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Ovarian Cancer Canada

Ovarian Cancer Canada is the only national charity in the country dedicated to
overcoming this disease. It provides leadership by: supporting women living
with ovarian cancer and their families; raising awareness among the general
public and healthcare professionals; and funding research into prevention,
improved treatments and, ultimately, a cure.
Ovarian Cancer Canada provides resources such as the following:
• This guide, Still By Your Side, for women who are experiencing recurrence of
ovarian cancer
• By Your Side, a guide to support and inform women who have been newly
diagnosed with the disease
• Regional staff to answer questions and advise on local resources
• One-on-one support by phone and email
• Professionally facilitated workshops and webinars, as well as special events for
women and their families
• Ovariancanada.org, a website providing extensive information about the
disease, support programs and events, and featuring first-hand accounts of
women sharing their stories
• Seeds of Hope, a monthly e-newsletter highlighting stories and recent
developments from across the community
• Ovarian Cancer Canada’s Facebook page and Twitter feed, which provide
information and help connect the community of women and families living with
ovarian cancer
• A YouTube channel with videos and relevant resources
To learn more about how you can get involved, visit the Events and Support
section of ovariancanada.org or call toll-free 1-877-413-7970.

4

5

Contents
CH A P T ER 1

INTRODUCTION

CH A P T ER 2

PER S O N A L CO N TAC T S

13

CH A P T ER 3

U N D ER S TA N D I N G R ECU R R EN C E

23

RECURRENCE OF OVARIAN CANCER

24

STAGE AND GRADE

28

OVARIAN CANCER—TYPES AND SUBTYPES

30

GENETIC MUTATIONS

31

T H E PEO PL E A R O U N D YO U

37

LETTING PEOPLE KNOW

38

YOUR HEALTHCARE TEAM

44

T R E AT M EN T

49

WHEN SHOULD TREATMENT START?

50

PERSONALIZED MEDICINE

CH A P T ER 4

CH A PTER 5

CH A PTER 6

6

9

CH A PTER 7

S U PP O R T

91

SUPPORT

92

WHAT IS PALLIATIVE CARE?

98

D E A L I N G W I T H A DVA N C ED D I S E A S E

101

PHYSICAL COMPLICATIONS OF
ADVANCED DISEASE

102

WHAT IF I DECIDE TO
DISCONTINUE TREATMENT?

104

WHAT IF THE DOCTOR SAYS THERE ARE
NO MORE TREATMENT OPTIONS?

105

LIVING WITH DYING

110

PRACTICAL PLANNING AND
DECISION MAKING

114

HOSPICE CARE

116

F O R FA M I LY A N D FR I EN DS

119

50

COPING WITH THE DIAGNOSIS

120

TYPES OF TREATMENTS

51

CARE FOR THE CAREGIVER

122

DRUG AVAILABILITY IN CANADA

59

THE END OF TREATMENT

123

SECOND OPINION

60

STILL BY YOUR SIDE

124

DECISION MAKING

61

TREATMENT SIDE EFFECTS

66

C H A P T E R 10

G LOS S A R Y

125

COMPLEMENTARY AND
ALTERNATIVE THERAPIES

72

C H A P T E R 11

RESOURCES

131

TREATMENT DIARY

76

ORGANIZATIONS

132

BOOKS

136

C A R I N G F O R YO U R S EL F

83

ACKNOWLEDGEMENTS

138

YOUR WELL-BEING

84

FEELINGS

85

CH A PTER 8

CH A PTER 9

7

CH A P T E R 1

Introduction
Still By Your Side was developed to support
and inform you as you deal with a recurrence
of ovarian cancer. Women from across Canada
generously provided their input, as did many
dedicated healthcare professionals. Each chapter
provides information and offers first-hand insights
that you may find helpful to gain strength and
encouragement as you face this disease again.
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You Have Support

You may have celebrated and felt a sense of relief when your initial treatment for
ovarian cancer* was over. You likely hoped that it was gone or that it wouldn’t
cause you problems for a long time. But now, your oncologist has told you it has
recurred. Ovarian cancer. Again.
It may have been a shock when you were first diagnosed, but sometimes the
second time feels even more upsetting, whether you finished treatment recently
or a long time ago. You could be flooded with many different feelings—sadness
over the loss of your healthy state, anger that the cancer has recurred, dread
about hospital visits, treatment and side effects, not knowing what the future
holds. For a while, at least, the recurrence may feel like a death sentence and
you may question what it is you want in your life: More time? A certain quality of
life? Fighting the cancer with all that is available to you? All of the above?
These are common questions and feelings that many women have when
they experience a recurrence of ovarian cancer. Take heart: others have been
through what you are now experiencing. The quotes in this guide are from
some of these women. Their insights and wisdom may be helpful as you face
the physical and emotional challenges of dealing with a recurrence. The road
ahead may not always be easy and you may need to make some difficult
decisions, but information and support are available to you and your family.

INTRODUCTION

Resources are listed at the end of most sections and at the back of the guide
to provide you with more information during your journey with ovarian cancer.
We have tried to ensure the accuracy of this information, but it may change
subsequent to the printing of the guide. The last chapter includes information
specifically for your family, friends and spouse or partner.

Still By Your Side, for women with recurrent ovarian cancer, is a companion
to By Your Side, a guide for women newly diagnosed with ovarian cancer.
If you have any questions or need more support, please contact Ovarian
Cancer Canada.

“It was tough to know that I had recurred … But then I
realized that many women have recurrent or chronic
cancer and keep on living for many years. That helped me
to realize that women can live with cancer and have a
good quality of life nonetheless.”
— ANITA —

NOTES

You can draw strength from a number of sources:
• You may wish your situation was different, but you do have experience—you
have lived through treatment once already, and what you learned can help you.
• If you haven’t already, you may meet women who enjoy a good quality of life
and have lived with one, two or more recurrences of ovarian cancer.
• Feelings are not necessarily a permanent state. For instance, while you may
feel discouraged now, that may transform into courage, determination, a zest
for life and/or peace.
• You have a support network around you—your family and friends.
• Members of your healthcare team will be there for you with their expertise
and support.
• Ovarian Cancer Canada provides this guide to support women whose ovarian
cancer has recurred. Ovarian Cancer Canada also offers one-on-one support
by phone or email, organizes webinars and workshops and can help connect
you to local support groups and other resources.
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*The term “ovarian cancer” also includes fallopian tube and primary peritoneal cancers. They are treated in
the same way as ovarian cancer.
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CH A P T E R 2

Personal
Contacts
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 will be
very useful throughout your journey.
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PERSONAL CONTACTS

Personal Information

My Support Team

Throughout your journey you have met many people who have
been an essential part of your experience. You may now meet more
people along the way. Record the contact details of each healthcare
professional you are working with, and be sure to include an after-hours
contact in the event 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 know or 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
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mobile

phone

email

email
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n ot e s

mobile
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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
Recurrence
What is recurrence? Why did it happen to you?
Your initial reaction may be shock or disbelief.
Suddenly, or perhaps gradually, questions come
to mind about your life, your health and your
survival. Information about ovarian cancer—the
type, subtype, stage and grade—can help you
grasp what is happening. We’re here to help
answer some of these questions.
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Recurrence of Ovarian Cancer

After the initial treatment for ovarian cancer (also called frontline treatment),
there can be different outcomes:
•

•
•
•

Remission. Normal CA 125 test results, CT scans and physical exams can
indicate you are in remission. This is referred to as no evidence of disease, or
NED. This could last for months or years.
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.
Recurrence. When cancer returns after a period of remission, it is called
a recurrence.

Where Does it Recur?

When it recurs, the ovarian cancer may recur in the same location as the
original cancer or in another part of the body. The cancer cells that remain
after frontline treatment can start to grow again in the same places and can
travel to other organs. The speed at which they grow and spread can vary. If
the cancer recurs in a different part of the body, it is still called ovarian cancer,
not liver cancer or lung cancer, for example.
Some common parts of the body where ovarian cancer can spread are:
• peritoneum (the lining of the abdomen),
• lining of the bowel,
• lining of the bladder,
• liver, and
• lungs.

Why Did it Happen to Me?

About 75% of women in Canada with ovarian cancer are diagnosed at
stage 3 or 4. Not all women will experience a recurrence, but for many the
cancer goes into remission for a period of time and then they experience a
recurrence. Many women who have been diagnosed with ovarian cancer may
not realize this, or they may not have been informed of this possibility. When
they do learn about it, it can come as a bitter surprise. On the other hand,
although some women understand that the cancer might recur, they may not
want to believe it could happen to them.
A diagnosis at stage 3 or 4 means that the cancer has spread beyond the
ovaries to other parts of the body. (For more information, see the Stages of
Ovarian Cancer chart on page 29.) Your initial treatment may have slowed
or stopped the growth of the tumours, but a recurrence means that the
treatment didn’t remove all of the cancer cells from your body.
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The grade of the tumour indicates how quickly it is growing. Understanding
the stage and grade of the ovarian cancer at the time of your diagnosis may
help you understand why it has recurred. (For more information, see the
section Stage and Grade on page 28.)
The type and subtype of ovarian cancer that you have is also a factor in
whether or not you may experience a recurrence. (For more information, see
the section Ovarian Cancer—Types and Subtypes.)
Sometimes women wonder if there is anything they might have done
differently to keep the cancer from recurring, such as eating a healthier diet,
exercising more, taking vitamins or managing stress better. Research supports
the positive effects of these activities on overall health; they are good
things to do and may help you manage your disease. However, they are not
preventive measures. Recurrence is not a result of something that you did or
didn’t do—it is the nature of the disease. It is important not to blame yourself.

“Self-blame started to circle in my mind—was I not
eating right? Does stress play a part in cancer recurrence? If I
had only exercised more! I guess I should have quit work and
concentrated on looking after myself. Then I quickly realized that
going on a guilt trip was not going to help anything and that I
needed to set my mind on fighting the cancer again.”
— MARILYN —

What is My Prognosis?

Being diagnosed with a recurrence of ovarian cancer is sobering. You may
have thoughts about dying and may wonder if it is now more of a reality.
However, many women experience cycles of remission, followed by a
recurrence, then remission again. You may have multiple recurrences and
times of remission over a period of years.
Recurrent ovarian cancer is not curable; however, it is treatable and many
women can survive years with good quality of life. The goals of treatment at
this point shift from curing the cancer to controlling the cancer and stabilizing
it, as well as managing symptoms and providing comfort.
Some women who have experienced several cycles of remission, recurrence
and then remission again over a number of years have found it helpful to
look at it as a chronic disease, like diabetes or heart disease. They find this
perspective offers them hope. They consider it a long-term condition and
they continue living their lives with ongoing treatment and a satisfactory
quality of life.
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UNDERSTANDING RECURRENCE

“Following my initial diagnosis I saw my life in two
to three year increments, so my five year remission was a
bonus. Then, through three recurrences, I always knew
I had at least two years more. I was content with that,
but determined not to waste a minute. After ten years,
I’m still here and still going strong.”

NOTES

— HELEN —

NOTES
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Stages of Ovarian Cancer

Stage and Grade

S TAGE 1

Staging is a way to describe the extent of the cancer in the body. The stage
takes into account the size of the tumour, whether it has spread from the
ovary to other parts of the body and where it has spread. The stage of the
cancer is an important consideration in terms of how it will be treated initially
and what to look for at the time of recurrence. If you were not told the stage
and grade of your cancer at the time of your diagnosis, ask your doctor for
this information. It may help you understand why you are experiencing a
recurrence of the disease.

The following chart summarizes the stages of ovarian cancer adopted by
the International Federation of Gynecology and Obstetrics (FIGO) as of
January 2014.

•
•
•

Grade 1. Low-grade tumours are the least malignant and are slower growing.
Grade 2. Intermediate- or moderate-grade tumours are slightly faster growing.
Grade 3. High-grade tumours are the most malignant, are faster growing and
spread earlier.

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.
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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.

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

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.

S TAGE 4

“In a way, I was relieved to discover it was a recurrence.
I had gone back to work more than a year after diagnosis,
surgery and chemo. But I was so tired I could hardly
manage working four hours a day, three days a week.
I kept wondering: Would I ever feel better again?”
— ROCHELLE —

Cancer is limited to the inside of one ovary.

S TAGE 2

Tumour grading is a way of classifying cancer cells to provide information
about how quickly the tumour is likely to grow and spread. Ovarian cancer
tumours are typically graded on a scale of 1 (low grade) to 3 (high grade).
Often, tumours are simply referred to as low grade or high grade.

1A

S TAGE 3

Staging is done at the time of your initial diagnosis; it does not change at the
time of your recurrence. If the diagnosis was stage 2 initially and you have
recurred, it is now called recurrent cancer. It is not called stage 3 or 4. (See
Stages of Ovarian Cancer chart on page 29.)

Cancer is limited to the ovaries.

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.

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.
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Ovarian Cancer—Types
and Subtypes

Before we talk about treatment, it is important to review some information
about ovarian cancer that can affect treatment choices and available options.
It is now known that ovarian cancer is not just one disease, but 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 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 of ovarian cancer tumours are epithelial tumours—
they start in cells on the outer surface of the ovary or the fimbriae at the end
of the fallopian tube. Germ cell tumours grow from the cells that produce
the ova, or eggs, and stromal tumours 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. There are 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 usually starts in the fallopian tubes and is often diagnosed at later
stages of the disease. It is associated with Hereditary Breast and Ovarian
Cancer Syndrome, which is a genetic mutation in the BRCA genes. (For more
information, see the next section on Genetic Mutations.)
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 colon cancer, uterine cancer and ovarian cancer. (For more
information, see the next section on Genetic Mutations.)
Mucinous and low-grade serous ovarian cancers are rarer types of this
disease. More research is needed to better understand these two subtypes.
FA L LO PI A N T U B E C A N C ER
Research has revealed a connection between fallopian tube and ovarian
cancer. It is believed that high-grade serous ovarian cancer (HGSC) actually
starts in the fimbriae at the end(s) of the fallopian tubes. 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
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Breast and Ovarian Cancer Syndrome, a genetic mutation in the BRCA genes.
(For more information, see the next section on Genetic Mutations.)
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.

