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FOREWORD

Cancer remains one of the biggest challenges facing the NHS in England. It is responsible for more
than one in four deaths in the UK'; during 2011, one person died from cancer every four minutes?.
With an ageing population, the number of people living with a cancer diagnosis is set to double from
2 million in 2010 to 4 million by 2030%. There is therefore an increasingly urgent need to tackle cancer.

Encouragingly, England’s one-, five-, and ten-year
cancer survival rates have improved significantly
over the last forty years®. In the 1970s, 1 in 4 people
survived their cancer for ten years; today that figure
has doubled to 1in 2°. This is certainly welcome
progress — but there is much more to do. UK
survival rates continue to lag behind comparable
European countries, and, more importantly, this
gap is not closing®.

The Cancer Campaigning Group’s message is simple.
Important progress has been made over the last

20 years since the publication of the landmark
Calman-Hine report’ - but cancer is not ‘done’.

We must protect and build upon successes to date
to bring England’s outcomes in line with the best

in Europe.

Continuing to improve our survival rates will depend
on meeting the highest standards of quality in six key
areas: prevention and public health; screening; early
diagnosis; treatments, services and commissioning;
survivorship; and research. In this report, we set out
our visions for the future of cancer for these six areas:

long-term ambitions to deliver world-leading cancer
outcomes. Government, the charity and voluntary
sector, industry, the NHS, public health and social care
systems, and the research and academic community
must work collaboratively to achieve these goals.
Fundamentally, strategic direction and leadership at
the highest levels is essential to making these visions
areality.

The 60 members of the Cancer Campaigning Group
urgently call on all political parties to recognise
and reiterate that England’s cancer journey is

not yet complete. We want all political parties to
continue to name cancer as a priority for the NHS,
committing to strive for the best ahead of the

2015 General Election and beyond. We have set
out three urgent recommendations for the next
Government and NHS leaders to deliver during the
2015-2020 Parliament; actions which will improve
experiences of treatment and care, improve quality
of life for cancer survivors and save more lives -
ultimately, bringing our cancer outcomes in line
with the best in Europe.
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EXECUTIVE SUMMARY
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The 60 members of the Cancer Campaigning Group have an ambition for the Government,
the charity and voluntary sector, industry, the NHS, public health and social care systems,
and the research and academic community to deliver truly world-class cancer outcomes.

We should be among the best in Europe.

England’s one-, five-, and ten-year cancer survival
rates have improved significantly over the last forty
years®. In the 1970s, 1 in 4 people survived their
cancer for ten years; today that figure has doubled
to 1in 2°. However, our survival rates continue to lag
behind comparable European countries and, more
importantly, this gap is not closing®.

Continuing to improve our survival rates will
depend on meeting the highest standards of quality
in six key areas: prevention and public health;
screening; early diagnosis; treatments, services and
commissioning; survivorship; and research. In this
report, we set out our visions for the future of cancer
for these six areas: long-term ambitions to deliver
world-leading cancer outcomes.

The Cancer Campaigning Group strongly supports
ajoined-up approach between the Government,
NHS England, Public Health England, clinical
commissioning groups (CCGs), local authorities,
strategic clinical networks and all relevant
stakeholders to drive and implement high quality
national strategic direction and evidence-based
policy change.

OUR VISION FOR THE FUTURE OF PREVENTION
AND PUBLIC HEALTH

It is estimated that over 40% of cancers could be
prevented by changes to lifestyle and environment!,
The Cancer Campaigning Group would like to see

the NHS and public health systems working closely
together to provide strong national and local
frameworks for preventing more cancers. Prevention
programmes should include evidence-based public
health campaigns to raise awareness of the risk factors
associated with cancer, national and local tobacco
control plans, legislation (for example on tobacco and
alcohol) where appropriate, and better training and
support for health professionals. The public should be
supported in taking action to live healthier lives.

OUR VISION FOR THE FUTURE OF SCREENING

Screening programmes can play an important role in
improving survival rates through early diagnosis. In
some cases, they can also prevent cancers. The Cancer
Campaigning Group wants to see current programmes
protected, or enhanced where appropriate, over the
next decade, as well as initiatives to promote take-up
of screening invitations. We support the introduction
of new screening programmes - particularly for
cancers not covered by existing programmes - once
robust evidence demonstrating both clinical and cost
effectiveness is provided.
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OUR VISION FORTHE FUTURE OF AWARENESS
AND EARLY DIAGNOSIS

Early diagnosis represents one of the biggest
opportunities to improve cancer outcomes. We are
calling on political leaders to reiterate their support
for national leadership on early diagnosis, including
the Public Awareness campaigns run through the
National Awareness and Early Diagnosis Initiative.
The NHS and public health systems must work
effectively to help people to recognise the symptoms
and signs of cancer and encourage them to seek
advice from their GP or other healthcare professional
as soon as possible. Timely access to diagnostic
tests where cancer is suspected is essential and GPs
must be given more support to recognise cancer
symptoms and refer people appropriately for further
investigations.

OUR VISION FOR THE FUTURE OF TREATMENTS,
SERVIGES AND GOMMISSIONING

People with cancer should be able to access the

full range of clinically appropriate and evidence-
based treatments and services. While national
commissioning for some specialised cancer services
should be protected, the Cancer Campaigning Group
hopes that commissioning decisions will be brought
closer to the patient, with personalised care plans
having an important role to play. The provision of
clear and age-appropriate information and advice can
support high quality decision-making and treatment,
and is essential to ensuring patients can access the
best services. This requires national, regional and
local leadership in cancer services to be adequately
resourced and supported.

OUR VISION FOR THE FUTURE OF SURVIVORSHIP

With England’s cancer survival rates on a welcome
increase, far more should be done to support the
growing number of people living beyond cancer to
improve their quality of life. The Cancer Campaigning
Group hopes that every cancer patient will be offered
the Recovery Package which includes a holistic needs
assessment and written care plan to ensure that their
full range of needs are met.

OUR VISION FOR THE FUTURE OF RESEARCH

The UK should rightly be proud of our position

as a world-leader in scientific research and medical
innovation, and the contribution of charities,
industry, Government, academic institutions and
the NHS are vital to maintaining this position.
Sustained investment in research - including
maintaining the Government’s science budget

- as well as the appropriate infrastructure and
opportunities for effective collaboration are vital

to driving leading research. The UK should maintain
and build on its leading recruitment rates to clinical
trials, with further efforts made to reduce the
administration requirements surrounding clinical
trials and proper funding provided nationally to
ensure effective patient involvement. Ultimately,
the UK’s world-leading science base must translate
research into significant clinical outcomes which
benefit patients as soon as possible.
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We have set out recommendations for the next Government and NHS leaders to deliver during
the 2015-2020 Parliament; actions which will improve experiences of treatment and care, improve
quality of life for cancer survivors and save more lives — ultimately, bringing England’s cancer

outcomes in line with the best in Europe.

STRATEGIC PLAN AND ANNUAL UPDATE

The next Government should work with NHS
England and Public Health England to introduce

a five-year strategic plan for improving cancer
outcomes so that they are among the best in Europe.
This must outline the long-term ambitions for cancer
across the patient pathway, including benchmarks
for success, and set out how the NHS, public

health and social care systems will be supported,
resourced, enabled and held accountable for
achieving the best outcomes in Europe. The plan
must be accompanied by an annual implementation
update, assessing the progress made in the previous
year and next steps to deliver the plan.

DATA

The NHS must continue to improve the scope and
scale of data collection, using data to drive further
research into personalised services and underpin
more informed commissioning that is responsive
to patient need and innovation. This will underpin
the development and delivery of evidence-based
interventions and services, while measuring impact
more effectively. A framework for maintaining and
improving our data capabilities must be included
within the five-year strategic plan.

INTEGRATED CANGER SERVICES

Commissioners and providers must be supported to
design and deliver integrated cancer services that
are coordinated and seamlessly built around the
needs of a patient. Improving patient experience
must be central to this. The national strategic plan
should outline the responsibilities for integrated
cancer services, including the role that regional and
local organisations can play.
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INTRODUGTION

‘Cancer’is a collection of over 200 diseases'? which may have a devastating impact on an individual,
their family and carers. Incidence has been increasing over the past 40 years' and projections
suggest that the number of people living with a cancer diagnosis in the UK is set to double from

more than 2 million in 2010 to 4 million by 2030™.

POORER OUTGOMES THAN COMPARABLE EUROPEAN

COUNTRIES

While incidence rates have been rising, mortality
rates have been decreasing®. However, cancer still
remains responsible for more than one in four deaths
in the UK.

Itis perhaps unsurprising then, that cancer has been
named the number one public health concern by
members of the public. In a recent Public Health
England survey, over a third of people questioned
(34 per cent, n=1625) named cancer, unprompted,
as their biggest concern — ahead of dementia

(23 per cent) and drug abuse, smoking and obesity
(each at 19 per cent)*.

Together with experiences of treatment and services,
quality of life for survivors and mortality rates, cancer
survival rates are a key measure of the effectiveness
—and outcomes - of cancer services. England’s

one-, five- and ten- year cancer survival rates have
been increasing over recent years®. This is welcome
progress and may be attributed to a range of factors,
including earlier diagnosis, more detailed research
and improved treatments and services'.

