
 
 

 
 

Messaging and Policy Calls  
 
 
About Blood Cancer 
 
Blood cancer is the fifth most common type of adult cancer, the most common cancer amongst children and 
the third biggest cancer killer, and this type of cancer claims more lives every year than breast or prostate 
cancer. There are over 100 types of blood cancer, covering a spectrum from ‘relatively common’ to ‘extremely 
rare’.  
 
POLICY AREA 1: Securing access to the most effective treatments for blood cancer patients 
 
Unlike solid tumour cancers, blood cancers are often not treatable using surgery or radiotherapy. For 

example, only 11% and 12% of blood cancer patients respectively were treated through radiotherapy and 

surgery in contrast to 55% of breast cancer patients treated through radiotherapy and 77% through surgery. 

In addition, many blood cancers are relapsing and remitting and require multiple episodes of treatment, 

similar to serious chronic conditions, rather than solid tumour cancers.  

This means that access to the most effective new treatments is especially vital for blood cancer patients.  

The treatment landscape for blood cancers is varied; some cancers such as myeloma have a complex 

pathway and busy research pipeline whereas others, for example, MDS or Waldenstrom’s have few 

treatments currently available.  

The Blood Cancer Alliance is therefore calling for improvements to data quality, treatment appraisal 

processes and new treatment policy in order to ensure blood cancer patients can access the most 

effective treatments for their disease. 

For all blood cancers there remains an overriding imperative that the UK continues to keep pace with 

international best practice in prescribing; without this, improved patient outcomes, including in overall 

survival, will not be achieved.  

In order to deliver the most effective new treatments we need a better understanding of their true value, 

based on “real world” data which captures how they perform in routine NHS practice rather than just in 

specially selected clinical trial populations. 

Key challenges in delivering this objective include poor data quality (including real world data) and lack of 

understanding of quality of life gains in blood cancer, along with the current high cost of some blood cancer 

treatments 

Health technology assessment (HTA) and reimbursement processes also need to evolve to address key 

access barriers such as the cost effectiveness challenge presented by novel combination treatments.  

Moreover, the pace of the appraisal system is unacceptably slow, exacerbated at times by lengthy 

commercial negotiations which lack transparency in terms of timing and patient involvement. This is 

mirrored in the slow uptake of newly approved treatments1. Finally, inadequate resourcing within the NHS 

as a whole continues to put pressure on drug budgets, despite increases in recent years 

Welcome access successes have been delivered through the new model Cancer Drugs Fund and 

breakthrough approvals achieved in CAR-T therapy. However, policy development has, for the most part, 

been piecemeal, reactive and designed primarily to reduce pressure on the drugs budget rather than 

deliver the sustainable solution needed. For example, the NHS’ Long Term Plan does not reflect the 

 
1 Challenge identified in the Eurocare 5 study 



 
 
significance of access to treatment, with only a brief reference to the new Voluntary Scheme for Branded 

Medicines Pricing and Access. 

 

Policy area 1: Our calls to action  

1. Adopt improved mechanisms by which blood cancer patients’ particular challenges can be 

factored into treatment appraisal processes, alongside better utilisation of real-world blood 

cancer clinical data.  

 

Specific actions that will achieve this include: 

o Ensuring innovation in blood cancers is appropriately recognised and reimbursed  

o Evolved HTA models and processes which recognise the increasing difficulty in blood cancer of 

reaching an overall survival endpoint in clinical trials  

o Better utilisation of existing data sets alongside the development of registries 

 

2. Improve and expedite appraisal processes to ensure patients can access new and effective 

treatments as quickly as possible to give better access to the life-saving opportunities they 

afford. Specific improvements we are calling for include: 

o Collaborative action to resolve the challenge of access to novel combination treatments, 

including using the increased commercial flexibility provisions in the 2019 voluntary scheme  

o NICE and NHS England must develop a joint approach to a wider range of more 

streamlined, faster appraisal processes to address a future of multiple indication treatments 

o Dedicating resource to improving understanding of quality of life gains 

o Improved trial design by industry which takes better account of the requirements of UK HTA 

and the outcomes that matter most to patients  

o Ensuring that HTA culture, engagement processes and methodology gives due weight to 

patient priorities 

 

3. Create an overarching access policy in each UK health administration, which demonstrates 

commitment to delivering timely access to emerging new drugs and advanced therapies of 

proven effectiveness to ensure that the UK keeps pace with international best practice. We 

believe such policy development should strongly consider a move to outcomes-based pricing 

supported by flexibilities in the commercial framework which will support the Voluntary Agreement 

Branded Medicines Pricing and Access (VPAS).   

