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‘Over the next five years, we can improve radically the outcomes that the NHS delivers for people affected 
by cancer.’ (Independent Cancer Taskforce) 
 
Introduction 
The Independent Cancer Taskforce was established in January 2015 by NHS England with the goal of 
developing a five-year strategy for cancer services that would radically ‘improve survival rates and save 
thousands of lives’.    
 
Building on the NHS England Five-Year Forward View (FYFV), where cancer was flagged up as a priority, 
the Cancer Strategy was designed in collaboration with patients, health professionals and cancer charities. 
The Lymphoma Association has been involved in the development of the Cancer Strategy since inception - 
represented through the Cancer52 coalition, of which our CEO, Jonathan Pearce, is Chair. 
 
What’s happening now? 
At the time of writing, a National Cancer Transformation Board had been established, chaired by the 
National Cancer Director for NHS England, with the primary aim of leading the implementation of the 
Cancer Taskforce Strategy. This board met for the first time on 26th January 2016, and the National Cancer 
Advisory Group has started its work on assessing the implementation of the Strategy.  
 
Lymphoma context 
As the most common haematological cancer, almost 15,000 people in the UK are diagnosed with 
lymphoma every year, with around 100,000 people currently living with or beyond the disease. While being 
more common in those of an older age, it also happens to be the most common cancer in teenagers and 
young adults under thirty. Lymphoma comprises two main categories: Hodgkin lymphoma (HL) and non-
Hodgkin lymphoma (NHL); and within these two categories are more than 60 sub-types. Patient experience 
will vary according to the diagnosis of either HL or NHL and then within NHL the subtype, as well as 
whether the cancer is low-grade or high-grade (i.e. indolent or aggressive). Typically for those diagnosed 
with a low-grade subtype, the progression of the disease is slower, diagnosis may happen later and the 
subsequent treatment option may frequently be ‘watch and wait’. 
 
We have seen that NHL registrations have increased threefold since the mid-1970s1.  Relative survival of 
NHL is improving2, and this can be attributed to more effective treatment and improved supportive care. 
Outcomes, however, vary according to NHL subtype, patient age and route of diagnosis. The on-going 
challenge remains that diagnosis and treatment of older patients and those with more aggressive forms of 
the disease are sub-optimal, as well as improving the quality of life for those living with and beyond NHL. 
 
Comparatively, HL incidence rates have remained relatively stable for males whilst they have increased for 
females in the UK since the mid-1970s – overall, the survival rates are improving and mortality rates have 
decreased in this time period3. 
 
Our policy report Lymphoma – what’s that? 
In January 2016, we released our Lymphoma – what’s that policy report, at a time when we felt the 
lymphoma journey needs to be better addressed by policy makers in the UK. Our aim is to increase 
awareness and improve health outcomes of people living with, and beyond, lymphoma. In this document 
we address how far the Cancer Strategy will go in advancing these goals. 
 
 
What’s in the Cancer Strategy?  
Outlined in the Strategy is a comprehensive range of solutions that are aimed at tackling the increasing 
disease burden and cost of cancer in England. The key recommendations affecting those with lymphoma 
are summarised below. 
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1. Drive cancer services to achieve earlier diagnosis 
 
Nearly a third (32%) of lymphoma patients surveyed in the 2014 National Cancer Patient Experience 
Survey (NCPES) said that their health deteriorated whilst waiting for their first appointment with a hospital 
doctor4. Specifically in diffuse large B-cell lymphoma, 50% of patients die within the first three months of 
their diagnosis, which is likely to be due to the aggressive nature of the disease, compounded by lack of 
awareness and later diagnosis1. In Lymphoma – what’s that, we highlighted that only half of haematology 
services had access to Specialised Integrated Haematological Malignancy Diagnostic Services (SIHMDS). 
NICE, since 2003, has recommended this as the gold standard for diagnosing haematological 
malignancies.   
 
