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medical advice from a qualified medical or other health professional.
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INTRODUCTION

CH A P T E R 1

Introduction
By Your Side was developed to support
and inform you throughout your ovarian
cancer journey. The women that contributed
to By Your Side are part of a community
whose lives have been touched by ovarian
cancer and who have experienced what
you are now going through. Each chapter
will walk you through information they
found helpful in order to provide you with
support during a time when you
may need it the most.
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INTRODUCTION

You Have Support

Women can experience all kinds of emotions when they are first diagnosed.
Uncertainty, shock, confusion and fear are some common reactions. Maybe
you are experiencing these and many other feelings all at the same time. It can
be difficult to think clearly when you are also asking yourself, “How do I tell my
family?” “Will I be able to work?” “Am I going to die?” These are all normal
responses to being diagnosed with ovarian cancer.
Take heart. There are other women who have been through what you are now
experiencing. The road ahead will not always be easy and you may need to
make some tough decisions, but there is information and support available for
you and your family.

•

the Seeds of Hope electronic newsletter and Ovarian Cancer Canada’s
Facebook pages and Twitter feed, which provide information and help
connect the community of women and families living with ovarian cancer

To find out what Ovarian Cancer Canada is doing in your community, visit
the In Your Region section of our website at ovariancanada.org or call
toll-free 1-877-413-7970.

QU ESTIONS

“When I received my cancer diagnosis it felt so much
worse than the ground falling out from beneath my feet.
It was terrifying but it actually wasn’t long before I felt,
‘okay, I can do this,’ and then it wasn’t much longer
after that that I thought, ‘okay, I can beat this!’”
— C ARRIE—

Resources are listed at the end of some sections and at the back of the guide
to help you get more information during your journey with ovarian cancer.
Information specifically for your family, friends and spouse or partner is
included in a number of sections.
If you have any questions or need more support, please contact Ovarian
Cancer Canada.

Ovarian Cancer Canada

Ovarian Cancer Canada is the only national charity dedicated to
overcoming ovarian cancer. It provides leadership by supporting women
living with the disease and their families; by raising awareness among
the general public and healthcare professionals; and by funding research
into early detection, improved treatments and, ultimately, a cure.
Ovarian Cancer Canada provides resources such as:
• this guide, By Your Side, to support women who have been newly
diagnosed with ovarian cancer
• one-to-one support by phone and email
• information about local and online support groups and other local resources
• education and support events, including webinars and workshops
(note that some events are offered nationally and others are offered locally)
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CH A P T E R 2
1

Section
Personal
Name
Contacts

Some intro copy about being by your
side connecting the section subject and
OCC
together.
Use this
chapter
to record all
of the essential details and contact
information for those who will be
by your side during your treatment
and recovery – your healthcare
team, support group or other
key supporters. This information
could be very useful
throughout your journey.
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Personal Information

My Support Team

Throughout your treatment, you’ll meet many people who will be an
essential part of your journey. Record the details of each healthcare
professional you will work with during your treatment, and be sure to
include an after-hours contact in the event that you have any urgent
questions about symptoms and side effects. You could also add the
contact details of other key supporters or women in support groups
that you may meet.

Title
First Name
Last Name
Address

Province				

Postal Code

Email
Home Phone Number
Mobile Phone Number
Work Phone Number

T YPE OF CONTAC T
name
phone

mobile

Languages Spoken
email

Personal Emergency Contacts

n ot e s

name
r e l at i o n s h i p
home phone number
mobile phone number
work phone number

name
r e l at i o n s h i p
home phone number

T YPE OF CONTAC T
name
phone

mobile

email
n ot e s

mobile phone number
work phone number
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T YPE OF CONTAC T

T YPE OF CONTAC T

name
phone

name
mobile

email

email

n ot e s

n ot e s

T YPE OF CONTAC T

phone

name
mobile

phone

email

email

n ot e s

n ot e s

T YPE OF CONTAC T

mobile

T YPE OF CONTAC T

name
phone

mobile

T YPE OF CONTAC T

name

16

phone

name
mobile

phone

email

email

n ot e s

n ot e s

mobile
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T YPE OF CONTAC T
name
phone

mobile

email
n ot e s

T YPE OF CONTAC T
name
phone

mobile

email
n ot e s

T YPE OF CONTAC T
name
phone

mobile

email
n ot e s
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CH A P T E R 3

Understanding
Your Diagnosis
When you are diagnosed, you may
have many questions ranging from
“What should I ask my doctor?”
to “What is ovarian cancer?” and
“Is it hereditary?”. We’re here to
help answer some of these questions.

22
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Understanding Ovarian Cancer
What is Cancer?

The body is made up of many types of cells that grow and divide in a
controlled way to produce more cells as they are needed to keep the body
healthy. When cells become old or damaged,
Cancer is a term used for
they die and are replaced by new cells.

diseases in which abnormal
cells divide without control
and are able to invade other
tissue in the body.

Sometimes the genetic material (DNA) of a
cell changes or becomes damaged, producing
mutations that affect normal cell growth and
division. These damaged cells do not die
when they should and new cells form when the body does not need them.
The extra cells may form a mass of tissue called a tumour.

What are the Ovaries and Fallopian Tubes?

The ovaries are small, almond-shaped organs, one on each side of the uterus
(also called the womb) deep inside a woman’s pelvis. They are a key part of
the female reproductive system and have two main functions: producing the
female sex hormones estrogen and progesterone and producing eggs.
The fallopian tubes (or oviducts) are the passageways for eggs to travel from
the ovaries to the uterus. The fallopian tubes have a funnel-like shape, with
the narrower end attached to the uterus and the wider, open end near the
ovary. The open ends have finger-like strands called fimbriae. The fimbriae
collect the egg from the surface of the ovary to begin its journey to the
uterus. It is important to understand the fallopian tubes as well as the ovaries
because researchers have discovered that the most common type of ovarian
cancer can start in the fimbriae at the end of the fallopian tubes.
Fallopian Tubes
Ovaries

What is Ovarian Cancer?

Knowledge about ovarian cancer has advanced and there is now much
more understanding about this disease. It is now known that ovarian
cancer is not just one disease, but rather many diseases. There are
different types of ovarian cancer and they are named for the kind of
cells in which they start. The types of ovarian cancer and their subtypes
are different from one another, have different risk factors and respond
differently to treatment. This is why it is important to know the kind of
ovarian cancer that you have.
The most common types are epithelial tumours – they start in cells on the
outer surface of the ovary or the fimbriae at the end of the fallopian tube.
There are also germ cell tumours that grow from the cells that produce
the ova, or eggs, and stromal tumours that develop in the connective
tissue cells located between the egg cells.
EPI T H EL I A L OVA R I A N C A N C ER

The most common type of ovarian cancer is epithelial ovarian cancer. It accounts
for about 90% of ovarian cancers. This type is classified into five subtypes:
High-grade serous ovarian cancer is the most common type of epithelial
ovarian cancer and accounts for approximately 70% of all ovarian cancers.
This cancer primarily starts in the fallopian tubes and is often diagnosed
at later stages of the disease. (For an explanation of stages, see the next
section.) It is associated with Hereditary Breast and Ovarian Cancer Syndrome
(HBOC), which is a genetic mutation in the BRCA genes. (For more information
on this syndrome and BRCA genes, see the section on Hereditary Cancers in
this chapter.)
Endometrioid and clear cell ovarian cancers account for about 20% of all
ovarian cancers and are often diagnosed in earlier stages of the disease.
Endometriosis may be a risk factor for these subtypes of ovarian cancer. These
subtypes may also be associated with Lynch Syndrome, a genetic syndrome
connected to colorectal cancer, endometrial cancer and ovarian cancer. (For
more information on Lynch Syndrome, see the section on Hereditary Cancers
in this chapter.)
Mucinous and low-grade serous ovarian cancers are rarer types of this
disease. More research is needed to better understand these two subtypes.

Uterus

Fimbriae

Cervix

Vagina
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Endometrium

(lining of the uterus)

B O R D ER L I N E OVA R I A N T U M O U R S
Some ovarian tumours are referred to as borderline tumours or tumours of
low malignant (cancerous) potential (LMP). They are less invasive (they spread
less) than typical ovarian cancer and grow more slowly. They usually have a
better cure rate than other types of ovarian tumours and are treated only with
surgery. LMP tumours usually affect younger women.

25
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Germ cell tumours start in the cells from which eggs are formed in the ovaries. Germ
cell ovarian cancer accounts for about 5–10% of all ovarian cancers. It usually occurs
in teenage girls or young women and often affects just one ovary. These tumours
are commonly diagnosed at an early stage and are very sensitive to chemotherapy,
resulting in a high cure rate even when there is spread outside the ovary.
S E X CO R D S T R O M A L C EL L T U M O U R S
Developing in the cells that hold the ovaries together, sex cord stromal tumours
account for less than 5% of ovarian cancers. Ovarian sex cord tumours are rare and
are generally diagnosed at earlier stages of the disease. There are different types
of these stromal tumours, with the most common subtype being granulosa cell
tumours. Girls can be diagnosed with juvenile granulosa cell cancer. Other subtypes
include Sertoli-Leydig, steroid cell and mixed or unclassified sex cord tumours.

UNDERSTANDING YOUR DIAGNOSIS

As a tumour grows on the ovary, it can put pressure on other nearby organs.
The cancer cells can spread from the ovaries to other tissues and organs.
They may seed (form new tumours) on the peritoneum and on the diaphragm
(the muscle that separates the abdomen from the chest). Cancer cells can also
spread to distant areas in the body through the lymphatic system and start
new tumours. The lymphatic system consists of lymph vessels, lymph nodes
and lymph fluid. Lymph fluid travels throughout the body. When cancer cells
spread from one part of the body to another, it is called metastasis.

NOTES

FA L LO PI A N T U B E C A N C ER
Research has discovered a connection between the fallopian tubes and
ovarian cancer. It is believed that high-grade serous ovarian cancer (HGSC)
starts in the fimbriae at the end(s) of the fallopian tubes (see What Are the
Ovaries and Fallopian Tubes? above). Cancer cells from these finger-like
strands can “seed” or implant themselves onto the ovary or other parts of
the pelvis or abdomen. HGSC can be associated with Hereditary Breast
and Ovarian Cancer Syndrome – a genetic mutation in the BRCA genes.
(See the section on Hereditary Cancers for further information.)
PR I M A R Y PER I TO N E A L C A N C ER
The peritoneum is the membrane that lines the inside of the abdominal
cavity and the surface of all organs in the abdomen. Specialists now consider
ovarian, fallopian tube and primary peritoneal cancer to be the same disease
because they cannot be distinguished from each other under a microscope.
They are called by different names only because they develop in different
places. Symptoms and treatment are the same.

Grading and Staging for Ovarian Cancer

During the process of diagnosing your cancer, you most likely had surgery to
perform a biopsy, remove tumour tissue or both. During and after surgery,
your cancer was graded and staged. Knowing the grade, stage and subtype
of your tumour will help your doctor recommend the best treatment for you.
The grade of a tumour depends on how closely it resembles normal tissue.
There are three grades. Grade 1 epithelial ovarian cancer appears more
like normal tissue and usually has a better prognosis. A grade 3 tumour less
resembles normal tissue and may have a poorer prognosis.

26

The stage of your ovarian cancer depends on the tumour size and whether it
has spread to other parts of the body. There are four stages, 1, 2, 3 and 4.
The higher numbers are used for cancers that have spread. Most cases of
ovarian cancer are found at stage 3.
27
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Stages of Ovarian Cancer

Cancer is limited to the ovaries.
Cancer is limited to the inside of one ovary.

1B

Cancer is limited to the inside of both ovaries.

1C

Cancer is limited to one or both ovaries with any of the following:
1. The cancer has spilled from the ovary.
2. A tumour is on the outside of the ovary or it has burst.
3. There are cancer cells in the abdominal fluids.

S TAGE 2

1A

Cancer has spread beyond the ovaries to other areas inside the pelvis.

S TAGE 3

S TAGE 1

The following chart is a summary of the stages used for ovarian cancer
adopted by the International Federation of Gynecology and Obstetrics
(FIGO) as of January 2014.

Cancer involves one or both ovaries and has spread to the lining of the abdomen or to the lymph nodes. Superficial liver metastases is included in stage 3.

2A

Cancer has spread to the uterus and/or the fallopian tube(s).

2B

Cancer has spread to the bladder, colon, rectum or other pelvic tissues.

3A

Cancer has spread beyond the pelvis but growths are too small to see
without a microscope and/or retroperitoneal lymph nodes are involved.

3B

Cancer can be seen on the lining of the abdomen, but growths are
smaller than 2 cm in diameter with or without lymph node involvement.

3C

Cancer growths are larger than 2 cm in diameter with or without lymph
node involvement.

Why Did I Get Ovarian Cancer?

There is no good answer to the question of why a particular woman gets
ovarian cancer. Many women wonder if there was something they did, or didn’t
do, that caused their ovarian cancer. The vast majority of ovarian cancer cases
are considered random. That means there is no known cause of the disease.
Although all women with ovaries and fallopian tubes are at risk for ovarian
cancer, there are risk factors that make some women more susceptible to
the disease.
Age. Aging increases the risk of ovarian cancer. As with many cancers, your
chance of being diagnosed increases as you get older. The majority of women
diagnosed with ovarian cancer are over 50.
Family history. You may have a higher risk of ovarian cancer if someone in
your family has had ovarian, breast, endometrial or colorectal cancer. These
cancers are sometimes connected to a hereditary cancer syndrome, but not
always. (For more information on hereditary ovarian cancer, see the section
on Hereditary Cancers in this chapter.)
Ethnicity. Women of Ashkenazi Jewish descent have a greater risk of ovarian cancer
because there is a higher rate of BRCA genetic mutations in this group. There is
some indication that women of French Canadian descent may also be at higher risk.
Genetics. Women with a BRCA genetic mutation or Lynch Syndrome are at
the highest risk for ovarian cancer. (For more information, see the section on
Hereditary Cancers in this chapter.)
Reproductive history. Your risk is higher if you have not delivered a child.
Endometriosis. Endometriosis is a disease of the endometrium (the lining
of the uterus). It may be a risk factor for endometrioid and clear cell ovarian
cancer. It may also be connected to Lynch Syndrome. (For more information,
see the section on Hereditary Cancers in this chapter.)

S TAGE 4

How Long Will I Live?
The cancer has spread to the liver, lungs or other organs.
4A

There is pleural effusion (excess fluid around the lungs) that contains
cancer cells.

4B

There is liver, spleen, inguinal lymph nodes or other organ involvement.

Sometimes other staging systems are used. Ask your doctor to tell you
the stage of your cancer and to explain what the numbers and letters
mean for you.
28

This is a common question many women ask – yet there is no definitive
answer. Each woman has a different experience with ovarian cancer. The
answer to this question depends on many things, including the stage and
grade of the cancer, the subtype and your response to treatment. Your age
and general health are also factors.
Sometimes the statistics for people with ovarian cancer cause some anxiety,
but they should be considered with caution. The “average” prognosis
based on a cancer subtype or stage at diagnosis may not be true for you.
Remember, you are not a statistic. Each case is different.
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Many people call those who live with cancer “survivors”. This is meant to be
positive. It shows that cancer is not a death sentence – those who get cancer
don’t always die from it. We use the term “survivor” in this guide.

“Don’t dwell on or let statistics make you come
to a conclusion about your prognosis.
You are not a statistic but an individual.”
— MARGARET—

I F YO U A R E O F C H I L D B E A R I N G AG E
If you have been diagnosed with cancer, protecting your fertility may be an
important consideration in your treatment. Many of the treatments for ovarian
cancer can affect your ability to have children. Usually both ovaries and the
uterus are removed. As a result, you will not be able to become pregnant.
With certain tumour types, or if your cancer is in an early stage, it may be
possible for you to be treated without having both ovaries and the uterus
removed. But chemotherapy and radiation can also cause infertility.
Knowing your fertility preservation options and making choices based on
reliable and timely information is empowering for you and your family. It can
be a way of taking control of a situation that can often feel out of control.
Speak with your doctors about your fertility before surgery or any other
treatment to be sure that you understand the options and the possibility of
having a family after you recover from the treatment.

S PEC I A L R E S O U R C E
Fertile Future is a Canadian non-profit organization that provides fertility
preservation information and support services to cancer patients and oncology
professionals. Visit fertilefuture.ca.

Hereditary Cancers

called “somatic” mutations and cannot be passed on to your children. It is important
to remember that not everyone with a genetic mutation will develop cancer.
The two main hereditary syndromes associated with ovarian cancer are
Hereditary Breast and Ovarian Cancer Syndrome (HBOC) and Lynch Syndrome,
also called Hereditary Non-Polyposis Colorectal Cancer (HNPCC).
HEREDITARY BRE A S T AND OVARIAN C ANCER S YNDROME (HBOC)
HBOC increases risk for both ovarian and breast cancer. It is connected to a
germline genetic mutation in the BRCA1 and BRCA2 (or Breast Cancer 1 and
2) genes. These genes are involved in most cases of familial ovarian cancer.
A woman with a mutation in her BRCA1 gene has a 20–60%* risk of developing
ovarian cancer. Someone with a BRCA2 gene mutation has a 10–20%* risk.
HBOC accounts for approximately 13–20%* of all ovarian cancers and is
often associated with the subtype of ovarian cancer called high-grade
serous cancer (HGSC). Up to 25%* of women diagnosed with HGSC have a
BRCA genetic mutation. Knowing if you have a BRCA mutation is important
because it can help you and your doctors determine the best kind of
treatment for you and how you might respond to the treatment. It is also
important information for your family. If a family member who has never had
cancer receives a positive test result for a BRCA mutation, there are options
available to reduce her risk of developing ovarian cancer.
How do you know if you might have a BRCA mutation? There are certain
things you can look for in your family history:
• You or a family member have had ovarian cancer before, particularly HGSC.
• More than one relative from the same side of the family has had breast
or ovarian cancer.
• A relative has a known BRCA mutation.
• A relative has had breast cancer before the age of 50 (male or female).
• A relative has been diagnosed with more than one type of cancer
(for example, both breast and ovarian cancer or cancer in both breasts).
• You are of Ashkenazi Jewish descent. Women from this ethnic group
are more likely to have a BRCA mutation.

Up to one quarter of ovarian cancers are hereditary, or “run in the family”.
Knowing whether your cancer has a hereditary basis can help with the treatment
of your disease, and it can give helpful information for your family members.

It is important to note that some women with a BRCA mutation have no
family history of breast or ovarian cancer.

Hereditary syndromes are caused by genetic mutations in our DNA. Everyone has
two copies of each gene, one inherited from our father and one from our mother.
That is why you can inherit a genetic mutation from either your father or mother and
why you need to look at both sides of your family to review your medical history. If a
parent has a genetic mutation, a child has a 50% chance of inheriting this mutation.

If you have been diagnosed with HGSC, it is a good idea to seek genetic
counselling and testing. In some provinces, women with this subtype are
automatically eligible for genetic testing. You can ask your doctor about
this or contact a genetics clinic in your area (see Special Resources,
on page 33).

A genetic mutation that a child can inherit from a parent is called a “germline”
mutation. Some mutations can develop during a person’s lifetime. These are
30

* These numbers may change as more is learned about the disease.
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“I have the BRCA1 mutation. When I was asked if
I would be tested, I immediately agreed because whatever
I could do for my children was of utmost importance.
Whether they followed through with testing right away or not,
it opened the possibility of doing so later.”
— MARILYN —

LY N C H S Y N D R O M E
Lynch Syndrome (or Hereditary Non-Polyposis Colorectal Cancer) is another
hereditary syndrome that increases women’s risk of ovarian cancer as well
as colorectal cancer, endometrial cancer and other gastrointestinal cancers.
Colorectal cancer starts in the colon or rectum. Endometrial cancer starts
in the lining of the uterus called the endometrium. This is not the same as
endometrioid ovarian cancer.

If you test positive for a germline genetic mutation (one that is inherited),
the genetic counsellor will help interpret the results and discuss options for
managing your risk. The counsellor will also advise you about talking with
your family, because family members may have inherited the mutation as well.
If appropriate, genetic testing may be offered to your family.
Screening and risk-reducing surgery are two options for people who test
positive for a genetic mutation but who have not had cancer. Remember,
not everyone who tests positive for a genetic mutation will develop cancer.
(See Chapter 9 - Glossary for definition of risk-reducing surgery.)
If you test positive for a somatic mutation (one that is not inherited), this
may help to determine treatment options, but it has no impact on your family
because somatic mutations are not inherited.

“It is hard living with the knowledge of being a carrier
(of a BRCA mutation) – but ignorance is not bliss.
One of my daughters tested positive and one negative.
It has been hard to see what a positive carrier is going
through (preventive surgery and monitoring tests),
but I feel relieved that she is safer now than if she did not
know that she is a carrier.”

