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Foreword

The Coalition Government has set out a simple aim: to deliver health outcomes
that are among the best in the world. To achieve this aim, we have set out radical
plans for the health and social care services. These plans are underpinned by three,
mutually-reinforcing principles:

e to put the patient or service user at the heart of the public services —
transforming the relationship between citizen and service through the principle
of no decision about me without me;

e to orientate the NHS, public health and social care services towards delivering
the improvements in outcomes which matter — rather than measuring processes
which do not; and

e to empower local organisations and professionals to deliver the freedoms to
innovate and to drive improvements in services which deliver care of the highest
quality for all patients and service users.

In order to achieve these principles we must also ensure that every possible penny
of money the NHS has is spent improving the quality of care and outcomes that
patients experience. The Government protected the NHS in the Spending Review
settlement, with cash funding growth of £10.6bn (over 10%) by 2014/15.
Compared to many other government departments, that puts us in an incredibly
privileged position but this is the toughest settlement the NHS has faced in a

long time.

At the same time we need to respond to the longer term pressures the NHS
faces; of an ageing population and the new demands created by new treatments
and technologies. That means that, as set out in the Spending Review and the
2011/12 Operating Framework, over the next four years the NHS will need to
achieve up to £20bn of efficiency savings. These savings will be reinvested back in
continuing to give patients the care that they need.

We know that it is possible to achieve efficiency savings and improve the quality
of services at the same time and that cancer services can make a significant
contribution to meeting the quality and productivity challenge the NHS has been
set. For example, we know that offering appropriate patients the opportunity to
have their breast cancer treated as a day case or on a 23-hour pathway rather
than as an inpatient improves their experience and reduces their length of stay
saving commissioners money.
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We also know that, in the outcomes of cancer care, we are failing to achieve our
aim. Our record is one of delivering health outcomes which fail to match those
achieved by the best-performing countries, or even average-performing countries.
Although significant improvements have been made in recent decades — and we
welcome the work of all those involved in driving these improvements — outcomes
for patients in England continue to lag behind those in countries of comparable
wealth. The National Audit Office reported recently that almost one in four
cancers are detected only when a patient is admitted to hospital as an emergency.’
Our survival rates for cervical, colorectal and breast cancer are amongst the worst
in the Organisation for Economic Co-operation and Development (OECD). Higher
morbidity and mortality in disadvantaged groups and areas are a key driver of our
poor average outcomes.

Governments of the past have placed too much faith in the ability of a top-down
hierarchy to deliver improved results for patients, through the micro-management
of services from Whitehall resulting in the disempowerment of frontline staff and
the disenfranchisement of patients. Too little faith has been placed in the power
of local communities and frontline clinicians — and patients and service users
themselves — to drive the improvements that we need to see.

That is why this Outcomes Strategy is needed. It translates the three underpinning
principles of the Coalition Government's reforms of the health and care services
into the steps we need to take to drive improvements in cancer outcomes.

In order to put patients, service users and members of the public at the heart of
decisions about their care, this Strategy:

e sets out the actions we will take to tackle the preventable causes of cancer, by
providing better information to people about risk factors and how individuals
and communities might work to minimise them, as well as the steps we will
continue to take to improve the experience of cancer patients and support the
increasing number of cancer survivors;

e describes the ways in which choice for patients in their cancer care will be
extended and implemented throughout the health and social care systems,
informing both the decisions taken by NHS organisations now and the methods
through which the mandate for the NHS Commissioning Board may be
discharged; and

* identifies the gaps in information on health outcomes which are crucial to
ensuring patients are empowered — in consultation and with the support of their
clinicians — to exercise real choice over the care they receive, including through
the extension of national clinical audit and through the strengthened patient
voice delivered by HealthWatch (Note: all new data collections proposed in this
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Strategy are subject to the appropriate approvals from the Review of Central
Returns — ROCR, the Information Standards Board — ISB, and the National
Information Governance Board — NIGB)

In order to ensure that health and care services are orientated towards delivering
the improvements in outcomes for people with cancer we wish to see, and
prioritised through the high-level outcomes contained in both Transparency in
outcomes: NHS Outcomes Framework 2011/12% and Healthy Lives, Healthy
People: Transparency in Outcomes,? this Outcomes Strategy:

sets out the work which the public health service will be charged with
undertaking to deliver the necessary improvements in prevention, raising
awareness of cancer symptoms and achieving earlier diagnosis, and the
resources it will have at its disposal to deliver this work;

outlines the resources the NHS Commissioning Board will be able to draw on
to drive improvements in the quality of NHS cancer commissioning — including
commissioning support packs, NICE Quality Standards, and appropriate
indicators which commissioners may wish to include in their incentive payments
for providers; and

identifies ways in which best practice approaches to cancer commissioning
can be disseminated for use by pathfinder consortia through the transition
and beyond.

In order to empower local organisations and frontline professionals to encourage
the delivery of improved cancer care, this Outcomes Strategy:

provides possible future models for the delivery of advice and support on
cancer commissioning at the national level, in particular by exploring ways in
which the National Cancer Action Team and cancer networks might best offer
their support to providers and commissioners through a more flexible, social
enterprise-based approach;

reports on the review of cancer waiting time standards, recommending that
current cancer waiting time standards are retained by commissioners for the
foreseeable future and used as the basis on which the framework of outcomes
and quality standards can further strengthen patients’ timely access to services;
and

announces plans to harness the innovation and responsiveness of the charitable
sector further in cancer care, both to build on the important work done to

date to promote healthier lifestyles, encourage earlier diagnosis and provide
information and support for those living with cancer, but also to broaden this
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important work out to encompass services which the voluntary sector may
provide directly to GP consortia and to providers, both through the transition
period and beyond.

This Outcomes Strategy sets out how — in cancer care — we will bring the approach
we have set out for the health and care services to bear in order to improve
outcomes for all cancer patients and achieve our specific aim of improving cancer
survival rates. Through the approaches this Strategy sets out, we aim to save an
additional 5,000 lives every year by 2014/15, aiming to narrow the inequalities
gap at the same time.

About outcomes strategies

This is the first of a number of outcomes strategies which will set out the ways
in which we will meet our aim of delivering healthcare outcomes as good as
anywhere in the world.

Outcomes strategies set out, for a particular service area:

e our ambitions for the quality of services we want to make available to patients
and service users, and to their carers and families, without exception;

e the support, information and choices which patients and service users, and their
carers and families, will receive to make best use of these high-quality services;

e the ways in which these services will be held to account for the outcomes they
deliver through the NHS, social care and public health outcomes frameworks;

e the support which the Government will provide to assist these services to meet
the outcomes for which they are accountable; and

e the work which the Government will lead with non-state sectors to help shape
services that meet the needs of patients and service users.

Outcomes strategies set out how the NHS, public health and social care services
will contribute to the ambitions for progress agreed with the Secretary of State in
each of the high-level outcomes frameworks:

e where only the NHS needs to be involved in improving outcomes in a particular
area, the relevant outcomes strategy will be initiated and its development led by
the NHS Commissioning Board; and

e where integrated action is required across any combination of the NHS, public
health and social care services to improve outcomes in a particular area, the
relevant outcomes strategy will be initiated and its development led by the
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Department of Health, in conjunction with Public Health England and the NHS
Commissioning Board as appropriate.

During the transition to the new structures, the Department of Health will lead
on the development of all outcomes strategies, taking account of the NHS
Commissioning Board's and Public Health England’s input as they emerge in
shadow form. Primary Care Trusts (PCTs) will continue to take responsibility for
delivering on improved outcomes for their patients until they are abolished, and
their functions in the relevant area transferred to consortia, local authorities and
the NHS Commissioning Board.

Outcomes strategies reject the top-down approach of the past which has stifled
innovation and creativity. Instead, they focus on how patients and service users
can best be empowered to make the right care decisions themselves, and on how
clinicians on the frontline can best be supported to deliver what matters to patients
and service users: high-quality and improving outcomes.

Outcomes strategies recognise that government can achieve more in partnership
with others than it can alone. They establish and build on the platforms of joint
working which exist across central government — and between government, local
organisations, and patient and professional groups — to harness the creativity and
innovation which exist across our society in pursuit of our ambitions for the health
and social care services.

This outcomes strategy is being published at a time of transition. The Health and
Social Care Bill, to be introduced into Parliament in January 2011, will take forward
a number of structural changes designed to underpin the Government's reforms

to health and social care. As such, those changes will require primary legislation.
Where this document refers to the new structures, these are the Government's
current intentions for those bodies, subject to Parliamentary approval.

bbosletr o

Rt Hon Andrew Lansley CBE MP Paul Burstow MP
Secretary of State for Health Minister of State for Care Services
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1. The challenge of cancer

Introduction
1.1 This chapter sets the context for this Strategy. It looks at:
e the issues that we are tackling;

* what the public, patients, their carers and clinicians want in relation to
cancer services;

e the new evidence that has arisen which informs the development of
our plans;

 the need for, and the scope to deliver, efficiency savings;
e how the Big Society can help us;
e promoting cancer research; and

e how, moving forward, we will provide central support in the transition to
help improve outcomes

What are we tackling?

1.2 Cancer affects all of us. Over 250,000 people in England are diagnosed
with cancer every year and around 130,000 die from the disease. Currently,
about 1.8 million people are living with and beyond a cancer diagnosis.
Even if we do not develop cancer ourselves, we all have family and friends
who have had cancer. Surveys show that people fear cancer more than
anything else.

