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Written evidence from the Rarer Cancers Foundation to the Public Petitions Committee in relation 

to petition PE1407 
 

1. What are your views on the issues raised in the petition? 
 
Encouraging progress has been made in improving cancer outcomes in Scotland in recent decades. 
This progress can be ascribed to improvements in cancer prevention, screening, treatment and the 
way in which services are organised. Yet cancer remains a major killer in Scotland. 
 
There have been significant improvements in the treatments for advanced forms of cancer in recent 
years. These treatments are both extending patients’ lives and enhancing the quality of their life. 
New drugs, in particular, are offering hope to patients who would otherwise have run out of options. 
However, these new treatments are invariably expensive, and decisions on how and when they 
should be funded pose a significant challenge to the NHS. 
 
The approach taken in each nation in relation to access to treatments has varied, reflecting the 
differences in health systems and national priorities.  The Scottish Medicines Consortium (SMC) has 
played an important role in supporting NHS organisations in making decisions about when to fund 
cancer treatment and has made a significant contribution to reducing variation in access. There are, 
however, limitations to the role of the SMC and many cancer patients are forced to rely on local 
decision-making by NHS boards. 
 
In response to the perceived flaws in the processes used to determine whether NHS patients in 
Scotland should have access to treatments, the Scottish Parliament’s Public Petitions Committee has 
undertaken a number of investigations in the three years since Tina McGeever lodged her petition 
on access to cancer treatment1. 
 
In response to this investigation and the recommendations made in our report The Scottish 
Exception? An audit of the progress made in improving access to treatment for people with rarer 
cancers2 the Scottish Government  announced a series of measures to improve access to cancer 
treatments in Scotland3 including:  
 
• Issuing new guidance to NHS boards, which is intended to improve the quality and consistency of 

exceptional case processes 
• Enabling the SMC to be more flexible in the way it appraises treatments, through the 

introduction of a series of ‘modifiers’ which can be used to address any special factors which 
should be taken into account when appraising a drug 

• Establishing a national framework for assessing patient access schemes, whereby a 
manufacturer proposes special arrangements to increase the cost effectiveness or affordability 
of a drug 

 
Despite these steps forward, the system has led to stark and growing inequality in access to cancer 
treatments between Scotland and England.  Improvements across the nations have, however, been 
inconsistent and feedback from clinicians and patients suggests that significant cross-border 
inequalities have developed, not least as a result of the introduction of the Cancer Drugs Fund in 
England.   
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As a result, patients in Scotland are increasingly less likely to gain access to the latest cancer drugs 
than their counterparts in England.  In fact, the recent RCF report Nations divided? An assessment of 
variations in access to cancer treatments for patients in England, Scotland and Wales found that, in 
August 2011, there were 23 cancer treatments which were not routinely available in Scotland, but 
which were available in England4.  This means that, overall, NHS cancer patients in England are more 
than three times as likely to gain access to newer cancer drugs which are not routinely available 
through other means than they are in Scotland5.  This contrasts with the historic situation, whereby 
patients have been more likely to gain access as a result of the streamlined processes used by the 
Scottish Medicines Consortium (SMC). 
 
We welcome the recognition by the Scottish Government that access to cancer drugs remains a 
problem and we firmly believe that it is untenable to address this on the basis of individual patient 
funding decisions (as described more fully in section 1 below).  Equally, Scotland can do better than 
to simply replicate the approach adopted in England.  It is clear that a Scottish solution is needed to 
address what is now a Scottish problem.   
 
We believe that this situation has developed for a number of reasons: 
 
• Existing cost-effectiveness methodologies do not adequately reflect the value delivered by 

treatments used for patients nearing the end of life 
• Drugs in this situation are often licensed with data which are still immature 
• Trial data can be contaminated by patients in control arms ‘crossing over’ as and when new 

drugs are proved to be effective 
• There has been insufficient linkage between pricing and cost-effectiveness systems, resulting in 

a lack of flexibility 
• The Pharmaceutical Price Regulation Scheme (PPRS) has encouraged manufacturers to keep the 

unit cost of cancer drugs high, as they tend to address areas of high unmet need 
• Drugs have been assessed solely on the basis of cost effectiveness, with too little attention paid 

to affordability.  This disproportionately affects cancer drugs, where the unit cost is high but the 
overall cost impact is modest 

• Existing local arrangements have not supported access, with inappropriate criteria 
(exceptionality) being used 

 
Three different proposals have been suggested to ensure equitable and high levels of access to 
cancer treatments in Scotland.  Based on the principles outlined above, we do not believe that these 
approaches are desirable for the following reasons: 

