UNDERSTANDING

Active
Surveillance




What is prostate cancer?

The prostate is a small gland located below the bladder and in front of the rectum in men.
It surrounds the urethra, the passage that leads from the bladder, out through the penis
through which urine and semen pass. The prostate gland is part of the male reproductive
system (see diagram).

The prostate produces some of the fluid that makes up semen, which enriches and
protects sperm. The prostate needs the male hormone testosterone to grow and develop.
Testosterone is made by the testicles.

The prostate gland is about the size of a walnut and it is normal for it to grow as men age.
Sometimes this can cause problems, such as difficulty with passing urine.
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Prostate cancer occurs when abnormal cells develop in the prostate. These cells have
the potential to continue to multiply, and possibly spread beyond the prostate. Cancers
that are confined to the prostate are called localised prostate cancer. If the cancer
extends into the surrounding tissues near the prostate or into the pelvic lymph nodes,
itis called locally advanced prostate cancer. Sometimes it can spread to other parts of
the body including other organs, lymph nodes (outside of the pelvis) and bones. This is
called advanced or metastatic prostate cancer. However, most prostate cancers grow
very slowly and about 95% of men survive at least 5 years after diagnosis, particularly if
diagnosed with localised prostate cancer.
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1. Introduction

This booklet is for men who have decided to have Active Surveillance management
for prostate cancer. It is also designed for men who are in the process of deciding on
their treatment option, if your specialist has recommended that Active Surveillance
is a suitable option. It could be helpful for significant people in your life, such as your
partner, family and friends, to read this booklet. It contains information about Active
Surveillance and what this involves.

Your cancer experience

After being diagnosed with prostate cancer, it's common for you to see several health
professionals with different expertise who work together as a healthcare team (sometimes
called a multidisciplinary team). The team includes health professionals who are involved
in diagnosing your cancer, treating your cancer, managing symptoms and side effects, and
assisting you with your feelings or concerns during your cancer experience.

The cancer experience is not the same for everybody, even with the same type of cancer.
Depending on the grade (the cancer aggressiveness) and stage (the extent of spread) of
your prostate cancer and other underlying medical conditions, your experience may be
quite different to someone else’s.

Your prostate cancer experience
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As the diagram above shows, it can be useful to think of the cancer experience in different
stages: detection, diagnosis, treatment, follow-up care and either life after cancer or life
with advanced prostate cancer. Take each stage one at a time so that you can break down
what might feel like an overwhelming situation into smaller, more manageable steps.

From the moment prostate cancer is detected, your healthcare team will focus on
survivorship - every aspect of your health and wellbeing while you are living with cancer
and beyond. Survivorship also includes your family and loved ones.
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2.What is Active Surveillance?

Active Surveillance is a treatment option for men with low risk and some intermediate
risk prostate cancers. It involves following a program in which you are monitored for any
changes in your cancer.

The aim of Active Surveillance is to avoid unnecessary immediate treatment and to find
the best time to start treatment in the future if it is necessary.

If you have Active Surveillance, your cancer is closely monitored for any symptoms or
signs the disease is progressing. These signs may include:

- anincrease in the size of the cancer determined by MRI or repeat biopsy
- anincrease in the grade of the cancer
- asignificant rise in the PSA level.

Most cancers never progress and do not need any further treatment. But if the
cancer is seen to be progressing, treatments like surgery or radiation therapy may be
recommended.

There is now strong evidence that it is safe for men with low risk prostate cancer to be
regularly and carefully monitored. Active Surveillance can delay the need for treatment
for several years in some men and others may avoid ever needing to have active
treatment for their prostate cancer.



Who can have Active Surveillance?

You may be offered Active Surveillance if you have low risk prostate cancer defined by:
- PSA levels less than or equal to 10ng/ml and
- low grade cancer - Grade Group 1(Gleason score of less than or equal to 3+3=6) and
- early stage cancer that is localised within the prostate - tumour stage T1or T2.

Some men with intermediate risk prostate cancer, who have only a small amount of Grade
Group 2 disease may also be offered Active Surveillance.

