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EMPOWERING 
YOU TO ACT
A guide for Members of 

Parliament

Where to find the cancer data that matters 
to your constituents and how you can use it 

to take action



2

This toolkit has been created to help you access the cancer data that tells you about your 
local cancer services, allowing you to scrutinisetheir performance and compare them to 

the national average.  

As well as making it easy to find these data, we have suggested a number of ways that 
you can take actionin both Parliament and in your local area.  

Armed with the best data and suggested actions, we are aiming to put you 
in a position to improve outcomes and experiencesfor local cancer patients 

and their families.



Contents
About this toolkit pages 4-6

What can you do? pages 7-9

Where you can find local cancer data pages 10-17
Å Incidence
ÅPrevalence
ÅMortality
ÅSurvival
ÅPatient experience
ÅWaiting standards
ÅScreening and vaccination

About the Cancer Campaigning Group pages 18-20

Contact details pages 21-22

3



About this toolkit:
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Why local data matters
About this toolkit: purpose

This toolkit is designed to help you access local cancer data, so you can assess 
the quality of cancer services in your area, and work together with partners to 
identify ways to improve these services.  For example, if your area has high 
incidence of cancer, it may require specialist prevention or public awareness 
programmes.  To help with this, we have suggested a number of actions you 
can take.Ultimately, effective use of local data, driving action, has the power 
to improve outcomes and experiences for patients and their families.

Where can you find cancer data?

A wealth of cancer data exists, but it is held in a number of different places. 
This includes: Public Health England (PHE), the Health and Social Care 
Information Centre (HSCIC), the National Cancer Intelligence Network (NCIN) 
and the Office for National Statistics (ONS).  

Further details

Most of the data we refer to in this toolkit are available at clinical 
commissioning group level, but where this is not the case, we have outlined 
how to access the most local data available.  Not all of the data are available for 
children and young people: the age range of the data has been made clear 
within each section.  Further, in line with the work of the Cancer Campaigning 
Group, the toolkit is focused on England only.  Some UK-wide statistics have 
been used where these are the only available statistics.
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Accessing data: some considerations

It is not always straightforward to access data.  The specific type of data 
you may be interested in might be difficult to find, of low quality, not 
publicly available or not routinely collected by the NHS. For example, for 
members of the public to access data from datasets which contain 
information about radiotherapy and chemotherapy, special requests must 
be made to the bodies that govern it. This is important to protect patient 
data. 

Furthermore, data can also be hard to reach for specific patient groups, 
such as children and young people; BME patients; and those with rarer 
ŎŀƴŎŜǊǎΦ  5ŜǎǇƛǘŜ ōŜƛƴƎ ƘŀǊŘ ǘƻ ŦƛƴŘΣ ƛǘΩǎ ƛƳǇƻǊǘŀƴǘ ǘƻ ŎƻƴǎƛŘŜǊ ǎǳŎƘ 
subgroups when analysing where variations occur.

We believe that the NHS should aim to produce high quality data that is as 
transparent and accessible as possible, as there are huge benefits to 
promoting public understanding of services and their performance.



Cancer in context: why should you act?

The number of people 
living with cancer is 

projected to double from 
two million in 2010 to 
four million by 20301

60 per cent of new UK 
cancer cases are 

diagnosed in people aged 
65+2

Cancer is responsible for 
one in four deaths in the 

UK3

Cancer is one of the 
diseases people are most 

scared of4

UK cancer outcomes still 
lag behind the best in 

Europe5

Cancer is the most 
common cause of non-

accidental death in 
children and young 

people6
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What can you do?



What can you do?

The data signposted to in this 
toolkit empowers you to 

scrutinisethe performance of 
cancer services in your local area 

so that you can take action.

The following chapter includes 
specific actions that you can take 

in response to each dataset.  

The overarching actions set out 
here can be framed around any, 

or all, of the datasets that follow.

ωWrite to the chief executive of your local clinical 
commissioning group and hospital trust to ask what is 
being done to improve cancer outcomes

ωExamine the local statistics outlined to compare local 
performance against the national average

ωMeet with local patient groups to ask about their 
experiences of local cancer services

ωSeek meetings with all local partners to collaborate in 
helping to improve local cancer services

Locally

ωTable parliamentary questions on the performance of 
your local services

ωHighlight case studies of effective local services in 
parliamentary debates

ωWhere performance requires improvement, write to the 
Secretary of State for Healthand ask what steps are 
being taken at a national level to support local services

ωMeet with local and national partnersto explore how 
they can work together to improve cancer outcomes

In Parliament
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What can you do?
9

Not all services for cancer 
patients are commissioned 

locally. Constituents who have 
rarer cancers and children and 
young people with cancer are 

likely to access specialised 
services, which are 

commissioned by NHS England, 
as well as those commissioned by 

your local NHS.  This list of 
specialised conditions can be 

found here.

We have included some 
suggestions for action you might 

take on behalf of these 
constituents.

ωTable parliamentary questions on the performance of 
specialised services

ωHighlight case studies of constituent experience of 
specialised services in parliamentary debates

ωWhere performance requires improvement, write to the 
Secretary of State for Health and NHS England to ask 
what steps are being taken at a national level to 
improve NHS cancer care

ωMeet and work with your NHS England Regional Teams 
to encourage action to improve cancer services that 
they are responsible for

http://www.england.nhs.uk/wp-content/uploads/2014/01/pss-manual.pdf


Where you can find local 
cancer data
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Incidence

What incidence data are available? 

