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About this ‘Rich Picture’

This document is a collation of the key available evidence about the
numbers, needs and experiences of people affected by cancer.

Our aim is that the insight within this document will summarise the numbers, needs and experiences of people affected by
cancer for Macmillan staff, cancer care professionals, volunteers and other interested parties. It includes data specific to
the particular group who are the focus of this Rich Picture, as well as more generic information about all people affected
by cancer where specific data are not available or where the information applies to all groups of people with cancer.

The Rich Picture is infended to be accessible to both clinical and non-clinical cancer support staff. Therefore the language
and facts included are intended to cater for information needs of both groups. We have included references to other
documents to help with interpretation of some facts included, and a Jargon Buster of some technical terms is included in
Appendix A.

The information could be valuable in many ways:

* Adding weight and evidence to negotiations with partners and commissioners
* Providing evidence to support campaigning

* Enabling more effective marketing

* Inspiring and engaging supporters to give and do more

* Providing some insight info the lives of people with cancer

This document is not intended to

* Be a comprehensive collation of all evidence on the group affected by cancer who
are the focus of this Rich Picture

 Suggest or recommend that specific action should be taken

For simplicity, the year to which the data in this document relate and the sample size is not always shown in the main
sections, however this is shown in the original data linked from the references section.

If you are short on time, a quick read of the summary on pages 2 and 3 will give you a brief outline of the rest of the
content of this comprehensive document.

This ‘Rich Picture’ is one of a suite of documents. To access these documents please visit
http://www.macmillan.org.uk/Richpictures or for further information please contact evidence@macmillan.org.uk

The legal bit

The information contained in this document is a summary of selected relevant research articles, papers, NHS data,
statistics and Macmillan-funded research.

This document intends to summarise in a broad sense the numbers, needs and experiences of people with cancer,
it is not an exhaustive systematic review that follows strict scientific community rules governing such types of review.
However we have compiled the information using broad quality assessment criteria to ensure that the information
presented in this document is largely representative and unbiased. It is worth noting that people with cancer have
a very wide range of experiences; therefore the information presented here may not reflect the experiences or
profile of everyone within the category presented.

Macmillan or any other organisation referenced in this document claim no responsibility for how third parties use

the information contained in this document. We have endeavoured to include all the major data available to us as of
July 2014, but a document of this nature (essentially a summary of a large body of evidence) inevitably goes out of date.
Macmillan has sought external validation of this document from clinical experts and we aim to regularly update the
content of this document.

There may be data that have been released that does not appear in this document and Macmillan is under no
obligation to include any particular data source. Any medical information referred to in this document is given for
information purposes only and it is not infended to constitute professional advice for medical diagnosis or treatment.
Readers are strongly advised to consult with an appropriate professional for specific advice tailored to your situation.

The Rich Pictures are licenced under a Creative Commons Attribution-NonCommercial-Share Alike 4.0
International Licence. Users are welcome to download, save, or distribute this work and make derivative
works based on it, including in foreign language translation without written permission subject to the conditions set out
in the Creative Commons licence.
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Guidance on referencing this document

You are free to use any of the data contained in this document, however when quoting any
factual data that do not belong to Macmillan, it is best practice to make reference to the original
source — the original sources can be found in the References section at the back of this document
on page 58.

Other related information for people
affected by cancer

This document is designed to summarise the numbers, needs and experience of people with cancer.
It is not designed specifically with people affected by cancer in mind, although some people within
this latter group may find the information contained here helpful. People affected by cancer may find
our information booklets more helpful:

URBLRSTANCUYG \_':{ ‘EEAHDL&G

EARLY OCALLY

RIS PROSTATE ADVANCED PROSTATE
| CANCER CANCER

META

CANCER

Understanding Understanding Understanding
early (localised) locally advanced advanced
prostate cancer prostate cancer (metastatic)
MAC11639 MAC11685 prostate cancer
MAC11686

All these titles are available in hard-copy by calling our Macmillan Support Line free on 0808 808 00 00
(Monday to Friday, 2am-8pm), or by ordering online ot www.be.macmillan.org.uk.

A wealth of other resources are also available, all produced by Macmillan Cancer Support and available
free of charge.
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OTHER RELATED INFORMATION
FOR MACMILLAN STAFF

Macmillan staff may also wish to use this Rich Picture document in combination with other connected
documents, such as the Impact Briefs or the Macmillan Communications Platform. You may wish to
select evidence from more than one source to build a case for support, add weight to your
influencing, or to engage and inspire Macmillan’s supporters. A range of evidence that may be
helpful to you is summarised here. Please note that any hyperlinks active below may not work for
non-Macmillan staff.

Case Study Library

People affected Professionals/Services
by cancer Contains specific examples
Contains stories and quotes  of our services across the
from real-life examples of UK, and the impact they
people affected by cancer are having.

who have been helped

by Macmillan.

N/ ,

Comms Platform Rich Pictures Impact Briefs
Describes how to Describe the numbers, Generically describe
communicate with people needs and experiences what our services do,
affected by cancer. of key groups within and the impact they
e the 2.5 million -4 wTR have on
g i SOOI, il people with  sessim K4 people
cancer. JPsmsER"-—J affected
' by cancer.

Local Cancer Intelligence Routes from Diagnosis
A local overview of the essential Results from the first phase
data on the changing burden of of the Routes from Diagnosis
cancer in your areq, including study, including outcome
prevalence, survival, patient - pathways, survival rates,
experience and comparisons = inpatient costs and morbidities
across clinical commissioning associated with breast, lung,
groups. prostate and brain cancers.

For further information about any of the above, please contact a member of
Macmillan’s Evidence Department, or contact evidence@macmillan.org.uk.
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The rich picture on people with prostate cancer

SUMMARY OF PEOPLE LIVING WITH

Key stats

Prostate cancer is the most
common cancer in men.
A quarter of all new cases
of cancer diagnosed in
men are prostate cancers,
with 119 men diagnosed
every day in the UK.(6789)

Prostate cancer is the second
most common cause of
cancer death in men in

the UK, and around 30
men die every day from
prostate cancer.(1011:12)

Three-quarters of prostate
cancer cases are diagnosed in
men aged over 65 years.?

Survival rates for prostate
cancer have been improving
over the last 30 years,

and now 80% of men in
England live for more than
five years after their prostate
cancer diagnosis.?

Prostate cancer is
the most common
cancer in men.

The most common symptoms
of prostate cancer include,
having to rush to the toilet
to pass urine, difficulty in
passing urine and passing
urine more often than

usual, especially at night.
(see page 24)

Men with early prostate
cancer are unlikely to have
any symptoms, as these
only occur when the cancer is
large enough to put pressure
on the urethra.!

First-degree relatives of
men with prostate cancer
have a higher risk of being
diagnosed with prostate
cancer than men without a
family history.(see pege 17)

There is currently no
national screening
programme in the UK

for prostate cancer.(see page 24)

Men with relatives
who have had
prostate cancer
have a slightly
higher risk of
being diagnosed.

PROSTATE CANCER

Treatment options will
depend on whether the
cancer is contained within
the prostate gland (localised),
has spread just outside of the
prostate (locally advanced) or
has spread to other parts of
the body (advanced).“?

10% of prostate cancer
patients have a record of a
major surgical resection
as part of their treatment.3?)

26% of prostate cancer
patients feel that the side
effects of treatment are
not explained well, which
is below average for all
cancer types.“”

There is an under provision
of Clinical Nurse
Specialists for men with
prostate cancer which means
some prostate cancer patients
are missing out on valuable
information and support.#¢)

26% of prostate
cancer patients
felt that the
side effects of
treatment were
not explained.

<<J>>
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Understanding the numbers, needs and experiences of people affected by cancer

People living with prostate
cancer have reported feelings
of depression, anxiety,
stress, fatigue, and

pain following their initial
treatment, and side effects
such as impotence, erectile
dysfunction, sexual issues
and incontinence.®

43% of men with prostate
cancer are not given
enough care and help
from health and social care
professionals once they are
at home.®

Prostate cancer patients

may suffer a loss of self
confidence, which may be a
particular issue in the period
shortly after completion of
primary treatment and this
loss of self-confidence may
be a significant barrier to
accessing support.®

Many prostate cancer
patients feel abandoned
by the healthcare system
once their initial treatment
has been completed.%)

Long term side
effects are often
not dealt with.

End of Life

Prostate cancer patients
who are at end of life report
negative symptoms of pain,
drowsiness, fatigue,
depression, loss of sleep
and anxiety.®”

For people with prostate
cancer who are at end of life,
palliative care can help
alleviate symptoms and
side-effects.

Patients with prostate
cancer who receive earlier
palliative care have a
better quality of life,
longer survival and less
aggressive care at the end
of life compared to those
receiving standard care.”

According to a 2004
Macmillan report, 54% of

all people with terminal cancer
do not claim the benefits
they are entitled to. This
amounts to £126.5m.?

54% of all
people with
terminal cancer
do not claim the
benefits they are
entitled to.

Lifestyle & perceptions

People living with prostate
cancer can come from all
parts of society. Prostate
cancer is the most
common cancer in men
and three quarters are
diagnosed over the age
of 65.03

Active elderly people
living in pleasant
retirement locations are
well-represented amongst
people being treated for
prostate cancer.(*ee Poge 48)

Prostate cancer is a
well-known and highly
publicised cancer type
and articles on prostate
cancer are often found in

UK national newspapers.
(see page 56)
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What is prostate cancer

The rich picture on people with prostate cancer

What is prostate cancer?"

