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About Cancer Research UK

Cancer Research UK is the world’'s largest independent organisation dedicated to cancer
research, with an annual research spend of over £217 million. Cancer Research UK funds
research into all aspects of cancer from exploratory biology to clinical trials of novel and
existing drugs as well as population-based studies and prevention research. We are also
contributing £2.5 million over five years to the National Cancer Research Institute’s National
Prevention Research Initiative.

In addition to our investment in research, Cancer Research UK has Government funding to run
three important awareness campaigns, on skin cancer prevention, on the marketing, contents
and effects of cigarettes, and on mouth cancer awareness.

Cancer Research UK is directly represented both on the UKCRC Board by our Chief Executive
Professor Alex Markham, and on the UKCRC Public Health Research Strategic Planning
Group by our Medical Director Professor John Toy. We are pleased to have the opportunity to
submit comments to this consultation.

Contributors to this submission

This submission has been developed in consultation with:

¢ Jean King, Director of Tobacco Control and Behavioural Research, CR-UK

e Sara Hiom, Head of Health Information, CR-UK

e Professor KK Cheng, Professor of Epidemiology, Department of Public Health and
Epidemiology, University of Birmingham, and Vice-Chair of Cancer Research UK's
Population and Behavioural Sciences Committee

e Professor Michel Coleman, Professor of Epidemiology and Vital Statistics, Non-
Communicable Disease Epidemiology Unit, London School of Hygiene and Tropical
Medicine

e Professor Annie S Anderson, Centre of Public Health Nutrition Research, Department
of Medicine, University of Dundee

e Dr Joan Austoker, Cancer Research UK Primary Care Education Research Group,
Division of Public Health and Primary Health Care, University of Oxford
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Contact for further information

For further information please contact our Policy and Public Affairs Department on
publicaffairs@cancer.org.uk or on 020 7061 8360.

Summary

Question 1: What are the key areas in which public health interventions would have the
most impact in improving health and reducing health inequalities?

Smoking cessation

Effective anti-tobacco campaigns targeted at young people
Interventions to prevent obesity in children and adults
Reducing alcohol consumption

Skin cancer prevention

We would also like to stress that:
e Structural and environmental change at the level of an institution is important, whilst
individual behaviour change requires face-to-face support
e Interventions to support behaviour change in older people should not be neglected
e Protection of use of patient data should not impede vital research

Question 2: What are the knowledge gaps that may prevent us taking forward
appropriate interventions?

Research in primary care settings

Research into the long-term maintenance of behaviour change

Good quality formative research for interventions

Systems for promoting effective interventions and monitoring implementation
Evaluation methodologies

Policy research

Ethics research

Question 3: What are the best ways to meet capacity needs and where are the major
gaps?

¢ Funding should be directed towards long-term research programmes
e There should be investment at all career levels in public health research

Question 4: How can we build on strengths that exist in the UK?

e Provide fora to bring researchers, practitioners and policymakers together

e Ensure the production and implementation of good quality public health guidance and
advice

e The small number of strong prevention research groups in the UK should be further
supported
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e Building on the National Prevention Research Initiative, other collaborative and
innovative funding programmes should be developed

Detailed answers

Question 1: What are the key areas in which public health interventions would have the
most impact in improving health and reducing health inequalities?

(i) Smoking cessation

There is a need to increase the numbers of smokers making quit attempts, and encourage
more would-be quitters to make use of smoking cessation, treatments and services. As
regards research, the introduction of a ‘National Toolkit’, involving the recruitment of a large
cohort of smokers, would provide ongoing, high quality information on the impact of policy and
health service interventions that attempt to do this. New, tailored treatments are also needed.

(ii) Effective anti-tobacco campaigns targeted at young people

Effective public awareness campaigns targeted at young people are notoriously difficult, and
this is perhaps especially the case with anti-tobacco campaigns. We need innovative
interventions based on international evidence and research from other substance abuse
programmes to convince young people to stop smoking or not to start at all. Sustained, multi-
level, well-funded and evaluated campaigns are essential.

(iii) Interventions to prevent obesity in children and adults

The rise in obesity in developed countries over the last few decades is entirely environmentally
driven. There are many candidate factors that could explain this rise and offer possible levers
to slow or reverse the trend. For example, in food supply, probable factors include the
increasing energy density of food, the increasing palatability and availability of foods,
particularly energy dense foods, and increasing portion sizes. Factors influencing physical
activity levels probably include the increasing mechanisation of daily life, the availability and
popularity of sedentary pastimes, and increasing sedentary transport options. The solution to
the problem of obesity is therefore extremely complex and multi-faceted. Any or all of these
factors could prove useful sources of mechanisms for controlling the obesity epidemic.

To date, the evidence for effective community intervention is limited. Studies of several
programmes such as the Minnesota Heart Health Program have shown that many
interventions fail to result in changes in diet.! There are examples of more successful
community interventions, however, most notably with the North Karelia Project in Finland.? In
this intervention, a mix of work by community organisations such as schools and health
services, industry involvement, food labelling and pricing policies, and communication and
information programmes all contributed to behaviour change.

