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FOREWORD

Bowel cancer is an important health issue worldwide and, in Scotland, it represents a major problem. It is the
second most common cause of cancer death in this country, and the incidence, which is currently 53.5 per
100,000 of the population, increased by 12% in men and 2.1% in women between 1991 and 2000 (Information
and Statistics Division).

Although the outcome of treated bowel cancer has improved over time, five-year survival is still in the region of
40%. If continuing improvements are to be made, a range of initiatives and actions are required across a range of
areas and specialties, from prevention, through earlier detection, treatment, palliative care and ongoing research.

In this framework, the key components of a national bowel cancer service programme are outlined, under the
headings of Basic Elements, Service Implications and Research Implications.

Significant work is already underway throughout NHSScotland to improve bowel cancer services. However,

a formal over-arching framework would provide a national focus and add value in terms of collaboration and
consistency. That is why this framework is being published. It brings together various elements aimed at improving
bowel cancer services and ultimately outcomes for patients with bowel cancer in Scotland.

Cancer continues to be a top priority for the Scottish Executive and for NHSScotland. Working together with
clinicians across cancer networks, the voluntary sector and patients, significant strides have been made in
improving cancer services.

Of the additional £60m investment supporting implementation of the cancer strategy, Cancer in Scotland: Action
for Change (SEHD, 2001), which has enabled more than 300 additional staff to be employed, in the community, in
secondary care and in specialist cancer centres, £18m has been invested in earlier detection, £17m in improving
treatment services so that waiting times are reduced and a continuous quality improvement ethos is embedded
within day-to-day practice. This includes £4m for bowel cancer services that has been directly invested from
Cancer in Scotland and a further £5.8m from New Opportunities Fund to support improvement in prevention,
investigation and treatment.

A second bowel cancer network development workshop will be held on 23 April, focusing on the period up only
to diagnosis. As the subject is so big it is planned to hold a second workshop later in the year focusing on the
treatment and care of patients with colorectal cancer.

A great deal of additional effort and resource is also being invested in programmes of prevention and education
aimed at lifestyle interventions that are known to make a difference to people’s health.

The Cancer Challenge, or as it is more commonly known, the bowel cancer screening pilot, underway in Fife,
Tayside and Grampian is now in its second round. The formal Evaluation Report on the UK Colorectal Cancer
Screening Pilot in July 2003 confirmed the potential benefits of colorectal cancer screening. The Minister for
Health and Community Care Mr Malcolm Chisholm, re-affrmed on 4 September 2003, and subsequently, the
Scottish Executive’s commitment, to introduce a national bowel cancer screening programme. The planning
process to support the screening programme is expected to take some time and will be taken forward in
conjunction with the service and will take into account advice from the UK National Screening Committee.



Endoscopy capacity is recognised across the country as a significant challenge for earlier diagnosis and
investment is either being put in place or is planned in a number of NHS Board areas. This framewaork highlights
the issues surrounding training and workforce planning as well as capacity and demand.

The purpose of this framework is not to draw conclusions, but rather to set a direction of travel. We need to bring
together screening and symptomatic diagnostic services in order to plan in a co-ordinated way for the future. It is
proposed that a new national steering group will be established to map out an agreed approach over the next
three to five years to ensure that bowel cancer services are ready to support a national screening programme as
well as meeting qualitative standards and targets, including waiting times.

As far as research is concerned, an additional £1m has supported the establishment of the Scottish Cancer
Research Network and more than £2m is being invested by the Chief Scientist Office in the two Scottish National
Translational Research Centres in Dundee and Glasgow (working together as a virtual centre) and in Edinburgh
where there is a major research interest in the genetic aspects of bowel cancer.

Services for people at risk of or diagnosed with bowel cancer in Scotland are improving, but significant challenges
remain. There is a national consensus that there are significant opportunities to enhance that progress. This framework
provides a platform to do that.

A7 4 .,,443

Dr E M Armstrong
Chief Medical Officer
April 2004



01.

PREVENTING CANCER

The Scottish Executive’s policies to support improvements in the health of Scottish people are set out in a variety
of published documents (see reference list at end).

