
 

Response to the Request for 
Input to the Independent 
Cancer Taskforce Strategy     
 

About The Brain Tumour Charity 

The Brain Tumour Charity is at the forefront of the fight to defeat brain tumours.  We fund pioneering 

research to find new treatments, improving understanding to bring us closer to a cure.  We raise awareness 

of symptoms to aid earlier diagnosis and so that the needs of people affected by brain tumours are 

understood and can be met.  We provide support for anyone affected so that they can have the best quality 

of life. 

Brain tumours are the highest cause of cancer related death for children and adults under 40.   Yet progress 

in treatment has stagnated.  As a charity we are committed to having the biggest possible impact for every 

person affected by a brain tumour, to defending the most amazing part of the human body, so that getting a 

diagnosis no longer means a death sentence.  

In summary  

Commitments   

Commitment One: Improving outcomes in the 4 cancers of unmet need  

We call upon the taskforce to commit to a dedicated section within the strategy which aims to improve 

outcomes in cancers of unmet need i.e. those with ten -year survival rates of less than 10% specifically Brain, 

Pancreatic, Oesophageal and Lung. 

Commitment Two:  Early and Accurate diagnosis 

We call upon the taskforce to commit to earlier and accurate diagnosis.  Specifically reducing the numbers 

of those diagnosed through emergency admission this is particularly relevant for those ‘rare’ or  ‘less 

common’ cancers which are disproportionately diagnosed as an emergency and ensuring equal access to 

molecular diagnostic tests.   

Commitment Three:  Holistic Care  

We call upon the taskforce to commit to a holistic care approach which includes implementation of National 

Institute for Health and  Care Excellence (NICE) improving outcomes guidance, fair and equitable access to 

a Clinical Nurse Specialist, access to rehabilitative services, patient participation in research and advanced 

care planning including free social care at the end of life. 

Examples of Good Practice    

Good Practice:  The Cambridge model  

Specifically in relation to brain tumours we would like to see the so called Cambridge model of care, which 

includes good communication and information provision, high levels of recruitment to clinical trials, routine 

permissions for bio banking included in surgical consent forms and same day clinic and MDT meetings which 

reduce delays replicated at other centres. 

 

 



 

Good Practice: Early access to Medicines Scheme  

Medicines often take up to 15 years to get from the laboratory to the clinic and there is currently unmet 

need for brain cancer patients as well as in other cancer types. The lack of treatment options and extensive 

time it takes to develop new ones is one reason why many patients are missing out on promising 

developments.  

We are pleased that that government has made steps to allow swifter access to treatments, in particular the 

Early Access to Medicines Scheme (EAMs). We encourage the government to properly resource EAMs. We 

also encourage support of adaptive pathways. 

Good Practice: Mandatory Cancer awareness education in schools 

We fully support the endeavours of the Teenage Cancer Trust and their programme of education in schools 

and assert that awareness through education of the signs and symptoms of cancer is a powerful tool to 

assist in earlier diagnosis and help prevent diagnosis after emergency admission.    This education should be 

mandatory. 

Biggest Barrier to improving Cancer Services 

Undoubtedly this is the lack of integrated care; the disjointed nature of the current system has been an 

obstacle to improved patient experience and outcomes for people facing cancer. 

 

 

Full response  

What are the three commitments you would like to see in a new 
cancer strategy that would significantly improve cancer services for 
patients/ the health of the public, referencing any relevant evidence 
and costing information?  

 

Commitment One:  Improving outcomes in the 4 cancers of unmet need  

Whilst we understand that the Strategy will necessarily address all cancer types and not address the needs 
of specific cancer types we assert that it should contain a specific commitment to cancers of unmet need. 
 
These are the cancers with ten-year survival rates of less than 10%: pancreatic, lung, oesophageal and brain.   
The strategy should contain a specific section addressing these cancers and commit to an increase in 
survival rates for these cancers within the 5 year period of the strategy.  
 
Such a focus is necessary to ensure that, as is currently happening, overall progress in cancer survival does 
not mask the relative lack of progress in these cancers where there has been no significant change in the last 
decade. 
 
