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Submission for the APPGC 
Inquiry into the England 
Cancer Strategy 
 

1) What progress has been made in implementing the cancer strategy? Is progress happening at a pace 

which will enable successful delivery of the Strategy against the timescales set out in the Taskforce 

report? 

1.1 It is too early to tell if progress is happening at a pace that will enable the effective delivery of 
the strategy. The governance structure looks like an effective foundation from which to build 
on and move forward to implementation. The establishment of a National Advisory Group to 
scrutinize the work of the Transformation Board and input into an annual report on progress of 
implementation is encouraging.  
 
The immediate focus on early diagnosis and patient experience over 2016/17 is welcome as 
these are two areas which people affected by a brain tumour repeatedly tell us matter. Late 
diagnosis of a brain tumour is common. It has an effect on patient experience and quality of life 
and people diagnosed through emergency presentation with a high grade brain tumour have 
poorer survival outcomes (1,2). People with a brain tumour often report poor experience of 
care with some of the lowest results across all cancers (3). 
 
The one-year survival target of 75% across all cancers is deliverable by 2020, particularly with 
a commitment to diagnose or exclude cancer within four weeks of referral from a GP and the 
launch of the cancer dashboard to hold CCGs to account. This is additional to the actions 
around early diagnosis planned for 2016/17 also outlined in the ‘Strategy’. The establishment 
of Cancer Alliances will hopefully strengthen accountability on one-year survival metrics. 
However, as we mention in a later section, it is not so clear if significant improvements in 
survival will be made in this timescale for cancers of unmet need (those cancers where survival 
has improved little over the last thirty years and where there are few treatment options 
available). 

 

2) What needs to be in place to ensure successful delivery of the strategy? Are these structures and 

systems being established effectively and/or at the necessary pace – particularly when it comes to 

rarer cancers? 

2.1 Rarer cancers present significant challenges in diagnosis, treatment and care. Symptoms can 
often be vague and there is a lack of awareness among the public around what the symptoms of 
rarer cancers are (4). People with rarer cancers also report greater disparity in care when 
compared with more common cancers, particularly around access to information (5).  

We hope that each work stream oversight group will be aware of the unique and specific 
challenges that rarer cancers face and will consider those challenges in their work. 

2.2 The care pathway can be difficult to navigate for patients with rarer cancers. For people with a 
brain tumour an assessment of holistic needs and the provision of a written care plan is 
essential. Yet the 2015 English Cancer Patient Experience survey showed that just 21% of 
people with a brain tumour received a written care plan and 42% were either not told or only 
told to some extent about side effects of treatment that could affect them in the future (6).  

The Recovery Package is a key intervention to support self-management and improve patient 
experience of care. We hope that Cancer Alliances will facilitate integrated care pathways and 
effectively provide the whole cancer perspective. They will be central to the goal that patients 
have access to elements of the Recovery Package by 2020.  
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It is encouraging to read that Cancer Alliances will be rolled out by the end of 2016 (7). We 
would like to hear how they will work in practice to improve outcomes and patient experience 
for people affected by rarer cancers. 

2.3 We are pleased to see that a key work stream is to establish patient experience on par with 
clinical effectiveness and safety. We know from our own research that people affected by a 
brain tumour have a mixed and varied experience of care (1). In the 2014 English Cancer 
Patient Experience Survey brain tumours recorded in the bottom score for 25 questions and in 
the bottom 3 for a further 15 questions (3). A report published by Cancer 52 concluded that 
people with rarer cancers have poor access to clinical nurse specialists, less positive 
experiences around information and a less positive experience when moving between services 
(5).  

Brain tumours are the second most common form of childhood cancer and we believe that 
there should be an English Cancer Patient Experience Survey for people of all ages with cancer 
(8). It is good to see that there is a move in this direction with a focus in 2017/18 on methods of 
data collection for cancer patients under the age of 16.  

It would be useful to know what more is being undertaken in the interim by the groups that sit 
within the patient experience work stream to improve patient experience for under 16s.   

 
2.4 Brain tumours are difficult to diagnose early because symptoms are vague and/or mimic other 

conditions. 53% of high grade brain tumours were diagnosed as an emergency in 2013, more 
than any other cancer (2). The revision of the referral guidelines for suspected cancer [NG12] 
lowered the threshold for referral however the symptoms of a brain tumour do not meet this 
figure. The National Audit of Cancer Diagnosis in Primary Care showed that only 12.8% of 
brain tumours were diagnosed via the urgent two week pathway for suspected cancer and 
other data puts that figure as low as 1% (2,9).  
 
