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1. General Comments

Cancer Research UK' is the world’s largest independent organisation dedicated to
cancer research, with a research spend of over £257 million in 2005/06. Our vision is
that together we will beat cancer. We carry out world-class research to improve our
understanding of cancer and to find out how to prevent, diagnose and treat different
types of the disease. We ensure that our findings are used to improve the lives of all
cancer patients. We help people to understand cancer, the progress we are making
and the choices each person can make. We work in partnership with others to
achieve the greatest impact in the global fight against cancer.

We welcome the publication of the consultation document and the opportunity to
respond.

2. Cancer Research UK’s position

Since the 1996 Campbell Report, Northern Ireland has begun to make significant
progress in planning and co-ordinating cancer services. The work of both the
Regional Advisory Committee on Cancer and the Northern Ireland Cancer Network,
for example, has helped both to ensure that cancer services are better organised and
to provide opportunities for cancer professionals to work more collaboratively with
each other.

We welcome the publication and intentions of the Regional Cancer Framework,
A Cancer Control Programme for Northern Ireland and are broadly supportive
of the consultation recommendations. Long-term strategy setting is essential
for cancer services, and we hope that the Framework continues to be
developed with the long-term challenges facing cancer policy in mind.

Future challenges that need to be planned for now include the changing
demographic picture of cancer. As the population ages and screening, diagnosis and
treatment improve, more people will get and live with cancer in Northern Ireland in
the future. Itis essential that the implications of this in terms of increased costs and
changing patterns of service use are considered. Equally important is the need to
plan for the provision of new and better medical technologies and treatments that are
emerging from research, to ensure that patients in Northern Ireland have access to
the best available treatments and services.
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Cancer must be at the top of the political agenda in Northern Ireland, and planning
for the future of cancer prevention, the commissioning of high quality cancer
research, and the delivery of co-ordinated and effective treatment services, must
remain policy priorities if we are to continue to see improvements in cancer outcomes
across Northern Ireland.

3. More detailed comments on consultation recommendations

Prevention, Early Detection and Screening

Q1. Do you agree with recommendation 1 that action should be taken to reduce
smoking levels in younger people as part of an overall programme of lifestyle skills to
increase the provision of smoking cessation services and improve the targeting of
those services?

Yes. Cancer Research UK strongly supports measures to help prevent children
from taking up smoking and to encourage young smokers to quit. One of our
absolute priorities is to reduce the number of people getting cancer. We know that
smoking causes one in four cancer deaths® and that although there has been a
decline in prevalence in recent years, this has been heavily concentrated in older age
groups.

We know that about 1 in 6 boys and 1 in 4 girls are regular smokers by the age of
15.% Having one cigarette as a child increases the risk of being an adult smoker and
therefore increases the risk of developing lung cancer, heart disease and a raft of
other chronic conditions.*

Reducing adult smoking prevalence

Children are three times more likely to smoke if both of their parents smoke.®
Parents’ approval or disapproval of smoking also influences whether young people
choose to smoke. In addition, reviews of the evidence show that the most effective
way of reducing smoking among young people is to implement policies that affect the
whole population. It is therefore imperative that the Department of Health, Social
Services and Public Safety (DHSSPS) continues to work to reduce overall smoking
prevalence.

Whilst prevalence has fallen over the last few years, more attention needs to be paid
to manual workers and lower socio-economic groups, in which a greater proportion of
people smoke, and where prevalence has remained largely unchanged.

Smokefree leqislation

We are delighted that Northern Ireland will implement comprehensive smokefree
legislation on April 30" 2007. We believe the introduction of smokefree workplaces
is the most important advance in public health in the last fifty years.

2 Doll R, Peto R. The Causes of Cancer. J. Natl Cancer Inst 1981; 66:1191-308.
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We know that smokefree laws have a positive impact on prevalence rates. However,
it is crucial that the smokefree legislation is properly enforced and publicised so that
compliance levels are high. Cancer Research UK is pleased to be working with the
authorities in Northern Ireland to ensure that implementation is successful. The
legislation must be regularly reviewed to ensure effectiveness. Frequent evaluation
of the legislation will offer the opportunity to amend the regulations if necessary to
ensure that the spirit of the ban is upheld.