The Taskforce has recommended radically changing the diagnostic pathway such that GPs will adopt a 
less restrictive approach toward referring patients to investigative tests. The hope is of making cancer 
diagnoses earlier, and ultimately reducing the number of cancers detected in hospital A&E departments. 
This is because cancer diagnoses made in emergency settings generally result in poorer outcomes. In our 
report we highlighted that between 2006 and 2013, 26% of NHL cases were detected in A&E, compared to 
just 5% of female breast cancer and 9% of prostate cancer cases6.  
 
The Taskforce recommends: 
 

 Achieving a definitive diagnosis or have cancer excluded within 2 and 4 weeks; with a target of 
50% at 2 weeks and 95% at 4 weeks by 2020. 

 

 Transforming access to molecular diagnostics – committing to reviewing practices through a year-
by-year review such that NHS England can keep pace with scientific and technological advances. 
However, there is no specific commitment to expanding access to SIHMDS, which, as recommended by 
NICE, could transform accuracy of diagnosis in haematological malignancies. Revised NICE guidance 
due in 2016 may reinforce the need for SIHMDS. 

 

 Expanding the Be Clear on Cancer national campaign to run at least twice a year - this has 
already proved successful for other cancers5. We call on Public Health England to include lymphoma in 
future campaigns. 

 

 A Significant Event Analysis (SEA) should be made mandatory for GPs to conduct if cancer 
patients are diagnosed in A&E.  Such episodes represent a significant learning opportunity 
particularly for developing protocols for earlier diagnoses. 

 
*Covered in recommendations 24 (diagnosis); recommendation 37 (molecular diagnostics) and 25 (SEA); and 15 respectively. 
 
 
 

2. Incentivise patient experience so it is as important as clinical effectiveness and safety 
 
The 2014 NCPES tells us that the support of a Clinical Nurse Specialist is the most important contributing 
factor to a patient’s positive experience of care4. 
 
Patients and their carers have reported significant problems with poor communication and coordination of 
their care4. As a result the Taskforce, with a keen interest in incorporating digital technologies, recommends 
the following in order to reduce the fragmentation of care: 
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 Pilot access of cancer patients to a CNS in large GP practices in order to coordinate diagnostic 
pathways and other aspects of cancer. CNSs are crucial in providing information, enabling 
communication and in coordinating care throughout and beyond the treatment pathway; particularly 
important as 40% of lymphoma patients reported in the 2014 NCPES that they didn’t completely 
understand what was wrong with them.   
 

 Giving all consenting patients online access to all test results and communications by 2020 as 
they have expressed frustration with the sporadic and sometimes impenetrable access to their 
diagnosis and treatment. Patients have specifically highlighted the issue of often having to repeat their 
story to different clinicians who do not have access to their records5. 

 

 Introduction of a new metric to encourage providers toward focusing on patient experience by 
building on NCPES and embedding it into NHS accountability framework to drive improvement. The 
NCPES should be maintained as an annual survey. 
 

*Covered in recommendations 23 & 61 (CNS); 57 & 58 (online information); and 65 (metric) respectively. 
 

 

3. Support people living with and beyond cancer 
 
The majority of cancers, particularly solid tumour ones, are treated with curative intent. Lymphoma, as has 
been discussed, is a complex disease with many sub-types. For some forms of lymphoma, especially low-
grade or indolent types, they are not curable, but can be managed as longer term conditions, or chronic 
cancer. As such, the initial treatment may be ‘watch and wait’, with treatment only beginning once 
problematic symptoms develop. This presents a range of different or additional issues for lymphoma, 
including those around psychological support for coping with a long-term incurable cancer and the need for 
a different approach to survivorship support. 
 
We hear first-hand from patients and healthcare professionals that psychological support is essential, 
particularly for those lymphoma patients who are told to ‘watch and wait’6. As stated in Lymphoma – what’s 
that? almost a third of people who used the Lymphoma Association’s services in 2014 contacted us for 
emotional support.   

 
The Taskforce gave highest priority to radically changing current practice to accelerate provision of a wider 
range of options for follow-up care (stratified pathways) and therefore recommended the following: 

 By 2020, every cancer patient should have access to required elements of the Recovery 
Package, a combination of different interventions, which assist people living with a diagnosis of cancer 
to prepare for the future, identify their individual needs and support them to live well after treatment - 
including provision for psychological support. 
 