If you have Lynch Syndrome, the risk of ovarian cancer increases to 6–14%*.
The risk of colorectal cancer increases to 25–75%* and the risk of endometrial
cancer increases to 30–45%*.
Lynch Syndrome accounts for a very small percentage of ovarian cancers
– up to 4%* – and is often associated with two subtypes of the disease:
endometrioid and clear cell ovarian cancer. It is particularly important for
women with one of these subtypes to be aware of the possible connection
to Lynch Syndrome which could increase their risk for colorectal cancer
and endometrial cancer.
If you have been diagnosed with endometrioid or clear cell ovarian cancer, it may
be a good idea to seek genetic counselling, particularly if you have also been
diagnosed with endometrial cancer or have a family history of colorectal cancer.
Here are some things to look for in your family history:
• several people on the same side of the family with colorectal cancer
• colorectal cancer in several generations of the family
• other relevant cancers in the family, such as endometrial, ovarian
or gastrointestinal
• family members diagnosed with any of these cancers before age 50
• a family member with Lynch Syndrome

Genetic Counselling and Testing

Genetic counselling is an important step to help you understand the risks and
benefits of genetic testing. A genetic counsellor will review your family history
and medical records and explain hereditary ovarian cancer. The counsellor
will also discuss your eligibility for testing and the benefits and limitations of
testing. Often the first person tested in a family is the individual with cancer.

32

* These numbers may change as more is learned about the disease.

— MARILYN —

S PEC I A L R E S O U R C E S
•
•

•

Visit Ovarian Cancer Canada’s website section on risk factors and/or
genetics at ovariancanada.org.
FORCE (Facing Our Risk of Cancer Empowered) is a non-profit organization
for women who are at high risk of getting cancer because of their genetic
status. Call toll-free (1-866-288-7475) or visit facingourrisk.org.
The Canadian Association of Genetic Counsellors provides a list of genetics
clinics across Canada. Visit cagc-accg.ca.

Finding Information About Ovarian Cancer

Some women have difficulty finding reliable information when they are
diagnosed. On the other hand, sometimes you may be faced with a lot of
information. It can be overwhelming and the content can be difficult – it may
be written in highly technical language or it may deal with hard issues.
Go at your own speed. At different times in the course of your illness you
will have different information needs. Researching many topics at one
time can become overwhelming. It is OK to pick up information then put
it down again and come back to it later. For example, you may read
different sections of this guide at different times and come back to other
sections multiple times.
33
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I N PR I N T
There are a number of helpful books about dealing with cancer. You can buy
your own hard copies or e-books or borrow them from your public library
or the library at your treatment centre. You can get a depth of information
from books that is not possible in other sources. Brochures usually offer basic
information about recent developments or a single specific topic. They may
not give you the detailed information you may be looking for, but they can be
a good place to get started.

O R G A N I Z AT I O N S
There are groups whose work deals specifically with ovarian cancer, while others
have a broader approach, helping those affected by any kind of cancer. You can
also check to see what community organizations are available in your area.
See Chapter 10 – Resources for reliable sources of information.

NOTES

“After the initial shock I began searching for information
on ovarian cancer and how to deal with it; hearing
other survivors say there is treatment, there
is hope, that others have survived, was important –
the hope part is important.”
— ANNE—

T H E I N T ER N E T
Many people use the Internet to find information about health topics. A major
advantage of the Internet is that the material can be the most current that
is available. A major concern, however, is the reliability of the material, since
anyone can put information on the Internet. It is important to be critical and
to question who has authored the information.
Here are a few tips for getting reliable information:
• Check who sponsors the site. You are more likely to get reliable information
from non-profit cancer organizations, from reputable medical centres
and from governmental health agencies. If the website does not belong
to an organization, but rather an individual, what are his or her credentials?
• Is the date on the website recent? Most sites indicate when they were
last updated.
• Does the site refer to reports from leading medical journals? Are there
other references?
• What does your healthcare team think of the information and of the
person or organization that sponsors the site?

You can use the Internet to communicate with other women who have ovarian
cancer. Subscribing to a discussion board or chat room will enable you to
do this (see Finding a Support Group in Chapter 7). If you don’t have access
to the Internet and want to use it, others may be willing to help you: friends,
children, grandchildren, spouses or partners. Ask them. Your local library may
have computers you can use. Ask the staff for help – they are trained to help
you find information. The patient education department at your treatment
centre may also be able to help you find information on the Internet.
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CH A P T E R 4

The People
Around You
As you begin your journey with ovarian
cancer, you will need to deal with several
distinct groups of people: your healthcare
team, your friends and family, and your
employers and co-workers. This chapter will
provide information to help you gain support
and understanding from everyone in your life.
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Your Healthcare Team

It is important for you to have a cancer doctor (oncologist) who is specially trained
to treat ovarian cancer. A gynecologic oncologist specializes in cancers of the
reproductive organs, including the ovaries. If you have not seen a gynecologic
oncologist, ask to be referred to one as soon as possible. If you have difficulty
finding a gynecologic oncologist, contact the Society of Gynecologic
Oncology of Canada at g-o-c.org or phone toll-free 1-800-561-2416.
If you live in a larger city, you may see different cancer doctors with different
specialties. A gynecologic oncologist is a surgeon and usually performs
the surgery. This doctor may also monitor your other treatment, such as
chemotherapy or radiation. A medical oncologist specializes in chemotherapy.
A radiation oncologist specializes in treatment with radiation.
Nurses can be one of your best sources of information and support and
they are a good link to your doctors. Social workers can help you with
practical issues such as support services and the emotional impact of
your diagnosis. Your healthcare team may also include receptionists at
different offices and clinics you visit, a dietitian, a chaplain, your family
doctor and others. You need to know who is on your healthcare team.
Ask their names and what work they will be doing with you. See Chapter 2
to write down the names, contact information and roles of the people
on your team.

THE PEOPLE AROUND YOU

things you don’t want to know. That is OK. You may find that you want to
know more or less as things go along. There is no ideal way to deal with
ovarian cancer.

“I try to treat my team as I would want to be treated by a patient.
I try to connect with them as people, not just as health
professionals, because I want them to remember that ovarian
cancer is just a part of my life – it’s not all of me.”
— ANITA —

Here are some additional tips for communicating with your doctors:
• When you go to a medical appointment, take a family member or friend
who can give you moral support. That person may also hear information that
you might miss. You may want him or her to take notes for you.
• Write down your questions ahead of time.
• Keep notes about your symptoms. Your notes will be helpful when you tell
your doctor what you are experiencing.
• Ask your doctors about recording conversations with them. You can review
the recording later if you feel you missed something.
• If a doctor uses terms you don’t understand, ask him or her to explain them.
• Ask the doctor to repeat things you don’t understand. Ask him or her to
explain possible side effects, benefits and risks of treatment.

Most cancer centres and smaller treatment locations have a psychosocial
department with access to social workers, psychologists, nutritionists and
other support professionals. If there is a specific person you would like to be
referred to, such as a social worker or chaplain, ask your oncologist or your
nurse to refer you. In some cases you may be able to make the appointment
yourself, without a referral.

Q U E S T I O NS YO U M AY W I S H TO A S K YO U R D O C TO R S

Communication with Your Healthcare Team

About treatment:
• What are my treatment options?
• Why have you chosen this course of treatment for me?
• Do you recommend a resource where I can learn more so I can make
an informed decision?
• How often will I have treatments and for how long?
• What side effects can I expect from the treatments? How can I manage them?
• How will treatment affect my work? How long will it be before I can go back?
• How will treatment affect my exercise routine?
• Will treatment affect my ability to have children?
• How will treatment affect my sex life?
• What are clinical trials? How do I find out about any that I can participate in?
• Is any of my treatment not covered by my health insurance?

Communication works best when a partnership develops between you, your
family and your healthcare team. Ask questions and share your thoughts so
that the healthcare team can give you the information you need. Ask for a
copy of your medical records and reports if you want or need them. It is your
right under Canadian law to have them. Keep in mind, however, that you may
have to pay a fee for this service.
CO M M U N I C AT I N G W I T H YO U R D O C TO R S
Tell your doctor how much information you want. Some people want to know
all details about their cancer. Others may prefer only the minimum information
they need to make their decisions.

About your cancer:
• Please tell me about my ovarian cancer. What kind is it?
• Please explain the grade and stage of my cancer.
• What organs are affected?
• Should I consider genetic testing?

Although you may have questions about your illness and treatment, you may
find that there are some questions that you don’t want answered or some
40
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For more support:
• Where can I get more information about ovarian cancer and its treatment?
• Where can I meet other women with ovarian cancer?
• What complementary therapies do you suggest that might be helpful for me?
• What kind of diet is best for me? Please refer me to the dietitian.

During medical visits you may see a resident and not your regular doctor. If
the resident does not answer all of your questions or if you are not satisfied
with the answers, you can ask to speak with your regular doctor.
It is important to advocate for yourself in your discussions with your healthcare
team and speak up if you are unclear about information you are receiving.

“I had some difficulties with my healthcare team during the first few
months of my journey. I had all these questions… I was upset, angry
and frustrated that they couldn’t give me the answers I wanted. In
time I came to realize that it wasn’t that they didn’t want to answer
these questions but that despite all of the advances of modern
science, there are so many things we just haven’t discovered yet.”
— C ARRIE —

A S ECO N D O PI N I O N
You may choose to get a second medical opinion about your diagnosis. It is your
right to do so. You can have another doctor review your test results and offer
his or her opinion. If the second opinion confirms the first doctor’s diagnosis,
this may help you feel more at peace with your
You may feel uneasy asking your
treatment plan. If the new opinion is different,
doctor for a second opinion, but
however, you may need more information and
other opinions to help you decide what to do.
be assured that it is a common

part of cancer care. Your doctor
should not be offended or angry.

Differing opinions are more common than one
might think. There is still a lot to learn about ovarian
cancer so doctors may have different experiences and opinions about the best
approach to take. These approaches may not be right or wrong, simply different.

Talking to People About Your Cancer

Your cancer affects all those in your close circle. Sharing the news about
your diagnosis with your friends and family may be difficult at first. You will
have to decide how much to tell them and when. Perhaps you don’t want to
burden them and make them worry. Maybe you are afraid they will avoid you
because of your illness. Maintaining open communication at this time is more
important than ever. As you cope with ovarian cancer, the support of your
friends and family will be invaluable and you may need to rely on them more.
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Letting People Know

It is up to you how and when to tell people of your diagnosis. There will be some
people you will choose to tell right away, but you may choose to wait a while before
you tell others. When you tell certain family members or friends, you might want
to have someone with you for support who already knows about your diagnosis.
For others, you may choose to write a letter or send an email. The written form will
enable you to draft the news in a way that you feel is most helpful to the recipient.
Again, it is up to you to decide what will be best for you and your loved ones.
What is beyond your control is how people react to your news. Some people
will provide much comfort and reassurance, becoming closer to you as a
result of the challenges you are facing. They will offer their support and be
there when you need them. Others may surprise you and see you less often
because they have trouble coping with your cancer, or they may worry that
they will be a bother at a time when you are not feeling well. It may take time
for certain people to come to terms with the changes in your life. Although a
person’s reaction may be disappointing, it is important to remember that it
is not really a reflection of how much they care for you. Instead, it may be an
expression of their own fears, worries and insecurities.

“In my case it was better to be open about having ovarian
cancer and I have not regretted that. People have been
very kind and thoughtful. But I also learned that it was
truly up to me to decide what I wanted to say and what
I wanted other people to know.”
— ANITA —

Most often, sharing your news with your loved ones will bring you comfort
and may put some of your fears to rest. Some women feel very alone and are
afraid that they might become a burden. But speaking honestly and openly
with your family and friends may ensure that they will be available when you
need them and that they will be in touch with you regularly.
If you are a single woman, you may feel especially vulnerable without a
partner that you can count on. For the time being, you may need to ask others
close to you to help you.
Once you have let people know about your ovarian cancer, keep in touch and
don’t hesitate to ask for help. Most people want to help but often don’t know
what will be useful to you. Take advantage of any offers and let people know
specifically how they can help you. If you create a community of friends and
family members you can count on, you will not have to go through this alone.
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Here are some tips for talking to people about your cancer:
• Be direct.
• Consider how best to tell the people closest to you. You can do it in person
or tell them over the phone – each has advantages and disadvantages.
• Tell your family and friends what you are feeling and what you need.
Accept that sometimes you may not know what you are feeling or what
you need. Let them know that too.
• Be with people who are good for you. Different people are helpful in
different situations.
• Understand that there are some people you can share feelings with and
others who just want to do things with you or for you.
• Be prepared for a variety of reactions. Sometimes you will be surprised at
the reaction you get.
• Ask people to do specific things to help. For example, they may be able
to drive you to and from treatments, pick up groceries, care for your pets
or help with childcare.
• Find out from others who have cancer how they went about telling others.
• Seek professional support and assistance, if needed.

You may find that there is a lot of communication happening between
you and people who are concerned about what is happening to you.
This can be encouraging and supportive, but could also become a little
overwhelming. See the Special Resource section below for help in
managing your communications.
S PEC I A L R E S O U R C E
The CaringBridge website enables you or your family to easily create and
maintain a free personalized web page to keep friends and family informed
and updated about your treatment. Visit caringbridge.org.

“My friend set up a CaringBridge website when I had my
surgery to communicate with friends and family.
It included updates while I was in hospital and photos
of me leaving the hospital. When I was well enough,
I was able to update and send photos, including stages
of hair, chilling with my cat and having fun camping!
It helped me to feel connected and I occasionally look back
and see how far I have come!”
— LYN—
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Cancer and Your Children

Your cancer might be especially hard on your children, particularly younger
children. There are a number of things you can do to reduce their fears.
Although you may want to protect your children from knowing about your
cancer, it may be best to tell them about it. When you speak honestly and
openly about the cancer, it allows your child to express their feelings and to
support you and others in your family. Letting your kids know what is going
on maintains trust.
It is probably best to tell your children as soon as possible after you receive
your diagnosis. If they overhear you talking about things that you are trying
to keep from them, they will likely think your illness is much more serious
than it is. If you feel too upset to talk with your kids, your husband or partner,
a grandparent or a close family friend may be able to help.
How much you tell your children and how you tell them will depend on
their age. But there are some things all children need to know:
• Tell them the name of the cancer.
• Reassure them that you are going to be treated for it.
• Describe some of the effects of the treatment – you might lose your hair,
and you will likely feel tired.
• Tell them that these side effects are normal when a person receives
cancer treatment.
• They did not cause your cancer.
• They cannot catch cancer by touching you or being close to you.
• Nothing they can do can change the fact that you have cancer.
• Life at home may be different, but you, your family and your friends
will take care of their needs.
• They can do things to help you and other family members.
• There are other children whose parents have cancer.

You might want to consider taking an older child to see where you have your
treatments or to be with you during a treatment. Adult children may want
to take on a more active role to support you at home or accompany you to
doctors’ appointments or treatment.
If your children ask about death, what you say depends on their age and level
of maturity. It is important to be honest while you calm their fears and give a
sense of hope. A response such as “Some people do die of cancer, but my
doctors and nurses and everyone else on the team are working as hard as
they can to help me get better” can help.
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Here are some more tips for talking to your children:
• Trust your intuition as a parent.
• Let your children know if their routines will be affected, and how.
• Maintain routines and habits as much as possible. Continue to talk and
interact with your children as you have always done.
• Give your children updates on your condition, even if they don’t ask.
• Share your feelings and ask your children what they are feeling.
• You and your child may need to go over things that you have already talked
about. After a time you may need to talk to them about your cancer in more
depth. New questions, new situations and new feelings may arise as time goes by.
• Consider family or individual counselling if you have trouble talking with your
children about your cancer. Discuss this with a social worker at your treatment centre.

TA L K I N G TO YO U R C H I L D ’ S T E AC H ER
Your children’s teachers need to know that something significant is going on at
home, so tell them about your diagnosis. Teachers can watch for changes in your
child’s behaviour, provide special help and just listen if your child wants to talk.
I F YO U A R E A S I N G L E PA R EN T
You may be wondering who will help you look after your children at this
difficult time. Try to find another adult who is willing to help, someone
both you and your child trust. This could be another family member, friend,
neighbour or childcare provider.
Develop a plan to ensure that your child will be taken care of as you go through
treatment. Some women find that appointing a guardian for their children and
writing a will (with the help of a lawyer) gives them peace of mind.

S PEC I A L R E S O U R C E S
•
•
•

Kidskonnected.org is an excellent website where you can find resources
for children, teenagers and parents.
Lewis, A. (2005). When Someone You Love Has Cancer: A Guide to Help Kids
Cope. St. Meinrad, IN: Abbey Press.
Mallinos, J. (2008). Mom Has Cancer. Hauppauge, NY: Barron’s Educational Series.

Work

For many women, work is a positive aspect of their lives. If you work, ovarian
cancer will affect your work life. You will have to figure out how your ability
to do your job may change and what to tell your employer and co-workers
about your illness.
Your co-workers and employer may be supportive when they find out you
have cancer. Some of them, or someone close to them, may have been
affected by a serious illness.
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But there may be a downside. Some co-workers may distance themselves
from you if you tell them you have cancer. Your employer may wonder if you
are still able to do your job.
You will need to think about what you want and need to say, and how to say
it, to your employer and co-workers. Decide what feels most comfortable for
you. If you are direct and honest, you can let them know what you feel and
what assistance you may need to perform your job.
Here are some things to consider when talking about your illness to co-workers:
• You may wish to talk only with people you are comfortable with and trust.
• Talking away from the work setting might be better.
• If the co-worker has family or friends who have been affected by cancer,
he or she may be more understanding of your situation.
• You can be an educator about cancer in your workplace: cancer is not contagious,
it’s not a death sentence and people may not be less productive because of it.

T EL L I N G YO U R EM PLOY ER
Some women want to tell their employer about their diagnosis right away,
while others wait until they have to tell them. This might be when side effects
from treatment, such as hair loss, become obvious.
If you have to take a medical leave:
• Find out how the company has handled this in the past. You may want to
ask a co-worker that you trust to explore this for you.
• What are the company policies about medical leave? What benefits does
your employer offer?
• Find out about your legal rights. Human rights legislation prohibits
discrimination on the basis of several criteria, including disability. Cancer
is considered a disability under human rights laws.
• Have a plan that you can suggest to your employer about how you might
work during treatment. You may be able to work from home, work part-time
or work with co-workers in creative ways.

Speak with your doctor. He or she may have advice about work issues. Your
doctor may also need to write letters saying you are able to work and how
much you may be able to do or that you are unable to work. The social
worker on your healthcare team and others living with cancer may be able to
provide advice and guidance. You can also talk to community agencies or your
provincial Ministry of Labour for advice about employment issues.
If you believe that your employer and co-workers are discriminating against
you, write detailed notes about it. Have your responsibilities been cut back?
Are you being treated differently? Have your insurance benefits changed in
any way? If you need to consult a lawyer, your notes will provide a record. The
website of your provincial Human Rights Commission will have information on
protecting your rights at work when you have an illness.
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For further information about financial resources, programs and coverage,
please refer to the section Your Financial Map in Chapter 7.
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NOTES

S PEC I A L R E S O U R C E
Persons with Disabilities Online offers a broad range of disability-related
information, including overviews of the rights of employees and employers.
Visit pwd-online.ca.

NOTES
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CH A P T E R 5

Treatment and
Side Effects
After diagnosis, you may feel
overwhelmed by the information
about your treatment and potential
side effects that you may experience.
This chapter will guide you through
this information with a section for notes,
questions and a treatment diary.
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Your Treatment Options

Your healthcare team will likely offer you one or more treatment options for your
ovarian cancer. Surgery combined with chemotherapy is often the standard
approach. Chemotherapy may be given before or after surgery. Given before
surgery, it reduces the size of the tumour, making it easier to remove. After
surgery, it is used to destroy any remaining cancer cells. Occasionally, radiation
may also be recommended. The recommended treatment depends on your
individual case. You can find more information about treatment options on the
Ovarian Cancer Canada website at ovariancanada.org.
Surgery. During surgery for ovarian cancer, one or both ovaries will be
removed (the procedure is called a unilateral or bilateral oophorectomy),
along with one or both fallopian tubes (unilateral or bilateral salpingectomy).
Depending on how much the cancer has spread, the uterus and omentum
may be removed (hysterectomy and omentectomy) along with lymph
nodes (lymphadenectomy).
Cytoreduction (also called “debulking”). In addition to removing the organs
listed above, debulking removes as much of any remaining cancer as possible.
Chemotherapy. Even if all visible cancer has been removed, some cancer
cells may remain, so anti-cancer drugs known as chemotherapy (often called
“chemo”) are also given. These drugs damage normal cells as well as
the cancer cells, which often results in side effects. You may receive one
chemotherapy drug for your treatment, but it is more common to receive
combinations of drugs.
Radiation therapy. Radiation uses high-energy X-rays to damage or destroy
cancer cells. When it is used, radiation therapy is usually given in combination
with surgery, chemotherapy or both.
Clinical trials. It may be possible to participate in a clinical trial during your
treatment. This is something that you need to discuss with your doctor.
(See the discussion on clinical trials at the end of this section.)

Surgery

Surgery is often the first step in treating ovarian cancer. You may have a
surgical incision (laparotomy) to remove as much cancer as possible. Surgery
helps the doctor identify the mass and determine whether it is malignant
(cancerous) or benign (not cancerous). It can also help to determine the exact
location of the tumour and the extent of its spread. This assists in staging the
tumour. Biopsies (tissue samples) will be taken to confirm the diagnosis and to
assist in grading the tumour.

