MOST Survivor’s Notebook

Grief and Loss

What is grief and loss?

Loss is when you are unable to be with or have someone or something that is important to
you. Even though not always welcome, loss is a natural part of life. Grief is the natural
human response to loss. It is the pain of being without something or someone you wanted
or valued.

Most people think about grief and loss when someone dies. People grieve after the death
of someone who was important to them. But people also grieve other kinds of losses. For
example, you may have experienced grief when you lost a valuable possession, when a
friendship ended, or if you were not able to achieve an important goal.

Some losses are more difficult to bear than others. When a loss is especially important,
grief is more than simple sadness. It is a process that happens over a long period of time
and can include a wide range of thoughts and feelings. Even though these feelings and
reactions can be painful, it is important to remember that grief is a normal, healthy
response to loss. Expressing your grief helps you adjust to the loss.

Anyone who is involved with the cancer survivor can experience loss and grief. Family
members and friends of cancer survivors may experience similar forms of loss as the
cancer survivor, or their experiences may be very different. This document will explore
grief and loss from the cancer survivor’s point-of-view. However, much of the
information and the suggestions can be helpful to family members and friends.

Do all survivors experience grief and loss?

No one is immune to grief and loss. As a natural part of life, grief and loss come to
everyone and in many different ways.

However, no two people experience a loss in the same way. What can be a significant
loss for one person may not be as important to another person. For example, hair loss
from treatment can be very important to some, but less important to others. Losses can
also have gains. For some survivors, the gain may be so strong that what has been lost
seems unimportant. (“I’m grateful for the cancer experience. It has taught me to see what
is really important in life.”) For others, the loss may be so intense that any gains may
seem unimportant. (“Cancer has taken away everything that was important to me.”)

Also, not everyone experiences grief in the same way. Grief is unique to each individual
in how long it lasts, how intense it is and what it means. How, when and what people
grieve depends on many things. These can include your age or stage in life, your previous
experience with loss and grief and the amount of social support you have. Even two
people in the same family — or two people who have similar diagnoses and treatments —
may respond differently to what has happened.
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What losses do survivors experience?

Cancer survivors can experience many different types of losses. Some may be easy to see
and name. Others may be harder to recognize. The loss may be temporary or permanent,
life-altering or a minor inconvenience.

The following lists provide a few examples. Even though there is a category called
emotional losses below, any kind of loss can be a very emotional experience.

Physical losses:

e A part of your body or a body function

o Changes in your ability to have sex

o Energy

e An ability or skill to perform certain activities
e Physical comfort

o Fertility

Emotional losses:

o Sense of security (in your health, in your future)

e Sense of control or independence

o Self-esteem or sense of identity

o Self-confidence

e Goals, hopes or dreams

o Faith or spirituality

e Your sense of life as safe and predictable

e Habits, such as changes in daily routines, or life “the way it used to be”

Social/relationship losses:

o Relationships with friends, family members or co-workers

o Sexual relationships

e Your ability to have your own biological child

e Loss of certain roles (For example, you can no longer earn money for your family,
or you can no longer prepare all of the family meals.)

e Loss of other cancer survivors

Financial losses:

e Job or job opportunities
« Financial security

e Insurance

e Ability to work
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How can survivors tell they are experiencing grief?
Generally, the grief process follows a recognizable pattern. It often begins with a period
of not wanting to believe that you have experienced a loss (sometimes called denial).
Sometimes anger follows the denial. As you begin to understand and release the feelings
that you are experiencing, a time usually comes when you accept what has happened and
move on.

Signs of grief include:
Strong feelings, such as:

Emotional numbness
Sadness, despair
Anger, general irritation
Guilt

Fear

Anxiety

Reactions in your body, such as:

Crying

Lack of energy

Changes in eating or sleeping patterns
Feeling generally “under the weather”

Changes in the way you behave, such as:

Withdrawal/less productivity
Hyperactivity

Increased need for reassurance

Changes in sexual patterns (more or less)
Attention getting

Aggressive behavior (hitting, demanding)

Changes in the way you think, such as:

Avoiding or denying the loss

Lowered self-esteem

Not being able to pay attention or concentrate
Thinking about your loss almost all of the time
Idealizing the past or future

You may have all, many or only a few of these feelings and reactions. And you may
experience them in any order. Every survivor’s experience with grief and loss is different.
Having some of these feelings and reactions some of the time is a natural way to react to
being without something you wanted or valued. At first, the periods of grief can be
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intense and frequent. Gradually, though, grief responses usually become less intense, last
a shorter period of time, and happen less frequently. Knowing that these grief responses
are common and sometimes expected can help you understand your situation better.
However, you should talk to your health care team about any physical and mental health
symptoms that do not go away.