However, studies including the EUROCARE series®
and the International Cancer Benchmarking
Partnership (ICBP)?, have shown that, despite
improving survival rates, we continue to lag behind
comparable European countries - and, moreover,
that this gap, between the UK and the best - or even
average —in Europe, is not closing.

TWO DECADES OF NATIONAL INITIATIVES T0
IMPROVE CANGER SERVIGES

The Calman-Hine report, published in 1995, was the
first comprehensive report assessing cancer services
in the UK?. It put in motion a period of national
investment and reform of cancer services across
England. These were designed to improve the quality
of cancer services and bring our outcomes into line
with the best of Europe. There have since been three
major publications seeking to drive, at a national level,
continued progress throughout the NHS: The NHS
Cancer Plan*in 2000, the Cancer Reform Strategy**
in 2007, and Improving Outcomes: A strategy for
cancer®in 2011.

Much of the success to date in improving England’s
cancer outcomes has been coordinated and

driven by these national strategies, supported by
national, regional and local expertise, innovation
and leadership. Since 2000, cancer services received
significant dedicated resource, supported by a
national infrastructure and leadership team to
drive forward improvements in cancer. Until 2013,
thisincluded: a National Cancer Action Team (now
disbanded) to coordinate improvements centrally;
a National Clinical Director (now reporting to NHS
England rather than the Secretary of State) to
provide expert insight and leadership; and dedicated
local cancer networks (now disbanded) to support
providers and commissioners to improve the design
and delivery of local services through local insight
and expertise®. Being seen as a national and
clinical priority helped cancer to receive sustained
commitment throughout the NHS to improve
outcomes and experience - the impact of which

is illustrated through our improving mortality and
survival rates.



TRAILING MOMENTUM: GANGER I8 NOT *DONE’

In recent years and months, however, there has been
increasing concern amongst the cancer community
that cancer could be perceived as ‘done’ at the
highest level.

The Cancer Campaigning Group has already expressed
concern that some of the national initiatives which
have been successful in driving improvements
nationally throughout the NHS have been diluted over
recent years in both resource and focus. Most notably,
the cancer networks are now part of generic Strategic
Clinical Networks, meaning the number of specialist
cancer commissioners and the financial support
available to them has declined; and the National
Cancer Action Team has been subsumed into a larger
organisation without a specific focus on cancer.

The Cancer Campaigning Group believes that these
changes risk not only a loss of expertise and national
leadership but, ultimately, a loss of momentum.

Commitments in Improving Outcomes: A strategy
for cancer have sought to maintain and build upon
progress, including by improving data accessibility
and establishing a clear benchmark for success, by
saving an additional 5,000 lives by 2015 to bring our
survival rates in line with the European average?.
Funding has also increased in real terms by 21 per
cent between 2006-07 and 2012-13%. However, with
our survival rates still lagging behind comparable
European countries, patients, their families and carers
will bear the impact if the focus slips.

Given our increasingly ageing population in which
individuals often have complex co-morbidities, it is
more important than ever that we maintain progress
and momentum. This will not only improve patients’
outcomes and experience of care, it can also help the
NHS reduce incidences of unplanned and emergency
costs associated with late diagnosis and escalated
health and care needs.
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AIMS OF THIS REPORT

As we come closer to the 20" year since the
Calman-Hine report was published, the Cancer
Campaigning Group feels that the time is right to
reflect on the progress made since its publication.

This report:

— Assesses progress that has been made over
the last 20 years across the NHS in six key areas,
focusing on headline policy initiatives which have
driven improvements in cancer outcomes:

- prevention and public health

- screening

- early diagnosis

- treatments, services and commissioning
- survivorship

- research

— Sets out the Cancer Campaigning Group’s vision
for how to protect and build upon this progress, to
bring our outcomes in line with the best in Europe

— Calls on all political parties to make cancer
a priority ahead of the 2015 General Election
and beyond

— Concludes with three urgent recommendations
for the next Government and NHS leaders
to deliver during the 2015-2020 Parliament

Ultimately, this report highlights that, while much
progress has been made to date in improving
England’s cancer outcomes, much more needs to

be done to ensure that England’s survival rates
continue to improve and meet the best in Europe.
National political and NHS leadership is essential to
providing strategic direction and enabling this change.
The Group looks forward to working collaboratively

to make this a reality.
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CANGER IN GONTEXT: INGIDENGE, MORTALITY AND SURVIVAL

CANGER INCIDENGE: A GROWING CHALLENGE

As figure one illustrates, the number of people
receiving a cancer diagnosis has been increasing over
the last forty years. Age standardised rates per 100,000
persons have risen from 292 in 1976 to 396 in 2011%.
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Figure 1: Age-standardised incidence rates per 100,000
population, by sex, UK, 2011%*°

Projections suggest that the number of people living
with a cancer diagnosis in the UK is set to double from
more than 2 million in 2010 to 4 million by 20303

Cancer incidence rates are highest in older people,
with over 60 per cent of new cases diagnosed
each year in the UK in people aged 65 and over®.
With an ageing population, addressing cancer
effectively is becoming an increasingly urgent
challenge.

CANGER MORTALITY: DECREASING BUTSTILL
SIGNIFICANT

While incidence rates have been rising, figure 2
illustrates that mortality rates have been decreasing.
This may be attributed to a number of reasons,
including, in part, earlier diagnosis, more effective
treatment and improved research.
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Figure 2: Age-standardised mortality rates, UK, 1971-2011%

However, while mortality trends have been decreasing,
cancer still remains responsible for more than one in
four deaths in the UK*.



CANGER SURVIVAL: LAGGING BEHIND
COMPARABLE EUROPEAN COUNTRIES

One-, five- and ten- year survival have both improved
in the past decade®. This is welcome progress and
may be attributed to a number of factors, including
earlier diagnosis, better treatment and care.
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Figure 3:

However, while England’s survival rates have been
improving, they continue to lag behind comparable
countries and this gap does not appear to be
narrowing:

— The EUROCARE 5 study, published in 2014, showed
that survival for many cancers is lower in the UK
than Sweden, Norway and Finland®’

— The International Cancer Benchmarking Partnership
(ICBP) has highlighted that survival for breast,
colorectal, lung and ovarian cancers are persistently
lower in UK nations than Australia, Canada, Sweden
and Norway*

— The ICBP also demonstrates that survival is
particularly poor in the first year after diagnosis
and among patients aged 65 and older®
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Reasons for these gaps are varied and are explored
later in this report, though they may include delayed
diagnosis, underuse of successful treatments, unequal
access to treatment (particularly among elderly
people)® and a lack of support following treatment.

While significant progress has been made in recent
years to address these issues, our comparatively

poor survival rates underline the absolute imperative
for continued and sustained efforts to improve

cancer services across the entire pathway. This

will require a collaborative approach between the
Government, NHS England, Public Health England,
clinical commissioning groups (CCGs), local
authorities, strategic clinical networks and all relevant
stakeholders to drive and implement high quality
national strategic direction and evidence-based policy
change. Leadership at the highest levels is essential
to make this a reality and underpins our urgent
recommendation for the next Government, NHS
England and Public Health England to develop a five
year strategic plan for 2015-20, setting out a national
framework for continued improvements.

Systemic change to the national cancer framework
can and should retain excellent practice from
previous structures and policy interventions.

As we begin to understand the impact of the 2012
Health and Social Care Act, it is important to view
cancer services in context. The next page sets out
significant elements of the national framework for
delivering better cancer outcomes since the seminal
Calman-Hine Report of 1995.

The following six chapters trace the specific
developments that have driven improvements across
the patient pathway, reviewing the impact they have
had to date. For each part of the pathway, the Cancer
Campaigning Group has set out its vision for cancer
over the coming years to protect and build on progress
to date and, ultimately, improve our outcomes in line
with the best in Europe.
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Figure 4: A timeline of major national initiatives that have been introduced to support the NHS to improve cancer outcomes and patient care
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PREVENTION AND PUBLIG HEALTH

Over 40 per cent of cancers diagnosed each year in the UK are linked to a combination of 14 major
lifestyle and environmental factors* — all of which (with the exception of ionising radiation) are
potentially avoidable®. Preventative measures therefore have a major role to play in reducing future

cancer incidence and therefore mortality.

42 per cent of cancers could be prevented by changes
to lifestyle and environment®. That’s more than 135,000
people every year who would never nave to face the
devastating reality of a cancer diagnosis.

Successive governments have introduced initiatives
to raise awareness of the preventable causes of
cancer and to support behavioural change to help
people reduce their risk. These have gone some
way to help save lives and alleviate avoidable
pressures on the NHS - but there is still a long way
to go, and government initiatives and campaigns
need to be combined with education about the risk
factors and signs of cancer in order to bring about
significant change.
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Figure 5: Percentage of incident cancer cases in the UK
in 2010 due to a selection of lifestyle and
environmental factors*

SMOKING-RELATED CANGER

Smoking is the primary cause of preventable
morbidity and premature death, accounting for 81,400
adult deaths in England in 2009*. In England, deaths
from smoking are more numerous than the next six
most common causes of preventable death combined
(drug use, road accidents, other accidents and falls,
preventable diabetes, suicide and alcohol abuse)*.

Tobacco is responsible for more avoidable cases of cancer
than any other risk factor”.