52

TREATMENT AND SIDE EFFECTS

Depending on how much the cancer has spread, one or both ovaries will be
removed, along with the fallopian tubes. The uterus, cervix and omentum may
also be removed, along with lymph nodes. The surgeon will try to remove as
much of the visible tumour as possible (debulking).
Before the surgery you will have a physical examination, including a complete
pelvic examination. You will have blood tests, including a complete blood
count, CA 125 (a protein that’s a “tumour marker”) and other blood tests that
evaluate your general health. A chest X-ray, pelvic ultrasound and CT scan are
some of the other investigations you may have.
Your doctor may ask you for permission to send a sample of tissue from
your tumour to a tissue bank. Tissue that has been removed during medical
procedures such as operations, biopsies or blood tests may be collected and
stored in a tissue bank. Scientists use this tissue to study the disease and
find better ways to prevent, diagnose and treat cancer in the future. If you
participate in a clinical trial, you may need to provide tissue samples. It may
be possible to access your tumour tissue if it has been banked already.
PR EPA R I N G F O R S U R G ER Y
To prepare for surgery, you will not be allowed to eat or drink after midnight
the night before. You may also need to use a bowel preparation to empty
your colon (it will give you diarrhea). Your doctor or other member of your care
team will give you instructions about what you must do.
Before your surgery, you may wish to ask your doctor or nurse some of
these questions:
• What will the operation involve?
• What are the risks of this kind of surgery?
• What will be done to keep the risks to a minimum?
• What kind of scar can I expect?
• How will I feel after surgery?
• How long will I need to stay in hospital?
• What will my recovery be like while I am in hospital?
• What kind of medication will I have for pain?
• If someone is waiting for me to come out of surgery,
where do they wait and how are they notified that I’m out?
How soon after surgery can they be with me?

Most women find that the phase of treatment before and after surgery
happens very quickly and many find it bewildering. They may awake from
surgery to learn that they have ovarian cancer, while they are still dealing with
the effects of surgery. They have many questions about what other treatment
options are ahead.
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It will be a big help if someone can be with you during the first few days after
your surgery. This person can communicate with the medical team and do
errands for you. He or she may be a family member or someone else you trust
who has skills for this kind of help.

or longer-term intravenous device called a Hickman Port-a-Cath for their
chemotherapy. This device is placed under the skin in the upper chest, where
it connects to a major vein. Its advantage is that it can be used for many
treatments over several months.

A F T ER T H E S U R G ER Y

Intraperitoneally (IP). Sometimes chemotherapy drugs are given directly into
the abdomen or stomach through a catheter. This method concentrates the
chemotherapy drug on the cancer cells on the abdominal lining, allowing the
drug to get into the bloodstream from the abdomen. A long-term catheter or
“port” will be inserted in the abdomen for this treatment.

After your surgery, you may want to ask your healthcare team some
or all of these questions:
• Where was the cancer found?
• What organs have been removed and how will this affect me?
• When can you tell me about the grade and stage of the cancer?
(It takes time to get the results of the biopsy.)
• What kind of ovarian cancer do I have?
• What do you recommend for further treatment?
• What changes in my body can I expect in the weeks after surgery?
• When will I be able to carry on with normal activities after surgery, such as
driving, going to work, lifting heavy objects, caring for children, and so on?
• What possible complications from the surgery should I watch for once I get home?
• Common pain medication you may take following surgery can cause constipation.
Ask your doctor about taking a natural stool softener during this time.

It may take about six to eight weeks to recover from your surgery. It depends
on a number of factors, such as your general health before the operation and
how extensive and complex the surgery was. Get all the rest you need – it will
help your recovery.

Chemotherapy is given in cycles. For example, one cycle might last three
weeks. At the beginning you have a chemotherapy treatment, and then
the next cycle begins three weeks later. Don’t be alarmed if your cycle
is postponed a few days because of “low blood counts”. Your healthcare
team will monitor your blood throughout chemotherapy to ensure you are
strong enough to receive it.
How long your chemotherapy lasts depends on the type of ovarian cancer you
have, which drugs you are taking, how the cancer responds to the drugs and
how well you are feeling while on chemotherapy. Your oncologist should tell
you how long your treatment will last. If he or she doesn’t, ask.

Chemotherapy

G E T T I N G R E A DY F O R C H EM OT H ER A P Y
Before your treatments, you may find it helpful to stock up your cupboard
and refrigerator with some basics such as applesauce, cottage cheese, eggs,
milk, soup, etc. These foods are easy to digest, and you may not feel up to
shopping once you are receiving treatment. You could also consider stocking
your freezer with pre-made meals. This will provide you with quick and easy
meals when your energy is low.

The main difference between chemotherapy and other cancer treatments is
that chemotherapy treats the whole body rather than just the cancer.

Many people suggest that you drink large amounts of clear fluids after therapy
to ensure that you are hydrated and to flush out some of the toxic effects of
the chemotherapy. Drink more than you usually do the day before and the day
of your treatment.

Chemotherapy (commonly called “chemo”) is the use of drugs to kill cancer
cells throughout the body. Chemotherapeutic drugs can also interfere with
the growth and reproduction of these cells, so chemo can stop or slow the
growth and spread of cancer and shrink the size of a tumour.

Your oncologist will recommend a type of chemotherapy for you based on the
type of ovarian cancer you have. The doctor should explain the benefits and
risks of chemotherapy. If he or she doesn’t, ask.

Orally. This kind of chemotherapy can be taken by mouth in pill form.

When a chemotherapy treatment schedule is set up for you, you will be told the
days, times and location that you will receive your treatment. Your schedule is
usually determined by the drug or drugs you will receive. Some drugs are given
once every three weeks while others are given more (or less) frequently. Another
factor affecting the timing of your treatment may be the day of the week when
the ovarian cancer treatment clinic is operating.

Intravenously (IV). When the drugs are given intravenously (into a vein),
they travel through your bloodstream to the cancer cells. Many drugs that
treat ovarian cancer are given into a vein using a catheter while you are in the
chemotherapy treatment room. Some women may require a special temporary

Find out what to expect with treatment. Knowing what is likely to happen will
help you feel less anxious and more comfortable. Ask if there is an education
session about chemotherapy that would give you helpful information and
answer many of your questions.

T H R EE WAY S TO G I V E C H EM OT H ER A P Y
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Here are some things you may want to know:
• How flexible is my schedule? Will I be able to attend special holidays or events?
• Who will give me the treatment? Who will be present? What are their roles in
my treatment?
• May I bring a family member or friend to each treatment?
• Will I have to wait at the treatment centre before my treatment?
• Will I need someone to drive me home after treatment?
• Will I need to stay in hospital or in bed after the treatment?
• How will we know the chemotherapy is working?
• How often will I see my oncologist during my chemotherapy?
• Will I be able to go to work or travel during my chemotherapy treatments?
• How will I feel right after the treatment and in the hours and days that follow?
• What are the most common side effects of treatment, and how can I manage them?

If you still have questions, ask a member of your healthcare team – they are there to
help you. You may find it helpful to keep a record of your treatment schedule and
what you experience. The section at the end of this chapter, Treatment Diary, is
there to document all of this information for you to share with your oncologist.
Some of the items to include in your Treatment Diary are the following:
•
•
•
•
•
•

which treatment it was (first, second, etc.)
date and time of the treatment
the type of treatment you received (radiation, chemotherapy or another
type of treatment)
the names of the chemotherapy drugs you received
what you experienced in the hours and days after treatment
medications (and dosages) you take to deal with or prevent side effects

This information can help you to predict what you might expect to feel during
the next cycle of treatment. It is also a way to help you count down to the end
of the course of treatments. It is important to tell your healthcare team how
you feel after each treatment and if you need any additional help to cope with
side effects. (Information on side effects and tips for coping with them are
found later in this chapter.)

chemotherapy. You may be less anxious and more confident as your
body returns to its normal rhythms.
C H EM OT H ER A P Y S I D E EFFEC T S
Women with ovarian cancer experience many different symptoms that may
be related to the cancer itself, to treatments or to non-cancer health concerns.
Although chemo drugs are effective at killing cancer cells, they can also damage
normal cells that grow rapidly, such as those in your hair follicles, stomach lining and
blood cells. This can result in side effects. Women vary in the degree of side effects
they experience from chemotherapy – some have more side effects, others have fewer.
It is hard to predict which side effects you will have until you start chemotherapy.
Common side effects of chemotherapy include the following:
• nausea and vomiting
• loss of appetite
• diarrhea and constipation
• fatigue
• numbness and tingling in the hands or feet
• loss of menstrual cycles
• leg and joint pain
• altered taste
• total body hair loss
• headaches
• darkening of the skin and fingernails
• ringing in the ears
• some hearing loss or kidney damage (with certain drugs)

Some women feel as though they are fighting off the flu during the course of
their chemotherapy. They feel tired and unwell and don’t have the energy to
carry out their normal daily activities, but eventually they recover their strength.

“The week after treatment was an opportunity to sit and watch
movies, talk on the phone, write in a journal, etc. – things
I did not normally indulge in because ‘I was too busy’!”

Most people who receive chemotherapy are anxious about the treatments.
This is especially true at the start, when you don’t know what to expect.
After a few treatments, you will learn how your body responds to

“I was so scared the night before my first chemo treatment,
I barely slept. I had no idea what to expect and was terrified
about what it was going to do to me and how I was going to feel.
Before my second treatment I was nervous but no longer scared.
I knew now what to expect and I knew that I could do it.
By my fourth treatment I felt like an old pro.”
— C ARRIE—
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Information about intraperitoneal chemotherapy is available on the websites 		
of the Society of Gynecologic Oncology of Canada at g-o-c.org and the
BC Cancer Agency at bccancer.bc.ca.
Ovarian Cancer: NCCN Guidelines for Patients is a resource with 			
understandable information about treatment. The National Comprehensive 		
Cancer Network is a US organization. Visit nccn.com.

57

BY YOUR SIDE

Radiation Therapy

Radiation treatment, like surgery, is a local treatment, meaning it affects
the cancer cells only in the specific area of the body where the radiation is
directed. In external radiation therapy, a machine
When external radiation is
directs the high-energy X-rays at the cancer and
given for ovarian cancer, it is
a small margin of normal tissue surrounding it.

usually during outpatient visits
(you won’t stay overnight) to
a hospital or treatment centre.

Sometimes radiation is used to treat ovarian
cancer. Doctors may recommend that a patient
complete chemotherapy and then have radiation
treatment to kill any cancer cells that might remain. In some situations,
radiation therapy is the only kind of treatment a woman receives for ovarian
cancer after surgery. In other cases it is given only if there is progression of
the disease.
R A D I AT I O N S I D E EFFEC T S
The brief high doses of radiation that damage or destroy cancer cells can also
injure or kill normal cells. This may cause side effects. Any side effects you
may have when receiving radiation treatment can be managed and you will
likely be able to tolerate them over the short term. Your doctor will explain the
details about radiation therapy and discuss any short-term and long-term side
effects with you before you begin treatment.
Possible side effects of radiation include the following:
• fatigue
• mild redness and sensitivity of the skin
• hair loss in the area being treated
• loss of appetite
• nausea and vomiting
• diarrhea and abdominal cramping
• constipation
• low blood counts (lower than normal numbers of white blood cells,
red blood cells and platelets)

Clinical Trials

TREATMENT AND SIDE EFFECTS

Some women with ovarian cancer want to try as many options for treatment
as they can. Clinical trials are a way of doing this. A trial may be available
for a first line of treatment, when you are first diagnosed, or if treatment is
needed for a recurrence of your cancer. Health Canada regulates clinical trials
to ensure that patients’ rights and safety are protected. Before clinical trials
can be offered to patients, an ethics committee at the participating treatment
centre must approve the trial.
If you participate in a clinical trial, you will be very closely monitored. You will
have frequent tests (blood tests, scans, etc.) to look at the effect of the new
treatment and to monitor your health. If you are participating in a trial, you can
decide to stop participating at any time.
Not all women with ovarian cancer are eligible for all clinical trials. Some trials
are for women who have just been diagnosed or who have a specific type of
ovarian cancer. Other trials may be only for women who have had a recurrence
of their cancer.
If you are considering participating in a clinical trial, ask your doctor
questions like these:
• What trials are available for my type of ovarian cancer?
• Am I eligible for a particular clinical trial?
• How is the treatment I will get in the trial different from the treatment
I would get if I wasn’t in the trial?
• How will participating in the trial affect my everyday life?
• Will I be reimbursed for parking or extra trips to the treatment centre?
• How long will the study last?

S PEC I A L R E S O U R C E S
•
•
•

The Canadian Partnership Against Cancer provides a list of clinical trials
at canadiancancertrials.ca.
Information about clinical trials is available at the website of the National
Cancer Institute of Canada Clinical Trials Group at ctg.queensu.ca.
Visit CenterWatch (a US organization) at centerwatch.com.

A clinical trial is a research study that evaluates a new treatment. “Treatment”
may include radiation, drugs, hormones, surgery or no treatment. Through
clinical trials, researchers learn about the new treatment, its risks and how well
it may or may not have worked. Patients can choose to participate in these
trials, if they qualify.
Clinical trials, which are often conducted in larger cities, help to develop
better ways to treat a disease. Most of the standard treatments for cancer
were first tested in clinical trials. When they were studied, they were shown
to be better or safer than other ways of treating the cancer.
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Travelling for Treatment

If you live a great distance away from a major city and have to travel to see
a doctor or receive treatment, you may wonder about the costs involved or
finding a place to stay.
There are some options that may help you:
• If you are employed, you may have an extended health benefits plan through
your employer. It may cover some of the costs of travelling for medical care.
• If you have private insurance coverage, it may cover some of the costs.
• Cancer lodges run by the Canadian Cancer Society provide rooms and meals
for a modest cost for out-of-town patients and their families. Visit cancer.ca.
• If you are receiving Ministry of Social Development & Social Innovation
assistance, Department of Veterans’ Affairs or First Nations’ band support,
contact your caseworker or band office for help.
• A family member or friend might be willing to drive you.
• The cancer centre you are travelling to may be able to recommend 			
accommodation in that city.
• Hope Air is a registered charity that arranges free air transportation for 		
Canadians who must travel for medical care, but cannot afford the flight costs.
Call toll-free 1-877-346-4673 or visit hopeair.ca.

Coping with Side Effects

There are a number of ways to relieve the side effects of your treatment. For
example, your doctor may prescribe medications to help you. You may find
that you can make changes that reduce side effects (for example, eating at
different times to reduce nausea). There may be techniques you can use, such
as relaxation, to help. Some of the major cancer treatment side effects are
discussed in more detail in this section.

Anemia

Your cancer or your treatment may cause anemia. Anemia occurs when
chemotherapy suppresses the bone marrow that produces red blood cells.
When you do not have enough red blood cells to carry oxygen from your
lungs to your tissues and cells, your body will not have enough oxygen to do
its work. This makes you feel tired and weak.

TREATMENT AND SIDE EFFECTS

A number of things can cause women to have constipation, diarrhea or both
at different times during treatment for ovarian cancer.
CO NS T I PAT I O N

You may develop constipation as a result of:
• chemotherapy drugs
• anti-nausea medications
• pain medications
• changes in your diet
• surgery
• low blood counts
• inactivity
• bowel motility problems
The best way to deal with constipation is to prevent it from occurring.
Try these methods:
• Drink plenty of fluids. Clear, non-caffeinated fluids are the best choice.
• Increase fibre in your diet: eat more vegetables, fruit and beans (legumes).
Prunes are high in fibre and are a natural laxative. Consider drinking a glass
of prune juice every day.
• Add bran, ground flaxseed or a fibre laxative to your diet. Drink plenty of
fluid with it.
• Body movement can help stimulate your bowels. Go for walks and move
around as much as you can.
If you become constipated, try these approaches to solve the problem:
• Drinking hot fluids in the morning can help. Try hot water with lemon or
decaffeinated tea.
• Do not strain when trying to move your bowels.
• Add oat bran to your food – sprinkle it over cereal and salads or add it
to a glass of juice.
• Discuss the use of over-the-counter laxatives or enemas with your doctor.

Call your doctor if you have severe abdominal cramps or vomiting, or if you
have not had a bowel movement in three days.
DIARRHE A

Unfortunately, adding iron to your diet or taking supplements are not effective
in fixing this problem. There are two main ways to treat anemia: blood
transfusions and drugs. Your doctor may order a transfusion for you to boost
your red blood cells. As well, the doctor may prescribe medication. It may be
covered by private insurance coverage or a provincial drug plan.

Constipation and Diarrhea

You may experience bowel problems during your treatment. Constipation is
difficulty passing stools or having less frequent bowel movements. Diarrhea is loose
or watery stools. The condition can be uncomfortable, and can become serious.
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When you’re being treated for ovarian cancer, diarrhea may result from
any of the following:
• taking antibiotics
• an infection
• radiation therapy
• chemotherapy
• using laxatives
• bowel motility problems
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If you develop diarrhea, drink more fluids, especially clear ones, to prevent
dehydration. Water, juices, Gatorade, caffeine-free soft drinks, clear soups,
Jell-O and Popsicles are helpful.
Try these approaches to find relief:
• Drink your fluids mainly between meals, rather than with food.
• If diarrhea is severe, dilute juices or fruit drinks with equal parts water.
• Some women find that drinking fluids at room temperature reduces diarrhea
and cramping. Avoid very hot and very cold liquids to see if this helps you.
• A low-fibre diet is best for reducing diarrhea, cramps and gas.
		 - Choose bread and crackers that are made with white flour, not whole-grain.
		 - White rice is easy to digest.
		 - Cooked vegetables are easier to digest than raw.
		 - Choose applesauce and juices rather than eating the fruit.
		 - Avoid nuts, seeds and beans (legumes).
• Reduce the fat in your diet. Avoid foods that are deep-fried or served in
creamy sauces. Reduce the butter, margarine, cream cheese and peanut
butter in your diet. Use low-fat milk products.
• Eat smaller meals but more often than usual.
• Eliminate caffeine from your diet. Instead of regular coffee, tea, colas or
chocolate beverages, try decaffeinated. Drink herbal teas.
• Avoid spicy foods made with curry, chili or hot pepper sauce. Use other herbs
and spices to add flavour.
• Take care of the skin around your anus (where your stools come out). After each bowel
movement, clean the area with mild soap and water. Pat dry. You may also need a thin
layer of ointment or barrier cream to add protection and soothe the soreness.
• Speak to your doctor about over-the-counter medicines that you might use
to control diarrhea.

Call your doctor if you have fever, bloody stools or severe cramps or if the
diarrhea continues for longer than a day. Dehydration that results from severe
diarrhea is a big concern because it leads to more problems.

Fatigue

Fatigue means feeling constantly tired, weary or weak. Cancer-related fatigue is
one of the most common symptoms in women with ovarian cancer, but it affects
all women differently. In most cases, fatigue does not have a single cause.
Cancer and treatments can both affect your body’s normal ability to function
well, causing fatigue. There are no tests to diagnose fatigue. It
Listen to your body.
is a description of how you feel.

When you are low on
energy, it’s telling
you that you need
to rest. Take it easy.

TREATMENT AND SIDE EFFECTS

If treatment disrupts your sleep and makes you drowsy, that may add to your
fatigue. Other things in your life may also make you feel tired and weak. Being
in pain can drain you. Some emotions (stress, anxiety, sadness, depression
and fear) also increase fatigue.
Many people do not report fatigue to their doctors as they think it is an
expected response to treatment. It is important to tell your healthcare team
if you are experiencing any of the symptoms listed above.
T I P S F O R CO PI N G W I T H FAT I G U E
The most effective ways to cope with fatigue are lifestyle and communication
strategies. Focus on the basics – get enough sleep, eat well, drink plenty of
fluids and minimize the stress in your life. Plan ahead and set priorities. Some
of the following tips may help you.
Sleep:
• Take short naps or breaks between activities. Set an alarm clock to ensure
you keep naps short.
• Allow plenty of time for sleep every night. Prepare by relaxing. Listen to
soothing music, take a warm bath – do whatever soothes you.
• You might want to “unplug” from electronic devices before going to bed.
• Avoid caffeine in the afternoon and evening. Some women find it keeps
them from getting to sleep.
• You may want to ask your doctor for sleeping or anti-anxiety medication
that you can take just before bedtime.
Daily activities:
• Keep a diary of your energy highs and lows. You may find a pattern that
can help you plan your days.
• Do the things that are most important to you. Let other tasks go or ask someone
to do them for you. Let your family and friends know what you are feeling.
• Focus on less strenuous interests, such as listening to music or reading.
• Wear clothing that is easy on your body – loose-fitting and comfortable
clothes that are easy to put on and take off.
• Some women find relaxation techniques, meditation or prayer relaxing
and energizing.
• Exercise if you can. Even a short walk or a few stretches can give you energy.
It may seem counterintuitive to try and exercise when you feel tired, but
evidence suggests that exercise actually helps with cancer-related fatigue.
(See Chapter 6 for more information on exercise.)

