BNOS Submission to APPG enquiry into inequalities in cancer


A submission from the British Neuro-Oncology Society to the All Party Parliamentary Group on Cancer

Inquiry into cancer inequalities
By Colin Watts (on behalf of BNOS)
[image: image1.jpg]British Neuro-Oncology Society





Cancer inequality illustrated by Brain Cancer: A case of need
Inequalities in research, clinical resourcing and patient advocacy are failing patients with brain cancer as the following quote from a recent survey of cancer survival in the UK illustrates:

“The absence of any improvement in survival from brain tumours in adults between 1986 and 1999, for either sex, represents a rare exception to the general trend in cancer survival in England and Wales during this period. 

For brain tumours, the overall trend is in fact towards a decline in survival in both sexes, which is statistically significant for 5-year survival among men (3% every 5 years)(Rachet et al., 2008).”
1. Inequality of advocacy

Advocacy for patients with brain and CNS malignancy is often difficult because of the nature of brain cancer and the relative lack of appropriate data and its analysis. The impact on carers and family is poorly understood.
Brain cancer is one of the most lethal human diseases.

· Each year in the UK around 4,300 new cases of brain or central nervous system cancers are diagnosed, around 7 per 100,000 population. 

· Although brain tumours account for less than 2% of all primary tumours they are responsible for 7% of the years of life lost from cancer before age 70(Office for National Statistics, 2006). 
· Brain cancer is the commonest solid tumour in children and the most common cause of cancer death in children
· If the burden of disease is considered in terms of the average years of life lost per patient brain tumours are one of the most lethal cancers with over 20 years of life lost (Burnet et al., 2005). 

· The high rates of mortality make these rare cancers into the third leading cause of cancer-related death among economically active men between 15-54 years of age and the fourth leading cause of cancer-related death among economically active women between 15-34 years of age(Kesari and Stiles, 2006). 

· The latest survival trends for patients with CNS malignancies have remained largely static(Rachet et al., 2008) reflecting the lack of therapeutic options for patients with these cancers. 
· The number of children dying from a brain tumour in 2007 was 33% higher than in 2001; child deaths from leukaemia were 39% lower than in 2001 (ONS, Mortality Statistics 2007)

· The incidence of brain & CNS primary tumours is reported to be 7-8 per 100k population although it is likely to be nearer to 20 per 100k population and is expected to increase further with an aging population and also (possibly) because of  increased access to imaging. The prevalence of brain & CNS is not known but is likely to be growing faster than incidence as the people living with brain and CNS tumours (especially young people) is increasing.

· More children and people under the age of 40 die from a brain tumour in the UK than any other form of cancer. 65% more women die from a brain tumour than from cervical cancer (Office of National Statistics, Mortality Statistics: Deaths registered in 2007).
· It is also likely that the number of people with metastatic brain cancer will increase over the next 5 years especially as patients live longer after treatment for their primary cancers. For example, metastatic brain cancer is becoming more common in women with advanced breast cancer who have had their life extended by herceptin. 

Action Point

· These data illustrate the large clinical and economic burden that these relatively uncommon cancers inflict and emphasise the need for novel therapeutic approaches. By 2012 the National Cancer Intelligence Network Brain tumour minimum dataset has been established so that there is accurate information about brain & CNS cancer incidence and outcomes.
· A national umbrella charity to support all patients with brain cancer should be encouraged.
Existing therapies have limited efficacy and the need for new treatments is an unmet clinical need.

· Current clinical management of patients diagnosed with a malignant glioma involves a combination of surgery, radiotherapy and chemotherapy. 

· The commonest brain tumour is glioblastoma (GBM) where median life expectancy in optimally managed patients is only 12-14 months(Stupp et al., 2005). 

· Radiotherapy has been the principle therapeutic modality since the late seventies(Walker et al., 1978;Walker et al., 1980). 

· Additional targeted chemotherapy is of only modest benefit(Hegi et al., 2005;Stewart, 2002;Stupp et al., 2005). 

· One of the fundamental problems inhibiting therapeutic advances is the lack of research in brain cancer. 
· Over the past decade there have been 13 open trials of novel therapies for children's brain tumours but only 3/4 open trials for adults on the NCRN trial portfolio.

· The National Cancer Plan identified research / trials as the quality element for national cancer service development. The failure to open trials of novel therapies for common and rare CNS tumours is indicative of the lack of priority of this area of adult cancer practice in the UK and is in part related to the lack of research-active clinicians in neuro-oncology in contrast to the situation in paediatric practice where a cadre of very research active clinicians have established a critical mass through international collaboration.