Genetic Mutations

A genetic mutation is a change or alteration in a particular gene in the DNA
that prevents it from working in the usual way. These mutations can either be
inherited or can develop during a person’s lifetime.
A genetic mutation that is inherited is called a “germline” mutation and can
be inherited through your mother or father and passed on to your children—
both male and female. A mutation that develops during a person’s lifetime
is called a “somatic” mutation and cannot be passed to your children. It is
suggested that up to one quarter of ovarian cancer cases are a result of a
germline genetic mutation—one that has been inherited.
Knowing whether your cancer is a result of a specific genetic mutation can
help with the treatment of your disease. If it is a hereditary genetic mutation
or “runs in the family,” it can also provide helpful information for your family
members about the potential impact on their risk for 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 Y NDROME (HBOC )
HBOC means that there is a mutation in the BRCA gene, and this increases
the risk for both ovarian and breast cancer. HBOC accounts for approximately
13–20%* of all ovarian cancers and is often associated with high-grade serous
epithelial ovarian 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. For example, women with a BRCA mutation are known to
respond better to treatment with PARP inhibitors. (For more information, see
the section Other Therapies on page 52.)
Knowing whether or not you have a BRCA mutation is also important
information for your family. If a family member who has never had cancer

* These numbers may change as more is learned about the disease.
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receives a positive test result for a BRCA mutation, there are options available
to reduce the risk of developing ovarian cancer. If you test positive for a
somatic BRCA 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.
If you have been diagnosed with high-grade serous ovarian cancer, it is
a good idea to seek genetic counselling and testing. In some provinces/
territories, 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 the Resources section at the end of this chapter.)

UNDERSTANDING RECURRENCE

family, because family members, both male and female, may have inherited
the mutation. If appropriate, genetic testing may be offered to your family.
Screening for colon and breast cancer and risk-reducing surgery for ovarian
and breast cancer are two options for people who test positive for a genetic
mutation but who have not had cancer. It is important to remember that not
everyone who tests positive for a genetic mutation will develop cancer. (See
the Glossary for a definition of risk-reducing surgery.)

“I have tested positive for the BRCA1 mutation. One of our
daughters tested negative, so this is a relief that she and
her two little girls are not at increased risk. However, our other
daughter tested positive. She has had risk-reducing gynecologic
surgery and is being carefully monitored for breast cancer. This
means that her two little girls have a 50% chance of having the
genetic mutation. Even though this is difficult to know, we
have hope that the research that is being done will lead to
some help before they are at risk.”

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, uterine cancer and other gastrointestinal cancers.
Colorectal cancer starts in the colon or rectum. Uterine cancer, also referred
to as endometrial cancer, starts in the lining of the uterus called the
endometrium. This is not the same as endometrioid ovarian cancer.
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
uterine cancer.
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 uterine
cancer increases to 30–45%.*

— MARILYN —

RESOURCES
•
•

•

Ovarian Cancer Canada’s website includes a section on risk factors and
genetics. Visit ovariancanada.org.
FORCE (Facing Our Risk of Cancer Empowered) is a US-based non-profit
organization for women who are at high risk of getting cancer because of
their genetic status. Call 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.

If you have been diagnosed with endometrioid or clear cell ovarian cancer
and you or your family has a history of uterine or colorectal cancer, it may be a
good idea to seek genetic counselling.

Genetic Counselling and Testing

NOTES

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
it. Often the first person tested in a family is the individual with cancer, also
known as the “proband.”
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
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* These numbers may change as more is learned about the disease.
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CH A P T E R 4

The People
Around You
The news that the ovarian cancer has
recurred will affect those around you—your
family, friends and colleagues. What will you
tell them? And when? Communicating with
your healthcare team is also important. This
chapter will provide information to help you
gain support and understanding from
everyone in your life.
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Letting People Know

How do you tell people that the ovarian cancer has come back? Who do you
tell? And when do you tell them? If you are having a hard time with the news,
those closest to you may have a hard time as well. Your own fear, anger or
other emotional reactions may make you reluctant to talk with family and
friends about the recurrence. Sometimes people may assume the worst; if you
are also worried about this, their reaction may not help.
You may want time to digest the information about the recurrence first, to
understand what is happening and the treatment options that are available
to you. Take the time you need to understand what you are feeling. You may
choose to be slow in sharing this news if it feels like the right thing to do. It is
up to you to decide if, how and when you want to tell people that the cancer
is back.
When you feel ready, you can begin to let other people know, maybe on a
“need to know” basis. For example, one woman didn’t tell people outside her
family until she started to lose her hair. That gave her time to prepare before
she told others.
When you share information about your diagnosis, your family and friends are
likely to have many different feelings. Be ready for a wide range of reactions.
They may also need time to adjust. They may be able to express their feelings
to you, or they may try to hide them. If questions come up that make you
uncomfortable, you can simply thank the person for their concern, and tell
them you’re not ready to talk yet.

“My husband and I made the decision who to tell and when,
together. We felt differently about it, the ‘second time around,’
wanting to take more time to think it through, and wanting to keep
the news ‘in context’ … more so than the first diagnosis.”
— BARBAR A —

Recurrence and the Children in Your Life

Do you have children in your life? You may be a mother, grandmother, aunt or
godparent. Or maybe you have significant relationships with the children of
family friends, with students or with younger adults.
Children, no matter their age, need information to understand what is
happening with you and they will need support to help them deal with their
concerns and fears. Depending on their age, children will have different
needs. Their worst possible fear is that they might lose you. You may need to
walk a delicate and sometimes shifting line between honesty and reassurance.
YO U N G ER C H I L D R EN
Professionals who work with children encourage family members to be honest
and not to try to protect children from the reality that your cancer has come
back. Children sense when something is wrong. Pretending otherwise may
cause them to keep their worries to themselves and their fears may be worse
than the reality of the situation. Talking to children may be difficult, but it is
important for their well-being and your peace of mind.
Some children may think that something they have done might have caused
the cancer. You or a family member may need to reassure them that they had
nothing to do with its onset or the recurrence. In addition:
•
•
•

If you are not the parent, it is important to have a similar approach as the
parents when talking to the children to avoid confusing and upsetting them.
The following suggestions may be helpful:
•
•

RESOURCES
•
•
•

•

When Cancer Returns. National Cancer Institute. Visit cancer.gov.
Dealing with Cancer Recurrence. Visit cancer.net.
The Caring Bridge website allows you or your family to easily create and
maintain a free personalized web page to keep friends and family informed
and updated about treatment. Visit caringbridge.org.
Additional organizational tools are available at lotsahelpinghands.com.

Let children know that you and your doctor are doing all you can to fight
the cancer.
Let them know you are willing to talk about any concern that they have.
Encourage children to help you with some simple physical tasks to make
them feel less helpless.

•

Ask the parents what the children know about your cancer, and what they,
the parents, have told them.
Check with the parents if it is all right to have a follow-up chat with
the children.
Encourage discussion among family members to avoid mixed messages
that can confuse children.

“I told our seven-year-old granddaughter that I was sick again, like
the last time, and the medicine was going to make me lose my hair
again. ‘What colour wig do you think you should buy, Nana?’ She then
offered her opinion and said she would like to come with me to buy it.
She was at school, of course, but I sent her a photo as soon as I had it.”
— BARBAR A —
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A D U LT C H I L D R EN
You are probably accustomed to giving support to your children, even
when they have become adults. This may be the same for women who have
significant relationships with younger adults. However, this may change with
a recurrence. You may need to rely on your children more and let them give
you support. You may consider involving them in your decision making about
your treatment and updating them about your progress. Involving your adult
children and sharing with them may help them adjust to what is happening
with you.
Many adult children live complex lives: they may live some distance away, they
may have multiple family demands or they may have heavy work demands.
They may feel guilty because they wish they could spend more time with you.
You may feel guilty for reaching out to them for help. Communication with
each other is important. When possible, determine what each of you needs
and is able to provide. For example, do you need practical help in the home
or going to the doctor? Do you need moral support and contact through
phone or email? Can they provide these things? If they do not live nearby,
providing them with information about your progress on a regular basis may
be how they are involved in your journey.

RESOURCES
•
•

•

Helping Children When a Family Member has Cancer: Dealing with
Recurrence or Progressive Illness. Visit cancer.org.
Cancer in my Family – My Anything but Ordinary Journey is a website to help
children explore their feelings about cancer in the family and to help parents
stay connected to their children as they work through questions, emotions
and understanding of their family’s journey. Visit cancerinmyfamily.ca.
Grouploop is an online community for teenagers affected by cancer.
Visit grouploop.org.

At Work—Your Employer and Co-workers

Balancing work and your career, your ovarian cancer and treatment, along with
other parts of your life, can be demanding. If you went back to work after your
initial treatment, many questions may come up: Do I want to continue working
during treatment? Will I be able to work, physically or psychologically? Can
my job be modified? It is important to understand your options. Some women
continue to work during treatment, while others do not.
Here are some considerations regarding working during your recurrence:
• Do your oncologist and healthcare team know that you are planning to
continue working and what your work entails? They may have helpful advice
about how to manage your work during treatment. If your employer asks for a
letter to verify or explain an accommodation in the workplace that you need, it
may be helpful to discuss this with your healthcare team and obtain such a
40
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•

•

•

•
•

letter from your doctor. An “accommodation” is a change that an employer
would make for an employee who has a disability.
Do you have concerns about disclosing your recurrence to your supervisor
and others at work? There may be a positive side to open and honest
disclosure. The workplace may be able to accommodate your needs. You
might want to do some thinking about what you want to disclose and to
whom, and prepare for the reactions you might receive.
Do you have concerns about taking time off from work for treatments or
to recover from them? Be prepared with strategies to help you cope with
treatment side effects that might affect you during your work day. This
might include altering your work or home responsibilities, asking for
assistance or modifying your work.
Have you referred to your employee handbook or your company’s policy
manual? Do you have any questions about what you have read? Who might
be of help to find these answers? Human resources or your union may
be a source of information and support, along with your supervisor
or colleagues.
Do you feel overwhelmed or anxious at work? You might want to practice
stress management techniques to help you cope.
Are you concerned about a negative reaction? Some co-workers may not
understand and may not be empathetic to your situation or any
accommodations that might be made for you. If your employer doesn’t
understand, you might be afraid of losing your job, but human rights
legislation is in place to protect you in those situations.

If you decide not to work, here are some things to consider:
• Some people have workplace income benefits such as short-term and
long-term disability benefits. It will be very important to know the specifics of
your policy in terms of leaving work, returning to work or leaving work again to
access these benefits. Policy considerations might include:
		 - Pre-existing clause – when you have a pre-existing medical condition, how
			 long must you be at your job before you are able to access either short-		
			 term or long-term disability benefits?		
		 - Recurrence clause – if you need to go back on long-term disability as a
			 result of a recurrence, how long must you have been working since you
			 were previously on long-term disability? If you have been back at work for
			 a long time, your present diagnosis might not be considered a
			 “recurrence” under the terms of the policy and you might need to start as
			 a new applicant for short-term and long-term disability.
		 - How will your insurance and benefits be impacted if you return to work
			 after treatment? Is there a provision for a graduated return to work and
			 how will this affect your insurance?
• Social assistance and drug benefits may be available from your province
or territory. Federal income programs such as Employment Insurance
Benefits or Canada Pension Plan Disability Benefits may help with income
replacement if you need to leave work.

41

STILL BY YOUR SIDE

•

•
•

THE PEOPLE AROUND YOU

Extended drug and health benefits may be available through a private
insurance plan with your employer or your spouse/partner, or by purchasing a
health benefits plan.
If you have difficulty with the insurance process or filling out forms, ask
for help.
Make sure you give your doctor enough time to fill out any forms or paperwork
required for financial assistance programs before the submission deadline.

NOTES

Some women decide that they want to retire when faced with a recurrence
of ovarian cancer. You will need to examine the pros and cons of retiring:
Are you ready to retire? What pension might you be eligible for? What about
government pensions? What happens to your work benefits if you retire?
Speaking with experts such as financial planners and/or your organization’s
human resources staff will help you learn more about your income options.

“Do the things you enjoy, spend time with the people you love, go
places you want to see. Pack all the good things you want into the
life you have left. Enjoy the present precious moment. I have been
doing this for the last seven and half years and plan on continuing
to do so as long as I have breath. In spite of the surgeries and
treatments during this time, I been more spontaneous and have
done more good, enjoyable things than I would have ordinarily.”
— MARILYN —

RESOURCES
•
•
•
•

•
•
•
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By Your Side. Ovarian Cancer Canada. This guide includes an extensive section
about financial matters. Call 1-877-413-7970 or visit ovariancanada.org.
Wellspring Money Matters program. Visit wellspring.ca.
Cancer and Returning to Work: A Practical Guide for Cancer Patients. Visit
bccancer.bc.ca/coping-and-support.
The Persons with Disabilities Online website provides access to services and
information for persons with disabilities, family members and caregivers.
Visit pwd-online.gc.ca.
Employment and Social Development Canada can connect you with benefits
you are entitled to. Visit esdc.gc.ca.
The Episodic Disabilities Network provides employment/job information for
people with episodic disabilities such as cancer. Visit edencanada.ca.
The Cancer and Careers website addresses the fear and uncertainty of
working people with cancer. Visit cancerandcareers.org.
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Your Healthcare Team

Although we refer to “doctor” in this section, the information provided may
help you communicate with all the members of your healthcare team: nurses,
pharmacists, social workers, etc. Your healthcare team plays an important role
in helping you deal with recurrence, as do you.
What role do you want to play in the treatment discussions and decisions?
For example:
• Do you want to be an active partner in the decision making?
• Would you like the doctor to make the decisions for you?
• Are there times when you want to be the active partner and other times when
you find it preferable to take a less active role?
• To what extent do you want your family involved?
• Do you think you have the healthcare professionals that you need on your team?

It is important to have clear communication with members of your healthcare
team. Unspoken attitudes and feelings can complicate things, so it is helpful
to look at those you bring to your interaction with your doctor. For example,
you may feel at a disadvantage because you do not have the knowledge the
doctor has. It may also seem as though the doctor wields a lot of power and
that you should not question what is said or disagree with what is advised.
Tell the doctor what kind of information or how much information you want
to receive. Some people just want to be very factual with the doctor and get
the basic information. Others may want or need more detail and more time to
fully understand what the doctor is saying.