Of these, perhaps improving diet and exercise can have the most impact on incidence of, and mortality from,
bowel cancer in Scotland.

It is not intended to provide a comprehensive status report on these various initiatives here, however, a summary
is provided that clearly demonstrates a wide range of actions being taken by the Scottish Executive and
NHSScotland who are continuing to work in partnership to help achieve, among others, the overall cancer
mortality target of a 20% reduction in deaths from cancer in the under 75s by 2010 (1995 baseline). In 2002 there
were 22.8 deaths from cancer per 100,000 of population, which is a fall of 16% compared to the 1995 baseline.

ISD statistics show that in 2000 bowel cancer was the third most frequently diagnosed cancer in both sexes.
Incidence was higher in males with a statistically significant increase of 12% over the period 1991 to 2000.
However, the 2.1% increase in females was not statistically significant. Mortality fell for males (-12.4%) and
females (-23.8%) over the period from 1993 to 2002.

The effects of unhealthy lifestyles and deprivation have long been recognised, although more work is needed to
better understand the complex biological interactions that may influence individual and population health.

The government is committed to closing inequality gaps and, in the health area, is setting up a
Centre for Population Health Studies in Glasgow, as set out in A Partnership for a Better Scotland:
Partnership Agreement (2003).
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02.

DETECTING AND TREATING
CANCER EARLY

The best way to reduce mortality from bowel cancer in Scotland is to ensure earlier diagnosis and treatment.
This means more rapid access to services as well as trying to ensure that patients seek advice earlier whenever
they have symptoms suggestive of cancer. There is clear evidence that the earlier the stage of disease at
presentation the better are the chances of cure.

Bowel cancer awareness raising programmes as set out above, such as the West of Scotland Cancer Awareness
Project (WOSCAP) and the joint Lanarkshire/Forth Valley Bowel Cancer Awareness Project (BCAP) initiative have
a clear role to play in helping people understand the signs and symptoms of bowel cancer.

A Cancer Genetics service is well established with clear referral and risk stratification protocols in place (Guidance
available on Cancer in Scotland website at www.cancerinscotland.scot.nhs.uk). The Scottish Cancer Group’s
Cancer Genetics Sub-group is currently updating the guidance in light of new developments and emerging new
evidence.

Cancer in Scotland: Action for Change (2001) confirmed the Scottish Executive’s strategy for preventing as many
cancers as possible (see section on Cancer Prevention above). It also stated that, “The next best strategy is to
detect and treat cancer early and national population screening programmes aim to do that.”

New screening programmes are introduced only after rigorous assessment to ensure that they are effective in
doing what they set out to do, according to nationally agreed criteria. The UK National Screening Committee
was established in 1996 to advise UK Health Ministers about the introduction of new screening programmes.
The advice of the Committee is taken into account in the Scottish Executive’s consideration of screening issues.

The Scottish arm of the pilot bowel screening programme — The Cancer Challenge — undertaken in Fife, Tayside
and Grampian NHS Board areas, completed its first two-year round of screening in 2002 and is now in its second
round. The evaluation report published in July 2003 confirmed that population screening for bowel cancer using
Faecal Occult Blood testing was feasible.

European Union health ministers backed a plan in December 2003 calling on member states to implement more
effective screening programmes for breast, colon and cervical cancer. The Council of the European Union
recommended the introduction of faecal occult blood screening for bowel cancer in men and women aged 50-74.

The Minister for Health and Community Care has reaffirmed the Scottish Executive’s commitment to introduce a
bowel cancer screening programme, taking into account the recommendations of the UK National Screening
Committee. As a first step NHS Boards have been asked to start planning for the introduction of such a
programme. It is expected that the planning process will take at least five years as further consideration requires
to be given to a range of issues including the appropriate upper age range for screening.

There are significant resource and workforce implications for NHSScotland and it is important that symptomatic
services are able to absorb the impact of patients being referred from screening programmes. The estimated target
screening population (based on the age range 50-69) is around 1.1m — approximately 557,000 a year. If a decision
is taken to screen up to the age of 74 (in line with the EU recommendation) the target population each year would
rise to around 660,000 people that are likely to be involved in a nationwide call-recall system for bowel cancer
screening. Based on a number of predictions (from the evidence of the pilot) i.e. screening uptake, positivity rate of
the returned tests, and the number of people who will go on to have diagnostic tests it is estimated that the



number of colonoscopies each year will be around 6360 (based on screening age range 50-69). As will be seen in
the next chapter, the pressures on endoscopy/colonoscopy services are already severe. However, much can be
learned from the experiences in the bowel cancer screening pilot area (Fife, Tayside and Grampian).