This section on cancers of unmet need should also include a specific indication as to how this might be 
achieved.  Below, we have listed a number of measures that could be included in this section: 

• Implementing CR UK’s commitment to double/treble research into these cancer types over the next 
five years 

• Giving priority access for patients with cancers of unmet need to new treatments and/ or trials for 
new treatments 

• Accelerating NICE technology appraisals of promising new treatments for cancers of unmet need 
• Improving recruitment to clinical trials, and a commitment to bio banking  
• Enhancing data collection through the NHS including the expansion of the National Cancer Patient 

experience Survey to Children and TYA.  



 

 

However it is structured, we urge the taskforce to include in the strategy a section or focus on addressing 

cancers with the lowest survival rates. We would welcome the opportunity to work with the taskforce in the 

creation of this section of the strategy. 

 

Commitment Two: Early and Accurate diagnosis 

Greater access to information about the signs and symptoms of cancer is instrumental to avoiding diagnosis 

through emergency admissions, and encouraging patients and their families to present at their GP practice.   

Currently, 62% of people diagnosed with a malignant brain tumour are diagnosed by emergency admissions 

in A&E, far higher than the proportion for other cancers.1 Survival for patients diagnosed with a brain 

tumour through emergency presentation is significantly worse than for patients presenting through all 

other routes – with an average 1 year survival of 30%3 for emergency presentations compared to around 

50% for other routes.  A number of ‘rare’ cancers are routinely diagnosed as emergency presentations. 

We believe that early diagnosis can also improve quality of survivorship as well as overall survivorship. We 

know that 62% of children who survive a brain tumour will be left with a life-altering, long-term disability.4 
Brain tumours are the biggest cause of preventable or treatable blindness in children.5  If these children had 

been diagnosed earlier it is possible that these disabilities could have been avoided. 
 

To improve these outcomes, there should be greater governmental promotion of awareness campaigns such 

as our HeadSmart Campaign6 which is aimed at reducing diagnosis times in children by raising awareness of 

the common signs and symptoms of brain tumour.    Our HeadSmart cards, which have been distributed to 

over a million people, have succeeded in reducing average diagnosis times in children from 9.1 weeks to 6.9 

weeks since the campaign’s launch in 2011.7 

The Government’s Be Clear on Cancer campaign has helped to successfully spread the message about 

Bowel and Prostate Cancer to targeted, hard-to-reach groups of people in local communities over  the past 

two years.  We believe that including HeadSmart in the Be Clear on Cancer campaign would make a similar 

impact by raising the profile of cancer symptoms specifically for children and young people.   

As NHS England’s Five Year Forward View points out, there is a real need to support GPs in primary care to 

access specialist and diagnostic advice, with a huge potential impact for patient outcomes.  One way to 

achieve this is through equipping GPs with new diagnostic tools, such as Macmillan’s electronic cancer 

support decision (CDS) tool8 which should integrate brain-tumour specific resources such as HeadSmart to 

aid better understanding.   

As the current tools available to GP’s including the NICE Suspected Cancer Guidelines rely on a research 

methodology which looks at positive predictive values for cancer which work well in groups where there is a 

large disease cohort and clear signs and symptoms and less well in disease groups such as brain tumour 

where the population numbers are lower and symptomology can be vague.   For these disease groups we 

would like to see these tools based on broader research methodology and to contain a multi-visit flagging 

system which prompts a notes review where a patient has visited on a number of occasions with symptoms 

                                                                            
1 NCIN Routes to Diagnosis Report, published September 2012 
3 British Journal of Cancer (2012) 107, 1220-1226. Accessed at: http://www.nature.com/bjc/journal/v107/n8/pdf/bjc2012408a.pdf  
4 NCIN Routes to Diagnosis 2006-2010 Workbook, “Percentage of diagnoses by route – Children (0-14 yrs) and Teenagers and Young 
Adults (TYA, 15-24 yrs). Accessed at: http://www.ncin.org.uk/view?rid=2645 

5 Durnian JM, Cheeseman R, Kumar A, Raja V, Newman W, Chandna A. Childhood 
sight impairment: a 10-year picture.  Eye (2009); 24: 112-117.   
Rahi JS, Cable N; British Childhood Visual Impairment Study Group. Severe visual impairment and blindness in children in the UK. 
Lancet. (2003) 362:1359-65. 
 