2. Inequality in access to research funding

Standard mortality statistics underestimate the burden of disease from CNS tumours.

· The average years of life lost YLL gives relatively higher weighting to tumours that have poor survival and kill patients when they are young. It represents a measure of the burden of cancer to the individual patient(Albert et al., 1990).

· YLL has been included as an analysis parameter for allocation of research funding in Australia and in the USA, specifically to assess spending across different diseases(Aoun et al., 2004;Gross et al., 1999)
· The crude mortality associated with CNS tumours is about 1.9% of the total cancer mortality. However, the %YLL is 3.4%. The change in percentage given by these two parameters, i.e. the increase in mortality shown using YLL rather than crude mortality, is greater for CNS tumours than any other adult cancer(Burnet et al., 2005).

· The individual patient burden in terms of YLL from cancer amounts to 12.5 years. Lung cancer accounts for 11.8 years of life lost per patient and colorectal cancer (including cancer of the anus) for 9.8 years. However, brain tumour patients suffer greater average loss of life than patients with any other adult cancer, with AYLL of 20.1 years(Burnet et al., 2005).

· Based on data published by the National Cancer Research Institute (NCRI) in 2002, the amount spent on research for CNS tumours was £3.75m out of a total NCRI spend of £250m, or 1.5%. The annual NCRI research spend/AYLL was £0.2m/year for brain & CNS, compared to 3.3 and 3.5 (£m/year) for breast and prostate cancer respectively(NCRI, 2002).

· Using YLL research shows four ‘Cinderella’ tumour types which have a higher than average disease burden and lower than average research spend(Burnet et al., 2005). These are cancers of the cervix, kidney, melanoma and CNS tumours, of these, CNS tumours have the most extreme mismatch (see Figure 1).
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· Brain tumours receive less than 1% of the national spend on cancer research in the UK (NCRI)
· In 2006-7 UK Government funds dedicated to brain tumour research through the Medical Research Council amounted to just £970,000; total MRC expenditure was £89.5 million. In 2007/08, the MRC’s expenditure on cancer research amounted to £89.5 million. Research related to brain tumours was £970,000, for leukaemia it was £14 million. (House of Commons Hansard 27 Jan 2009, column 455W). 

3. Inequality of specialist care (IOG)

The key priority for people with brain & CNS tumours is that the IOG is fully implemented across the country no later than 2011. By 2012 there should therefore have been at least one year of an IOG compliant service across the NHS. This should have been confirmed both by peer review and by healthcare commission assessment. An increase in workforce will be required to make this a reality and national support and action to make investment in such development a priority will be of considerable assistance.
There are concerns the economic downturn will result in PCTs failing to fund the improvement in services desperately needed.
3.1 Improving diagnosis

· Over the next five years it is likely that more advanced imaging and molecular diagnostic techniques will become available. It will be vital that neuroscience centres are staffed by specialist neuroradiologists and neuropathologists as set out in the IOG if such techniques are to be introduced. Both these staff groups are in short supply already and this can lead to delays in diagnosis. Despite these expected advancements a biopsy will still be the key diagnostic tool for the foreseeable future.

· GPs have a difficult job to do as headaches in particular are very common and brain & CNS tumours are very rare – they often have no clear symptom patterns. Although there is NICE GP referral guidance it is unclear now helpful it has been to GPs – less than 1% of brain & CNS tumours are referred via the 2 week wait target. There may be roles for other healthcare professionals, particularly optometrists, in identifying brain & CNS tumours and there may also be opportunities to learn from what is happening in other countries.

· It is likely that the recent expansion of scanning capacity in the NHS might enable GPs to lower the threshold for such tests but they will need advice to determine which patients should be referred for such scans as there is a risk of identifying cysts, low grade glioma and even early MS which a patient might find hard to come to terms with and may be difficult to manage. 

Action Points
· Evidence based resourcing of imaging and molecular diagnostic techniques for both diagnosis and prognosis (e.g. MGMT methylation status(Hegi et al., 2008)) should be implemented
· An assessment needs to have taken place to see if GP referral guidelines are effective and, if not, what other mechanisms might help GPs to make appropriate referrals for suspected cancers eg. a risk stratification tool to help GPs and patients make decisions;

· The role of optometrists and lessons from other countries should have been considered as potential ways to improve referral;

· A pilot to consider how best to manage unresolved headaches should take place and learning shared;

· GPs should have received advice about appropriate referrals for scanning the head and be acting on it

· Cancer 52’s pilot work will have been completed by 2012, hopefully shedding further light on why delays in referral can occur.