The following pages set out the current position and the actions that need to be taken in readiness for the
introduction of a national bowel screening programme in due course.

To help plan towards that and to ensure an agreed approach across the country, the Scottish Executive
Health Department will set up a National Steering Group to map out next steps and agreed approach to
build capacity and ensure services are ready to support a national screening programme over the next
three to five years.

Further guidance about a colorectal cancer screening programme is expected to issue later this year.
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03.

RAPID ACCESS TO
DIAGNOSIS AND TREATMENT

“To increase the probability of treatment success while at the same time minimising patient anxiety and stress,
delays in investigation, diagnosis and subsequent treatment of cancer must be eliminated wherever possible.”
Cancer in Scotland: Action for Change (2001).

Feedback from patients has frequently confirmed that waiting for appointments to be seen at out patient clinics,
waiting for appointments for investigations, waiting for results and waiting for treatment adds considerably to their
anxiety and stress. Moreover, speed of access is considered to be one of the main reasons for dissatisfaction with
the NHS. The Scottish Executive is therefore committed to a programme of national targets that are designed to
alleviate patient and public concerns and to improve diagnosis and treatment services by driving down waiting
times for everyone with cancer. Every part of the patient pathway, from referral, through investigation, diagnosis
and subsequent treatment requires to be carefully examined and appropriate changes made to secure real and
lasting improvements.

In planning to meet the target that, “By 2005, the maximum wait from urgent referral to treatment for all cancers
will be two months”, NHS Boards also need to take into account the possible impact of the introduction of a
national bowel screening programme. Local Health Plans are a public statement of each Board’s plans for their
local health services. National waiting times targets are monitored and for the 2005 target systems are currently
being put in place to assess performance against it.

In the three years since publication of Cancer in Scotland, £18m additional investment has brought significant
reductions in waiting times across the country. However, to assist further an additional £1m, over and above that, has
been invested in the Cancer Service Improvement Programme (CSIP) that aims to accelerate the pace of change and
bring further improvements to existing systems and processes across the three regional cancer networks.

In both the West of Scotland and the North of Scotland CSIP facilitators are working with bowel cancer networks
to look at further sustainable improvements that can be made across their respective regions. It is anticipated that
services will be reorganised and/or altered in a variety of ways that will enhance patients’ experiences and further
reduce waiting times. A redesign programme is also underway in West Lothian.

As noted elsewhere in this framework, the provision of endoscopy/colonoscopy services and workforce shortages
represent significant challenges both for symptomatic and for potential screening services. Waiting times for
colonoscopy are variable across Scotland. Innovative approaches to the delivery of these services are required if the
range and type of services required are to be delivered for patients and for the well population eligible for screening.

The Centre for Change and Innovation is planning to hold a national convention in September to
facilitate clarification of, and consensus on, the immediate, medium- and longer-term priorities
including options for increasing capacity and training provision within NHSScotland.

So as to avoid unnecessary duplication of effort and to ensure a collaborative approach, these are issues that
need to be considered at three levels; locally, regionally and nationally involving clinicians, workforce planning and
NHS Education for Scotland colleagues.
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04.

IMPROVING CANCER
TREATMENT AND CARE

Cancer in Scotland (2001) reaffirmed patients’ right to access clinically effective treatment, delivered safely and
with minimum disruption to their lives and that to achieve this effective multi-professional and multi-disciplinary
team working was essential.

The three regional cancer groups have made much progress over the last three years. Multi-disciplinary team
working and tumour specific cancer networks are in place for most cancers and in most geographical areas.
This is true for bowel cancer, with all regions having recognised groups of clinicians working together across
institutional and geographical boundaries, in line with the accepted definition of a managed clinical network
(NHS HDL (2002) 69).