Increased taxation

Young people are particularly responsive to increases in tobacco prices.® We would
support proposals to tax tobacco products at a rate that is above inflation so that the
‘real’ cost of tobacco products increases. In Canada, when cigarette prices were
raised dramatically in the 1980s and the early 1990s, youth consumption of tobacco
plummeted by 60%.’

An end to cigarettes in vending machines

Tobacco products are readily available and accessible to young people.® 24% of
regular secondary school smokers in England report buying cigarettes from vending
machines and only 13% of those find it very or fairly difficult to do so.° This is despite
National Association of Cigarette Machine Operators (NACMO) rules stating that the
main consideration for deciding on the physical location of cigarette vending
machines is the need to prevent sales to children. It would be extremely difficult in
practice to introduce effective restrictions that would prevent young people from
accessing vending machines. Though the banning of tobacco from such machines
might inconvenience some adult smokers, we believe that it would be a price worth
paying for reducing cigarette consumption among children.

We propose that the DHSSPS looks into the possibility of making Nicotine
Replacement Therapy (NRT) available via vending machines. This would support
policy calls for the promotion of stop smoking therapies through a wider choice of
outlets.

Restrictions on point of sale advertising

We believe that point of sale advertising should no longer be permitted. Evidence
illustrates how tobacco companies have exploited the lack of rules regarding the
display of tobacco products at the point of sale, in order to maximise the presentation
and appeal of certain brands.'® Restricting tobacco advertising at the point of sale in
our view represents good practice. The measure has also been adopted by Canada,
Thailand and Iceland.

Generic packaging
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We support plain generic packaging of all tobacco products and the introduction of a
fully independent Tobacco and Nicotine Regulatory Authority to regulate all tobacco
and nicotine products, including their packaging and marketing. In a recent study it
was found that the branding of tobacco products affects adolescents’ intentions to
smoke and their perceived image of smoking.!

Introduction of picture warnings on cigarette and other tobacco packs

Cancer Research UK supports the introduction of visual images on cigarette and
other tobacco packs as soon as possible. International evidence shows that graphic
picture warnings inform people of the risks associated with smoking and help
encourage people to reduce their smoking behaviour or possibly to even quit
altogether.

Picture warnings can depict the harsh reality and stark consequences of smoking,
and may help deglamorise smoking. We responded to the 2006 UK Government
consultation on the introduction of picture warnings stressing strong support for the
proposals. We are disappointed, however, that the warnings will only be introduced
on the back of packs in the first instance. In our submission, we urged the
Government to lobby for the European Union rules to be amended to allow front of
pack warnings. This would ensure that smokers see a visual message at the point of
sale, and would also reduce the space available for ‘attractive’ product branding. We
would urge the UK Government to address these shortfalls so that the warnings can
be as effective as possible. We would also further urge the UK Government to lobby
on improving the European image bank. It is unfortunate that some of the images
featured are non-pictorial and others appear quite ‘weak’.

We know that product branding is significant in the promotion of tobacco products.
Cancer Research UK researchers concluded in a study of internal documents from
the UK tobacco industry’s principal advertising agencies that, ‘perhaps the most
important channel is the pack itself. Its value as both a communication tool and a
‘badge’ is readily acknowledged and great care is taken to ensure that it continues to
communicate the correct image.’*?

Increasing the age of purchase for tobacco from 16 to 18

We support proposals to raise the age of purchase. This would send a clear
message that smoking is a dangerous activity and that children and young people
should be given legal protection to discourage the use of tobacco.

If this legislation is effectively enforced, it should make it more difficult for children to
purchase tobacco, thus limiting access to cigarettes. It would also make it easier for
schools to ban smoking entirely, which may have other positive consequences,
perhaps reducing the peer pressure on young people to smoke.