More information about prostate cancer grading, staging and risk can be found in Prostate
cancer - a guide for newly-diagnosed men downloadable at pcfa.org.au

Benefits of Active Surveillance
- The cancer is closely monitored. Clinical trials have shown this to be a very safe method
of treatment.
- Avoids or delays the side effects associated with radical treatments (e.g. surgery or
radiation therapy).
- Radical treatment may never be needed if monitoring suggests the canceris not
growing or spreading.
Possible side effects of Active Surveillance
- There is a small chance of pain, bruising and bleeding from the biopsy.
Things to consider

- Some men worry about not doing anything to treat the cancer.
- Regular digital rectal examinations and biopsies are needed.
- There is always a risk that a progressing prostate cancer may not be identified.

Watchful Waiting

Sometimes Watchful Waiting is used for prostate cancer management instead
of Active Surveillance.

Itis often recommended for men with other health issues and/or men who are
not expected to live more than 10 years.

The aim of Watchful Waiting is to monitor and treat symptoms caused by the
prostate cancer if they arise. It involves fewer tests then Active Surveillance.

If the cancer progresses, men are treated with hormone therapy or androgen
deprivation therapy rather than a treatment that aims to cure the cancer such
as surgery or radiation therapy.


http://pcfa.org.au

3. Deciding to go on Active Surveillance

Being fully informed will help you make the best decision for you about Active Surveillance.
Ask your urologist to explain what is involved, the benefits, the risks and why it is a good
option foryou.

Support and information can also be obtained from your GP, Prostate Cancer Specialist
Nurses and/or prostate cancer support group members.

It can also be very helpful to discuss treatment options with your partner or a family
member and take them along to your appointments.

Here are some questions you can ask your urologist or members of your healthcare team
about Active Surveillance.

- What do the tests tell us about my cancer?

- How do you know it hasn’t spread?

- What would happen if | don’t start treatment straight away?

« What are my options for treatment?

+ What are the pros and cons of each option in my case?

- Are there other factors | need to consider before deciding?

- What is the risk that my cancer will progress and become more harmful?
- What are the risks of delaying treatment?

- How will Active Surveillance affect me daily?

- How often will | need to have PSA tests, MRl and/or a biopsy?
- What are the costs involved with Active Surveillance?

- How long will  be on Active Surveillance?

- What happens if my cancer starts to grow?

- How likely is it that | will need active treatment in the future?

More information on different treatment options can be found in Prostate cancer - a guide
for newly-diagnosed men downloadable at pcfa.org.au
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4.What does Active Surveillance involve?

Active Surveillance can be different for different men. Your doctor will advise you on your
specific Active Surveillance monitoring protocol. It isimportant to keep track of your
appointments and not to miss regular tests that have been scheduled for you.

Active Surveillance will involve:
- PSA testing at regular intervals
- digital rectal examination (DRE) at regular intervals
- MRl prostate scans at regular intervals
- repeat biopsies at regular intervals.

If your test results suggest that your cancer could be growing, you may be offered further
tests to check on the cancer. If any changes are found, you could be advised to have active
treatment that aims to cure the cancer.

Active Surveillance is continuing to be studied and protocols might change as new
evidence becomes available. This could affect which tests are required and how often
they need to be repeated. As they are developed, new tests may be offered to help
predict whether treatment is needed or not.

PSA testing

Your PSA will be checked at regularintervals. Your PSA level will fluctuate over time, even
if your cancerisnt growing. Your doctor will advise whether you need further tests by
looking at the pattern of your PSA changes. Arising PSA is a concern and your doctor will
calculate the PSA velocity and doubling time (how quickly the PSA level is rising and how
long it will take for PSA to double).

A high PSA velocity and PSA doubling time can indicate that your cancer may be growing.

Digital rectal examination (DRE)

A DRE is when a doctor inserts a gloved, lubricated finger into the rectum (back passage)
to feel the size of the prostate and check if there are any abnormalities. Occasionally a
cancer can be felt this way, but not always.



