How MPs are involved in the aftermath of NICE decisions and the challenges this presents regarding a balanced approach to the rights of the citizen
Themes:

· Challenging position for MPs: should we be considering the rights of the individual citizen, or what is best for us all collectively?
· Priorities and rationing: whatever decisions are made must be done for the right reasons and must be open and transparent
· NICE should be strengthened to draw up entitlements to standards of care, treatment, information and support so that people with cancer know what they can expect to get
NICE decisions do not make up as large a proportion of an MP’s constituency casework as the media would have us believe

· Constituents use MPs as a last resort only

· Most MPs get around 10 queries per year regarding NICE decisions, and these are very rarely from the people directly affected by the decision

· Is this indicative of a lack of public understanding of NICE’s processes? 
· Majority of MPs do not have a scientific/medical background and do not have a deep understanding of the inner complexities of NICE. How can MPs better engage with NICE? 
The APPG on Cancer has received 15 representations from people who have been denied specific treatments by their PCT over the last year
· My instinct is to do everything in my power to get this person the treatment they need. This usually involves encouraging PCTs to stick to the rules – I’m surprised at how much interpretation of these there is!
· In reality, there are over 60million other people living in the UK who each have their own priorities for the NHS in addition to this one person who has written to me. Rationing and cost effectiveness decisions are entirely necessary for society as a whole.

NICE therefore has a crucial role to play in balancing these priorities
· This role needs to be strengthened to ensure collective confidence in the decisions made, and ensure that guidelines are followed

NICE’s appraisal process must be as robust as possible
· The current climate means that NICE must be confident in its own decision-making process, and must reflect on wider issues when making judgements about cost effectiveness (eg paying for treatment now could reduce the need for in-patient care later; the “price” of someone with cancer being able to go back to work is not measurable)

· In particular, quality of life should be given more weight in NICE’s judgements on cost effectiveness. The Quality Adjusted Life Year (QALY) calculation must better reflect the benefit of relatively small gains in survival but great improvements in quality of life.
Entitlements should be laid out for all people with cancer
· The APPG on Cancer’s New Vision for Cancer proposes standards and entitlements which span health and social care

· As part of the government’s new ‘cancer reform strategy’, we must draw up entitlements to standards of care, treatment, information and support for all people with cancer, so that we can be confident that people everywhere will get the same quality of care and the same access to treatments.

· Such entitlements would be enforceable and would mean that everyone knows exactly what they can and can’t expect