A normal grief process can have its problems. Your feelings and reactions may be mixed
and intense, causing you to feel confused or overwhelmed. The following questions may
help you sort out whether or not you could benefit from extra support:

« Can you connect your feelings and reactions to particular losses you have
experienced?

e Do you respond to comfort and support from others?

o Can you directly express difficult feelings, such as anger or sadness?

o Can you experience enjoyment in life?

e Areyou able to seek and get relief from any physical complaints you may have?

o Are your feelings and reactions becoming less intense and less frequent over
time?

If you answered “yes” to these questions, it is likely that you are experiencing normal,
healthy grief that will resolve over time. If you answered “no” to these questions or if you
are uncertain about how you are coping, ask your health care team for help.

Can a survivor experience grief and loss during,
immediately after, and/or years after treatment?

Cancer survivors can experience grief and loss during treatment, during recovery from
treatment, or months or years following completion of treatment. This is true for several
reasons.

Being diagnosed and treated for cancer can be a traumatic event. At first, your energy
may be directed toward coping with the immediate crisis — choosing your health care
team, deciding among treatment options, and getting through the treatments. You may
have been forced to put off acknowledging important losses. Later, when treatment has
ended, you may find energy to focus on your emotional response to the cancer
experience. You may also have unexpected reactions of grief to different losses.

Reminders of your experience with cancer can bring up grief years after treatment has
ended. Examples include:

= Sensory reminders, such as a taste or smell

= Routine medical appointments

= Hearing about another person who has been diagnosed with cancer or who has

died from cancer

= Anniversary events (such as date of diagnosis, date of going off treatment)

= |mportant events with family or friends (graduations, birthdays, holidays)

= Experiencing ongoing losses because of adverse aftereffects of treatment
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Grief is not a single event. Instead, it occurs over time. Like waves in the ocean, grief
comes and goes as you understand and appreciate various aspects of a loss. The amount
of time you grieve can vary. There is no particular timetable that you must follow.
However, if you experience grief for a long time and are unable to resolve your grief, you
should talk to a counselor or therapist.

Even though survivors might experience grief and loss over time, people who fully
experience grief can be happy again and may even feel stronger and more capable than
before.

Will grief make my cancer come back?

Grief does not cause cancer and cannot make your cancer come back. Grief can be
painful, but it is a normal process that can help you cope with losses and changes that
have come into your life as a result of cancer.

However, pay attention to your emotions and how they impact your body. Grief that lasts
a long time and is not resolved can lead to negative feelings and stress in your body. Talk
to your health care team if you are unable to understand your grief. They can provide
referrals to professional counselors who can help you understand what you are feeling.

Why should survivors talk to others about what they

are feeling?

Important losses that are not grieved are difficult to resolve. They can rob you of energy
and joy and prevent you from moving forward into a full and productive life. Sometimes
survivors come to understand their grief on their own. However, talking with others can

help you:

Recognize your losses

Express your feelings

Connect your feelings and reactions to the experience of loss
Understand your feelings and reactions as normal

Find ways to cope

Adjust to your life without what you lost

Feel stronger and more capable than before

Even though talking with others about your experiences of grief and loss is important, it
may be difficult. People around you may not recognize your losses or your grief. They
may believe you should be feeling gratitude, not grief. It can be hard to acknowledge
grief and loss when others see you as a winner, someone who should be grateful to be
alive, regardless of what has happened. Grief can also be hard to acknowledge when
others cannot manage to listen to the intense feelings that grief can sometimes bring.
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If your friends or family members act like they don’t want to talk to you about your
feelings, remember that they may not be used to talking about grief. They may really
want to help you, but don’t know how. They may not be aware of how important it is for
you to talk about your feelings. You can explain to them that you need someone to listen
to you and support you. It might help them to know that you don’t expect them to make
everything better, that you just need them to listen to you. It may not be easy, but it is
important to let others know what you need.

The pain of grief subsides when it is shared. Good listeners can include not only family
or friends, but also your health care team, mental health professionals, support groups and
faith-based support.
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