Prostate cancer is a malignant tumour that occurs
in the prostate gland, which is found only in men.
The prostate gland is the size of a walnut and
surrounds the first part of the urethra which
carries urine from the bladder to the penis.

Early cancer of the prostate gland (early prostate
cancer) is when the cancer is only in the prostate
and has not spread into the surrounding tissues
or to other parts of the body. It is also called
localised prostate cancer.

Locally advanced prostate cancer is cancer
that has spread info the tissues around the
prostate gland.

Advanced or metastatic cancer of the prostate
gland is when the cancer has spread beyond
the prostate gland to other parts of the body.

Want to know more?

Macmillan produces a wealth of information
about what prostate cancer is, its causes,
symptoms and treatment. Macmillan staff can
refer to reference (1) on page 58 for where you
can find this information, or if you're affected by
cancer, call our Macmillan team on the number
below, or visit our website.

Almost one in two of us will get cancer.

For most of us it will be the toughest fight we
ever face. And the feelings of isolation and
loneliness that so many people experience
make it even harder. But you don’t have to go

through it alone. The Macmillan team is with
you every step of the way. Call the
Macmillan team free on 0808 808 0000
(Monday to Friday, 2am-8pm) or visit
www.macmillan.org.uk

Contents
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‘l was diagnosed with
prostate cancer in 2005...
I'd noticed something
wasn’t right and went to
my GP. Nobody expected
it to be cancer as | was so
young — only 37 years old, .- e

~~ - so it was a big shock to '

everyone. Because of my "
age, the treatment options
available to me were

limited and after 14 months

of appointments and tests

| finally gave in and had
keyhole prostatectomy.

| have now been cancer
' free for 5 years, and face

What is prostate cancer

/

the daily challenge of living
with the side effects of
treatment. My life has
changed utterly, in many
unexpected ways, but not
all bad. | now live a much
less stressful and quieter
existence, enjoying more

.~ those things that matter : B 0
°  and make me happy,and [ .. ! e &
letting go of those things "."’; - "
~ that do not.’ % & |

. Simon, 46
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The rich picture on people with prostate cancer

Macmillan’s aims and outcomes
— and how they are different
for people with prostate cancer

The estimated total number of people living with
cancer in the UK in 2015 is almost 2.5 million.
Assuming that all existing trends in incidence and
survival continue cancer prevalence is projected
to increase to 4 million in 2030. Particularly
large increases are anticipated in the oldest age
groups and in the number of long term survivors.
By 2040 77% of all cancer survivors will be at
least 65 years old and 69% of cancer survivors
will be at least 5 years from diagnosis.*®

Macmillan’s ambition is to reach all of these

people and help improve the set of 9 Outcomes

you can see opposite. Remember, certain
groups will identify more or less strongly with
the various Outcomes.

Around 330,000
men were living with
prostrate cancer in the

UK in 2015.8)

How is this different for men
with prostate cancer?

Macmillan is carrying out work internally to
‘baseline’ the 9 Outcomes, and we hope to
be able to show how the 9 Outcomes vary

for different groups. This document will be

updated when this work is complete.

Contents
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Understanding the numbers, needs and experiences of people affected by cancer

The 9 Outcomes for people living with cancer

| get the treatment

and care which are

best for my cancer,
and my life

| understand,
so | make good
decisions

| was diagnosed
early

Macmillan’s aims and outcomes

| know what | can

do to help myself

and who else can
help me

Those around | am treated
me are well with dignity
supported and respect

| feel part of a
community and
I’'m inspired to give
something back

| want to die well

| can enjoy life
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The rich picture on people with prostate cancer

This section presents some of
the key stats and facts relating
to men with prostate cancer.
You may benefit from referring
to the jargon buster on page 64
for details on some of the terms
used in this section.

men are diagnosed with prostate cancer every day
in the UK©789)

330,000

men were living with prostrate cancer in the
UK in 20150

93%

of men in England live for more than one year
after their prostate cancer diagnosis®?

82%

of men in England live for more than five years
after their prostate cancer diagnosis®?

30%

men die every day of prostate cancer
in the UK®10.1
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Understanding the numbers, needs and experiences of people affected by cancer

How many men get prostate cancer per year (incidence)é7879

Cancer incidence, UK, 2012, top 10 cancer sites

Breast
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Lung, Trachea & Bronchus

Colorectal

Malignant Melanoma REX.L-)4

Non-Hodgkin Lymphoma 12,879

Head & Neck 11,152

Bladder 10,702

Kidney 9,524

8,617

Prostate cancer is the most common
cancer in men in the UK. A quarter of
all new cases of cancer diagnosed in
men are prostate cancers.
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The rich picture on people with prostate cancer

How many men die from prostate cancer per year? (mortality)%1.12)

Cancer mortality, UK, 2012, top 10 cancer sites

Lung, Trachea & Bronchus 35,392
Colorectal 16,198

Breast 11,732

Prostate 10,841

Pancreas 8,672

Oesophagus 7,705

Bladder 5,244

4,759

Non-Hodgkin Lymphoma 4,687

Ovary 4,136

Prostate cancer is the second most common cause
of cancer death in men in the UK, after lung cancer.
Around 10,800 men die from prostate cancer each
year in the UK, that’s around 30 every day.
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Understanding the numbers, needs and experiences of people affected by cancer

How many men are currently living with prostate cancer?
(prevalence)

Men living with prostrate cancer in the UK in 20158

330,000

Prostate cancer is the most common cancer in men.
Survival rates have been improving over the last
30 years, partly due to the detection of a greater
proportion of latent, earlier, slow-growing tumours.

1 Contents @ @
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The rich picture on people with prostate cancer

What are the key stats How many men get prostate cancer
for England? per year in England? (incidence)®

See data on incidence, mortality and 37’1 36

prevalence for England
new cases of prostate cancer diagnoses

in England in 2012.
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How many men die from prostate cancer
per year in England? (mortality)(?

9,142

prostate cancer deaths in England in 2012.

How many men are living with prostate
cancer in England? (prevalence)?

Around 280,000

men were living with prostrate cancer in England
in 2015

What is the age-standardised* rate
of incidence of prostate cancer in
men in England?(3)

*Age-Standardised Rates are used to eliminate the variation in

the age structures of populations to allow for fairer comparisons l o 7

between incidence and mortality rates in different areas (in this

Z";;”f;tfl‘:zzrb"'ef:f: fK nations). The Age-Standardised Rate is new cases of prostate cancer diagnoses in England
ghted using a standard population (in this

case the European Standard Population) to control for differences in in 2011 per ]O0,000 heads of pOpUlGﬁOﬂ

populations. Age-Standardised incidence and mortality rates have

been expressed here as rates per 100,000 head of population.

What is the age-standardised* rate of
mortality from prostate cancer in men
in England?®

24

cases of prostate cancer deaths in England in
2011 per 100,000 heads of population
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Understanding the numbers, needs and experiences of people affected by cancer

What are the key stats How many men get prostate cancer
for Scotland? per year in Scotland? (incidence)?”)

See data on incidence, mortality and 2’857

prevalence for Scotland

new cases of prostate cancer diagnoses
in Scotland in 2012.
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How many men die from prostate cancer
per year in Scotland? (mortality)™

prostate cancer deaths in Scotland in 2012.

How many men are living with prostate
cancer in Scotland? (prevalence)'?

Around 25,000

men were living with prostrate cancer in Scotland
in 2015.

What is the age-standardised* rate
of incidence of prostate cancer in men

in Scotland?'3)
*Age-Standardised Rates are used to eliminate the variation in 82

the age structures of populations to allow for fairer comparisons

between incidence and mortality rates in different areas (in this

Z":;;”f:;f :\Z‘;’b‘i'iffg ﬁK nations). The Age-Standardised Rate is new cases of prostate cancer diagnoses in Scotland
ghted using a standard population (in this

case the European Standard Population) to control for differences in in 2011 per ]O0,000 heads of pOpUlGﬁOﬂ

populations. Age-Standardised incidence and mortality rates have

been expressed here as rates per 100,000 head of population.

What is the age-standardised* rate of
mortality from prostate cancer in men
in Scotland?®

cases of prostate cancer deaths in Scotland in
2011 per 100,000 heads of population
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The rich picture on people with prostate cancer

What are the key stats
for Wales?

See data on incidence, mortality and
prevalence for Wales

*Age-Standardised Rates are used to eliminate the variation in

the age structures of populations to allow for fairer comparisons
between incidence and mortality rates in different areas (in this
case in the four different UK nations). The Age-Standardised Rate is
a rate that has been weighted using a standard population (in this
case the European Standard Population) to control for differences in
populations. Age-Standardised incidence and mortality rates have
been expressed here as rates per 100,000 head of population.

14

How many men get prostate cancer
per year in Wales? (incidence)®

2,419

new cases of prostate cancer diagnoses in
Wales in 2012.

How many men die from prostate
cancer per year in Wales? (mortality)'?

prostate cancer deaths in Wales in 2012.

How many men are living with prostate
cancer in Wales? (prevalence)?