6 http://headsmart.org.uk/ 
7 http://www.headsmart.org.uk/measuring-the-impact-of-headsmart/  
8 Early diagnosis programme, Macmillan Cancer Support. Accessed at: 
http://www.macmillan.org.uk/Aboutus/Healthandsocialcareprofessionals/Macmillansprogrammesandservices/Earlydiagnosisprog
ramme.aspx   

http://www.nature.com/bjc/journal/v107/n8/pdf/bjc2012408a.pdf
http://www.ncin.org.uk/view?rid=2645
http://www.headsmart.org.uk/measuring-the-impact-of-headsmart/
http://www.macmillan.org.uk/Aboutus/Healthandsocialcareprofessionals/Macmillansprogrammesandservices/Earlydiagnosisprogramme.aspx
http://www.macmillan.org.uk/Aboutus/Healthandsocialcareprofessionals/Macmillansprogrammesandservices/Earlydiagnosisprogramme.aspx


 

which are vague or indicative of other less serious conditions.  We suggest this in order promote awareness 

and as a safety measure which may reduce the current delay in diagnosis of less common cancers.  

We support the Royal College of GP’s recommendation that a shift in NHS resources is needed to increase 

investment in general practice from 8.5% of the NHS budget to 11% by 2017 to ensure there are sufficient 

numbers of GPs to meet patient demand.9   

GP’s should have direct access to diagnostic tests.  The Improving Outcomes: A Strategy for Cancer (2011) 

report underlined the importance of direct access to diagnostic tests to help GPs diagnose or exclude cancer 

earlier.10 The lack of GP direct access to MRI can be a barrier to the early detection of cancer11 and we are 

pleased that the government committed additional funding to support direct access to diagnostic tests for 

GPs which will benefit brain tumour patients. 12 However, a Freedom of Information request revealed that 

currently only half of CCGs allow GPs direct access to MRI.13  

Referral of patients direct for MRI may be as a precursor to a referral decision or in addition to an urgent 

referral or non-urgent referral for subtle symptoms. For brain tumour patients the small numbers who are 

given a non-urgent referral for symptomatic investigation by their GP wait longer than two weeks.14 The 

urgent two week wait time is rarely applied to brain tumour patients. A National Cancer Audit showed that 

only 12.8% of brain tumours were diagnosed through the urgent referral pathway compared with just over 

17% through the regular pathway.15 NCIN data shows that urgent referrals only applied to only 1% of BT 

patients compared with 17% GP referral.16 Therefore, swifter and direct access as envisioned in the 

Improving Outcomes document needs to be expanded across all CCGs.  

As well as being diagnosed early, it is also vital that patients receive an accurate tumour diagnosis, as 

identifying the correct tumour type means they can receive the most appropriate and effective treatment. 

As our understanding of the molecular mechanisms underpinning different tumour types develops, we can 

use this to help inform diagnostic and prognostic assessments, alongside standard pathology tests. This 

combined approach towards making more accurate diagnoses is likely to be included in the next revision of 

the World Health Organisation’s (WHO) classification of central nervous system tumours due in 2015. 

We ask that the strategy address this issue by including measures that will ensure that there is equal access 

to molecular diagnostic services for cancer patients across the UK and to ensure that molecular diagnostic 

tests included in the next revision of the World Health Organisation’s (WHO) classification of CNS tumours 

are subsequently included in the National Cancer Intelligence Network’s (NCIN) Cancer Outcomes and 

Services Dataset.  

 

Commitment Three:  Holistic Care  

We ask that the strategy includes a commitment to more person centered holistic care. Although the 

National Cancer Patient Experience Survey has shown an improvement in overall experience of treatment, 

brain cancer patients experience is reported as some of the worst patient experiences of all cancer types. In 

the last survey, the reported experience of brain cancer patients fell in the bottom 4 cancer types for 

experience in 14 of the 70 questions and worst overall for 5 questions, with the highest percentage of 

patients of any cancer reporting feeling like a set of symptoms. 

