey explained, “The lacrimal gland,
which determines the flow of tears, concentrates and removes manganese
from the body.” Frey has also identified three other chemicals stored up by
stress that are released by crying.

If you have forced yourself to be brave and hold back your tears, now is
the time to emotionally free yourself. It is okay to cry, and may even be
helpful. Tears are a sign that you are in touch with reality and are dealing
with the losses that a crisis brings. Covering and internalizing your
stress will manifest itself in future physical stress symptoms. Expressing
your emotions reduces internalized stress and eliminates many physical
problems that can be caused by stress.

Finding Your Support

As the primary support person for a cancer patient, you will find it helpful
to identify someone with whom you can talk and who understands exactly
what you are feeling. This person could be a friend, family member,
professional counselor, chaplain, priest, pastor or spiritual leader. You
need someone to whom you can pour out all of your fears, anxieties
and emotions, knowing that you will not be judged but will be offered
emotional support and guidance. It often comes as a surprise that many
of the people closest to you don’t understand when you try to share. They
have never had to deal with what you are going through, and they feel
the best way they can help is to cheer you up or help you get your mind
off of your problems. Being cheered up and distracted is okay, but this is
not what you need now. Everyone needs at least one person to whom they

13



CHAPTER 3

can talk freely, knowing that no matter what, they will be listened to and
supported.

Cancer treatment centers often offer support services, such as caregiver
support groups, social workers, chaplains and counselors, who are trained
to help you adjust and perform in your new role of cancer patient support.
Professional counselors are skilled at crisis intervention and can identify
your existing strengths and coping skills. They can help you sort out your
fears and concerns and find helpful ways to face the decisions ahead. You
will find that counseling professionals act as a “safe place” and allow you
to say anything you think or feel, without upsetting anyone.

Ask your healthcare provider or social worker for a recommendation.
Remember, you need support, too. You need someone who recognizes the
demands placed on a support partner and who can share this experience
with you and help you master your new role. The stronger you become,
the more help you can give to the patient.

M%..

m As a support partner, learning to live with someone else’s cancer is difficult,
but it is a task that can be mastered.

m Acknowledge your own tears and emotional pain as a normal, helpful
response and not as a “weakness.”

» Find someone with whom you can talk and who understands your role and
the challenges you face as a support partner.
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—Anna Cluxton, MBA, Survivor
President (2010-2012), Board of Directors, Young Survival Coalition
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