1.3 Despite improvements in survival and mortality in recent decades, cancer
outcomes in England remain poor when compared with the best outcomes
in Europe. Although improvements have been made in the quality of cancer
services, a significant gap remains in both survival and mortality rates. To
put this in context, if England was to achieve cancer survival rates at the
European average, then 5,000 lives would be saved every year. If England
was to achieve cancer survival rates at the European best, then 10,000 lives
would be saved every year. That is our challenge. There is a range of action
needed to respond to this but, in particular, we need to:

 reduce the incidence of cancers which are preventable, by lifestyle
changes;
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e improve access to screening for all groups and introduce new screening
programmes where there is evidence they will save lives and are
recommended by the UK National Screening Committee;

* achieve earlier diagnosis of cancer, to increase the scope for successful
treatment — diagnosis of cancer at a later stage is generally agreed to be
the single most important reason for the lower survival rates in England;
and

e make sure that all patients have access to the best possible treatment.

1.4  And there are challenges in addition to the delivery of improved survival and
mortality rates, in particular:

e many patients live with and beyond cancer for long periods of time,
and we need to ensure that everything is done to allow them to live as
healthy a life as possible, for as long as possible;

e there are variations in patients’ experience of care, and we need to make
sure that feedback on patient experience informs the design and delivery
of services so they reflect what is important to all patients; and

e inequalities in cancer mean that some groups in society have
disproportionately poor outcomes.

1.5  As well as having a devastating human impact, cancer also has a significant
financial impact on the NHS and the wider economy. In 2008/09, it is
estimated that NHS expenditure on cancer services was over £5.1 billion
(and the National Audit Office (NAO) has estimated that expenditure is
actually around £6.3 billion), making it the third largest area of programme
expenditure. The total cost of cancer to society as a whole has been
estimated at £18.3 billion for the same year.* These costs are set to rise still
further as incidence increases, people live for longer with cancer and new
treatments become available.

1.6 While recognising that there have been considerable improvements
in cancer services and outcomes over the last decade, the Coalition
Government now wants to take further steps to tackle preventable
incidence, to improve the quality and efficiency of cancer services and
to deliver outcomes which are comparable with the best in Europe. This
Strategy sets out how we will make progress towards this, both in terms
of the reforms described in Equity and excellence: Liberating the NHS®
(and subsequently in Liberating the NHS: Legislative Framework and next
steps®) and Healthy Lives, Healthy People: our strategy for public health
in England’” — and associated documents — and, more immediately, before
those reforms have been fully implemented.
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1.7  Large numbers of organisations and individuals have been involved in the
development of this strategy. Details of this engagement are set out in
Annex A. We are very grateful to all who contributed.

What the public, patients, carers and clinicians want

1.8  The Coalition Government will put the public, patients and their carers at
the heart of cancer services and will empower clinicians to deliver services
of the highest quality. So, we begin by setting out in broad terms what we
think those groups want from cancer services.

What are individual members of society and the public likely to want with regard
to cancer services?

1.9  The public's wishes are likely to include:

information and advice on how to reduce their risk of cancer;

access to services (eg stop smoking services) which can help them reduce
their risk of cancer;

information on the symptoms and signs of cancer, so that they can seek
help early if problems arise and thereby improve their chances of cure;

balanced information on screening programmes so that they can make
informed choices;

access to high quality screening programmes which can prevent cancer or
catch it early before it causes symptoms; and

the reassurance that if they or their relatives do develop cancer they will
have rapid access to high quality services which deliver outcomes which
are amongst the best in the world.

What are cancer patients and their carers likely to want?

1.10 Cancer patients and their carers are likely to want:

good access to assessment and diagnostic services which can either
exclude cancer or make the diagnosis without delay;

access to reliable and balanced information about their condition, possible
treatments and side effects, so that they can make choices which are
appropriate for them;

easy access to comprehensive information about the services available to
them and the outcomes achieved by these services;
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to be empowered to make choices where these are clinically appropriate
and to be supported in decision making to the extent that they wish;

to know that the best treatments will be available to them. If the NHS
cannot provide treatments because they do not offer value for money,
they will be told about this and will be able to pay for such treatments
themselves without losing their right to NHS care;

to know that they will receive the support they need (physical, emotional,
social and financial) through their treatment;

to be treated as a whole person, not just a “set of symptoms”;

to know that everyone involved in their care has the necessary training
and expertise;

to be reassured that everyone involved in their care will work effectively
together, so that their care will feel seamless even when delivered in
different locations;

to be told about relevant clinical trials when considering treatment;

to know that at the end of treatment they will be:

supported to regain as normal a life as possible;

— given advice about how to minimise their risk of developing further
cancer-related problems;

— given advice about possible signs of recurrence or long-term effects
of treatment; and

— able to re-access specialist services without delay should they need
to do so;

to know that if they do develop progressive or advanced cancer they will
be supported through this and have access to the best treatments; and

to know that if they are approaching the end of life their preferences for
care will be discussed with them and every effort will be made to meet
their needs and their preferences for care.
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What are health professionals involved in the prevention, diagnosis, treatment and
care of cancer likely to want?

1.11

Healthcare professionals are likely to want:

the training, support and information they need to deliver high quality
care;

to work in a team that has all the necessary expertise to deliver good
outcomes;

to work in state of the art facilities and have access to proven modern
technologies and equipment;

to work in a service which is well managed, so that their time is used
effectively and so that care is streamlined for patients;

to be able to compare the outcomes they achieve with those achieved
elsewhere in this country and in other developed countries; and

to be free to make the clinical choices which they feel will benefit their
patients the most.

New evidence

1.12

Importantly, this Strategy has also been informed by the evidence and
analyses that have become available in recent months. These include:

a new international benchmarking project — findings from which suggest
that English survival rates continue to lag behind the best performing
countries in the partnership and that, with the exception of breast cancer,
we are not narrowing the “survival gap” to move closer to the best
performing countries;®

an analysis of variations in drug usage across a number of different
countries — which shows that the UK has a low rank for the most recently
licensed cancer drugs;®

research into the way in which patients are first diagnosed with cancer

— which shows that about a quarter of cancer patients are diagnosed

via emergency routes and that the survival rates for those diagnosed via
emergency routes are considerably lower than for other cancer patients;™

a review of the quality of cancer registration — phase one of which
concluded that deficiencies in cancer registration do not explain the
differences in survival rates that have been observed,;

11
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1.13

1.14

e results from clinical trials of screening — for example new research shows
that a one-off procedure using flexible-sigmoidoscopy to screen for
bowel cancer could save 3,000 lives per year;"

e measurement of service quality through peer review — which shows that
performance is improving overall but is unacceptable in a small number
of multidisciplinary teams;’? and

* a new cancer patient experience survey — which demonstrates which
areas require more attention to improve patient experience.”

In addition, the Strategy has built strongly upon a recent report by the NAO
on the implementation of the Cancer Reform Strategy (CRS). This looked at
the use of information and commissioning to deliver the CRS, and at value
for money in the delivery of cancer services.

More information about this new evidence is set out in Annex B.

Efficiency savings

1.15

1.16

1.17

1.18

The outcomes articulated in this Strategy will need to be realised within the
context of the tighter financial environment ahead, with the ambition of
achieving efficiency savings of up to £20 billion for reinvestment over the
next four years. This represents a very significant challenge but, through
the detailed work the NHS has already undertaken on Quality Innovation
Productivity and Prevention (QIPP) and the additional opportunities
presented in the Equity and Excellence: Liberating the NHS, we believe the
required savings and improvements can be achieved.

Through the Spending Review, the Government protected the NHS, with
cash funding growth of £10.6bn (over 10%) by 2014/15. By comparison
with other departments, this is a generous settlement. Nevertheless, by
historical standards this remains extremely challenging.

This is in the context of an ageing and growing population, new technology
and higher patient expectations, all of which mean that underlying demand
continues to grow rapidly.

In relation to the QIPP challenge, the NHS has been developing proposals
to improve the quality and productivity of its services since the challenge
was first articulated in May 2009. The White Paper Equity and Excellence:
Liberating the NHS represents an opportunity to support the NHS to do
this more effectively. We are bringing together the existing planning and
implementation of QIPP and the implementation of the White Paper to
form one integrated and mutually reinforcing programme of work that
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exploits the additional opportunities for increased quality and productivity
set out within the White Paper reforms. This will help manage the risks and
keep the focus on delivery at the same time as reconfiguring the system.
Early examples of this include:

* |ocal and regional organisations producing one QIPP and Reform plan
to oversee the implementation of QIPP and Equity and Excellence:
Liberating the NHS;

e ensuring that active ownership of the QIPP agenda is a criterion for
selection as a GP consortia pathfinder; and

e placing QIPP plans at the centre of the assessment of the business plans
for acute trusts applying for Foundation Trust status.

Realising these savings will help us fund new policy commitments as we
move through these challenging times.