 Creating Cancer Alliances at sub-regional level who are owners of local metrics to allow 
Recovery Package and stratified pathways to be efficiently implemented, in manageable local groups. 
With the understanding that dialogue between CCGs through the Alliances will also improve service 
and accountability on a local level. Cancer Alliances should include local patients and carers, nurses 
and Allied Health Professionals.  
 

 Develop a Quality of Life (QOL) metric to be trialled in 2017, that would mean measuring QOL in 
those with more chronic diseases and developing an incentivised system that recognises that QOL is 
affected by treatment and that, ultimately, remission is not the end of holistic support and care.  

 
*Covered in recommendations 65 (recovery package); 78 (Alliances); and 64 (QOL) respectively. 
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4. Create a world class health service on a par with Sweden, Canada & Australia 
 
Although the NHS ranks highly overall on performance and efficiency this is not the case with cancer 
outcomes, in which there is considerable lag behind countries of similar wealth7.  
 
We have highlighted how imperative it is to create a sustainable successor to the Cancer Drugs Fund 
(CDF) such that the most innovative and effective medicines are available to lymphoma patients. NICE is 
taking over the work of the former CDF, but without reform of its approach to cancer drug 
assessment/evaluation which is complicated by significant length and complexity of treatment appraisals, a 
lack of meaningful patient involvement and a process that disadvantages rare, less common and chronic 
cancers. Without such reform, improved access to new and innovative treatments for rare/less common 
cancers is unlikely to be realised.   
 
The Taskforce has recommended that NHS England aims to: 
 

 Transform access to molecular diagnostics, such that England is a world leader in genomic 
medicine. The vision is to eventually ensure personalised medicine is available on the NHS for all 
cancer treatments. Treatment can be more effective through the use of molecular diagnostics due to 
the ability to tailor drug therapies to the genetic make-up of individual patients and the particular nature 
of their form of cancer. For lymphomas, this is particularly important given the range and complexity of 
the different subtypes and work is already progressing in the field of haematological cancer around 
molecular diagnostic testing (which are well-established) and precision medicine.  
 

 Strongly encourage the establishment of national or regional Multi-Disciplinary Teams (MDTs) 
for rarer cancers. The establishment and development of MDTs within individual hospitals and NHS 
trusts has driven major improvements in the treatment and management of cancer patients and in their 
outcomes, and has contributed to reducing variation in access to treatment. Rare and less cancer 
common cancers have not always benefited from access to an MDT due to the low numbers involved. 
Recommendation 40 strongly encourages the setting up of regional or national MDTs, operating for 
example by video-conference, for rarer cancers where treatment options are low volume and/or high 
risk. 
 

 Provide a more sustainable model for the CDF.  A sustainable solution is of high priority as there 
were 11 treatments available for lymphomas through the former CDF.   

 

 Maintain and look to increase patient access to clinical trials. The UK is a world-leader in cancer 
patient participation in clinical trials – nearly 57,000 in 2012, representing 1 in 5 of all UK cancer 
patients8, although this is not the case in the field of haematological cancers where patient recruitment 
is lower. NHS England should incentivise commissioners and healthcare providers to ensure this 
continues. NHS England shall provide a national fund for Excess Treatment Costs (ETCs), which are 
already crucial in ensuring high quality clinical trials are developed and delivered optimally in the NHS 
by non-commercial funders. There is also an expectation that all centres specialising in treating 
teenager and young adults (TYA) patients should aim to recruit 50% to clinical trials by 2025 – 
particularly important considering that lymphomas are the most common cancer in TYAs. 

 

 NHS England must address acute workforce deficits, particularly in oncology, radiology and 
radiography. England lags behind the majority of European countries in number of oncologists per 
head of population9.  Programmes must be introduced to grow the oncology workforce by a further 250 
oncologists by 2020, such that there are 1 per 100,000 population and looking to build on this to 1 per 
80,000 population beyond 2020. 
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 NHS England must address equipment deficits, particularly CT and radiotherapy machines, 
where there is a significant lag behind other countries for the number of CT machines per head of 
population; further, around half of the NHS’ radiotherapy machines are reaching the end of their usual 
life. Radiotherapy has been successfully used to treat lymphoma for more than 50 years.  