Tobacco is responsible for more avoidable cases

of cancer than any other risk factor. In 2010
approximately one fifth (19.4 per cent) - or around
60,000 cases - of cancers in the UK® were linked to
tobacco use. More than one in four cancer deaths are
caused by tobacco®™.

Despite significant falls in smoking rates between 1950
and 1990, smoking rates remained stable throughout
the 1990s and actually rose among children aged

15 (from 25 per cent in 1990 to 28 per cent in 1994),
before falling again®.

Nonetheless, a series of Government measures,

as outlined overleaf, have helped to contribute to
falling smoking rates since 2000, with rates falling
from 27 per cent to below 20 per cent for the first
time in 80 years®. While it takes many years to assess
the impact of tobacco control initiatives on smoking
uptake, evidence suggests these measures have had
a significant effect. However, with tobacco still the
single most important cause of preventable death

in the UK>, much more needs to be done.
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Summary of tobacco control measures
introduced since 2000

2000 - Stop smoking services introduced

2001 - Nicotine Replacement Therapies made
available

2003 - Tobacco advertising and marketing
regulations tightened

2003 - Graphic health warnings on packs
introduced

2003 - WHO Framework Convention on Tobacco
Control adopted

2007 - Ban on smoking in public places
introduced

2012 - Point of sale displays banned in large
shops

Stop Billboard
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services advertising  Smokingban  Smoking ban
introduced ban white paper introduced
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Figure 6: Smoking rates in men, women and all persons aged 16
and over, 1998-2012 (per cent)*

The Cancer Campaigning Group is calling for the swift
introduction of standardised tobacco packaging in the
UK, with Regulations being passed before the General
Election. In addition, in line with the commitments
laid out in Healthy lives, Healthy people: A Tobacco
Control Plan for England™ , the Cancer Campaigning
Group also calls on the Government to implement
the tobacco display ban in all retailers by April 2015;
to continue to invest in mass media campaigns to
encourage cessation; to ensure support is in place

for local authorities who are responsible for Stop
Smoking Services; and to introduce a tobacco tax
escalator of 5 per cent above inflation. Together,
these measures can help ensure that England goes
much further to support people who want to quit

and prevent young people from starting an addiction
which kills one in two long-term users®".

DIET-RELATED CANGER

9.2% of cancers — more than 29,000 cases a year

- have been found to be linked to dietary factors:
these include deficient intake of fruit and vegetables,
consumption of red and processed meat, deficient
intake of fibre, and excess consumption of salt®.

Diet-related cancers are the second most common type of
preventable cancer after smoking®.

The introduction of colour coded food labelling in
2013 was a welcome step in helping people to make
informed decisions about their food. The Cancer
Campaigning Group supports more research to
understand policy interventions that could help us
make more progress.



OBESITY-RELATED CANGER AND THE IMPORTANGE
OF PHYSICAL EXERGISE

Being overweight is associated with an increased risk
of developing cancer. 5.5% of all cancers - around
18,200 cases-in 2010 were linked to obesity or being
overweight, mostly affecting those with large bowel
or breast cancer®.

Obesity among 2-10 year olds rose from 10 per centin 1993
toaround 13 per cent in 2010-20129"

The number of obese or overweight people has
increased steadily in the UK since 1993%. Thisis a
growing problem in children, with obesity among 2-10
year olds rising from 10 per cent in 1995 to around

13 per centin 2010-2012%. Change4lLife, introduced
by the Government in 2009, has sought to address
this problem, by investing in school sports clubs,
encouraging activities such as walking to school, and
focusing on healthier eating.

Separately, but linked to obesity, too little physical
activity has been estimated to contribute to one

per cent of cancer cases in the UK each year,
particularly to uterine, breast and colon cancers®. In
the UK, adults are advised to do at least 2.5 hours of
moderate intensity physical activity a week. Evidence
suggests that being physically active during and after
cancer can:

— Improve physical and psychological well-being

—Improve overall survival rates and reduce the risk
of recurrence

— Reduce the risk of co-morbidities

CANGER: SHIFTING GEARS 17

Future governments, Public Health England and
local authorities should continue to work together
to encourage healthier diets and promote physical
activity through evidence-based interventions.
Public Health England should explore ways to
continue to raise public awareness of obesity and
being overweight as a major risk factor for cancer.
Local authorities must ensure that their health and
wellbeing strategies have appropriate plansin place
to improve levels of physical exercise and encourage
healthier eating.

ALCOHOL-RELATED CANGER

4% of cancers in the UK can be attributed to alcohol
consumption®. Despite this, awareness of alcohol
consumption as a risk factor for cancer is still
relatively low®’.

While there does appear to have been some reduction
in both the quantity of alcohol consumed, and the
regularity with which alcohol is consumed to excess
since 2005%, the prevalence of cancers related to
alcohol consumption in the UK remains a concern.

Minimum unit pricing is evidence-based and it

has been shown internationally that it can reduce
alcohol-related deaths®. The Government should
seek to introduce legislation to enforce the minimum
pricing of alcohol as soon as possible.

Further, Public Health England must continue to raise
awareness of the importance of alcohol as a risk factor
for cancer, and support local authorities to ensure
that their local health and wellbeing strategies have
adequate plans in place to reduce harmful levels

of alcohol consumption.
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UV RADIATION-RELATED CANGER

There has been a fivefold increase in skin cancer
incidence since 1975. Around 13,300 cases of
malignant melanoma were diagnosed in 2011 in the
UK"™. Like most cancers, skin cancer is more common
with increasing age, but malignant melanoma rates
are disproportionately high in younger people.
Between 2009 and 2011, over a quarter of cases were
diagnosed in people aged under 507.

14 per centof men, and nine per cent of women drank
alconol on five or more days in the week in 2012%.

Much of this increase has been attributed to the rise in
the use of sunbeds, as well as the increasing numbers
of holidays abroad without adequate protection from
the sun™. In order to counteract this trend, Public
Health England must lead the way, in partnership with
local authorities, in increasing public awareness of the
causes of skin cancer through public campaigns. In
addition, the Cancer Campaigning Group encourages
clinicians to continue to use the skin cancer toolkit
which has been developed by Cancer Research UK
and the British Association of Dermatologists™.

Mﬂliﬂﬂﬂﬂ_’[ mel_anoma inc_idence rates have increased
more rapidly since the mid-13708 than any of the current
ten most common cancers in males and females™.

INFEGTIONS

Human Papillomavirus (HPV) vaccination protects
against two types of HPV virus which together are
responsible for about 70% of cervical cancers’™.
Research indicates that the HPV vaccine, which has
been offered to all girls aged 12 and 13 since 2008,
provides effective vaccination for at least 20 years™.

Itis of some concern that there is significant
geographical variation in HPV vaccination uptake,

as demonstrated in Figure 7 below. Clinical
commissioning groups must ensure that HPV
vaccination is consistently offered, and variations in
uptake are understood and tackled within their area.
This could include local awareness initiatives if low
uptake is linked to a specific group, such as those with
certain religious or cultural concerns.

92

Percentage

Spuejpiy
jse3
SpUelpIN
159
Jaquiny pue
BUYSHIOA

Strategic Health Authority

Figure 7: HPV vaccination coverage (2012-2013, per cent)
by Strategic Health Authority™
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SOREENING

Cancer screening programmes look for

early signs of cancer in otherwise healthy,
symptomless people. Screening aims to detect
cancer as early as possible, when treatment

is more likely to be effective. In certain cases,
screening can also help to prevent cancer by
detecting changes that, if left untreated, could
lead to cancer.

The NHS currently screens for breast, cervical
and bowel cancer. These national screening
programmes are coordinated by the national
office of the NHS Cancer Screening Programmes,
part of Public Health England. The scope of
these evidence-based screening programmes
has increased over the past decade, and their
impact is beginning to show.

Current screening programmes must continue
to be fully resourced — including through
investment in improved screening technologies
—and extended where appropriate when
evidence demonstrates benefit. Ongoing
research into diagnostic tests and screening
programmes for other cancers such as ovarian,
lung and prostate is also essential, and,

if proven to be clinically and cost effective,
these programmes should be rolled out quickly
to ensure people can benefit”.

IHB_NHS Cervical Screening Programme screens more than
3 million women each year and prevents up to 75 per cent
0f cervical cancers®.

The NHS Cervical Screening Programme detects
pre-cancerous cell changes in a cervix by reviewing
samples under a microscope (cytology). When
abnormal cells are found, treatment can be initiated
to remove or destroy these cells before they develop
into invasive cancer. The Programme screens more
than 3 million women each year and prevents up to
75 per cent of cervical cancers®.,

The NHS Cancer Screening Programme ran a project

in 2008 to examine how to introduce testing for HPV as
part of the Cervical Screening Programme®. Following
a successful evaluation, this has been introduced into
the Programme and involves testing cervical samples
where borderline or low-grade cell changes are found,
for HPV. If samples are found to be HPV positive then
further investigation is initiated to see if any treatment
is needed. In addition, the NHS is currently piloting
HPV primary screening®. This involves testing cervical
samples for HPV before analysing them for the presence
of abnormal cells. The benefits of this approach are
being tested and, if proven effective, primary screening
for HPV should be rolled out nationwide quickly and
consistently.
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Since 2006, the NHS Bowel Gancer Screening Programme has
managed over 93,000 patients for polyps and detected over
17,500 cancers®.

The NHS Breast Screening Programme diagnoses around a
third of breast cancers and is estimated to save around 1,300
lives a year®.