All three networks audit their services and outcomes in accordance with the requirements of NHS Quality
Improvement Scotland (NHS QIS) (previously Clinical Standards Board for Scotland (CSBS)) bowel cancer
standards. This emphasis on improving quality is recognised throughout the world as having the potential to
improve outcomes for patients, as well as bringing improvements in services.

As part and parcel of the continuous quality improvement cycle that is the founding principle of managed clinical
networks, it is the role of Scottish bowel cancer networks to ensure that patients have access to the best
possible diagnostic and treatment services with consistency of approach in the management of bowel cancer,
including evidence-based aftercare and rehabilitation.

NHS QIS has developed a Quality Assurance/Accreditation Framework for cancer services. Each of
the three regional networks are planning for NHS QIS accreditation during the summer of 2004.
This QA/Accreditation process will further define the improvements expected by each of the bowel
cancer networks.

For any cancer service a highly trained and effective surgical workforce is essential. It is known that
the quality of surgery in Scotland is already high. However, there is always room for further
improvement and Royal Colleges, along with NHS Education for Scotland and workforce planning and
development colleagues may wish to consider whether there is a need to plan for a programme of
training in highly specialised surgical techniques unique to bowel cancer, for example meso-rectal
excision.

Currently, arrangements are being put in place in England to support such a programme. Laparoscopic surgery is
also a highly specialised field (although not unique to bowel cancer). Training in bowel surgery is already available
in several units across Scotland. However, to ensure that training programmes continue to support surgical
services as they grow and develop, the Surgical Royal Colleges have been debating changes to surgical training
which would probably mean strengthening of specialist training in colorectal surgery. This has also been
discussed at the Joint Committee on Higher Surgical Training and the Senate of Surgery for Great Britain and
Ireland and will be discussed further at a meeting to be held in the spring. Although the outcome is awaited, there
are a number of Scottish surgical units that are well placed to support any new models of advanced bowel
surgical training that may subsequently emerge.
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Capacity and demand modelling will help inform need for HDU beds and other specialised care that is essential
for patients undergoing bowel surgery.

Planning for radiotherapy provision for the longer term is currently being reviewed by a dedicated working group set
up by the Scottish Executive Health Department. It is anticipated that this work will take approximately one year.

As far as chemotherapy provision is concerned, following the recommendations of the Scottish Medicines
Consortium (SMC) and National Institute for Clinical Excellence/NHS QIS guidance it is a matter for Regional
Cancer Advisory Groups, regional planning groups and their constituent NHS Boards to plan appropriately for the
introduction of new drugs.

NHS Boards must ensure that drugs or treatments recommended by SMC are made available to meet
clinical need within three months of the publication of that advice or within the timeframe specified
within any national implementation plan for that drug or treatment.

This advice does not override or replace the individual responsibility of health professionals to make
appropriate decisions in the circumstances of their individual patients, in consultation with the patient
and/or guardian or carer.

Where the SMC consider that a drug is unique and innovative NHS Boards must make provision for
this drug to be made available also according to clinical need. This is in line with HDL (2003) 60.
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05.

PALLIATIVE CARE

It is recognised that palliative care is an integral part of all clinical practice that takes as its starting point the
quality rather than the quantity of life remaining. Palliative care needs can arise at any stage of a patient’s care,
and embrace psychosocial, emotional and spiritual issues surrounding life-threatening illness as well as the
management of pain and other distressing symptoms.

Everyone, patients and carers, should be aware of services from which they might benefit. Clinicians across the
spectrum of patient care should be alert to the needs of patients (and their carers) for appropriate support over
and above immediate clinically required treatment.

The report on the NHS QIS (CSBS) assessment of bowel cancer services was published in 2002. This clearly sets
out the NHSScotland performance against core palliative care standards generic to all cancer services.

Here again, significant improvements have been made over the last three years. In addition NHS QIS has recently
published its report on the assessment of specialist palliative care services in Scotland (January 2004). This has
demonstrated the commitment, dedication and hard work of the staff involved in providing specialist palliative care
services. It also clearly demonstrated that these services seek, wherever, possible, to be responsive to patient
needs and that a number of innovative service developments were evident. The importance was emphasised of
taking into account needs for specialist palliative care when planning services.