 
*Covered in recommendations 37 (MDC); 40 (MDTs) 31 (CDF); 45, 50, 51 & 52 (trials); 84 & 85 (staff); and 19, 29 & 30 
(equipment) respectively. 

 

5. Overhaul processes for commissioning and accountability of cancer care 
 
In Lymphoma – what’s that? we raised our concern with the unacceptable variation in lymphoma treatment 
administration and subsequent outcomes across England. We found as much as 15% difference in 
administration of treatment through different commissioning regionsi,6,10, although this may be down to 
inaccurate recording of treatments at a cancer registry level. 
 
In our report, we discuss the twin peaks of prevalence both among older and younger people, most 
common in TYAs and most prevalent in people aged over 556. The Strategy acknowledges that these are 
areas of concern, especially as there is a growing body of work which suggests that the elderly in particular 
are not receiving the most clinically effective and appropriate treatment for their cancer.  Therefore, the 
Taskforce has committed to altering commissioning practices for these groups. 
 
The Taskforce acknowledges that whilst the NHS can boast of some cancer centres that provide world-
class care, this level of quality is not uniform and consistent across the UK. Remedying this variation is, 
therefore, a top priority.   
 
With this aim the Taskforce has recommended that: 
 

 NHS England develop, through pilot study, a comprehensive care pathway for older patients 
(75+) as the current assessment methods have been deemed not fit for purpose. Greater than a third of 
all cancer diagnoses are in people aged over 75, with over 50% of all NHL incidence in England 
amongst patients over 7011. 
 

 TYA cancer care should be commissioned on a national level, so that outcomes can be effectively 
monitored. Lymphoma is the most common cancer amongst TYAs6. 

 

 NHS England should develop standard dashboards of key metrics to be used by the Cancer 
Alliances at sub-regional level, such that variation can be easily determined between CCGs; with the 
hope that this transparency and accountability will make it easier to remedy the difference in care.  
 

 NHS should pilot new models of commissioning care, which should include in at least one area, the 
entire cancer pathway with a fully devolved budget over multiple years, across a population of 1-2+ 
million (in 2014 the average CCG patient population was just under 280,00011). The Taskforce hopes 
that this will greatly increase expertise in commissioning when only a relatively small number of the 
population is affected.   

 
*Covered in recommendations 41 & 42 (older patients); 45 (TYAs); 78 (metric); and 76 & 77 (commissioning) respectively. 
 
 

 
 

                                                        
i Rituximab was administered to around 20% of patients in Birmingham compared to around 35% of patients in 
Cumbria, Northumberland, Tyne and Wear.  
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Our response to the Cancer Strategy 
 
Generally, we welcome the overall recommendations made in the Cancer Strategy.  The recommendations 
are a selection of ambitious proposals to radically transform overall cancer care in England, with a view to 
establishing NHS England as a centre of world-class cancer outcomes.    
 
In May 2016, NHS England published details of its approach to implementing the strategy. We continue to 
look to NHS England to prioritise and deliver the recommendations within the Strategy and we look to the 
Government, to follow through with the motivation of the FYFV and ensure that NHS England has the 
necessary political confidence, capacity and resources to deliver the Strategy. 
 
We support the following broad aims, as these are the recommendations most affecting those with 
lymphoma: 
 
 Drive for earlier, accurate diagnosis as this has been shown to significantly improve outcomes. 
 
 Have a seamless joined up and efficient cancer service as patients have complained of the 

fragmentation of the care they are provided. 
 
 Support people living with and beyond cancer, including psychological support, in 

acknowledgement that remission alone does not necessarily result in better quality of life, plus that 
many forms of lymphoma are chronic in nature. 

 
 Tackle target groups including TYA cases and older patients (75+) as a priority - coordinated by 

one commissioning group at the national level, and look to create uniformity of excellent care across 
commissioning groups. 

 
 Bring the cancer care provided by NHS England up to a world-class standard on a par with 

countries of a similar wealth and per head expenditure on health.  
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