The NHS Bowel Cancer Screening Programme
began in 2006. Offered to men and women between
60 and 75 years old, stool samples are tested for the
presence of blood using a home-testing Faecal Occult
Blood (FOB) kit. Further investigation of abnormal
results aims to detect bowel cancer at an early stage or
to detect polyps, which may develop into cancers over
time. More than 12 million home testing kits have been
returned to laboratories, over 95,000 patients have
been managed for polyps and over 17,500 cancers
have been detected®.

In 2010, the results of a 16 year trial of bowel scope
screening using flexible sigmoidoscopy were published,
showing conclusively that a one-off screen using
flexible sigmoidoscopy could prevent up to a third of
bowel cancers and reduce mortality by 43% in those
screened®. The Government acted quickly to roll out
the scheme, announcing pilots in 2012 and a schedule
for full rollout of the test by 2016. The programme, now
called ‘Bowel Scope’ could save thousands of lives a
year once fully rolled out®’, and is a great example of the
impact screening programmes can have. It is essential
that the service is given the funding and support it
needs to implement Bowel Scope Screening to make
sure the public can benefit as soon as possible.

OUR VISION FOR THE FUTURE OF SGREENING

The NHS Breast Screening Programme aims

to detect breast cancer at an early stage. Women
between the ages of 50 and 70 are invited every three
years for an x-ray (mammogram), which detects small
changes in breast tissue which may indicate cancers
too small to be felt by the woman herself or a doctor.
Arandomised control trial evaluating the net effects
of extending the age range for breast screening is
now underway. Full roll-out of screening to women
aged 47-49 and 71-73 is expected to be completed
after 2016. The programme currently screens around
1.6 million women a year® and is estimated to save
around 1,300 lives a year®.
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EARLY DIAGNOSIS

Diagnosing cancer early is crucial to improving England’s survival rates. In 2000, The NHS Cancer
Plan set out measures to encourage early diagnosis by raising public awareness about the signs
and symptoms of cancer, and extending NHS cancer screening programmes™. /mproving Outcomes:
A Strategy for Cancer set the ambition of saving an additional 5,000 lives per year by 2014/15, and
recognised that “it is mainly through earlier diagnosis where these lives will be saved™®,

“We have only really gone halfway along the path to CAUSES OF DELAYED DIAGNOSIS
making our survival comparable to the best in Europe.

Now i$ the time to grab the opportunity to at long last Patient delay

deliver earlier diagnosis, earlier stage of diagnosis, and — People may not recognise the signs and
therefore improve our survival.” symptoms of cancer

Sean Duffy, National Clinical Director for Cancer® — People may recognise the signs and symptoms

of cancer but delay making a GP appointment
through fear of diagnosis
— People may not take up invitations to screening

EVIDENGE OF DELAYED DETECTION AND DIAGNOSIS | poctor detay

There are a number of data sources that provide — GPs may not recognise potential cancer-related

evidence of delays in diagnosis across the NHS symptoms

in England: — GPs may delay investigating symptoms

— One year survival rates or referring the patient on for specialist
assessment

— Emergency presentation and diagnosis rates

— Variation in urgent referral waiting times System delay

(2 week waits) — Unnecessary waits for investigation or

assessment, such as delays in securing first

One-year survival rates GP appointment or hospital visit to see a

One-year survival figures can demonstrate the specialist, and variations in access to the latest

impact and extent of delayed diagnosis. Better diagnostic tests

one-year survival figures suggest that cancers are — Unnecessary waits between the decision to

being diagnosed earlier and treatment begins treat and the time that treatment starts

sooner, improving the chance of a positive
outcome®. This was most recently highlighted
in a report published by Public Health England

during August 2014. Examining one-year survival
for patients diagnosed with breast, lung, prostate, 80
colorectal and ovarian cancerin 2012, the report

found that “survival is always poorerin cancers %
diagnosed at a later stage”, a pattern consistent *
across both sexes, all age groups and all : :Z I
deprivation quintiles®. Survival rates at five- and .
ten-years are also influenced by earlier detection "
and diagnosis, but are also strongly dependent 0

on additional factors including the success of 1Tz I9SL A0SL 200001 2000506 20101
treatment”’.

Net Survival (Percent)

Figure 8: Age-standardised one-year net survival, England
and Wales, 1971-2011 (All cancers excluding non-
melanoma skin cancer)®
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Encouragingly, one-year survival figures have
improved over time. However, as set out earlier

in this report, survival rates in England are still
persistently lower than comparable European
countries®. Poorer survival may be attributed to

a number of factors, but late diagnosis must be
addressed as a priority to improve our survival rates.

Routes to diagnosis: Emergency presentation
Another proxy measure for early diagnosis is where
and how a cancer diagnosis takes place. Emergency
presentation can be via A&E but also includes
emergency GP referral, emergency consultant
outpatient referral, emergency transfer, or an
emergency admission or attendance.

Between 2006 and 2010, 23 per cent of cancers were
diagnosed through emergency presentation™.

Figures from the National Cancer Intelligence Network
(NCIN) show that between 2006 and 2010, 23 per

cent of cancers were diagnosed through emergency
presentation’®. Emergency diagnosis is particularly
high among certain cancers, such as brain and
pancreatic cancers'®™, and certain patient groups, such
as teenagers and young adults where rates increase to
37%!.

Even when adjusting for factors such as stage

of diagnosis, age at diagnosis and the presence

of co-morbidities, emergency presentation is
associated with a worse prognosis in the first year
after diagnosis'®. It is therefore extremely important
to better understand how and why patients present
as emergencies, and what action can be taken to
minimise the number of cases that are diagnosed in
this way.

In 2010, there was almost a fourfold variation between
GP practices inthe number of urgent referrals made

10 Specialists for suspected cancer™. This IS greater
thanwould be expected due to variation in case mix and
population difference.

Variation in urgent GP referral rates

(two week wait)

In 2010, the National Audit Office identified that,
among former primary care trusts, there was almost
a four-fold variation between GP practices in the
number of urgent referrals made to specialists for
suspected cancer, which can be seen in the figure
below'™®. This is greater than would be expected due
to variation in case mix and population difference.

It is not necessarily true that higher rates of referral
are ‘better’, as both under- and over-use of urgent
referrals can potentially cause challenges: referring
too few patients can lead to delayed referral and later
diagnosis, while referring too many inappropriate
cases could lead to delays for people who do need

to be seen urgently. Action to further understand and
reduce variation in referral rates is needed to ensure
patients are able to access diagnostics as quickly and
easily as possible when needed.

3,500
3,000
2,500
2,000
1,500
1,000

500

Urgent GP referral rate per 100,000
(not age standardised)

Primary Care Trust

Figure 9: Variation in urgent GP referral rate per 100,000
(not age standardised) by PCT, 2010/2011"

PROGRESS IN IMPROVING EARLY DIAGNOSIS

Understanding the causes of diagnostic delay
isimportant for developing effective solutions.

Delay in seeking medical care can be combated by
awareness campaigns; delays in primary care could
be tackled by education or enhanced provision of
investigations; hospital delays are generally countered
by improved organisation of services'®. A number of
initiatives have been implemented to improve early
diagnosis since the publication of the NHS Cancer
Plan in 2000, with some progress.



Reducing patient delay: The National Awareness
and Early Diagnosis Initiative

The International Gancer Benchmarking Partnership (1GBP)
revealed that more people inthe UK than other country
cited Specific reasons for notvisiting their GP, even with a
symptom that worried them. This included embarrassment
and notwanting to waste their GP’s time™.

The National Awareness and Early Diagnosis Initiative
(NAEDI) was established following the Cancer Reform
Strategy in 2007. Itis led by NHS England, Department
of Health, Public Health England and Cancer Research
UK. It coordinates and supports activities that promote
the earlier diagnosis of cancer in four work streams:

— achieving early presentation by public and patients
— optimising clinical practice and systems
—improving GP access to diagnostics

— research, evaluation and monitoring

Since its inception, NAEDI has led much of the work
relating to early diagnosis in England. This work has
been extremely valuable and should continue to be
resourced appropriately in the future.

Reducing patient delay: Be Clear on Cancer

The International Cancer Benchmarking Partnership
(ICBP) is a unique global partnership of clinicians,
academics and policy makers. Itis the first of its kind,
seeking to understand how and why cancer survival
varies between countries and jurisdictions'°. The
ICBP has shown that the British public are generally
as aware of their cancer symptoms as people in other
countries, but, crucially, they are less likely to see
their GP than people in comparable countries - often
because of concerns that they are wasting their GP’s
time!,

Be Clear on Cancer (BCOC) is a campaign to promote
awareness and early diagnosis of cancer locally,
regionally and nationally; but crucially it also aims

to empower the public to see a doctor if they are
worried. It was launched in 2010 as a NAEDI work
stream. Since 2014, responsibility for BCOC sits within
Public Health England.
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Be Clear on Cancer campaigns go through a rigorous
process to decide which will have the most impact.
Pilots of a new campaign are run first on a limited,
local basis to test effectiveness, before being
implemented secondly across a region, and then
finally nationwide. Recent campaigns have focused
on lung cancer, kidney and bladder cancers, breast
cancer, ovarian cancer, rarer cancers and bowel
cancer. Of these, lung, bladder and kidney cancer
campaigns are currently running nationwide!.