 

A commitment to more holistic care should include implementation of the NICE improving outcomes 

guidance where it exists, patients being involved in research and free social care at the end of life  

 

                                                                            
9 RCGP Election Manifesto, 2015. Accessed at: http://www.rcgp.org.uk/policy/~/media/Files/Policy/RCGP-Election-manifesto-
2015.ashx  
10 https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/213785/dh_123394.pdf (p.45) 
11 http://www.imj.ie/ViewArticleDetails.aspx?ArticleID=2677  
12 https://www.dur.ac.uk/resources/school.health/erdu/NationalAuditofCancerDiagnosisinPrimaryCare.pdf (p.25) 
13 www.gponline.com/exclusive-half-gps-denied-access-cancer-scans/article/1322870 
14 Data on wait times available  
15 https://www.dur.ac.uk/resources/school.health/erdu/NationalAuditofCancerDiagnosisinPrimaryCare.pdf (p.29) 
16 See NCIN Routes to Diagnosis data sum in Access to Diagnostic Tests folder.  

http://www.rcgp.org.uk/policy/~/media/Files/Policy/RCGP-Election-manifesto-2015.ashx
http://www.rcgp.org.uk/policy/~/media/Files/Policy/RCGP-Election-manifesto-2015.ashx
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/213785/dh_123394.pdf
http://www.imj.ie/ViewArticleDetails.aspx?ArticleID=2677
https://www.dur.ac.uk/resources/school.health/erdu/NationalAuditofCancerDiagnosisinPrimaryCare.pdf
https://www.dur.ac.uk/resources/school.health/erdu/NationalAuditofCancerDiagnosisinPrimaryCare.pdf


 

 
 
Improving Outcomes Guidance  

The National Institute for Health and Care Excellence (NICE) Improving Outcomes Guidance (IOG) sets out 

the ideal Pathway for brain and CNS tumour patients navigating treatment in the NHS.  This includes a 

number of measures we know anecdotally are not being implemented. 

 

For example: 

 

• The NICE IOG suggests that all brain tumour patients should have access to a ‘key worker’, in 

practice a Clinical Nurse Specialist and yet we know that only 31 % 17 of brain tumour patients have 

access to a Clinical Nurse Specialist but we also know that access to a CNS greatly improves 

experience of care. 

• The NICE IOG suggests that brain tumour patients should have access to neuro-rehabilitative 
services, but in practice these services are limited and few have access to them. 

 

Involving patients in research  

We believe that every patient is a research patient. The NHS Constitution and the Health and Social Care 

Act of 2012 both committed to the promotion of research in the NHS and the 2014-15 Choice Framework 

states that, “Clinical commissioning groups are required to promote patients’ recruitment to and 

participation in research.”18 The ‘Improving Outcomes’ third annual report states that, “the proportion of 

patients entering cancer clinical trials and studies is more than double that in any other country for which 

data exists, including the United States.”19 The Brain Tumour Charity believes that every patient should be 

given the opportunity to contribute to the research endeavour, be that through actively taking part in a 

clinical trial, an observational study, donating tissue and biological samples or feeding back on their NHS 

experience.  Patient participation is crucial to the development of research and the empowerment of the 

patient and we are pleased that this has been recognised.  

The 2014 National Cancer Patient Experience Survey reported that just 37% of brain tumour patients said 

that taking part in research had been discussed with them. Of those who knew about research 

opportunities, 75% went on to take part in research.20 There is clear patient interest and more needs to be 

done to break down the barriers to patient participation in research. Over the past eight years just 709 

people with brain tumours have taken part in randomized controlled clinical trials or interventional 

studies.21 This represents less that 2% relative to incidences (number of newly diagnosed people per year). It 

is vital that this statistic is improved upon. Involvement in research not only provides hope for future 

knowledge and treatments but can improve the care and outcomes of those who take part. 

Several studies have highlighted the changes that need to be made that touch on cultural and practice 

issues, resources and support, and research co-ordination.22 We hope that the government can adopt some 

of these proposals and investigate new and innovative ways to involve patients in research. We hope that 

the expertise and the patient reach of third sector organisations can be utilized in this process. 