THE PEOPLE AROUND YOU

When you meet with your doctor:
• Review what you want to discuss and what the doctor needs to discuss with you
at the beginning of the appointment.
• Ask the doctor how much time you have with them so you can prioritize
your questions.
• Listen carefully.
• Ensure that you understand. If you are not sure, tell the doctor and ask them to
repeat it.
• Share what you are feeling (“I feel confused, overwhelmed, calm, embarrassed,
frightened…”). If you show your anger, frustration, fear or embarrassment,
talk about it. Ask for a referral if the doctor is unable to provide the support
you need.
• Your appointment may be with a resident and not your regular doctor. The
resident communicates with your regular doctor. However, if the resident does
not answer all your questions or if you are not satisfied, you can ask to speak to
your regular doctor. This may or may not be possible at that visit.
After your appointment:
• Take time to think about what the doctor said. If someone came with you to the
appointment, get their perspective.
• Write down new questions that may arise that you will want to follow up on in
your next appointment.
• Use the notes pages in this guide or a journal to record what you learn from your
doctor, other caregivers, other patients or from your own reading.

RESOURCES
•

Appointments

Taking someone with you to your appointments is always a good idea to help
ask questions and listen to what the doctor is saying. If you are prepared
for your appointment, you may be able to think more clearly during the
appointment and be able to focus more on what the doctor says and what you
need to say.

•

Talking with Your Doctor—Communication Basics for Cancer Patients. Visit
publications.gc.ca/collections/Collection/H88-3-30-2001/pdfs/com/ttcan_e.pdf.
Doctor Can We Talk: Tips for Communicating with your Healthcare Team.
Visit cancercare.org.

NOTES

Before your appointment:
• Set some goals for the discussion. Do you need to get information from the
doctor or to give information? Do you need to make a decision? Get help and
support and a referral?
• Identify topics that you need to discuss and prioritize them. Formulate specific
questions and write them down.
• Decide if you want to talk to others on your healthcare team such as the
oncology nurse, social worker, dietitian or pharmacist.
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CH A P T E R 5

Treatment
You may feel overwhelmed with so much to think
about: When should treatment start? What about new
drugs that show promise for ovarian cancer? Do I want
a second opinion? Should I look into clinical trials?
Should I continue treatment? This chapter will guide
you through the information to answer some of your
questions about treatment.
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When Should Treatment Start?

This question can cause a lot of confusion. If tests indicate that you may
be in recurrence, you may wonder why your doctor doesn’t want to start
treatment right away. For example, if your CA125 result is getting higher or
a test result indicates tumour growth, it can be very alarming. In this case,
however, a doctor might say “Let’s wait until you have symptoms before
we start treatment.” Many people think that starting treatment right away
would be the best thing to do to start combatting the cancer. However,
most oncologists don’t treat the ovarian cancer recurrence until the woman
experiences symptoms, regardless of a rising CA125 or other test results.
Why is this?
There are a number of possible reasons:
• Lengthening the time between treatments may increase the responsiveness of
the ovarian cancer to the drugs and cut down chances of developing a resistance
to them.
• Delaying your treatment until you start to have symptoms can help maintain your
quality of life and avoid the potential side effects that may come with treatment.
• Studies indicate that giving treatment when you do not have symptoms does not
improve survival.

Personalized Medicine

You may have heard the term “personalized medicine” or “precision
medicine.” What does this mean? As more is learned about cancer, there is
greater understanding about how and why some people respond to certain
treatments while others do not.
Personalized medicine is an approach that analyzes an individual patient’s
tumour to determine what combination of drugs will work best and with fewer
side effects. This is called “tumour profiling.”
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seem to respond better to hormonal treatments than high-grade cancers.
As a result, it is becoming increasingly important to understand the specifics
of individual situations. You can discuss this with your doctor to ask how this
may apply to you. This is a new field and research is ongoing.

Types of Treatments

The treatment chosen by your doctor will be based on the best medical
evidence available, your individual situation and the doctor’s experience.
There is no one particular approach to treatment for recurrence, so the doctor
may choose a different approach for you than for someone else. For example,
surgery may be appropriate for some women and not others. Also, one
doctor may choose a different approach to treatment than another doctor.
One may not be better than another, just different based on the doctor’s
opinion and experience.
Chemotherapy, targeted therapy, immunotherapy, hormone therapy,
surgery, radiation and clinical trials are different types of treatment that may
be suggested.
Some things to keep in mind about these treatments:
• Some of these drugs and new therapies may still be in clinical trials and not
approved or funded for general use. You will need to speak with your oncologist
to get more information about available treatments. (For more information, see
the section Drug Availability in Canada on page 59.)
• Knowing more about these drugs and therapies can help you prepare, watch for
possible side effects and plan what questions to ask your doctor.

Platinum Sensitivity and Platinum Resistance

Personalized medicine might include:
• testing a person’s cancer to find out the type/subtype of the cancer and the
treatment most likely to be effective; and/or
• reviewing a person’s genetic profile to decide whether she may be able to
handle a specific medicine.

Platinum drugs or “agents” (cisplatin or carboplatin), either alone or with other
drugs, are the most common and most effective chemotherapy drugs for
ovarian cancer. If you received either of these during the first line of treatment
and the ovarian cancer recurs after six months or more, the ovarian cancer
is referred to as platinum sensitive—the cancer was sensitive to the drug,
meaning the drug was successful in slowing or stopping the cancer. In this
case, the platinum agent is likely to work well again and may be used to treat
the ovarian cancer recurrence. It may be given alone or with another nonplatinum drug.

Ovarian cancer is quite complex. Research indicates that the type and subtype
of ovarian cancer and particular genetic mutations respond differently to
treatments. For example, studies show that women with a BRCA mutation may
respond better to a type of drug called a PARP inhibitor than women who are
not BRCA carriers. In addition, low-grade subtypes of epithelial ovarian cancer

If the disease recurs in less than six months, the ovarian cancer is called
platinum resistant. Platinum chemotherapy would not be a useful choice to
treat ovarian cancer recurrence because it was not successful in slowing the
growth of the cancer originally. Other drug options would likely be used in
this situation.
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Drugs

Chemotherapy and other drugs currently used to treat ovarian cancer
recurrence are listed below. It is important to note that this list of drugs may
change at any time.
For platinum sensitive ovarian cancer (cancer that recurred after six months),
the major drugs used are cisplatin or carboplatin, usually combined with one
of the following:
Paclitaxel				Liposomal Doxorubicin
Gemcitabine				
(also called Caelyx or Doxil)
Docetaxel
If the cancer continues to grow and spread at any time while receiving
platinum drugs for recurrence, it is now called platinum resistant. The
platinum drugs are no longer of benefit and would no longer be used to treat
the cancer.
For platinum resistant ovarian cancer (cancer that recurred in less than six
months), the following may be used alone or in combination:
Paclitaxel				Gemcitabine
Topotecan				Docetaxel
Vinorelbine				Etoposide
Liposomal Doxorubicin		
(also called Caelyx or Doxil)

“My recurrence happened right away. My first CT scan after
all those weeks of chemo showed there were new tumours. Hearing
that the cancer had come back was harder than receiving my
initial diagnosis. My husband and I felt certain that this was the
beginning of the end. So I started on a new course of treatment and
I started hearing other women’s stories. I was hearing about
women who have gone through multiple recurrences over many
years and I started to have hope again.”
— C ARRIE —

Other Therapies

Other therapies may include targeted therapy, immunotherapy and
hormone therapy. These agents may be given alone or in combination with
chemotherapy drugs. Some are given intravenously, while others are in pill
form. Some or all of them may not be appropriate for your situation, and some
may be available only through clinical trials. You should discuss these options
with your doctor and healthcare team.
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This type of cancer treatment uses drugs or other substances to identify and
attack cancer cells or the surrounding tissues that nurture the cancer, while
doing little damage to normal cells. Those targeted therapies that work on
the cancer cell all work differently, but they all attack the inner workings of the
cancer cell in some way. Targeted therapy can have side effects, but they may
be fewer than with other types of cancer treatment.
An angiogenesis inhibitor is a drug or substance that keeps new blood
vessels (angiogenesis) from forming (anti-angiogenesis). In cancer treatment,
angiogenesis inhibitors may prevent the growth of new blood vessels that
tumours need to grow. With limited blood supply, the tumour will shrink or
die. Avastin (Bevacizumab) is an example of an angiogenesis inhibitor.
A PARP inhibitor is a substance that blocks an enzyme in cells called PARP
(poly ADP ribose polymerase). PARP helps repair DNA when it becomes
damaged. In cancer treatment, blocking PARP may prevent cancer cells
from repairing their damaged DNA, causing them to die. Studies show that
ovarian cancer patients with BRCA mutations have improved survival rates
when treated with PARP inhibitors, compared to women who are not mutation
carriers. Olaparib (Lynparza) is an example of a PARP inhibitor.
I M M U N OT H ER A P Y
Our immune systems work by creating cells that attack foreign entities in the
body like infection, cancer and other diseases. They do this by either forming
antibodies (B cells) or by directly attacking the cancer or its surrounding
tissues (T cells). Unfortunately, the immune system doesn’t always recognize
cancer cells as foreign bodies. Immunotherapy is a type of treatment that
helps the immune system to do this. For example, tumour vaccines can
program the immune system to improve the recognition of cancer cells.
Because of this, the immune system can better target cancer cells with
antibodies (B cells) to try and destroy them.
Sometimes the immune system’s T cells don’t function properly and are not
activated to attack the cancer. Another type of immunotherapy is drugs that
can target this “off switch” in the T cells so they become active and attack
the cancer. Research in immunotherapy as a treatment for ovarian cancer
is ongoing.
H O R M O N E T H ER A P Y
This type of therapy for ovarian cancer uses hormones or hormone-blocking
drugs to fight cancer. Hormone therapy is rarely used to treat epithelial
ovarian cancer and is more often used to treat ovarian stromal tumours. Lowgrade subtypes of epithelial ovarian cancer also seem to respond to hormonal
treatment. It is rarely used with high-grade epithelial cancers.
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RESOURCES
•

•
•

Ovarian Cancer: NCCN Treatment Guidelines for Patients is a resource that
provides clear and understandable information about treatment. The National
Comprehensive Cancer Network (NCCN) is a US organization. Visit nccn.org.
Society of Gynecologic Oncology of Canada. Visit g-o-c.org.
For further information about immunotherapy and ovarian cancer, visit
cancerresearch.org.

Surgery

Surgery to treat recurrent ovarian cancer is called secondary debulking
surgery or secondary cytoreduction. Secondary surgery is used with caution.
It is more complex to repeat abdominal surgery in ovarian cancer, partly
because of the effects of previous surgery, including scar tissue and altered
anatomy. Repeat surgery is not likely to be used if there are several sites
where there is tumour regrowth, if the ovarian cancer is “bulky” (too large
or unable to remove) and/or if there is a lot of ascites (fluid in the abdomen).
Exceptions to this would be a specific problem, such as a bowel obstruction,
herniation or bleeding.

TREATMENT

“Women with this disease don’t die overnight. A recurrence can
readjust your attitude to make the most of every day for the rest
of your life. I believe this is an advantage we have over people
who take good health for granted.”
— HELEN —

NOTES

There is also no strong evidence at this time that secondary surgery helps
women live longer. An exception may be for women who recur after more
than 12 months and who meet specific criteria. The decision to perform
surgery on a woman whose ovarian cancer recurs is a very individual and
difficult one. This decision must be made after careful discussion with your
gynecologic oncologist, weighing multiple factors including your overall
health and quality of life, the extent of the surgery, expectations of the results
and prognosis.

RESOURCES
•

The Society of Gynecologic Oncology of Canada has released a statement
about criteria for surgery for recurrence of ovarian cancer. Visit ovariancanada.org.

Radiation

While radiation is not often used in recurrent ovarian cancer, it may be helpful
when there is a localized tumour that does not require a large part of the
bowel to be exposed to radiation. While radiation destroys cancer cells, it
can also damage or kill healthy cells. It might be used to control a specific
localized issue such as tumour recurrence at the vaginal vault (internal end of
the vagina) that causes bleeding.
Radiation may also be used to reserve chemotherapy treatments for later
use or to manage an isolated mass. Radiation therapy treatment causes
side effects that vary depending on the site being treated. Speak with your
healthcare team to see if this treatment is an option for you.
54
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Clinical Trials

Participation in a clinical trial to treat your recurrence may be an option for you
to consider. Your oncologist or another member of your healthcare team may
initiate discussion about possible participation in a trial. If not, you may ask
about it as an option. A clinical trial is a research study, in this instance to help
find better ways to treat ovarian cancer. While many clinical trials are related
to the treatment of the cancer, other trials may deal with reducing side effects
such as nausea or sleep disturbances.
Trials are run according to a clear and strict protocol. To participate in a
clinical trial, you must meet certain criteria that depend on what the clinical
trial is investigating. For example, if a researcher wanted to study the effect of
a particular drug on women with a BRCA mutation, then all participants would
have to be BRCA positive. Another example is a study of a specific type or
subtype of ovarian cancer. In some cases, a tissue sample may be required.
T Y PE S O F C L I N I C A L T R I A L S
Randomized clinical trials. The participant is randomly assigned to the
experimental group (receiving the new, experimental treatment) or a control
group (receiving standard treatment). Neither the participants nor the treating
oncologist has any influence over this process.
Blinded clinical trials. The researcher knows if a participant is in the
experimental group or a control group, but the participant does not know
what group she is in. If the participant knew which treatment she was getting,
it could bias her response.
Double-blinded studies. Neither the participants nor the researchers know
which treatment group participants are in or what treatment they are receiving.
This study design is preferable because it prevents both participant and
researcher bias.
PH A S E S O F C L I N I C A L T R I A L S

The different phases of clinical trials are designed to answer specific questions.

