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Welcome to the first edition of our NAEDI newsletter, created to keep all
key partners updated and involved in this significant Cancer Reform Strategy
Initiative. Our Steering Group met for the first time on June 20th and we plan
to hold the first of a series of annual conferences in London on November
21st 2008 – more details to follow. We would like to hear from you and
encourage you to keep in touch via naedi@cancer.org.uk.
Mike Richards and Harpal Kumar (Co-Chairs, NAEDI)
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The vital importance of diagnosing
cancer early came through loud
and clear at the first meeting of
the National Awareness and Early
Diagnosis Initiative (NAEDI)
steering group. The group
convened at Cancer Research
UK's London Headquarters to
review the situation with respect
to early detection and cancer
awareness, discuss work streams
and agree ways forward. There
was unanimous agreement about
the need to engage widely with
the full complement of cancer
charities as well as relevant public
and private sector organisations.

4

Professor Mike Richards, National
Cancer Director, welcomed the
Initiative's delegates and described
the need to increase early
diagnosis as "the next big thing
that needs to be tackled after

smoking". Richards said that
significant progress has been made
in this area since the Cancer Plan
in 2000. Even so, public awareness
of cancer symptoms is poor,
delays in primary care exist and
diagnosis of late disease is too
common. There is still a lot we do
not know about how to solve
these problems and there is great
demand for both action and
research.
NAEDI will seek to achieve a
balance between these two facets,
as reflected by the seven
proposed work-streams that will
form its core. The work streams,
presented by Harpal Kumar, Chief
Executive of Cancer Research UK,
reflect both the complexity of the
issue and the desire to make real
progress.

The seven work-streams
•
•
•
•
•
•
•

Review of the evidence base on links between early diagnosis and survival
Measuring awareness of cancer symptoms and introducing regular assessment surveys
Interventions to promote early presentation, focusing on evaluation and dissemination
Interventions in primary care and understanding the nature of primary care delay
International benchmarking against countries with better outcomes for selected
cancers
Prospective research to identify and fill gaps in the knowledge base
Key messages which use language consistently and effectively
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Updates from the workstreams
Awareness measurement

“Early diagnosis
is the next big
thing that needs
to be tackled
after smoking.”

The public’s awareness of
early cancer symptoms is
poor and this may be
contributing to late
presentation and poorer
survival.
The Cancer Reform Strategy
highlighted the importance
of raising awareness in the
general population. But
currently there is no
standardised way of
measuring awareness,
making it difficult to establish
current levels or evaluate
the effectiveness of
interventions.

To address this, Cancer
Research UK are developing
an awareness measurement
tool in collaboration with a
group from University
College London, King’s
College London and the
Universities of Oxford and
Glasgow.
The tool will facilitate
accurate and sensitive
surveillance of public
awareness of cancer over
time, identify information
needs and monitor the
impact of campaigns
promoting awareness and

early presentation. And it
will be made available to
others so that they are able
to use it in their work.
The tool questions are
currently undergoing
validation and cognitive
testing. Once this is
complete they will be used
in a national survey to
establish a baseline of cancer
awareness, which will allow
us to determine the
effectiveness of future
campaigns.
Jane Wardle

Interventions to promote early presentation

“The Cancer
Reform Strategy
highlighted the
importance of

There is a dearth of useful
evidence about interventions
to promote early
presentation and reduce
delays. This severely
hampers the development of
policy initiatives to improve
outcomes for cancer
patients in the NHS. But
new approaches are
currently being tested. A
face-to-face intervention
that seeks to promote early
presentation of breast
cancer among older women
is being implemented and
evaluated by the Cancer
Research UK London
Psychosocial Group. The
intervention is designed to

increase women’s
knowledge about breast
cancer symptoms and
personal risk of developing
breast cancer, as well as
their confidence to detect
changes. The aim is to
reduce the proportion of
older women who delay
their presentation and
thereby save lives.
A community cancer
awareness programme, the
‘Healthy Communities
Collaborative’, is taking place
in ten sites (including
Liverpool, Salford,
Manchester, Tyneside and
Gateshead) in deprived

communities across England,
with ten more coming on
stream later in the year. An
Improvement Foundation
project manager coordinates
a team of local people and
professionals, to devise
bespoke methods of
delivering messages on the
benefits of early
presentation and symptom
awareness. Early indications
show an increase in numbers
of urgent referrals for, and
new cases of, breast, bowel
and lung cancers.
Amanda Ramirez
and David Lyons

raising awareness
in the general
population.”