 
PATIENT TESTIMONY 

 
TO BE COLLECTED 

 

POLICY AREA 2: Raising awareness of blood cancer, to improve early diagnosis and provision for 
patients within health policy and care design. 
 
Across the breadth of blood cancers, there is considerable variation and complexity, in terms of symptoms, 
pathways and the urgency of treatment, and as a result this type of cancer is poorly understood relative to 
the ‘big four’ (breast, colorectal, lung and prostate).  
 
This lack of awareness and understanding has a direct impact on patients. Low level of understanding means 
that blood cancers are often not diagnosed as quickly as other cancers. It can also prevent the adoption of 
effective solutions because the specific requirements of blood cancer patients are often not recognised or 
catered for in the formulation of health policy. 
 



 
 
The Blood Cancer Alliance believes that UK policymakers should take action to close the diagnosis 
gap through targeted strategies and should incentivise a focus on blood cancer outcomes through a 
more effective use of data. 
 
Diagnosing some types of blood cancer can be complex as symptoms, such as back pain or tiredness, are 
often misunderstood or misdiagnosed. This is a significant challenge to overcome because later diagnosis is 
generally linked with poorer survival outcomes. Delays in blood cancer diagnosis can have a major impact 
on a patient’s quality of life and overall outcome, and earlier diagnosis would make a difference for many, 
although not all, blood cancers. 
 
The EUROCARE 5 study, which analysed data between 1997 and 2008, found that the risk of death across 
different types of blood cancer in the UK was higher than other European regions. The study concluded that 
“even after adjustment for age, period, and year of follow-up, survival for most haematological malignancies 
was significantly lower in eastern Europe, and significantly higher in northern, central and southern Europe 
in comparison with the UK.” 
 
Improved understanding and awareness of the signs and symptoms of blood cancer should be a key objective 
for all strategies to improve cancer outcomes. A national education programme for GPs, complemented by a 
public awareness campaign, could deliver earlier testing and help to address the challenge of later diagnosis 
within blood cancer.  
 
The vast majority of GPs will encounter blood cancer patients infrequently, if at all, and this is particularly true 
for the rarer types. For this reason, it can be difficult for GPs to spot the signs and promptly refer patients for 
further tests. The Cancer Patient Experience Survey 2017 revealed that 28% of blood cancer patients visited 
their GP three times or more before receiving a diagnosis – the highest proportion of any cancer type, and 
well above the average of 17% for all cancers.2  
 
Furthermore, blood cancer patients are more likely than many other cancer patients to be diagnosed via 
emergency presentation. The National Cancer Intelligence Network’s ‘Routes to Diagnosis’ data for 2006-
2014 shows that over 30% of blood cancer patients were diagnosed in this way, compared to the average of 
22%. This route to diagnosis is particularly common for acute lymphoblastic leukaemia (65%) and acute 
myeloid leukaemia (53%).3 Cancer diagnosis via emergency presentation is generally linked to reduced 
survival. 
 
This gap in diagnosis must be reduced if we are to see improvements in blood cancer outcomes, but the 
adoption of effective strategies is undermined by the fact that the specific requirements of patients are often 
not recognised or catered for in the formulation of health policy.  
 
In England, action on blood cancer is not being incentivised due to the lack of a clear measurement. The 
Cancer Dashboard has been developed by NHS England, allowing clinicians and others to compare 
performance of Clinical Commissioning Groups and identify areas for improvement. However, it only covers 
the four most solid tumour cancers (lung, breast, prostate and colorectal) which equates to less than half of 
all cancer cases.  
 
Policy area 2: Our calls to action 
 
1. Close the diagnosis gap by delivering specific strategies for blood cancer as part of the NHS plans 
across the UK. Recommendations for early diagnosis in cancer plans should be reviewed to ensure that all 
people with blood cancer will benefit. These strategies should include GP education, in addition to public 
awareness campaigns, which encourage patients and clinicians alike to ‘think blood cancer sooner’. 
 