During the national Be Clear on Gancer lung cancer
campaign, an extra 700 extra cases of lung cancer were
diagnosed. 400 were at an earlier stage™.

Evaluation of the national BCOC campaigns shows
that they have been highly successfulin increasing
awareness of symptoms and encouraging people to
visit their GP if they are worried"*. For example, during
the national lung cancer campaign 700 extra cases of
lung cancer were diagnosed. 400 were at an earlier
stage, and around 300 received surgery, which is
essential to improve survival*®®,

Other campaigns have also been shown to be
successful in increasing awareness of symptoms
and willingness to see a GP if the patient is worried.
57 per cent of women said the ovarian cancer
campaign gave them new information*.
Furthermore, after a separate regional pilot of a
“blood in pee” campaign, there was a 28 per cent
increase in two-week wait referrals for suspected
urological cancer'*’. This led to a full roll-out in 2014.

The success of these campaigns is welcome and BCOC
should continue to be funded, with campaigns proven
to be effective at a local and regional campaign rolled
out nationally as soon as possible. Future BCOC
campaigns should consider how to raise awareness

of the risks of developing cancer, particularly in those
cases of cancer which can be symptomless.
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Reducing doctor and system delay: Publication
of CCG-level survival data

The All Party Parliamentary Group on Cancer has

been campaigning for the publication and use

of local data on one-year survival rates for many
yearst® This was published by the Office of National
Statistics in December 2013*° and presented as part of
the Clinical Commissioning Group Outcomes Indicator
Setin June 2014

Regular publication of this data is a big step forward
for transparency in cancer outcomes, and it will be
useful to support changes in commissioning and
clinical practice at a local level to improve early
diagnosis across England. As far as possible, this

data should also be presented in such a way as to
highlight variations between groups, for instance by
age and gender. Where results would be statistically
significant, data should be broken down according to
cancer type. In addition, we strongly recommend that
one-year survival rates should be included within the
Delivery Dashboard, which forms part of the Clinical
Commissioning Group Assurance Framework and is
published by NHS England. This will ensure that these
data underpin assurance conversations between
CCGs and NHS England area teams, driving continued
improvements in local one-year survival rates'".

“AS @ cancer community we have to ensure that progress
IS built upon...we can’t take anything for granted”

John Baron MP, Chair of the All-Party Parliamentary Group
(APPG) on Cancerl?®

The Cancer Campaigning Group strongly supports the
All Party Parliamentary Group on Cancer (APPGC)’s
focus on transparency and accountability. We hope
MPs will take up the challenge set by the APPGC to
use their local data to hold cancer services to account
for their constituents, in particular to promote earlier
diagnosis.

Reducing system delay: Funding for, and
consistent access to, diagnostic tests

Patients with cancer symptoms that meet clinical
guidelines should always be referred via the two-week
wait pathway. However, many cases of cancer have
more subtle symptoms, that a GP might feel require
further investigation but don’t merit an urgent referral.
In some cases giving GPs direct access to diagnostic
tests can be helpful and where this is the case they
should be available.

More than £450 million was invested as part of
Improving Outcomes: A Strategy for Cancer to support
earlier diagnosis. Part of this was intended to
increase GP access to four key diagnostic tests for
cancer: non-obstetric ultrasound, chest x-ray, flexible
sigmoidoscopy and brain MRI*#%, This additional
funding was welcome, but the Cancer Campaigning
Group would like to see evidence of its impact.

We welcome the use of risk assessment tools to
support GPs to detect cancer earlier - such as the
Cancer Decision Support Tool, which we hope to

see used more widely. Consideration should continue
to be given to other, innovative means of promoting
early diagnosis of cancer.

OUR VISION FOR THE FUTURE OF AWARENESS AND EARLY DIAGNOSIS
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[REATMENT, SERVIGES AND GOMMISSIONING

Farly access to effective treatment — including surgery, radiotherapy and anti-cancer medicines —
has a crucial role to play in improving the UK's cancer survival rates. Moreover, overall coordination
of treatment — which is integrated around, and responsive to, a patient’s needs — not only supports
improved patient outcomes but can also improve experience of care. However, assessments of
quality and access to cancer treatments have highlighted that variation of access, often related to the
age of the patient, remains an enduring challenge.

Evidence of variation in quality of care Evidence of poorer care for older people
National clinical audits (bowel cancer, head and Improving outcomes and experiences for older
neck cancer, lung, oesophago-gastric cancer women with breast cancer: A policy briefing by

(various), Health and Social Care Information Centre Breast Cancer Care
(2011), Breast Cancer Care

National Cancer Peer Review Programme Cancer Services Coming of Age: Learning from
(from 2001), hosted by NHS England as of 2013 the Improving Cancer Treatment Assessment and
Support for Older People Project
(2012), Macmillan Cancer Support, the Department
of Health and Age UK

Inquiry into tackling cancer inequalities (2009) and Access all Ages: Assessing the impact of age on

Tackling cancer inequalities - one year on access to surgical treatment

(2010), All-Party Parliamentary Group on Cancer (2012), Age UK, MHP Health and The Royal College
of Surgeons

Atlas of Variations The age old excuse: The under treatment of older

(2010 and 2011), Right Care cancer patients
(2012) Macmillan Cancer Support

Cancer Patient Experience Survey Age is just a number: The report of the

(from 2010), Department of Health parliamentary inquiry into older age and breast
cancer

(2013), All-Party Parliamentary Group on Breast
Cancer, Breakthrough Breast Cancer, Breast Cancer
Care and the Breast Cancer Campaign

The radiotherapy innovation fund: An evaluation Are older people receiving cancer drugs? An

of the Prime Minister’s £23 million fund analysis of patterns in cancer drug delivery

(2013), Cancer Research UK, The Royal College of according to the age of patient

Radiologists, The College of Radiographers, Institute  (2013), NHS England and the Association of the British
of Physics and Engineering in Medicine Pharmaceutical Industry

An evaluation of cancer surgery services in the UK
(2014), Cancer Research UK

Atlas of Variations in Diagnostic Services
(2014), Public Health England and Right Care




INITIATIVES TO IMPROVE THE QUALITY,
COORDINATION AND AGGESS T0 TREATMENT
AND SERVICES

Multi-disciplinary teams

The wide-scale rollout of Multi-Disciplinary Teams
(MDTs) since 2000 has made a major difference to
how cases of cancer are managed collaboratively.
These were formally set up to help the different
healthcare professionals involved in an individual’s
care to better manage that patient. Among other
things, an MDT can:

—help ensure individuals receive accurate diagnosis
and testing;

— provide tailored and comprehensive information
about treatments and local services;

—include psycho-social elements of care through the
involvement of allied health professionals;

— offer coordination and continuity of care!®

“0ne of the most significant achievements since 2000
IS the concept 0f a cancer pathway, o patients run
smoothly from referral, all the way through their
journey - from diagnosis through the various stages of
treatment... They are now seen as a continuum.™

Professor Julietta Patnick CBE, Director,
NHS Cancer Screening Programmes126

The MDT has now become a central tenet of cancer
services and is held in high regard internationally.
Furthermore, the introduction of MDTs with particular
specialties, such as teenage and young adult MDTs,
have helped to ensure care is tailored appropriately
for patient groups. As a result, variation in practice
has reduced over time, helped in part by the National
Cancer Peer Review Programme which has reported
annually on the quality of services*?”. The Programme
must be continued and protected, and more
information is needed on proposed changes to Peer
Review to ensure these do not impact patient safety or
outcomes.

Waiting time targets

The NHS Constitution guarantees the right to access
certain services commissioned by NHS bodies within
maximum waiting times'”. Cancer waiting times were
introduced in the 2000 NHS Cancer Plan and the 2007
Cancer Reform Strategy and retained in the 2011
Improving Outcomes: A Strategy for Cancer. Shorter
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waiting times can help to ease patient anxiety and,

at best, may lead to earlier diagnosis, quicker
treatment, a lower risk of complications, an enhanced
patient experience and improved cancer outcomes!?,

There are currently eight cancer waiting time targets,
which include:

— 93 per cent of patients waiting a maximum of two
weeks to see a specialist after urgent referral by
a GP for suspected cancer

— 96 per cent of patients waiting a maximum
of 31 days (one month) between receiving their
diagnosis and starting treatment

— 85 per cent of patients waiting a maximum of 62
days (two months) between an urgent GP referral
for suspected cancer and starting treatment

During 04 2013-14 and (12014-13, the NHS slipped below
the target 0f 83 per centof patients waiting a maximum
0f 62 days between an urgent GP referral and starting
treatment®. This i the first time the target nas been
breached since itwas introduced in 2009.

For the first time since it was introduced in 2009, the
NHS in England has slipped below the latter target
for the last two consecutive quarters. In Quarter
42013-14, 84.4 per cent of cancer patients began
treatment within 62 days of an urgent GP referral**2.

In Quarter 1 2014-15, this has fallen further to 84.1 per
cent of people®. This represents the first breach of
any of the cancer waiting time targets since they were
introduced. Increasing delays in initiating treatment
are putting people’s lives at risk and pose the danger
of a further decline in the UK’s comparatively poor
survival rates.