Around 17,000

men were living with prostrate cancer in Wales
in 2015

What is the age-standardised* rate
of incidence of prostate cancer in
men in Wales?('3)

107

new cases of prostate cancer diagnoses in Wales
in 2011 per 100,000 heads of population

What is the age-standardised* rate
of mortality from prostate cancer in
men in Wales??®

22

cases of prostate cancer deaths in Wales in 2011
per 100,000 heads of population
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Understanding the numbers, needs and experiences of people affected by cancer

What are the key stats How many men get prostate cancer per
for Northern Ireland? year in Northern Ireland? (incidence)®
See dat incid , talit d

ee data on incidence, mortality an 1’024

prevalence for Northern Ireland
new cases of prostate cancer diagnoses in

Northern Ireland in 2012.
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How many men die from prostate cancer
per year in Northern Ireland? (mortality)®

262

prostate cancer deaths in Northern Ireland in 2012.

How many men are living with prostate
cancer in Northern Ireland? (prevalence)!'?

Around 7,000

men were living with prostrate cancer in
Northern Ireland in 2015

What is the age-standardised* rate

of incidence of prostate cancer in

men in Northern Ireland?(3
**Age-Standardised Rates are used to eliminate the variation in l o l

the age structures of populations to allow for fairer comparisons

between incidence and mortality rates in different areas (in this

Z“:;;”f:;f EZ‘;’bde'i?S;‘f ﬁK nations). The Age-Standardised Rate is new cases of prostate cancer diagnoses in Northern
ghted using a standard population (in this

case the European Standard Population) to control for differences in Ireland in 2011 per ]O0,000 heads of populcﬁon

populations. Age-Standardised incidence and mortality rates have

been expressed here as rates per 100,000 head of population.

What is the age-standardised* rate of
mortality from prostate cancer in men
in Northern Ireland?®

22

cases of prostate cancer deaths in Northern
Ireland in 2011 per 100,000 heads of population
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The rich picture on people with prostate cancer

What proportion of men survive prostate cancer? (survival)®@

Relative 5 year survival estimates, 2007-2011, by gender, England.

Testes

86%
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Melanoma 85.5%

92.1%

Breast 85%

Hodgkin lymphoma 82.4%

Prostate 81.7%

Uterus 77.4%

Cervix 67.3%

Rectum 57.1%

59.9%

Colorectal 56.5%

57.8%

Bladder 58.6%

49.1%

—
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Understanding the numbers, needs and experiences of people affected by cancer

Prostate cancer has one of the highest 5 year
survival rates of all cancers for men (81.7% of
men are alive 5 years after their diagnosis).
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This puts prostate cancer at number 5 out of
22 in the rankings of 5 year survival.
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The rich picture on people with prostate cancer

How many men live beyond one year of their prostate cancer
diagnosis?(4

Relative 1 year survival estimates, 2007-2011, by gender, England

Testis 98.1%
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Melanoma 96%
97.9%

Breast 95.8%

Prostate 93.1%

Uterus 89.9%

Larynx 85%

Cervix 83.7%

Rectum 79.9%
79.4%

Non-Hodgkin lymphoma 77.4%
80.1%

Bladder 78%
67.2%

Colorectal 75.9%
74.7%

31%
35.4%

An estimated 93.1% of men are alive one year
after their prostate cancer diagnosis.®?
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Understanding the numbers, needs and experiences of people affected by cancer

What is the median prostate cancer
survival time since diagnosis?

Overall median survival time 40 years ago for all
cancers was one year. These latest figures predict
median survival time is now nearly six years. High
prostate cancer survival rates are due, in part, to
the detection of a greater proportion of latent,
earlier, slow-growing tumours via transurethral
resection of the prostate (TURP), and Prostate
Specific Antigen (PSA) testing."®) However due to
the introduction of PSA testing and subsequent
increase in incidence of low stage tumours trends
in median survival times for prostate cancer
cannot be accurately measured.™

How do UK survival rates compare
internationally?

Cancer survival rates in the UK are improving
overall, but international comparisons show that
the UK still has worse cancer survival rates than
many countries, including Canada, Australia,
Sweden and Norway.?)

Before PSA testing became widespread in the
late 1980s, the average 5-year survival rate in
England and Wales was just over 40%, well
below the European average of 56%. Survival
rates were markedly higher in the USA though,
at 86%.19)

What are the major demographic
variations in incidence, mortality,
prevalence and survival for
prostate cancer?

Age
Age is the strongest risk factor for developing
prostate cancer. Prostate cancer generally

affects men over 50, and is rarely found in
younger men.

19

Approximately one half of all men in their fifties
have some cancer cells within their prostate and
8 out of 10 men (80%) over the age of 80 have a
small area of prostate cancer. Most of these
cancers grow extremely slowly and so,
particularly in elderly men, may never cause

any problems.!

Family history

A small number of prostate cancers (5-10% of
cases) are thought to be due to an inherited
faulty gene in the family.

A specific gene linked to prostate cancer has not
yet been identified but men who have close
relatives (a father, brother, grandfather or uncle)
who have had prostate cancer are slightly more
likely to develop it themselves. It is thought that a
man’s risk of developing prostate cancer is more
likely if:

* their father or brother developed prostate
cancer at or under the age of 60

* more than one man on the same side of the
family has had prostate cancer.

If several women in a family have had breast
cancer (especially before the age of 40), it could
also indicate that a faulty gene may be present.
This gene may increase the risk of men in the
family getting prostate cancer.!”

Ethnic background

Some ethnic groups have a higher chance of
developing prostate cancer than others. In the
UK, Black Caribbean and Black African men are
approximately two to three times more likely to
be diagnosed or die from prostate cancer than
White men. Asian men generally have a lower
risk than the national average.!"”)
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The rich picture on people with prostate cancer

What are the geographical ‘hotspots’ for prostate cancer incidence,

mortality and survival?('8)
Prostate cancer incidence

UK, 2008-2010

4

Important note

These maps show only the
broad patterns of variation

in incidence and mortality.
Access to the very detailed
and accurate data at the PCT/
Health Board level is via the
NCIN Cancer e-atlas website,
www.ncin.org.uk/eatlas,
or Macmillan staff members
can contact Macmillan'’s
Health Data team.

Prostate cancer incidence rates are higher in Wales
and parts of Southern England, and lower in Scotland,
Northern Ireland and the North. It is possible this is
linked to variations in use of PSA testing.
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Prostate cancer mortality
UK, 2009-2011

n
-—
O
-—
(%]
T
c
o
n
-
%4
O
——
>
()
X

Important note

These maps show only the
broad patterns of variation

in incidence and mortality.
Access to the very detailed
and accurate data at the PCT/
Health Board level is via the
NCIN Cancer e-atlas website,
www.ncin.org.uk/eatlas,
or Macmillan staff members
can contact Macmillan'’s
Health Data team.

Prostate cancer mortality rates are higher in the
South East and Devon, and lower in Scotland,
Northern Ireland and the North.

Survival

At present there does not appear to be much variation in prostate cancer survival rates according
to where men live in the UK.
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The rich picture on people with prostate cancer

Trends in the data

What are the major trends?
(Incidence/mortality/prevalence
or survival)?

Prostate cancer is the most common cancer
in men in the UK, and generally affects those
over 50.

Aside from age, family history and ethnicity
are thought to the strongest risk factors for
developing prostate cancer.

By 2040 the total number of prostate cancer
survivors is projected to have more than trebled
to around 830,000 accounting for approximately
2-3% of the male population.?

Prostate cancer mortality rates
are decreasing:

Prostate cancer mortality rates have decreased
by around a fifth since the early 1990s. Between
1990-92 and 2008-2010, age standardised
mortality rates decreased by 21% in men aged
45-54 years, 25% in 55-64 year-olds, 29% in
65-74 year-olds, and 25% in 75-84 year-olds.
Overall mortality rates have increased by 2%
for men aged 85+ in this period. It is thought
this could be due to older men being less likely
to receive radical treatment.®

22

Survival rates are improving:

Survival rates for prostate cancer have been
improving for 30 years. Earlier detection of

slow growing tumours via TURP and PSA testing
(introduced in the late 1980s) has been linked

to the increase in survival rates — by detecting
tumours well before they might have been
detected without screening. More effective
treatment for early, aggressive and advanced
prostate cancers is also thought to have
contributed to the improvement in survival rates.?
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Understanding the numbers, needs and experiences of people affected by cancer

‘Both my father and uncle had
died from prostate cancer and
so | asked for a PSA test. | had
no other common symptoms
of a diseased prostate, other
than perhaps more frequent
daytime urination.’

Alistair, 63
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The rich picture on people with prostate cancer

We know that everyone with cancer has different experiences at
different times of their cancer journey. However most people will
go through one or more of the four stages of the ‘cancer journey’.

The following pages summarise what we currently know about

the needs and experiences of people living with prostate cancer
at these stages.
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>
v
A typical ‘cancer journey’ showing four key stages: §
o
S
c
S
plagnosis a m -
What happens to me when What can | expect when
I'm diagnosed with cancer? I'm being treated for cancer?
* People often show signs and symptoms * Cancer can be treated in different ways
that may be caused by cancer, and a GP depending on what type of cancer it is, where
can refer patients for tests to find out more. it is in the body and whether it has spread.
* Screening aims to detfect cancer at an * Different cancer types can have varying
early stage or find changes in cells which treatment regimes, and treatment is
could become cancerous if not treated. personalised to each patient.

However screening is not yet available
routinely for head and neck cancer.

* However screening can only pick up some
cancers, and we know that some people
have their cancer diagnosed at a late stage
— this can have a huge effect on their chances
of survival.