In thinking about how best to deliver efficiency savings over the coming
years, commissioners will also wish to note the three areas for potential
savings highlighted in the NAO report:

e use of radiotherapy machines varies over twofold per year, per machine,
by centre. While there may be valid reasons for these variations, the
NAO identified potential for existing capacity to be used much more
productively;

e inpatient admissions per new cancer diagnosis varied from 1.7 to 3.2
between PCTs in 2008/09. If every PCT met the inpatient admissions per
new cancer diagnosis of the best performing quartile, 532,000 bed days
could be saved, equivalent to around £106 million each year; and

e average length of stay for inpatient cancer admissions varied from 5.1 to
10.1 days between PCTs in 2008/09. If every PCT had the same length
of stay as the average for PCTs in the best performing quartile, then even
with no overall reduction in inpatient admissions, 566,000 bed days could
be saved, equivalent to around £113 million each year.

Variations in the number of cancer bed-days and inpatient expenditure were
highlighted in the NHS Atlas of Variation.™ The data used in the cancer
maps in the NHS Atlas of Variation has been adjusted for age, sex and
need, suggesting that commissioners in some areas have significant scope
for reducing elective bed day usage and expenditure. The Atlas highlights
some potential resources which commissioners may wish to use to address
unwarranted variation.

13
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A Big Society approach to tackling cancer

1.22

1.23

1.24

The state, as the funder of NHS cancer services, will always have a
significant role to play in leading the fight against cancer and it is right
that it should do so. However, working together with other organisations
and individuals we can make an even bigger difference in the fight
against cancer:

e cancer charities raise awareness of cancer, raise money to fund research
and services, deliver some services, including information, and campaign
for change;

 academic institutions undertake research into all aspects of cancer,
including basic science, prevention, early diagnosis, treatment and the
psycho-social effects of the disease;

* bioscience companies develop new tests and treatments for cancer;

e some major commercial companies partner with cancer charities to raise
funds to tackle cancer;

* hospices support those nearing the end of their life; and

e thousands of people affected by cancer support each other both
informally and through support groups.

Much of society is already involved in supporting cancer care and research,
but we can extend these activities, so that every part of society plays its
part, from raising awareness to helping fund research or supporting people
affected by cancer. Adopting a Big Society approach can harness the
resources, talents and expertise of all groups in society. This should enable
messages and support on cancer to reach and engage with people in a way
that Public Health England or the NHS alone would not be able to do. We
will take a Big Society approach in cancer by:

e empowering individuals and communities;

e encouraging social responsibility; and

e creating an enabling and accountable state.

There is a range of inspiring examples of different groups in society coming

together to tackle cancer. However, more can be done to support society in
playing its part. The Government will therefore facilitate the development of



1.25

1.26

Improving Outcomes: A Strategy for Cancer

a national partnership. This will enable organisations who wish to play their
part in tackling cancer to do so. Participating organisations will be asked to:

e support and enable the public and/or employees to reduce their risk of
cancer by creating a healthier environment;

* raise awareness of the signs and symptoms of cancer, enabling employees
and/or customers to seek earlier help;

e make it easier for employees to participate in cancer screening
programmes by providing flexible working arrangements for screening
appointments;

e adopt “cancer friendly" policies and practices for employees affected
by cancer, where possible supporting them in staying in or returning
to work;

* signpost employees and/or customers to appropriate information and
support on cancer, ensuring that no one affected by cancer feels that
they do not know where to turn for support; and

e utilise their unique relationship with employees and customers to enable
everyone to play their part in delivering better cancer outcomes.

The partnership will not seek to raise funds for cancer or to duplicate or
replace existing activity and partnerships. Instead it will seek to stimulate
new community action to improve outcomes and support patients.
Participating organisations will receive expert advice from the current
partnership initiatives within the Cancer Programme — the National
Awareness and Early Diagnosis Initiative, the National Cancer Equality
Initiative and the National Cancer Survivorship Initiative.

Organisations of every size will be encouraged to join the partnership,
from small businesses such as hairdressers to major employers such as
supermarket chains, providing that their business activities do not conflict
with the objective of improving cancer outcomes. The DH will work to
develop this partnership over the coming year.

Research

1.27

Equity and excellence: Liberating the NHS makes clear the Government's
commitment to supporting excellent research. The National Institute

for Health Research (NIHR) provides the NHS with the support and
infrastructure it needs to conduct first-class research. A wide range of

15
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1.28

1.29

research will be critical to reducing the burden of cancer and to improving
cancer outcomes. The Government will work with partners such as Cancer
Research UK to support basic research into how cancer starts and develops;
clinical and translational research so that discoveries can move quickly from
bench to bedside; research into prevention, screening and epidemiology;
health services research; and research to support those living with cancer
and those nearing the end of life.

Future cancer research in this country will build on firm foundations.
The National Cancer Research Institute (NCRI), of which DH is a
member, brings together all the key partners in cancer research. The
NCRI coordinates research initiatives on prevention, awareness and early
diagnosis, survivorship and radiotherapy. The NIHR National Cancer
Research Network (NCRN), combined with additional funding for clinical
trials from Cancer Research UK and others, has led to a quadrupling of
entry of cancer patients into clinical studies, making this country a world
leader. The National Cancer Intelligence Network (NCIN) provides an
excellent platform for epidemiological and health services research.

Given the importance of early diagnosis in improving cancer outcomes,
DH's Policy Research Programme will provide funding from January 2011
for five years for a policy research unit on Cancer Awareness, Screening
and Early Diagnosis. In addition over the next 18 months, the International
Cancer Benchmarking Partnership, which is led by DH, will provide insights
that will help us understand survival differences between countries and thus
to take steps to address them.

Central support for moving forward

1.30

1.31

1.32

As set out in this Strategy, the Coalition Government's reforms will provide
the levers for delivering the services and outcomes which patients and the
public want. Local action by healthcare professionals, free to innovate and
respond to the needs of patients, will be critical to achieving our outcome

goals.

In addition, national leadership, through the National Cancer Director, will
remain important to deliver this ambitious Strategy. An Implementation
Advisory Group (IAG) comprising key stakeholders, including commissioners
and patient representatives, will be established to help monitor delivery of
this Strategy.

Our health service is in transition. As new structures such as GP consortia,
health and wellbeing boards and the NHS Commissioning Board are
established, the IAG will play a crucial role to ensure that commissioners,
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providers, regulators and those overseeing healthcare are equipped with the
expertise and support they need to deliver high quality cancer services.

Until the new NHS structures are in place, the implementation of the first
stages of this Strategy will be supported by the bodies that make up the
National Cancer Programme: the National Cancer Action Team (NCAT),
NHS Improvement and the National Cancer Intelligence Network (NCIN).
Over the transition period, these bodies will need to consider how they
can best align themselves with the new structures and arrangements.

Our view is that NCAT and NHS Improvement may well wish to turn into
social enterprises, but that the NCIN is likely to need to continue to be
funded by a mix of statutory and voluntary sources. NHS Cancer Screening
Programmes will be the responsibility of PHE, but in clinical terms remain a
key part of the cancer pathway.

Commissioners and providers are currently supported by cancer networks.
It is very likely that GP consortia will wish to purchase support from a new
style of cancer network. In the transitional period, we will fund cancer
networks to support the GP consortia.

Assessing progress on delivery of this Strategy during transition and beyond
will be important. Annual reports will be published to measure progress on
implementation and on improving cancer outcomes.

17
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2. Putting patients and the public
first: information and choice

Introduction

2.1 Information will be central to the drive for better outcomes. Better
information underpins stronger commissioning and patient choice, helping
the public to make the right decisions to reduce their risk of cancer and to
support them in accessing screening, diagnosis, treatment and survivorship
care. Information also enables commissioners to drive up the quality of
services and outcomes and to make efficient use of resources.

2.2 We are committed to creating a presumption of choice, including choice of
treatment and any willing provider across the vast majority of NHS-funded
services by 2013/14. This chapter considers what that will mean for cancer
services.

The information revolution in cancer
2.3 Liberating the NHS: An Information Revolution®™ makes it clear that:

e patients must have the information they need to make the right choices
about their health and treatment;

e the NHS and social care must have the information they need,
appropriately analysed by inequality/equality group, to enable them to
make the right decisions around commissioning and providing quality
services; and

e the public must have the information they need to make the right choices

about healthy lifestyles.

2.4 In line with this, high quality cancer services depend on having accurate,
relevant, contextualised, timely and accessible information available to help
patients, commissioners, providers, clinicians, researchers and those seeking
to scrutinise health services. To be effective, information must be:

e informing, so that they know it is comprehensive and can be trusted;
* engaging, so that they are willing and able to use it; and

e empowering, so that they know how it can make a difference.
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While we cannot pre-empt the outcome of the consultation on An
Information Revolution, we are confident of the general direction of
travel. Encouraging progress has already been made in improving the
range, quality and timeliness of analyses about cancer services which are
available. The National Cancer Intelligence Network (NCIN) — a partnership
of organisations from the public and voluntary sectors who are working

to provide analyses to support better cancer services and outcomes —

has linked a range of existing national datasets enabling new insights to
be generated, as well as streamlining the way in which information is
collected. Much of this information has been made available to support
commissioners and inform providers. However, there is more to do, both in
encouraging the timely availability of information and in stimulating its use
to improve patient care. Where this strategy proposes new data collections
or datasets these will be subject to the appropriate Review of Central
Returns (ROCR) and the Information Standards Board (ISB) approvals prior
to commencement.

In the future, the Health and Social Care Information Centre (HSCIC) will
have a key role in publishing raw data which will be available for a range of
different organisations to use. NCIN will continue to work with the HSCIC
to provide analyses to help improve services and outcomes.

