MOST Survivor’s Notebook

Life Expectancy

What is life expectancy?

Cancer survivors often hesitate to plan for the future, because they worry about how
cancer has affected their life expectancy - how long they will live after cancer treatment.
Some survivors choose not to think about their life expectancy and live one day at a time.
Other survivors want to know more about whether their cancer or the treatment they
received will affect them in the future. You can talk to your health care team about any
concerns or questions you have about your life expectancy.

Sometimes the information health care professionals use to estimate your life expectancy
can seem very overwhelming and confusing. They often use statistics or percentages
when they talk to you about life expectancy, and it's important to find out where those
numbers come from and how they apply to you.

If your health care team says that your life expectancy is not very long, it can be very
upsetting. This document provides information about how to talk to your health care team
about life expectancy and understand the statistics they use to estimate your life
expectancy. It does not explain how talking about life expectancy can affect you
emotionally, which is something you may want to discuss with a mental health
professional.

It's important to remember that survivors have been known to prove the statistics wrong.
While knowing statistics about your life expectancy may give you a better idea of how
long other survivors of your cancer have lived, their experience could be very different
from yours. By talking to members of your health care team about your life expectancy,
you can find out what healthy behaviors may increase your chances of living longer.

What are statistics?

Statistics are numbers and percentages that reflect research and measurements of
historical data. Statistics about life expectancy are often based on a group of survivors
who participated in a study where their health status was observed and recorded. Most of
these studies took place at least five or 10 years earlier. You may have received a
completely different treatment or different amounts of chemotherapy or radiation than
they gave a few years ago.

Statistics that your health care team shares with you should be related to:

e Your type of cancer

e The stage of your cancer when you were diagnosed

e The particular traits of your cancer (such as cell types and growth traits)
e The treatment you received

e Your unique physical and emotional health
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By using these factors, your health care team is in a better position to talk to you about
life expectancy and how to manage your life after cancer. The numbers don't take into
consideration your unique physical and emotional characteristics. There are many factors
that can affect your life expectancy.

The statistics used to estimate your life expectancy should be used as very general
guidelines. They are not exact calculations of how long you are going to live.

How can survivors apply statistics on life expectancy to

their own lives?

At the time of diagnosis, people often ask, "What are my chances of surviving?" After
active treatment has ended, many cancer survivors ask, "What are my chances of staying
healthy and living a long life?" Your health care team may answer these questions with
survival statistics.

What your health care team might say: "People with your type of cancer have a 60
percent 5-year survival rate.”

What does it mean to have a "60 percent 5-year survival rate?" This statement means: Of
100 people who have this diagnosis or who had this kind of treatment, 60 would still be
alive five years later. While you may immediately think of the 40 people who didn't live,
it's important to remember that more than half of the survivors lived past five years after
treatment.

Most statistics are presented as a 5-year survival rate; however, this does not mean that
survivors do not live longer than 5 years after their diagnosis. There are cancer survivors
who survive for much longer.

It is also possible that your situation will be very different from what the statistics
suggest. The survivors who were part of this study are not exactly like you, even though
they may have had the same type of cancer or the same type of treatment. Everyone
responds to treatment differently, and it's impossible to determine exactly how the
treatment you received for cancer will affect you during your survivorship.

When can survivors talk to their health care team about

life expectancy?

There is no right or wrong time to discuss your life expectancy with a member of your
health care team. Because all of the statistics and information are overwhelming, you
might want to set up a separate visit so you and a member of your health care team have
time to discuss the information and answer all of your questions.

Many survivors begin talking to their health care team about life expectancy when they
finish their treatment and begin focusing on their quality of life after cancer. This is also a
good time to discuss with your health care team how to minimize your risks for
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aftereffects of treatment. Experiencing side effects from treatment for cancer later in life
may affect your life expectancy and your quality of life.

Why do medical professionals use statistics when

talking to survivors about life expectancy?

Even though statistics can be confusing and at times frustrating, health care professionals
feel it is the easiest way to talk with you about life expectancy. Don't be afraid to ask for
further explanation and to keep asking until the answer is clear to you.

Examples of questions you can ask about statistics relating to your life expectancy:

« Did the people that the statistic is based on receive the same treatment that |
received?

o If my life expectancy is 10-20 years, does this mean 10-20 years without the
cancer coming back? If the cancer comes back, does that affect my life
expectancy?

o Are there any special circumstances such as other illnesses or aftereffects of
treatment that could affect my life expectancy?

e What is the quality of life among the percentage of people with my cancer who
survived?

« Is there anything I can do to increase my life expectancy?

What are some suggestions for survivors who want to

know more about their life expectancy?
Below is just a brief list.

o Talk to your health care team about how to understand the statistics that they use
to estimate your life expectancy and what they mean for your future.

o Talk to other survivors about how they deal with life expectancy and how they
talk to their health care team.

o Talk to a therapist if dealing with your life expectancy is causing you to feel
depressed, anxious or overwhelmed.
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