A “mapping exercise” of palliative care provision is currently being undertaken by the Scottish Partnership
for Palliative Care.
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06.

CONTINUOUS QUALITY IMPROVEMENT

Continuous quality improvement is essential for the delivery of the best quality of treatment and care possible
and is the raison d’étre of NHS QIS. Regional cancer networks have a responsibility for ensuring continuous
quality improvement is at the heart of their day-to-day working as set out in NHS HDL (2002) 69 and NHS HDL
(2001) 71. To be able to assess services against evidence based clinical standards and guidelines, all services
should have in place robust arrangements for clinical audit, including data collection and analysis and agreed
reporting arrangements to NHS Boards/operating divisions. All cancer networks are required to publish annual
reports of their activities and performance (NHS HDL (2001) 71) and Cancer in Scotland: Action for Change
confirmed that “prospective audit is the platform on which monitoring will be based and is the key for local (MCN)
continuous assessment”.

The Scottish Executive, RCAGs and NHS QIS are working together to establish a Quality Assurance/Accreditation
Framework for cancer services.

Each of the three regional cancer network organisations will seek accreditation during the summer
of 2004.

Cancer in Scotland recognised the pressing need to harness the power of information technology and provide
better information to patients and to improve communication between clinician and patients. To take this forward
a National Cancer IM&T Plan was published in December 2002 whose basic foundation was to exploit ECCI and
SCI to support the patient journey. Since then the Cancer eHealth Sub-Group has been piloting the plan in four
areas across Scotland and in February 2004 hosted a national workshop to review outcomes from the pilot, share
examples of good practice and to reach consensus on a way forward.

Scotland’s Health White Paper Partnership for Care further recognised the urgent need for an eHealth culture
driven by clinical leaders and set the goal to deliver an integrated care record. To drive this forward the eHealth
Programme Board was established under the chairmanship of the Minister for Health and Community Care and
has produced a National eHealth Strategy.

In line with the National eHealth Strategy move forward with a national procurement of a generic
patient pathway system using cancer as a demonstration project.

Cancer in Scotland recognised that there is significant evidence that outcomes are improved for those patients
treated in environments where research is the norm or for those patients who are involved in cancer trials.
Throughout this framework research implications are noted but we need to bear in mind that as of 1 May 2004,
cancer research involving a clinical intervention with medicinal products will require to be carried out under the EU
Clinical Trials Directive. While the Directive aims to protect the rights, safety and well-being of those participating
in clinical trials, it is appreciated that the organisation and management of cancer clinical trials will be more
challenging, particularly in the transitional phase.
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Useful web addresses

Cancer in Scotland: www.cancerinscotland.scot.nhs.uk

Information and Statistics Division: wwuw.isdscotland.org/cancer

Scottish Executive Health Department: www.scotland.gov.uk

Scottish Health on the Web www.show.scot.nhs.uk

The Scottish Executive Health Department is not responsible for the undernoted sites and cannot
guarantee the accuracy or currency of any of the material you may find there.

Bowel Cancer Awareness Project (BCAP) NHS Lanarkshire and Forth Valley — www.show.scot.nhs.uk/bcap

Colon Cancer Concern www.coloncancer.org.uk

West of Scotland Cancer Awareness Project — www.woscap.co.uk

South East of Scotland Cancer Network (SCAN) Cancer Information Network —
www.scanweb.hw.ac.uk/cgi-bin/WebObjects/SCANweb

West of Scotland Managed Clinical Networks — www.show.scot.nhs.uk/woscan/Default.htm

Lanarkshire Cancer Information Service — www.|cis.org.uk/

National Institute for Clinical Excellence — www.nice.org.uk/

NHS Quality Improvement Scotland — www.nhshealthquality.org/

Scottish Medicines Consortium — www.scottishmedicines.org.uk/




If you want to comment on any of the issues in Cancer
in Scotland: Action for Change or make suggestions
about how these can be taken forward, you can
contact a member of the Cancer Team at:

Scottish Executive Health Department
St Andrew’s House

Regent Road

Edinburgh

EH1 3DG

e-mail: cancer@scotland.gsi.gov.uk
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