Phase I. This stage of the clinical trial determines the dose and side effects
of the drug being studied. Although there is some risk, a Phase I trial may be
an option for those who are willing to try something new and with positive
potential. Only a small number of individuals participate in a Phase I trial and
they are closely monitored. The dosage of the drug is gradually increased for
safety and to balance the side effects that it may cause. A Phase I study may
take several months to a year to complete.
Phase II. At this stage, the researchers are aiming to determine if and how
well a drug works in a specific cancer. The number of participants for a Phase
II trial is also small and the trial may last a couple of years.
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Phase III. This stage looks at a new treatment in comparison to a standard
one. Phase III trials are usually randomized trials with a large number of
participants (hundreds, or sometimes thousands). All participants get
treatment—either the standard one or the new one. Phase lll trials may take
several years to complete, and then more time is required to analyze results.
Some clinical trials are conducted only at one location, whereas others may
take place at a number of cancer centres in Canada, the United States and
abroad. If a clinical trial is not available in your city, you may be able to travel
to that location; however, this would be at your own expense. If you find a
study that you may qualify for, discuss the information with your doctor.

RESOURCES

•

The Canadian Cancer Society has a publication with basic information about
clinical trials. Visit cancer.ca.
General information about clinical trials. Visit itstartswithme.ca.

•

The following websites have information about specific clinical trials:

•

		
		
		

- The Canadian Partnership Against Cancer. Visit canadiancancertrials.ca.
- National Cancer Institute of Canada Clinical Trials Group. Visit ctg.queensu.ca.
- CenterWatch is a US organization. Visit centerwatch.com.

“It’s a new normal, living with this disease. Every time you think
you understand what’s happening, the disease evolves, changing how
your body responds or doesn’t. You can eat healthy, exercise, reduce
your stress and cancer still wins out sometimes. It’s frustrating. I’ve
learned to live for the day, to enjoy my children, to not waste precious
moments, nor to lament what I will miss in the future. Instead I plan
adventures for when I am well enough to enjoy them.”
— ROCHELLE —

Drug Availability in Canada

You may hear about some drugs and discover that they are not available in
Canada. Or you may find that some provinces/territories pay for certain drugs
while others do not. New drugs have to go through a rigorous governmental
approval process, starting at the federal level.
In some cases, drugs may be approved by Health Canada for use with other
cancers and show promise for use with ovarian cancer. However, before the
drug can be used for ovarian cancer, it has to be approved for use for ovarian
cancer. Each drug must go through an approval process for each disease.
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Health Canada assesses the safety, effectiveness and quality of a drug.
Once Health Canada has approved a cancer drug for use in Canada, the
provinces and territories must decide if the drug will be eligible for public
reimbursement in their particular region. Funding of oncology drugs is
determined through the expert advisory body of the pan-Canadian Oncology
Drug Review (pCODR). In Quebec, the equivalent approval body is called
Institut national d’excellence en santé et en services sociaux (INESSS). If
the advisory body recommends funding a particular drug, it is up to each
province/territory to determine if it can afford to pay for the drug. As a result,
the drug may be available in one part of Canada but not another.
A drug that is being studied in a clinical trial is not typically available
outside of the clinical trial. This drug may be available if the patient wants
to pay for it out of pocket, or there may be coverage through an employee
extended health plan or compassionate program offered through the drug
manufacturer. You should discuss these cases with your healthcare team.
Ovarian Cancer Canada is committed to increasing access to treatment drugs
for women in Canada. If you need help in this area, please contact us to find
out more.
RESOURCES
•
•

pan-Canadian Oncology Drug Review. Visit cadth.ca/about-cadth/what-we-		
do/products-services/pcodr.
Health Canada. Visit hc-sc.gc.ca/dhp-mps/prodpharma/activit/fs-fi/reviewfs_		
examenfd-eng.php.

Second Opinion

The information about treatment options for ovarian cancer keeps growing
and changing. You may want to confirm that the treatment plan that has been
chosen is the right one for you, or you may want to learn about other available
options. Second opinions are part of cancer care, and you always have that
option.
It may feel difficult to ask your gynecologic or medical oncologist for a
referral for a second opinion. You may be afraid that it conveys mistrust and
that perhaps it will hurt your relationship with the doctor. However, keep in
mind that referral for a second opinion is common, especially when dealing
with something as serious as a recurrence. You may simply be looking for
reassurance that the treatment plan offered is the best one for you, or you
may strongly disagree with the plan the doctor proposes and be looking for
someone who is more in line with what you believe needs to be done. Women
who have gone through this process suggest that a polite and matter-of-fact
approach can be helpful when talking about a second opinion.
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If you encounter any resistance, other options are available to you. Some
cancer centres have tumour boards where a group of specialists review
specific cases. You could ask your oncologist to have your case reviewed
by this board. You could also ask your family doctor for a referral to another
oncologist. Remember, it is your right to get a second opinion. If you choose
to get a second opinion outside Canada, your doctor does not have to be
involved. However, it is important to note that any travel costs would be at
your expense and you may find that certain treatments are not available
in Canada.
When you go for a second opinion, your health information, such as test
results and pathology reports, will be forwarded to the doctor. You may be
asked to sign a release form to share your health records with the consulting
doctor, especially if this doctor is from another healthcare facility. Another
option is to ask for copies of your medical records, test results, etc., at the
time they take place. If you decide to get a second opinion, take the time that
you need—a few days or a few weeks—to ensure that you choose a treatment
that seems right for you.

Decision Making

Because you have already dealt with ovarian cancer, you know how the
treatment affected you and the impact it had on your life. This previous
experience can help you to make decisions now. The following three general
steps may be useful in guiding you to a decision:
1. Get the information you need. Your healthcare team can help with this as
far as available treatment options, side effects that you might expect, etc. You
may also wish to talk with other women whose ovarian cancer has recurred to
learn about their choices and experiences.
2. Determine your goals. Perhaps you want to do anything possible to treat
the cancer when it recurs. Perhaps you feel more cautious about pursuing
the treatment options. Perhaps you question whether you even want any
treatment. Take time to consider all the factors you can and determine if your
goals are possible to achieve. Then plan your approach accordingly.
3. Remember that you can revise your decision and change your goals at any
point if you change your mind.
Consider what is important to you and take time to make a decision. You may
want to engage your family and friends in your decision making. If they were
with you during your initial diagnosis, they may have insights and feelings
about a course to pursue.
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Here are some considerations as you make decisions:
• How willing are you to deal with the potential side effects of treatment, whether
they are physical or emotional?
• How will you deal with the concerns and expectations of the important people in
your life (partner, children and friends) and what they want for you? To what
extent do you feel supported by them?
• Is the goal of the treatment to control the cancer or to ease symptoms, or both?
Talk with your oncologist about the approach for you.

NOTES

While there are multiple chemotherapy treatments for recurrence, not all of
them may be right for you. Discuss your best options with your doctor.
Keep the following in mind:
• Whether the ovarian cancer is “platinum sensitive” or “platinum resistant” will
make a difference in the treatment options presented to you.
• If you carry the BRCA genetic mutation, it can also make a difference as you may
have better results with some treatment than others.
• You may also want to discuss whether there are any appropriate clinical trials
available to you.

At any point, you may decide to have no further treatment. (For more
information, see Chapter 8 - Dealing With Advanced Disease.)

“I am selective about what knowledge I want. I skip
anything about the statistics because that doesn’t help ME. I know
what I am living with. I do research treatments and clinical trials.
I ask questions about the treatment that is recommended. I’ve
gone to another hospital for a second opinion and a consult about
clinical trials. It’s my body and I’m the one living with
the consequences of cancer and the treatments.”
— ANITA —

RESOURCES
•
•
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Ottawa Personal/Family Decision Guides. Visit decisionaid.ohri.ca.
Decision making and other tools. Visit thinkaboutyourlife.org.
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Treatment Side Effects

A number of side effects can result from cancer treatment. Chemotherapy
kills both cancer cells and fast-growing normal cells, such as those in the hair
follicles, the digestive tract, the nervous system and the bone marrow. As well
as the physical side effects of treatment, there can be emotional ones too,
such as anxiety and depression. The range and intensity of side effects vary
from woman to woman. Some last longer than others and may be controlled
by prescription medications. Some women experience few, if any side effects,
while other women experience many.

TREATMENT

At present there are no effective medications to deal with or prevent chemo
brain. Some things you can do to help yourself include the following:
•
•
•
•
•
•
•
•

The following sections discuss a few common side effects, including chemo
brain, fatigue, nausea and vomiting, neutropenia and peripheral neuropathy.

RESOURCES
•

•
•

By Your Side. Ovarian Cancer Canada. This guide has an extensive section on
side effects of treatment and how to deal with them. Call 1-877-413-7970 or
visit ovariancanada.org.
Chemotherapy and Other Drug Therapies: A Guide for People with Cancer.
Visit cancer.ca.
Brown, C. G. (2011). A Patient’s Guide to Symptom Management. Pittsburgh,
PA: Hygeia Media/Oncology Nursing Society.

Chemo Brain

Studies show that “chemo brain,” or the impact of chemotherapy on your
ability to think clearly, is fairly common. It refers to memory problems,
problems in thinking and poor concentration that seem to result from
treatment. Other symptoms may include confusion, fatigue, short-term
memory problems and difficulty learning new tasks. Trouble paying attention,
finding the right words and doing math may also be part of chemo brain.
It is uncertain what causes these problems with memory and concentration
or what makes them worse. Contributing factors may be treatment
(chemotherapy, radiation, hormonal, etc.), poor nutrition, anemia, infection
and sleep problems. Anxiety, stress and depression may also play a role. In
addition, other drugs used to deal with the side effects of treatment and/or
changes in hormones may contribute to the symptoms of chemo brain.
Talk with your doctor if you are concerned about chemo brain. It is helpful
to keep a journal of any memory lapses and to bring it to your appointment.
Keep track of the situations in which you experience memory problems,
including what you were doing and what type of trouble you had. Also bring
along a list of all medications, vitamins or supplements that you take.
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•

Minimize distractions so that you are able to focus.
Use a day planner and record everything that will help you to be organized.
Create to-do lists.
Consider using a pill box/organizer for your medications.
Keep your living and work space simple and organized.
Maintain a healthy lifestyle: eat well, get the rest you need, get regular exercise
and try to relax.
Ask your family and friends to help you keep on track with specific reminders.
Work your brain. Do crosswords, puzzles and math calculations/problems.
Be patient with yourself and keep a sense of humour.

Chemo brain may make it difficult for women to work when tasks require
more concentration or take longer to finish. Multi-tasking may be more of a
challenge. If symptoms make it difficult to do your job, let your doctor know.
Although it is rare, you may be unable to return to work because you are
unable to concentrate and/or have memory problems. In this case, you may
need to apply for disability benefits. You will need the help of your oncologist
and social worker to do this.

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
However, fatigue can be caused
affect your body’s normal ability to function
by cancer-related anemia. It is
well, causing fatigue. There are no tests to
important to talk to your doctor
diagnose fatigue; it is a description of how
because this kind of anemia can be you feel.

treated effectively through blood
transfusions and/or drugs.

Fatigue feels 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.
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.
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Listen to your body. When you are low on energy, it’s telling you that you
need to rest. Take it easy. 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 as they are treatable.
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 may also 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 or take a warm bath—do whatever soothes you.
• Consider “unplugging” from electronic devices before going to bed.
• Avoid caffeine in the afternoon and evening. It may keep you from getting
to sleep.
• Consider asking 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 loose-fitting and comfortable clothes that are easy to put on and take off.
• Consider using relaxation techniques, meditation or prayer as a way to relax
and energize.
• Exercise if you can. Even a short walk or a few stretches can give you energy.
It may seem illogical to try and exercise when you feel tired, but evidence
suggests that exercise actually helps with cancer-related fatigue.
(For more information on exercise, see Chapter 6 - Caring For Yourself.)
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.
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Nausea and Vomiting

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 and 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 experience nausea and
vomiting so 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. Certain types of 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. The
following suggestions may help:
•

•

•

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.
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.

Eating and drinking. You can also reduce your discomfort by making changes
to your diet, such as the following:
•
•
•
•
•
•
•
•
•
•

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.
Eat cold foods or foods that are at room temperature. Odours from hot food can
make nausea worse.
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 such as crackers, toast, applesauce and potatoes.
Avoid spicy, fatty or very sweet foods.
Try sucking on sour candies (lemon-flavoured, for example).
Relax in a sitting or slightly reclined position after eating—don’t lie down.
If you have been vomiting, take sips of “flattened” ginger ale or broth to replace
the fluids you have lost. After vomiting, rinse your mouth with a mild salt solution
or add a little lemon juice to the water.
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Other things that can help include the following:
• Try chewing gum.
• Moderate exercise may 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 may help—go outside and breathe deeply and slowly.
• Practice relaxation techniques.

W H EN TO C A L L T H E D O C TO R
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, or if side effects from the anti-emetics are making you
feel worse.

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, which will
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.
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.
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Peripheral Neuropathy

A number of chemotherapy agents (such as carboplatin, cisplatin and
paclitaxel), alone or in combination, can contribute to side effects during
cancer treatment that affect your nerves and nervous system. These side
effects may be short- or long-term, depending on factors such as your age,
dosage of chemo drugs, total dosage over time of chemo drugs, duration of
treatment, combinations of neurotoxic agents, etc.
Peripheral neuropathy can vary according to the individual in terms of when it
might begin, how severe it is, what it is like and how long it is likely to last. It
often has a “glove-and-stocking” distribution where the hands and feet may
be numb or very sensitive. There might also be sensations such as tingling,
pain from stimuli that are not usually painful (such as touch), exaggerated pain,
diminished pain, or burning, shooting, or electric shock-like pains. It may also
be felt as severe itching.
Peripheral neuropathy might dull temperature sensation, decrease awareness
of body position and lessen the ability to feel vibrations. Arms and legs may
feel weak. There may be loss of balance. Talk with your team about these
side effects early on to prevent them from getting worse and to help prevent
discomfort. Fatigue and depression may go along with these side effects. You
and those close to you should report this to your treatment team.
Talk with your doctor about medication options to deal with peripheral
neuropathy, such as antidepressants, anti-convulsants, a lidocaine patch
or some other topical analgesic, acetaminophen and non-steroidal antiinflammatory drugs (NSAID).
In order to manage peripheral neuropathy and keep yourself safe, try
the following:
• Use oven mitts when cooking, wear gloves when gardening and wear properly
fitting shoes to protect hands and feet from injury.
• Wear protective clothing in the cold and assess water temperature carefully to
protect yourself from extremes of temperature.
• Prevent falls with well-lit rooms, clear walkways and non-skid mats in your shower
or bath.
• Ask others to help you with any changes in daily routines where you might lose
balance or require motor skills: picking things up, buttoning clothes, opening jars
or inserting keys in keyholes.
• Consider eliminating throw rugs to reduce your risk for falls.