The latest incidence data available for England are available at both clinical 
commissioning group level and local authority level for all cancers.  

At clinical commissioning group level, incidence data are available for 2012.  At local 
authority level, incidence data are available for 2010-2012.  These data are age-
standardised, which means that the statistics are adjusted to take into account the age 
range of the population in question.  This makes it fairer to compare one area against 
another.

Why do incidence data matter?

Incidence data tells you the number of new cases of cancer diagnosed in your area, 
within a specific timeframe.  Higher cancer incidence could be a linked to a range of risk 
factors7, for example smoking.  

Incidence data helps to assess the burden of cancer in your area and whether cancer 
prevention and public health programmes are needed.

Where can I access incidence data?

Incidence data for clinical commissioning groups can be 
accessed via Local Cancer Intelligence.  It can also be 
accessed via the Cancer Commissioning Toolkit, here.

Incidence data for local authorities can be accessed via the 
HSCIC indicator portal, here.  Once within the portal, search 
ŦƻǊ άƛƴŎƛŘŜƴŎŜ ƻŦ ŀƭƭ ŎŀƴŎŜǊǎέ ŀƴŘ Ŧƻƭƭƻǿ ǘƘŜ ŦƛǊǎǘ ƻǇǘƛƻƴΦ
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Questions to consider:
Å How does the cancer incidence rate in my local area compare to the national 

average?  Why is my area below/above the national average?
Å What public health programmes are being run to try and help prevent cancers from 

occurring?

http://lci.cancertoolkit.co.uk/
https://www.cancertoolkit.co.uk/ExtractsReports/Incidence
https://indicators.ic.nhs.uk/webview/


Prevalence

What prevalence data are available? 

The latest prevalence data available for England at clinical commissioning group level 
shows the number of people living with cancer in 2010 who were diagnosed between 
1991 and 2010.  In addition, Local Cancer Intelligence contains projections on the 20-
year cancer prevalence for your local clinical commissioning group.  

The HSCIC also has data on cancer prevalence for the financial year 2013/14, outlining 
the number of cancer patients for each clinical commissioning group as a percentage of 
the total number of patients.

Why do prevalence data matter?

Prevalence data tells you the total number of people who are living with cancer in a 
given area, in contrast with incidence data, which tells you the number of new cases in a 
given time period. 

Prevalence data are important as they demonstrate an increasing number of people 
living with cancer, who may have different care or treatment needs from those who are 
newly diagnosed with cancer. 

Where can I access prevalence data?

Prevalence data for clinical commissioning groups can be 
accessed via Local Cancer Intelligence, which includes 
projections on the 20-year cancer prevalence for your local 
clinical commissioning group.

HSCIC data on cancer prevalence for 2013-14 can be 
accessed via the indicator portal, here . Once within the 
portal, search for άǇǊŜǾŀƭŜƴŎŜ ƻŦ ŀƭƭ ŎŀƴŎŜǊǎέ ŀƴŘ Ŧƻƭƭƻǿ ǘƘŜ 
first option.
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Questions to consider:
Å What is the trend for the number of people living with cancer in my local area?
Å What services are in place to ensure that people living with (and beyond) cancer 

have the right amount of social and emotional support, as well as access to 
appropriate treatments?

http://lci.cancertoolkit.co.uk/
https://indicators.ic.nhs.uk/webview/


Mortality

What mortality data are available?

Cancer mortality data are available at clinical commissioning group level, 
for all cancers (excluding non-melanoma skin cancer) for the years 2008-
12.  This data is age-standardised, which means that the statistics are 
adjusted to take into account how many old or young people are in the 
population in question.  

The data are also available at local authority level for 2012.

Why do mortality data matter?

Cancer mortality measures the number of people who have died from 
cancer in a given period of time.  Age-standardised mortality data are 
important as they help to establish how effective local cancer services are 
at helping cancer patients to prolong life.  Significant regional variation 
exists in the most recent data, with the best performing clinical 
commissioning group having 106.9 deaths from cancer per 100,000 
people, and the worst performing having 2439.4 deaths per 100,000 
people.

Where can I access mortality data?

Mortality data for clinical commissioning groups can be accessed via Local Cancer Intelligence. It can also be accessed here, via the Cancer 
Commissioning Toolkit.  Mortality data are available at local authority level via the HSCIC indicator portal, here. Once within the portal, search for 
άƳƻǊǘŀƭƛǘȅ ƻŦ ŀƭƭ ŎŀƴŎŜǊǎέ ŀƴŘ Ŧƻƭƭƻǿ ǘƘŜ third option.
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Questions to consider:
Å How does the cancer mortality rate in my local area compare to 

the national average?  Why is my area below/above the national 
average?

Å Are patients in my area receiving the best possible treatment to 
enable them to live for as long as possible?

http://lci.cancertoolkit.co.uk/
https://www.cancertoolkit.co.uk/ExtractsReports/Mortality
https://indicators.ic.nhs.uk/webview/