Quality Accounts provide a mechanism to help providers identify and

focus on the issues which will make the biggest difference to the quality

of care they provide, as well as providing an opportunity to explain to
commissioners, patients and the public which issues have been prioritised
and how the organisation will set about addressing them. In June 2010,
acute providers published the first Quality Accounts. They are public reports
by NHS organisations about the quality of healthcare services they provide.

The Quality Accounts published in 2010 have varied in the way in which
providers have reported the quality of their services. Following the
evaluation of the 2009/10 Quality Accounts, the lessons learned are that
Quality Accounts have been an effective tool for raising the profile of
quality improvement and engaging Boards. As organisations gain experience
in this type of reporting, their Quality Accounts will be more effective at
explaining to patients how key services such as cancer are being improved.
In 2011, we will produce a guide for cancer networks to enable them to
help providers to raise their game in understanding and reporting on

cancer services.
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2.9

2.10

Moving forward, and taking on board the comments made by the NAO and
the Public Accounts Committee, our priorities for 2011/12 will include:

e collating and publishing high quality information that commissioners and
providers need about incidence, prevalence and survival, as a basis for
planning services;

e collating and publishing high quality information on different aspects of
cancer services and the outcomes they deliver at both a provider and a
commissioner level;

e investigating different aspects of cancer care so that trends, patterns and
good practice may be identified;

e working with regulators to ensure that the information on cancer services
which is collected is used to inform effective regulatory oversight and,
where necessary, action;

e improving the quality of the data which underpins expenditure
information on cancer services;

 providing transparent information so that policy makers and others may
scrutinise the quality of cancer services by inequality/equality group; and

e encouraging other organisations, such as cancer charities, to provide
information to patients and carers and to help them make informed
choices.

In addition, in 2011/12 we will pilot the collection, through cancer registries
of data about metastatic disease. While we know that almost half a million
women are living with and beyond a diagnosis of breast cancer, we do not
know what proportion of those have metastatic breast cancer and, without
this information, it is impossible for the NHS effectively to plan the services
they need. Cancer registries have historically collected information on
diagnosis, treatments given in the first year after diagnosis and survival, but
have not collected information on date of recurrence or secondary spread.
This means that it is not possible to estimate prevalence of metastatic
disease accurately or undertake other important analyses on patients with
secondary cancer. During 2011/12 we will pilot the collection of data

on recurrence/metastasis on patients with breast cancer with the aim of
undertaking full collection from April 2012. The learning from this exercise
will, in time, be applied to the collection of information on other forms of
metastatic cancer.
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Once the NHS Commissioning Board is established it will need to assess the
information needs in relation to cancer, but we would expect that it would
wish to build on the work planned for 2011/12.

In moving forward, we need to ensure that analyses are provided that are
important for the public as well as for commissioners and providers, such as:

e the range of cancer services provided by each Trust;
e whether each team has core members from all the relevant disciplines;
e whether the team has a clinical nurse specialist;

e how many patients by equality characteristic were diagnosed/treated in
the previous year;

e compliance with waiting time standards;

e compliance with peer review measures;

* major resection rates; and

e mortality rates within 30 days of treatment.

The public will also wish to see the results of patient experience surveys —
see chapter 5.

Accurate, tailored, timely and accessible information is vital to providing a
good patient and carer experience. This, combined with involving people
in decisions about their own care through personalised care planning and
offering real choice for patients over where, how and by whom they are
treated, forms a key plank of the Government's reforms of the NHS. Carers
will also need information, advice and support to carry out their caring role
effectively. Many of them will not know about the wide range of advice
and support that is available for those with caring responsibilities and they
should be signposted to such help. Better information should also help to
reduce health inequalities by reducing the knowledge deficit that can exist
in healthcare.

Information prescriptions guide people to relevant and reliable sources of
information to allow them to feel more in control, better able to manage
their condition and maintain their independence. The National Cancer
Action Team (NCAT) in partnership with Macmillan Cancer Support and
Cancer Research UK is now supporting the use of information prescriptions
so that every cancer patient in England should be able to benefit over

the lifetime of this Strategy. Work will continue to develop the use of
information prescriptions throughout the cancer pathway.
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2.15

Information is also important for patients to help them reduce their risk of
developing cancer. Most people know that smoking causes lung cancer and
sunburn causes skin cancer. However, far fewer people know that a poor
diet, obesity, lack of physical activity and high alcohol consumption are also
major risk factors for getting cancer. Public Health England (PHE) nationally
and locally will provide people with information about these risk factors so
they can make healthy choices.

Using information to reduce inequalities

2.16 It will be impossible to tackle inequalities effectively without the appropriate

217

2.18

data to inform activity and scrutinise progress. The National Cancer

Equality Initiative (NCEI) has established a baseline from which to measure
improvement, an agreed basket of equality metrics and an understanding of
how to close the inequality/equality gaps.

The equality metrics are being used nationally and locally to track progress
and consider improvements to cancer services, and have been disseminated
through the Equalities Portal (http://www.ncin.org.uk/equalities/).

The Portal is an early example of how the principles of the information
revolution can be applied to cancer services, enabling commissioners to
understand better their health outcomes, providers to target improvements
and stakeholders to hold services to account for the outcomes which matter
most to patients.

Further analyses to inform the equality agenda are planned on rarer
cancers, access to cancer treatment and outcomes for people with mental
health problems, as well as examining survival, mortality and incidence by
geographical area. We will continue to publish one-year survival data to
identify which groups are more likely to present late.

Expanding patient choice

2.19

Liberating the NHS: greater choice and control'® is based on patients being
at the heart of decision-making in the NHS. No decision about me without
me should be a guiding principle in the delivery of all treatment. The report
envisages a presumption of choice and any willing provider across the
majority of NHS-funded services by 2013/14. In cancer, a range of different
forms of choice are relevant, including:

¢ when to have treatment;

e where to have treatment (some treatments can be given in hospital or in
the community);
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e which organisation delivers treatment and care;
e which team delivers the treatment; and

e what form of clinically appropriate treatment to have.

2.20 The choices that cancer patients should be able to make will not always

2.21

2.22

2.23

be straightforward. Exercising informed choice requires a patient to have
the right information and support available to make the most appropriate
decision for their own circumstances. It will be critical that healthcare
professionals have adequate communication skills to support patients in
making decisions and that this is supported by the provision of high quality,
tailored written information.

We cannot pre-empt the outcome of the consultation on Liberating the
NHS: greater choice and control, but we envisage that:

e commissioners will seek to maximise the choices which patients can make

at the point of urgent referral by a GP, whilst recognising that pooled
referrals are critical to ensuring speedy access to a first appointment with
a specialist;

e apart from at that initial stage, the guiding principles in relation to cancer

will be the same as for most other NHS services — patients will be able
to elect to receive care from any organisation in England that offers a
service that is clinically appropriate for them, meets the essential levels
of safety and quality expected from providers of NHS-funded services
(including relevant guidance on appropriate levels of specialisation),
and can deliver services within NHS prices, and there will be a choice of
named consultant-led team by April 2011.

Applying choice across the pathway will be important for cancer as patients
may wish to choose different providers for different forms of treatment
and care. For example, a patient may be prepared to travel further for
surgery from a specialist provider with better outcomes, but may wish to
receive treatments such as chemotherapy and radiotherapy closer to their
home. Others may prefer to travel but might face barriers which prevent
them from doing so and some patients may prefer the benefits of the close
working relationships developed between service providers within an area.
Effective choice should not involve a series of one-off decisions but rather
a process of continuous patient engagement with entitlements to revisit
decisions provided it is clinically appropriate.

In cancer, decisions about which treatment to have can be finely balanced,
with different options having different advantages and drawbacks. In these
circumstances it is important that patients and carers have information they
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2.25

understand and are closely involved in making decisions. Where there is
a range of different, clinically appropriate and evidence-based treatments
available, people should be able to choose the treatment that is right for
them, supported by accessible information about the treatments, risks,
any side-effects and supportive care. They should also be able to choose
to decline treatment. The consultation response will set out more detailed
proposals on how choice of treatment will work in practice.

There are certain services which some hospitals provide and others do not,
and we believe it is very important that patients are given the option to
go to the hospital that provides the service they think is best for them.

In particular, all patients should be told, when relevant, which hospitals
provide:

* laparoscopic versus open colorectal cancer surgery;
e immediate versus delayed (or no) breast reconstruction;

 surgery, radiotherapy, active monitoring or other treatments for localised
prostate cancer; and

* Intensity Modulated Radiotherapy (IMRT).

For patients nearing the end of their life, it is important that they are

given a choice about where they die. Most deaths occur in hospital, but,
when asked, most people say they would like to die at home in familiar
surroundings, close to family and friends. Changing this will require
improving the support which is available in the community. A national
choice offer will be established for those people who choose to die at home
(including a care home) to receive the support that they need. A review will
be undertaken in 2013 to determine when this offer should be introduced.