In addition, exercise can help restore function in the arms and legs. Exercise
can also improve balance, strength and safety. Physiotherapists and exercise
therapists may use specific stimulation exercises for the hands and feet. Ask
for a referral to physiotherapy and/or occupational therapy if you require
braces or other assistive devices.
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The following may also help decrease the symptoms of peripheral neuropathy:
• Control diabetes.
• Limit alcohol intake.
• Avoid repetitive activities such as extensive walking, playing instruments, knitting
and typing (including the use of digital devices).

“Side effects are a reminder of the cancer journey even when I am
in remission. Neuropathy from my initial treatment improved for
the first few months, however did not disappear. My feet are quite
painful when they even get slightly chilled. However, even though
difficult, it is also a reminder that I am a survivor.”
— MARILYN —

Complementary and
Alternative Therapies

Some women with ovarian cancer may be interested in using complementary
therapies in combination with conventional medical therapies to treat their
cancer. Women may want to use these therapies to help relieve stress, to
lessen the impact of side effects and to promote a feeling of wellness. You
may also have questions: Are they safe to use? Do they work? How might they
help me? Do they work with the treatment that I am using?
Many healthcare professionals will support your right to try complementary
treatments. However, it is important to let your doctors and the rest of your
healthcare team know if you are using any of these therapies since there is a
risk that they can affect your conventional cancer treatments. 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 treatments.

Some of the challenges about the use of complementary therapies include:
• Choosing which complementary therapy will be most helpful for you
• Finding a reputable therapist
• Paying out-of-pocket costs (although some services may be covered by your
private insurance)
• Therapies may not be regulated

Alternative therapies are practices or approaches to illness that would be
used instead of conventional medical treatments like chemotherapy and
radiation. Healthcare professionals have been reluctant to support alternative
therapies because the benefits and harms of using only these therapies in
cancer treatment 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.
You may also have heard the term “integrative healthcare.” This is a new field
that involves bringing together conventional and complementary approaches
in a coordinated way. Research is ongoing in this field.

RESOURCES
•

•

The Ottawa Integrative Cancer Centre is a branch of the Canadian
Naturopathic Association and specializes in cancer care and prevention.
Call 1-855-546-1244 or visit oicc.ca.
British Columbia Cancer Agency Complementary Medicine Education and
Outcomes (CAMEO). Visit cameoprogram.org.

NOTES

In general, types of complementary therapies include:
• Special diets, foods and natural health products
• Mind–body practices such as meditation, prayer, relaxation, visualization and art
and music therapy
• Body-based practices such as various kinds of massage, yoga and tai chi
• Energy therapies such as therapeutic touch, reiki and acupuncture
• Specific practices such as traditional Chinese medicine, naturopathy
and homeopathy
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Treatment Diary
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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
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CH A P T E R 6

Caring For
Yourself
A recurrence diagnosis involves your
whole being—your feelings, your spirit and
the hope that you nurture—not just your body.
This chapter will provide you with information
and guidance that you may find helpful to gain
strength, encouragement and motivation to
live well even during what may be one of the
most difficult times of your life.
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Your Well-being

While recurrence and all that it brings can complicate your life, it is important
to pay attention to the basics of healthy living. Healthy living practices have
positive effects on your physical body and your overall well-being.
To the extent that you can, try to do the following:
• Eat well. It may be a balancing act at times to figure out what you are able to eat
if you are dealing with nausea and vomiting. It can also be a balancing act when
you have a good appetite to choose between foods that bring you pleasure and
foods that are healthy if they are not the same foods.
• Get the rest that you need. Try to go bed earlier. Take naps if you can. Being
rested helps you concentrate and think clearly. It also gives you more energy and
helps you deal with life’s challenges.
• Move your body. Physical exercise has been found to ensure good sleep, help
manage symptoms and even help improve symptoms of fatigue. A specific
exercise regimen may be helpful, but simple things like walking outside and
stretching your joints a few times during the day can make a difference. Exercise
is also a natural stress reliever.

“Before I was diagnosed I knew what self-care was, I just didn’t have
time for it! Life was busy and I was the type of person to consider other
people’s needs well before my own. Even after learning of my recurrence
I found it really hard to allow others to help me and it was near
impossible to ask for help. Today self-care is going to my support group,
taking a gentle yoga class, going for coffee with friends and enjoying a
great meal with my husband. I’ve had to learn to put myself first and
sometimes that meant saying no. That doesn’t mean I can’t be there for
the people in my life, I still find the time to give back, what it means is
that I have to find a balance now.”
— C ARRIE —

Feelings

The journey through recurrence can give rise to many difficult feelings. You
may be angry, asking why this happened to you and why did you get ovarian
cancer in the first place. You may be anxious because you are experiencing
uncertainty in so many areas of your life. You may be scared of how the
disease will progress, that your life is ending and of how it will end. You may
feel guilty because although you see that your family needs you, you feel as
though you are a drain on them. Finally, you might feel a sense of loss and
grief as you struggle to cope.
Some suggestions about dealing with these feelings include the following:
• Spend time with individuals who you can talk to and who won’t evaluate or judge,
won’t deny the truth of your feelings and won’t pressure you to be positive.
• Participate in support groups. They can help you recognize that your feelings are
shared by others and are “normal” in circumstances such as yours.
• Use the notes pages in this guide or a journal to write down thoughts, feelings
and reflections.

If you are having a difficult time managing your emotions, you may want
to consider talking to someone who could help you. A social worker or
psychologist at the cancer centre or even a close friend may be a good place
to start. (For further information, see Chapter 7 - Support.)

RESOURCES
•
•
•

By Your Side. Ovarian Cancer Canada. Call 1-877-413-7970 or visit
ovariancanada.org.
Think About Your Life offers various online resources for people dealing
cancer and other issues. Visit thinkaboutyourlife.org.
The Healing Journey Program provides tools to cope with the psychological
effects of cancer. Visit Healingjourney.ca.

RESOURCES
•
•

•

•
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For personalized nutrition advice, see a registered dietitian. Ask at your local
cancer centre or hospital, or visit dietitians.ca.
ELLICSR is the Health, Wellness and Survivorship Centre at Princess
Margaret Cancer Centre. For healthy recipes for cancer survivors,
visit ELLICSRkitchen.ca.
National Comprehensive Cancer Network, under Patient and Caregiver
Resources has a variety of resources in the “Life with Cancer” section
including “Exercise and Cancer.” Visit nccn.org.
Inspire Health, Supportive Cancer Care has online resources and information.
Visit inspirehealth.ca.
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PER S O N A L PER S PEC T I V E S
Here are some thoughts and feelings that women with ovarian cancer have
shared with Ovarian Cancer Canada. They may have come up for you already, or
if not, they may be helpful for you to consider:
• How much are you willing to change your lifestyle? If there is a lot of pressure
to conform to certain behaviours regarding diet, self-care, healthy living, etc.,
what needs to stay the same in your life? What do you want to change?
• Preserve your boundaries and tell your story in your own way to the people
that you choose. It is up to you whom you tell and what information you share
about your situation.
• This time it is different. Being diagnosed with a recurrence can best be
described as sobering. What do you need to do in the face of it? What do you
need to do differently? What do you need to keep doing? What practical
issues do you need to think about like finances, work, planning for the future?
• If you choose to go off treatment for a while, you will not likely die tomorrow.
Family members, support group members and others may pressure you
to stay on treatment when it doesn’t feel right to you. Give yourself the
opportunity to think about it and figure it out. Maybe take a break from
treatment. Talk with someone you trust on your treatment team about how
you might do this.
• You trust your doctor and yet you have to honour your own needs. Perhaps
your doctor gives you too much or too little information. Refer to the section
on communicating with your doctor and share your needs with your
healthcare team.
• Sometimes treatment staff may try to be “realistic” and their communication
may seem harsh and insensitive. Challenge them gently—they may not really
know you and they can’t predict the future.
• The people around you want you to keep a positive attitude. When you have
a positive attitude, those around you are likely to feel more comfortable. Only
you know the truth of what you feel. About 25% of people with cancer suffer
clinical depression. It may not be easy to recognize depression since anxiety,
a sense of loss and sadness are “normal” reactions to a diagnosis of
recurrence. Your job isn’t to keep others comfortable by being positive. Seek
help if these feelings last longer than a few weeks.
• You have two faces: a personal one and a public one. People tell you, “You
look great; you’re so strong!” Well, don’t judge a book by its cover!
Sometimes friends may seem insensitive when they tell you that you look
good, because you may feel awful and don’t think you look good. If they say
that you are strong, it may feel hard to take if you feel you are just dragging
along. Often these things are said with the best possible intentions. Take a
deep breath, say “thank you” and gently tell them what is going on with you,
if you choose to.
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Spirituality

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.
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, and give you the courage
and strength to face what lies ahead. There are many different ways to explore
and express spirituality. Find out what feels right for you.
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.
Nature, art, music and meditation may bring you spiritual peace. 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 the following:
• 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 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.

“My mom and aunt did not survive five years with their stage 3c
ovarian cancers, but I have known every day for 10 years and three
recurrences that I am blessed to be alive. I tell everyone ... ‘enjoy every
good day for what it is. If you worry about a bad day coming,
you NEVER have a good day.”
— HELEN —
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CARING FOR YOURSELF

“Hope matters. It’s the antidote to fear for me. If you don’t live with
hope in your heart that you can still live a good life, however long or
short, then you live with despair. My feeling sad days come in single
doses and when I have them I take myself out for a walk somewhere
nice with my dog. I don’t chastise myself for feeling sad, but I do try to
give myself a gentle counterpoint.”

Hope

Hope is a feeling of expectation and a desire for certain things to happen
in the future—your plans and wishes. Some women may feel that hope
disappears when their cancer recurs. You don’t have to let go of your hopes
and dreams because of a recurrence. Looking forward to events and setting
goals for the future are still possible and still important for you and your
family. A recurrence can change your way of life, your perspective and your
plans for the future, but hope can continue.

“Life isn’t about waiting for the storm to pass ...
It’s about learning to dance in the rain.”
—VIVIAN GREENE—

— ANITA —

RESOURCES
•
•

Some women find that they become more spontaneous and don’t put things
off as they once might have. They start crossing things off their “list of things
I’ve always wanted to do” or “bucket list” where and when possible—plan
that trip, spend more time with family and friends, pursue an enjoyable hobby.
Having something to look forward to, even visiting with a close friend, can be
encouraging and hopeful.

“After the first line of treatment, there is always the possibility
that the cancer was cured. However, with a recurrence you know it
is going to keep coming back—so yes, death is in the picture for sure.
I panicked in the sense I wanted to make some special memories
with my kids. I figured rather than just leave them money, I might
as well spend it on them while I am alive and make memories. It was
wonderful to have that one-on-one time with them. Since then I
have had another recurrence, but have had three and half more
years to make more memories!”

•

Canfield, J. Editor. (1996). Chicken Soup for the Unsinkable Soul: Stories of
Triumphing over Life’s Obstacles. Health Communications.
The Healing Journey Program, developed by Ontario Cancer Institute/
Princess Margaret Hospital, provides tools to cope with the psychological
effects of cancer. The program includes a book, videotapes/DVDs,
audiotapes and a workbook. Some material can be downloaded from the
website. Visit healingjourney.ca.
Ramen, R. N. (1997). Kitchen Table Wisdom: Stories That Heal.
Riverhead Books.

NOTES

— MARILYN —

Discuss what hope means to you with your family and with your treatment team.
Look for things that give you enjoyment—be with people who lift your spirit,
do things that make you happy, watch movies that make you laugh or inspire
you. Put some fun things into your life, whatever they are. Talk with a chaplain
or whomever you trust to help restore your hope when it flags. Planning a trip
or looking forward to an event such as a loved one’s wedding or graduation can
increase your sense of well-being and fill you with hope and anticipation.
Feeling hopeless and sad can be a normal reaction to the news that you are
in recurrence. However, if this persists over time and you continue to feel
hopeless, you may wish to talk to someone who can help you. (For more
information, see the previous section about Feelings and Chapter 7 - Support.)
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CH A P T E R 7

Support
You may need emotional and practical
support during your recurrence from
those close to you and from professionals,
groups and agencies. This chapter
outlines some of the different kinds of
support that may be helpful.
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“I joined the support group nearly five years ago. There I heard the
stories of women who were living well, five, ten, even twenty years
since being diagnosed with late stage ovarian cancer. I learned so
much about the disease, treatment and complementary care, about
the philosophy of living with a chronic disease. Today I’m able to pass
along what I know to women who are newly diagnosed. What I’m glad
to discover is that research and treatments are evolving. I’m hopeful
women in the future will be able to say, I’m cured.”

Support

Many cancer support organizations across Canada, including Ovarian Cancer
Canada, offer a variety of support programs in local communities. These
programs include support groups, art and music therapy, exercise classes,
yoga and tai chi, peer-to-peer counselling, educational resources like webinars
or lectures, and financial information. Contact Ovarian Cancer Canada for
more information or ask about these community organizations at your local
cancer centre. (Also see the list of resources and organizations at the back
of this guide.)
Support can come from many sources. While it does not happen in all
cases, many women find support from members of their healthcare team
at the cancer centre—their oncologist, the chemo nurse, social worker or
psychologists and others. Your partner or spouse is likely to be a key person
in providing support. Your children may also be a source of support, and you
may rely on other family members as well as friends or neighbours.

Support Groups

Women who have gone through or who are going through an ovarian cancer
recurrence may be an important source of support and information. You
may find, to your relief, that support groups include others who understand
your experience and who are dealing with issues similar to yours. In support
groups, women who have gone through what you are going through share
what they have learned, and you may benefit from their experience. There are
different types of support groups, such as the following:
•

•

Some cancer treatment centres may provide an ovarian cancer support group
that you can join. Often healthcare professionals such as psychologists or social
workers lead these groups.
Other support groups may be peer-led (that is, led by a cancer survivor) and are
not usually located at the cancer centre. If there is no local ovarian cancer
support group, you may be able to find what you need in support groups for
people with any type of cancer. People coping with cancer have many
common concerns.