It is hardly surprising that most interventions to date are ineffective given the lack of systematic
research programmes looking at the design and testing of behavioural interventions. More

! Shea S and Basch CE (1990) A review of five major community-based cardiovascular disease
prevention programmes. Part II; Intervention strategies, evaluation methods, and results. American
Journal of Health Promotion 4 (4) 279 - 287

2 puska P, Tuomilehto J, Nissinen A, Vartianen E (1995) The North Karelia Project. 20 year results and
experiences. Helsinki: National Public Health Institute
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studies are urgently needed to show which interventions make a real difference.
Epidemiological research needs to identify the factors which are most associated with
increases in obesity prevalence, and, together with intervention studies and psychosocial
research, identify those factors that might give leverage for change.

(iv) Reducing alcohol consumption

Excessive alcohol consumption and alcohol abuse have a huge effect on the social and
mental wellbeing of the country, as well as increasing the risk of cardiovascular disease and
many cancers.

(v) Skin cancer prevention

To halt the year on year rise in incidence of skin cancer in this country, widespread population
behaviour change is necessary. Short-term awareness campaigns have little value in affecting
attitudinal shifts and behaviour change. We believe it is essential that the Government
commits to long-term core funding of a national skin cancer prevention campaign, as exists in
Australia, if we are to see a reversal in incidence trends in the UK.

(vi) Structural and environmental change at the level of an institution is important,
whilst individual behaviour change requires face-to-face support

The most successful interventions are those that fit with current social norms, and so the
challenge is creating an environment where preventative action is the social norm. At a
simplistic level this means working with communities, observing human behaviour, and helping
to make preventative behaviours ‘normal’ e.g. eating fruit at a tea break, walking to work etc.
Workplaces, schools and hospitals are all examples of institutions where such interventions
could be carried out.

It is important to recognise, though, that although the environment can be altered to make
institutions healthier (e.g. healthy food and drink in vending machines), implementation efforts
will fail without people working in those institutions championing good practice, educating
people and providing feedback on positive outcomes. Environment change is unlikely to
cause individual action without this level of human resource.

(vii) Interventions to support behaviour change in older people should not be neglected
Recent Government public health initiatives have emphasised the targeting of interventions at
children and young people. This is important, but we urge that the health of adults and older
populations is not neglected. The UK has an ageing population and overall cancer risk
increases with age; 65% of cancers occur in the over 65s. It is imperative that we develop
public health strategies to encourage adults to make healthier choices, in order that they may
reduce their risk of developing a range of chronic conditions and diseases.

(viii) Protection of use of patient data should not impede vital research

If we are to assess the long-term effectiveness of these and other interventions, we require
long-term surveillance of the population disease burden that can be affected by them. In the
case of cancer, cancer registries are the only research instruments that can deliver this
information (on incidence, prevalence, survival and mortality). We cannot say whether cancer
prevention initiatives have worked or whether inequalities in cancer have been reduced
without the information that derives from these registries.
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Access to patient data can provide a whole range of other essential information, and is
especially important in cancer because epidemiological research is pivotal to our
understanding of cancer as a disease in a way that is not true for many other conditions. As at
least half of cancers are potentially preventable, patient data have been especially important to
help identify some of the factors that put people at risk of cancer in the first place. Registry
data were crucial in defining the causal relationships between tobacco and cancer, between
asbestos and mesothelioma, and in indicating the role of diet in cancer prevention. These data
are also important in uncovering trends in cancer, such as that skin cancer rates have been
increasing year on year; that lymphoma and oral cancer rates are higher in ethnic minorities;
and that some cancer drugs can themselves increase the risk of developing leukaemia or
other cancers.

The specific case of cancer registries highlights important problems in the gathering of public
health information and significant barriers to public health research. The cancer registries
need more resources to deliver an increasing burden of work, as there are more cases to
register, more data on each case and greater need for systematic quality control of data. In
addition there are more information requests, more research questions, more demands for
penetrating research and audit of clinical practice, and more need to link registry databases
with others. The legislative climate is also uncertain for registries. The current legislation
allowing the automatic reporting of data to cancer registries is a short-term measure. A
longer-term solution is necessary to enable the proper functioning of registries and associated
research. Cancer Research UK believes that there is a particularly strong case for UK
legislation to make cancer a statutorily reportable disease.

On the general issues surrounding barriers to the use of patient data, the Academy of Medical
Sciences will shortly be publishing a report on the use of patient data in medical research,
supported by Cancer Research UK. We urge the UKCRC Public Health Research Strategic
Planning Group to take the recommendations of this report into account when considering how
public health research can be better supported in the UK.

Question 2: What are the knowledge gaps that may prevent us taking forward
appropriate interventions?

