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In the summer of 2018 the government committed to giving NHS England an extra £20 billion a year 
by 2023. They then engaged in a period of consultation to determine how this additional money 
would be invested and the Long Term Plan is the product of this. It sets out aspirations and targets 
across a range of diseases and conditions including mental health, diabetes, stroke care and cancer. 
 
We welcome the ambition of the Long Term Plan; many of the proposals will be crucial in improving 
rates of early diagnosis for rarer and less common cancers. However, we would welcome 
clarification from NHS England on a number of points.  
 
Key recommendations for cancer 
 
Early diagnosis 
The Long Term Plan sets the ambition that by 2028 three quarters of all cancers will be diagnosed at 
stage I or II, reflecting the commitment made by the Prime Minister in her speech to Conservative 
Party conference in 2018. 
 
Of particular significance to rare and less common cancers: 

• The faster diagnosis standard, originally promised in the 2015 cancer strategy, will begin to 
be rolled out from 2020, with the goal that in 95 per cent of cases cancer is diagnosed or 
ruled out within 28 days. 

• Rapid Diagnostic Centres (also known as Multidisciplinary diagnostic services) will be further 
rolled out across the country, building on the ten already in place, and bringing together all 
the expertise required to diagnose or rule out cancer in cases where symptoms are vague or 
it is unclear which pathway a patient should be placed on.  

 
We welcome the Government and NHS England’s commitment to improved rates of diagnosis. In 
particular, symptoms for rare and less common cancers can be less well recognised or vague and as 
a result too many patients find themselves diagnosed late or through an emergency presentation 
(A&E) where outcomes are generally much poorer. The ten pilots each assessed different models 
and referral criteria; as further sites are launched it will be important that learning is shared and that 
patients benefit equally from this innovative approach, regardless of where they live or their 
ultimate diagnosis.  
 

• Recommendation: Work to ensure that the 2028 target benefits all cancers, regardless of 
prevalence or current levels of early diagnoses. 

• Recommendation: Publication of the evaluation of Rapid Diagnostic Centre pilots to share 
insights and inform roll-out of the additional centres. 

  

Cancer52 
 
54% of UK cancer deaths are from rare and less common cancers. 
  
Despite this, these cancers remain severely under represented and under-funded across all 
areas, including policy, services and research. 
 
Cancer52 is an alliance of nearly 100 organisations working to address this inequality and 
improve outcomes for patients with these highly challenging diseases. 



Genomics 
The Long Term Plan commits to the extended use of molecular diagnostics and, over the next ten 
years, genomic testing will be routinely offered to all people with cancer. 
 
We welcome the launch of the NHS Genomic Medicine service and the Government’s commitment 
to genomic testing for people with rare and less common cancers, such as blood cancer, ovarian 
cancer and sarcoma. NHS England estimates that over 100,000 people per year will receive genomic 
testing by 2023 which is a significant increase on current testing levels of testing as well as a more 
comprehensive form of genetic testing (testing the whole genome rather than searching for a 
specific genetic fault).  
 

• Recommendation: As genetic testing is embedded, it is essential that investment is also 
made in the wider support surrounding testing, in particular counselling, recognising the 
impact on individuals and their families of discovering that they have a genetic fault. 

 
Quality of life 
The Long Term Plan states that from 2019 NHS England will introduce a Quality of Life metric to 
track the long-term impact of cancer. NHS England is currently piloting the collection of quality of life 
questionnaire data in a trial involving breast, prostate and colorectal cancer patients. Work is now 
underway to deliver this in blood, ovarian, brain, kidney and head and neck cancers. 
 

• Recommendation: Continued development and roll-out of the Quality of Life metric to rare 
and less common cancers. 

 
Particular references to rare and less common cancers 
We welcome the fact that the Long Term Plan includes specific mentions of a number of rare and 
less common cancers. This reflects the growing recognition that advances in cancer screening, 
diagnosis, treatment and care need to benefit everyone with cancer if ambitious survival targets are 
to be met. 
 
Specific mentions include: 
 

• Implementation of HPV screening for cervical cancer by 2020. 
• The potential benefits of Rapid Diagnostic Centres for cancers such as blood and stomach. 
• 5-ALA – which enables more accurate surgery on brain tumours – to be available in every 

neurosurgical centre. 
• Work to improve access to specialist treatment for those cancers with fewer or more risky 

treatment options, starting with ovarian cancer. 
• For children and young people with cancer; all children to be offered whole genome 

sequencing, access to new generation CAR-T cancer therapies, support to improve clinical 
trial participation for teenagers and young adults and roll-out of the HPV vaccine to boys 
aged 12 and 13.  

 
 
This briefing was prepared by the following charities on behalf of Cancer52: 
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