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Introduction

Cancer Research UK! is the world’s largest independent organisation dedicated to
cancer research. Our vision is that together we will beat cancer. We funded £333
million of research in 2007-08. 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.

As the major non-commercial cancer research funder in the UK, and as a charity
directly supported by one in ten people in the UK, we believe we have a valuable
perspective in this debate. Our focus is, as always, on achieving the best outcomes
for patients.

Cancer Research UK shares the view that we need to safeguard the fundamental
principle of equal access to NHS care, free at the point of use, regardless of ability to
pay. However, we also understand the challenge that this presents in respecting
patients’ right to use whatever resources they have to try to extend their lives,
provided they get proper clinical advice.

This issue is particularly pertinent for cancer. Increasing numbers of potential new
anti-cancer treatments coming through the research pipeline, combined with rising
public pressure for their provision by the NHS, means that the framework within
which patients are getting access to these new treatments needs to be better
defined.

We welcome the Scottish Government’s proposal to amend the guidance to the NHS
regarding patients who wish to pay for additional private care. The current guidance
was highlighted by many of those who gave evidence to the Public Petitions
Committee’s inquiry as confusing and contradictory. A revision is therefore welcome.

However, to ensure that this does not perpetuate inequalities within the NHS,
changes are needed to the current system. As such, we hope to see further
information from the Scottish Government addressing other issues raised during the
Public Petitions Committee’s inquiry.

We note that this guidance “takes account of the draft guidance on this issue that the
Department of Health has issued for consultation”. However, Cancer Research UK
believes that the key strength of the Department of Health’s consultation is the way in
which it addresses the wider issue of increased flexibility in drug pricing and seeks to
improve drug appraisal processes. We believe that these proposals may contribute
to reducing the number of patients who find themselves in a situation where they
may have to consider paying for a drug privately.
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Comments and questions
In relation to the draft guidance, we would like to raise three main issues:

1. How the establishment of arrangements to enable separate provision of NHS and
private care will be managed and funded;

2. The route through which patients will be able to access independent unbiased
information on treatment options, including those not made available on the NHS;

3. Whether safeguards to protect against conflicts of interest are appropriate.

1. Developing a consistent approach for those patients who may still wish to
purchase additional drugs

Who should qualify?

We welcome the commitment that the number of patients who may wish to purchase
additional drugs should be kept to a minimum. We wholeheartedly agree that asking
patients to pay for their treatment should be a last resort.

The draft guidance states that “local processes for exceptional prescribing must be
considered first”. However, it is clear that variations in the way that exceptional cases
are handled continue to exist across the country. Issues such as the agreed
definition of “exceptional” need to be clarified in order to reduce variation in
procedures across Scotland. We therefore urge the Scottish Government to bring
forward the work it committed to in its response to the Public Petitions Committee’s
report, to “articulate the principles against which local decision making arrangements
should operate”.?

Furthermore, application for exceptional prescribing should not be automatically
considered a prerequisite for application to purchase additional drugs. Patients who
are likely to qualify under the rules of exceptional prescribing should be considered
via this route, and their drugs funded by the NHS. Not all patients who wish to
purchase additional drugs will have an exceptional reason why they might be most
suitable for this treatment. These patients should not be mandated to go through
what can be lengthy and complicated applications for exceptional prescribing where
it is known at the outset that this is unlikely to succeed.

Logistical arrangements

Arrangements will need to be in place within the NHS to ensure that patients have
the choice to purchase additional drugs should they wish to do so. The guidance
states that “NHS Boards should have arrangements in place to enable [concurrent
treatment] to happen and in doing so should keep NHS and private care elements
clearly separate”.

This will inevitably carry logistical difficulties. Our clinicians tell us that there are
specific concerns that Boards may not have sufficient space or staff to provide
separate private care without detracting from NHS care. There is likely to be an up-
front cost in establishing these arrangements and complications with finding an
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appropriate place to make these services available. We ask the Scottish
Government to further consider the associated costs and manpower dedicated to
this. We note that there will need to be variations in the way this is delivered in each
area, based on the facilities available. There are also questions about what impact
this separation will have on both the quality and safety of care being delivered to
patients, some of whom will be very sick or have limited mobility.

The draft guidance states that patients may be able to purchase an additional drug
privately “where this does not compromise patient safety; clinical accountability;
probity; and existing treatment arrangements”. We would suggest that guidelines be
provided for clinicians to assist with making this decision and communicating it to the
patient.

It may be that the separation of NHS and private care which the guidance advocates
is simply not feasible. If patients who chose to supplement NHS care with an
additional drug were able to receive it together with their NHS care, and be charged
for the drug and delivery cost, this issue may be avoided. This may also remove the
concerns about conflict of interest for consultants who provide both NHS and private
care (see point 3 below).

2. Providing independent unbiased information for patients about the
implications of purchasing additional drugs

The guidance states that “NHS Boards should ensure that arrangements are in place
to provide information to patients who may wish to combine NHS and private care”.
The provision for patients of clear, relevant information, and accompanying support
to help them interpret and understand the choices they are being given will be
crucial. We welcome the statement in the guidance that NHS clinicians should
provide patients with “full and accurate information”.

We would ask the Scottish Government for further details about how NHS clinicians
will approach the subject of non-NHS funded treatments with patients. In Annex B,
relating to arrangements for NHS and private care, the guidance states, “If a patient
seeks information about private services...”. This implies that the onus will be on the
patient to request this information, rather than it being given as a matter of course by
NHS clinicians. If this is the case, only already well-informed patients would be
made aware of non-NHS funded treatments, exacerbating current health inequalities.

3. Dealing with conflicts of interest

The guidance rightly states that “NHS clinicians who carry out private care should
avoid any actual or perceived conflict of interest between their NHS and private
work”. However, the guidance also states that “NHS clinicians should make all care
options available to patients, including those not offered by themselves or their NHS
organisation”. These two statements appear to conflict.

In addition, we are concerned that paragraph 2.9 of the Code of Conduct for Private
Practice, as cited in the guidance: “In the course of their NHS duties and
responsibilities, consultants should not initiate discussions about providing private
services for NHS patients, nor should they ask other NHS staff to initiate such
discussion on their behalf” adds to this confusion.



While clinicians who do not carry out private practice will feel able to discuss all
treatment options with patients without any conflict of interest, NHS clinicians who
also provide private practice may feel unable to initiate discussions with patients
about private services, such as the purchasing of additional drugs, without finding
themselves in contravention of the Code.

We would be happy to provide any further information or detail as required. Please
contact Vicky Crichton, Public Affairs Officer for Scotland at
vicky.crichton@cancer.org.uk or on 0131 243 2641.
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