Progressive illness

and end of life

If | complete my treatment for If my cancer is incurable,

cancer, what next? what might | experience?

* An increasing number of people survive * Progressive illness includes people with
their initial (or subsequent) cancer treatments, incurable cancer, but not those in the
and often have rehabilitation and other last year of life. Many of these people have
needs post-treatment. significant treatment-related illnesses.

* We also know they need support to be * End of life generally means those in the
able to self-manage. last year of life. Needs often get greater

as the person moves closer to death.
* Many people in this stage experience
long-term or late effects of their cancer,
and/or their cancer treatment.

*While Survivorship relates to the time both during and post-treatment, as illustrated by the Recovery Package (p39),
this section largely highlights the post-treatment needs and experiences of people living with cancer.
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The rich picture on people with prostate cancer

What are the top 3 signs and
symptoms of prostate cancer?

1. Having to rush to the toilet to pass urine

2 Difficulty in passing urine

3. Passing urine more often than usual,
especially at night

How good are we at early diagnosis?
How aware are people of signs and
symptoms? How aware are GPs of
signs and symptoms?

Men with early prostate cancer are unlikely to
have any symptoms, as these only occur when
the cancer is large enough to put pressure on the
urethra. In men over 50, the prostate gland often
gets larger due to a non cancerous condition
known as benign prostatic hyperplasia (BHP).!

The symptoms of both benign enlargement of the
prostate gland and malignant tumours are similar."

Patients with cancer in the UK tend to present with
more advanced disease and have poorer survival
rates than many of their European counterparts. The
most likely explanations are either late presentation
by patients or late onward referral by GPs.”

Four out of five men at higher than average risk
of prostate cancer are not aware of their risk. In
addition, three quarters (75%) of men at greater
risk admit that, even if they were aware but didn't
have any symptoms, they wouldn't go and speak
to their GP about it.('%"

The most commonly endorsed barriers to seeking
medical help with potential cancer symptoms are;
difficulty making an appointment, worry about
wasting the doctor’s time and worry about what
would be found. Emotional barriers are more

26

prominent in lower socio-economic groups
and practical barriers (eg ‘too busy’) are more
prominent in higher socio-economic groups.‘?)

How well does screening work
for prostate cancer?

There is currently no national screening
programme in the UK for prostate cancer.

Prostate specific antigen (PSA) was introduced
as a diagnostic test for prostate cancer more
than 20 years ago. However, there is continuing
debate regarding its utility in diagnosis for
prostate cancer. PSA is a protein produced by
the prostate and men with prostate cancer tend
to have more PSA in their blood, however, PSA
levels get higher as men get older.?°

Mass testing is costly and may result in
unnecessary diagnosis and treatment. The
evidence of a subsequent reduction in mortality is
also inconclusive. Although the evidence is
contradictory, PSA is still an important tool for
monitoring patient progression following
treatment of definitive localized prostate cancer.®?

Also, many men diagnosed with prostate cancer
have very slow growing cancers that will never
cause any symptoms or problems in their
lifetime. Unnecessary cancer treatment can cause
side effects such as impotence and incontinence
that may greatly reduce their quality of life.?"

Despite there being no national screening
programme, there is a Prostate Cancer Risk
Management Programme organised by the
NHS, whose aim is to ensure that men who are
concerned about prostate cancer receive clear
and balanced information about the advantages

and disadvantages of the PSA test.??)
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Understanding the numbers, needs and experiences of people affected by cancer

‘After moaning to my wife
about the need to go to the
loo as much as three or four
times an hour, and getting

up during the night as often,

| decided it was time to see the
Doctor. | set off on a path that
would go on for almost a year.’

Daniel, 62

27 Contents @ @




The rich picture on people with prostate cancer

How is prostate cancer diagnosed? (Routes to diagnosis)?®)

2

'ng Emergency

: 9%

o

o

g GP

o

42%
Other

49%

‘Other’ includes screening,
2 week wait GP referrals
where there is a suspicion
of cancer, in-patient and
out-patient routes, ‘death
certificate only’ diagnoses,
and ‘unknown’ routes.

10% of people newly diagnosed with prostate
cancer were diagnosed via the emergency route.
This is significantly lowers than the average for

all cancers (23%). This is indicative of increased
detection of abnormailties through the widespread
use of the PSA test.
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How many prostate cancer patients had to see their GP more than
twice before they were diagnosed??4
Brain/Central Nervous System 39%

Haematological 37%

Sarcoma 36%
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Other 35%

Lung 32%

Upper Gastro-Intestinal 32%

Colorectal

Gynaecological 28%
Head and Neck 26%
Prostate 24%
Urological 22%

Skin 10%

Breast 8%

24% of people newly diagnosed with prostate
cancer had to see their GP more than twice before
they were diagnosed. Although better than most,
there is still significant room for improvement.
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The rich picture on people with prostate cancer

How does stage at diagnosis relate to probable survival rates??>

The impact of Stage at Diagnosis on Survival - prostate cancer

Localised 924%
_ Locally advanced and metastatic 28%

NB: This data reflects 5 year survival rates.
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The later the stage at diagnosis, the poorer the
chances of survival - in other words early diagnosis
and treatment of prostate cancer saves lives.
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How long do people with prostate cancer have to wait to
be referred?2°

According to recent data, 95% of patients with
suspected prostate cancer were seen by a specialist
within 2 weeks of referral. This is relatively good
performance; however patients with suspected
breast cancer and lung had a slightly stronger
performance.
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The rich picture on people with prostate cancer

PHYSICAL
AND MEDICAL
NEEDS

Not specific to people with

prostate cancer

Often at diagnosis men experience few physical
or medical needs. Prostate cancer differs from
other cancers in the body as small areas of
cancer within the prostate are common and may
stay dormant for many years. Approximately
half of men in their fifties have some cancer
cells within their prostate. Most of these cancers
grow extremely slowly and so, particularly in old
men, may never cause any problems.!

Diagnosis is sometimes delayed because
people are uncertain about what is ‘normal’
and may delay seeking medical advice.?”)

32

FINAVCIAL
NEEDS

Not specific to people with

prostate cancer

According to a 2013 Macmillan report,

four in five (83%) people are, on average,
£570 a month worse off as a result of a
cancer diagnosis.®"

Reduced income is a maijor factor of financial
hardship It is estimated that 30% of people

with cancer experience a loss of income as

a result of their cancer, with those affected
losing, on average £860 a month. Additional
costs and loss of income arise at different points
in the cancer journey, but these figures show the
financial strain that a cancer diagnosis can place
on many families.'%)

Amongst households which do suffer a loss of
income, the average drop in income is 50%.
This shows the financial strain that a cancer
diagnosis can place on many families.?®

In a 2013 survey, of the people with prostate
cancer who said they wanted it, only 40% of
them were given information on financial
help or benefits by hospital staff, compared
to an average (for all cancers) of 54%.24

Over two-fifths (42%) of people with cancer
did not receive money or debt advice
following their diagnosis.%”)
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PRACTICAL AND
INFORMATION
NEEDS

A 2013 survey found that 78% of people

with prostate cancer said they received a
completely understandable explanation of
their test results. This is comparable to other
cancer types. This however suggests that 22% of
prostate cancer patients do not receive a completely
understandable explanation of their test results.?4

In the same survey 81% of people with prostate
cancer received written information about their
cancer. This was the highest for all cancer types,
with the average for all cancer types being 71%.?%

Not specific to people with

prostate cancer

88% of cancer patients said that they were
given the right amount of information about
their condition and treatment; 10% said they
were not given enough and 2% said they were
given too much.?4

Many people affected by cancer (not just people
affected by prostate cancer) are frustrated at
being unaware of support until late into
their illness and information on how to deal with

emotions, relationships and social situations is the
hardest to find.?

Information needs at diagnosis are extensive
and include side effects of treatments, impact on
family and friends, altered body image, self care
and risks of family developing the disease.®

The strongest preference for information at
diagnosis is information about prognosis.©®

|
33

EMOTIONAL AND
PSYCHOLOGICAL
NEEDS

Not specific to people with

prostate cancer

15% of prostate cancer patients report feeling
lonely, or more lonely than they felt before
their diagnosis.*?

Although a certain amount of emotional distress
is common, particularly around the time of a
diagnosis, around half of all people with cancer
(all cancer types) experience levels of anxiety
and depression severe enough to adversely
affect their quality of life.l%®)

58% of people diagnosed with cancer (all

cancer types, not just prostate cancer) feel their
emotional needs are not adequately looked after.
75% suffer anxiety and 85% of these do not
receive any advice or support.Ct!

More than four in ten (45%) people with cancer
say that the emotional aspects of cancer are

the most difficult to cope with, as compared

to practical and physical effects.®"

For prostate cancer patients psychosexual issues
are not always addressed at the appropriate
time for the patient. Older patients are often too
embarrassed to raise psychosexual concerns as
they feel they would be considered 'too old' to be
worried about the loss of sexual function.®”

The psychosocial impacts of a cancer diagnosis
include reduced quality of life, poorer
inter-personal relationships, hopelessness
and mental illness.®®
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The rich picture on people with prostate cancer

Percentage of patients who had major surgical resection, 2004-2006 9
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Uterus 84%

Breast 83%

Colorectal 66%

Kidney 60%
Ovary 59%

Cervix 45%

Oesophagus 16%

15%

Prostate 10%

Bladder 10%

9%

g 8%

6%

10% of prostate cancer patients had a
record of a major surgical resection as
part of their treatment.
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Understanding the numbers, needs and experiences of people affected by cancer

What treatments do prostate cancer
patients get?“0

Treatment options depend on whether the cancer
is contained within the prostate gland (localised),
has spread just outside of the prostate (locally
advanced) or has spread to other parts of the
body (advanced).