Being a member of a group is up to you, so don’t feel obligated to join
one. Some women prefer to talk to individual survivors on the telephone.
Sometimes women want to see a professional (social worker, clergy member
or counsellor) for one-on-one support. In addition, online discussion forums
may be helpful for women who don’t want to be part of a face-to-face group
or who are unable to get to meetings.
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RESOURCES
•
•
•
•

Ovarian Cancer Canada provides information about support groups in your
area. Visit ovariancanada.org.
Cancer Chat Canada hosts online support groups. Call 1-844-725-2476 or
visit cancerchat.desouzainstitute.com.
The Canadian Cancer Society provides peer support over the phone and
online. Call 1-888-939-3333 or visit cancerconnection.ca.
Cancer Support Community is a US-based organization that provides a
variety of online resources and a chat room. Visit cancersupportcommunity.org.

Your Family, Friends and Children

Particularly during your recurrence, you will need care and support. Many
women are fortunate to have supportive and caring families who can help
see them through hardship and who they can rely on. Sometimes, however,
the connections with family members can become frayed when dealing with
stressors such as those posed by a serious illness. Roles may change—the
wife, mother or sister whose ovarian cancer has recurred may have greater
needs than before and a new balance of sharing needs to be found. Or
sometimes you may be called upon to give support to your “healthy” family
members who are troubled and fearful about your condition. This draws
deeply upon emotional reserves, and you may feel you are running on empty.
Here are a few suggestions:
• Seek out family members or friends who you find are good to be with—whether
because you can laugh with them, cry with them, be quiet with them, share your
greatest fears with them, enjoy doing things with them or just like spending time
with them.
• Ask others for help when you need it. Be specific, such as driving you to your
appointment, helping you with grocery shopping or housecleaning. Often
individuals want to help but don’t know how, or they are afraid they might get
involved in doing something that is beyond what they think they can do. When
you are specific, they are free to decline.
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In times of need, some individuals who seemed close to you may disappear from
your circle, whereas others may surprisingly appear to offer support.
Let those close to you know what is happening with you and your treatment.
They need that information because they are concerned about you.
Share your feelings. If you don’t know what you are feeling, it is important to
share that too.

“Where you have family and friends who aren’t so helpful, don’t try
to avoid them, just understand how it’s hard for them to cope with
what’s happening to you, and try to manage your contacts with
them so you don’t add more stress to your journey.”
— BARBAR A —

Counselling and Professional Support

Ovarian cancer recurrence can be a life-altering experience and can be a
great deal to cope with emotionally and physically. Sometimes family and
friends may not be able to help you because they aren’t nearby or because
interacting with them is a source of difficulty.
Most cancer centres have social workers or psychosocial oncologists on staff
who are trained to work with people with cancer and/or their families. Another
option may be a counsellor in private practice, such as a psychologist, a
psychotherapist, a social worker or a psychiatrist, which would be at your
own expense.
It is important that the counsellor you see is licensed in your province or
territory to ensure that they are a qualified professional. You can learn online
about the licensing body in your province/territory for a particular profession.
You may also be able to find someone through your employee assistance
program at work, through a referral from one of your healthcare team or by
word of mouth. Private health plans usually provide at least partial payment of
sessions with a counsellor.
Here are some things to consider:
• Your sessions may be one-on-one, as a couple or with your family. This depends
on your needs.
• A counsellor will have a more objective view of your situation, and this can
be helpful.
• A counsellor can help you deal with difficult feelings such as depression and
anxiety in a safe environment.

94

• Some of the other issues a counsellor can help you with include the following:
			 - Your family’s ability to cope with the recurrence
			 - Assessing and identifying coping skills
			 - Financial problems
			 - Relationship difficulties
			 - Workplace strategies
			 - Sexuality issues related to the cancer

Practical Support

S U PP O R T I N T H E H O M E
When dealing with recurrence, there may be times when you need some
help in the home. Often family or friends can do some “extras,” but that may
not always be possible or they may need some help with all the additional
responsibilities they have taken on. Various agencies and organizations
provide in-home care and services. Talk to the social worker at your local
cancer centre or hospital for information on how to access these services.
Some of them may be covered by your health plan. If not, there may be some
financial assistance available for you.
FI N A N C E S
Financial concerns can be a major worry during a long illness. Discuss these
concerns with your doctor or a member of your healthcare team. For example,
a social worker may provide some helpful financial information related to
your concerns and provide an opportunity to discuss coping strategies and
next steps. A social worker may also provide a referral to a specific person or
community organization that can help you.
If you need help filling out forms or understanding your rights, ask a family
member, a friend or someone at the cancer centre. Make sure you give your
doctor enough time to fill out any forms or paperwork required for financial
assistance programs before the submission deadline.
The following overview provides a summary of resources, programs
and coverage:
• Federal contribution programs include those such as Employment Insurance
Benefits and Canada Pension Plan Disability Benefits.
• Income programs from your employment may include short-term and
long-term disability.
• Municipalities and provinces/territories provide asset-tested programs,
sometimes called social assistance, welfare or disability benefits. Each
municipality and province/territory operates under its own rules and legislation.
• Personal assets are unique to each person. These can include liquid assets such
as savings, GICs, stocks, bonds and RSPs, plus other assets such as investments,
a life insurance policy and property.
• Other resources to consider when coping with your illness include medical and
drug coverage. (See the following Resources section for more information.)
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By Your Side. Ovarian Cancer Canada. This guide includes an extensive
section on finances. Call 1-877-413-7970 or visit ovariancanada.org.
The Money Matters program is available in some parts of Canada through
Wellspring, a cancer support organization. Visit wellspring.ca.
DrugCoverage.ca is designed to help people learn about options for
medication coverage. It provides information on whether medications may be
covered by various types of private insurance plans, provincial/territorial drug
benefit programs and federal plans in Canada.
Willow Breast and Hereditary Cancer Support provides a booklet with a
comprehensive listing of resources, by province/territory, to help address
financial challenges. Visit willow.org.
Your cancer centre may have a drug access navigator who provides assistance
in finding funding to pay for treatment drugs, if they are not covered.

NOTES
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What is Palliative Care?
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NOTES

Many people think that palliative care services are offered only to people at
the end of their lives. Although this is an element of palliative care, accessing
palliative care services does not necessarily mean that you are dying. In
fact, palliative care specialists have the knowledge to effectively manage
symptoms, and these services are appropriate for the entire course of the
cancer journey.
Important objectives of palliative care for people with advanced illness
include the following:
• Pain management
• Social, psychological, emotional and spiritual support
• Assistance with decision making
• Symptom management such as loss of appetite, nausea, bowel issues like
constipation and/or bowel obstruction
• Caregiver support such as advice and help from nurses and doctors skilled in
the above
• Home support services as well as support and relief for family

Palliative care services may be offered at end of life; however, these services
can be helpful at earlier stages in the illness. In fact, studies have shown
that palliative care that is accessed earlier in the cancer journey can not only
improve the quality of life for an individual, but can also extend the length of
life. In some cancer centres, the palliative care clinic may be called the pain
and symptom management clinic.
Ask your doctor or another member of your healthcare team about palliative
care services and whether this kind of support would be beneficial for you.

RESOURCES
•
•

Canadian Hospice Palliative Care Association. Visit chpca.net.
10 Myths about Palliative Care - Infographic (pdf). Visit virtualhospice.ca.

NOTES
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CH A P T E R 8

Dealing With
Advanced Disease
Advanced disease may bring additional physical
complications. Your comfort is very important and
your healthcare team will be committed to helping
you cope with any complications. There may come
a time when you choose to stop treatment or it is no
longer an option. New questions may fill your mind
as you consider this challenge. This chapter looks at
some of these questions and seeks to provide some
information and guidance.
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Physical Complications of
Advanced Disease

Ascites, which is the buildup of fluid in the abdomen, is a symptom of ovarian
cancer and is very common. Ascites can develop when the cancer cells
spread and irritate the peritoneum. As well, the cancer can block part of the
lymphatic system so the fluid can’t drain out of the abdomen normally. The
lymphatic system drains fluids from your body’s tissues and carries toxins and
other waste products to your lymph nodes before your body eliminates them.
A blockage can cause a buildup of this fluid.

Ascites

Ascites, which is the buildup of fluid in the abdomen, is a symptom of ovarian
cancer and is very common. Ascites can develop when the cancer cells
spread and irritate the peritoneum. As well, the cancer can block part of the
lymphatic system so the fluid can’t drain out of the abdomen normally. The
lymphatic system drains fluids from your body’s tissues and carries toxins and
other waste products to your lymph nodes before your body eliminates them.
A blockage can cause a buildup of this fluid.
Ascites can cause discomfort and other symptoms, including:
• loss of appetite,
• indigestion,
• nausea,
• constipation, or
• shortness of breath (caused by the pressure pushing up on the diaphragm).

If you are experiencing symptoms due to ascites, your doctor may drain some
of the fluid to help ease your symptoms. This is either done in the radiology
department or by your doctor in the clinic. The doctor inserts a tube into
the abdomen and attaches it to a drainage bag. The fluid drains out of the
abdomen and collects inside the drainage bag.
The length of time that the drainage tube needs to stay in place varies
according to the amount of fluid that needs to be drained. Most of the time,
this can be done when you are in the outpatient clinic. If there is a large
amount of fluid, the procedure may be carried out in the hospital. The drain
can be left in for up to 24 hours or longer (called a pigtail or tenkoff), so you
may go home with it in place.

Pain

Pain can be caused by the cancer itself or it can be the result of treatments
or tests. Pain from cancer occurs when a tumour presses on bones, nerves
or body organs. If you have pain, it can usually be controlled by mild pain
killers. Speak with your healthcare team about the pain. If stronger drugs or
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other treatments are needed, these can be prescribed for you. You might
be referred to a cancer pain clinic to see a specialist with expertise in pain
control. This clinic may also be called a supportive care or palliative care clinic.

RESOURCES
•

Pain Relief: A Guide for People with Cancer. Visit cancer.ca.

Bowel Obstruction

Sometimes ovarian cancer grows so that it blocks the bowel, called a bowel
obstruction. More commonly, small implants stop the bowel from working
properly, called an “ileus.” When this happens, the waste and the fluids that
the digestive tract normally produces cannot get past the blockage or move
properly down the bowel.
This results in symptoms that include:
• feeling full/bloated,
• pain,
• nausea,
• vomiting, or
• constipation.

If the bowel is not completely blocked, changes in your diet may help, so you
may be referred to a dietitian. Symptoms may also be controlled with certain
medications that reduce the fluid produced in the digestive tract or decrease
the inflammation of the cancer implants.
Surgery is occasionally needed to unblock the bowel and relieve the
symptoms of a bowel obstruction. This may include having an ostomy, also
called a stoma, which is an opening in the skin that allows contents to exit the
body. The term “colostomy” indicates that this opening is from the bowel.
Bowel contents are collected in a pouch that is attached to the skin over
the opening. This pouch is emptied by the individual as needed. You will be
provided with information and support from the healthcare team to help you
care for the ostomy, if this is necessary.

Blockage in the Urinary System

The spread of the ovarian cancer can block part of the urinary system. It may
block one or both of your ureters, the tubes that connect the kidneys with
the bladder. As a result of the blockage, the urine cannot drain away and the
kidneys can be damaged from the backup of urine.
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The doctor may advise one of two options to keep the urine flowing from
the kidney:
• A ureteric stent is a thin tube inserted into the ureter from the bladder or the
kidney. The urine can then drain into the bladder as normal. This procedure may
be carried out either under local or general anaesthesia.
• A nephrostomy is a procedure that creates an opening in the skin (ostomy) that
allows urine to exit the body and inserts a nephrostomy tube into the kidney that
is blocked. The tube is taped to your skin at the site of the ostomy and a pouch
collects the urine. The nephrostomy tube bypasses the blockage caused by the
cancer. You will have teaching and support from the healthcare team to help you
care for the tube and to change the dressing, if this is necessary.

Some women may choose not to have treatment for this complication. (See
the next section for more information.)
RESOURCES
•

Visit ostomylifestyle.co.uk.

What If I Decide to
Discontinue Treatment?

At some point in the course of advanced ovarian cancer, some women may
question whether they want to continue with treatment. You may feel the
quality of your life is compromised by the treatment—the time and effort
required for appointments and drugs that cause troubling side effects. You
may not be sure your treatment is working. Family or friends may see what a
struggle treatment is for you, wonder about your quality of life and question
the value of treatment for you. Whatever the reason, you may decide that you
want to take a break from treatment or stop it altogether.
For most people, making a decision about discontinuing treatment can be
difficult and emotionally painful. You may feel scared and uncertain about
your future and have many questions, and you may feel like you are giving up.
Perhaps you can think of it as making a decision to take control of your life and
how you want to spend the time you have left. A decision about this is a highly
personal one and it is your decision to make. You may want to talk to your
healthcare team and your family as you consider this option.
Here are some things to consider in making your decision:
• Learn what kind of care you may require as the cancer progresses. Your
healthcare team can provide information, help you make decisions and provide
quality of life by managing symptoms and giving you support.
• Consult a palliative healthcare team with the knowledge to manage symptoms
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•

•

that are likely to arise as ovarian cancer progresses. It will be important to have
them as part of your care team, so ask for a referral.
Consider looking into hospice care and make sure that your will and advance
care planning is up to date. (For more information, see the section Practical
Planning and Decision Making on page 114.)
Keep the conversation with your healthcare team open to ensure all future
options are considered. For example, you may decide that you would like to
resume treatment after a period of time.

What If the Doctor Says There Are
No More Treatment Options?