The UK Government’s current proposals would bring much of the UK into line with
the provisions in the Framework Convention on Tobacco Control (FCTC) and other
developed nations. We hope that Northern Ireland will take steps to increase the age

= Hassan, L. M., Grant, I. C., Hastings, G. B., MacKintosh, A, Eadie, D. (2006) The influence of
branding on adolescent smoking behaviour: Exploring the mediating role of image and attitudes. Under
Review at the Journal of Marketing Communications.
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of purchase for tobacco. We would also support the introduction of a positive
licensing scheme to help enforcement of the legislation.

It is imperative that sufficient resources are made available to communicate the
details of any increase in the age of purchase. We would encourage the provision of
information to different target audiences (e.g. retailers and young people) in advance
of, at the time of, and also at appropriate intervals after implementation. We would
also like the relevant authorities to monitor compliance with the change in legislation
via test purchasing and other methods.

It is important that adequate funding is in place to allow smoking cessation services
to meet an anticipated increase in demand. Services that are specifically targeted at
under-age and adolescent smokers will be particularly important.

Q2. Do you agree with recommendation 2, that public awareness of early symptoms
of cancers should be increased through partnership approaches with cancer charities
and the community and voluntary sector and self-support groups? Various methods,
including the use of media, should be considered to more effectively target different
population groupings and those which are seldom heard.

And specifically, it is proposed that:

e A pilot programme to raise pubic awareness of the symptoms and signs of
cancer and the benefits of early detection should be commenced by 2007.
The pilot programme should include an assessment of the impact of the
programme on symptomatic patients and whether they are presenting earlier
for diagnosis and treatment.

e Arrevised skin cancer/ melanoma prevention programme should be
developed.

Yes. Increasing public awareness of the early signs and symptoms of cancers is
crucial in encouraging early presentation. We know that partnership approaches can
be successful in raising awareness amongst the public and that voluntary sector
organisations have much expertise in providing information to the public.

Cancer Research UK runs Reduce the Risk, a campaign that aims to raise
awareness about how cancer can be prevented through changes to lifestyle, and
what signs and symptoms should lead people to seek medical advice. The campaign
was launched in January 2005 and uses a number of methods to achieve its goals.
We work with the media and local professionals as well as providing information
directly to the public via the internet, printed resources, mobile cancer information
units and our staff.

We now know that around half of all cases of cancer could be prevented by changes
to lifestyle. After smoking, an unhealthy diet, excess bodyweight and alcohol
consumption are the most important modifiable risk factors for cancer. Researchers
estimate that a third of cancers are caused by poor diet, alcohol and obesity.*****°

We need to do more to communicate prevention messages to the public and to
support individuals and communities to make healthy choices easier. It is crucial that

3 Doll, R. & Peto, R. The causes of cancer: quantitative estimates of avoidable risks of cancer in the
United States today. J Natl Cancer inst 66, 1191-308 (1981).

* WCRF & AICR. 37-145 (American Institute for Cancer Research, Washington, 1997).
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the Cancer Control Plan is integrated with other public health and disease prevention
initiatives. Delivery of public health policy must be a priority across many
departments.

Significant and entrenched health inequalities persist, relating to geography, socio-
economic status, ethnicity, gender, age, disability, community and cancer type. We
believe that targeted and culturally sensitive awareness-raising and early detection
programmes should be formulated to improve health literacy. In addition, we would
encourage the development of training for professionals in a range of health and
community sectors to identify health literacy issues.

This will only be possible if appropriate data is collated in order to properly
understand the various communities and groups which make up the cancer
population, and the role of cancer registries is vital for this. Effective systems must
be put in place to provide up-to-date measurement for demographic changes in order
to ensure fair spending allocations. This would also facilitate targeted screening for
at-risk groups.