Surgery

There have been continued improvements in access
to and quality of cancer surgery. Nearly half of all
people who are cured of cancer now have surgery as
part of their treatment***. Surgery also plays a role in
prevention, diagnosis and symptom management®,

In order to better understand persisting variation in
access to, and quality of, surgery, NHS England has
committed to publish surgeon level outcomes data
across a range of surgical interventionst®. This is a
welcome step forward in increasing transparency
and understanding local commissioning and clinical
practices. However, reporting currently covers only a
limited number of procedures. Queries also remain
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about how easy this data is to interpret and whether
an inadvertent impact of making data publically
available is to make surgeons more risk averse®’. NHS
England should continue to gather and publish data
on cancer surgery, but must also give consideration to
how this data can be gathered and presented in a way
which is most useful for people with cancer as well as
commissioners.

Radiotherapy

Radiotherapy is second only to surgery in its
effectiveness in treating cancer, with estimates
suggesting that four in ten patients whose cancer

is cured receive radiotherapy’*. The Radiotherapy
Innovation Fund (RIF) boosted access to Intensity
Modulated Radiotherapy (IMRT), an advanced form of
radiotherapy which is more targeted at the patient’s
cancer and causes less damage to surrounding
healthy tissue. In August 2012, only 13.6% of patients
receiving radiotherapy in England were given IMRT. By
January 2014 this had risen to 329%".

More patients should continue to benefit from this
form of radiotherapy. Around 50 per cent of people
with cancer should receive radiotherapy as part of
their treatment™®. NHS England should make long-
term plans to ensure that the necessary infrastructure
isin place to meet growing future need for
radiotherapy, including new equipment and trained
staff. The NHS must be prepared to adopt other
advanced and innovative radiotherapy techniques
when these are proven to be clinically and cost-
effectivet™.

[N August 2012, only 13.6% of patients receiving
radiotherapy in England were given IMRT. By January
2014this had risen to 32%.

Cancer Drugs

The Cancer Campaigning Group is disappointed

that plans to incorporate a wider measure of value
into NICE’s appraisal methodology, via value based
assessment, has been indefinitely delayed. The Cancer
Campaigning Group would like NICE to conduct its
wider review into the appraisal of medicines as quickly
as possible and take steps to improve access to cancer
medicines as a priority.

The COF nas benefitted over 53,000 patients in England
Who would not otherwise nave had access to the same
{reatment.

The formation of the Cancer Drugs Fund (CDF) in
2010 has widened access to a range of cancer drugs,
particularly those for rarer cancers and those for
use at the end of life when certain circumstances
are met - including those which have been rejected
during the NICE appraisal process. As such, the CDF
has benefitted over 55,000 patients in England who
would not otherwise have had access to the same
treatment*=. It is hopes that the forthcoming Systemic
Anti-Cancer Therapy Database (SACT) will help

to address the lack of data on the clinical impact

of this access.

The Cancer Drugs Fund will only run until 2016 and
due to a £40 million budgetary overspend in 2013/14,
the Fund has recently been granted an extra £80
million for each of the next two years***. At time of
writing, NHS England is consulting on its Standard
Operating Procedure for making treatments available
through the Fund. Any proposals to re-assess the
value of drugs funded by the CDF must take into
account evidence of their performance in the general
population since their original appraisal decision.
Moreover, despite the temporary increase in funding, a
longer-term solution is needed which will ensure that
people with cancer can continue to access the best,
evidenced-based treatments for their condition.

Newer cancer drugs are also becoming increasingly
targeted and are accompanied by tests to establish
which patients will most benefit from them. These
tests are not routinely available throughout the NHS
at present, and extending access to these assessments
will be the next step towards realising the full benefits
of stratified medicine in the coming years.

End of life care

In 2008, the Department of Health published the
national End of Life Care Strategy**. This has since
been updated every year, with responsibility for
updating the Strategy now transferring to NHS
England. Supported now by the NICE quality standard
forend of life care, published by NICE in August
2011%¢, clear guidanceisin place for CCGs to design
services which meet the range of needs for people
with cancer at the end of their life. Ever closer care
planning and delivery between NHS and social



care will be central to making this a reality and the
implementation of the Better Care Fund may have a
role to play here. In addition, CCGs should implement
the Electronic Palliative Care Coordination Systems**
and provide 24/7 nursing support.

COMMISSIONING CANGER SERVICES IN THE NHS

Cancer commissioning has undergone substantial
changes in recent years. April 2013 brought new
structures into effect:

— Clinical commissioning groups have responsibility
for commissioning common cancer services as well
as early diagnosis, services for patients living with
and after cancer as well as end of life care

— NHS England has responsibility for the direct
commissioning of specialist services including
chemotherapy and radiotherapy, primary care and
cancer screening

— Public Health teams within Local Authorities take
on responsibility for prevention and population
awareness of cancer signs and symptoms

Given the split in commissioning responsibility, further
guidance on the specific responsibility of CCGs for
commissioning common cancer services would be
welcome. With the disbanding of cancer networks and
the broadening remit of SCNs along with a reduction
in their staffing and funding, it is vital that specialist,
dedicated cancer expertise is not lost. CCGs should
continue to receive expert advice and support,
including by appointing a named cancer lead and
through support from tumour site-specific groups.

NHS England is supported in the commissioning of
cancer services by expert Clinical Reference Groups
(CRGs), made up of stakeholders who have direct
experience of cancer services. The expertise of

these groups has brought welcome insight to the
commissioning of specialised cancer services, though
sufficient resourcing as well as further transparency on
the workings and priorities of these groups would be
welcome.

In spring 2014, further changes to increase joint

local commissioning have been proposed by the
new NHS England Chief Executive, Simon Stevens.
While the plans are still in the early stages of
development, they may mean more joint decision-
making between CCGs and NHS England area teams,
clinical commissioning groups carrying out functions
on behalf of NHS England and, potentially, pooled
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funding arrangements**. These arrangements

have the potential to help achieve more integrated
care journeys for a cancer patient, one which is
coordinated around, and responsive to, their needs,
regardless of setting.

During 2012, the Cancer Campaigning Group
undertook a survey of over 350 patients and carers.
Headline improvements that patients wanted to see
included:

— Securing quicker referral from GPs to hospitals for
testing and diagnosis

— Ensuring patients find out the results of their tests
as quickly as possible

— Providing patients with access to a named clinical
nurse specialist or other ‘key worker’ throughout
the care pathway

— Supporting patients to feel involved in key decisions
about their treatment and care

— Putting systems in place to make sure records and
test results are available to all clinicians and staff
involved in patients’ care

In light of these findings and national commitments
to deliver increasingly holistic and integrated

NHS and social care services, commissioners and
providers must be supported to design and deliver
integrated cancer services that are coordinated
seamlessly around the needs of a patient. This may
be a particular challenge for service specifications for
children and teenagers and young adults with cancer
who access out-of-area principal treatment centres.
National and local organisations, including CCGs,
health and wellbeing boards and strategic clinical
networks have an important role to play in making this
a reality to improve people’s experiences of care and
their quality of life.

Assessing the impact of new commissioning
structures

In their recent report, Measuring up? The Health of NHS
Cancer Services, CRUK argued that there is a real need
to “review both the leadership and commissioning

of cancer services so they are fit to meet the looming
demands of an ageing population and the predicted
rapid increase in cancer cases”*. Key opportunities to
assess the impact of these changes include measuring
outcomes and experiences of care:
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Measuring outcomes

The crucial test of the NHS reforms will be whether
they truly deliver integrated care pathways that
improve outcomes and experiences of care for people
with cancer. The NHS Outcomes Framework 2014/15'°
and Public Health Outcomes Framework 2013-16
include an indicator on mortality rates in under 75s
and the datasets are starting to assess progress. In
addition, the NHS Outcomes Framework 2014/15
includes indicators on one- and five-year survival from
all cancers; one- and five-year survival from breast,
lung and colorectal cancer; and five year survival from
all cancers in children'®2. The Public Health Outcomes
Framework 2013-16 includes further indicators

on cancer diagnosed at stage 1 and 2, and cancer
screening coverage'. Finally, to assess outcomes at
CCG level, data on one-year survival from all cancers
and one-year survival from breast, lung and colorectal
cancer were published, first by the Office of National
Statistics and then in June 2014 as part of the CCG
Outcomes Indicator Set**.

The Cancer Campaigning Group supports this focus
on outcomes and hopes the data published will

be used to drive continued improvements in the
quality of services. We further hope these outcome
measures will be strengthened, including by adding
one-year survival rates to the Delivery Dashboard,
to underpin assurance conversations between CCGs
and NHS England area teams and drive continued
improvements®. In addition, compliance with NICE
quality standards should be monitored to hold
providers and commissioners to account for the
quality of services. Sufficient data collection initiatives
are essential to make this a reality.

Measuring patient experiences of their care

In 2007, the Cancer Reform Strategy established a
new NHS Cancer Patient Experience Survey (CPES)
Programme to monitor national progress and to
use the findings to drive quality improvements
locally. Since the first iteration in 2010, this has
greatly improved understanding of cancer patients’
experience of their treatment and where poor
performance occurs most often.

Since 2010 the surveys have demonstrated some
improvements, though it is clear that significant
progress is still required in some areas. The CPES
should continue to be published annually to increase
transparency and scrutinise care standards. It should
also expand in scope to include an additional survey
about care for those aged between 0 and 25 years

of age. This will be an important measure for the
impact of the new structures. Furthermore, clinical
commissioning groups should ensure that they

are monitoring and acting upon the findings of the
surveys, particularly where cancer patient experience
is identified as being particularly poor. All CCGs where
patient experience is poor should work to develop
strategies to improve their local performance, as
should NHS England for those specialised services it
commissions nationally.