Helping patients and the public have a voice in cancer services

2.26

As well as extending choice, it is important that patients and the public
have a voice in how cancer services develop. Liberating the NHS: Equity
and Excellence set out proposals to establish HealthWatch as a national

and local consumer voice championing the views and experiences of
patients. The Government's response to the consultation on these proposals,
Liberating the NHS: Legislative framework and next steps, recognised

the importance of HealthWatch England having a stronger identity

to strengthen the patient voice. This will of course be relevant for all

cancer patients.
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2.27 Local HealthWatch organisations will have an influential role in helping
to shape services by being involved in commissioning decisions and in
strengthening engagement by working with local community-based groups
and networks. Their role will be enhanced through proposals for local
HealthWatch to have a place on the local health and wellbeing boards, and
will have a distinct role within the Care Quality Commission to strengthen
the patient voice. In addition, local HealthWatch will be able to raise issues
with HealthWatch England which can provide advice to the Secretary of
State, NHS Commissioning Board and regulators.

2.28 There is also a role for cancer-specific involvement in partnership with
professionals. Cancer networks have made good progress in encouraging
effective user involvement in the development of cancer services. Many
cancer charities have also developed programmes to encourage greater
patient involvement in NHS cancer services. This form of involvement can
be invaluable in ensuring that patients’ perspectives are used to inform
the development of services. Building on the broader work on patient
and public engagement, during the transition period cancer networks
will be able to support consortia in developing cancer user involvement
mechanisms, ensuring that the experience of recent years is built upon.
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3.

Improving outcomes for

cancer patients: an introduction

Introduction

3.1

3.2

This chapter looks at what the Coalition Government's reforms will mean
for improving cancer outcomes in general. Chapters 4, 5 and 6 look at
improving outcomes at different points in the patient pathway, whilst
chapter 7 looks at improving outcomes by reducing inequalities.

The reforms set out in Equity and Excellence: Liberating the NHS and

in Healthy Lives, Healthy People will help to achieve better outcomes

by devolving power and freedoms to frontline clinicians and to local
government, by making the service more responsive to patient choice, and
by establishing a renewed focus on improving public health. The current
performance regime will be replaced with outcomes frameworks that set
direction for the NHS, public health and social care which provide for clear
and unambiguous accountability. Given that the cancer pathway spans the
NHS, public health and social care, all three frameworks will address issues
of relevance to the condition.

NHS outcomes

3.3

3.4

3.5

The primary purpose of the NHS is to deliver good healthcare outcomes

for all: to deliver care that is safe, effective and provides the best possible
experience for patients. Achieving improvements in these core outcomes
will be the objective of the NHS Commissioning Board which will be held to
account by the Secretary of State for Health.

Transparency in outcomes: NHS Outcomes Framework 2011/12 provides
direction for the NHS. It includes a high-level set of national outcome goals
covering the responsibilities of the NHS, against which the Secretary of State
for Health will hold the Board to account. It is available to support NHS
organisations in delivering improved outcomes from April 2011, with full
implementation from April 2012.

There are five domains in Transparency in outcomes: NHS Outcomes
Framework 2011/12:

e preventing people from dying prematurely;

e enhancing quality of life for people with long-term conditions;
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 helping people to recover from episodes of ill health or following injury;
e ensuring people have a positive experience of care; and

e treating and caring for people in a safe environment and protecting them
from avoidable harm.

Cancer is identified in domain 1 as a specific improvement area for
preventing people from dying prematurely, given that international evidence
suggests there is scope for improvement.

Measures included as outcome goals within the outcomes frameworks are
necessarily high level. The NHS Commissioning Board will set out more
detailed measures as part of its Commissioning Outcomes Framework,
which it will use to hold GP consortia to account for securing improvements
in outcomes. It is not appropriate to pre-empt the Board decisions by
suggesting how they may wish to do this in relation to cancer outcomes,
but Box 1 sets out some examples of possible indicators and data sources.

Box 1 — Transparency in outcomes: NHS Outcomes Framework 2011/12
and cancer

Improving cancer care will be relevant to all five domains of Transparency in
outcomes: NHS Outcomes Framework 2011/12:

1. Preventing people from dying prematurely (cancer is identified as a specific
improvement area)

One-year and five-year cancer survival rates

Other relevant indicators:

mortality from cancer by age

number of patients with cancers diagnosed as an emergency admission or
attendance

patients with cancer diagnosed at stage 1 and 2, as a proportion of
cancers diagnosed

the inequality gaps between different groups and areas

active treatment rates
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. Enhancing quality of life for people with long-term conditions

Possible indicators:
e cancer Patient Reported Outcome Measures (PROMs) and surveys of
cancer survivors

e proportion of working age cancer survivors who are able to work and are
in work

e proportion of children or young people cancer survivors in education or
employment

e proportion of cancer survivors able to live independently

. Helping people to recover from episodes of ill health or following injury

Possible indicators:
e recovery after cancer surgery

¢ ll health associated with cancer treatment

» proportion of people reporting unmet psychological support needs
following cancer treatment

. Ensuring people have a positive experience of care

Possible indicators:
e annual cancer patient experience surveys to monitor the experience of
cancer patients

e an index based on the overall experience of patients for reporting at
Trust level

e surveys of bereaved relatives as a proxy for patients to assess the quality
of care given at the end of life
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5. Treating and caring for people in a safe environment and protecting them
from avoidable harm

Possible indicators:

90-day mortality following completion of radical or adjuvant radiotherapy
30-day mortality following palliative radiotherapy

wrong route chemotherapy

30-day mortality following chemotherapy

death or severe disability following surgery

case mix adjusted 30-day mortality following surgery

3.8

3.9

3.10

However, given that:
e one of the high level indicators is to relate to improvements in survival;

e there is a time lag in collecting this data and so the NHS Commissioning
Board will need proxy indicators to assess the NHS's progress;

e some proxy indicators need action now in order to ensure that the data
are available if the Board wishes to have such indicators; and

e the information will be very useful for commissioners, providers
and patients in assessing progress towards the required survival rate
improvements,

DH will take action now to move forward on a range of new data
collections/analyses. These relate to:

e the proportion of cancers diagnosed at Stages 1 and 2;
e the proportion of cancers diagnosed through emergency routes;

(both of these are evidence based in relation to being proxies for
survival rates); and

e GP usage of diagnostic tests.

In line with the first item, the Operating Framework for the NHS in England
2011/12" has made it clear that providers are expected to include staging
data in the information they feed to cancer registries.

Turning to the level of ambition for cancer survival rate improvements,
the information from the International Cancer Benchmarking Project
(see 1.12) shows that England has poorer survival rates for colorectal,

29



Improving Outcomes: A Strategy for Cancer

30

3.11

3.12

3.13

lung, breast and ovarian cancer compared with other (non-UK) countries
in the study. Australia, Canada and Sweden had the best survival. Much
of the difference in 5-year survival for each cancer can be attributed to
poor one-year survival in England. Although the survival gap has narrowed
for breast and ovarian cancer, it has remained broadly similar for colorectal
and lung cancer.

Our aspiration is that England should achieve cancer outcomes which are
comparable with the best in the world. However, the changes required to
deliver on this aspiration are complex:

e it takes time to bring about change, particularly the cultural change
required so that people are encouraged to present earlier to their GP
when they have signs and symptoms and for the GP to swiftly refer them
on to secondary care;

e service developments, such as introducing new screening programmes
on the advice of the UK National Screening Committee (UK NSC) or
developing new diagnostic services, must be planned and introduced in a
sustainable and safe manner;

e the evidence base for what works in delivering earlier diagnosis is still
being developed,;

e there is still more work to do though the ICBP to identify the reasons for
better survival rates in other countries; and

e delivering improved survival rates has cost implications.

It is mainly through earlier diagnosis where these lives will be saved (see
chapter 4). The Impact Assessment for this Strategy shows, on the basis

of modelling work, how many lives per year we think we can save with

the additional funding which the Government is making available in this
Spending Review. We believe that, by 2014/15, 5,000 additional lives can
be saved each year. It is now for the NHS, working with PHE, to deliver this
ambition. Earlier diagnosis should therefore be a priority for NHS action now
and this will be included in the mandate for the NHS Commissioning Board
(working with PHE) for the future.

Chapter 5 sets out planned improvements in outcomes relevant to the long-
term conditions and patient experience domains and chapter 6 sets out
planned improvements in outcomes relevant to the safety, helping people
to recover from episodes of ill health and preventing people dying
prematurely domains.
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Waiting times standards

3.14 In the past, the main focus of performance management in relation to
cancer services has been in relation to waiting times standards. In summer
2010 the National Cancer Director was commissioned to review the cancer
waiting time standards. The aim of this review was to determine whether
these standards should be retained and what, if any, changes were required.

3.15 The outcome of the review confirmed that, overall, cancer waiting time
standards should be retained. Shorter waiting times can help to ease patient
anxiety and, at best, can lead to earlier diagnosis, quicker treatment, a
lower risk of complications, an enhanced patient experience and improved
cancer outcomes. The current cancer waiting times standards will therefore
be retained. As set out in the Operating Framework for the NHS in England
2011/12, commissioners will need to continue to reflect this in the contracts
that they agree with providers. It will in time be for the NHS Commissioning
Board to discuss with the Secretary of State whether more refined measures
should be adopted, but this will be done with the clear expectation that this
will only be sanctioned if new proposals improve access for patients. The
report of the cancer waiting times review is being published separately and
the executive summary of that report is attached at Annex C.