We are pleased that immediate action has been take to improve early diagnosis, in particular 
the piloting of multi-disciplinary diagnostic centres, testing other models of vague symptom 
pathways at sites across the UK and increased funding for diagnostic capacity.  
 
Not all people affected by a brain tumour will see their GP prior to diagnosis. The 2015 English 
Cancer Patient Experience Survey showed that 39% of people with a high grade tumour went 
straight to hospital prior to diagnosis (6). This could suggest that they did not feel their 
symptoms warranted a visit to their GP, that they associated symptoms with an existing 
condition or that they did not present with symptoms. We would like to know what is being put 
in place by the early diagnosis work stream to capture those people who did not visit their GP 
prior to diagnosis.   

 

3) What are the key challenges in implementing the Cancer Strategy, and how well are these being 

addressed? 

3.1 A key challenge in the implementation of the cancer strategy will be to improve survival for 
those cancers where survival has traditionally been poor. The authors of the strategy highlight 
in the report in Figure 21 a group of cancers with a relative five-year survival of less than 25% 
(labelled as Group 3). We argue that these are cancers of unmet need, those with the lowest 
survival rates and with few treatment options available.  
 
The authors of the strategy highlight that survival has improved across all cancers. However, 
this masks the slow and frustrated gains made by those cancers of unmet need. For instance, 
since 1971 there has been an overall increase in survival of less than 10% for people with a high grade 
brain tumour (10).  
 
The authors of the strategy propose that one-year survival should reach 75% by 2020 for all 
cancers combined. We are concerned that a whole cancer approach to measuring improvement 
in survival will risk overlooking those cancers where gains may be minimal. The 75% target can 
be met with moderate gains in those cancers in Group 1 and 2 of Figure 21. For example, 
ovarian cancer, which is identified in Group 2, currently has a one-year survival of around 72% 
(10). One-year survival is 40%, 32% and 21% for brain, lung and pancreatic cancer respectively 
and will be harder to improve (10). 
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We would want to see a minimum one-year survival target that could apply to cancers of unmet 

need (for example, no individual tumour type should have a 1 year survival of less than 50% by 

2020). Alternatively, 

 No individual tumour type should have a 10 year survival of less than 20% by 2020 

 For group 3 tumour types, 1/5/10 year survival should increase by x% by 2020 

An approach that does not combine cancers could provide a level of accountability for those 
cancers where there have been comparatively small gains in survival since 1971.  
 
Although the authors of the strategy acknowledge that “some less common cancers or those 
with the poorest outlook, will offer greater scope for gains than others” we would like more 
specific actions in the strategy to tackle problems unique to this group (11). Given that we are 
in the first stages of the implementation of the strategy this presents an opportunity to 
improve outcomes for cancers of unmet need. It would also be useful to know how the National 
Cancer Advisory Group and the work stream groups will ensure that the needs of cancers of 
unmet need (Group 3) are recognised and monitored. 
 
 

3.2 The authors of the strategy rightly state that research is at the heart of progress in survival and 
that it will remain essential to driving improvements. A lack of progress in survival for brain 
tumours is due in part to the complex nature of the brain and the difficulty in developing new, 
breakthrough treatments. However, progress has been made more difficult because of a lack of 
resource invested in this area of research (12). If the strategy is to improve survival then 
barriers to research must be addressed.  
 
One such barrier to research is the size and quality of the research workforce. For example, we 
have relatively few research active neuro-surgeons and there is a need for more medical 
oncologists sub-specialising in brain tumours. We stated in evidence to a petition’s committee 
report into Funding for Brain Tumour Research the need for, “the perception of a commitment 
to funding and the creation of a positive research environment…to help attract the best 
international researchers to the UK” (12). We believe that more needs to be done to attract 
researchers to this field of study to increase the quality and quantity of research applications. 
 
Improving survival for brain tumours will remain a challenge if the research environment in this 
area is under resourced.  
 

 

4) What should the priorities be for the Cancer Transformation Board and the National Cancer 

Advisory Group in the next 12 months with regards to delivering the Cancer Strategy? 

4.1 To enable progress in the treatment and care of people with a brain tumour workforce gaps 
need to be addressed. The authors of the strategy highlight the deficit in diagnostic services 
and cite a report by the Royal College of Radiologists that states, “nearly 8,000 patients are 
waiting more than a month for results of their CT and MRI scans across the country” with 
considerable variation between Trusts (13). 
 
We believe that this is an area that should be prioritised as a shortage of radiologists has an 
adverse effect for people with a brain tumour because decisions around treatment and care are 
partly dependent upon scan results.  
 