International benchmarking
Many other countries have
better outcomes for
selected cancers than the
UK currently does. But the
reasons for these differences
are often unclear. The
international benchmarking

stream aims to examine why
the differences exist.
We aim to make
comparisons on five key
cancers with other countries
whose cancer registration is

sound and reliable. The
insights it provides will be
used to direct future action
and research in the field of
early diagnosis.
David Forman
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Interventions in primary care
There is still a lot to
understand about primary
care delay, not least, how
much of a problem is it, what
causes it, and what can we
do about it? The Royal
College of General
Practitioners is leading on a
national audit of cancer
diagnosis in primary care. An

informal steering group of
GPs with backgrounds in
cancer research and service
delivery have met to discuss
the nature of this audit.
The current intentions are:
to conduct a baseline
assessment of interval from
first presentation to

diagnosis for a range of
cancers; to collate significant
event audits of cancer
diagnosis from practices; and
to use this data to develop a
detailed audit tool that we
can implement in 2009.
Greg Rubin

Review of the evidence base
We have known for years
that, in general, the earlier a
cancer is diagnosed and
treated, the greater the
chances of a successful
outcome.
However, we still know very
little about the best ways to
address ‘late diagnosis’ and
to what extent
improvements in UK survival
rates could be impacted.
With the exception of
breast cancer, the seminal
work for which was done by
Mike Richards and Amanda
Ramirez, there is no solid
evidence for the actual effect
of delay on survival in
cancer.

There are a number of
research projects and
collaborations underway to
answer some of these
questions including
systematic reviews of the
literature on delay, on
general cancer awareness
measurement and on
interventions to address
early detection.
In addition we are building
an understanding of what
the data tell us about the
number of lives that could
be saved if the UK had the
same survival rates as the
best in Europe; UK's relative
position in European league
tables for one-year survival

(related to stage at
diagnosis) and two-five year
conditional survival (related
to care received) and some
of the reasons for European
survival differences.
We will also create a
national database of local
interventions designed to
improve cancer awareness
and early detection,
hopefully encouraging
systematic and consistent
evaluation in order to learn
and disseminate more about
best practice.
David Forman
and Sara Hiom

very little about
the best ways to
address ‘late

Research
Many questions remain to be
answered about the causes
of delay in diagnosing some
cancers, and how these
delays can be overcome.
Research will therefore be
an important component of
NAEDI and will be taken
forward jointly with the
National Cancer Research
Institute (NCRI). This will
enable all the major funders

“We still know

of cancer research to
contribute to a broad
ranging research agenda
including a better
understanding of health
behaviours, new decisionmaking tools for GPs and
novel diagnostic
technologies.
Early work to scope
research needs in some

specific areas has already
been undertaken by the
NCRI Primary Care Clinical
Studies Development Group
and the UK Respiratory
Research Collaborative. It is
expected that specific
actions will begin to emerge
early in 2009.
Jane Cope

diagnosis’ and to
what extent
improvements in
UK survival rates
could be
impacted.”
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Key messages
The key message stream
focuses on the development
of cancer-specific messages
that reflect the best
evidence and use language in
the most effective way.
Campaigns that seek to raise
symptom awareness can use
these standardized messages
to ensure a consistent
approach.