Fatigue is worse than the normal feeling of being tired. If you
are fatigued, even sleep does not make you feel better. You
may feel exhausted physically, emotionally and mentally all the
time. Your body feels heavy and your interest in daily activities
is dulled. You may find it takes too much effort to do even the things you usually
do. Fatigue makes it hard to concentrate and to make simple decisions.
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Medical management:
• Ask your doctor to check if you have anemia. Cancer-related anemia is not
the usual anemia that results from not taking in enough iron.
• Ask to speak with a dietitian about foods that can boost your energy.
• Learn to describe your fatigue and rate its severity as well as what works
to make you feel better.
Other support:
• Join a support group or talk with the social worker or counsellor on your care team.
Sharing your thoughts can relieve fatigue. You might also get hints to help you cope.
• Community resources such as homemaker services may be available.
Speak with your social worker about what’s available in your area.
• Be patient with yourself.

F O R FA M I LY A N D FR I EN DS
You can help a woman with ovarian cancer who is feeling a lot of fatigue by
doing the following:
• Let her know how much time you can give her and the kinds of things you are
able to do. It is better to give solid, reliable help in one area than to promise
a lot and let her down. For example, you could tidy up the house; do laundry,
shopping or driving; babysit; get books from the library or information on the
Internet for her; or help care for her pet.
• Attend medical appointments with her.
• Get friends as well as family to help provide support. This way it doesn’t all
fall on the shoulders of one person.
• Be flexible with plans that involve her. Take one day at a time. It is hard for her
to predict what her energy level will be tomorrow or the next day.
• Check back often. Her needs may have changed since you last offered your help.
• Be patient. Fatigue can deeply affect her emotions and daily life. Sometimes
just providing your company is all the help she needs. Even if all she can do is
sleep she will know that you are there for her when she wakes up.

TREATMENT AND SIDE EFFECTS

Hair Loss

Hair loss is a common side effect of many chemotherapy medications,
radiation therapy or treatments that alter the body’s hormones.
Chemotherapy destroys cancer cells, but it can also damage healthy, fastgrowing cells, such as those in your hair follicles. As a result of chemotherapy,
you may lose hair all over your body – from your head, eyebrows and lashes,
arms, legs, and pubic and underarm areas. It can happen slowly or suddenly
and the timing can vary. For some women it may start a couple of weeks after
the first treatment. You may lose all your hair or it may become thin and fall
out in patches.
Usually hair grows back a few months after treatment finishes. Women report
that at first, it may be a different colour and texture. Some women don’t lose
any hair – it seems to depend on which drugs you are taking and on other
individual factors. Radiation can cause permanent hair loss, but only in the
area where the treatment is directed. It depends on how much radiation you
receive. Very little research has been done on how to avoid hair loss. Some
research has been done on using head-cooling devices to restrict blood
flow to prevent hair loss, but the treatment is controversial and expensive so
remains challenging.
CO PI N G W I T H H A I R LOS S
Hair loss, also called alopecia, can be hard to deal with. For many women it is
the side effect they fear the most. Sometimes they are surprised by how sad,
angry or frightened they feel about losing their hair. It is normal to feel a sense
of loss – hair can be very important to us – and losing your hair can also be a
visible reminder that you have cancer.
Remember that hair also serves to protect the scalp from injury and that
having a bald head also may make you feel cold. Try the following strategies
to help you cope with hair loss:
•
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“Manage Cancer Related Fatigue: For People Affected by Cancer.”
Published by the Canadian Partnership Against Cancer and the Cancer Patient
Education Network.
http://www.cancerview.ca/idc/groups/public/documents/webcontent/manage_
cancer_fatigue.pdf

•

•

Accept your feelings about losing your hair, whatever they are. Some women find
they are very comfortable being bald and find it quite liberating and empowering.
Let family, friends and co-workers know that you may lose your hair.
Some women prefer to cut their hair very short or even shave their heads
before chemo begins. This approach prevents losing handfuls of hair on your
pillow overnight. Check with your healthcare team before shaving your head
in case there’s a risk of infection.
Consider buying a wig before you lose your hair so that you can find one to
match your hair colour. Your healthcare team can direct you to a wig salon
or you can speak with your local hair salon for suggestions in your community.
Wearing a wig can take some getting used to. Some women find wigs to be
too hot or itchy, and some have trouble finding one that fits comfortably.
Your doctor may need to write a prescription for you to get insurance
coverage for a wig.
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Consider buying scarves or hats. They come in a variety of patterns and
colours and can be practical and stylish. You can find them in wig salons
and department stores.
Treat your hair gently. Carefully comb away whatever is falling out. Avoid using
elastic bands or anything that pulls at your hair. Consider sleeping on a satin
or other slippery pillowcase to decrease friction.
Use a mild shampoo, and use conditioner to prevent tangles.
Your hair will be dry and fragile, so don’t use hair sprays, blow dryers,
perms or dyes.
Protect your scalp from the sun by wearing a hat, particularly if you choose
to go bald. Sunglasses can protect brittle eyelashes.
Always carry tissue because your nose may drip more than usual without
nasal hair to trap the moisture.

“Through both rounds of chemo, I was curious to see what would
happen with my hair loss. I didn’t want to shave my head. I had
nicknames for the lack of hair: fluffy duck, disco ball. My sister
even called me a baby orangutan! I have always been someone with
a sense of humour and it still helps me living with cancer. It may
help others feel at ease. It’s just how I deal with it.”
— LYN —

S PEC I A L R E S O U R C E S
•

•
•
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The Look Good Feel Better program is available at many hospitals and
cancer centres across Canada. This free program helps women deal with
appearance-related side effects, and many find it helpful, supportive and
fun. The program is brand-neutral and addresses skin care, make-up and
head coverings. Call toll-free 1-800-914-5665 or visit lgfb.ca.
The Canadian Cancer Society has wig rooms in a variety of cities across
Canada. Check at your treatment centre, call 1-888-939-3333 or visit cancer.ca.
360 Hair in Langley, British Columbia, provides a limited number of free wigs
for people with cancer based on monthly availability. If you don’t live in the
area, a wig can be made by measurements (no mold necessary) and can be
mailed to you. To ask about a free wig, call 1-855-510-1128 or visit 360-hair.com.

Infection

Chemotherapy can lower your white blood cell count. Because white blood
cells are one of your body’s defence systems, helping you fight infection, a
decrease in these cells increases your chances of getting an infection.
Neutrophils, a type of white blood cell, are the “first responders” to help
protect you from an infection. A fever is the most common sign of an
infection, and it can be very dangerous to have a fever if you have a low
neutrophil count. Your healthcare team will check your white blood cell count
regularly. If the counts don’t return to normal, your doctor may prescribe
medication to help speed up the recovery of these cells or may delay
chemotherapy and check the count in a week.
It is important that you recognize the signs of an infection. You will need to
call your doctor if they appear. Watch for the following:
• fever over 38°C (98.6°F), measured by mouth
• feeling as though you are getting the flu
• chills
• sweats
• sore throat
• redness, swelling or tenderness around a cut, a sore or your IV site
• coughing, shortness of breath or chest pain
• diarrhea, especially if it is bloody
• burning pain when you pass urine
• unusual itching or discharge from your vagina
You can take precautions to help prevent infection while you are receiving
treatment, including these:
• Wash your hands often with warm, soapy water. Scrub them thoroughly
but gently. Always wash them before eating.
• Bathe or shower every day unless your doctor advises you not to.
Use warm, not hot, water. Apply a moisturizing lotion to prevent dry skin.
• Avoid the use of bubble baths because they increase the risk of urinary
tract infections.
• Carry hand-sanitizing products with you. Avoid using your bare hands on
public door handles, stair railings, light switches, etc.
• Cut your nails carefully.
• Take care of cuts and scrapes right away. Wash with warm water and soap. 		
Apply antiseptic.
• Use a soft toothbrush and brush your teeth often. Replace your toothbrush regularly.
• If you get a mouth infection, replace your old toothbrush once the infection
has been treated to help prevent you from getting re-infected.
• Drink plenty of fluids. This may help prevent a urinary tract infection.
• Cook your food carefully – make sure meat, fish and eggs are well done.
• Wash fruit and vegetables carefully, even those that are “pre-washed”.
• Sexual activity can cause tiny scratches or tears in sensitive tissues. Use a 		
condom if you are having intercourse.
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Avoid irritating the rectum and anus. Try to prevent constipation and
diarrhea. Don’t take your temperature rectally. Take medication by this route
(suppositories) only if your doctor prescribes it.
Caring for your pet may expose you to infection. Ask someone else to clean
the cat litter box or pet cage and to groom your pet.
Wear protective gloves if you garden. Bacteria and funguses found in the
dirt can lead to infection when your white blood cell count is low.
If you are prescribed antibiotics, be sure to take them exactly as your
healthcare provider tells you, even if your fever goes away. Some women
may require hospitalization or home IV antibiotics.
Avoid people who have coughs, colds, flu and other infections that you might catch.
Get a flu shot, but check with your doctor first.

F O R FA M I LY A N D FR I EN DS
You can reduce the risk of a woman with ovarian cancer getting an infection
by doing the following:
• Wash your hands carefully if you are providing her with any direct care.
• If you are coming down with a cold or flu, stay away. Protect her from
crowds and from people who have infections and from children who have
been vaccinated recently.
• Make sure your nails are trimmed to avoid scratches.
• Offer to clean her cat’s litter box or any pet cages. Groom her pets for her.
• Be alert for fever. You can help take her temperature by mouth.

Neutropenia

Neutrophils are a type of white blood cell. They are the body’s first line
of defence against infection. Unfortunately, chemotherapy drugs cause a
reduction in neutrophils. Your absolute neutrophil count (ANC) is a measure
of your neutrophils. If your ANC falls below a certain level, you have a
condition called neutropenia and you are at risk for developing an infection.
Your ANC is measured in your pre-chemo bloodwork.
You may hear the word nadir in relation to your neutrophil count. The nadir is
your lowest white blood cell count level following treatment. It usually occurs
one to two weeks after you have received chemotherapy and is the time you
are at greatest risk for infection. Talk with your healthcare team about what
you can do to decrease your risk of an infection. What you do may depend
on the type of chemo drug you are receiving. Hand-washing is the most
important thing you can do to prevent infection.
If you develop an infection while your neutrophil count is low, it’s called febrile
neutropenia. If you develop febrile neutropenia, your care team may take
steps to help reduce the time that your neutrophils are low after your next
chemotherapy treatment. For example, you may be able to take medication
that will help your bone marrow make more white blood cells.
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Febrile neutropenia is serious and can be life-threatening. If you develop an
infection or a fever during treatment, especially if you have a low ANC, it is
very important for you to see your doctor right away.

Lymphedema

Lymphedema is a build-up of fluid in the body that shows up as swelling. It
is usually caused by a blockage in the lymphatic vessels. We have lymphatic
vessels and nodes throughout our bodies. The lymphatic system is part of the
immune system, and carries a watery fluid (lymphatic fluid) that collects waste,
excess fluid and things like bacteria and viruses out of body tissues.
There are many causes of swelling and lymphedema in people with cancer,
including surgery to remove lymph nodes and radiation treatments. Lymph
nodes are often removed during cancer surgery so that your doctors can look
for signs that the cancer has spread. Removal of the nodes can cause a backup of lymph fluid in nearby vessels, or channels.
If you have radiation treatments to destroy cancer cells, lymphatic vessels may also
be damaged, resulting in a blockage of lymph fluid flowing through these channels.
Lymphedema can also be caused by the following situations, not all of them
cancer-related:
• an infection
• the formation of scar tissue
• a tumour or mass in the lymphatic channel or pressing on the outside
of the channel, blocking the flow of lymphatic fluid
• blood clots
• heart disease
• liver or kidney problems

Lymphedema can be a short-term or long-term condition. Short-term
lymphedema is usually caused by surgery or radiation treatments. Once you
have healed, it will go away. Long-term, or chronic, lymphedema can occur
after surgery or radiation therapy or it may develop slowly over time, even
years after you have completed your treatment. Your healthcare team may
do some tests to determine the cause of your swelling.
If you have lymphedema in your legs, avoid standing or sitting for long periods of
time and avoid crossing your legs. Because infection can cause lymphedema, try
to avoid injuring your legs – cuts, scrapes or insect bites can lead to an infection.
An electric shaver, rather than a blade, is recommended for shaving. Similarly, use
caution when cutting your nails to avoid injury. Don’t cut your cuticles.
Talk to your healthcare team about treatment for your lymphedema. If it is caused
by an infection, you may require antibiotics. If it is caused by a blood clot, you will
require treatment. Report symptoms of an infection or a blood clot, such as pain,
fever, increased swelling, blisters, redness or warmth, to your doctor right away.
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Lymphedema can cause pain, stiffness, puffiness and tightness in your legs
that can lead to problems with walking and changes in the appearance of
your legs. Talk to your care team if you are having problems with leg swelling.
If you have been diagnosed with lymphedema, your healthcare team may
recommend compression therapy (special stretchy elasticized and customfitted garments), which helps decrease pain and swelling. You may also learn
more about special exercises and massage therapy to help keep fluid moving
in your body. Medications such as “water pills” usually do not help.
Lymphedema can be a lifelong problem. In these cases, the goal of treatment
is often to make you more comfortable and reduce symptoms rather than to
cure the lymphedema. Understanding your lymphedema and the goals of
treatment is important.

Nausea and Vomiting

Nausea and vomiting are very common concerns for women with ovarian
cancer. Chemotherapy can cause nausea and vomiting because it affects the
cells that line your stomach. It can also affect the part of your brain that controls
the feeling of nausea. When you have nausea, you feel sick to your stomach, as
though you need to throw up. Chemotherapy may also cause you to throw up.
Some women have nausea without vomiting, while others may vomit for a few
hours a day, or even longer after their chemo session.
The effects of nausea and vomiting vary from woman to woman. Some
chemotherapy drugs are more likely to cause these side effects than others. If
you have nausea and vomiting you will likely lose your appetite, so you may lose
weight because you are not eating or drinking enough. Nausea and vomiting
can also make you tired and decrease your ability to concentrate. It is important
to tell your healthcare team when you have experienced nausea and vomiting
so that they can tailor treatments and prevention strategies to help you.
CO N T R O L L I N G N AU S E A A N D VO M I T I N G
Medication

Medication (anti-emetics) can help stop or reduce nausea and vomiting
in many women. These drugs can be given in different ways: by mouth,
suppository (rectal tablets), injection or skin patch. If you aren’t able to take
the drug as a pill, ask to have it prescribed in one of its other forms. Several
different anti-emetic drugs are available. If you try one and it doesn’t help, it
may be possible to find another that does help.
•

•
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Speak with your healthcare team (your doctor, nurse or pharmacist) about
anti-emetic medication to control nausea and vomiting. If you are unsure
how to use these drugs, discuss your questions with the person who
prescribed them for you.
Take the medication as prescribed. For example, if it says to take it every six
hours, then take it every six hours even if you don’t feel sick. Don’t wait for
the symptoms to get worse.
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•

Ask about possible side effects of your anti-emetics. The most common
are constipation, sleepiness and dry mouth. For constipation, taking a natural
laxative just before chemo and for several days afterward may help.

You can also reduce your discomfort by making changes to your diet and
your environment.
Eating and drinking:
• Do not force yourself to eat when you are nauseated or vomiting.
• Speak with a dietitian about the kinds of foods you should eat.
• Eat small, light meals more often (rather than three big meals each day).
Eat slowly.
• Odours from hot food can make nausea worse. Eat cold foods or foods that
are at room temperature.
• Drink clear fluids such as water, diluted juices or tea. Suck on ice cubes or a
Popsicle. Try to take in about six cups (1.3 litres) of fluids every day.
• Eat bland foods – crackers, toast, applesauce, potatoes.
• Avoid spicy, fatty or very sweet foods.
• Sour candies (lemon-flavoured, for example) can be helpful.
• After eating, relax in a sitting or slightly reclined position – not lying down.
• If you have been vomiting, do not eat for four to eight hours or until vomiting
has decreased. Take sips of “flattened” ginger ale or broth to replace the
fluids you lost while vomiting.
• After vomiting, rinse your mouth with a mild salt solution or add a little
lemon juice to the water.
Other things that can help:
• Try chewing gum.
• Moderate exercise can help decrease nausea. Check with your doctor
or nurse about walking or cycling.
• Wear loose-fitting clothing that doesn’t bind around your stomach.
• Focus on things that distract you and help you relax, such as listening to
music or reading.
• Get lots of rest.
• Fresh air can help – go outside and breathe deeply and slowly.
• Practicing relaxation techniques can help.
When to call the doctor

If you are vomiting, keep track of how often you vomit and how much. Vomiting
for a long period can make you dehydrated and that causes other problems.
If you are still vomiting after 24 hours and it is not getting better, call your
doctor or nurse or go to the hospital emergency room. Also call your doctor
or nurse if:
•
•

you can’t swallow or keep down the medications that your doctor has ordered
side effects from the anti-emetics are making you feel worse
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F O R FA M I LY A N D FR I EN DS
There are ways you can help someone who is nauseated or vomiting:
• If she is vomiting, keep a container close by. Empty it for her and keep it clean.
• Help her keep a record of when she vomits and how much.
• Give her a cool cloth to wipe her face and a glass of water (with salt or lemon)
to rinse her mouth.
• Offer to make food or get drinks.
• If she is not vomiting, gently encourage her to eat and drink – but don’t push.
• Make sure she takes her medications if she loses track.
• Keep her surroundings clean and pleasant.

Neuropathy

Some chemotherapy drugs affect your nervous system. Peripheral neuropathy,
which affects the long nerves in the body that extend out from the spinal
cord, may be a side effect of chemotherapy. The peripheral nerves carry
information back and forth from the brain and spinal cord. When these nerves
are damaged, they have difficulty doing their job. The damage can cause
unusual sensations in the hands and feet.
With peripheral neuropathy, you may experience:
• tingling
• numbness
• burning or freezing pain
• extreme sensitivity to touch
• loss of balance
• muscle weakness
• clumsiness
• difficulty picking up objects and buttoning clothing
• loss of temperature awareness

TREATMENT AND SIDE EFFECTS

Tell your healthcare team if you cannot feel your hands or feet. If you have
been tripping, falling or having trouble walking, you may require devices to
help you, such as a cane. If you are dropping things or having trouble picking
up small items or buttoning your clothes, tell your care team so that they
can help you.
PR E V EN T I N G I N J U R Y

When you have neuropathy, you could injure yourself more easily.
Reduce your chances of an injury by taking these steps:
• Call your doctor right away if you lose feeling in your hands or feet.
• If your fingers get numb, be careful with objects that are sharp or hot.
You could hurt yourself without knowing it.
• Use caution with hot water bottles and heating pads.
• Move carefully. Use handrails on stairs and when getting out of the bath.
Use a non-slip mat in the shower.
• Protect your feet with sturdy shoes with non-slip soles both inside and
outside the home.
• Remove throw rugs in your home to prevent slipping and tripping.
• Check your feet regularly for sores.
• If your hands and feet feel as though they are burning, soak them in cool,
not cold, water.
• Move and massage your hands and feet gently.
• Walk and do gentle exercises to help your circulation and to reduce discomfort.
•

Ask to see an occupational therapist. He or she may be able to find aids
to help you with daily tasks.

S PEC I A L R E S O U R C E
•

See Chapter 6 on Exercise for suggestions on dealing with neuropathy.

You might also have other problems in your nervous system, including jaw
pain, muscle soreness, ringing in the ears and hearing loss. Sometimes
chemotherapy drugs can make muscles weak, tired and sore. Peripheral
neuropathy can occur near the start of chemotherapy or when chemotherapy
is finished. Symptoms may improve, stay the same or get worse.
Although these side effects can be alarming, they are usually not serious if
caught early. If you experience any of these symptoms, tell your doctor right
away. It may be possible to change the dose of your chemotherapy drugs
or to try another drug. Sometimes vitamins or medications that the doctor
prescribes can help prevent or relieve the discomfort.
The symptoms of neuropathy are, in many cases, temporary and will likely go
away, although it may take several months. Sometimes, however, the nerve
damage is permanent.
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Skin Reactions from Radiation

Your skin may become red or dry and flaky in the area where you are receiving
radiation therapy. Tell your radiation therapist, nurse or radiation oncologist if
you experience these side effects so that they can offer the help you need.
The following suggestions may also help you care for your skin:
• Gently wash the area with lukewarm water and mild soap
(such as Dove or baby soap). Pat the area dry with a soft towel.
• Do not rub or scrub the skin.
• Wear loose clothes over the area.
• Wear cotton clothing next to the skin.
• Never put anything very hot or very cold on the area (for example, a heating
pad or ice pack).
• Use a moisturizing cream on the area, such as unscented Lubriderm or
Glaxal Base. Use the cream after your treatment and every evening.
• If you get a rash or if your skin becomes red or itchy, tell your radiation
therapist or nurse.
• Many women have found that drinking lots of fluid is helpful during the
course of their treatment.

•
•
•
•
•

You may have mood swings or feel depressed.
Your body shape changes. More weight may accumulate around your hips.
The texture of your hair (including pubic hair) changes, becoming finer.
Surgical menopause may negatively affect your short-term memory.
Some women have problems sleeping.