4.2 There is a lack of specialized Allied Health Professional support for people with a brain tumour. 
Access to neuro-rehabilitation is varied and limited for some people. A survey of people 
affected by a brain tumour revealed that just 14% had access to speech and language therapist 
and just 25% had access to a psychologist (14).  
 
Neuro-rehabilitation is essential for people affected by a brain tumour. The cognitive and 
physical effects of a brain tumour can be long lasting and intrusive. In a survey of people with a 
brain tumour 1 in 4 reported experiencing cognitive problems and 1 in 5 reported speech 
problems (14). People affected by a brain tumour need access to rehabilitation at all stages of 
the pathway to help manage their condition. Brain tumours effect the young in large numbers 
relative to other cancers. Many of them will have to cope with symptoms or effects of 
treatment for a significant portion of their life and through work and study.   
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We would like to see cancer rehabilitation prioritized in the next 12 months and 
implementation of the recommendation that NHS England and Health Education England 
support a national review of the cancer rehabilitation workforce. Achieving World - Class Cancer 
Outcomes: Taking the strategy forward refers to several workforce initiatives (7). We would like 
to see specific reference to and prioritization of specialized allied professionals in these 
initiatives (7). 
 

4.3 There are over 130 classifications of brain tumour subtypes. Molecular testing will enable a 
more precise evaluation of a tumour type and will have significant repercussions for the 
treatment and study of brain and CNS tumours. This is particularly important in light of the 
most recent update to the World Health Organization Classification of Tumours of the Central 
Nervous System which will for the first time include molecular data in its classification (15).  
 
It is important that the structures are in place to support national commissioning of molecular 
testing. Currently, there is variation in access to molecular tests. A survey of 27 neuro-
oncology centres conducted in 2015 highlighted that molecular tests for brain tumours such as 
ATRX are not being routinely carried out in hospitals across England and Scotland, despite 
being a simple and inexpensive diagnostic stain.   
 
We welcome the proposal to establish a reference group to support the delivery of nationalised 
commissioning which we hope will successfully deliver equal access to tests. This will benefit 
rarer cancer in particular where targeted treatments can make a significant impact.  
 
 
 
 

4.4 Brain tumours are rare and so it is important that we learn from each and every one. Biological 
samples such as tissue and blood can contribute to advances in research which benefit 
everyone with the disease. With a large collection of samples researchers can analyse genetic 
differences and more accurately group tumours by sub-type. We have co-funded research to 
analyse the genetic makeup of aggressive Group Three subtype of medulloblastoma – a type of 
brain tumour common in children. Biological samples sourced from biobanks allowed the 
research team to identify genetic properties and distinguish Group Three from other subtypes 
of medulloblastoma. It is hoped that further analysis of these distinguishing features may lead 
to a more targeted treatment with less aggressive side effects. 
 
We are pleased with the strategy recommendation that “NHS England should set an 
expectation that all children, teenagers and young adults diagnosed with cancer should be 
asked at diagnosis whether they consent…for a tissue sample to be collected in use for future 
research studies” (11). We believe there is a need to replicate this ambition for adults. One 
aspect to this is awareness amongst patients and clinicians. We know anecdotally that many 
people affected by a brain tumour are not asked if they wish to donate tissue to a biobank or 
donate their brain for the purpose of research nor know to ask. However, as well as a cultural 
change there needs to be structural changes. 
 
Despite the clear benefits of biobanks there is no infrastructure in place to collect tissue 
routinely and in larger quantities. It is unclear at present how that need will be met. Currently, a 
limited number of adult tissue samples are stored in local banks across the UK with no single 
point of access and no centralised co-ordination. This may affect the variety and quantity of 
samples available and the potential delay and additional administrative work is an unwanted 
burden when charity and government funding is already stretched.  
 

4.5 Cancer registry data is vital for the improvement of outcomes and services (16). Media and 

political scrutiny has contributed to data providers being overly risk averse. The House of 

Commons Select Committee on Public Accounts found that health charities have experienced 

severe delays in getting data for health research (17). This has had direct repercussions for 

people affected by a brain tumour. HeadSmart is an early diagnosis campaign to raise awareness 

of the signs and symptoms of a brain tumour. The research team behind the campaign have 

reported delays in access to data from Clinical Practice Research Datalink (CPDR). We are 

concerned that severe delays may reoccur in the future if there is not better awareness of how 

health data is used and what the benefits are. We are pleased that NHS England has moved in 

this direction with the useMYdata initiative which aims to create informed patients. It is vital 
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that this issue is prioritized in the next 12 months and we would like to know what more is being 

done to improve access to data for researchers. 
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