Tne Gancer Patient Experience Survey Programme was
estanlished in 2007 to help monitor quality of care. In 2013
NHS England estimated that 116,000 cancer patients had
completed the survey, offering valuable information to
Duild an understanding of the guality of care patients are
receiving®.

OUR VISION FOR THE FUTURE OF TREATMENTS, SERVIGES AND GOMMISSIONING
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SURVIVORSHIP

There are currently 2 million people living with or beyond cancer in the UK. This figure is expected
to double to 4 million by 2030™, with half of all cancer patients now surviving at least ten years™®,
The NHS will need to be more effective and efficient in the way it meets the range of needs of people

with cancer during and after their treatment.

Challenges that cancer survivors may face!*
People who have finished treatment may
experience a range of difficulties returning to
normal life. They may:

—struggle emotionally, needing to adjust to
changes treatment has made to their body

— have to cope with short-term and long-term
side effects of their cancer or its treatment

— have to live with the knowledge that their
cancer cannot be cured, even though they feel
healthy

— have difficulties accessing information about
their condition or any after effects they may
experience

—struggle financially as the household income
decreases

— experience problems returning to the
workplace

THE NATIONAL CANGER SURVIVORSHIP INITIATIVE

The National Cancer Survivorship Initiative (NCSI)
was established in 2008 as a result of the Cancer
Reform Strategy. Run until March 2013 as a
partnership between the Department of Health and
Macmillan Cancer Support, with support from NHS
Improvement, the NCSI’s vision was for “those living
with and beyond cancer to get the care and support
they need to lead as healthy and active a life as
possible, for as long as possible*®.”

During 2013, the NCSI published Living with and
beyond cancer: Taking action to improve outcomes'*.
This document, intended to support commissioners,
providers and others to improve survivorship
outcomes, describes interventions that have been
tested and are ready to spread immediately across
England. This includes the introduction of an
integrated package of interventions, The Recovery
Package'™. The Recovery Package helps people and
their healthcare professionals to prepare for the
future, identifying individual needs and discussing
how to return to work (if they choose) and a near
normal lifestyle after a cancer diagnosis.

The Package includes:

— Structured Holistic Needs Assessment and Care
Planning

— A Treatment Summary and Cancer Care review
— Patient education and support events (Health and
Wellbeing Clinic)

— Advice about and access to schemes that support
people to undertake physical activity, healthy
weight management, and manage the potential
consequences of their cancer treatment



The Recovery Package helps people to prepare for the
future, identify their individual needs and return to work
0ranearnormal lifestyle after a cancer diagnosis'™.

The NCSI focused on implementing this widely
throughout the NHS and believed this could have

a real impact on the experiences of people living

with a cancer diagnosis and particularly after initial
treatment has finished. In particular, all efforts should
be made to promote a healthy and active lifestyle

for people with and beyond cancer, for instance by
promoting physical activity, which studies have shown
people spend less time in hospital and make fewer
visits to their GP*.

The 2013 National Patient Experience survey found that
“the impact of the NS is overwhelminaly positive. On
questions introduced in 2012 and in 2013, Such as on care
plans and the overall rating of care, the evidence IS also
very strong that having a CNS makes a measurable impact
onthe care that patients receive ™.

Following on from the success of the NCSI, NHS
England and Macmillan Cancer Support are now
leading the Living With and Beyond Cancer Programme,
a two year partnership to develop and implement

OUR VISION FOR THE FUTURE OF SURVIVORSHIP
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a transitional plan for the National Cancer Survivorship
Initiative. The Cancer Campaigning Group looks
forward to opportunities to support this Programme

to embed high quality support for cancer survivors
into NHS commissioning and service provision.

The role of clinical nurse specialists

Clinical nurse specialists (CNSs) are ideally placed

to provide tailored support to patients throughout
their cancer pathway. This includes the development
of personalised care plans for cancer survivors, which
is particularly crucial when initial cancer treatment
has finished, to help address a patient’s physical,
psychological, social, practical, financial and spiritual
needs. As demonstrated through the findings of the
National Cancer Patient Experience Survey 2013
and Macmillan'®’, CNSs contribute to improved
outcomes and experiences of patients, as well as
potentially saving the NHS significant amounts of
money6162,

Recent findings published by CRUK found that
constrained resources were having an impact on
existing healthcare professionals’ workloads,
including among CNSs — with these nurses sometimes
seen as an opportunity to make cost savings*™.

The Government should firmly commit to maintaining
and supporting the roles of CNSs, and increasing the
number of nurses specialising in treating patients with
secondary cancer.
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Cancer research is the only way to ensure that we beat all cancers. Understanding the basic science
of cancer — why it starts, how it develops, how it can be detected and how it can treated — enables
us to better prevent, diagnose and treat the disease. With the number of people living with cancer
set to double to four million by 2030, cancer research can help ensure that England’s survival rates

continue to improve.

The UK has an excellent scientific research base and
has spent a number of years developing a world
leading data resource led by the National Cancer
Intelligence Network. We also have among the highest
rates of recruitment into clinical trials - higher than
any country in Europe or the USAY. The challenge is
how to protect this expertise and build on it further to
ensure that patients in the UK can receive the most
effective care possible, at the earliest stage they can.

“(Gancer research nas benefited froma strong
commitment to working in partnersnip across
organisations, across research institutes, and with the
active involvement of patients and carers.

WWe've seen considerable proaress, and there could

be a temptation to say that cancer has been done and
We nave to move on to other areas. But keeping the
momentum going i vital to ensure patients can benefit
from research advances that will help them to overcome
thig complex disease.”

Dr Karen Kennedy, Director, National Cancer Research
Institute'™

The National Cancer Research Institute (NCRI) was
formed in 2001 following commitments set out in
the NHS Cancer Plan. One of the NCRI's roles is to
collate the total spending on cancer research from
its 22 partner organisations, spanning government
organisations, charities and pharmaceutical
industry. As Figure 11 illustrates, investment in
cancer research grew steadily from £257 million in
2002 to £507 million in 2012. Whilst this represents
a near doubling, investment levels have started to
plateau in recent years.

N
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Figure 10: Research spend of NCRI members, 2002-2012%"®

FUNDING FOR BASIC SCIENGE AND MEDICAL
RESEARCH

Medical research in the UK benefits from a unique
combination of Government, charity and industry
partners. Government investment in science is key to
leveraging the other investment and partnerships on
which the UK medical research base is built*”.

Investment in cancer research grew steadily from £25/
million in 2002 to £507 million in 2012 - but levels have
started to plateau in recent years™,

The Government should, at the very least, maintain
its current spend on science. It should also continue
to support charity funded medical research, by
maintaining the Charity Research Support Fund - a
resource that means that the indirect costs of research
are met by universities when charities fund the direct
costs. This will help maintain the UK’s world-class
science base and facilitate collaboration, allowing the
UK to continue to pioneer the development of cures
forall cancers. This is vital to maintain our enviable
position at the forefront of global medical research.
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A RESEARCH-RICH AND GOLLABORATIVE
INFRASTRUCTURE

Partnership work between charities, industry,
universities and Government has been vital to maximise
the impact of cancer research. In 2013/14 Cancer
Research UK, for example, spent £386 million on
research in institutes, hospitals and universities across
the UK, including the Francis Crick Institute'”.

A number of welcome initiatives over recent years have
sought to develop a collaborative and research-driven
infrastructure, which must be maintained.

The British public donated an estimated £1.7 billion to medical
[BSearch charities in 2012/13™.

The Experimental Cancer Medicines Centres (ECMCs)
were established in 2006 to drive developments in the
discovery, development and testing of bio-markers and
anti-cancer therapies. The Centres are jointly supported
by Cancer Research UK and the health departments
for England, Scotland, Wales and Northern Ireland.
They bring together leading figures from multiple
organisations in early-phase clinical research and
world-class infrastructure. To date, the ECMC initiative
has supported over 2000 studies, including early phase
trials of new biological therapies!®.

The UK has set an ambition to be a global leader in
stratified medicinest” - aiming to personalise the
diagnosis and treatment of individual patient cohorts
rather than broader, often heterogeneous, disease
groups. As part of this, the Cancer Research UK
Stratified Medicine Programme has been established
as a partnership between Cancer Research UK, Astra
Zeneca, Pfizer and the Technology Strategy Board.
The Programme aims to establish how the NHS can
undertake standardised, high quality, cost-effective
genetic testing of tumours, helping patients receive
more targeted medicines as these become available.
A pilot phase was led by eight Experimental Cancer
Medicines Centres, testing up to 9,000 patients’ samples
by June 2013, and further phases are in train*®.

The Health and Social Care Act 2012 includes a
statutory duty for NHS England and CCGs to promote
and support research in the NHS!™!, This is a welcome
move, and CCGs and NHS England must ensure that
they have representatives on their respective boards
with a responsibility for the promotion and support of
research. Academic health science networks (AHSNs)
are well placed to drive a culture of collaboration in

their locality as well as support the spread of research
to improve patient outcomes, and should report on
progress annually. The Care Act 2014 supported the
creation of the Health Research Authority, which will be
instrumental in streamlining clinical trials, enabling the
UK to remain a world leader in this area.