D E A L I N G W I T H M EN O PAU S E S Y M P TO M S
Gentle exercise can help you cope with several symptoms of menopause. It may
ease hot flashes, help you sleep and increase your feeling of well-being. It also
helps slow down osteoporosis, a condition that makes the bones fragile. Women
who have gone through menopause are more likely to develop osteoporosis.
Eat a healthy diet with lots of protein and calcium. The protein helps build up and
repair your body. Calcium helps strengthen your bones. If you have mood swings
or are feeling sad, speak to your doctor about counselling or medications.
For some couples, getting used to changes in their intimate relationship can
be a strain. For more information about the effects of menopause on sexuality
and intimacy, see the section on Intimacy in Chapter 6.

Skin reactions usually disappear within a month or so of completing radiation
treatments. Some side effects may also appear sometime after radiation
therapy. Your doctor should discuss this with you. If he or she does not, ask.

You may find that certain things trigger your hot flashes. Keep track of what
you’re doing just before you have a hot flash to see if there is a pattern. Once
you know the triggers, you can try to avoid them.

Surgical Menopause

When both of your ovaries are surgically removed, your body enters
menopause immediately because your level of the hormone estrogen
drops suddenly. After surgery to remove your ovaries, you may experience
hot flashes, mood swings and other signs and symptoms of menopause.
Menopause can also result from treatment with chemotherapy or radiation.

The following may help:
• Avoid hot rooms.
• Dress in layers that you can take off easily. Cotton is best.
• Carry a fan.
• Avoid hot drinks. Take a sip of a cold beverage if you feel a hot flash coming on.
• Avoid spicy foods.
• Keep an ice pack near your bed, and use cotton sheets.
• Consider sleeping in light nightclothes or in the nude.
• Caffeine and alcohol can bring on hot flashes – it’s best to avoid drinks
that contain them.
• Take cool showers. Avoid sitting in hot tubs.
• If you smoke, consider trying to stop – it may help to reduce hot flashes.

S I G NS O F M EN O PAU S E
The signs of natural menopause and surgical menopause are similar, but they
may be more dramatic when you have had surgery.

The physical and emotional changes that sudden menopause brings can be
difficult, especially combined with the other things you’re dealing with.
Support groups, supportive people and counselling can help ease the burden.

Usually, menopause is a slow process that happens over a long period of
time. When a woman is between the ages of about 45 and 55, her body
naturally brings her childbearing years to an end. The ovaries stop releasing
an egg each month and this decreases the amount of female hormones
circulating in the body. Estrogen is the main female hormone that is affected.

Symptoms can include any of the following:
• You may experience hot flashes: you suddenly feel hot and your skin becomes flushed
and red. You begin to sweat. This sensation may last for a few seconds or much longer.
• The walls of the vagina become thinner and drier. This can make sex
uncomfortable, even painful. It can also make the vaginal tissue easy to injure.
• Your sex drive may be reduced because of the reduction in hormones (androgens).
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•

Visit these websites: menopausecanada.com and menopauseandu.ca.
Hyster Sisters Hysterectomy Recovery is an online community of women
who give and receive support for hysterectomy decisions and recovery.
There is a gynecologic cancer forum on the site as well. Visit hystersisters.com.
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Taste Changes

Mental symptoms may include the following:
• short attention span
• trouble focusing on a task
• memory lapses or slowed thinking
• trouble recalling dates, events, names or words

Taste changes can dull your appetite. You may also be coping with other
effects of therapy that affect your desire to eat. Although you may not feel like
eating, your body needs the nutrition more than ever during your treatment.
Eating healthy food helps you keep up your energy and fight the cancer.

If you experience these or other thinking and memory problems, try these
strategies to help you cope:
• Decrease any clutter around you.
• Be as organized as you can:
		 - Make lists.
		 - Use “sticky notes” or other reminders.
		 - Use a calendar or journal.
• Do mental exercises, such as puzzles and math problems.
• Try to reduce stress with exercise, meditation, music, humour or
whatever works for you.
• Ask for help.

Chemotherapy drugs can change the way food tastes to you. You may find
that everything tastes like metal or has a strange flavour. Foods that once
seemed sweet may now taste sour. Each person’s taste is affected in a
different way. This change is usually temporary.

Here are some tips to help you with taste changes and to keep you
well nourished:
• Choose foods that smell and look good to you.
• Choose foods that don’t leave a strong aftertaste.
• Use seasonings, spices and herbs such as rosemary, basil and mint to
flavour your food.
• Eat food cold. It may reduce changes in the taste.
• Tart foods may help overcome the metallic taste. Try diluted citrus juices,
lemonade, cranberry juice and pickles.
• Ginger and mint flavours may help reduce metallic tastes. Try ginger ale
and mint tea.
• Instead of tea and coffee, you might prefer lemon with hot water or cold
drinks instead.
• Choose high-protein foods whenever you can. These include nuts, yogurt,
beans (legumes), peas, tofu, eggs and cheese.
• Boost your diet with foods such as Carnation Instant Breakfast, eggnog
or meal supplements.
• Brush your teeth often.
• Some women recommend using a tongue scraper. You can purchase
one at a drug store.
• Rinse your mouth with a solution of one cup (250 mL) of water and half a
teaspoon (2 mL) of baking soda.
• Sometimes using plastic utensils helps if food tastes metallic.
• Keep trying a variety of foods. You may find something new that agrees with you.

A dietitian may be able to help you find foods you can eat and suggest
foods you may wish to avoid during your chemotherapy treatments.
(For more information, see the section on Healthy Eating in Chapter 6.)

Thinking and Memory Problems

Women experiencing cancer and cancer treatments often say they have
problems with their memory or ability to concentrate or think. They may
refer to this situation as “chemo brain” or “chemo fog”. The causes of these
problems are not well understood.
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Complementary and
Alternative Therapies
Many women with ovarian cancer are interested in using complementary
medicine in combination with conventional medical therapies to treat their cancer.
Women may use these therapies to help relieve stress, to lessen the impact of
side effects and to promote a feeling of wellness. Complementary medicine
includes a range of options. The ones most frequently used are discussed below.
Many healthcare professionals will support your right to try complementary
treatments. It is important to let your doctors and the rest of your care
team know if you are using any of these therapies. Also, discuss your
cancer treatment with your complementary therapy practitioners. Open
communication will help ensure that the therapy does not interfere with your
chemotherapy or other conventional treatments.
Occasionally, women explore the use of alternative therapies instead of
conventional medical treatments. Healthcare professionals have been
reluctant to support alternative therapies because the benefits and harms
of using only these therapies in cancer are not based on scientific evidence.
There is concern that patients may reject the standard therapies that have
been clinically tested, or that unregulated healthcare practitioners are offering
false hope for their own profit. It is important that you make informed choices
about the treatment options available to you.
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Outlined below are some of the more common complementary therapies:
Homeopathy uses remedies made from plants and minerals that are selected
according to a patient’s symptoms.
Naturopathy uses herbs, nutritional supplements, dietary changes,
homeopathy and other remedies to support the healing power of the body.
Traditional Chinese Medicine combines acupuncture, Chinese herbs and
diet changes.
Acupuncture may be used to treat nausea, fatigue, pain, anxiety and
depression. Originating in Asia, acupuncture is one of the oldest forms of
medicine. During treatment, the therapist uses small, sterilized needles at
specific points on the body to promote healing and well-being.
Massage therapy may help circulation, ease tension and promote healing
through hands-on techniques. There are different types of massage, including
Swedish massage, therapeutic touch, Reiki and Shiatsu. Some massage
therapists use only one of these techniques and some use several to help
you attain a deep sense of relaxation and relief from uncomfortable physical
and emotional symptoms. You can discuss the various techniques with your
practitioner to determine the best approach for you.
Meditation may increase your sense of well-being. There are many different
kinds of meditation, and they vary in their spiritual focus.
Visualization and hypnosis are forms of relaxation therapy that work on the
principle that body and mind affect one another. Just as the mind and body
learn to become tense, they can also learn to relax and initiate positive
feedback loops to increase a sense of well-being.

To try any of these complementary therapies, go to a centre or a practitioner
recommended to you by someone whose judgment you trust. This will help
to ensure that what you are choosing is safe and appropriate for you. Discuss
with your complementary therapist all treatment you are receiving for your
ovarian cancer.
Here are some more considerations about complementary therapies:
• Is the practitioner licensed or regulated in your province or territory?
• Has the practitioner treated other cancer patients that you could talk to?
• What effect will the therapy have on your conventional cancer treatment?
• How does the therapy work?
• How much does the therapy cost? Is it covered by insurance?
• Sales people in health food stores are not trained as therapists or cancer
specialists. Be cautious of their advice.

S PEC I A L R E S O U R C E S
•

•
•

The Ottawa Integrative Cancer Centre is a branch of the Canadian
Naturopathic Association and specializes in cancer care and prevention.
Call toll-free 1-855-546-1244 or visit oicc.ca.
The British Columbia Cancer Agency has a Complementary Medicine
Education and Outcomes Program (CAMEO). Visit cameoprogram.org.
The National Center for Complementary and Alternative Medicine of the
US National Institutes of Health provides information about different
therapies. Visit nccih.nih.gov.

NOTES

Art and music therapy are creative outlets that may help women develop
ways to express their situation.
Tai Chi is a series of movements that may strengthen, relax and heal by
stimulating the flow of energy in the body.
Yoga is a series of postures and breathing exercises that strengthen,
stretch and relax the body and mind.

“I’m aiming to live a long life despite having ovarian cancer but
I know that it could be a much shorter life. So I focus on doing
the things that keep my mind, body and spirit strong. My priorities
have changed in how I want to spend my time.”
— ANITA —
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Treatment Diary

TREATMENT AND SIDE EFFECTS

Questions & Notes About Treatment

Keeping a treatment diary can be a helpful tool as part of your ovarian
cancer journey. You can use these pages to record your treatment
experience, which could include surgery, chemo or radiation, what side
effects you may have encountered, and what helped you feel better.
Many women find it useful to track their energy levels as well. You can
discuss these points with your treatment team, and you will have helpful
reminder notes of your experience if needed.

Treatment Details
Type of Ovarian Cancer
Stage of Cancer
Grade of Tumour

Medication Used During Treatment

You can list any medication (chemo drugs, prescription, or otherwise)
taken during your treatment.
Name(s) of Medication

“Hope is being able to see that there is
light despite all of the darkness.”
— DESMOND TUTU —
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INTRODUCTION

NOTES

CH A P T E R 6

Caring for
Yourself
Being diagnosed with ovarian cancer
affects your whole being, not just
your body. This chapter will provide
you with tips and advice that you
may find helpful to gain strength,
encouragement and motivation to
live well even during one of the most
difficult times of your life.
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Healthy Eating

Good nutrition is important throughout your life, but especially when you
have cancer. Eating well can help you keep your strength and energy levels
up before, during and after treatment. Getting all the nutrients your body
needs can help you fight infection, heal and recover faster from surgery
and other treatments.
What you eat during treatment might be different from usual healthy eating
guidelines because of side effects you may be dealing with. See Coping with
Side Effects in Chapter 5 for nutrition tips to help manage these side effects
and still get the nutrients you need. Try to make whatever amount you eat
count nutritionally.
After treatment, it is important to have a healthy body weight. Being
overweight can increase your risk of other types of cancer and chronic
diseases such as heart disease and type 2 diabetes. If you are underweight,
your immune system may not be at its best, making it difficult to protect
yourself from illness and infection. You may also feel weak and tired. Ask your
doctor or dietitian what a healthy weight is for you.
To get to and keep a healthy body weight and lower your risk of chronic
diseases, try the following:
• Have a balanced meal and choose a variety of nutritious foods.
• Try filling your plate this way:
		 - half with vegetables
		 - one quarter with protein-rich foods that are low in fat, such as a chicken
			 or turkey breast without the skin, fish or beans (legumes) and lentils
		 - one quarter with grain products such as rice or pasta or starchy vegetables
			 such as potatoes or squash
• Eat more vegetables and fruit in a variety of colours.
• Choose foods that have lots of fibre if you can tolerate them. Fibre-rich foods
include vegetables and fruit; beans, peas and lentils; and whole grains such
as brown rice, millet and whole-grain barley.
• Choose low-fat milk products or milk alternatives fortified with calcium
and vitamin D.
• Have two to three tablespoons (30–45 mL) of healthy fats each day,
such as olive oil, nuts and avocados.
• Avoid sugary drinks and eat less added sugar. There is no need to limit
sugar naturally found in foods such as fruit and milk products.
• Eat less red meat. Avoid processed meat such as bologna and hot dogs.
• If you’re thirsty, drink water. Most people need about eight cups (2 litres)
of fluids every day.
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For personalized nutrition advice, see a Registered Dietitian. Ask at your local
cancer centre or hospital or go to dietitians.ca/Find-a-Dietitian.aspx.
Visit ELLICSRkitchen.ca for healthy recipes for cancer survivors developed
by a chef and a dietitian. ELLICSR is the Health, Wellness and Survivorship 		
Centre at Princess Margaret Cancer Centre in Toronto.
Errey, S. & Simpson, T. (2007). Staying Alive!: Cookbook for Cancer Free 		
Living: Real Survivors—Real Recipes—Real Results (2nd ed.). Vancouver, BC: 		
Bellisimo Books.
Jung, K. (2008). Healthier Eating and Living with Cancer. Vancouver, BC: 		
Granville Island Publishing.

Exercise

Most of us have heard many times that exercise is good for our health, but exercise
for women with ovarian cancer is much more than a healthy lifestyle practice.
Research is showing that exercise can help you manage symptoms, make it easier for
you to take your treatments and improve your quality of life. Exercise may actually
help improve symptoms of fatigue. This may seem strange, but evidence suggests
that being active can actually give you more energy, improve your appetite and sleep,
and increase your feeling of well-being. Exercise is also a natural stress reliever.
If you were exercising before your diagnosis, you may wish to continue. If you
have not been exercising regularly, walking is an easily accessible aerobic
activity. It doesn’t need a gym and almost everyone can do it. Even a short
walk or some stretching is beneficial. Being outside, when weather permits,
and enjoying your surroundings can be relaxing and pleasant. Yoga and Tai
Chi may also be gentle methods of exercise for you to consider.
You should check with your doctor before starting any new exercise routine. A
qualified physiotherapist can help you get started on something suitable for you.

“Walking and going to the gym have been really helpful. It helped
me manage chemo and prepare for surgery. I liked seeing myself
in the mirror. At first I was frail but then I became this bald,
fit woman looking back at me and that vision reassured me!”
— ANITA —

The chemotherapy drugs used for women with ovarian cancer can sometimes
cause numbness and tingling in the hands and feet. This is called lowerextremity polyneuropathy. Research shows that simple balance exercises can
help decrease the numbness and tingling in the feet and also improve your
balance. One simple yet effective exercise to help overcome lower-extremity
polyneuropathy is the single leg stance. Stand on one leg for three to five
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minutes while maintaining your balance as much as possible. It can be difficult
at first, but with daily practice you will improve after several weeks.

Feelings

Women experience many emotions when they are diagnosed with ovarian
cancer. Every woman reacts in a personal and unique way. Sometimes women
are numb when they find out they have cancer. Others feel panic and some
are simply worried. Some feelings may come and go and others may last.
There are no rules about how you should feel.
The phase of your treatment and the state of your physical health can affect
many aspects of your life. This can include your thoughts and feelings, as well
as the stresses and strains from family, work, relationships and finances.

Being with another person who understands your experience may help you
deal with your feelings. You may have family members or friends you can
speak with openly about what you are going through. Some women want to
talk to another woman with ovarian cancer. Ask a member of your healthcare
team if they know of someone who would be willing to speak with you. You
can also contact Ovarian Cancer Canada for a recommendation, or connect
with a peer support program.
There may be an ovarian cancer support group you can join either in person
or online. If you can’t find a specific ovarian cancer group, there might be
other cancer support groups you could join. Women with ovarian cancer have
found these general cancer groups helpful as well.
“Cancer puts you in that club that you would not
choose to join, but since you are there, you are with a
lot of good people – you might as well get to know
them and fight the battle together!”

Talking about your feelings can help you and those close to you. Research
shows that talking to someone can decrease feelings of distress. For example,
letting others know that you are sad may lessen your burden and can help
them understand what is going on inside you. They can learn what you need
and offer you understanding and support.
“People often emailed me and told me they were thinking
about me. That helped my loneliness. Cancer does make you feel
alone inside. It’s a very solitary experience on one level.”
— ANITA —

If it isn’t easy for you to talk about your emotions, you can express them in other ways.
You could write down some thoughts in the Notes section of this guide or try writing
in a journal to document your journey. Some women draw, paint or do crafts.
The things you feel and experience may include the following:
• fear
• anger, irritability or resentment
• depression, sadness or tearfulness
• anxiety and worry
• loneliness
• helplessness or a lack of control over your life
• difficulty concentrating and making decisions
• change in appetite or sleep patterns (including nightmares)
• sense of unreality
• low or absent sex drive
• betrayal (by your body)
• self-doubt
• shame
• numbness and confusion – sometimes you don’t know what you feel
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You can also seek professional support from your family doctor, psychologist,
psychiatrist, social worker, counsellor or clergy member. See Chapter 7 for
information about support groups.

Anger

Anger is a feeling that can have different faces. It can mask other feelings
such as hurt, shame or guilt. It can be explosive, grumpy, grudging, resentful,
jealous, envious or bitter. It is normal to feel angry when life doesn’t go as you
expect. Having to live with a serious diagnosis like ovarian cancer can make a
woman feel angry.
If your anger doesn’t seem to have a focus, it can be very helpful to find
the cause. Who or what are you angry at? Do you somehow blame yourself
or your healthcare team? Are you irritated with family or friends who don’t
understand what you are going through? Understanding the cause may not
make the anger go away, but it is a helpful step.
A good way to express anger is to communicate emotions honestly and
in a way that will not intentionally hurt another person. For example, a
safe way to talk might be, “I felt hurt and angry that you didn’t take me to
my appointment.” This gives the other person a chance to explain what
prevented her from doing something she had promised, and you have
expressed what you feel.
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If you are able to let go of anger, that energy may turn into something that
can help your healing. The following are just a few examples:
• Exercise. Go for a short, brisk walk.
• Write in your journal, write poetry, write funny stories.
• Share what you are feeling with someone you trust – another woman
with cancer, a family member or a friend.
• Do something you love – create art or crafts, play music, bake, cook.
• See a social worker or counsellor to explore your feelings more deeply.

Anxiety

Anxiety comes from dealing with new situations as well as stressful ones.
Being diagnosed with cancer and going through treatment are both new
and stressful experiences.
When you are anxious, you may feel any of the following:
• nervous
• uptight or tense
• afraid
• worried
• panic
• that your life is out of control
Anxiety affects your body. If you are anxious you may experience any of
these symptoms:
• sweaty palms
• heart palpitations or a racing pulse
• difficulty breathing
• shaking or trembling
• upset stomach or “butterflies”
• your face becoming hot and flushed
• difficulty concentrating, relaxing or sleeping
Try these things you can do for yourself to help ease your anxiety:
• Take some time to make a list of all the things that concern you, no matter
how small. This might help you understand why you are feeling anxious and
help you figure out what you need to do.
• Do little things that make you happy. Take a short walk in the park and give
yourself a chance to feel like you’re part of nature.
• Practise relaxation exercises. Lie on your back or sit comfortably on a chair
and let tension drain from your body, one part after another.
• Bring humour into your life. Watch or read things that make you laugh.
• You need rest. Take naps.
• Learn something new to break away from old patterns. Try yoga, bird
watching or reading.
• Be patient with yourself. You don’t always have to be strong. You don’t
always have to manage everything.
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If the anxiety persists, or if it feels overwhelming, ask your doctor about
prescribing anti-anxiety medication until you are feeling more settled.
“Friends have helped me over many a hurdle! They ask how
I am, but are fine with an ‘OK’ response! They get in touch frequently
and suggest fun things to get me out. They are my rock!”
— LYN —

Depression

Dealing with ovarian cancer can make a woman feel sad and low. You may suffer
many losses because of the disease. Feeling depressed is not a sign of weakness.
Talking to others about what you are feeling can help you deal with it.
Sometimes depression is a side effect of the medications you are taking. For
this reason, you need to discuss how you are feeling with your healthcare team.
The symptoms of depression include the following:
• loss of appetite, or overeating
• problems with sleeping (for example, insomnia, early awakening or oversleeping)
• loss of interest or pleasure in ordinary activities
• irritability
• apathy (not caring about anything)
• tearfulness
• problems with concentrating and forgetfulness
• medicating yourself with drugs or alcohol
• thoughts of suicide

If you have several of these symptoms and they last for two weeks or longer,
it is important that you speak with members of your care team about a referral
to a social worker, psychiatrist, psychologist or other professional counsellor.
Your doctor can also prescribe medication in addition to counselling.
You can also take steps to help yourself:
• Reach out to others. Consider setting a schedule to call one friend every
day (or every week) or set a time when they can call you.
• Do activities you enjoy with friends. It gives you something to look forward to.
• Consider helping someone else. It may distract you from your own problems.
• Alcohol can make you feel more depressed, so avoid it.
• Every day, set small goals for yourself that you can accomplish.
• Join a support group.
• Find someone who will just listen but will not give you advice or judge you.
Just sharing your thoughts can lift the burden.
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“Don’t give up – reach out for help. Connect to a support group –
don’t do this alone. There is hope – keep up the fight. You have
to be your own advocate. Keep planning for the future – make
sure you have some positive things going on in your life, things
to look forward to and goals to reach. Take care of yourself
but focus on helping and supporting others.”
— ANITA —

F O R FA M I LY A N D FR I EN DS
When a woman you love has been diagnosed with ovarian cancer, you can
provide emotional support. Do what you can to create a comfortable atmosphere.
• Just listen. Being with her if she is confused, hurt or angry, even if she does
not want to talk about her feelings, is an enormous help.
• Avoid giving advice, making judgments or offering false reassurance.
• Let her know that she can express her emotions to you whether they are
positive or negative. She doesn’t have to act upbeat if she doesn’t feel like it.
• Express your true feelings. Saying “I’m scared for you” or “I don’t want to lose
you” shows her that you are concerned.
• Allow her to make her own decisions. Accept that they might be very different
from what you would choose to do.
• You may be in a better position than she is to assess her depression. If she
is feeling very low, she may need your help to get the professional help she
needs. If symptoms of depression last for two weeks or longer, tell the doctor
and healthcare team.
• Take thoughts and talk about suicide seriously. Tell her doctor and other
care team members immediately.