Obesity

The evidence has strengthened in recent years that obesity, as distinct from poor
diet, is a risk factor for a number of different cancers. The current evidence base,
coupled with rapidly increasing rates of obesity suggest that more action should be
taken in this area as a matter of urgency. People need to be empowered to make
healthy choices more easily and encouraged to adopt healthier behaviours.

Alcohol

Awareness of alcohol as a risk factor for certain cancers is relatively low. Itis
important that the DHSSPS continues to promote sensible drinking guidelines and
ensures that people understand what these mean. As well as public education work,
there is a need to champion measures designed to tackle alcohol misuse and to
promote the reduction of heavy drinking.

Skin cancer prevention

Cancer Research UK supports the proposal to continue to implement a skin cancer
prevention programme.

In the UK, the incidence of malignant melanoma is increasing at a faster rate than
that of any other cancer except prostate, and it is the second most common cancer in
the 20-39 age group. More than 2,000 people die from skin cancer each year.

The growth in UK incidence rates over the past 20 years is a clear indication of the
need for continued prevention and early treatment to avert the potential loss of many
years of life. On average, about 20 years of life are lost for each melanoma death in
the UK.

SunSmart is the UK’s national skin cancer prevention campaign. It is currently
commissioned by the UK Health Departments and run by Cancer Research UK.

16 statistical Information Team Cancer Research UK (2006) ‘CancerStats, Malignant Melanoma-UK’
Information available online at http://cancerresearchuk.org/cancerstats/
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The SunSmart campaign aims to increase the profile of skin cancer and specifically
to:
¢ Increase knowledge of the causes of skin cancer and the importance of early
detection among defined target groups;
e Increase awareness of actions that can be taken to prevent skin cancer; and
¢ Influence positively attitudes to sun protection.

We know that sustained public health promotion in Australia has helped to halt the
steady upward trend in the number of deaths from malignant melanoma and
incidence rates also appear to be stabilising in the younger generations.*”*® This
has been achieved by raising awareness, influencing attitudes, facilitating behaviour
change and encouraging people to seek medical help for skin changes early, when
they are more likely to have curable disease.

We believe that long-term skin cancer prevention campaigns are necessary to
increase public knowledge, alter attitudes and affect the behavioural changes needed
to reverse the trends in skin cancer incidence across the UK. We hope that the
relevant Governments will commit to the future core-funding of such
campaigns.

As recommended by the World Health Organisation, there is also scope to make
further use of the UV index in communicating the sun’s strength to the public. This
would allow people with different skin types to assess their personal risk in the
context of the sun’s strength on any particular day.

Q3. Do you agree with recommendation 3, that professional awareness of early
signs and symptoms of cancer should also be improved through the development of
regional referral guidelines.

Yes. GPs and other primary care professionals have an essential role to play in
improving symptom awareness and minimising the delay between symptom onset
and diagnosis/treatment of cancer. GPs must be supported with the provision of high
guality, up-to-date information on symptoms to inform their local communities and aid
their diagnoses.

Regional referral guidelines would be a useful source of information for health
professionals.

7 Giles GG et al. Has mortality from melanoma stopped rising in Australia? Analysis of trends between
1931 and 1994. BMJ 1996; 312:1121-5.

18 Coory M et al. Trends for in situ and invasive melanoma in Queensland, Australia, 1982-2002. Cancer
Causes Control 2006; 17: 21-7.




Q4. Do you agree with recommendation 4, that cancer screening programmes
should be enhanced to ensure update and effectiveness is maximised? Do you
consider the below targets as appropriate? If not, please state the reasons why.

e The breast screening programme age range should be extended up to 70
years. Service capacity should be developed towards this goal.

e Northern Ireland should introduce liquid based cytology for all cervical smears
by March 2008 at the latest.

o Commissioners and providers, working with local women and the voluntary
sector, should target areas of poor uptake, find out why women are not
coming forward, and use an approach likely to best increase the number of
women presenting for breast and cervical screening.

¢ The Department, in partnership with healthcare professionals, should develop
an action plan to take forward introduction of bowel cancer screening in
Northern Ireland from 2009.

