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Response from the

International Brain Tumour Alliance (IBTA)
to the

Additional Private Drugs for NHS Care Review
The International Brain Tumour Alliance welcomes this review on the issue of co-payments and would appreciate it if the below points could be taken into consideration.  We speak from the point of view of an advocacy and awareness raising organisation which deals on a day-to-day basis with those whose lives have been touched by a brain tumour.

The views we represent an d their context
Our constituency of patients includes those of all ages, backgrounds and nationalities.  Brain tumours are no respecter of these characteristics and can afflict any one of us at any time in our lives.  The causes of brain tumours are generally unknown, so there can be no prevention strategies for them.  Screening is unrealistic and there are no known lifestyle changes that can prevent a brain tumour.

So currently, the only hope brain tumour patients have lies in access to promising, new therapies which, although they may not save life, can extend survival with a good quality of life.  

It is against this backdrop that we wish to make some points about the very difficult dilemma which is presented by the topic of this review.
Basic response

While no one would wish to see less well-off patients disadvantaged by not having the funds to pay for therapies not available on the NHS, equally it would be unfair to penalise those who can and do choose to pay for additional drugs by withdrawing NHS treatment.
Unfortunately, inequality of treatment already exists with the so-called “postcode lottery”.  This is evidenced by the wide variation from PCT to PCT on policies regarding exceptional funding, for example, or the availability of therapies between the time that NICE publicly releases its draft guidance and the time that guidance is confirmed.  
Wider inconsistencies

Additionally, there are further inconsistencies relating to the very issue we are debating now.  Some health authorities turn a blind eye to mixed provision (private payments within an NHS framework), allowing patients to top up elements of their treatment.  Other health authorities strictly forbid it.
We feel it is unethical to exclude patients from NHS care if they are willing to pay privately for some aspects of their treatment.  We further believe that patients should always be given full and frank information about all available treatments, whether or not they are approved for use on the NHS. 
This year the NHS is 60 years old and celebrates its founding principle that every patient, regardless of their personal financial situation should have equal access to treatment.  This principle is further bolstered by the specific legal requirement that patients must have access to a therapy once it is approved by NICE for use on the NHS.

Today, patients are extremely well-educated.  They do their research.  They show an increasing willingness to challenge their medical advisors when they need more information or disagree with an approach.  Never before has information been so readily available, even about the rarest of the rare diseases.  And undoubtedly, knowledge is power and this knowledge can lead to better health outcomes.
We do not understand why patients who wish to pay privately for some elements of their care are being penalised by being required to participate in an all-NHS-or-nothing-NHS approach.  It would seem that patients are simply responding to a problem which has in part been created by the health service and in part by the high cost of cutting-edge therapies and the investment power required in researching and developing these therapies.
Background issues

We also believe that the QALY measurement used by NICE to assess new treatments is too blunt a tool and that the appraisal process should be widened to include such aspects as severity of illness. 

We would further add that currently the QALY also does not take into consideration the issue of unmet need for people with diseases like brain tumours; the realistic total cost to the NHS of delivering a therapy; the rareness or uncommonness of a disease; the impact of a disease on family and caregivers (which has its own economic ramifications within society at large) or the true value to society of a human life – even though that life may be tragically cut short.

While we recognise that money doesn’t grow on trees and that the NHS’ resources are finite, we also recognise that there is waste in the NHS.  Examining where cost savings can be made and then applied to the provision of a wider range of clinically effective therapies (thus lessening the need for co-payments) should be a top priority.
Fundamental inequity
Finally, we feel it is important to note that those patients who wish to co-pay are those who – all their working lives – have contributed to the National Health Service by paying National Insurance contributions.  It is particularly galling when for example – after a long, healthy life – a person suddenly becomes dangerously ill with a devastating disease like a brain tumour; is recommended for a clinically efficacious therapy by his doctor; is denied that therapy on the NHS and is indeed then denied the right to purchase it himself at the risk of losing the benefit of NHS elements of care for which he has already paid.  
Thank you for considering these comments.

Yours sincerely,

The International Brain Tumour Alliance (IBTA)
Chair: Mr Denis Strangman, 10 Carrodus Street, Fraser, ACT 2615. Australia. Tel: (61) (2) 62583912. Email: chair@theibta.org  Secretary: Mrs Kathy Oliver, PO Box 244, Tadworth, Surrey KT20 5WQ, United Kingdom. Tel: (44) (0) 1737 813872, Fax: (44) (0) 1737 812712, Mobile: (44) (0) 777 571 2569. Email: kathy@theibta.org 
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