Social Care Outcomes Framework

3.16 The consultation document Transparency in outcomes: a framework for
adult social care®™ aims to ensure the best outcomes are achieved for
those needing social care, their families and carers, and the wider local
community, by improving the quality of services and supporting transparent
local accountability. The consultation proposes using a set of outcome
measures for this purpose, including a number of suggested measures which
will have particular relevance for cancer patients and their carers. As the
number of people living with cancer increases, so it will become ever more
important to ensure the quality of life for those with cancer is maximised. It
will also be critical to support a personalised approach to living with cancer;
equipping cancer patients, their families and carers, with the information
they need in formats and languages they understand to make choices about
their ongoing care and support. The new approach to transparency, quality
and outcomes in adult social care will help achieve this.
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Improving public health cancer outcomes

3.17

3.18

Healthy Lives, Healthy People sets a clear vision for public health and
disease prevention focused on improving the healthy life expectancy of the
population and improving the health of the poorest, fastest. It introduces
three key shifts:

e public health will be locally led, with local, ring-fenced budgets
and powers;

e public health will be unified, focused on outcomes, and will do what
works; and

 responsibility and partnership will be strengthened at every level.

To drive improvements in public health, proposals to develop a Public
Health Outcomes Framework are currently out to consultation. Healthy
Lives, Healthy People: Transparency in Outcomes sets proposed high
level ambitions for health improvement, protection and the prevention

of ill health. It will be for those working at local level to decide how best
to deliver improvements against these high-level outcomes. A number of
key indicators spanning several of the proposed domains will drive efforts

to prevent cancers, improve screening participation and support earlier
diagnosis. The proposed relevant indicators are:

e population vaccination coverage (for each of the national vaccination
programmes across the life course);

e prevalence of healthy weight in 4-5 and 10-11 year olds;

e prevalence of healthy weight in adults;

e smoking prevalence in adults (over 18)

e rate of hospital admissions per 100,000 for alcohol related harm;

e percentage of adults meeting the recommended guidelines on physical
activity (5 x 30 minutes per week);

* screening participation;

e patients with cancer diagnosed at stage 1 and 2 as a proportion of
cancers diagnosed; and

e cancer mortality in persons less than 75 years of age.
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3.19 To improve cancer outcomes the NHS and PHE will work together closely,
offering integrated advice and care to the public and patients. There are
clear areas of shared accountability between the outcomes frameworks
to recognise the responsibilities of the NHS and PHE in delivering
improvements. Whilst Transparency in Outcomes: NHS Outcomes
Framework 2011/12 has cancer survival as an improvement area, it is
proposed in Healthy Lives, Healthy People: Transparency in Outcomes that
cancer mortality should be an improvement area for PHE, as this covers
improvements in prevention as well as in diagnosis and treatment.
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4.

Improving outcomes for

cancer patients: prevention and
earlier diagnosis

Introduction

4.1

To achieve our ambition that cancer mortality and survival rates should
match the best, it will be essential to prevent more cancers developing in
the first place and to ensure they are diagnosed while the cancer is at an
earlier stage. Tackling inequalities will be fundamental to this.

Public Health England (PHE)

4.2

4.3

A range of services relevant to cancer will in future be the responsibility of
PHE, including:

* public health intelligence;

® primary prevention interventions;

* human papilloma virus (HPV) vaccination services;

e screening programmes, including screening quality assurance (QA);

e targeted campaigns to raise public awareness of symptoms and to
encourage early presentation; and

e recording and analysis of cancer-relevant data via the cancer registries.

Subject to consultation on Healthy Lives, Healthy People and associated
consultation documents, PHE will publish evidence on what works in
cancer prevention, awareness and screening and report public health
data, including outcomes. The cancer registries will be part of PHE.

The information they provide about cancer registrations is very important
for the planning and commissioning of services. With the development of
electronic systems, it is now possible to get this data much more quickly
than was feasible in the past. Some registries have made very significant
strides in improving the completeness and speed of production of data, and
DH will ensure that, during 2011/12, all registries work towards meeting
the standards of the best.
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As set out in Chapter 3, Healthy Lives, Healthy People: Transparency in
Outcomes proposes a number of cancer relevant outcomes indicators to
help prevent cancers and diagnose them earlier. The framework will work
across public services at all levels of responsibility — national to local. It

will also link with Transparency in Outcomes: NHS Outcomes Framework
2011/12 and the forthcoming Social Care Outcomes Framework to ensure
an integrated approach.

The UK National Screening Committee (UK NSC) will continue to advise
Ministers on all aspects of new screening programmes and aspects of
existing ones. PHE will set national policy, pilot and evaluate new cancer
screening programmes or extensions to existing ones and run quality
assurance programmes. The NHS Commissioning Board will commission
screening programmes on behalf of PHE to agreed levels of service.

PHE's cancer symptom awareness campaigns will also be commissioned at
the national level, sometimes in conjunction with the NHS Commissioning
Board. At the local level, Directors of Public Health working in local
authorities will wish to drive cancer prevention and awareness through
health improvement strategies. They will work closely with the local NHS
to diagnose cancers earlier. The role of health and wellbeing boards will
be significantly strengthened, and joint working will be enhanced through
a new responsibility to develop a “joint health and wellbeing strategy”
spanning the NHS, social care, public health and potentially other local
services. Subject to consultation, local authorities will be held to account,
jointly with the NHS, for delivering earlier diagnosis of cancer through the
Outcomes Frameworks.

Prevention

4.7

4.8

Our lifestyle choices affect our risk of developing cancer. Up to half of all
cancers could be prevented by changes in lifestyle behaviours. Healthy
Lives, Healthy People recognises the need for a new approach to improving
the public's health, which will support cancer prevention efforts.

If we are to tackle the health problems caused by smoking, poor diet,
obesity, alcohol misuse and lack of exercise effectively, we need a whole-
society approach that supports and enables people to change their
behaviour. We need to work in partnership, across all parts of society, to
create an environment that supports the public to make healthy choices,
by making the healthier choice the easier choice.

35



Improving Outcomes: A Strategy for Cancer

36

4.9

4.10

4.11

4.12

4.13

4.14

When it is launched early in 2011, the Public Health Responsibility Deal

will set out the actions that industry, the voluntary sector, NGOs and local
government will take to help people make healthier choices. At a local level,
Directors of Public Health based in local authorities will provide strategic
leadership on public health across the local health economy along with a
public health budget that is ring-fenced to ensure it is used as it should be:
to tackle preventable causes of ill-health.

Smoking is the major preventable risk factor for cancer. Dissuading people
from starting to smoke and helping people to quit remain critical. We will
publish a tobacco control plan which will set out more detail on how the
Coalition Government proposes to reduce smoking prevalence.

Those who are overweight or obese are more likely to develop cancer

and more likely to die from cancer. As stated in Healthy Lives, Healthy
People, we will be publishing a document on obesity in Spring 2011. This
will set out the Government's commitment to tackling obesity and the role
that key partners can play. We will continue to support families to make
informed choices about their diet and their levels of physical activity, with
Change4Life continuing to play a key role.

We will also continue to support skin cancer prevention campaigns to

raise awareness of protective behaviours. NICE guidance on the prevention
of skin cancer is in development and will be published in 2011. It should
inform local interventions as well as national campaigns. The Sunbeds
(Regulation) Act, which comes into force in the spring of 2011, makes

it an offence to allow someone under 18 years to use a sunbed on
commercial premises.

Promoting good health via workplace initiatives is an important strand of
the life course approach. Our Big Society approach to improving cancer
outcomes details how we will support workplace prevention efforts in
partnership with others.

It is also critical to protect people from cancer-related workplace risks.
Research undertaken by Imperial College London (ICL) for the Health and
Safety Executive (HSE) estimates that over 8,000 cancer deaths per year
are due to occupational exposures in Great Britain. HSE's plan for 2010/11
included identifying where the highest risks of such diseases exist in today's
world of work and then taking a range of approaches to reduce exposure
to causative agents. These include working with influential stakeholders in
those sectors to support them to raise awareness and encourage behaviour
change, and using the inspection and enforcement capability to address
poor performing businesses.
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The International Agency for Research on Cancer has classified shift work

as “probably carcinogenic” for humans, and the ICL research has also
suggested a link, estimating around 500 breast cancer deaths per year could
be due to shift work. The HSE has commissioned further major research

to explore the potential association of shift work with breast cancer, other
cancers and other major diseases. The HSE has also commissioned a number
of research projects relating to asbestos.

A recent study has shown that taking low dose aspirin for several years may
reduce mortality from cancer by 20%." DH will work with Cancer Research
UK during 2011 to review these findings and to consider what further work
is needed in this area in order to provide appropriate advice to the public.

Secondary prevention

4.17

4.18

4.19

There is increasing evidence that lifestyle changes can reduce the risk of
recurrence for cancer survivors, the impact of side effects of treatment
and the burden of cancer survivors on the NHS and the benefits system.
The clearest evidence for the impact on survival of lifestyle interventions
following cancer diagnosis is for physical activity for survivors of breast
cancer, colorectal cancer and prostate cancer.

The NHS will use the generic long-term conditions model of care and
support to promote healthy lifestyles for rehabilitation from cancer and to
encourage secondary prevention. In particular, Let's Get Moving, a brief
intervention model to promote physical activity in primary care, can be
used to help patients set and monitor their own physical activity goals, for
example as part of the six-month patient follow-up. The new specialism of
Sport and Exercise Medicine and exercise referral can also benefit patients
who need help and support to exercise safely.