MRl scan

Most men will have an MRl scan when they first start Active Surveillance to make sure the
cancer hasn’t spread outside the prostate. Your doctor will usually recommend having
repeat MRl scans as part of your routine surveillance plan, especially if your PSA test or
DRE have changed. The scan will sometimes be done before a biopsy or as an alternative
to the repeat routine biopsy.

Biopsy

Allmen need a biopsy at diagnosis to determine if they are suitable for Active Surveillance.
Once you start Active Surveillance, you will require further biopsies. Your doctor will
advise you on how often you will need to have a biopsy.

Molecular testing

There are new tests being developed that can analyse the genetic makeup of the prostate
cancer in the biopsy samples. These tests might help to predict which cancers are more
likely to require treatment and which cancers might have an even lower risk of needing
treatment. These tests are not routinely recommended now, but they might become
amore regular part of Active Surveillance as further evidence becomes available.

Biological markers

Biological markers are molecules found in body fluids such as blood, urine and semen
that can show signs of a disease. There are several tests being developed or recently
introduced that measure prostate health by analysing biological markers in the urine and
semen. There is not enough evidence yet for them to be used to monitor men on Active
Surveillance programs.

It's vital to keep up with routine monitoring of your prostate cancer. If you don't,
you increase the risk that changes to your prostate cancer may not be detected,
which could lead to advanced disease and lower prospects for long-term survival.

You can use the table in Section 10 Tracking your test results on pages 16 and 17 to
keep track of your results and the plan for you.



5. Who should move from Active Surveillance
to treatment?

Active Surveillance has been shown to be a safe option for men with lower risk prostate
cancer to either avoid or delay the need for treatment. Men who remain on Active
Surveillance have the same chance of living for 10 years as they would if they had chosen
to have surgery or radiation therapy.

The length of time men remain on Active Surveillance programs is variable and many
men may never need treatment. Some reasons men move from Active Surveillance
to treatmentinclude:
- increase in cancer grade - the biopsy results show that the grade of the tumour
has increased
- increase in cancer size/growth - determined by a PSA level increase, results froma
biopsy and/or MRl scan results
- anxiety - some men can feel very anxious because they are afraid their cancer
will grow.

If you are on Active Surveillance and are thinking about starting treatment, understanding
as much as you can about prostate cancer and the different treatment options can

help you decide which option is best for you. Ask your doctor and/or Prostate Cancer
Specialist Nurse for as much information as you need. It can also be helpful to discuss
your options with your partner, family and/or close friends. Speaking to people at your
local prostate cancer support group or through PCFA’s online community can also help
you decide.

Forinformation and support, visit PCFA on pcfa.org.au/support
orcalluson 1800 22 00 99.



6.Looking after yourself on Active Surveillance

Psychological wellbeing

If you have prostate cancer, it is normal to have a wide range of feelings and emotions such
as shock, sadness, anxiety, anger, fear and frustration. You may also experience physical
effects of stress like nausea, stomach upsets, feeling irritable or on edge, and trouble
sleeping. Some days will be worse than others.

It can help to talk through your problems with a partner or good friend, gather information
and advice from trusted sources, and focus on keeping well.

If you are distressed and having trouble managing, talk to your GP or a member of your
healthcare team. You could join one of our support groups, our online community or read
our resources at pcfa.org.au.

Feeling distressed and urgently need help?

Call Lifeline131114 or
Beyond Blue 1300 22 4636.

Organisations providing information and support are listed on page 13.
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Physical activity and exercise

Physical activity is very important for maintaining and improving your physical and
psychological health. It isimportant to do some physical activity most days, if not everyday.

Targeted exercises can help slow the progression of your prostate cancer, reduce the side
effects of treatments and enhance your recovery. Exercise can also improve your quality
of life and help with anxiety and depression.

The most effective forms of exercise are:

- cardiorespiratory exercise such as fast walking, jogging, cycling and swimming
- resistance training exercises such as lifting weights, stair climbing and high intensity
resistance workouts.

Diet and nutrition

A healthy, balanced diet can improve your strength, vitality and wellbeing, help you
manage your cancer experience, and improve your outcomes from treatment.