3.2 Improving treatment

· The key priority for people with brain & CNS tumours is that the IOG is fully implemented across the country no later than 2010. By 2012 there should therefore have been at least 2 years of an IOG compliant service across the NHS. This should have been confirmed both by peer review and by healthcare commission assessment.

· It is estimated that 20-35% of brain & CNS tumour cases are still not seen by a Multi-Disciplinary Team – implementation of the IOG would resolve this issue.

· It is expected that there will be more combination therapy over the next 5 years including surgery with chemo-radiation. New developments in treatment are therefore likely to be an addition to rather than replacement for a treatment. Treatment is likely to cost in the region of £60k for a patient compared to around £12k at present.

· If brain & CNS cancers are picked up earlier it will be important to have access to new treatments that have been developed and there is concern that NICE’s current technology appraisal methodology does not work fairly for cancer patients. For example, cancer drugs are generally used first for end stage disease and/or small patient groups so it can be hard to demonstrate cost effectiveness using the existing QALYs. In particular, NICE does not take into account quality of life and socio-economic issues including the impact on a family. Also, the current situation where PCTs make funding decisions in the absence of NICE guidance is leading to inequitable access to cancer drugs which is unsatisfactory.

· Modern radiotherapy treatments will become more common over the next 5 years such as highly conformal radiotherapy and hyper-fractionated radiotherapy. Without access to these new treatments many hospitals will not be able to take part in new trials as they won’t be able to meet the trial protocols. Proton therapy will also have an increasing role to play in the treatment of brain tumours especially for children and access needs to be secured nationally. 

· It will also be important that treatments such as radiotherapy are not delayed and the cancer waiting times targets need to be expanded to address this. Also, as very few brain & CNS tumours are identified via the two week wait route it is important to ensure that patients can still be covered by the 62 day target. 

Action Points
· NICE needs to have reconsidered its appraisal methodology to ensure that it is not unfairly disadvantaging cancer patients;

· DH needs to have resolved the unfairness whereby PCTs decide on access to new and expensive drugs in advance of NICE guidance being available;

· The cancer waiting times targets need to be expanded to cover benign as well as malignant brain tumours, for example, a patient with a benign brain tumour could go blind if they wait too long for treatment. 

· England needs to have a proton therapy facility and, in the interim, there should be a national referral system to ensure equal access to proton treatment abroad.

3.3 Supportive & Palliative Care

· Length of stay in hospital is longer for patients recovering from brain & CNS cancers than any other cancer. Part of this length is contributed to by problems getting access to equipment and support that might be needed on discharge. This is particularly important for young people for whom discharge to a nursing home would be inappropriate and also for families and carers who need help and support to care for their loved ones. Care needed is not just medical.

· The Specialist Nurse has a key role to play in the experience of both the patient and their family/carers. However, their role is being eroded by Agenda for Change and it is key that commissioners recognise the valuable role they play in improving both patient and carer experience – a way needs to be found to measure the productivity/value of the Specialist Nurse position.
· Neuropsychology support for patients living with a brain tumour is a priority for patients but is inadequately resourced and often simply unavailable. Full implementation of IOG guidance should help to address this issue but it is often regarded as a low priority by PCTs and cancer networks.
· Quality of Life of patients with Brain Cancer and their carers is poorly understood. Improved data collection will be essential if resources are to be targeted and support provided in the most cost efficient manner.

Action Points
In addressing inequalities in cancer it is vital that measures are put in place to ensure that:

· health and social care are working together to ensure that patients are not staying in hospital longer than they need to and that families and carers are receiving an appropriate level of support; 

· the vital role that the Specialist Nurse plays is recognised by commissioners;

· all patients and their families are provided information on support groups;

· rehabilitation services have been improved, reducing unnecessary delays in discharge.

3.4 Follow up

For brain and CNS tumours there are two main types of follow up: 

1. cancer follow up (incl. looking for re-occurrence) is best done from the specialist centre with the GP informed so that they can take a guided role as required;

2. rehabilitation follow-up (incl. late effects of treatment) could be done closer to home via shared care mechanisms with specialist input as required.

Both types of follow-up need to be tailored to a patient’s individual needs. In both models there are key roles for:

· patient support groups;

· psychiatric and psychological support;

· social worker support; 

· Specialist Nurses

· GPs.

There needs to be clarity about management of long and short term follow-up for patients. 

In Summary: to address these inequalities in brain cancer we would like to emphasise the following priorities:

1. That each patient diagnosed with a brain tumour is discussed by a specialist team

2. That the patient and/or carers have the opportunity to meet a brain tumour specialist to discuss their diagnosis and treatment plan

3. That more resources are made available for research in brain cancer
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