An example of how increasing knowledge of the importance of secondary
prevention is being translated into practical support for patients is the
Bournemouth After Cancer Survivorship Programme (BACSUP). This
programme is a person centred, physical activity referral programme
designed and provided to improve the potential for patients living with
cancer to lead as healthy and active a life as possible, for as long as possible.
To date, 200 referred participants and 52 “buddies” have benefited from
one to one personalised guidance and goal setting, health and fitness
screening and a wide range of community based activity opportunities,
including fitness classes, health walks, swimming lessons and dance classes.
The programme has demonstrated wide-ranging improvements in many
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of the common problems facing cancer survivors, as well as many other
significant benefits that improve survivorship through enhanced health,
wellbeing and quality of life.

The evidence base on secondary prevention is still emerging. In order to
support commissioners, and where evidence exists, standards on secondary
prevention will be included in relevant commissioning packs and may be
considered by NICE for inclusion in Quality Standards.

Screening

4.21

4.22

Cancer screening remains an important way to detect cancer early, and
in some cases, such as cervical screening, prevent cancers. Over 5% of
all cancers are currently diagnosed via screening, but this is set to rise as
the extensions to the breast and bowel screening programmes progress.
Around a third of breast cancers are now diagnosed through screening,
but we recognise that some groups and communities are not accessing
these services.

Subject to the consultation on Healthy Lives, Healthy People, PHE will have
responsibility for national elements of the cancer screening programmes,
including QA. We will take the opportunity to bring together the screening
QA services and make sure that they all deliver at the level of the best.

PHE will fund the NHS Commissioning Board annually to commission local
elements of screening programmes on behalf of PHE. During 2011/12, DH
will explore the development of a tariff for breast cancer screening and
bowel cancer screening to encourage providers to improve participation
rates, and reduce variation between different parts of the country and
among different groups as well as to facilitate patient choice.

HPV vaccination and testing

4.23

A national HPV immunisation programme began roll out in 2008, for school
age girls aged 12 to 13 and a catch-up programme up to 18 years. Uptake
has been consistently very high, with 80% of 12-13 year-old girls in Year

8 having received three doses of the vaccine in 2008/09. In the third year
of the programme, by November 2010, 76.9% of girls aged 12 to 13 years
had received their first dose of vaccine compared to 72.8% by November
2008/09 and 64.9% by November 2009/10.

Cervical screening

4.24

HPV testing as triage (sorting) for women with mild or borderline cervical
screening test results has been piloted and shown to be effective. Women
with mild or borderline results are tested for HPV and if negative are
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returned to the routine screening programme. Women who are HPV
positive are referred to colposcopy. HPV testing can also be used to test
whether women who have had cervical abnormalities treated have been
cured and this has been shown to be effective. The Government will roll
out HPV testing across England as triage for women with mild or borderline
cervical screening test results and as a test of cure for treated women.

The Operating Framework for the NHS in England 2011/12 states that
commissioners should work with their local services and NHS Cancer
Screening Programmes to implement HPV testing as triage for women with
mild or borderline results, leading to a more patient centred service and
major cost savings.

The Operating Framework for the NHS in England 2011/12 also states that
commissioners should ensure that cervical screening results continue to

be received within 14 days. As at November 2010, 81% of women were
receiving their results within 14 days. As recommended by the Advisory
Committee on Cervical Screening (ACCS), the threshold for achieving this
has been set at 98%. PHE will continue to reflect the advice of the ACCS
in commissioning the service. By taking a complete screening pathway
approach, achieving a 14 day turnaround time has also been shown to

be cost saving, with an average £100,000 saved per unit per year. Some
cancer networks are using this in their local Quality Innovation Productivity
Prevention (QIPP) programmes.

Breast cancer screening

4.26 The NHS Breast Screening Programme (NHS BSP) is currently being

extended to women aged 47-49 and 71-73. The Operating Framework

for the NHS in England 2011/12 states that commissioners should ensure
that all screening services continue to take part in the breast screening age
extension randomisation project, either screening women aged 47-49 or
71-73, depending on the randomisation protocol. As at November 2010, 17
out of 81 local programmes had implemented the extension randomisation.

4.27 The randomisation project, led by researchers at the University of Oxford,

will give directly comparable mortality data on the effectiveness of screening
including the benefits and harms in these populations. The results of the
project will be internationally important to show whether screening in

the extended age ranges is effective or not. That is why the Government
intends to run the randomisation of the breast screening age extension over
two three-year screening rounds rather than one. This will not only allow

us to gather world class data on the effectiveness of screening these age
groups, but will save £12 million per year. Ethical approval has already been
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4.28

4.29

granted to run the project over two rounds. Full roll-out to women aged
47-49 and 71-73 is therefore expected to be completed after 2016.

In combination with the age extension, local breast screening programmes
are replacing their current film systems with digital systems (direct digital
mammography). At the end of 2010, over 80% of screening programmes
had at least one direct digital x-ray set and nearly 30% will be fully
digital. We have advised programmes to move to direct digital as quickly
as possible as the independent Advisory Committee on Breast Cancer
Screening (ACBCS) has said that running both film and digital systems
together is inefficient.

Under the guidance of the ACBCS, the information leaflet sent out with

all invitations for breast screening has been revised to take account of the
latest evidence on breast cancer screening and informed choice. The ACBCS
is also developing a practical guideline for the NHS on the surveillance of
women deemed to be at a higher risk of breast cancer. Following successful
pilots, the NHS Breast Cancer Screening Programmes is now in a position to
begin managing the surveillance of high risk women across England.

Bowel cancer screening

4.30

4.31

Full roll-out of the original NHS Bowel Cancer Screening Programme for
60-69 year olds (using the Faecal Occult Blood test — FOBt) was completed
in July 2010, with 100% coverage of PCT populations. Between July

2006 when the Programme began and December 2010, over 8 million

kits had been sent out and nearly 5 million returned. 7,065 cancers had
been detected, and over 40,000 patients had undergone polyp removal.
Over 100,000 men and women aged 70 or over had self-referred into

the programme.

The NHS BCSP is currently being extended to men and women aged 70

to their 75th birthday. The Operating Framework for the NHS in England
2011/12 states that commissioners should ensure that all local screening
centres maintain the two-year screening round for bowel cancer. The
extensions begun in 2010/11 should continue and be maintained for
2011/12. Those centres whose end of original round in 2011/12 should
implement extension on completion of the original round. Those whose
two-year screening round falls beyond 2011/12 should prepare to expand
on completion of the original round. As at November 2010, 29 of the 58
local screening centres had implemented the extension. In addition, NHS
Cancer Screening Programmes will be looking at how the more accurate and
easier to use immunochemical FOBt can be introduced into the programme
potentially to increase uptake and to provide more accurate results.
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Flexible sigmoidoscopy (FS) is an alternative and complementary bowel
screening methodology to Faecal Occult Blood (FOB) testing. A randomised
controlled trial funded by Cancer Research UK, the Medical Research
Council and NHS R&D took place in 14 UK centres between 1994 and
2010 to evaluate screening for bowel cancer using FS. It concluded that

FS is a safe and practical test and, when offered only once between ages
55 and 64 years, confers a substantial and long lasting benefit. Based on
trial figures, experts estimate the programme would prevent around 3,000
cancers every year.

The DH has committed to invest £60 million over the next four years to
incorporate FS into the current bowel screening programme subject to UK
NSC approval. Pilots will begin during 2011/12 with the aim of achieving
30% coverage by the end of 2013/14 and 60% by the end of 2014/15.

It is envisaged that full roll out will be achieved in 2016. Subject to the
consultation on Healthy Lives, Healthy People, PHE will retain responsibility
for the commissioning of the FS programme during piloting and roll-out,
and will fund the NHS Commissioning Board to commission local elements
of the programme from 2016/17 onwards.

Improving access to the cancer screening programmes

434

To maximise the benefits from the screening programmes, we need to
empower the greatest number possible from all groups and communities
(particularly those under-represented and excluded) to make an informed
choice to participate in cancer screening. We are therefore working with the
Cabinet Office Behavioural Insight Unit to consider options for promoting
informed choice. In addition, we are planning to use the two regional
campaigns on bowel cancer symptoms as a lever for raising awareness

of the screening programme in those areas — and evaluation of those
campaigns will help us assess appropriate next steps.

Screening for other cancers

4.35

4.36

The NHS Constitution commits the Government to provide screening
programmes as recommended by the UK NSC.

The UK NSC reviewed the evidence for prostate cancer screening between
March 2009 and June 2010. The UK NSC concluded that men should not
be invited for Prostate Specific Antigen (PSA) testing because the risks

of over-diagnosis far outweighed any potential reduction in mortality.

The UK NSC policy will be reviewed in three years time, or earlier if major
new research evidence becomes available. Following public and stakeholder
consultation the UK NSC recommended that additional modelling of

high risk groups is conducted and further education of GPs through the
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Prostate Cancer Risk Management Programme (PCRMP) should also be
taken forward. To ensure that men are well informed about the signs and
symptoms of prostate cancer and empowered to request a PSA test if they
want one, the UK NSC has asked the Prostate Cancer Advisory Group to
explore options for making the PCRMP information more accessible to men.