 
2 CPES (2017), Percentage of cancer patients seeing their GP 3 times or more before a diagnosis: Breast: 3.8%; Average: 17.4%; 
Prostate: 17.8%; Colorectal: 20.5%; Lung: 24%; Blood cancer: 27.7% 
3 NCIN (2017), Percentage of patients diagnosed via emergency presentation: Average: 22%; Breast: 4%; Prostate: 9%; Lung: 37%; 
Colorectal: 24%; HL: 17%; NHL: 26%; Multiple myeloma: 24%; ALL: 65%; AML: 53%; CLL: 20%; CML: 31%; Other blood cancers: 
31% 



 
 
Successful strategies for earlier diagnosis of blood cancer would be demonstrated by: 

• A decrease in the proportion of patients visiting their GP three or more times before diagnosis 

• A decrease in the proportion of patients being diagnosed via emergency presentation. 
 
2. Incentivise a focus on blood cancer outcomes by ensuring each health administration in the UK 
measures and reports blood cancer data, and does so in terms of a single patient cohort before 
breaking down data by individual types of blood cancer. Given that blood cancer is the fifth most common 
type of cancer, it’s important that this data is collected and made available to policy-makers to ensure that 
decisions about future services do not overlook or disregard these patients. 
 
Action that should be taken includes:  

• In England, the Cancer Dashboard must be expanded to provide a data on blood cancers.  
 

PATIENT TESTIMONY 

TO BE COLLECTED 

 
POLICY AREA 3: Ensuring blood cancer patients have the emotional and psychological care and 
support they need 
 
People living with blood cancer have vastly varying experiences of diagnosis, treatment, care and recovery. 
This can lead to a strong sense of isolation. In the case of some blood cancers, such as chronic lymphocytic 
leukaemia, patients can be put on ‘watch and wait’ instead of receiving treatment following their diagnosis. 
In the case of some chronic blood cancers, patients are told that treatment is available, but not curative, and 
that their cancer is a long-term condition. Such examples can take a strong psychological toll on patients. 
 
Over 80% of people responding to a Bloodwise survey of patients in 2015 said they suffered from mental 
health problems post-diagnosis. Many people with blood cancer whom we speak to in our respective charities 
talk about the emotional and psychological challenges they face before, during and after treatment.  
 
Given that patients can live with blood cancer for many years, the Blood Cancer Alliance believes 
personalised psychological support needs to be made available to blood cancer patients for their 
entire journey, rather than generic support as part of a post-treatment recovery package. 
 
We support the Government’s characterisation of mental health and cancer as priorities. However, we remain 
concerned about the lack of clarity and joined-up thinking. For example, currently there is no data on the 
number of people with cancer accessing the Improved Access to Psychological Therapies. Furthermore, 
worryingly the 3,000 mental health nurses in GP surgeries do not receive any training in blood cancer. Data 
should be made accessible to determine the proportion of those with blood cancer who are reliant on mental 
health treatment and additionally for training to be provided to all mental health nurses. 
 
NHS England’s Long-Term Plan set the following ambition: By 2021, where appropriate every person 
diagnosed with cancer will have access to personalised care, including needs assessment, a care plan and 
health and wellbeing information and support. We believe, across the UK, this must remain an ambition for 
patients, and must include care to help meet their psychological as well as physical needs.  
 
Policy area 3: Our call to action 
 
1. Future provision of emotional, mental health and psychological support for people diagnosed 

with cancer must take account of the specific and complex needs of people with blood cancer. 
This should include:  

 

• Blood cancer built into training for those providing support; 

• Any personalised care or support offer, including digital and community-based support, must meet 
the specific needs of people living with blood cancer; 



 
 

• Mental health specialists must understand blood cancer specific pathways; 

• We will work with commissioners to design and develop innovative ways to help patients. 

• Care must be sensitive to the cultural and social characteristics of patients. 
 

PATIENT TESTIMONY 
 
Paul, Bloodwise patient ambassador:  
‘Often the focus is on physical effects of blood cancer, but the diagnosis and treatment have as much of an 
impact on your mental state.’  
 
Billie McPartlan, featured on the Leukaemia UK website: 
‘During the initial stages of my treatment I suffered from extreme bouts of anxiety. My psychologist helped 
me use various techniques to try and rationalise many of the thoughts and feelings I was having. As my 
mental health began to improve, so did my physical ability’ 
 
Carole, featured on Anthony Nolan website: 
‘For me it was the most challenging time of my life, with all the highs and lows (and there were many). It truly 
is “one day at a time” and at your lowest moment, remember there is always hope.’ 