We agree that cancer screening programmes should be enhanced to ensure uptake
and effectiveness is maximised. Strong evidence suggests that the introduction of
cancer screening programmes saves lives. We are concerned that variations exist in
the operation of the existing screening programmes, and this leads to inequality in
access to services across the UK.

Breast cancer screening

The World Health Organisation's International Agency for Research on Cancer
(IARC) concluded that mammography screening for breast cancer saves lives. The
IARC working group, comprising 24 experts from 11 countries, evaluated all the
available evidence on breast screening and determined that there is a 35% reduction
in mortality from breast cancer among screened women aged 50-69 years old.

We therefore support the recommendation to extend breast screening in Northern
Ireland to women aged up to 70 years. We also strongly urge that two-view
mammography should be offered as standard for every breast screening visit.

It is important that women are made aware that they continue to be at risk of
developing breast cancer after they pass the upper age limit of the screening
programme. We would therefore strongly support the introduction of standardised
information for women reaching the end of the programme about the signs and
symptoms of breast cancer and what action they should take if they spot any of them.

Cervical cancer screening

In 2003, the National Institute for Health and Clinical Excellence (NICE) issued
guidelines on the implementation of liquid-based cytology (LBC). NICE recommends
the use of LBC as the primary means of processing samples in the cervical screening
programme in England and Wales. We are pleased to see this recommendation
being taken up in Northern Ireland, and hope that this is rolled out as quickly as
possible.

Bowel cancer screening




We strongly support a move to introduce a Northern Irish bowel cancer screening
programme. Alongside this planning, there is an urgent need to begin training staff to
perform the extra investigations necessary to fully implement a colorectal cancer
screening programme. This must include capacity to perform endoscopy for all
patients with suspected colorectal cancer, whether they enter the system through
screening or because of presenting symptoms. Experience from other screening
programmes and the UK pilot sites indicates that substantial numbers of patients with
non-malignant colorectal disease will also be detected by screening methods.
Planning of service provision should take these factors into account.

Q5. Do you agree with recommendation 5 that DHSSPS should consider the case
for the introduction of a human papilloma virus vaccination programme for young girls
when available and in line with recommendations of the National Vaccination
Committee?

Yes. The advent of a vaccine against HPV is a very exciting development for cancer
research and cancer prevention. HPV vaccination holds the potential to prevent the
majority of cervical cancer cases that would otherwise occur in Northern Ireland.

At the present time we believe that there are still a number of aspects to be
considered before such a programme is introduced.

The UK currently has a very effective cervical screening programme, and we know
that lives are already being saved. The advent of this programme has meant that

cervical cancer is now only responsible for a small proportion of all cancer deaths.

However, 1000 women a year still die from cervical cancer across the UK. We are
extremely keen to see this figure further reduced.

Even with introduction of the vaccines, an ongoing and well attended screening
programme would continue to be required to screen women who have not received
the vaccine. It would still be necessary to screen women who have not received the
vaccine. Until we have evidence to determine whether the vaccine is also effective in
women already infected with HPV, it will be necessary to continue to screen women
who have been vaccinated after they have already come into contact with the virus.

The current vaccines do not offer protection against all cancer-related HPV strains.
However, the vaccines have been shown to be 100 % effective against the targeted
HPV strains, and as a result are likely to prevent around 70% of cervical cancers.

The introduction of a vaccination programme would carry with it a number of potential
long-term savings in terms of reducing the burden of cervical cancer. It would also
prevent the pre-malignant conditions that lead to cervical cancer, which would
otherwise need to be removed through surgery. Another advantage of vaccination is
that it would remove the anxiety and trauma experienced by women waiting for
results of a suspected abnormal smear test.

If sufficient evidence for efficacy and cost effectiveness emerges, Cancer Research
UK would be delighted to see a vaccination programme introduced.

Improving the Experience of People Affected by Cancer

Q8. Do you agree with recommendation 8 that advanced communication skills
training should be mandatory for health and social care professionals working with
people affected by cancer?