The cancer research community remains committed to investigating
screening approaches in other cancers and several research programmes
are ongoing. The control arm of the ProtecT trial (Prostate testing for
cancer and treatment) and the UKCTOC:s trial (UK collaborative trial for
ovarian cancer screening) both are due to finish around 2015, and their
findings will be considered by the UK NSC. The National Institute for
Health Research (NIHR) Health Technology Appraisal (HTA) Programme
has funded a feasibility study into lung cancer screening using spiral
Computed Tomography (CT). Plans for a subsequent pilot study have now
been agreed. There are also a number of international trials ongoing, which
we are monitoring closely. Preliminary findings from the National Lung
Cancer Screening Trial in the US have recently been announced, showing a
reduction in lung cancer mortality of 20% in people undergoing spiral CT.?
The full study results are expected next year.

Early diagnosis: what PHE will deliver

4.38

4.39

4.40

As outlined in Chapter 1, later diagnosis in England is a major explanation
for poorer survival rates and, if patients were diagnosed at the same earlier
stage as they are in other countries, up to 10,000 deaths could be avoided
every year. We know that 95% of patients present with symptoms and that
nearly a quarter of all cancers are diagnosed through an emergency route.
The scale of the challenge is clear. In order to improve early diagnosis, we
need to encourage people to recognise the symptoms and signs of cancer
and seek advice from their doctor as soon as possible. We also need doctors
to recognise these symptoms and (if appropriate) refer people urgently for
specialist care.

We need to increase awareness of the symptoms and signs of cancer among
millions of people as well as encouraging a culture shift so that people visit
their doctor promptly when they do suspect cancer. We need particularly to
target the over 50s and recognise that lack of symptom awareness applies
to affluent and disadvantaged groups but is more acute in disadvantaged
groups.

Significant work has already been undertaken through the National
Awareness and Early Diagnosis Initiative (NAEDI) which is being jointly
led by DH and Cancer Research UK to test relevant local interventions.
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For example, the Doncaster Cough Campaign for lung cancer achieved an
increase in the number of people seeing their GP and an increase in patients
diagnosed at an earlier stage of lung cancer — from 11% to 19%.

In 2010 DH began a £10.75m local and national “signs and symptoms”
campaign. The campaign consists of 59 local campaigns focusing on the
three cancers accounting for the greatest number of deaths — breast, bowel
and lung cancer. A range of approaches are being taken across different
projects but all will aim to raise public awareness of the symptoms of
cancer, changing public behaviour to promote early presentation to primary
care and on encouraging primary care to respond appropriately. In two
regions, the DH will also be trialling centrally led campaign activity to raise
awareness of bowel cancer symptoms and to encourage early presentation.
Subject to evaluation, DH will roll out the campaign across the country.

To amplify the early detection message, DH is seeking to engage a number
of public sector and commercial partners in the two pilot regions. On

the public sector side, DH is encouraging organisations including local
authorities, libraries, police authorities, local fire services, Citizens Advice
Bureaux and the Territorial Army to display posters and leaflets and include
information in their newsletters and on their intranets to promote the
campaign to their workforce, as well as to the public.

DH is liaising with a number of commercial partners such as Kimberly-Clark
who will be communicating messages to their employees in a number of
their manufacturing sites. We are also targeting pharmacists through the
Royal Pharmaceutical Society, the Company Chemists Association and the
National Pharmacist Association.

Other health professionals have important roles to play in encouraging the
prevention and early detection of some cancers. PHE at a national level will
therefore wish to work to engage relevant health professionals in tackling
late diagnosis. Local authorities working through local health and well-being
boards will also wish to promote symptom awareness in their communities
and engage health professionals at a local level to prioritise the earlier
diagnosis of cancer.

Earlier diagnosis — the NHS role

Promotion of screening and symptom awareness by GPs

4.45

Although overall responsibility for promoting screening and symptom
awareness lies with PHE, this is a standard and very important role for GPs
as well. If they take opportunities to encourage their patients to think about
the importance of screening or to remind them to think about symptom
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awareness, this can have a very significant impact on patient behaviour.
Through a variety of means we will seek to encourage GPs to raise these
issues with their patients.

Supporting GPs to assess patients effectively

4.46

4.47

4.48

4.49

GPs see only around 8 or 9 new patients with cancer each year. However,
they see many more presenting with symptoms that could be cancer. And
those symptoms are generally symptoms of many other diseases as well.
This therefore makes it difficult for GPs to assess when it is appropriate to
refer patients on to secondary care for investigation.

There is a range of support available, for example NICE referral guidelines,
and DH has funded a number of initiatives to support GPs, such as an audit
of cancer diagnoses within primary care. In the areas where we are funding
awareness raising campaigns, local GPs are involved in the development of
the projects. For the regional pilots of the bowel cancer symptom campaign,
GPs will have a centrally developed resource pack to ensure that they are
fully aware that the symptoms could be bowel cancer and may require
referral on to secondary care.

And more work is underway, for example:

e arisk assessment tool for GPs has been developed and is about to be
tested in a number of pilot areas;

e we are working with the medical defence organisations to use clinical
negligence claims data (one of the organisations has told us that in 2009
19% of their claims related to the diagnosis, investigation or treatment of
a cancer patient) where support may best be targeted;

e we are looking at how decision support tools, risk assessment, safety
netting practices and audit can be integrated into GP training, appraisal
and revalidation;

e we are analysing data from the national cancer patient experience survey
to identify patient groups who may not be quickly identified by GPs and
those who are not seen by a GP before diagnosis; and

e we have commissioned retrospective and prospective studies of young
women with cervical cancer.

We have talked to many GPs as part of the development of this Strategy,
and they have raised a number of important issues for us to take forward.
For example, many have said that it would be helpful to have closer
relationships with their colleagues in secondary care as a way of making
good judgements about which cases to refer on.



Improving Outcomes: A Strategy for Cancer

Access to diagnostic tests

4.50

4.51

4.52

4.53
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GPs need easy access to the right diagnostic tests to help them to diagnose
or exclude cancer earlier. We are committing additional funding over the
next four years to enable GPs to have better access to selected diagnostic
tests, along with funding for the additional costs of tests and treatment

in secondary care. The Operating Framework for the NHS in England
2011/12 asked commissioners and providers to take action to begin

to deliver this.

Following advice from the Cancer Diagnostics Advisory Board, DH's view is
that GPs need to be able directly to access the following tests for patients
for whom the two week urgent referral pathway is not appropriate, but
symptoms require further investigation:

e chest x ray: to support the diagnosis of lung cancer;

e non-obstetric ultrasound: to support the diagnosis of ovarian and other
abdomino-pelvic cancers;

* flexible-sigmoidoscopy/colonoscopy: to support the diagnosis of bowel
cancer; and

e Magnetic Resonance Imaging (MRI) brain: to support the diagnosis of
brain cancer.

All GPs have access to chest x-rays and variable access to non-obstetric
ultrasound, but there is little primary care access to the other tests.

The additional funding will enable expansion of diagnostic testing to allow
for more tests, so that more people can be checked earlier when they have
presented with the relevant symptoms. Other tests, such as Computed
Tomography (CT) scanning, are not currently considered appropriate for direct
GP access, as they are not a first test that primary care requires access to.

The Impact Assessment contains full details of:
e what this additional funding could purchase in terms of extra tests;

e the extra costs of people being tested in secondary care and treated
earlier because of earlier diagnosis; and

e the lives that can be saved by these earlier diagnoses.
It will be the role of GP consortia to commission the additional direct access
tests. Although the focus of this additional funding is on using diagnostic

tests as a way of excluding or confirming cancer earlier, it may well be that
GPs choose other approaches to delivering earlier diagnosis, eg increased
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4.56

4.57

use of the urgent referral pathway. What matters is that earlier diagnosis

is delivered, and that survival rates improve. The funding is available to
deliver the improved survival rates, and that is what the NHS will be held to
account for delivering.

We will work to ensure that tariffs incentivise quick and where appropriate
direct access to diagnostics.

DH will also ensure that data is routinely collected about GP usage of
these tests, so that GPs can benchmark their use of them. This data will
be published, alongside data about GPs' usage of the two-week urgent
referral pathway, as there will be a balance between how GPs use these
two approaches to cancer diagnosis.

Working with the Cancer Diagnostics Advisory Board, DH will ensure
that appropriate criteria for direct access to diagnostic tests are drawn up
in 2011.

Rarer cancers

4.58

4.59

For GPs, spotting the signs and symptoms of rarer forms of cancer can be
particularly challenging, as they may only see one or two instances of the
cancer in question in their career. It is, however, clear that more needs to be
done to raise awareness of the signs and symptoms of rarer cancers and to
improve the pathway to diagnosis for people with rarer cancers. A recent
survey? by the Rarer Cancers Foundation of nearly 400 patients found
that nearly one third of respondents had been reassured by their GP and
not asked to return when they had first presented with symptoms. Perhaps
unsurprisingly, a similar proportion of respondents rated their experience of
the pre-diagnosis phase of their care as poor or very poor. Of those who
responded to the survey, more than one quarter reported that their cancer
was diagnosed at an advanced stage.

Providing high quality decision aids and promoting early referral to
secondary care will be central to our efforts to improve the diagnosis of
rarer forms of cancer, as well as more common tumours. Through NAEDI, in
2011/12 DH will also work with charities which represent patients with rarer
forms of cancer to assess what more can be done to encourage appropriate
referrals and earlier diagnosis of rarer cancers.

Benchmarking performance

4.60 As explained in chapter 2, we will ensure that GPs have the data they need
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to benchmark their performance in relation to the diagnosis of cancer.
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