Intimacy

Most women diagnosed with ovarian cancer report changes in their sex life.
Many of these changes will become less noticeable after treatment is over, but
some changes may mean you need to learn new ways of being intimate.
Many physical changes take place when you have ovarian cancer. Removal
of the ovaries may have a major impact on your life as you will enter surgical
menopause. The hormones (estrogen, progesterone and testosterone) that
affect fertility and sexual response are no longer being
Many emotions may come
produced. As a result, you not only lose the ability
up about sexuality in the
to have children (if you are still in your childbearing
years), but your sexual response also diminishes.
course of your life with

the disease. Don’t judge
them – listen to them.

Other treatments for ovarian cancer can influence your
sexuality and feelings of intimacy. Treatments may make
you tired physically and emotionally. As a result, being intimate may become
less of a priority for you. Treatments might affect your appearance, and you may
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feel less sexually attractive. Simply coping with the stress of a serious illness can
lower your desire for physical intimacy.
Sexuality includes feelings and actions associated with loving someone,
not just “sex”. It includes – but is not limited to – touching, holding hands,
hugging and kissing. Warmth, caring, physical closeness and emotional
intimacy are part of the whole relationship with someone you love.
Lack of control is a common theme for women undergoing treatment. Any
way you can foster a sense of control in your intimate relationship will likely
help. For some women, maintaining a sexual connection with their partner
may be important to the healing process, especially since a cancer of the
reproductive system can threaten their sense of “womanliness” or desirability.
You may still find pleasure in physical intimacy during your treatment. It is also
possible that intimacy will take on a new meaning and character.
Try these approaches to manage the changes in your sex life:
• Set the agenda concerning sexual expression. If you have a sexual partner,
this can mean setting the pace for how often, under what circumstances and
in what form sexual feelings are expressed.
• It might feel best to take a break from sex if your energy is low.
• Physical closeness can be very comforting. How this closeness is expressed
varies from woman to woman. It depends on your energy level and any
discomfort you may be experiencing. You might want to cuddle or you might
feel up to more energetic activity.
• If you have vaginal dryness you can buy water-based lubricants and vaginal
moisturizers at the drug store to make up for the loss of natural vaginal
lubrication. These products can make sex more comfortable. Avoid oils or
Vaseline because they can cause irritation or infection.
• Be creative to figure out what feels good. For intercourse, certain positions
may be better than others. Maybe there is a time of day when you are feeling
more energetic.
• A sense of humour and patience are a great help.
• Sometimes people dealing with sickness and mortality express their fears
with “all out” behaviour that involves many new sex partners. Remember that
it is important to protect yourself from the added complications of sexually
transmitted diseases.
• If you are experiencing a decreased sex drive, talk with your doctor about
hormone replacement therapy to deal with the hormone imbalance caused
by ovary removal.

If you are struggling with these issues, consider counselling. Members of
your healthcare team, including doctors, may not have received training to
counsel patients on sexuality or how treatment might affect your intimate
relationship. If your oncologist can’t help you, ask your nurse, family doctor
or social worker.
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F O R YO U R S P O U S E O R PA R T N ER
People have all sorts of responses to illness, especially an illness such as cancer.
You may express this in many ways, including sexual withdrawal. While this might
be a relief to some women, others might feel rejected. Your feelings for your
partner are a very important factor in sexual expression. Keep communication
between you open and loving.
You may have some of these thoughts:
• Your sexual desire may lessen if you now see her as a sick person rather
than as your lover.
• You may be afraid of hurting her or making her condition worse, or you may 		
feel that it is wrong to be sexual with someone who has cancer.
• Sometimes people worry that as a sexual partner you might “catch” the
cancer or be affected by the drugs the person is taking.
Here’s what you can do to help your partner:
• Learn more about how ovarian cancer and treatment affect a woman’s body
and emotions. Understanding the physical causes of the changes she is
going through is one way you can support her.
• Because her vaginal lining may have become thin and dry, intercourse may
be uncomfortable or even painful. Foreplay may need to last longer before
intercourse. Use water-based lubricants.
• Understand that her sex drive may be low for a number of reasons: she no
longer produces sex hormones, she may be tired from her treatments and
she is dealing with a lot of changes in her life.
• Recognize that you can experience physical closeness without intercourse.
• Be creative.
• Talk with your family doctor or a professional counsellor if you need to.

S PEC I A L R E S O U R C E S
•
•
•

•

Katz, A. (2009). Woman Cancer Sex. Pittsburgh, PA: Oncology Nursing Society.
Katz, A. (2009). Sex When You’re Sick: Reclaiming Sexual Health after Illness
or Injury. New York, NY: Praeger.
Kaufman, M., Silverberg, C. & Odette, F. (2007). Ultimate Guide to Sex and
Disability: For All of Us Who Live with Disability, Chronic Pain and Illness.
San Francisco, CA: Cleis Press.
Schover, L.R. (1997). Sexuality and Fertility after Cancer. New York, NY:
John Wiley & Sons.

Spirituality: Your Inner Resource

You may feel that you have lost a sense of purpose and meaning when you are
diagnosed with ovarian cancer. These are parts of your spirituality. A serious
illness can change how you see yourself, and it can change your relationship
with others, with the world and with your understanding of a Higher Power.
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Paying attention to your spiritual side may help you find or keep a sense of
who you are and what is important to you right now. It may give you the
courage and strength to face what lies
Nature, art, music and meditation
ahead. There are many different ways to
may bring you spiritual peace.
explore and express spirituality. Find
out what feels right for you.
Perhaps spending time with a pet or

writing in a journal helps. Find out
what brings you hope and strength.

Religion is just one way to express
spirituality. If you are part of a particular
faith community, praying, reading sacred texts or talking to your faith
leader can help. Friends from this community can be a great source of
comfort and encouragement.
Discovering what helps you to feel a sense of grounding, or hope, in daily life,
even if it is only for moments at a time, may give you some inner strength. You
can explore what kinds of experiences strengthen you. Some women call these
experiences their personal “soul-medicines”.
Soul-medicines can be anything that gives you comfort, strength and inner
balance, such as:
• people you feel accepted by and close to
• nature
• special objects that are sacred to you
• moments of quiet, prayer or meditation in nature or looking out a window
at the sky or a garden
• spiritual rituals or readings from a faith or wisdom tradition that you are
drawn to or are already a part of
• music or art

At times, a diagnosis of cancer may lead you to question and doubt what you
used to value and believe. You might feel angry at or betrayed by God, by
life, by Fate. Many feelings may rise up – you may feel angry, sad, powerless
or anxious. Acknowledging and expressing these emotions may help you care
for your spirit. Talk to someone who will listen to your hopes, fears, doubts
and concerns. Doing this may help you feel more in control and enable you
to carry on.

“Joy, well-being and fitness are vital to survival. Through my
10-year journey with ovarian cancer, continuing to dance
kept a smile on my face and neuropathy out of my feet. I was
sure if dancing made me this happy, I might as well dance.
It would be my best medicine.”
— HELEN —
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•

•
•

•
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CH A P T E R 7

Support for
Your Journey
Emotional and practical support is important
during and after cancer treatment. People,
groups, organizations, information and services
are available to provide that support.
Having cancer changes your life, certainly
in the short term, and many women reach
out for assistance in a variety of ways.
This chapter outlines some of the different
kinds of support you may find helpful.
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A variety of cancer support organizations across Canada, including Ovarian
Cancer Canada, offer different kinds of support programs in their local
communities. These programs can include support groups, art therapy, yoga,
exercise classes, peer-to-peer counselling, nutrition classes, educational
resources, financial information and relaxation techniques. You can ask about
these community organizations at your local cancer centre or contact Ovarian
Cancer Canada for more information. Also, see the list of resources and
organizations at the back of this guide.

“I have learned two lessons that I think are the hardest for a
modern woman to learn: to stop being a super woman for everyone
else and put myself first and to ask for help.”
— C ARRIE —

S PEC I A L R E S O U R C E
The original You Are Not Alone guide included a video that shared the stories
of seven women and their journeys with ovarian cancer. Filmed in 2002, this
footage is now available online at vimeo.com/110363897.
The password is YANA2014

Support Groups

A support group is a group of people with common experiences or concerns
who can provide each other with encouragement, comfort and information.
Groups can meet in person or online. A support group can give you the
chance to talk with other women who are going through experiences like
yours. By talking with other women, you may get practical information you can
use or you may just find that you feel less alone.
Being in a support group may help you cope, communicate and live better
with the cancer. Also, sharing what you experience can help other members.
A support group can be a safe place to talk about things you might not be
able to share with others. Some women find that they can speak more freely
with others who are on a similar path. You can join a support group at any
time during or after your illness and treatment.
If you join an ovarian cancer support group, you will hear the stories of other
women and you will be invited to tell your own. As you hear stories, you may
feel many emotions. You may wonder if being in a group is right for you. This is a
normal part of the group process. Before you make any decision about becoming
a group member, try to attend at least three meetings. That way you will become
part of the group process, helping to build comfort and trust among members.
Women who live in cities may find a number of ovarian cancer groups they can
join. In towns, and especially in rural areas, it may not be possible. In some
104

communities there may be a support group available that includes people
with a variety of cancer diagnoses. Sometimes you may need to look at other
options if there are no support groups close by. For instance, telephone
contact with other survivors can be a way to share information and thoughts
with other women with ovarian cancer.

“I found that I did not want to burden my family and
friends (although they heard their fair share) with the emotions
of cancer; I found talking to other women who were going
through the same things was the most helpful – they understand.
No one else can really ‘get it’.”
— MARILYN —

There are many types of support groups. They can work in different ways
or have a special focus:
• A professional (such as a social worker, psychologist or nurse) may lead some
groups. Peer leaders (who have had cancer themselves) may lead others.
• Some groups are only for women with ovarian cancer, but you may be able
to join a group for women with other gynecologic cancers or a group made
up of people (men and women) with different cancers.
• Some cancer support groups are offered for people who share a specific
culture or language.
• Some groups are large and have a specific program with guest speakers
at every meeting. Others have unstructured agendas.
• Some groups are free. For others you may have to pay a fee.
• Groups may meet at hospitals and cancer centres or elsewhere in the
community. Some groups just meet for lunch.
• There are support groups and “chat rooms” that meet online, with each
woman sitting in front of her computer at home. These are ideal for many
women – those who live in rural areas as well as those in cities.
• There are other groups for caregivers as well.

In addition to cancer support groups, other groups in your community can
support you. These might include interest groups or classes at women’s
centres, at your place of worship, at a community centre and so on.

“Joining my support group has been the best thing
I’ve done for myself since receiving my diagnosis. I have gained
so much knowledge about my disease, tips and ideas on how to
manage side effects, knowledge about navigating the structure
of our cancer centre and have received the love, support and
encouragement that only a fellow survivor can give.”
— C ARRIE —
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Finding a Support Group

•

Get in touch with your regional office of Ovarian Cancer Canada for information
about support groups in your area. CancerChatCanada, in partnership with
Ovarian Cancer Canada, offers an online support group for ovarian cancer survivors
at cancerchatcanada.ca. CancerChatCanada also offers groups for caregivers.

•
•

The Canadian Cancer Society provides peer support by telephone and online.
Call 1-888-939-3333 or visit cancerconnection.ca.
The Cancer Support Community provides a variety of online resources and a
chat room. Visit cancersupportcommunity.org.
S U PP O R T G R O U P S A R EN ’ T F O R E V ER YO N E
Being a member of a group is up to you, so don’t feel obligated to join one.
Some women prefer to talk to other individual survivors on the telephone.
Sometimes women want to see a professional (a social worker, clergy member
or counsellor, for example) for one-on-one support.
Online discussion forums may be useful for women who don’t like to be part
of face-to-face groups or who are unable to get to meetings. As a member of
an online community, you can be as active as you like or you can stay in the
background and just read the discussions.

“Many people will try and offer advice, and it may not always
be helpful! I often heard ‘think positive!’ This can be very
hard when you are living with this diagnosis. Take one day at a
time, and you will find what works for you. It may be a support
group or centre, yoga or meditation on your own at home.
You will find when the time is right for you to explore options
available to you, and what feels right for you.”
— LYN —

Practical Support

Sometimes you might need help at home with nursing services, home health
aids or general help to assist you with your recovery or to help maintain your
independence. Check with a social worker about home care and assistance
with meals. You may qualify for a home care program in your area or for Meals
on Wheels. Home care services can give you information about home and
community support and provide some coordination of services.
Here are some things to consider:
• If you have an extended health or other benefit plan, check what services
and equipment are covered and find out whether you need authorization 		
before purchasing them.
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A doctor or other healthcare professional’s requisition is needed for
Community Care Services and for some extended health plans, so ask
for a referral or letter.
The Canadian Cancer Society in your area may be able to provide
transportation by volunteer drivers locally and out of town.
Food banks can help if you find your budget tight.

Changing Roles

You and your family play certain roles in your relationships with one another.
You have certain ways of communicating among yourselves. Roles among
your family members will likely change because of your illness and treatment.
Whether you are part of a couple, a single parent or a woman living on your
own, you can expect this to happen with the people closest to you.
After your diagnosis and in the early stages of your treatment, there will be
a period of adjustment as family members adapt to role changes. You may
find that your husband or partner, children, parents, siblings and friends need
more attention at this time.
Set up a plan for the household. Some duties can be shared. For other
tasks, it may be best to have just one person do them. You will find some
things simply have to be eliminated. Be careful to make sure no one is
overburdened. Talk with one another kindly, be patient and reach out.
You may find that your children want to help – allow them to. They want to
feel as though they are contributing. As the person with ovarian cancer, you
need to save your energy. Ask others for help. You will often find that when
you ask, they are willing to help. You may need help with concrete things
such as transportation, taking the kids to school, childcare, shopping and
housekeeping. If you have the financial resources, consider hiring someone,
if only for a few hours every week.
If you are an older woman whose children live at a distance, tell them what is
going on. Chances are they will want to make themselves more available to
you and to keep in touch. This can be done by phone, email or letters.
If you live alone or your family is not nearby, it is extra important for you to
ask others for help. Who in your network can you ask? Perhaps the treatment
centre can refer you to resources in your community.
If you have pets, they can be a source of affection and unconditional love.
The time that you spend with your dog or cat can be very satisfying.
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It can feel overwhelming when someone you care about has been diagnosed
with cancer. Caring for someone who has a serious illness can take its toll.
Throughout this guide we’ve described ways you can help a woman diagnosed
with ovarian cancer. But it’s also important to take care of your own physical
and emotional health.
Here are some ways to look after yourself:
• Recognize your own needs and feelings. Perhaps her illness makes you feel
guilty about being healthy. Perhaps you have become afraid of getting cancer
and facing your mortality. When you understand and fulfill your own needs,
you are in a better position to be genuinely helpful.
• Gently remind yourself that it’s not up to you to make everything better.
• Realize that you may feel depressed and need support for yourself. Get out of
the house. Exercise. Maybe a support group can help. Consider seeing the
social worker on your loved one’s healthcare team – you can get his or her
name and number from the nurse or doctor on the team.
• You may know other people who have a spouse with cancer and these friends
or acquaintances may be people you can share your feelings with.
• Find support services in the community that you both can use. These may
include centres in the community for cancer patients and their families as well
as professional counsellors.

S PEC I A L R E S O U R C E
Visit the Caregiver Action Network’s website at caregiveraction.org.

Counselling/Professional Support

Sometimes it is necessary to reach out for professional help for you or your
family. This is quite common so you shouldn’t feel embarrassed or ashamed.
You are dealing with many things happening to you at the same time and it is
normal to sometimes feel overwhelmed, confused or sad.
If you feel you need some outside help, here are some places to start:
• Ask at the treatment centre or hospital where you are being treated.
• If you have health benefits through your employer, those benefits may
include a free Employee Assistance Program.
• Check with your local municipal or provincial family services office.
• Ask a trusted friend, family doctor or faith leader for a referral to a
respected and qualified counsellor or therapist.
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Your Financial Map: Resources,
Programs and Coverage
Many women have financial worries when they are diagnosed with cancer:
What will happen to my income? How long will I be off work? What financial
benefits might I receive? How will I pay for any treatment expenses not
covered by my health plan? Will I be able to travel?
The funding and financial resources available for each person are unique,
based on income, contributions to various programs, assets and options.
You may use a combination of resources.

Managing Your Finances

You can take a number of steps to manage your finances while you are
receiving and recovering from cancer treatment:
Make a plan. What money and coverage can you access? How much can you
expect and when? Learn all you can about the income programs that might be
available to you (see below). You will need to know if they are asset-tested (that
is, support is based on how much money you have). It is also important to know
about the various definitions of illness or disability that are used in order to qualify.
Find people and agencies to support and guide you. Do you have any
friends who know a lot about finances and who can help you? Do you know
people with cancer (or other serious illness) who have gone through this and
can give you advice? Your hospital social worker, government programs,
community agencies and community legal clinics can all help. You may also
wish to consult a financial advisor or a credit-counselling agency.
Use the Internet. Most government programs have a website. A number of
disability groups have information that may be relevant to your situation.
Get your doctor’s help. You will need to ask your doctor to provide medical
records and to fill out forms. He or she will have to complete them with all the details
and within deadlines. Ask your doctor if you will be billed for this service. Is your
doctor willing to help you with this? Does your doctor believe that you meet the
criteria for various programs? Understand that it may take some time for your doctor
to complete the necessary paperwork. Ask well in advance of your deadlines.
Keep copies of medical reports. Make sure they are as detailed as possible.
You may need them if you apply for financial assistance and other benefits.
Keep a treatment journal. Write down any treatments, tests and procedures that
you have. Also make notes about how they affect you physically and emotionally.
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Be patient and vigilant. Working with government programs, health insurance
companies and community agencies will probably take a lot of time. Patience will
help you deal with the delays, bureaucracy and stresses that are bound to come up.

Sources of Financial Support

Income resources can be separated into four categories (discussed in
detail below):
• Contribution programs, including Employment Insurance Benefits and
Canada Pension Plan–Disability Benefits. Both of these are federal programs.
• Asset-tested programs, which are usually municipal or provincial programs,
sometimes called social assistance, welfare or disability benefits. Each
municipality and province operates under its own rules and legislation.
• Income programs from your employer, which may include short-term and
long-term disability payments.
• Personal assets that are unique to each person. These can include liquid
assets (easily turned into cash) such as savings, investments and retirement
savings plans, plus other assets such as life insurance policies and property.
Other valuable resources for coping with the cost of your illness include
medical and drug coverage. Coverage may be available through:
• extended health plans with your employer
• personal health plans you purchased yourself
• municipal or provincial drug benefits programs
•

SUPPORT FOR YOUR JOURNEY

2. A S S E T-T E S T ED PR O G R A M S
Provinces/territories and municipalities offer financial assistance to their
residents. Each province and city or town is different, so you will need to
find out what your province or municipality offers. Check the websites for
your province or territory and your municipality to find information about
income replacement and other programs for those dealing with an illness.
These programs are generally available to applicants who have a low asset
and income level. The following may be included:
•
•

•

3. I N CO M E PR O G R A M S FR O M EM PLOY ER S: S H O R T-T ER M O R 		
LO N G -T ER M D I S A B I L I T Y B EN EFI T S
Many companies offer their employees wage protection programs such as shortterm and long-term disability benefits. Learn all you can about what benefits your
company offers by reading your benefits book or by talking to someone in the
human resources office or to the claims adjudicator at the insurance company.
To apply for these benefits, you will have to complete an extensive
application process. Your doctor will need to provide documents to the
benefits or insurance company. You need your doctor’s support because
his or her medical evidence is extremely important.

federal drug coverage programs for refugees and refugee claimants

1. CO N T R I B U T I O N PR O G R A M S
Employment insurance benefits

If you have to stop working, you may qualify for Employment Insurance (EI)
Benefits. To access these benefits, you need to have contributed to the
EI program through your employment and to have worked for a required
number of hours. EI provides a special sickness benefits program.