Active surveillance/'Watchful waiting’
Prostate cancer often grows very slowly and

may never cause harm within a man's lifetime.
Active surveillance is a way of monitoring prostate
cancer that is not causing any symptoms or
problems, in order to avoid or delay unnecessary
treatment in men with less aggressive cancer.

Surgery: radical prostatectomy

Radical prostatectomy is an operation to remove
the prostate gland and the cancer contained
within it.

Between 2004 and 2006, around 1 in 10 men
in received major surgical resection for their
prostate cancer.®”

Radiotherapy

External beam radiotherapy uses high energy
X-ray beams to damage the cancer cells and
stop them growing.

Men with advanced prostate cancer may have
radiotherapy to help relieve symptoms (palliative
radiotherapy). Palliative radiotherapy does not
get rid of the cancer but it can help to slow down
its growth. There are two types of palliative
radiotherapy: external beam radiotherapy (EBRT)
and internal radiotherapy (radioisotopes).

Permanent seed brachytherapy (low dose rate
brachytherapy) is a form of radiotherapy which
involves having tiny radioactive seeds implanted
into the prostate gland to destroy destroys cancer
cells in the prostate.

High dose rate (HDR) brachytherapy,
(temporary brachytherapy), involves inserting a
source of high-dose radiation into the prostate
gland for a few minutes at a time to destroy
cancer cells.

35

Hormone therapy

Hormone therapy helps control prostate cancer
by stopping the production of testosterone or
stopping testosterone reaching the prostate
cancer cells. It is the main treatment for men
with advanced prostate cancer.

Abiraterone (Zytiga®) is a new type of hormone
therapy for men whose prostate cancer has
spread to other parts of the body (advanced
prostate cancer) and has stopped responding to
other hormone therapy treatments. It is used to
help control symptoms and not to cure

prostate cancer.

Bisphosphonates

Bisphosphonates are drugs that do not actually
treat prostate cancer but relieve pain when
prostate cancer has spread to the bones and is
no longer responding to hormone therapy.

Chemotherapy

Chemotherapy uses anti-cancer drugs to kill
cancer cells. It is used to help control symptoms
and not to cure prostate cancer.

Cabazitaxel (Jetvana®) is a new type of
chemotherapy treatment for men with advanced
prostate cancer that has stopped responding

to hormone therapy and the chemotherapy
medicine docetaxel (Taxotere®). Cabazitaxel is
licensed for use in the UK but is not yet widely
available on the NHS.“0)

Cryotherapy

Cryotherapy treats prostate cancer by using
freezing and thawing to kill the cancer cells
in the prostate gland. Cryotherapy is most
commonly an option for men whose prostate
cancer has come back after treatment with
radiotherapy or brachytherapy.

How many prostate cancer
admissions are there and how
many prostate cancer patients stay
in hospital (and for how long)?

Just over 10% of prostate cancer patients spent

up to 10% of their time in hospital.“"
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The rich picture on people with prostate cancer

Those who are newly diagnosed or near end of life
are much more likely to spend time in hospital.“?

In total, there were over 56,656 admissions
to NHS Hospitals in England for prostate cancer
during 2012-13.142

Around 10% of prostate cancer patients were
admitted through the emergency route. This is
similar to the average for all cancers.*?

The median length of stay for prostate cancer
patients who were admitted to hospital was
2 days in 2011-2012.42

What can a person with prostate
cancer expect, therefore, from a
typical treatment regime?

If the cancer is contained within the prostate
gland then there are treatments available that
aim to get rid of the cancer completely, such as
surgery to remove the prostate or radiotherapy.
If the cancer has spread outside of the prostate
gland then treatment is usually aimed at
controlling the cancer or managing symptoms. 4%

How many people with prostate
cancer have access to a prostate CNS?

There are around 280 prostate cancer clinical
nurse specialists (includes data for all Urology
cancer patients).44

Modelling work by Frontier Economics has
indicated that a further 209 prostate CNSs are
required to fully meet the demand in England.®?)

What does this mean for patients?

Currently, there is under provision of CNSs for
men with prostate cancer compared to some
other common cancers, this means some
prostate cancer patients are missing out on
valuable information and support.“¢

87% of prostate cancer patients were given the
name of a CNS, compared to 93% of breast
cancer and 91% of lung cancer patients. This is
below average for all cancer types (88%).4?
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CNSs provide patients with essential care and support
including the provision of comprehensive information,
support with making complex treatment decisions,
advice on managing side effects, and emotional and
psychological support.“¢)

A survey on prostate cancer patients experiences of
CNSs indicated that patients who saw a specialist
nurse had more positive experiences of receiving
written information about tests and treatment, and
about sources of advice and support, and were
more likely to say they made the treatment decision
themselves. Two key aspects of the specialist nurse
role were seen as important: their availability to
the patient, and their ability to liaise between the
patient and the medical system.“®)

What other health conditions do people
with prostate cancer have? How does
this affect their treatment, survival, long
term effects or experiences?

Just under half (49%) of all people living with

cancer (of all cancer types) have at least one other
chronic condition. This includes 15% who have two,
and 6% who have three other chronic conditions.*?)

Many of the treatments for prostate cancer
have significant side effects that have a long
term impact on quality of life. For example the
most common side effects of treatment include
urinary incontinence, bowel incontinence,
erectile dysfunction, loss of sex drive, fatigue,
and depression. Side effects such as these have
a considerable impact on quality of life and can
make decisions about treatments difficult.“®

Macmillan has produced an 'Impact Brief on
Clinical Nurse Specialists'. This is an evidence
review, which more fully sets out how our
CNSs use their skills and expertise in cancer
care to provide technical and emotional

support, coordinate care services and to
inform and advise patients on clinical as well
as practical issues, leading fo positive patient
outcomes. The paper, along with other Impact
briefs, is available via the Macmillan website,
at www.macmillan.org.uk/servicesimpact
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‘Before all this, 1 didn’t even
know what the prostate was.

| was plunged into a world

of treatment: three months

of hormone therapy, five and

a half weeks of radiotherapy,

a brachytherapy operation,
and then a further nine months
of hormone treatment.’

James
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The rich picture on people with prostate cancer

PHYSICAL
AND MEDICAL
NEEDS

Not specific to people with

prostate cancer

A 2009 report found that experiences of patients
with prostate cancer tend to be less positive
than the other patient groups. They have longer
waits for treatment, are more likely to have first
appointments postponed or cancelled, and to
report that their carers have not been involved
or given the right amount of information.“?)

However prostate cancer patients on average
have the greatest choice of treatment (90%)
in comparison to all other cancers.*%

Around 26% of men with prostate cancer report
some or extreme pain and 22% report
problems with mobility. Treatment is
significantly associated with both problems.”8)

A 2013 survey found that 27% of people with
prostate cancer thought GPs and nurses

at their local practice could have done
more to support them while they were having
their treatment.?4

The same survey found that confidence in ward
nurses was relatively high amongst prostate
cancer patients (74%) however, this implies that
26% of patients did not have confidence in the
ward nurse who treated them.?4

38

FINANCIAL
NEEDS

Not specific to people with
prostate cancer

Some of the additional costs incurred at
treatment stage for cancer patients and
their carers is travel to and from hospital.
The average number of trips is 53 at a cost
of £325 per trip in 2006 prices.®4

A recent Macmillan report on the financial
burden of cancer, found that costs related directly
to treatment, notably hospital travel/parking
were a particular burden to those with long
journeys and/or on low incomes.%”

A 2013 survey found that 27% of prostate
cancer patients who wanted to know were not
informed of free prescriptions.?¥
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PRACTICAL AND
INFORMATION
NEEDS

Men with prostate cancer report a worse
experience of NHS care compared with other
cancer patients in terms of level and quality of
information provided and support given.*®

Misunderstandings regarding methods of
diagnosis and treatment are widespread,
especially amongst ethnic minority groups.®?

20% of prostate cancer patients would have
preferred more information on how their
treatment had gone compared to 13% of patients
with other common cancers.®®

In a 2013 survey 26% of prostate cancer patients
felt that the side effects of treatment were not
explained well.?%

In the same survey 84% of prostate cancer
patients were given information on support
and self help groups, this is lower than breast
cancer patients of which 88% received information
on support groups. This shows that prostate
cancer patients have fewer options to share their
experience with other patients.?

16% of prostate cancer patients felt that they
were given conflicting information regarding
their treatment which resulted in confusion
and uncertainty.””

Older men in particular report not understanding

how the treatment for prostate cancer will impact
on their quality of life.?

39

EMOTIONAL AND
PSYCHOLOGICAL
NEEDS

In a 2013 survey 27% of prostate cancer
patients felt they did not receive adequate
emotional support.?*

Some men with prostate cancer regret taking the
decision to have surgery because of increased
pain and financial difficulty and decreased
sexual function. They report feeling less masculine,
having less sexual enjoyment, difficulty in getting
and maintaining an erection, and discomfort when
being sexually intimate after surgery.©?

Anxiety may exist both before testing and while
awaiting test results. Confusion over choosing
from various interventions often adds to anxiety
and depression in prostate cancer patients.©?