Yes. Research has shown that the communications problems of senior doctors
working in cancer medicine are not resolved by time and clinical experience.'® The
evidence suggests that training courses for doctors working in cancer medicine can
significantly improve key communication skills.

Cancer Research UK was heavily involved in the development, piloting and national
roll-out of the Advanced Communications Skills Training (ACST) Development
Programme in England. We would support roll-out across Northern Ireland.

Q9. Do you support recommendation 9 that the Cancer Network, working
particularly through the NICaN Supportive and Palliative Care Network, should
develop action plans for implementation of recommendations for best practice
contained in NICE Guidance on Improving Supportive and Palliative Care for Adults
with Cancer (2004)?

Cancer Research UK strongly believes that where evidence-based NICE guidelines
exist, they should be implemented in full. In particular, it is important to ensure that
supportive and palliative care is underpinned by accessible and timely patient
information.

Q14. Do you agree with recommendation 14 that modern information and
communication technology should be exploited to facilitate links across clinical
networks within the Cancer Network to improve information exchange and decision
making in relation to patient care?

Yes. The operation of the Multi-Disciplinary Team (MDT) will be enhanced and
streamlined with the introduction of modern communication technology (e.g. through
video and/or teleconferencing) that removes the need for travel and can thus deliver
efficiency and value for money. The introduction of digital imaging technology can
enable clinicians to view images such as CT scans, MRI scans and X rays on-line.
Some IT systems allow multiple physicians to view the same images from different
locations for ‘real time’ distance consultations.

Q16. Do you agree with the proposals in recommendation 16, that working through
the NI Cancer Network, DHSSPS, commissioners and service providers must ensure
that clinical networks are established for all cancer types and that these are
appropriately resourced?

Yes. The experience of the Cancer Networks in England has shown that clinical
networks have played an important part in improving clinical and patient care as well
as in ensuring clinical engagement and involvement in service planning, delivery and
improvement.?°

Q17. Do you agree with the proposals in recommendation 17 that NICaN should
develop standards for the effective working of local and regional multidisciplinary
teams?

Yes. MDT-working should improve co-ordination, communication and decision making
between team members and patients. However, barriers exist to the successful
implementation of MDT-working, including professional resistance and manpower and
logistical difficulties. The need for MDT-working is underlined by Improving Outcome

19 Fallowfield et al. The Lancet, Vol 359, No 9037, (February 2002).
20 DH, 2006, unpublished.
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Guidance which consistently calls for the multi-disciplinary model to be implemented in
the care and treatment of cancer. Key requirements for effective MDT-working include
leadership and team dynamics, administrative support, time and funding.?*

Q.20 Do you agree with recommendation 20 that a regional clinical network within
the Cancer Network should be developed to address cancers in children and young
people and that formal links should be established by the new Children’s and Young
People’s Cancer group with a specific partner cancer network elsewhere in the U.K.
or Ireland?

Yes. A regional clinical network is appropriate for the size of the population across the
region.

Q23. Do you agree with recommendation 23 that by March 2007 standards for
access to first definitive treatment should be published for all patients urgently
referred from primary care with suspected cancer?

Yes. The development of waiting time targets for urgent referral from primary care to
assessment and treatment are important for cancer patients. Long waits between
referral and treatment can cause anxiety for patients and may have adverse effects
on survival.

Q24. Do you agree with recommendation 24 that by 2010, Northern Ireland should
have adopted all departmentally endorsed NICE clinical guidance for all cancers as
the minimum standard for clinical practice? It is proposed that implementation
strategies for such regional guidance should be in place as soon as possible and no
later than 2010.

Yes. Cancer Research UK strongly endorses this recommendation, and urges the
adoption of NICE guidance as early as possible. We would like to see this
commitment include both the implementation of NICE’s clinical guidelines and health
technology appraisal recommendations on specific interventions for cancer. This will
help to ensure that all patients across Northern Ireland have equal access to
treatment and a similar standard of care, regardless of where they live and what
cancer they are affected by.