The doctor may tell you that the ovarian cancer is progressing and there
are no more treatment options available for you. You may be told that you
are nearing the end of your life and you do not have much time left to live.
Hearing these words can be difficult. You may experience many different
emotions, and it may be hard for you to think clearly.
Sadness, grief, disbelief, fear—even anger—are common reactions to this
news. Some women may be quiet and silent, and others may find that they cry
all the time. Many different questions may flood your mind. What is going to
happen to me? What will happen to my family? How will they cope when I am
gone? Are there really no other options? Although you might have thought
about these things before, now these questions are real. The intensity of
emotions can be overwhelming and you may need time and space to absorb
it all and to process the news. Your family may be in shock as well and dealing
with their own reactions.
As time passes, your emotions may become less intense and your thinking
become clearer. You will need to decide how and when you want to tell
your family and friends. (See the next section for suggestions on how to do
this.) If not already in place, you will need to consider practical issues such
as preparing your will and advance care planning. You may also want to look
into different available care options, such as hospice care. (See the previous
section and Hospice Care on page 116 for more information.)
There is help available for you and your family as you transition into this next
phase. Those closest to you can help, and you may choose to connect with
professionals and support organizations for assistance. Most cancer centres
have specialty counsellors, called psychosocial oncologists, who can guide
and support you and your family through this difficult time. Spiritual questions
may come to mind, so you might choose to talk to a spiritual advisor as well.
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You might want to keep the following in mind:
• Remember that what the doctor tells you about the length of time that remains is
only an estimate.
• You may have many questions about the practical things you need to do, the
physical changes that will happen and how they can be managed, how those 		
close to you will cope and who will provide the care that you need. Take the time
you need to seek these answers with the help of your healthcare team, your
family and your friends.
• The time that remains can be quality time to share with those you care for and
who care for you.
• If you strongly disagree with your doctor or wonder if there are other treatment
options, you can always ask for a second opinion. (For more information, see the
sections Second Opinion and Decision Making starting on page 60.)

RESOURCES
•

•

•

The Canadian Virtual Hospice website includes excellent articles about
dealing with your physical well-being, the emotions that you may be going
through and other concerns at this time. Visit virtualhospice.ca.
The Best Endings website provides easy to understand information about
end-of-life issues and planning, along with tools, blogs and resources.
Visit bestendings.com.
Lynn, J., Harrold, J., & Schuster, J.L. (2011). Handbook for Mortals:
Guidance for People Facing Serious Illness (2nd ed.) Oxford University Press.

Talking with Family and Friends

How do you tell your family and friends that you are dying? This is not an
easy question and there is no easy answer—it is a difficult thing to do. Your
own response to the news and how you are coping with it can also affect
this conversation.
You might not want to tell people at all, or you might want to tell different
people at different times. It is important for you to do things in your own time
and when you feel ready—although you may never feel ready to share this
news. When you tell certain people, you might want to have someone who
already knows about your situation with you for support. For others, you may
choose to write a letter or send an email so you can draft the news in a way
that you feel is most helpful for you and the individual.
What is beyond your control is people’s reaction. It could be disbelief,
sadness, or even anger, as they struggle to absorb what you are telling them.
Some people may be silent and others may cry. Thinking about what you will
say and how people might react may be helpful for you.
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Here are some ideas about how to tell someone you are dying:
• Think about who you want to tell. It may help if you think about certain people
and how they would react if you don’t tell them and they find out through
other means.
• Choose a pleasant and peaceful place to break the news.
• Start by telling them how much they mean to you or what a good friend they are.
• Be straightforward.
• Expect a variety of reactions—shock, tears, silence.
• Let them speak and voice their emotions.
• Stay in touch.

If you find that you simply cannot tell some people, ask someone to help
you or do it for you. You may or may not choose to be present. Once people
know, you may or may not want to talk openly and share your thoughts and
feelings. Let others know how you feel about this so that they can respect
your wishes.
Some people will provide comfort and strength, becoming much closer to
you during this time. Others may surprise you and see you less often because
they have trouble coming to grips with this knowledge. Many people don’t
know what to say to someone who is dying, and you may have to reach out to
them. Although a person’s reaction may be disappointing, it is important to
remember that it is not a reflection of how much they care for you. Instead, it
may be an expression of their own fears, sadness and grief.
If you live alone, you may value your independence. However, it may be
very hard when faced with this difficult news or if you have decided to stop
treatment. Calling on friends may provide you with the support you need.
Ask for help from those close to you and remember that different friends
have different skills and abilities. While some may be comfortable listening
and chatting, others may be able to help you in practical ways with shopping
or managing your home. Talk with your healthcare team to find out about
sources of community support.

R E S O U R C E S F O R C H I L D R EN A N D T EEN AG ER S
•

•

•

The Virtual Hospice website has articles about talking with children about
death: “Don’t Use the ‘D’ Word: Exploring Myths about Children and Death”
and “Talking with Children and Youth about Serious Illness.”
Visit virtualhospice.ca.
Teenagers who have a parent with cancer may find the end-of-life situation
difficult because they are going through a lot of emotional changes
themselves. Visit riprap.org.uk.
Grouploop.org is an online community for teenagers affected by cancer.
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Living With Dying
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How do you live with the fact that you are dying? Sometimes there can
be phases or stages of accepting the news, and you may continue to find
that your emotions are all over the map. Some days you may feel calm and
peaceful, and other days you may feel sad and fearful or worried about your
family. It may be a time for difficult conversations. It may also be a chance to
reach out to others for comfort and strength.
Knowing that you may not have a lot of time left to live can be an opportunity
to spend time with the people you love, and who love you. You may want to
take some time to think about what you want to say to them and how to do
that. This may also bring you some peace. Open communication at this time
will be important.
Many women find themselves “taking stock” of their lives and reflecting
on their past. What has been meaningful to you? What is meaningful to
you now and how do you want to live in this final phase of your life? People
often find meaning and peace at this time through their spiritual beliefs, and
you may want to seek spiritual answers too. (For more information see the
section Spirituality on page 87.)
This time may also be an opportunity to “get your life in order.” As well as
practical issues, there may be emotional issues as well. Maybe this means
letting go of hard feelings such as anger, resentment, disappointment and
pettiness, or forgiving people and asking for forgiveness. It may include
forgiving yourself too, if necessary. While it may not be possible to do these
things in person, it can be just as meaningful to do it in your heart.
Maybe you still feel angry or upset and can’t accept what is happening. Or
you are terrified. Anger, anxiety and fear about dying, even depression, are
common. It will be important to be honest with yourself and others about
what you are feeling. You may want to talk to someone outside your family to
help you come to grips with what the doctor has said. (See Chapter 6 - Caring
For Yourself and Chapter 7 - Support.)

RESOURCES
•
•
•
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Bylock, I. ( 1998). Dying Well: Peace and Possibilities at the End of Life.
Riverhead Books.
Kuhl, D. (2003). What Dying People Want: Practical Wisdom for the End of
Life. Anchor Canada.
Miller, J.E. (1997). When You Know You’re Dying: 12 Thoughts to Guide
You Through the Days Ahead. Willowgreen Publishing.
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Practical Planning and
Decision Making

You may need to make a number of decisions to ensure your wishes are
carried out, including writing a will, preparing instructions about the care you
want to receive at the end of life, appointing a substitute decision maker and
choosing a power of attorney.

Wills

Everyone should have a will, regardless of whether or not you have a lifethreatening illness. A will is a legal document in which you indicate how you
want your property and possessions distributed when you die. It ensures
that your wishes will be carried out with minimum expense and delay. The
will can also name a guardian to look after your children, which is particularly
important if you are a single parent. Finally, a will names the person (the
executor) who, in the event of your death, will look after your estate and
ensure your assets are distributed according to the will. If you do not have a
will when you die, your estate will be distributed according to the laws of the
province or territory in which you live. This may take more time and be
more expensive.
Most people hire a lawyer to help them draw up their will or use a
standardized will kit. In either situation, you need to make a list of your
assets and liabilities, decide who you will leave your assets to and choose an
executor. Ask your lawyer about a secure spot where your will can be held for
safekeeping and easily found when needed. A will should be revisited every
five years or whenever there are major changes, such as divorce or marriage,
that would cause you to adjust your will.

DEALING WITH ADVANCED DISEASE

terminology used by the province/territory, a substitute decision maker could
also be referred as a “healthcare proxy.” Talking to close family and friends,
especially the person who will speak on your behalf, is a way to ensure that
you receive the kind of care that is most important to you when you are not
able to make your own healthcare decisions. The process involves reflection
on your values, beliefs and wishes for your future health care.
Having plans in place can ease the pressure on family members. The process
may be time consuming and emotionally challenging, as it requires looking at
possibilities we aren’t used to talking about. Some people choose to include
information regarding their funeral as well. While this may be difficult to do,
exploring the issue thoroughly before you make a decision can help. Finalizing
your plans may put you at peace, knowing you have made decisions that are
the right ones for you and your family. Your family will also be clear on what
you want.
It is important for everyone to engage in advance care planning regardless of
whether or not they have a life-threatening disease.

Power of Attorney for Finance

In all provinces and territories, you can appoint someone to take care of
your financial matters if you cannot act on your own behalf. This is a different
process than identifying someone to make healthcare decisions for you if you
are incapable.

“I decided early on, shortly after my diagnosis, to do things like
make a list of suggestions regarding a memorial service and other
end-of-life issues. I would rather think about it, talk about it and
make some suggestions or decisions when I am feeling well than wait
until it might be necessary. It just seems less despairing for me. I am
still aiming to live as well as I can for as long as I am able.”

You may feel a sense of satisfaction and relief at sorting out your affairs and
knowing you have put safeguards in place for the future of your family
and friends.

— ANITA —

Advance Care Planning

Advance care planning includes instructions about the care you would want
to receive at the end of life if you become incapable of speaking for yourself.
Your plan may be written, recorded or captured in any way you choose. It
may include information about treatments that you do or don’t want to have
and about your care at the end of life, as well as who will be your substitute
decision maker. For example, a common decision is whether or not you want
to be placed on a machine to help you breathe.
Your substitute decision maker is the person your doctors and nurses will
look to in order to help make decisions about your care. Depending on the
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RESOURCES
•
•

•

•

Visit advancecareplanning.ca and myspeakupplan.ca.
The Virtual Hospice website includes information about planning for end of
life: “Healthcare Directive” and “Healthcare Decisions: An Approach to
Decision Making and Advance Care Planning.” Visit virtualhospice.ca.
The Best Endings website provides easy to understand information about
end-of-life issues and planning, including tools, blogs and resources.
Visit bestendings.com.
The Canadian Bar Association website provides information on preparing a
will. Visit cba.org.
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Hospice Care

Hospice care provides coordinated, multi-disciplinary care, particularly for
people living with a terminal illness, and also for their families and caregivers.
It focuses on comfort and quality of life. Hospice care is a special kind of
health care that addresses not only physical needs, but also the psychological,
social, cultural, emotional and spiritual needs of the individual and the family.
Hospice care is also referred to as palliative care. These terms may be used
interchangeably. (See also What is Palliative Care? on page 98.)
A specialized team of healthcare professionals, which may include nurses,
doctors, a social worker, a spiritual counsellor, a pharmacist and a family
doctor, works with the patient and family members. Other professionals
such as nutritionists, occupational therapists, physiotherapists or home care
workers may join the team as needed. The goal of hospice care is to ensure
that the individual lives in comfort and dignity during whatever time
is remaining.
Hospice care might be provided in a hospital or long-term care facility, a
residential facility specifically designated as a hospice or a person’s home.

Hospitals or Long-term Care Facilities

Some hospitals and long-term care facilities have special units that provide
hospice care. Others set aside a certain number of beds in different units for
people needing this care.

Residential Hospice

Your community may have a residential hospice—a separate building or
apartment where palliative care is provided in a home-like setting. Some
people move into hospices to receive care on a 24-hour basis.

In the Home

Home care programs can provide hospice or palliative care in people’s
homes. These programs offer professional nursing care and a variety of home
support services.
Other services may be available in some communities to help people remain
at home, such as:
• Volunteer services
• Day programs offered for the ill family member in a variety of places in
the community
• Pain and symptom management teams
• 24-hour response teams that help with urgent needs on a short-term basis

DEALING WITH ADVANCED DISEASE

stay at home, or there may be situations where people cannot stay at home to
receive palliative care.
Some considerations about hospice care at home include the following:
• Is more than one family caregiver available at home who is not required to work
and/or who receives caregiver benefits?
• Is around the clock medical support available?
• Is the home suitable? Is there a bedroom and bathroom on the main floor? Is
there room for any equipment required (e.g., wheelchair)?
• Can the patient assist in her own care (bathing, toileting, eating) or does the
caregiver need to help with all tasks?
• Is the patient having physical symptoms (pain, breathing problems)? Does
the caregiver have the needed resources and information to make the
patient comfortable?
• Is the family comfortable with healthcare providers (such as personal care
workers, palliative care nurses or doctors) coming into the home to help
with caregiving?
• There may be some financial cost associated with hospice care at home. Are
financial resources available for this?
• Is respite care available in a hospice? Respite care is a temporary stay in a facility
for someone who is ill to provide a break for regular caregivers.

There may come a time when providing care at home becomes too difficult
for the caregivers. They may feel that the level of care needed is beyond their
abilities, or that their caregiving activities now interfere with spending quality
time with their loved one. Family members can still offer care and loving
support in a hospice or hospital with the help of the healthcare team.

RESOURCES
•
•
•

Canadian Virtual Hospice. Visit virtualhospice.ca.
Canadian Hospice Palliative Care Association. Call 1-877-203-4636 or visit
chpca.net.
When Someone You Love Has Advanced Cancer: Support for Caregivers.
Visit cancer.gov.

NOTES

Being at home may help people remain involved with their families and live as
normally as possible. Some people feel that they have more freedom to make
choices about their care when they are at home. Other people choose not to
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For Family
and Friends
Friends and family members are key people
in a woman’s life when she is diagnosed with a
recurrence of ovarian cancer. How can you support
her? What about your own feelings and concerns?
As a caregiver, how do you take care of your own
needs while supporting your loved one? This chapter
will provide some information and guidance and
advice to help you through this journey.
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Coping With the Diagnosis

When a person close to you is first diagnosed with ovarian cancer, it may be
a shock. But after she (and you) have made it through that rocky treatment
journey, there may be a short or long period when she is in remission. Then,
it can feel overwhelming if the cancer recurs. It can be a struggle as you try to
figure out how to support her and to manage the fallout of a loved one going
through the hardships of cancer recurrence and treatment.