The side effects of treatments can also have an
emotional impact. Hormone therapy lowers
testosterone levels, and this can contribute to
a low mood.¢¥

A 2011 report found that African Caribbean
prostate cancer patients face specific
problems when it comes to communication with
professionals, stereotyping and insensitivity
of some staff. Lack of coordination between
services and agencies also adversely affects the
well-being of frail men and widowers of men
with prostate cancer.®
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The rich picture on people with prostate cancer

Why are cancer survivors (all cancer
survivors; not just cervical cancer
survivors) not catered for properly
by the current system?

The current system for cancer patients after the end
of treatment concentrates on medical surveillance,
and looking for recurrence. However we know that
this does not address people’s needs:

¢ Some feel a sense of abandonment
after treatment.3

* 39% who completed treatment in 2009/10
say that no health or social care professional
talked them through the needs they
might have. 87

* 94% experience physical health condition
problems in their first year after treatment. 62

* 78% of people with cancer have experienced at
least one physical health condition in the last
12 months which can occur as a result of cancer
or its treatment.62)

* 62% of people with cancer have experienced
at least one of the psychological conditions
that can occur as a result of cancer and its
treatment.(¢2)

* 40% with emotional difficulties had not sought
medical help or other support. 43

* 23% lack support from friends and family
during treatment and recovery ©7)

40

One in six people (17%) who were diagnosed
with cancer more than 10 years ago have not
been visited at home by a friend or family
member for at least six months. ¢

Cancer survivors have greater health
needs than the general population

* 90% of cancer survivors have visited their
GP and 45% visited a specialist doctor in
the last 12 months. This compares with
68% and 15% of the wider population.(199)

In a recent survey, 80% of gynaecological cancer
patients, and 78% of all cancer patients, said

that they were not offered a written assessment
or care plan. These are essential in providing
personalised care for cancer patients and

their carers. ©)

Macmillan and NHS England
are working to implement
personalised support for dll
cancer survivors

The National Cancer Survivorship Initiative (NCSI)
was a partnership between the Department

of Health, Macmillan and NHS Improvement.
NCSI reports were produced in 2013, including
‘Living with and beyond cancer: Taking
Action to Improve Outcomes’, which informs
the direction of survivorship work in England, to
support commissioners, health service providers
and others to take the actions necessary to drive
improved survivorship outcomes.
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Understanding the numbers, needs and experiences of people affected by cancer

The document was followed by: “Innovation * Education and support events, such as Health
to implementation: Stratified pathways and Wellbeing Clinics, which give patients

of care for people living with or beyond information about lifestyle choices, signs and
cancer: A “how to’ guide””. symptoms of recurrence, getting back to work,

benefits and financial support.
The documents set out what has been learned
about survivorship, including interventions that have ¢ The Cancer Care Review carried out by the GP
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been tested and are ready to be spread across six months following a diagnosis of cancer

England, and could make an immediate difference

to people affected by cancer. These include: Further key interventions include:

A key intervention which is the ‘Recovery Package’

consisting of: * Offering appropriate information including

information about work support needs onwards

* Structured Holistic Needs Assessment and referral fo specialist vocational rehabilitation
care planning, services and financial support

* Treatment Summary to provide good ¢ Offering advice on physical activity,
communication to primary care including weight management and how to access
information about treatment, and the potential appropriate programmes.

short- and long-term consequences.

Assessment
and care
planning

Recovery
package

Treatment Health and
summary and wellbeing
cancer care event
review

Sy o

Op42 e
"ing self man©?

Copyright © Macmillan Cancer Support 2013
Permission granted for use as seen, this notice must remain intact in all cases. All rights reserved.
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The rich picture on people with prostate cancer

PHYSICAL
AND MEDICAL
NEEDS

Men living with prostate cancer report high levels
of unmet sexuality-related need. Younger
men with a good prognosis following curative
treatment are more greatly affected.”®

Many people living with prostate cancer feel that
there is little their GP could do for them as they
were too ‘generalist’ and feel that there is a lack
of continuity of care.”

Older people living with prostate cancer
(over 75 years) have a greater hospital use.¢®

A 2010 report found that men are rarely invited
to discuss psychosexual side effects within follow
up appointments and lack of rapport with health
care professionals make it difficult to raise
problems themselves.®”)

Not specific to people with

prostate cancer

Although people living with cancer (not prostate
specific) describe ongoing needs for information
and support that could potentially be provided
by GPs, they report little involvement by GPs
in their care. In addition, GPs are perceived

by patients as lacking the necessary expertise in
cancer management.¢®

A recent survey revealed relatively poorer
health and well-being and relatively higher
use of hospital services among individuals who
had a former cancer diagnosis when compared
with individuals who had no cancer diagnosis.“¢

42

FINAVCIAL
NEEDS

60% of prostate cancer patients were not
given information on financial help or benefits
by hospital staff. 119

Some cancer patients (not just prostate cancer
specific patients) do not know that they can
claim benefits, even at a time when they have
completed initial treatment and may feel more
able to deal with their financial issues.”

Not specific to people with

prostate cancer

Some people affected by cancer (not just people
affected by prostate cancer) find benefits claim
forms complicated. Benefits advice is also

not always offered in a timely fashion and
they are ashamed to seek advice, even those
who are seriously ill, and lifetime tax payers feel
stigma in claiming financial help.©

Although cancer results in substantial increase
in sick leave, a substantial number of prostate
cancer patients return to work within 1 year
after the cancer diagnosis.”?

A 2009 report found that of those who were the
main income earners in their households prior
to a cancer diagnosis, (26%) were no longer
the main earners after treatment.’"
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Understanding the numbers, needs and experiences of people affected by cancer

PRACTICAL AND
INFORMATION
NEEDS

Not specific to people with

prostate cancer

Many people feel abandoned by the
healthcare system once their initial freatment
for cancer has been completed. 43% of prostate
cancer patients are not given enough care or
support once they are at home from health and
social care professionals.”®

The need for information post treatment may
not be as great as it was during diagnosis and
treatment for some."”?

However people living with cancer (not prostate
cancer specific) would like to have a more active
role in their health care and to know how to look
after themselves after diagnosis, including what diet
and lifestyle changes they should make.”

For those experiencing a recurrence, only half of
those surveyed said that they received supported
information, suggesting there is unmet need

at recurrence.”?

Many of the men with recurrent disease (not
prostate cancer specific) were dissatisfied with
the information they received about their medical
condition and possible side effects.” Other areas
of complaint are the lack of genetic information
and information about lifestyle changes, and help
with worries about spread or recurrence.””

43

EMOTIONAL AND
PSYCHOLOGICAL
NEEDS

Psychological distress is currently not being
assessed or managed well in men living
with prostate cancer, despite just under a
third of men reporting moderate or extreme
anxiety or depression.’®

Depression, anxiety, stress, fatigue, pain
and psychosocial factors can affect patients
with prostate cancer. These factors can occur as
a result of impotence, erectile dysfunction, sexual
issues and incontinence.(¢®

Compared to colorectal cancer patients, people
living with prostate cancer are more likely to
receive a prescription for an antidepressant.
Those nearing the end of life receive the highest
volume of prescriptions.”””)

Prostate cancer patients may also suffer a loss of
self confidence, which may be a particular issue
in the period shortly after completion of primary
treatment and this loss of self-confidence may be
a significant barrier to accessing support.©®

Not specific to people with

prostate cancer

30% of people with cancer report five or more
unmet needs after finishing treatment.

The most frequently reported unet needs are
psychological needs and fear of recurrence.
For 60% of these patients the situation does not
improve even six months later.”?)
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The rich picture on people with prostate cancer

How many prostate cancer patients
are at End of Life?

Approximately 10,000 prostate cancer patients
are at end of life, and 2,600 are within one year
of diagnosis.®?

What health data do we have
on prostate cancer patients with
progressive illness?

It is estimated that around 1 in 220 new
cancer diagnoses in the UK are associated
with radiotherapy for a previous cancer.®"

It is estimated that around 5% of these
radiotherapy related second cancers follow
a prostate cancer diagnosis.®"

What is the impact of giving patients
palliative care? Where do people with
cancer die?

Palliative care provision for cancer patients

can improve quality of life and reduce health
care costs. As cancer is detected earlier and its
treatments improve, palliative care is increasingly
playing a vital role in the oncology population.
Palliative care entails an expert and active
assessment, evaluation and treatment of the
physical, psychological, social and spiritual needs
of patients and families with serious illnesses.

It provides an added layer of support to the
patient's regular medical care.®?

44

A recent study found that home, hospital, and
inpatient specialist palliative care significantly
improved patient outcomes in the domains of
pain and symptom control, anxiety, and reduced
hospital admissions.??)

The National Institute for Clinical Excellence
(NICE) has defined supportive and palliative care
for people with cancer. With some modification
the definition can be used for people with any
life-threatening condition: Palliative care is the
active holistic care of patients with advanced
progressive illness. Management of pain and
other symptoms and provision of psychological,
social and spiritual support is paramount. The
goal of palliative care is the achievement of

the best quality of life for patients and their
families. Many aspects of palliative care are also
applicable earlier in the course of the illness in
conjunction with other treatments.

Where do people with cancer die?®3)

Data on place of death is not available broken
down by cancer type. However for all cancers,
we know that cancer deaths in England & Wales
account for 90% of all deaths in hospices, 39% of
all deaths at home, 23% of all deaths in hospital,
18% of all deaths occur in care homes, 19% of

all deaths in communal establishments and 23%
of all deaths elsewhere.

