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Dear Sir/Madam

Cancer Research UK response to the Department of Health Consultation on the
NHS Constitution

Thank you for inviting Cancer Research UK to respond to the proposals for an NHS
Constitution.

Cancer Research UK® is the world’s largest independent organisation dedicated to
cancer research and in 2007/8 our total annual research spend was £333 million.
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.

Cancer Research UK is grateful for the opportunity to respond to this consultation
and is keen to highlight a number of issues. Cancer Research UK also supports the
submissions to this consultation from the UK Clinical Research Collaboration and the
Association of Medical Research Charities, and urges the Department to take note of
those submissions.

(i) Clinical research

Cancer Research UK welcomes the inclusion of research in the principles that guide
the NHS and strongly agrees that this commitment should be an explicit guiding
principle across all NHS activities. We would like to see research embedded into
every aspect of the operation of the NHS as one of its central concerns.

However, we recommend that the current inclusion of research within principle 3
(where it states “...and through its commitment to innovation and to the promotion
and conduct of research to improve the current and future health and care of the
population”) be altered to give a commitment to research the status of a principle
of its own. We agree with the Association of Medical Research Charities that such a
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principle could have an important and vital role in communicating and prioritising the
‘research mission’ of the NHS.

Moreover, we also feel that the NHS’s commitment to patients to inform them of
appropriate clinical research which they could take part in could be more clearly
signposted in the body of the text for the main Constitution document, not just in the
supporting handbook. In particular, Cancer Research UK would recommend that
research should be included in the Constitution under the Informed Choice section,
and suggest that the fourth point in this section be amended to read: “The NHS will
strive to inform you about what healthcare services are available to you, locally and
nationally, including treatment as part of a clinical trial”. Cancer Research UK
often hears about problems that patients encounter in terms of getting their PCTs to
agree to fund the medication that is part of an approved clinical trial. We suggest
that access to clinical trial medication should be included in the Constitution as a
right, in line with our suggestions above.

(ii) Access to patient data

In support of the commitment to inform patients of appropriate clinical research that is
relevant to them, we note the proposal in the handbook that “patients can therefore
expect that a health professional or a research professional who owes the same duty
of confidentiality as a health professional may use care records, in confidence, to
identify whether they are suitable to participate in approved clinical trials. Appropriate
patients will be notified of opportunities to join in, and will be free to choose whether
they wish to do so, after a full explanation.”

While we support the intent behind this proposal, we urge the Department of Health
to take note of the existing and ongoing work regarding access to patient data and
ensure that this proposal is developed with due consideration to this work. Concern
must be given to ensuring that the detail behind this proposal clarifies the processes
by which researchers will have access to the data, ensures the necessary
safeguards are in place, and makes sure that patients, the public and relevant
stakeholders are consulted throughout. We believe the recommendations of the
Data Sharing Review are particularly pertinent.

(iii) Nationally approved treatments, drugs and programmes

We welcome the inclusion in the draft Constitution of a patient’s right to drugs and
treatment that have been recommended by NICE for use in the NHS.

We would also like patients to be given the right to expect that national screening
programmes will be provided in accordance with agreed national standards, and that
where this right cannot be met, patients and the public are provided with a clear
explanation outlining the reasons underlying this failure, together with a plan of action
for correcting the situation. The national standards that underpin each of the three
UK wide screening programmes were established to ensure that the programmes
operate to maximise benefit to the population in question.

(iv) Patient and public responsibility

In section 2b, the draft Constitution outlines the responsibilities expected from
patients and members of the public. Cancer Research UK welcomes this section —
half of cancers could be prevented by lifestyle factors and within this context, it is
important that patients take responsibility for their own health. However, we would



not like to see patients excluded from NHS treatment on the basis of lifestyle factors
unless there are good clinical reasons for doing so.

We note that there is no explicit mention of screening within this section, and
therefore recommend that screening be added to one of the pledges so that it reads:
“You should participate in important public health programmes such as screening
and vaccination”.

For further information, or to discuss any of these issues in more detail, please
contact my colleague Nicky Coombes, Cancer Services Policy Researcher on 020
7061 8596, or e-mail nicky.coombes@cancer.org.uk

Yours sincerely,

CRAY

Catherine Foot
Head of Policy
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