Q28. Do you agree with recommendation 28, that by 2010 all complex cancers
(gastric, lung, rectal, oesophageal, gynaecological, melanoma, and ENT) should
have their surgical treatments delivered within accredited sites?

Yes. NICE Guidance for complex cancers (e.g. some upper Gl cancers) states that
hospitals that treat high numbers of patients are likely to achieve better health
outcomes. For example, surgery for pancreatic cancer is difficult, and peri-operative
mortality rates can be high, particularly in hospitals which treat few patients.?*

Q31. Do you agree with recommendation 31, that the Regional Oncology and
Haematology Drugs and Therapeutic Committee, working with the NICaN
chemotherapy group, should develop a multidisciplinary chemotherapy capacity
planning model which will be subject to regular review?

2L Fleissis A, Jenkins V, Catt S, Fallowfield L. The Lancet Oncology, Nov 2006.
22Improving Outcomes for upper gastro-intestinal cancers. NHS Executive (2001).
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The Cancer Action Team and Cancer Services Improvement Partnership in England
and 12 members of the Association of British Pharmaceutical Industry have jointly
developed a Chemotherapy Planning Oncology Tool (C-PORT) that provides
capabilities for the effective planning of chemotherapy services. This is a web based
tool that has been piloted in 5 English Cancer Networks. Further information can be
obtained from marie.palmer@csip.nhs.uk.

Research, Information and Audit

Q33. Do you agree with recommendation 33, that DHSSPS, with the R & D
Office, should establish a strategic process for overseeing and facilitating cancer
research? Itis proposed that this process should reflect a ‘from research to policy
and practice’ perspective.

We strongly support proposals for a strategic process for overseeing and facilitating
cancer research. We believe that such a process could provide Northern Ireland the
opportunity to build on the success we have seen through the partnership of the
NCRI, and NCRN, which has led to a trebling of the number of patients entering
clinical trials in England. Similar results have been seen in Scotland and Wales.

It is important that research is supported all the way from basic science which adds
to our understanding of cancer and its causes, to the development of technologies to
diagnose, treat and prevent cancer recurring. While we welcome the recent focus on
the latter end of this pathway, it is important that we do not lose sight of the important
work being carried out in institutes and universities across the UK.

We also support the recognition that research should be integrated with cancer
services. For this to be achieved there is more work to be done in terms of building a
research-friendly NHS.

Q34. Do you agree with recommendation 34, that the NICR 5-yearly reviews of
patterns and outcomes of care for cancer patients should be repeated to build on
existing 1996 and 2001 data?

We agree. The National Cancer Registration system provides essential information
for research projects about cancer incidence, survival and mortality. We therefore
welcome proposals to promote the role of the NICR, and would like to see a
commitment to adequate funding made explicit in the recommendations.

There is also some concern following the publication of the 1998 Data Protection Act
about the confusion surrounding cancer registration and data protection and whether
identifiable information could be transferred to cancer registries without the patient’s
explicit consent.

Cancer Research UK supports wholeheartedly the work of the cancer registries
across the UK. We believe that there is a strong case to be made for comprehensive
legislation to ensure that data is available for researchers looking at the trends and
causes of cancer, in line with that in other countries. We would welcome moves by
the appropriate authority to make cancer a statutorily reportable disease in Northern
Ireland. This would be in line with recent proposals in Scotland.
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Q39. Do you agree with recommendation 39 that DHSSPS, commissioners and

service providers should ensure, through NICaN, the establishment and development

of a rigorous programme of service improvement for cancer services?

Yes. The Cancer Services Collaborative model has been instrumental in improving
cancer services in England through the re-design of the patient pathway in pilot
projects and its subsequent roll out.

We would be happy to provide any further information or detail as required. Please
contact the Cancer Research UK Public Affairs Department at
publicaffairs@cancer.org.uk, or on 020 7061 8360.
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