For further information, visit the

National Council for Palliative Care website,

www.ncpc.org.uk
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Understanding the numbers, needs and experiences of people affected by cancer

Where did people with cancer die in 2011?* (83)

45

Hospital

Home
(own residence)

0%

Hospice

Care and
nursing home

3%

* Does not add up to 100%
due to rounding.
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The rich picture on people with prostate cancer

To what extent do prostate cancer
patients die in the place of choice?

A recent survey found that 73% of people who
died from cancer would have liked to have spent
the last weeks and days of their life at home.4
However, only 30% of those who die from cancer
actually die at their home or own residence.®?

In terms of dying in the place of choice, only
around one in five people (or fewer in many
local authorities) are supported to die in their
own home. If these trends are to continue over
500,000 people in England will die in a place
other than their own home by 2015, suggesting
that more needs to be done to ensure that
people’s wishes about where they want to die
are met.®d

46
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Progressive illness and end of life

‘l keep wondering what

will happen to me when

I’'m left behind, what’s going
to happen to me? But we
are doing as much as we
can together to enjoy our
time while he is still here.’

Marilyn, 67, wife of Phillip
living with prostate cancer.
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The rich picture on people with prostate cancer

PHYSICAL
AND MEDICAL
NEEDS

Metastatic prostate cancer is incurable, and
the disease and other co-morbidities, as well

as side effects from treatments, can be very
disabling for patients, particularly the elderly.®®

Advanced prostate cancer patients report negative
symptoms of pain, drowsiness, fatigue,
depression, loss of sleep and anxiety.®”

A recent study found that 53% of men with
prostate cancer at the end of life used a
hospice for a median of 24 days. Hospice

care has been found to improve symptom
management, quality of death and quality of
life. Men who enrolled in a hospice are also less
likely to receive high-intensity care, including
intensive care unit admissions, inpatient stays,
and multiple emergency department visits. (8

Not specific to people with

prostate cancer

More than one-quarter of patients with cancer
(not prostate specific) experience serious pain 3 to
6 months before death and more than 40% were
in serious pain during their last 3 days of life.”"

Various symptoms are very common in advanced
cancer (not prostate specific), with patients
having a median of 11 symptoms on admission
to palliative care.®?

Pain relief is not dealt with very effectively at
home. 37% of cancer carers felt that pain was

only partially relieved in the last three months

of their loved ones lives whilst at home.®3)

48

FINANCIAL
NEEDS

Not specific to people with

prostate cancer

According to a 2004 Macmillan report, 54% of
all people with terminal cancer (not specifically
prostate cancer) did not claim the benefits they
were entitled to. This amounts to £126.5m.?

A recent study found that advanced stage at
diagnosis, being older at diagnosis, and higher
comorbidity were associated with increased
costs. The financial burden is also highest around
two events, cancer diagnosis and death.®?
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Understanding the numbers, needs and experiences of people affected by cancer

PRACTICAL AND
INFORMATION
NEEDS

Men with prostate cancer have distinct information
needs and information-seeking behaviours
throughout their cancer journey, and the partners
of men with prostate cancer also have needs for
information, yet these needs are often unmet.*

Not specific to people with

prostate cancer

A recent study into advanced cancer (not prostate
specific) found that patients identified the greatest
areas of need in relation to psychological and
medical communication/information domains.
Patients' specific needs were highest in dealing
with a lack of energy and tiredness, coping with
fears about the cancer spreading, and coping with
frustration at not being able to do the things they
used to do.”

Those who are older, male, from ethnic minorities,
not married, lacking in home care or socio-
economically disadvantaged are all less likely to
access community palliative care services.”®

49

EMOTIONAL AND
PSYCHOLOGICAL
NEEDS

Not specific to people with

prostate cancer

Amongst all cancer patients (not prostate specific)
the overall prevalence of psychological distress
is 25% among those who are undergoing, or
have just finished, cancer treatment. This rises to
59% amongst those receiving palliative care.”)

A study of men with progressive illness
highlighted particular problems with side-
effects of treatment, anger and pain. Although
they received help for their pain, healthcare
professionals did not satisfy their needs to
talk with someone about their cancer.*?

Men with greater spirituality trended

toward more hospice use, suggesting that they
redirected the focus of their care from curative to
palliative goals.®®

Contents

<<J>>

|
>
[}
=
=
=}
2
=
[}
1%}
c
O
o
[}
=
-

[
x
o=

o
e

=

(]
©

(=

o

(7]

(%]

(]
g=

[}
2

(72

(%]

[}

1

[e2]

o

1 S
(-9




%)
=
=
g
Qo
[
o
)
[
o
]
c
o}
&b
>
=
0
[}
5=
-

The rich picture on people with prostate cancer

This section attempts to give an
indication of the typical profile
of people living with prostate
cancer, however we know that
there is huge variation within
the population. This section also
provides insight into perceptions
about prostate cancer.

What is the profile of the average
person living with prostate cancer?

* Prostate cancer is the most common cancer
in men. A quarter of all new cases of cancer
diagnosed in men are prostate cancers.®?

* The majority of prostate cancer patients are
White however Black Caribbean and African
men are approximately two to three times more
likely to be diagnosed than White men.3

* Three quarters of prostate cancer cases are
diagnosed in men aged over 65 years.%

50

What is the demographic breakdown/
market segmentation of the over
330,000 people living with prostate
cancer in the UK?®)

We have analysed England hospital episode
statistics and compared this to the general
population to see which MOSAIC* groups and
types are more prevalent amongst prostate
cancer patients attending hospital. We believe

the correlations seen in England will be broadly
similar fo those seen in the other three UK nations,
and so this insight could be applied UK-wide.

Amongst prostate cancer patients, the following
MOSAIC* group shows significantly greater than
average representation:

Group E: Active Retirement (active elderly
people living in pleasant retirement
locations): People in Group E are mostly
people aged over 65 whose children have grown
up and who, on retirement, have decided to
move to a retirement community among people
of broadly similar ages and incomes. Most of
these people have paid off their mortgages on
their family home and now live in a bungalow or
country cottage.

For some, the move to a rural or coastal location
is an opportunity to make a new start and
explore new places. Most people in this group
will have the benefit of a company pension and
many will have access to savings. Others may be
on lower state pensions, and may struggle with
rising utility bills.

In addition to Group E, the following
MOSAIC* groups shows greater than average
representation amongst prostate cancer patients:

<<J>>
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Understanding the numbers, needs and experiences of people affected by cancer

Group C: Rural Solitude (residents of
isolated rural communities): People in Group
C tend to live in small villages or in isolated
farmhouses and cottages where farming and
tourism drives the local economy. These are
places where residents still value a traditional
country way of life characterised by a strong
sense of community spirit. The group includes a
mix of farmers, people who work for businesses
that provide services to the farming industry,
people who have deliberately retired to a
community with a slower pace of life and locally
born people who work in low and middle income
jobs in local market towns. A high proportion of
the population is married or, if single, widowed.
Most of them own their homes.

Group B: Professional Rewards (successful
professionals living in suburban or semi-
rural homes): People in Group B are generally
executive and managerial classes who have
worked hard to build up a comfortable lifestyle
and a significant financial asset base. Often in
their 40s, 50s or 60s, and can be in successful
careers. Most are married and living in a
spacious family home. Many have children who
are at university or starting their careers.

Group L: Elderly Needs (elderly people
reliant on state support): People in Group L
are usually pensioners who may be struggling
with the responsibility of looking after the family
house and garden. Most of these people are

in their 70s, 80s or 90s. Most of them are

on low pension incomes. They tend to live in
various types of home, including nursing homes,
sheltered accommodation, their own family
home, or a down-sized property.

In addition to the above Groups, there are two
Types within Group D (Small Town Diversity)
and one Type within Group M (Industrial
Heritage) who are also well-represented
amongst prostate cancer patients:

* Group D, Type 18: Hardworking Families
* Group D, Type 19: Innate Conservatives

* Group M, Type 54: Clocking Off

51

What are the typical leisure activities/
where do they shop/what media they
consume/what do they do?(1%3)

* Group E: Active Retirement. Holidays, cruises
and dining out for those who are well-off.
Reading books, doing crosswords, knitting and
looking after grandchildren are also popular
activities. They tend to read national daily
newspapers every day.

Group C: Rural Solitude: Many people within
this group may spend time in their gardens,
or growing fruit and vegetables. There is less
frequent visiting of theatres and cinemas than
other groups. Many people in this group enjoy
outdoor pursuits such as fishing, walking, efc.

* Group B: Professional Rewards: Holidays,
cruises and day trips are popular activities,
as is going to the theatre and to concert
halls. People in this group tend to read the
broadsheet newspapers, particularly The Daily
Telegraph and the Sunday Times.

* Group L: Elderly Needs: People in this group
tend to be less physically active. Watching TV
is popular as is shopping in charity shops.
They tend to lack familiarity with IT, so most of
the people in this group receive information
from watching TV and daily newspapers, and
most are not using the internet.

*For more detail and definitions see
www.experian.co.uk/business-strategies/
mosaic-uk-2009.html
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The rich picture on people with prostate cancer

What are people affected by prostate cancer saying about their
lives both before and after a cancer diagnosis?