                                                                            
17 Finding a Better Way   http://www.thebraintumourcharity.org/Resources/SDBTT/news/documents/the-brain-tumour-charity-
report-on-improving-quality-of-life-final-report-dec2013.pdf 
18 https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/299609/2014-15_Choice_Framework.pdf (p12) 
19 NICE, “Improving Outcomes for People with Brain and Other CNS Tumours”, 2006, p28. Accessed at: 
http://www.nice.org.uk/guidance/csgbraincns/evidence/improving-outcomes-for-people-with-brain-and-other-cns-tumours-the-
manual2  
20 NHS England, “2014 National Cancer Patient Experience Survey National Report”, p.64 .  Accessed at: https://www.quality-
health.co.uk/resources/surveys/national-cancer-experience-survey/2014-national-cancer-patient-experience-survey/2014-
national-cancer-patient-experience-survey-national-reports/688-2013-national-cancer-patient-experience-survey-national-
report-pdf/file  

21 NIHR Clinical Research Network: Cancer, Annual Report 2013-14 
22 NCRI Consumer Liaison Group. “Action on Access: Widening Patient Participation in Clinical Trials”, 2012. Accessed at: 
http://www.ncri.org.uk/wp-content/uploads/2013/07/2012-NCRI-Action-on-access-report.pdf  
AMRC, “Our Vision for Research in the NHS”, 2013. Accessed at: http://www.amrc.org.uk/publications/our-vision-research-nhs  

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/299609/2014-15_Choice_Framework.pdf
http://www.nice.org.uk/guidance/csgbraincns/evidence/improving-outcomes-for-people-with-brain-and-other-cns-tumours-the-manual2
http://www.nice.org.uk/guidance/csgbraincns/evidence/improving-outcomes-for-people-with-brain-and-other-cns-tumours-the-manual2
https://www.quality-health.co.uk/resources/surveys/national-cancer-experience-survey/2014-national-cancer-patient-experience-survey/2014-national-cancer-patient-experience-survey-national-reports/688-2013-national-cancer-patient-experience-survey-national-report-pdf/file
https://www.quality-health.co.uk/resources/surveys/national-cancer-experience-survey/2014-national-cancer-patient-experience-survey/2014-national-cancer-patient-experience-survey-national-reports/688-2013-national-cancer-patient-experience-survey-national-report-pdf/file
https://www.quality-health.co.uk/resources/surveys/national-cancer-experience-survey/2014-national-cancer-patient-experience-survey/2014-national-cancer-patient-experience-survey-national-reports/688-2013-national-cancer-patient-experience-survey-national-report-pdf/file
https://www.quality-health.co.uk/resources/surveys/national-cancer-experience-survey/2014-national-cancer-patient-experience-survey/2014-national-cancer-patient-experience-survey-national-reports/688-2013-national-cancer-patient-experience-survey-national-report-pdf/file
http://www.ncri.org.uk/wp-content/uploads/2013/07/2012-NCRI-Action-on-access-report.pdf
http://www.amrc.org.uk/publications/our-vision-research-nhs


 

Free Social care at the end of Life  

NHS England’s Five Year Forward View sets out a vision for a shift in resources away from providing 

healthcare services in hospital towards community settings.   

This is particularly urgent with end of life care, where Macmillan Cancer Support research has shown that 

the vast majority of cancer patients (81%) want to die at home, but that less than a third (29%) are able to do 

so.23   

We believe that introducing free social care at the end of life would both empower patients to be able to die 

in the location of their choice, but also ensure the delivery of better quality care at a lower cost to the NHS 

than treating terminally ill people in hospital.  A Macmillan briefing in July 2014 showed how providing a 

package of community palliative care for terminally ill patients at the end of life could produce savings of 

£345 million per year.24 

The STARS (Support, Talk, Act, Review, and Share) Liverpool Care Service provides a local model for how 

this policy could be implemented in practice across the country.25 STARS is commissioned and funded by 

Liverpool CCG, with Crossroads Care (Cheshire, Manchester and Merseyside) and Marie Curie responsible 

for delivering the service. 