(i) Research in primary care settings

There is insufficient research in primary care settings. We need to have a greater
understanding of the management of chronic diseases outside the hospital, and in the case of
cancer we need a much greater focus on recognition of early diagnosis and symptoms
indicative of the disease. We have a relatively poor understanding of early cancer symptoms
and their predictive use. The recently published NICE guidelines on cancer referral served to
highlight the lack of evidence-based criteria to facilitate early diagnosis. The Department of
Health funded Early Diagnosis in Primary Care Research Initiative has recently ended. The
studies produced valuable information and we would urge the continuation of initiatives such
as this if we are to further our understanding of early diagnosis. This research would tie in with
Government initiatives to raise awareness of the symptoms of cancer, such as its plans for an
awareness-raising campaign on bowel cancer symptoms in support of the forthcoming Bowel
Cancer Screening Programme for England.

One cause of the lack of primary care research in this country is a lack of incentives and
opportunities provided to General Practitioners to get involved in research. They lack both the
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time to take part in research and the recognition of the value of research in their contracts and
assessments.

(i) Research into the long-term maintenance of behaviour change

Particularly important are studies that consider long-term maintenance and that follow up the
period of intervention to measure the degree to which positive changes are maintained. |If
dietary interventions are to have an impact on disease risk reduction, for example, the long-
term maintenance of dietary change is essential. At present there are not enough studies in
this area.

(iii) Good quality formative research for interventions

A good standard of research into target audiences prior to interventions is important, and
currently lacking. Formative research of this kind is rarely funded and instead ad hoc “needs
assessments” tend to be done, resulting in interventions being less successful than they could
be. Formalising formative research with good standards would be useful. People carrying out
community-based interventions need to have access to and understanding of this sort of
research.

(iv) Systems for promoting effective interventions and monitoring implementation

We have little idea of the speed or extent to which new interventions are taken up by hospitals,
clinicians and other health professionals once they have been proven in trials or
recommended by NICE. Good interventions that have been shown to work need to be better
promoted, and implementation of them properly monitored.

(v) Evaluation methodologies

Understanding why a public health intervention does or does not work is as important as
measuring impact and outcome. We therefore advocate that all public health initiatives be
evaluated as thoroughly as possible. Evaluation of formative research should be carried out to
ensure interventions are appropriate for the target group. In addition, process evaluation is
important to aid understanding of the type of involvement and engagement the intervention
engenders (reported behaviour change for example).

There is a tendency to suggest that intervention programme teams carry out all types of
evaluation. In reality, skills and resources rarely permit such analysis. This should be
recognised and a clear direction given to how public health practitioners can access the
necessary evaluation, impact and outcome measurement advice. Evaluation should be
independent and adequately resourced.

(vi) Policy research

There is a lack of good policy and modelling research in public health, assessing the chances
of success or evaluating the impact of Government policy initiatives. This means that policy
initiatives are launched with insufficient evidence. Equally, the prevention research that is
done often does not tie-in with policy initiatives, making the recommendations that arise from
this research less likely to be implemented.

(vii) Ethics research

Some objectives and approaches to maximise population health gain may be considered by
certain groups to be incompatible with individual rights and autonomy. A cursory review of the
past year's media coverage of issues such as smokefree workplaces, for example, would
reveal frequent reference to the UK being in danger of becoming a “nanny state”. Public
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health ethics research could help us to better understand and resolve this conflict which
impacts on almost all public health interventions.

Question 3: What are the best ways to meet capacity needs and where are the major
gaps?

(i) Funding should be directed towards long-term research programmes

Capacity needs cannot be addressed by the funding of short-term projects. Rather, funding
should be directed at sustained work as part of dedicated 5 to ten year research programmes.
Furthermore, funding mechanisms should be more geared towards large-scale interventions.

(ii) There should be investment at all career levels in public health research

We need more investment in studentships, postdoctoral fellowships, and senior lecturer
positions in public health research, including the creation of senior research posts in primary
care.

Question 4: How can we build on strengths that exist in the UK?

(i) Provide fora to bring researchers, practitioners and policymakers together

Research, practice and policymaking need to be better integrated. One way to help achieve
this would be to bring key researchers together with practitioners and policymakers at
meetings and in working groups. We hope that the Department of Health’s plan for a Public
Health Research Consortium will go some way towards achieving this.

(ii) Ensure the production and implementation of good quality public health guidance
and advice

We believe there is a pressing need for production of public health guidance now to be
produced by the new National Institute of Health and Clinical Excellence. NICE needs to be
sufficiently resourced to fulfil this role effectively. The guidance is likely to be used by
organisations and individuals working in areas both inside and outside the NHS where public
health concerns are most pressing, but where resources are often limited. It is therefore
essential that the guidance is easy to access and tailored for people that might have specific
needs with respect to format and language.

(iii) The small number of strong public health research groups in the UK should be
further supported

There are only a small number of strong behavioural research groups in the UK. Of particular
note are: The University College London Health Behaviour Unit; the Institute of
Psychiatry/Guy’s, King’s and St. Thomas’s Health Behaviour Department; and the Centre for
Social Marketing at the University of Stirling. Primary care research groups are also small in
number in the UK, and suffer from a lack of adequate support.

(iv) Building on the National Prevention Research Initiative, other collaborative and
innovative funding programmes should be developed

Collaborative working and innovative funding strategies could offer the best use of limited
resources.
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