Before:

‘I'd had symptoms for around five years
but 1 wouldn’t talk about it and | certainly
didn’t go to my GP, men have a fear
of being examined. In the end, it was
feeling a lump that forced me to make
an appointment.’

Sam, 41

‘l didn’t have the guts to talk to my GP.
| felt 1 had an old man’s cancer and
there was no one of my age to talk to.’

Rodger, 37

52 Contents @ @



Understanding the numbers, needs and experiences of people affected by cancer

After:

‘I had to stop work when | was diagnosed
with prostate cancer. It was a shock
dropping from a good income onto DLA.
There was no early retirement cushion
and it’s hard to accept that I'm not entitled
to other benefits, not even the Winter
Fuel Payment as I’'m a year too young.
When | phoned the benefits office they
just asked me when I'm expected to die.

It will be money hardship until | do die.’
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Peter

‘The side effects of cancer have been a
big surprise. The inconvenience is much
worse than my cancer. The treatment is
over but the after effects aren’t. No one
warned me about the downside of being
a cancer survivor.’

Oliver
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The rich picture on people with prostate cancer

How does people’s fear of prostate cancer compare to actual
survival rates?(%%100)

Leukaemia 47%

2%

Ovarian 46%
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Understanding the numbers, needs and experiences of people affected by cancer

Fear of prostate cancer is fairly low
amongst the general public, both
lung and brain cancer are feared by
more people. This is possibly linked
to the fact that people are aware that
the 5-year survival rate for prostate
cancer is higher than for the majority
of other cancers.
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The rich picture on people with prostate cancer

What our prostate cancer online Macmillan Community members
are saying...7®
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How the media* portrays prostate cancer...®

%wﬂcancer
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*UK national daily newspapers

Note: These ‘word clouds’ give greater prominence to words that appear more
frequently in the source text.
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What does this mean? What do
we want to change in terms of
people’s perceptions?(7¢)(68)

Macmillan hosts online discussions on its website;
we have analysed the frequency of words used

in the discussions relating to prostate cancer
compared to the frequency of words used in

UK media articles where prostate cancer is the
subject. The results are summarised here:

* The words ‘dad’, ‘husband’ and ‘family’
feature prominently in the online community
discussions, probably referring to parents and
partners who have prostate cancer. The online
community may include many family members
who are carers, and rely on this community for
support that is not readily available elsewhere.

* References to treatment and the subsequent
results of tfreatment, both physically and
emotionally, feature predominantly within the
online community as those going through
treatment use the community as a form of
support and advice, with the terms ‘decision’,
‘radiotherapy’ and ‘surgery’ illustrating the
concerns of prostate cancer patients.

¢ The media however, tend to focus more
upon the causes and diagnosis of prostate
cancer and those at risk, as opposed to
the personal journey which the patients
undertake. Common words include ‘risk’,
‘pressure’ and ‘diet’.

* There is more technical terminology in the
online discussions than in the media: eg
‘prostatectomy’, ‘PSA’, ‘lymph’, suggesting
that those affected by cancer are sufficiently
knowledgeable to be comfortable with
such terms. Terms in the media are simple,
to reach a non-specialist audience.

* The terms ‘confused’, ‘unsure’ and ‘hopefully’
in the online community discussions emphasise
the confusion and emotional difficulties
experienced by prostate cancer patients.

The media includes none of those types of
words, focusing instead on the use of words
such as, ‘tumours’, ‘cancer’ and ‘disease’.
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The rich picture on people with prostate cancer

Quotes

The quotes on pages 23, 27, 37, 47, 52 and 53 are real quotes from people with prostate cancer or their
carers, however we have changed their names to protect their identity. The quote and photo on page 5 is
from a Macmillan prostate case study who has kindly agreed to be featured in this publication.
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Not sure of some of the terms used
in this document? Our handy jargon
buster should help you out.

(i) Health data terms

Incidence: When we talk about ‘cancer incidence’
we mean the number of people who are newly
diagnosed with cancer within a given time-frame,
usually one calendar year. The data can be ‘cut’

in a number of ways, for example by cancer

type (breast, prostate, lung, colorectal, etc) or by
gender, age, etc. The latest data we have is for
2012, and we know that over 300,000 people are
newly diagnosed with cancer in the UK every year.
Incidence can sometimes be given as a rate (per
head of population).

Mortality: When we talk about ‘cancer mortality’
mean the number of people who die from cancer
within a given time-frame, usually one calendar year.
The latest data we have is for 2012, and we know
that over 150,000 people die from cancer in the UK
every year. Mortality can sometimes be given as a
rate (per head of population).

Prevalence: When we talk about ‘cancer
prevalence’ we mean the number of people
who are still alive and who have had, within a
defined period, a cancer diagnosis. It equates
to the number of people living with cancer. Any
prevalence figure is for a snapshot (set point in
time). The latest snapshot we have was made in
2015, and we estimate that there are 2.5 million
people living with cancer in the UK. Some data
are only available and presented for 20-year
prevalence (i.e. anyone with a cancer diagnosis
within a 20 year period). Prevalence can sometimes
be given as a rate (per head of population).

Survival: When we talk about ‘cancer survival’
we mean the percentage of people who survive
a certain type of cancer for a specified amount
of time.
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Cancer statistics often use one-year or five-year
survival rates. Relative survival (the standardised
measure used) is a means of accounting for
background mortality and can be interpreted as
the survival from cancer in the absence of other
causes of death. Survival rates do not specify
whether cancer survivors are still undergoing
treatment after the time period in question or
whether they are cancer-free (in remission).

(ii) Other terms

Co-morbidities: This means either the presence of
one or more disorders (or diseases) in addition to

a primary disease or disorder, or the effect of such
additional disorders or diseases.

Curative treatment: When we talk about curative
treatment for someone with cancer, we talk about
treatments intended to cure the cancer; this usually
mean the removal of a cancerous tumour. It works
best on localised cancers that haven't yet spread to
other parts of the body, and is often followed by
radiotherapy and/or chemotherapy to make sure all
cancerous cells have been removed.

Palliative treatment: Palliative treatment is only
used to ease pain, disability or other complications
that usually come with advanced cancer. Palliative
treatment may improve quality of life and medium-
term survival, but it is not a cure or anti-cancer
treatment. However palliative treatment can be
given in addition to curative treatment in order to
help people cope with the physical and emotional
issues that accompany a diagnosis of cancer.

For further support, please contact

evidence@macmillan.org.uk
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Full suite of the Rich Pictures

This document is one of the twenty in the full suite of Rich Pictures summarising the numbers,
needs and experiences of people affected by cancer. See a full list below:

Overarching Rich Picture

The Rich Picture on people with cancer (MAC15069)

The Rich Pictures on cancer types

The Rich Picture on people living with cervical cancer (MAC13846 11 _14)
The Rich Picture on people living with breast cancer (MAC13838 11 14)
The Rich Picture on people living with prostate cancer (MAC13839 11 _14)
The Rich Picture on people living with lung cancer (MAC13848 11 _14)
The Rich Picture on people living with cancer of the uterus (MAC13844 11 14)
The Rich Picture on people living with non-Hodgkin lymphoma (MAC13843 11 _14)
The Rich Picture on people living with rarer cancers (MAC13847 11 _14)
The Rich Picture on people living with malignant melanoma (MACT13841 11 _14)
The Rich Picture on people living with head & neck cancer (MAC13845 11 14)
The Rich Picture on people living with colorectal cancer (MAC13840 11 _14)
The Rich Picture on people living with bladder cancer (MAC13842 11 14)

The Rich Pictures on age groups

The Rich Picture on people of working age with cancer (MAC13732_14)
The Rich Picture on children with cancer (MAC14660_14)
The Rich Picture on older people with cancer (MAC13668 _11_14)
The Rich Pictureon teenagers and young adults with cancer (MAC14661 14)

Other Rich Pictures

The Rich Picture on people at end of life (MAC13841 14)
The Rich Picture on carers of people with cancer (MAC13731_10 _14)
The Rich Picture on people with cancer from BME groups (MAC14662 14)
The Emerging Picture on LGBT people with cancer (MACT14663 14)

All these titles are available in hard-copy by calling our Macmillan Support Line free on 0808 808 00 00
(Monday to Friday, 9am-8pm), or by ordering online at www.be.macmillan.org.uk.

A wealth of other resources are also available, all produced by Macmillan Cancer Support and available
free of charge.
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When you have cancer, you don't just worry
about what will happen to your body, you
worry about what will happen to your life.
How to talk to those close to you. What to
do about work. How you’ll cope with the
extra costs.

At Macmillan, we know how a cancer diagnosis

can affect everything. So when you need someone
to turn to, we're here, because no one should face
cancer alone. We can help you find answers to

questions about your treatment and its effects. We
can advise on work and benefits, and we're always
here for emotional support when things get tough.

Right from the moment you're diagnosed, through
your treatment and beyond, we're a constant
source of support to help you feel more in control
of your life.

We are millions of supporters, professionals,
volunteers, campaigners and people affected

by cancer. Together we make sure there’s always
someone here for you, to give you the support,
energy and inspiration you need to help you

feel more like you. We are all Macmillan.

For support, information or if you just want
to chat, call us free on 0808 808 00 00
(Monday to Friday, 9am-8pm)

or visit macmillan.org.uk

Code: MAC13839_11_14
©Macmillan Cancer Support, registered charity in England and Wales (261017),
Scotland (SC039907) and the Isle of Man (604).
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