 
1. Relying on a strengthened Individual Patient Treatment Request (IPTR) process – the definition of 

exceptionality does not lend itself to a fair, consistent or streamlined approach to determining 
access.  It was originally designed for treatments of marginal clinical benefit (eg tattoo removal) 
where individual patient factors (eg the tattoo making a patient feel suicidal) may result in a 
disproportionate clinical benefit.  This is not the case for most cancer drugs, where the level of 
clinical benefit is well established through clinical trials and where it is unlikely that a clinician 
will be able to demonstrate that a patient is exceptional.  This is supported by outcomes from 
IPTR requests where a drug has not been recommended by the SMC. 
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2. Establishing a Scottish Cancer Drugs Fund – the approach used in England is not appropriate for 
Scotland due to the different nature of the health systems north and south of the border.  
Indeed Scotland can learn from both the strengths and the weaknesses of the Cancer Drugs 
Fund to design an improved system.   

 
3. Waiting until the introduction of value-based pricing – this approach would only be effective 

from 2014, and then only for drugs licensed after that date.  The result of adopting this approach 
would be to deny people in Scotland access to a whole generation of drugs, resulting in 
thousands of patients being denied the treatments that they would otherwise receive. 

 
The experience of the southern Cancer Drugs Fund committees in England, which initially adopted a 
case-by-case approach to determining access, shows that this approach results in both excessive 
bureaucracy and delay.  This undermines the case for the first two approaches. 
 
We believe that a Scottish solution needs to be established to address an increasing Scottish 
problem.  We have submitted our suggestions to the Scottish Government outlining what this may 
look like and how this could work in practice to overcome the problems described above.  We are 
currently awaiting a response from the Cabinet Secretary for Health, Wellbeing and Cities Strategy 
about these proposals.   
 
The RCF is committed to working constructively with the Scottish Government and other relevant 
agencies to tackle the issues raised in this petition and to significantly improve access to cancer 
treatments to be, at least, in line with England, if not with the best in Europe. 
 
2. In your view how do the differences in approach (between Scotland and England) impact on 

cancer patients? 
 
The RCF has estimated that if the same approval rate occurred in Scotland as does in England, then 
248 cancer patients in Scotland would gain access to life extending treatment instead of 74 – an 
increase of 174.  The average cost of an unfunded cancer drug is £20,8216.  On this basis, the cost of 
achieving a comparable level of access in Scotland to that in England would be £5,172,390.  This is 
less than £1 per person in Scotland every year7. 
 
It is estimated that, over time, demand for newer cancer drugs would build and therefore the costs 
associated with improving access would increase.  In our report, The Scottish Exception? An audit of 
the progress made in improving access to treatment for people with rarer cancers, we estimated that 
the overall costs associated with improving access to cancer drugs would increase to between £16.8 
million and £19.6 million over a three year period8. 
 
Although the Cancer Drugs Fund in England has had a number of challenges, during the short time it 
has been in operation the latest estimates from the Department of Health show that by December 
2011 almost 10,000 cancer treatments had been made available through the Fund9, giving cancer 
patients access to the clinically effective treatments their clinicians wish to prescribe. 
 
This cross-border divide has the potential to undermine public confidence in the NHS and damage 
patients’ experience of their treatment and care, leaving them feeling let down by the system when 
they need it most. 
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We firmly believe that it is untenable to address this on the basis of individual patient funding 
decisions.  Equally, Scotland can do better than to simply replicate the approach adopted in England.  
It is clear that a Scottish solution is needed to address what is now a Scottish problem.     
 
 
 
About the Rarer Cancers Foundation  
 
The Rarer Cancers Foundation (RCF) incorporates the Rarer Cancers Forum.  It offers advice and 
information to people with rare or less common cancers and to their families and friends.  The 
charity facilitates supportive networking, raises awareness of rare and less common cancers and 
works to ensure that people with rarer cancers have access to the best possible services.  Between 
30% and 50% of all cancers can be classified as ‘rarer’.  A cancer may be classed as rare either 
because it affects an unusual site in the body, or because the cancer itself is of an unusual type, or 
requires special treatment.   
 
As part of our public policy programme, the RCF has conducted research into the processes used by 
NHS organisations in determining where patients with rarer or less common cancers gain access to 
the treatments their clinicians wish to prescribe.  The RCF has undertaken a series of groundbreaking 
audits of variations into the availability of cancer drugs, which have helped inform significant policy 
improvements which have benefitted cancer patients. 
 
The RCF campaigns for improved services for patients with rarer cancers.  Our objective is that the 
NHS should be able to deliver outcomes which are comparable with the best in Europe. 
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