So far, key messages have
been developed for prostate,
lung and bowel cancer with
ovarian cancer to join them
shortly. There are plans to
do the same for skin, head
and neck, and bladder
cancers.
Developing key messages is
a challenging but worthwhile
process. In encouraging a

variety of stakeholders to
reach a consensus, a group
of independent organisations
can speak with one clear and
strong voice on a particular
topic. This can reinforce
efforts that seek to raise
awareness of cancer-specific
topics. And, importantly, it
minimises the chance of
conflicting messages reaching
the public or health
professionals.

Updates from steering group members
Cancer Networks

“Awareness and
early diagnosis of
cancer is high on

Awareness and early
diagnosis of cancer is high on
the national agenda, but it is
also a top priority at local
level, as shown by the action
taken in Merseyside and
Cheshire. In 2007/8, the
Cancer, Public Health and
Sexual Health networks in
this region commissioned a
cancer inequalities strategy
that would improve early
detection and prevention of
cancer. The strategy and its
accompanying action plan
were launched in January

2008 at a workshop chaired
by Ruth Hussey, the
Regional Director of Public
Health, and attended by
Mike Richards, National
Cancer Director.
The strategy identifies six
priority cancers and five
themes for action over the
next two years: staging;
social marketing; early
warnings; schools and young
people; and screening
performance. Now finalised,
the action plans are being

implemented across
Merseyside and Cheshire.
To request electronic copies
of these documents, please
e-mail Jackie Sanders
(Business Support) at
Jackie.sanders@mccn.nhs.uk
Paul Mackenzie,
Health Inequalities Manager,
Merseyside and Cheshire
Cancer Network

the national
agenda, but it is
also a top
priority at local
level.”

NPSA Early diagnosis in cancer project
The National Patient Safety
Agency (NPSA) recently
launched a project to
improve patient safety in
England and Wales, focusing
on promoting early cancer
diagnosis. The project
focuses on primary care, and
diagnostics at the critical
interface between primary
and secondary services. It is
part of a wider programme
of work, established

following a review of
incidents relating to cancer
safety, reported to NPSA’s
National Reporting and
Learning System (NRLS).
The project team are keen
to engage with service users,
families and practitioners to
ensure that their action is
genuinely grounded in
experience. The team are
especially keen to hear from

patient groups willing to
share their experiences and
from practitioners with ideas
or examples of best practice.
E-mail
edana.minghella@npsa.nhs.uk

or contact the project
administrator, Kumba Jaiteh,
on 0207 927 9517 or at
kumba.jaiteh@npsa.nhs.uk.
Mayur Lakhani
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Pharmacists
The NAEDI steering group
includes a range of different
stakeholders, including
pharmacist Davan Eustace.
Davan has been involved
with the Lung Cancer

Awareness Month Working
Group for two years now
and believes that pharmacy,
particularly community
pharmacy, has an important,
but currently under-used,

role to play in promoting
cancer awareness and early
diagnosis.
Davan Eustace

“I hope that
National Cancer Intelligence Network
The National Cancer
Intelligence Network will be
helping to deliver NAEDI’s
objectives. First and
foremost, it will make
significant advances in the
collection of reliable and
consistent information on

disease stage at diagnosis.
The NCIN will also be
developing ‘surrogate’
measures of early or late
presentation, such as oneyear survival rates,
proportion of deaths in one
year and proportion of

diagnoses with metastatic
disease present. It will
publish analyses based on
these outcomes, which will
improve the evidence base
on early diagnosis and offer
a firm grounding for future
action and research.

on the best
examples of
what’s happening
and be a means
of sharing that

A patient perspective
People who have been
affected by cancer can play a
role in raising awareness of
symptoms and encouraging
early recognition. As more
people are living with and
beyond cancer, we should
be seeking ways of
harnessing that resource.

NAEDI will draw

Every time I give a talk or
meet someone, I try to find
a way of explaining my
behaviour and reluctance to
get checked out.
It is important that local
people are used to work and
communicate with their

neighbours and their
communities.
I hope that NAEDI will draw
on the best examples of
what is happening and be a
means of sharing that
information with others.

information with
others.”

Derek C Stewart
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