Designed as a response to increasing demand from patients wanted to die at home, and a lack of trained 

personnel to support them, the service provides a full package of social care in the last 12 weeks of life. The 

service is delivered in the patient’s home, residential home or sheltered accommodation.  Referrals to the 

service can be made from a range of healthcare professionals, including district nurses, GPs, hospitals, 

discharge planners and hospices. 26 

In terms of scaling this service to the rest of the country, STARS staff members identified the key factors to 

the success of the service as follows:27 

• A holistic approach, including the needs of both patients and their carers/families; or, as expressed 

in the terminology used by the service, a “supportive and end of life” programme 

• Training to enable provision of specialist end of life care, not just the generic care that would be 

provided to a patient who is not at the end of life 

• Stronger partnership between providers and other services including District Nursing 

 
 

Examples of good practice in cancer services that you would like to 
see replicated across the country. 

 

Good Practice:  The Cambridge model  

The Neurosciences Department at Addenbrookes Hospital in Cambridge has long been a pioneer in the 

delivery of care for patients affected by brain/CNS tumours and other neurological conditions. 

 

Under the leadership of clinical nurse specialist Ingela Oberg, the Department has established a patient 

pathway system, which aims to provide an overall better experience to all patients with a brain tumour, as 

well as ensuring that urgent cases are discussed and seen on the same day. 

 

                                                                            
23 Macmillan Cancer Support, “Can we live with how we’re dying?”, June 2014. Accessed at: 
http://www.macmillan.org.uk/Documents/GetInvolved/Campaigns/Endoflife/EndofLifereport-June2014.pdf  
24 Macmillan briefing on free social care at the end of life, July 2014. Accessed at: 
http://www.macmillan.org.uk/Documents/GetInvolved/Campaigns/SocialCare/Briefing-Free-social-care-at-the-end-of-life-
July2014.pdf  
25 http://www.stars.nhs.uk/health-care-professionals/review/  
26 OPM, “How could free social care at the end of life work in practice?”, June 2014. Accessed at: http://www.opm.co.uk/wp-
content/uploads/2014/06/How-could-free-social-care-at-end-of-life-work-in-practice.pdf  
27 OPM, “How could free social care at the end of life work in practice?”, June 2014. Accessed at: http://www.opm.co.uk/wp-
content/uploads/2014/06/How-could-free-social-care-at-end-of-life-work-in-practice.pdf  

http://www.macmillan.org.uk/Documents/GetInvolved/Campaigns/Endoflife/EndofLifereport-June2014.pdf
http://www.macmillan.org.uk/Documents/GetInvolved/Campaigns/SocialCare/Briefing-Free-social-care-at-the-end-of-life-July2014.pdf
http://www.macmillan.org.uk/Documents/GetInvolved/Campaigns/SocialCare/Briefing-Free-social-care-at-the-end-of-life-July2014.pdf
http://www.stars.nhs.uk/health-care-professionals/review/
http://www.opm.co.uk/wp-content/uploads/2014/06/How-could-free-social-care-at-end-of-life-work-in-practice.pdf
http://www.opm.co.uk/wp-content/uploads/2014/06/How-could-free-social-care-at-end-of-life-work-in-practice.pdf
http://www.opm.co.uk/wp-content/uploads/2014/06/How-could-free-social-care-at-end-of-life-work-in-practice.pdf
http://www.opm.co.uk/wp-content/uploads/2014/06/How-could-free-social-care-at-end-of-life-work-in-practice.pdf


 

This is achieved by the Department holding their clinic and Multi Disciplinary Team (MDT) meeting on the 

same day as an attempt to reduce the number of visits people make and to reduce time for feeding back 

information to patients.  Communication is also key - patients are informed about everything they need to 

know before treatment starts, and are given written information and essential contact details.   

 

After surgery has taken place, patients meet with clinicians to discuss their results, and also receive a 

personalised information pack based on their results. 

 

Overall, a smaller proportion of brain tumour patients take part in clinical trials compared to patients with 

other cancer types.  But in this context, the neurosciences department at Addenbrookes has anecdotally 

one of the highest recruitment rates to clinical trials in the country.  This level of recruitment is enabled by 

the leadership of the MDT by a consultant with a strong research focus, and the employment of a dedicated 

research nurse.  