Be discreet about giving out information to individuals other than the
insurance company. Your employer does not need to know details of your
medical condition. Consider how your employer knowing that information
might affect your taking a leave from your job or returning to that job after
being away for a time. To make sure medical information is confidential, it
should go to the insurance company, not to your employer.

To apply, complete the online application form at servicecanada.gc.ca and
submit a medical certificate and all Records of Employment received from
your employer.

Note that you are still an employee of the company while you are on shortor long-term disability.

EI sickness benefits are usually paid for a maximum of 15 weeks and pay
a maximum of about $500 a week. There is a two-week waiting period
before benefits start, and it usually takes at least four weeks to receive your
first payment. If you are still working part-time, employment earnings will
be deducted dollar-for-dollar from your EI sickness benefits.
Canada Pension Plan – Disability Benefits

Canada Pension Plan – Disability Benefits is a federal program for people
between 18 and 65 years of age. There are very strict eligibility criteria
for this benefit and a review of the application can take a long time. Visit
servicecanada.gc.ca for more information.
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emergency financial assistance, such as welfare or social assistance
provincial disability programs, which usually pay more and offer better
health benefits, such as drug, dental or vision coverage, and some
services for returning to work
coverage for special needs (such as wheelchairs, walkers and canes) and
home-healthcare needs

Short-term disability

Short-term disability payments cover a certain number of weeks away from
work and cover part or all of your wages. The amount of time covered and
the size of the payments depend on the benefits plan your employer offers.
Make sure you understand the answers to these questions:
•
•
•
•
•

What conditions apply and what do the benefits cover?
How do disability benefits work with EI benefits?
Do payments start right away or is there a waiting period?
How much does it pay?
What documents do you need to complete to apply?
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Long-term disability

disability waiver clause. If you are unable to work because of poor health
and cannot afford to meet the payments for your mortgage or car, this
insurance may cover payments and allow you to keep your home or car.
You will need to apply for this benefit and supply medical documentation.

What conditions apply and what do the benefits cover?
How does LTD work with short-term disability and EI benefits?
Will your LTD benefits be taxable income? (If you paid an LTD premium
when you were working, your LTD benefits may be tax-free.)
What is the definition of disability that will be used? Does your doctor
have enough information to support your application?
Will your LTD payments be reduced if you receive other income,
including Canada Pension Plan?

You may be able to cash in or sell investments, savings, retirement savings plans
(RSPs), and similar assets. Find out about the regulations, possible penalties
for cashing in the asset and the effect on your taxes. Speak with your bank
manager, investment specialist or financial planner about the pros and cons
of using these assets. If you have debts, credit counselling may also be helpful.

Long-term disability (LTD) benefits usually begin six months to a year after
you have stopped working because of ill health. The starting time depends
on the contract that was negotiated between your employer and the insurance
company. Make sure you understand the answers to these questions:
•
•
•
•
•

4. PER S O N A L A S S E T S
Before using any of the options described below, investigate them carefully. Read
all the documents related to the asset and ask a financial advisor or insurance
company about anything you don’t understand. Some of these strategies may
affect your eligibility for some government programs or may be taxable income.

Life insurance

Life insurance policies may be turned into funds you can use now.
Cash surrender policy. By surrendering your policy, you are in effect
cancelling the policy and taking back a small percentage of the full value
of the policy. Usually the amount you receive equals what you have
contributed to date through premiums. You will need to check your policy
to see if this option is available.
Disability premium waiver. If you are not able to make an insurance premium
payment, some life insurance companies offer a waiver of premiums for a
certain period of time. Your policy documents should give details about this
option if it is available to you.
Living benefits. These benefits are an advance on part of the value of a life
insurance policy, usually up to 50%. If your policy allows for this option, you
will need to supply medical documents from your doctor that indicate that you
have a shortened life expectancy, usually less than one or two years, due to
your illness. Your doctor will need to fill in various forms. Living benefits income
is taxable income. Each year that you survive, tax is taken off the remaining
amount. Upon your death, the amount that remains goes to your beneficiaries.

Other assets

Investigate other assets you might have. If you have made large purchases
such as a home or an automobile, you may have purchased insurance on
the loan. Some people also have insurance to cover credit card balances
and bank account overdrafts. This insurance may have a long-term
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Medical and Drug Coverage

YO U R PR OV I N C I A L H E A LT H I N S U R A N C E PL A N
Most of your healthcare costs will be covered by your provincial health
insurance plan. If you move to another province during your treatment,
find out how to apply for the provincial plan there. Ask if there is a waiting
period before you are covered. In most cases you have to be a resident for a
minimum of three months to obtain provincial health insurance. Your previous
province may continue to cover you until your new coverage starts.
If you are not covered for a period of time under the provincial plan, you may need
to think about buying private health insurance. If you purchase private insurance,
carefully review the policy because companies often do not cover some or any
costs related to a pre-existing condition (but will cover costs for other things). Ask
questions before you purchase the policy – it is better to be informed from the start.
If you travel outside Canada, you will need to know the following:
• What medical services will your provincial health insurance cover while you’re away?
• Will you need to pay up front for medical treatment you receive in other countries?
• Will you need to buy private insurance? Your travel insurance company will want to
know details about your health and about any illnesses that may exclude you from
their coverage. There may be limits on how long, and for how much, it will cover 		
you. Again, know the policy in detail before you buy it. In some cases, you may not
be able to purchase travel insurance because you have cancer.

PR OV I N C I A L D R U G PL A NS
You do not have to pay for medications that are given to you while you are in
the hospital. However, in most provinces, once you go home from the hospital,
you are responsible for the cost of any prescribed medication. Standard
chemotherapy drugs are usually covered by your provincial health insurance
plan, but other drugs may not be. These drugs may be covered under group
insurance through your or your spouse’s employer. If not, find out if there is a
provincial drug plan that can help pay for your medications. Not all provinces
cover all medications, so find out if the drugs you are taking are covered.
Ask your social worker if there are foundations or drug companies that may be
able to help with drug costs.
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•

•
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•
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If you are a veteran, a member of a First Nation, have a disability or are a
member of another group that may receive federal or provincial assistance,
check what benefits may be available to you.
Contact your local Health Authority or Community Care Services to have
a financial assessment to determine your needs and the costs involved.
Usually assistance is scaled according to your family’s income and assets.
The cost of nursing and personal care may be subsidized, but housekeeping
tasks, such as cooking and cleaning, may not be.
You may claim medical equipment, services and other expenses you
pay yourself as deductions on your income tax return. You may also be
eligible for the federal Disability Tax Credit. Find more information on
the Canada Revenue Agency website at cra-arc.gc.ca.
Find credit counselling in your area if you are in debt or want to consolidate debts.
If you have legal concerns, your local Legal Aid office or community legal
clinic may be of help.
Coping with Your Financial Concerns When You Have Breast Cancer
is a guide developed by Willow Breast and Hereditary Cancer Support.
There is a specific financial guide for each province. Call toll-free
1-888-778-3100 or visit willow.org.
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CH A P T E R 8

Moving Forward
After Treatment
Now that your treatment is finished,
you may have mixed emotions. You will
no longer be going for treatment,
seeing your healthcare team as often or
connecting with other women you may
have met on your journey. You may worry
about the cancer returning. These are
all natural feelings that many women
experience, and this chapter will help
you prepare to move forward.
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The end of treatment marks the start of a new phase in your journey. This can
be a hopeful time but also a confusing and perhaps a frightening one. It may
take a while to get used to not going to the cancer centre as often, but it is
also the beginning of moving forward with your life. It can be an opportunity
to think about all you have been through, learned and felt. You may not be
sure what the future holds but you are ready to carry on with life.

“When I finished treatment I was excited but also scared. It was
strange not to go to the cancer centre as often. I felt a little lost and
alone. I had been so busy dealing with my diagnosis, surgery and
chemo, I hadn’t really thought about much else. I was suddenly
faced with thinking about life after cancer. I wasn’t the same person
but it was time to move forward into the rest of my life.”
— MARILYN —

Follow-Up Care

Your follow-up care will be discussed with you and is based on the outcome of your
treatment. Usually your oncologist will schedule follow-up appointments every two
to four months for about two years, then every six months for about three years.
Some of the tests you can expect on these visits include the following:
• physical examination, including a pelvic exam
• complete blood count
• CA125
• blood chemistry
• CT scan
• ultrasound

The follow-up routine varies from doctor to doctor because opinions differ on what
is most effective. What you are experiencing, or clinical symptoms, will also help
the oncologist decide which tests to order. Ask your doctor about how he or she
will monitor your progress and let him or her know about any concerns you have.
Sometimes women decide to get a second opinion about their follow-up care.
After treatments are over, you may find that you are always watching for signs
and symptoms of relapse. Waiting for test results can make some women very
anxious. There may be other things that cause you to become anxious, afraid
or worried during this phase:
•
•
•
•
•
•
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Try these approaches to help you deal with your fears:
• Accept that there may be times when you feel angry, annoyed or sad.
• Take one day at a time. Be grateful for every good day.
• Do things you enjoy or that help you feel close to family members and friends.
• Pay attention to beauty – sights, sounds, tastes, smells.
• Take time to reflect on what you are going through. Writing in a journal can
be a helpful way to do this.
• Don’t rush into a routine – give yourself time. A lot has happened in your life.
• If you decide to go back to work, make sure the schedule is realistic for you.
• Share your thoughts with others – friends, family, a support group.
• If spirituality is a part of your life, you may wish to speak with the leader of
your spiritual or religious group.
• Get the support you need from your family doctor or the social worker or
counsellor on your healthcare team.

If at any time you are feeling depressed and hopeless, get professional help
right away from a social worker, psychologist or psychiatrist at your treatment
centre or in your community.

Returning to Work

If you were working before your diagnosis and treatment, the question of
when to go back usually comes up when you finish treatment. It can take a
long time to recover physically from all that has happened. How long depends
on your treatment – surgery, chemotherapy and/or radiation. It may also take
some time for side effects to fade.
You may also need some time to recover from the emotional impact on you
and your family and to regain a sense of control over your life. Give yourself
time to recover and resist the temptation to take on too much too soon.
It is important to discuss returning to work with your healthcare team and to
consider your personal situation and what is best for you. You are the one who
can best determine what you are ready for and when. You might want to ask
whether there is a return to work class or seminar in your area.

“You got through the hard work of frontline treatment.
You can do whatever comes next!”
— ANITA —

aches and pains
anniversary dates – when you were diagnosed, when you had surgery
a family member or friend becoming ill
a diagnosis or recurrence of cancer in someone you know
holidays
news about cancer in the media
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Ovarian Cancer as a Chronic Disease

Initial treatment (also called frontline treatment) can have more than
one outcome:
• Remission. This means there is no evidence of disease – sometimes women
call it “dancing with NED”. Normal CA125 test results, CT scans and physical
exams can indicate you are in remission. This could last for months or years.
Some women finish their frontline treatment and never deal with this disease again.
• Stable disease. This means that the cancer is still present (probably reduced
in size) and scans and tests reveal no change in your condition over time.
• Disease progression. This means the cancer is growing. If disease progression
happens during or soon after treatment, your doctors may change your
treatment plan. If disease progression happens after a period of remission
it is called a recurrence.

routines, your certainty about the future, your ability to have children. Sadness
or grief can come from any loss and it can take some time to heal. But at
the same time, you may have surprised yourself with how you have handled
different things that have happened. You may feel grateful for all the support
you have received and actually feel stronger and wiser from all you have
learned through your journey with cancer.
Cancer is something that has happened to you but is not the sum total of who
you are. You can blend all that has happened into your life experience and
move forward. It may take some time but with patience, endurance and hope
you can live a full life during treatment and beyond.

“Cancer has brought many blessings into my life. People look at me
strange when I say that but it’s true. My relationships with friends
and family are stronger than they were and I have been able to cast
off the negative thoughts I had about myself and my life and have
learned to appreciate the things I do have so much more as a result.
I have learned to make the most of every day.”

About 75% of women in Canada with ovarian cancer are diagnosed at stage
3 or 4. For many of these women, the cancer goes into remission for a period
of time but symptoms may return. Further treatment may be prescribed at this
point and some women may enter a clinical trial.
Increasingly, ovarian cancer is understood as a chronic disease with this cycle
of remission, recurrence and remission again. If ovarian cancer does recur, it
can be treated or stabilized over a longer period of time than in the past as
there are now more treatment options available.
If you are dealing with disease progression or a recurrence, please contact
Ovarian Cancer Canada for more information and resources.

“There is a bit of a dark cloud that lingers after treatment –
the cloud of wondering if it will return. I felt driven to do all
the things that I felt were important, to fulfill my life and do
unfinished business… I was able to do a lot of fun, interesting
things with people I love – not putting things off for a more
convenient time; I became more spontaneous.”
— MARILYN —

Living a Full Life

As time goes on, a “new normal” evolves. One woman described this state as the
point where you are living with cancer and living a full life. To help yourself cope
with a life-threatening disease, you may have shifted your perception of the future.
Many women express this as a change to living in the moment or focusing on today.

— C ARRIE —

S PEC I A L R E S O U R C E S
•
•

Magee, S. & Scalzo, K. (2007). Picking Up the Pieces. Moving Forward after
Surviving Cancer. New Brunswick, NJ: Rutgers University Press.
Boyd, G. & Hunter, L. (1995). Dancing in Limbo: Making Sense of Life After
Cancer. San Francisco, CA: Jossey-Bass.

In Conclusion

In the introduction of this guide, we expressed the hope that By Your Side will
help you and your family as you all negotiate the path of ovarian cancer.

We hope you follow your own path of healing.
We hope you take the time you need to heal.
We hope you know that there is much more to you than ovarian cancer.
We hope you have hope.

Being a woman diagnosed with ovarian cancer can be very complex and you
may have lost some things you took for granted: your health, your hair, your
122
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Getting Involved

NOTES

At Ovarian Cancer Canada, we are often contacted by women living with
ovarian cancer who are interested in volunteering with us. Sometimes family
members and friends want to get involved as well. There are many important
roles and opportunities for our volunteers. Each and every one contributes
to our ability to create awareness of the disease, provide programs and services
to women with ovarian cancer and their families, and fund vital research in
early detection, improved treatment and, ultimately, a cure.
These are some of the ways to get involved with us:
• raising awareness and helping to advocate
• supporting others
• participating in our Walk of Hope
• helping to raise money for our cause

If you want to get involved, please contact Ovarian Cancer Canada.

“I am a passionate volunteer for Ovarian Cancer Canada because if someone
with my family history and knowledge could be blindsided by this disease,
women with no information are completely vulnerable. Doing things for others
is temporarily distracting, therapeutic and good medicine.”
— HELEN —

The following are some highlights of Ovarian Cancer Canada’s accomplishments:
• leading the inaugural World Ovarian Cancer Day, which takes place each
year on May 8
• successfully advocating for the Parliament of Canada to declare September
as National Ovarian Cancer Awareness Month
• hosting Ovarian Cancer Forum 1999, Canada’s first national forum on the
disease, as well as Voices of Hope: Turning Up the Volume on Ovarian Cancer,
an international conference for the ovarian cancer community in 2008
• funding Canada’s first Chair in Ovarian Cancer Research at the University
of Ottawa
• funding the Canadian National Tumour Bank Network, which has sites in
Vancouver, Toronto, Ottawa and Montreal
• developing the first accredited online medical education course on ovarian cancer
• implementing Survivors Teaching Students ®, through which ovarian cancer
survivors help educate medical and nursing students in colleges and
universities about ovarian cancer
• establishing Seeds of Hope, a national e-newsletter for women living with
ovarian cancer and their families
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Glossary
Abdomen
The lower front part of the body
commonly referred to as the belly.
It contains the digestive, urinary
and reproductive systems.
Absolute Neutrophil Count (ANC)
The measure of a type of white
blood cells called neutrophils, which
help fight infection. If the count is
too low, you have a condition called
“neutropenia”.
Adjuvant Chemotherapy
Chemotherapy treatment given after
the main treatment used to rid the
body of cancer.
Alopecia
Hair loss from the scalp or body.
Alternative Medicine
Practices used instead of standard
treatments. The medical community
does not generally recognize
alternative therapies as standard or
conventional medical approaches.

Ascites
Abnormal accumulation of fluid in
the abdomen.
Asymptomatic
Having no signs or symptoms
of disease.
Benign
Not cancerous. Does not invade
nearby tissue or spread to other
parts of the body.
Bilateral Salpingo-Oophorectomy
(BSO)
A surgical procedure in which
both ovaries and fallopian tubes
are removed.
Biopsy
The removal of cells or tissues for
examination under a microscope.

ANC
An abbreviation for absolute
neutrophil count.

Blood Count
The number of red blood cells,
white blood cells and/or platelets
in a blood sample.

Androgens
Hormones that cause male
characteristics. In women they are
produced by the ovaries (along with
estrogen) and affect sexual desire.

Borderline Ovarian Tumour
A slow-growing low-malignantpotential tumour that may or may
not be cancerous. Usually affects
younger women.

Anemia
A shortage of red blood cells.
Anorexia
Lack of appetite for food.
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Anti-Emetic
A drug that prevents or relieves
nausea and vomiting.

BRCA1, BRCA2
Genes that normally help to suppress
the growth of tumours. A person
who inherits an altered version (a
mutation) of the BRCA1 or BRCA2
gene has a higher risk of getting
breast, ovarian or prostate cancer.
CA125
A protein known as a cancer marker.
Having an increased amount in the
blood may suggest the presence of
some types of cancer.
Cancer
The uncontrolled, abnormal growth
of cells that can invade and destroy
healthy tissues. Most cancers can
spread to other parts of the body.
Cancer Grade
A measure of how cancer cells look
and function compared to normal
cells and how quickly the tumour is
likely to grow and spread.
Cancer Stage
The rating or classification of a cancer
according to how far it has spread
in the body based on tests before
treatment. Also called “clinical stage”.
Cell
The basic structure of living tissue.
All plants and animals are made up
of cells.
Cervix
The lower end of the uterus (womb)
that connects to the vagina (the
canal leading from the uterus to the
outside of the body).

Chemo Brain
Problems with memory and the ability
to concentrate or think experienced
as a result of chemotherapy. Also
called chemo fog.
Chemotherapy
The use of drugs to treat cancer.
Chemotherapy Cycle
Days of treatment followed by days
of rest.
Clear Cell Ovarian Cancer
A subtype of epithelial ovarian cancer
often associated with endometriosis
and Lynch Syndrome.
Clinical Relapse
The presence of physical signs or
symptoms that cancer has come back
after responding to treatment.
Clinical Stage
See Cancer Stage.
Clinical Trial
A research study that tests new
treatments or approaches to detecting,
reducing the risk for, or managing
cancer. Strict rules are followed
to make sure participants are well
informed about the purpose, risks
and benefits of the study before
they agree to join.
Colon
The part of the digestive system that
changes food from liquid into a solid
form while extracting nutrients.
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Combination Chemotherapy
The use of two or more
chemotherapy drugs.
Complementary Medicine
Health practices used in addition
to standard treatments to enhance
or complement them. The medical
community does not generally
recognize complementary treatments
as standard or conventional
medical approaches.
Complete Blood Count (CBC)
A test to check the number of red
blood cells, white blood cells and
platelets in a blood sample.
Complete Remission
The disappearance of all signs of
cancer in response to treatment.
This may not mean that the cancer
has been cured.
Conventional Treatment
An accepted and widely used
treatment for a certain type
of disease, based on the results
of past research.
CT Scan
An abbreviation for computerized
(axial) tomography. A CT scan is a
type of X-ray that uses a computer
to produce a picture of the size and
location of a tumour. Also called a
“CAT scan”.
Cytoreduction
Surgery to remove as much of the
cancer as possible. Also called
“debulking”.
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Debulking
See Cytoreduction.

Endometrium
The inner lining of the uterus (womb).

Dehydration
A condition caused by the loss of
too much water from the body.
Severe diarrhea or vomiting can
cause dehydration.

Epithelial Ovarian Cancer
Cancer that occurs in the cells that
cover the outer surface of the ovaries.

Diagnosis
Identification of a disease from
signs, symptoms, laboratory results,
radiological results and physical
examination findings.
Diaphragm
The muscular tissue that separates
the chest from the abdomen.
Dietitian
A qualified food and nutrition expert.
Dosage
The amount and frequency of a
dose of medication or radiation.
Dose
The amount of medicine or radiation
given at one time.
Endometrioid Ovarian Cancer
A subtype of epithelial ovarian cancer
often associated with endometriosis
and Lynch Syndrome.
Endometriosis
A condition in which tissue from the
endometrium (lining) of the uterus
grows outside the uterus, causing
pain and bleeding.

Estrogen
A female hormone mostly produced
by the ovaries. It accounts for female
sexual characteristics such as breast
development. Estrogen is necessary
for women to become pregnant.
External Radiation or External
Beam Radiation
Radiation therapy that uses a
machine to aim high-energy X-rays
at a cancer site.
Fallopian Tubes
The two female organs that eggs
travel through from the ovaries
(the organs that makes eggs and
hormones) to the uterus (womb).
Also called “oviducts”.
Fallopian Tube Cancer
Cancer that starts in the fallopian
tubes and may spread to the
ovaries and other parts of the
pelvis or abdomen.
Familial
An inherited disorder or trait that is
present in some family members.
Fertility
The ability to have babies.