For the best diet:

- eat plenty of fruit and vegetables, wholegrain foods and lean meat, fish, poultry and
low-fat dairy

- avoid animal fats, processed meals, biscuits, cakes and pies, salt and added sugars

- drink plenty of water

- limit alcohol.

- stop smoking.
Information on wellbeing, diet and exercise can be found in Understanding health and
wellbeing with prostate cancer downloadable at pcfa.org.au

Join PCFA’s online community

A free prostate cancer resource where you can read the latest research
blogs, watch videos and access the chat forum to share your experiences, ask
questions and learn from the experience of other community members.
onlinecommunity.pcfa.org.au
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7. Where to get more information and support

Prostate Cancer Foundation of Australia (PCFA)

(02) 9438 7000/1800 22 00 99 (freecall)
Email: enquiries@pcfa.org.au
www.pcfa.org.au

Beyond Blue: The National Depression Initiative - providing information about, and
support for, anxiety and depression.

13002246 36
www.beyondblue.org.au

Cancer Council Australia: providing professional telephone and online support,
information and referral service.

131120
www.cancer.org.au

Dietitians Australia: find an accredited practising dietitian.
(02) 61891200

Email: info@dietitiansaustralia.org.au
www.dietitiansaustralia.org.au/find-an-apd

Exercise & Sport Science Australia (ESSA): find an accredited exercise physiologist.

(07) 31713335
Email: info@essa.org.au
www.essa.org.au/find-aep

Lifeline Australia: personal crisis support and suicide prevention.

131114 (24-hour service)
www. lifeline.org.au
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9. Glossary

Dietitian - A health professional who specialises in human nutrition.

General practitioner (GP) - A family doctor. Your GP is the first person you see
if you're sick. They can refer you to other medical specialists.

Multidisciplinary team - A team approach to cancer treatment and planning.

Prostate Cancer Specialist Nurse - An experienced registered nurse who has received
additional training to make them an expert nurse in prostate cancer care.

Prostate specific antigen (PSA) - A protein in the blood that is produced by cells
in the prostate gland. The PSA level is usually higher than normal when prostate cancer
is present.

Psychologist - A health professional who provides emotional, spiritual and social support.

Quality of life - A person’s overall appraisal of their situation and wellbeing - whether they
have symptoms and side effects, how well they can function, and their social interactions
and relationships.

Radical prostatectomy - An operation to remove the prostate gland and seminal vesicles.

Radiation therapy (radiotherapy) - The use of radiation, usually X-rays or gamma rays,
to kill cancer cells or injure them so they cannot grow or multiply.

Radiation oncologist - A doctor who specialises in treating cancer using radiation therapy.
Side effect - Unintended effects of a drug or treatment.

Stage - The extent of a cancer and whether the disease has spread from an original site
to other parts of the body.

Support group - A group of people who provide emotional caring and concern,
practical help, information, guidance, feedback and validation of the individual’s stressful
experiences and coping choices.

Survivorship - The health and life of a person beyond diagnosis and treatment for cancer.
Survivorship issues may include follow-up care, late effects of treatment, secondary
cancers, and quality of life factors.

Urethra - The tube that carries urine and semen out through the penis and to the outside
of the bodly.

Urologist - A surgeon who treats people with problems involving the urinary system,
including the kidney, bladder, prostate and reproductive organs.



10. Tracking your test results.

Date ‘ PSA result ‘ DRE result ‘ MRl result ‘Biopsyresult‘ Plan




Date ‘ PSAresult ‘ DRE result ‘ MRl result ‘Biopsyresult‘ Plan
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Notes

You may wish to use this note section to record your progress or questions you may
have about your symptoms following treatment.
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PROSTATE CANCER FOUNDATION OF AUSTRALIA (PCFA)

We are Australia’s leading community-based organisation for prostate cancer research,
awareness, and support. As the nation’s predominant charity fund for Australian-

based prostate cancerresearch, we exist to protect the health of existing and future
generations of menin Australiaand to improve quality of life for Australian menand
familiesimpacted by prostate cancer.

Ourvisionis a future where no man dies of prostate cancerand Australian men and their
families get the support they need.
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