 

The research nurse also discusses opportunities to donate tissue samples and bio-banking with patients in 

the clinic, and surgical consent forms at Addenbrookes formally incorporate the option to donate tissue.  

 

We would like to see this model replicated nationally. 

 

Good Practice: Early Access to Medicines Scheme  

Like many people affected by rare cancers, brain tumour patients face a lack of treatment options. 

Medicines often take up to 15 years to get from the laboratory to the clinic and there is currently unmet 

need for brain tumour patients. The lack of existing treatment options and the extensive time it takes to 

develop new treatments are major factors behind patients missing out on promising developments.  

We are pleased that that government has made steps to allow swifter access to treatments, in particular the 

Early Access to Medicines Scheme (EAMS). We encourage the government to properly resource EAMS. We 

also encourage support of adaptive pathways - testing drugs already used to treat other cancer sites or 

diseases and exploring their potential to treat other indications. As these drugs are already known to be safe 

and well-tolerated, they can potentially be accelerated through to clinical trials. 

Promising Innovative Medicine (PIM) designation for the cell therapy DC Vax-L is a promising first step in 

the EAMs process and could offer patients a fast track to the drug.28 DC Vax-L addresses malignant tumours 

and could have a significant impact on patients with a deadly Glioblastoma multiforme (GBM), one of most 

common types of brain tumours in adults for which treatment options are limited and five-year survival is 

approximately 5%.29 The Medicines and Healthcare Products Regulatory Agency (MHRA) has made 4 PIM 

designations to date. Further information regarding numbers of applications progressing to and completing 

Step II of the scheme will be released into the public domain by the MHRA in the future. The Government 

needs to encourage more companies to apply for PIM designation and enter into the EAMs.  

As companies must pay to apply for PIM the scientific opinion and collect evidence for the future licensing 
decision additionally they must provide  their product on the NHS for no charge until the point of licensing.  
The Government should revisit the budgeting and reimbursement of the scheme to incentivise uptake of the 
scheme, this is particularly important for small and medium size enterprises.   

The repurposing of drugs offers patients more options for treatment. From our funded research, we know 
that hydroxychloroquine, a drug originally designed for use against malaria, may help to make radiotherapy 
more effective in some glioma patients.   It has moved from lab to clinical trial in an unprecedented time of 
just two and a half years. Initial approval for a drug for which the potential and the risks and benefits are 
better understood offers patients hope. We ask the government to encourage this type of re-purposing and 
support the adaptive licensing of drugs. 

 

 

 

                                                                            
28 http://www.wired.co.uk/news/archive/2014-09/17/early-access-medicine-nhs 
29 http://www.ncin.org.uk/publications/data_briefings/astrocytic_brain_tumours_survival_rates_in_england 

https://www.gov.uk/government/organisations/medicines-and-healthcare-products-regulatory-agency


 

Good Practice: Mandatory Cancer awareness education in schools 

As part of our election manifesto The Brain Tumour Charity will be calling for all political parties should 
commit in their manifestos to roll out early diagnosis programmes in schools, promoting awareness of the 
key signs and symptoms of cancer through tools such as HeadSmart.30 
 
The proposal draws on the Teenage Cancer Trust’s education sessions in schools and colleges to raise 

awareness of the signs and symptoms over the last twenty years.  The sessions, lasting between 45-60 

minutes, include information about common teenage and young adult cancers, early warning signs and the 

treatment that cancer patients can take.31   

 

In 2013, Stirling University’s study into Teenage Cancer Trust’s education sessions showed that the 

intervention was an “effective way to raise adolescent’s cancer awareness, especially of cancer 

symptoms”.32  They found that recognition of nine common cancer warning signs significantly increased two 

weeks after the intervention and was maintained at 6-month follow-up. 

 

When asked to recall cancer warning signs, three of the symptoms cited by participants (headache, 

nausea/sickness and blurred vision) are included on the HeadSmart cards highlighting the signs and 

symptoms of brain tumours in children, teenagers and young adults.  Given that a quarter of childhood 

cancers  occur in the brain, it is paramount that the sessions carried out by the Teenage Cancer Trust are 

available to every child and young person in full-time education. 