Fertility-Sparing Surgery
Surgery that removes one ovary
(the organ that makes eggs and
hormones) and one fallopian tube
(the organ eggs travel through
from the ovary to the uterus or
womb) so that a woman may still
become pregnant. Also called
“unilateral salpingo-oophorectomy”.
Fimbriae
The finger-like strands on the ends
of the fallopian tubes that gather the
egg from the surface of the ovary.
Gene
The basic biological unit of heredity
that transfers traits from cell to cell
and from parents to a child.
Genetic Counselling
Discussion with a health expert
about disease caused by abnormal
information in cells that is passed
down from parents to children.
Genetic Mutation
A change or alteration in a gene
that prevents it from working in the
usual way.
Genetic Testing
Scientific methods used to find
out whether some people have a
genetic mutation that may result
in them having a greater chance
of developing a certain disease
or condition.
Germ Cell Tumour
Cancer that develops from the
cells from which eggs are formed
in the ovaries.
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Grade
See Cancer Grade.
Gynecologic
Having to do with the female
reproductive organs (the cervix,
endometrium, fallopian tubes,
ovaries, uterus and vagina).
Gynecologic Oncologist
A doctor who specializes in
diagnosing and treating cancer
of the female reproductive organs.

High Grade Serous Ovarian
Cancer (HGSC)
A subtype of epithelial ovarian
cancer. The most common type
of ovarian cancer often associated
with the BRCA1 and BRCA2
genetic mutations.
Hormone
A chemical substance that regulates
body functions such as growth
and reproduction.

Lymph Node Dissection
Removal of lymph nodes.

Inherited
Transmitted through genes that have
been passed from parents to children.

Lynch Syndrome
A hereditary syndrome associated with
colorectal, endometrial and ovarian
cancers. Also called “Hereditary NonPolyposis Colorectal Cancer (HNPCC)”.

Intraperitoneal (IP) Chemotherapy
Drugs given by a small tube surgically
placed in the abdomen (belly area).

Gynecologist
A doctor who specializes in
treating diseases of the female
reproductive organs.

Hormone Replacement Therapy (HRT)
Hormones given to women who
are unable to produce their own;
for example, because of menopause
or surgery.

Hemoglobin
The part of the red blood cells that
delivers oxygen to the body and
gives blood its red colour.

Hospice
A facility or program that offers
supportive care for terminally ill
people, especially at the end of life.

Invasive
The ability for cancer to spread
beyond its point of origin to other
tissue or parts of the body.

Hereditary Breast and Ovarian
Cancer Syndrome (HBOC)
A hereditary syndrome caused by
a mutation in the BRCA1 or BRCA2
gene. Women with this mutation are
at higher risk for ovarian and breast
cancers.

Hot Flash
A sudden, temporary feeling of
heat that may include flushing
and sweating. It is associated with
menopause.

Low Grade Serous Ovarian Cancer
A rare subtype of ovarian cancer.

Hereditary Non-Polyposis
Colorectal Cancer (HNPCC)
See Lynch Syndrome.
Heredity
The process by which particular
traits or conditions are passed from
parent to child.

Hysterectomy
Surgical removal of the uterus or
womb. The ovaries may be removed
at the same time (oophorectomy).
Implants
Cancer cells that have broken off
from the first tumour and spread to
the surface of nearby organs and
structures. Also called “seeds”.
Infertility
The inability to have children.
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Informed Consent
The process in which a person learns
about key facts of a treatment plan
or clinical trial, including possible
risks and benefits, before deciding
whether or not to proceed.

Intravenous (IV) Chemotherapy
Drugs given through a needle or
tube inserted into a vein.

Lymph
A clear fluid that carries white blood
cells and nutrients through the body.
Lymphedema
Swelling due to abnormal
accumulation of lymph fluid in tissue.
Lymph Nodes
A mass of lymphatic tissue surrounded
by a capsule of connective tissue.
Lymph nodes filter lymphatic fluid and
store lymphocytes (white blood cells).
They are located along lymphatic
vessels and are most commonly found
in the armpits, groin and neck.

Lymph Vessels
Tubes that carry lymph throughout
the body.

Magnetic Resonance Imaging (MRI)
A procedure in which a magnet
linked to a computer is used to
create detailed pictures of areas
inside the body.
Malignancy
A tumour made up of cancer cells.
Cells from a malignant tumour can
break away and invade nearby tissues
or spread to other parts of the body.
Malignant
Cancerous.
Medical Oncologist
A doctor who specializes in treating
cancer with drugs.
Menopause
The time when a woman stops
menstruating permanently.
Also called the “change of life”.
Metastasis
The spread of cancer cells from
the original tumour to other parts
of the body by way of the lymph
system or bloodstream.

135

BY YOUR SIDE

GLOSSARY

Glossary
Metastatic Cancer
Cancer that has spread from the
place where it started to other parts
of the body.
Microscopic Metastases
Cancer cells that have spread beyond
the place where the cancer began but
can be seen only with a microscope.
Monitoring Tests
Tests done during treatment to check
if treatment is working or tests done
after treatment is finished to check
whether the cancer has returned.
Mucinous Ovarian Cancer
A rare subtype of ovarian cancer.

Neutrophils
A type of white blood cell that
contains enzymes that digest
micro-organisms such as bacteria,
helping you fight infection.
Non-Invasive
A tumour that has not spread to
surrounding tissue.

Ovaries
The pair of female reproductive glands
in which the ova (eggs) are formed. The
ovaries are located in the pelvis, one on
each side of the uterus (womb).
Palliative Care
A special type of care that includes
emotional support, counselling
and relief from pain and any other
physical discomfort that is provided
for people who are living with or
dying from an advanced illness.
Paracentesis
Use of a thin tube or needle inserted
through the skin of the belly to remove
a sample of fluid to test for disease.

Mutation
Any change in the genetic material
of a cell. Some mutations may lead
to cancer.

Omentum
A fold of the peritoneum (the thin
membrane lining the abdomen)
that surrounds the stomach and
other organs in the abdomen.

Nausea
Feeling sick to your stomach or
feeling the need to vomit.

Oncologist
A doctor who specializes in
diagnosing and treating cancer.

Pathologist
A doctor who specializes in testing
cells and tissue to find disease.

Neoadjuvant Chemotherapy
Chemotherapy given to shrink a
tumour before surgery to remove
the tumour.

Oncology
The study and treatment of cancer.

Pathology Report
A document with information about
cells and tissue that were removed
from the body and tested for signs
of disease.

Neoplasm
An abnormal growth of cells. It
usually refers to a malignant tumour
but can also refer to a benign growth.
Neuropathy
A condition of the nervous system
that results in numbness, tingling,
burning or weakness, usually in the
hands and feet.
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Neutropenia
A condition in which there is
a reduction in the number of
neutrophils in the blood as a result
of chemotherapy, radiation or blood
or marrow transplant. Neutropenia
increases the risk of infection.

Oophorectomy
The surgical removal of one or both
ovaries. Unilateral oophorectomy is
the removal of one ovary; bilateral
oophorectomy is the removal of both.
Osteoporosis
A condition that causes bones to
become porous and fragile. It can
occur in women after menopause.

Partial Response
When some, but not all, signs and
symptoms of cancer have disappeared
after treatment.

Peritoneal Cavity
The space within the abdomen that
contains the intestines, the stomach
and the liver.
Peritoneal Washings
A special liquid that is tested for cancer
cells after it is used to “wash” the
peritoneal cavity (the inside of the belly).

Peritoneum
The thin membrane that lines the
inside of the abdominal wall and covers
most of the organs in the abdomen.
Persistent Disease
Cancer that continues to grow or
spread during treatment.
PET Scan
An abbreviation for positron emission
tomography scan. A computerized
image of the metabolic activity of
body tissues used to show whether
disease is present.
Platinum-Based Chemotherapy
Treatment with two or more
chemotherapy drugs when the main
drug is made with platinum.
Platinum Chemotherapy
Treatment with chemotherapy drugs
that are made with platinum.
Platinum-Resistant
Cancer that doesn’t respond (doesn’t
improve or go away) to a chemotherapy
drug made with platinum.
Platinum-Sensitive
Cancer that responds (improves
or goes away) to a chemotherapy
drug made with platinum.
Primary Peritoneal Cancer
Cancer that develops in the lining
of the abdominal cavity. Treated
similarly to ovarian cancer.
Primary Site
The area of the body where a
tumour originally developed.
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Prognosis
The prediction of how a disease will
progress. The type of cancer, its
stage, its response to treatment and
other factors affect the prognosis.
Progressive Disease
Cancer that responded to treatment and
then began to grow or spread again.
Protocol
A plan for treatment. This could also
be for a clinical trial. The protocol
for a clinical trial is specific about
what the study will do, how and why.
It explains in detail all aspects of the
trial, including how many people will
be in it, eligibility, what study drugs
or other treatments they will be
given, and testing procedures.
Radiation Oncologist
A doctor who specializes in using
radiation therapy to treat cancer.
Radiation Therapy
The use of high-energy X-rays to
damage or destroy cancer cells.
Radiologist
A doctor who specializes in diagnosing
disease by using procedures such as
X-ray, ultrasound, CT scans and MRI.
Recurrence
The return of a cancerous growth or
condition after treatment. The cancer
may return at the original site or in
another location. Also called “relapse”.
Red Blood Cells (RBC)
Cells that carry oxygen to all the
organs and tissues of the body.
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Remission
The period of time when a disease is
under control and the person is free
from its signs and symptoms.
Risk Factor
Something that increases the chance
of developing a disease.
Risk-Reducing Surgery
Surgery to remove ovaries, fallopian
tubes, uterus and/or breasts to
reduce the risk of developing
cancer in people who have tested
positive for a cancer-causing
genetic mutation.
Salpingectomy
Removal of the fallopian tubes.
Removal of one fallopian tube is
called a “unilateral salpingectomy”,
removal of both is a “bilateral
salpingectomy”.
Salpingo-Oophorectomy
The surgical removal of the fallopian
tubes and ovaries.
Second-Look Surgery
Surgery done after cancer treatment
to assess the results of the previous
treatment and to plan possible
future treatment.
Side Effect
An undesirable symptom or reaction
resulting from treatment.
Social Worker
A professional trained to talk with
people and their families about
emotional or physical needs, and to
help them find support services.

Staging
See Cancer Stage.
Stromal Tumour
A tumour that begins in the
connective tissues in the ovary.
Systemic Therapy
Any type of treatment, such as
chemotherapy, that reaches cells
all over the body.
Targeted Cancer Therapy
Drugs that specifically target cancer
cells and do not affect normal cells.
Terminal
Disease that cannot be cured and
will result in death.
Therapy
The treatment of disease. Mainly
used when referring to conventional
medicine, but some complementary
and alternative practices are also
referred to as “therapy”.
Total Abdominal Hysterectomy (TAH)
Surgery to remove the uterus (womb)
and cervix through an incision in the
belly. The ovaries (oophorectomy)
and fallopian tubes (salpingectomy)
may be removed at the same time.
Transvaginal Ultrasound
A procedure used to examine the
vagina, uterus (womb), fallopian tubes
and bladder using sound waves. A
probe that gives off sound waves is
inserted into the vagina. A computer
creates a picture called a sonogram
using the echo of the sound waves.
Also called a “transvaginal scan (TVS)”.

Treatment Plan
A written course of action through
cancer treatment and beyond.
Tumour
A mass of cells that grow abnormally
and can be benign or cancerous.
Unilateral SalpingoOophorectomy (USO)
Surgery that removes one ovary
(organ that makes eggs and
hormones) and one fallopian tube
(organ that eggs travel through from
the ovary to the uterus). Also called
“fertility-sparing surgery”.
Uterus
The female organ where babies
grow during pregnancy. Also called
“womb”.
Vagina
A muscular tube at the base of a
woman’s uterus through which
babies are born.
White Blood Cells
Cells that fight infection.
Chemotherapy often lowers the
number of white blood cells,
increasing the risk of infection.
X-rays
A type of high-energy radiation.
In low doses, X-rays are used to
diagnose diseases by making
pictures of the inside of the body.
In high doses, X-rays are used
to treat cancer.
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Organizations
Ovarian Cancer Canada
National Office
Toll-free: 1-877-413-7970
info@ovariancanada.org
ovariancanada.org

C ANADIAN ORGANIZ ATIONS
Canadian Association
of Genetic Counsellors
905-847-1363
cagc-accg.ca

Complementary Medicine Education
and Outcomes Program (CAMEO)
British Columbia Cancer Agency
cameoprogram.org

Canadian Association of
Psychosocial Oncology
416-968-0207
capo.ca

Dietitians of Canada
416-596-0857
dietitians.ca

Canadian Cancer Society
1-888-939-3333
cancer.ca
cancerconnection.ca
Canadian Naturopathic
Foundation
1-800-551-4381
exploreyourhealth.ca
Canadian Psychological
Association
1-888-472-0657
cpa.ca
Canadian Women’s
Health Network
cwhn.ca
Cancer Chat Canada
1-877-547-3777
cancerchatcanada.ca

142

ELLICSR Kitchen
416-581-8620
ELLICSRkitchen.ca
Family Caregivers’
Network Society
250-384-0408
fcns-caregiving.org
Fertile Future
1-877-HOPE-066 (467-3066)
fertilefuture.ca
Healing Journey
healingjourney.ca
Hereditary Breast and Ovarian
Cancer Foundation
514-482-8174
hboc.ca

Hereditary Breast and Ovarian
Cancer Society
1-866-786-4262
hbocsociety.org

Society of Gynecologic
Oncology of Canada
1-800-561-2416
g-o-c.org

Hope Air
1-877-346-4673
hopeair.org

Wellspring Cancer Support
Network
1-877-499-9904
wellspring.ca

Look Good Feel Better
1-800-914-5665
lgfb.ca
National Cancer Institute
of Canada Clinical Trials Group
ctg.queensu.ca
Ottawa Integrative Cancer Centre
1-855-546-1244
oicc.ca

Willow Breast and Hereditary
Cancer Support
1-888-778-3100
willow.org
Women’s Health Matters
womenshealthmatters.ca
Young Adult Cancer Canada
1-877-571-7325
youngadultcancer.ca

INTERNATIONAL OVARIAN C ANCER ORGANIZ ATIONS
National Ovarian Cancer
Coalition (US)
1-888-682-7426
ovarian.org
Ovacome (UK)
ovacome.org.uk
Ovarian Cancer Australia
ovariancancer.net.au

Ovarian Cancer National
Alliance (OCNA) (US)
1-866-399-6262
ovariancancer.org
inspire.com hosts the online OCNA
discussion board
Target Ovarian Cancer (UK)
targetovariancancer.org.uk
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US ORGANIZ ATIONS
American Cancer Society
cancer.org

Johns Hopkins Ovarian Cancer
ovariancancer.jhmi.edu

CancerCare, Inc.
1-800-813-HOPE (4673)
cancercare.org

Kids Konnected
1-800-899-2866
kidskonnected.org

Cancer Support Community
1-888-793-9355
cancersupportcommunity.org

MedlinePlus Health Information
(National Library of Medicine)
nlm.nih.gov/medlineplus

Caregiver Action Network
202-454-3970
caregiveraction.org

National Cancer Institute
cancercontrol.cancer.gov

CaringBridge
651-452-7940
caringbridge.org
CenterWatch
centerwatch.com
clinical trials information
Coping Magazine
copingmag.com
FORCE: Facing our Risk of
Cancer Empowered
1-866-288-7475
facingourrisk.org
Foundation for Women’s Cancer
312-578-1439
foundationforwomenscancer.org
HysterSisters
Woman-to-Woman
Hysterectomy Support
hystersisters.com
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Well Spouse Association
1-800-838-0879
wellspouse.org

We have tried to ensure the accuracy
of the above information, but contact
information may change. We regret
any inconvenience that may result.
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National Cancer Institute at the
National Institutes of Health
cancer.gov
National Center for Complementary
and Integrative Health of
the National Institutes of Health
1-888-644-6226
nccih.nih.gov
National Coalition for Cancer
Survivorship
1-877-622-7937
canceradvocacy.org
National Comprehensive
Cancer Network
Ovarian Cancer: Guidelines for Patients
nccn.org/patients/guidelines/ovarian/
OncoLink
oncolink.com
SHARE: Self-Help for Women with
Breast or Ovarian Cancer
1-866-537-4273
sharecancersupport.org
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Books
Boyd, G. & Hunter, L. (1995).
Dancing in Limbo: Making Sense
of Life after Cancer. San Francisco,
CA: Jossey-Bass.
Brown, C.G. (2011). A Patient’s Guide
to Cancer Symptom Management.
Pittsburgh, PA: Hygeia Media/
Oncology Nursing Society.
Buckman, R. (2006). Cancer Is
a Word Not a Sentence: A Practical
Guide to Help You Through the First
Few Weeks. Buffalo, NY:
Firefly Books.
Canfield, J. Editor. (1996). Chicken
Soup for the Unsinkable Soul: Stories
of Triumphing over Life’s Obstacles.
Health Communications. (Many of
the books in the “Chicken Soup”
series may be helpful in dealing
with cancer.)
Errey, S. & Simpson, T. (2007).
Staying Alive!: Cookbook for Cancer
Free Living: Real Survivors—Real
Recipes—Real Results (2nd ed.).
Vancouver, BC: Bellisimo Books.
Friedman, S. (2012). Confronting
Hereditary Breast and Ovarian
Cancer: Identify Your Risk,
Understand Your Options, Change
Your Destiny. Baltimore, MD: Johns
Hopkins University Press.
Jung, K. (2008). Healthier Eating
and Living with Cancer. Vancouver,
BC: Granville Island Publishing.

146

Kabat-Zinn, J. (1990). Full Catastrophe
Living: Using the Wisdom of Your
Body and Mind to Face Stress,
Pain, and Illness. New York, NY:
Delacorte Press.
Katz, A. (2009). Woman Cancer
Sex. Pittsburgh, PA: Oncology
Nursing Society.
Katz, A. (2009). Sex When You’re Sick:
Reclaiming Sexual Health
after Illness or Injury. New York,
NY: Praeger.
Kaufman, M., Silverberg, C. &
Odette, F. (2007). Ultimate Guide to
Sex and Disability: For All of Us Who
Live with Disability, Chronic Pain and
Illness. San Francisco, CA: Cleis Press.
Lewis, A. (2005). When Someone You
Love Has Cancer: A Guide to Help
Kids Cope. St. Meinrad, IN: Abbey
Press.
Magee, S. & Scalzo, K. (2007). Picking
Up the Pieces: Moving Forward after
Surviving Cancer. New Brunswick, NJ:
Rutgers University Press.
Mallinos, J. (2008). Mom Has Cancer.
Hauppauge, NY: Barron’s Educational
Series. Suitable for ages 4–7.
Matthies, J. (2011). The Goodbye
Cancer Garden. Park Ridge, IL: Albert
Whitman. Suitable for ages 5–8.

National Comprehensive Cancer
Network. (2013). Ovarian Cancer:
Treatment Guidelines for Patients.
Fort Washington, PA: NCCN.
Ontario Cancer Institute/Princess
Margaret Hospital. (2013). The
Healing Journey Program. Provides
tools to cope with the psychological
effects of cancer. Includes book,
videotapes/DVDs, audiotapes and
a workbook. Some material can
be downloaded from the website
healingjourney.ca.

Schreiber, D. (2008). Anticancer:
A New Way of Life. New York,
NY: Viking.
Smith, A. (2004). Bearing Up
with Cancer. Toronto, ON:
Second Story Press.
Smith, J. & Del Priore, G. (2009).
Women’s Cancers: Pathways to
Healing: A Patient’s Guide to Dealing
with Cancer and Abnormal Smears.
London, UK: Springer-Verlag London.

Radner, G. (1989). It’s Always
Something. New York, NY: Simon
& Schuster.

Willow Breast and Hereditary Cancer
Support. (2011). Coping with Your
Financial Concerns When You Have
Breast Cancer. Toronto, ON: Willow.

Rosenbaum, E. (2012). Being Well
(Even When You’re Sick): Mindfulness
Practices for People with Cancer and
Other Serious Illnesses. Boston, MA:
Shambhala Publications.

The books listed above are
suggested reading only. Ovarian
Cancer Canada does not necessarily
endorse the information and opinions
expressed in these publications.

Rutledge, R. & Walker, T. (2010) The
Healing Circle: Integrating Science,
Wisdom and Compassion in
Reclaiming Wholeness on the Cancer
Journey. Halifax, NS: Healing and
Cancer Foundation.
Salani, R. (2011). Johns Hopkins
Patients’ Guide to Ovarian
Cancer. Mississauga, ON: Jones
& Bartlett Learning.
Schover, L.R. (1997). Sexuality and
Fertility after Cancer. New York, NY:
John Wiley & Sons.
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“We delight in the beauty of the butterfly, but rarely admit
the changes it has gone through to achieve that beauty.”
— MAYA ANGELOU —