FOR FAMILY AND FRIENDS

•

•

•
•

The prospect of going through more treatment, the side effects and the
uncertainty of what might happen can be scary. You may be frightened for
her and for the impact the recurrence will have on her, on you and on the
rest of your family. While you may be very worried if she is going to die, the
immediate pressures of your life may be overwhelming. In a busy and already
stressful world, this added stress can have an impact on things both big and
small in your daily life. Who will cook dinner? Who will do the laundry? Who
will care for the kids? What might happen without the second income? More
responsibilities may get shifted to the partner when the cancer recurs.

•
•

•

If you are an adult family member, you have your own life and maybe a family
to care for in addition to dealing with your loved one’s illness. Juggling
multiple demands and expectations with a sincere desire to provide support
can be challenging. Tensions might rise as family members get tired of the
many changes and demands when the wife and/or mother is ill. All of this may
be exacerbated by the fear that she may die.
If you are a friend, it is unsettling to have someone close to you struggling
physically and emotionally. Sometimes it is hard to know how to help. You
can be a sounding board—just listen without judgement, share jokes or little
inspirational readings, offer to help with specific errands. Take the lead from
her about conversations. Know how important it is for her to have
your support.

Offer practical help—you can attend medical appointments, babysit, drive her
to appointments, get books from the library or information on the Internet, make
meals, walk her dog, help with her garden.
Let her know that she can express her feelings to you whether they are positive
or negative. She doesn’t have to act upbeat if she doesn’t feel like it. And be
aware that you do not have to “fix” her feelings.
Allow her to make her own decisions. Accept that they might be very different
from what you would choose.
Consider how you might help her to keep her privacy—who should know
about what.
Express your true feelings. Say “I’m scared for you” or “I don’t want to lose you,”
which shows you are concerned.
If you are her partner, find a counsellor at the cancer centre to speak with or
someone else you are both comfortable with if you are troubled by your
reactions and/or changes in your sexual relationship.
Gently remind yourself that there are limits to what you can control and that it’s
not up to you to make everything better.

“Living with recurrence IS tough, and there’s good and bad to that.
The “good” is that you have a much better idea what to expect than
with the first diagnosis … and the “bad” is the very same thing! We’ve
found it really helpful to keep a journal of every step in the journey,
and in the dark days of side effects and feeling really unwell
to remember “we got through this” and we can again!”
— JOHN —

RESOURCES
•

Helping Someone with Cancer. Visit cancer.ca.

Some suggestions for family and friends include the following:
• Listen. Simply being with her if she is confused, hurt or angry is an enormous
help. Avoid giving advice, providing false reassurance or pressuring her to try
treatments that may not interest her.
• Do research when asked. Learn as much as you can—it will also help you.
• Understand that support group members may become very important to her
and that this is not intended to push you away or diminish your importance to
her. There may be things she can share in only that setting.
• Understand that sometimes a woman’s “spiritual direction” may change as a
result of cancer and you may need her to talk with you about what is happening
in this regard.
• Ask her what she needs.
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FOR FAMILY AND FRIENDS

Care for the Caregiver

The End of Treatment

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.
• Exercise, sleep and eat well. It is easy to skip meals or neglect your own health. It
is important to care for yourself physically.
• 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.
• Consider seeing the social worker on your loved one’s healthcare team—you can
get the name and number from the nurse or doctor on the team.
• Connect with people who have a spouse with cancer. 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.
• Consider joining support groups for family members, caregivers and close
friends of people with cancer.

Here are some things to consider:
• You may or may not agree with your loved one’s decision to stop treatment. This
can be a very difficult time for everyone. It will be important to accept that this is
her decision to make and know that it is not an easy one for most people.
• Simply being with your loved one is a gift. Hold her hand. Tell her you love her.
• Reminisce and laugh about good times. Cry together.
• Send letters, emails or texts if visiting is not possible.
• Think about what you want to say to the person and tell her. This could be
verbally, in writing or using some other method to express how you feel.
• Ask her what she needs emotionally, physically and spiritually. Are there practical
things that you can do?
• If you are her caregiver, remember that you need to care for yourself too.
• Consider talking to someone outside the family about your own reaction to help
you sort out your thoughts and feelings.

It can feel overwhelming when someone you care about has been diagnosed
with a recurrence of her cancer, and caring for someone who has a serious
illness can take its toll. However, it is important to take care of your own
physical and emotional health too.

Sometimes your loved one may decide to stop treatment or the doctor may
say that there are no more treatment options available and that she is nearing
the end of her life. This can be a very difficult time for everyone. (See Chapter
8 - Dealing With Advanced Disease for more information.) You may not know
the best way to support her, and you may also have difficulty with your own
emotions and reactions.

RESOURCES
•

“I think it is normal to have thoughts about what life would be like
without your loved one, even though they are still fighting hard to live.
I try not dwell on the fears, and focus on the support she needs.”
— JOHN —

•
•

Buckman, R. (2005). I Don’t Know What to Say: How to Help and Support
Someone who is Dying. Toronto, ON: Key Porter Books.
When Someone You Love Has Advanced Cancer: Support for Caregivers.
Visit cancer.gov.
Kelly, L. (2010). Be the Noodle: Fifty Ways to be a Compassionate,
Courageous, Crazy-Good Caregiver. World Audience Inc.

RESOURCES
•
•
•
•

122

Barg, G. (2003) The Fearless Caregiver: How to Get the Best Care for your
Loved One and Still Have a Life of Your Own. Capital Books.
Caring for the Caregiver. Visit cancer.gov.
The Caregiver Network. Visit thecaregivernetwork.ca.
Visit the Caregiver Action Network’s website at caregiveraction.org.
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Still By Your Side

Facing a recurrence of ovarian cancer can be challenging and scary.
However, many women who have experienced a recurrence have also found
encouragement and hope. New research about the disease, new treatments
and new discoveries are ongoing. Some women live for many years even with
multiple recurrences.
In addition to medical support, information and emotional support are
available through many different support groups, online communities, family,
friends and organizations such as Ovarian Cancer Canada. We hope that after
reading this guide you have some insights and tools to help you.
Ovarian Cancer Canada is honoured to walk this path with you, as difficult as
it may be. Know that you are not alone on your continuing journey with
ovarian cancer.

“Just because you have a recurrence does not mean you are going
to die right away. Don’t give up … it is wise to prepare for death,
emotionally, physically and spiritually—but then live!”
— MARILYN —

NOTES
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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.
Anemia
A shortage of red blood cells.
Anti-emetic
A drug that prevents or relieves
nausea and vomiting.
Ascites
Abnormal accumulation of fluid in
the abdomen.
Asymptomatic
Having no signs or symptoms
of disease.
Blood count
The number of red blood cells,
white blood cells and/or platelets
in a blood sample.
Cell
The basic structure of living tissue.
All plants and animals are made up
of cells.
Chemotherapy cycle
Days of treatment followed by days
of rest.
Clinical relapse
The presence of physical signs or
symptoms that cancer has come back
after responding to treatment.
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Colon
A part of the body in the digestive
system. It changes food from liquid into
a solid form while extracting nutrients.
Combination chemotherapy
The use of two or more
chemotherapy drugs.
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.
Dehydration
A condition caused by the loss of
too much water from the body.
Severe diarrhea or vomiting can
cause dehydration.
Disease progression
The cancer is growing.
Dosage
The amount and frequency of a
medication or radiation.
Dose
The amount of medicine or radiation
given at one time.

Endometriosis
A condition in which tissue from the
endometrium (lining) of the uterus
grows outside the uterus, causing
pain and bleeding.

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

Endometrium
The inner lining of the uterus,
or womb.

Implants
Cancer cells that have broken off
from the first tumour and spread to
the surface of nearby organs and
structures. Also called seeds.

Estrogen
A female hormone mostly produced
by the ovaries. It accounts for female
sexual characteristics such as breast
development. It is necessary for
women to become pregnant.
Familial
An inherited disorder or trait that is
present in some family members.
Gene
The basic biological unit of heredity
that transfers traits from cell to cell
and from parents to a child.
Hemoglobin
The part of the red blood cells that
delivers oxygen to the body and
gives blood its red colour.
Heredity
The process by which particular
traits or conditions are passed from
parent to child.
Hormone
A chemical substance that regulates
body functions such as growth
and reproduction.

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.
Intraperitoneal (IP) chemotherapy
Drugs given by a small tube surgically
placed in the abdomen (belly area).
Invasive
The ability for cancer to spread
beyond its point of origin to other
tissue or parts of the body.
Lymph
A clear fluid that carries white blood
cells and nutrients through the body.
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.
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Lymph node dissection
Removal of lymph nodes.
Lymph vessels
Tubes that carry lymph throughout
the body.
Lymphedema
Swelling due to abnormal
accumulation of lymph fluid in tissue.
Medical oncologist
A doctor who specializes in treating
cancer with drugs.
Metastasis
The spread of cancer cells from
the original tumour to other parts
of the body by way of the lymph
system or bloodstream.
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.
Neutrophils
A type of white blood cell that
contains enzymes that digest
micro-organisms such as bacteria,
helping you fight infection.
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Non-invasive
A tumour that has not spread to
surrounding tissue.
Ovarian cancer
A complex cancer with multiple types
and subtypes that have different
origins, risk factors and that respond
differently to treatment.
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.
Partial response
When some, but not all, signs and
symptoms of cancer have disappeared
after treatment.
Pathologist
A doctor who specializes in testing
cells and tissue to find disease.
Pathology report
A document with information about
cells and tissue that were removed
from the body and tested for signs
of disease.
Peritoneal cavity
The space within the abdomen that
contains the intestines, the stomach
and the liver.

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.
Primary site
The area of the body where a
tumour originally developed.
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 therapy
The use of high-energy X-rays to
damage or destroy cancer cells.
Red blood cells (RBC)
Cells that carry oxygen to all the
organs and tissues of the body.

Remission
The period of time when a disease is
under control and the person is free
from its signs and symptoms.
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.
Social worker
Members of the treatment team
who provide a link between the
team and the family as well as with
community resources. Services
include the provision of counselling
to individuals, couples or families on
an individual basis or in groups.
Somatic genetic mutation
A mutation that develops during a
person’s life. It is not inherited and
cannot be passed on to children.
Stable disease
The cancer is still present (probably
reduced in size) and evident in scans.
Systemic therapy
Any type of treatment, such as
chemotherapy, that reaches cells
all over the body.
White blood cells
Cells that fight infection.
Chemotherapy often lowers the
number of white blood cells,
increasing the risk of infection.
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RESOURCES

Organizations
Ovarian Cancer Canada
National Office
Toll-free: 1-877-413-7970
info@ovariancanada.org
ovariancanada.org

C ANADIAN ORGANIZ ATIONS
Bestendings
bestendings.com
Canadian Association
of Genetic Counsellors
905-847-1363
cagc-accg.ca
Canadian Association of
Psychosocial Oncology
416-968-0207
capo.ca
Canadian Cancer Society
1-888-939-3333
cancer.ca
cancerconnection.ca
Canadian Hospice and Palliative
Care Association
1-800-668-2785
chpca.net
Canadian Naturopathic
Foundation
1-800-551-4381
exploreyourhealth.ca
Canadian Partnership
Against Cancer
1-877-360-1665
cancerview.ca
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Canadian Psychological
Association
1-888-472-0657
cpa.ca
Canadian Women’s
Health Network
cwhn.ca
Cancer Chat Canada
1-844-725-2476
cancerchat.desouzainstitute.com
Clinical Trials
canadiancancertrials.org
Complementary Medicine Education
and Outcomes Program (CAMEO)
British Columbia Cancer Agency
cameoprogram.org
Dietitians of Canada
416-596-0857
dietitians.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
Hope Air
1-877-346-4673
hopeair.org
Inspire Health
1-888-734-7125
inspirehealth.ca
National Cancer Institute
of Canada Clinical Trials Group
ctg.queensu.ca
Nourish Magazine
nourishonline.ca
Ottawa Integrative Cancer Centre
1-855-546-1244
oicc.ca

The Caregiver Network
1-866-396-2433
thecaregivernetwork.ca
Society of Gynecologic
Oncologists of Canada
1-800-561-2416
g-o-c.org
Virtual Hospice
virtualhospice.ca
Wellspring Cancer Support
Network
1-877-499-9904
wellspring.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

ELLICSR Kitchen
416-581-8620
ELLICSRkitchen.ca
Family Caregivers Network Society
1-877-520-3267
fcns-caregiving.org
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Organizations
INTERNATIONAL OVARIAN C ANCER ORGANIZ ATIONS
National Ovarian Cancer
Coalition (US)
1-888-682-7426
ovarian.org
Ovacome (UK)
ovacome.org.uk
Ovarian Cancer Action (UK)
ovarian.org.uk

Ovarian Cancer Australia
ovariancancer.net.au

National Cancer Institute
cancercontrol.cancer.gov

Ovarian Cancer National
Alliance (OCNA) (US)
1-866-399-6262
ovariancancer.org
inspire.com hosts the online OCNA
discussion board

National Cancer Institute at the
National Institutes of Health
cancer.gov

Target Ovarian Cancer (UK)
targetovariancancer.org.uk

INTERNATIONAL ORGANIZ ATIONS
American Cancer Society
cancer.org
American Society of Clinical
Oncology (ASCO)
cancer.net
CancerCare, Inc.
1-800-813-HOPE (4673)
cancercare.org
Cancer Research UK
cancerresearchuk.org
Cancer Support Community
1-888-793-9355
cancersupportcommunity.org
Caregiver Action Network
202-454-3970
caregiveraction.org
CaringBridge
651-452-7940
caringbridge.org
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FORCE: Facing Our Risk of
Cancer Empowered
1-866-288-7475
facingourrisk.org

National Center for Complementary
and Integrative Health at 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
SHARE: Self-Help for Women with
Breast or Ovarian Cancer
1-866-537-4273
sharecancersupport.org
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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Foundation for Women’s Cancer
312-578-1439
foundationforwomenscancer.org
Group Loop
1-888-793-9355
grouploop.org
(for teens affected by cancer)
Johns Hopkins Ovarian Cancer
ovariancancer.jhmi.edu
Kids Konnected
1-800-899-2866
kidskonnected.org
Macmillan Cancer Support
macmillan.org.uk
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“There are no guarantees. There are no promises, but there is you,
and strength inside to fight for recovery. And there is always hope.”
— GILDA R ADNER—