 

 

The biggest barrier to improving Cancer Services.  

We believe the biggest barrier to improving cancer services is the lack of integrated care.  

The Cancer Campaigning group has defined integrated care as: “all health and social care services working 

together across organisational and professional boundaries to ensure individual patients get the care, 

information, support and treatment they need, when they need it.” They emphasize the importance of 

“ensuring people are informed about their particular condition, treatment options, side effects and care 

pathway.”33  

The disjointed nature of the current system has been an obstacle to improving patient experience and 

outcomes for people facing cancer. Integration across the entire health and social care system is complex 

and there are many recommendations about different models of system wide integration.  

We have highlighted issues and suggested recommendations in the previous two sections which would 

benefit substantially from changes to the current system toward an integrated approach. The following is a 

list of achievable recommendations that could contribute to the development of an integrated service. 

• Utilization of modern technology with computer systems being compatible within different parts of 

the NHS.  We are aware of examples where different systems are used within different hospitals so 

the scan results have to be transferred manually rather than uploaded onto an inter-connected 

system. 

• Direct access to diagnostic tests to help GPs diagnose earlier. 

• Quick delivery of test results in the event of a positive diagnosis. 

• Information on opportunities to participate in research delivered from the point of diagnosis. 

• Records of tests and patient information to be retained and shared amongst clinicians at all stages 

of the pathway. This can be particularly important for brain tumour patients who experience 

symptoms such as short term memory loss. 

• A clear end of life plan developed at the earliest possible stage where a diagnosis is terminal, 

including the introduction of palliative care and ‘real’ palliative care provision. 

                                                                            
30 The Brain Tumour Charity Manifesto, UK general election 2015.  Accessed at: 
http://www.thebraintumourcharity.org/Resources/SDBTT/the-policy/documents/the-brain-tumour-charity-manifesto-2015.pdf   
31 Teenage Cancer Trust, Education Sessions. Accessed at: https://teenagecancertrust.org/about-us/what-we-do/cancer-
awareness/education-sessions  
32 Kyle et al. BMC Public Health 2013, 13:190. Accessed at: https://www.teenagecancertrust.org/sites/default/files/Impact-of-
education-sessions_Stirling-research.pdf  
33 P5 CCG report 
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• Provision of a named Clinical Nurse Specialist as an expert ‘key worker’. 

• Clear information on what rehabilitation and other complimentary and community services such as 

mental health services are available and how to access them. 

 

The 2014 Five Year Forward View34 states that the NHS will increasingly have to dissolve traditional 

boundaries and integrate services around the patient. Emphasis on the increased capacity of primary care as 

one part of integration is particularly important for brain tumour patients. The relationship between 

primary and secondary care needs to be addressed and The King’s Fund and Nuffield Trust have emphasised 

the need for general practice to act as a platform with the responsibility, “for co-ordinating and signposting 

individuals to services within the NHS as well as beyond health care.”35 

End of life care is an example of where primary care and social care can be joined up to the overall care 

pathway in a more seamless fashion. Discussion of end of life options at the primary care level can be a 

positive step for some patients and their carers and more must be done to support GPs in this process.36  

These are just a few areas in which people affected by cancer would benefit from a more co-ordinated and 

integrated approach to health and social care where transitions through each stage of the pathway are 

seamless, communication with the patient is prioritized, and patients and their families are in a position to 

make informed, timely decisions. 

 

Contact 

If you would like us to provide any verbal evidence on any of the above or for further information on any of 

the specific suggestions please contact Rebecca Shortt, Policy & Advocacy Manager at 
rebecca.shortt@thebraintumourcharity.org  

 

 

                                                                            
34 NHS England Five Year Forward View, October 2014. Accessed at: http://www.england.nhs.uk/wp-
content/uploads/2014/10/5yfv-web.pdf  
35 A report to the Department of Health and the NHS Future Forum 
36 http://www.kingsfund.org.uk/sites/files/kf/field/field_document/end-of-life-care-gp-inquiry-research-paper-mar11.pdf  
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