CLINICALTRIALS: RECRUITMENT, REGULATION AND
PATIENT INVOLVEMENT

Regulation

Arecent report shows the average time lag between
investment in cancer research and eventual impact on
patients is around 15 years'®. The efficient regulation
of clinical trials, including multi-centre trials, is crucial
to minimise delays in their set up and recruitment of
patients. Lessening the bureaucratic burden - without
compromising on safety — is essential in continuing to
develop the UK’s leadership credentials in this area.
The Health Research Authority will focus on reducing
this burden as a priority, which the Cancer Campaigning
Group warmly supports. Furthermore, the Group
supports the improvements set out in the European
Clinical Trials Regulation and hopes these will be
realised in its implementation, expected in 2016.

The average time [ag between investmentin cancer research
and eventual impact on patients is around 13 years'.

Recruitment

The original aim of the NCRI was to double the number
of cancer patients taking partin clinical studies in
England within five years - this target was reached by
2004, in just three years**. Now, more than one in five
adult cancer patients in the UK take part in a clinical
trial, representing a higher proportion than anywhere
else in the world*®. The UK should be proud of this
achievement, but further progress could still be made.

In 2013 just 33 per cent of patients stated that someone
discussed participating in cancer research with them.
Of the remainder, 53 per cent said they would have
wanted to discuss it'®”. Among urological cancer
patients, this figure was as low as 16 per cent, with

the best results, 38 per cent, seen in brain/CNS cancer
patients™®. In order to further strengthen the UK’s
world-leading clinical trial participation rates, clinical
staff need to be encouraged, with appropriate training,
to offer the opportunity to participate in clinical
research to all patients where it is appropriate to do so.



[n 2013 just 33 per cent of patients stated that someone
discussed participating in cancer research with them.

0f the remainder, 33 per cent said they would have wanted
10 discuss It'®.

In addition, more could be done to ensure that patients
with clinically rarer cancers are provided with similar
opportunities and encouraged to access clinical trials'®.
Furthermore, age restrictions mean that many young
people miss out on clinical trials . In order to maximise
participation in clinical trials, researchers should be
asked to clearly justify age restrictions on new studies,
which will ensure that any such restrictions are only in
place when necessary.

Patient involvement

Through the NCRI and NCRN, the UK has led the way
worldwide in involving patients in decision-making in
cancer research. The NCRI Consumer Liaison Group
was founded in late 2001 and approximately 250
patients and carers have been members over the years.
Patientinvolvement in the design, development and
management of cancer studies has been a part of

the success story of cancer research in recent years.
However, funding uncertainty means the future of
patient involvement after April 2015 is in doubt, a
question which must be resolved if the UK is to continue
to be at the forefront of effective patient involvement in
cancer research.

DEVELOPING AND USING DATA

The National Cancer Intelligence Network, now operated
by Public Health England, was launched in June 2008
following commitments in the Cancer Reform Strategy.
The organisation aims to promote data collection,
provide a national repository for cancer datasets and
analysis, use information to improve cancer care and
support audit and research programmes.

OUR VISION FOR THE FUTURE OF RESEARCH
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Since being formed, the NCIN has focused on linking
datasets and developing a modern cancer registry. Its
model has been so successful in highlighting issues
such as variations in care and routes to diagnosis, that it
is being replicated by Public Health England into other
disease areas.

The National Gancer Registration Service now nolds
staging data on more than 80 per cent of all cases of
the most common cancers, making it “one of the most
advances anywnhere in the worla™™.

Most recently, the NCIN published stage-specific
one-year survival data in England for breast, lung,
prostate, colorectal and ovarian cancer®’. Its National
Cancer Registration Service now holds staging data

on more than 80 per cent of all cases of the most
common cancers, making it “one of the most advanced
anywhere in the world™®* The resource will be used

to measure the effects of the National Awareness and
Early Diagnosis Initiatives such as the Be Clear on
Cancer Campaign.

The NCIN must continue to be adequately funded and
itis vital that data gathered by the NCIN is used to drive
further research into cancer diagnosis and treatment as
well as more effective and informed commissioning.

“We have a unique resource...tnere’s nobody in the
world that nas the granularity of the data, the rapidity
of the data, the clinical relevance of the data, and the
Infrastructure to manage it that we have. Unless we
make best use of that, we would be doing a disservice to
patients and the families who have been through cancer
diagnosis and treatment.”

Chris Carrigan, Director of the National Cancer Intelligence Network'*
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GONGLUSION: PROTEGTING AND BUILDING

UPON PROGRESS T0 DATE

This report has reviewed the substantial and welcome progress that has been seen in England across
key areas of the cancer pathway over recent years. The impact of this is demonstrated, at a glance,

through our improving survival rates.

However, there is increasing concern among the
cancer community that this doesn’t reflect the

level of public concern and the reality of the cancer
burden. Our survival rates highlight that we need to
go much further if we are improve cancer care in the
NHS and bring England’s outcomes in line with the
bestin Europe.

The Cancer Campaigning Group’s vision statements
for each part of the patient pathway set out our
ambition for the NHS, public health and social care
systems to deliver world-leading cancer outcomes,
with the best care for people with cancer, their families
and carers. Government, the charity and voluntary
sector, industry, the NHS and research and academic
community must work collaboratively towards

these goals. Fundamentally, strategic direction and
leadership at the highest levels is essential to making
these visions a reality.

The Cancer Campaigning Group urgently calls on

all political parties to recognise and reiterate that
England’s cancer journey is far from complete.

We want all political parties to continue to name
cancer as a priority for the NHS, committing to

strive for the best ahead of the 2015 General

Election and beyond. We have set out three urgent
recommendations for the next Government and NHS
leaders to deliver during the 2015-2020 Parliament;
actions which will improve experiences of treatment
and care, improve quality of life for cancer survivors
and save more lives - ultimately, bringing our cancer
outcomes in line with the best in Europe.

STRATEGIC PLAN AND ANNUAL UPDATE

The next Government should work with NHS England
to introduce a five-year strategic plan for improving
cancer outcomes, so that they match the best in
Europe. This must outline the long-term ambitions
for cancer across the patient pathway, including
benchmarks for success, and set out how the

NHS, public health and social care systems will be
supported, resourced, enabled and held accountable
for achieving the best outcomes in Europe. The plan
must be accompanied by an annual implementation
update, assessing the progress made in the previous
year and next steps to deliver the plan.

DATA

The NHS must continue to improve the scope and
scale of data collection, using data to drive further
research into personalised services and underpin
more informed commissioning that is responsive to
patient need and innovation. This will support the
NHS to deliver evidence-based interventions and
services, while measuring impact more effectively.
Aframework for maintaining and improving our data
capabilities must be included within the strategic plan.

INTEGRATED CANGER SERVICES

Commissioners and providers must be supported to
design and deliver integrated cancer services that are
coordinated and seamlessly built around the needs
of a patient. Improving patient experience should

be central to this. The national strategic plan should
outline the responsibilities for integrated cancer
services, including the role that regional and local
organisations can play.

The Cancer Campaigning Group looks forward to
building on substantial progress made to date.
We are keen to hear from policy makers and those
involved in implementation in the NHS and public
health systems to make these visions a reality.
There s still a long way to go.
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ABOUT THE CANGER GAMPAIGNING GROUP

The Cancer Campaigning Group is a coalition of 60 cancer-related charities representing service
providers, research, advocacy and campaigning groups for cancer patients and their families in England.

o e orwort e s rmvebion.” THE CANGER CAMPAIGNING GROUP STEERING

campaigns for world class research, prevention,

diagnosis, treatment, support and care for every GROUP AND SECRETARIAT

cancer patient in England to bring all services up to The Cancer Campaigning Group’s campaigning
the standards of the best in Europe. At this crucial time strategy and activities are developed by an elected
inthe development of health and cancer SerViCQS, the Steering Group of representat]ves from six member

Cancer Campaigning Group enables cancer charities charities — Cancer Research UK, CLIC Sargent,

to speak and campaign with a single, unified voice, Macmillan Cancer Support, Prostate Cancer UK,
pooling expertise, amplifying the impact of individual  the Rarer Cancers Foundation and the Roy Castle
organisations, and ensuring that our messages are Lung Cancer Foundation. MHP Health provides the
heard and acted upon by the Government and the Secretariat to the Group, including communications
NHS. More information is available on our website: advice, support and implementation.

Wwww.cancercampaigninggroup.org.uk.
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SUPPORTERS

The Cancer Campaigning Group’s work is supported
by twelve pharmaceutical and diagnostic companies
- Amgen, AstraZeneca, Boehringer Ingelheim, Bristol-
Myers Squibb, Celgene, Leo, Lilly, Novartis, Roche
Products, Roche Diagnostics, Pfizer and Sanofi.
Supporting organisations do not direct or control

the Cancer Campaigning Group’s strategy, activities
or literature in any way. The Cancer Campaigning
Group ensures that all its relationships with supporter
organisations comply with the Association of the
British Pharmaceutical Industry (ABPI) code of
conduct, governing the relationship between patient
groups and pharmaceutical companies.
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If you have comments or would like to discuss this
report further, please contact the Cancer Campaigning
Group’s Secretariat on
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