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Myeloma UK Response 
Public Petitions Committee - PE1407 
 

Introduction 
 
Myeloma UK firmly believes that all cancer patients should have the right to expect fair and 
equitable access to the treatments prescribed to them by their clinicians. We have always been 
very supportive of Government initiatives designed to improve patient access to new and effective 
cancer treatments. While some improvements have been made, there is still a long way to go to 
ensure that this is delivered in a way that meets the needs of everybody concerned. 
 
However, for a number of reasons detailed below, we do not believe that the Cancer Drugs Fund 
(CDF) is the solution; in fact, it could actually prove to make the situation even worse for a greater 
number of cancer patients in the future.  
 
Myeloma UK welcomes this opportunity to comment on this Petition and we hope that the following 
information is helpful. If you require any further information, please contact Kate Morgan, Policy 
and Campaigns Officer at kate@myeloma.org.uk or by calling 0131 557 3332. 
 
What are your views on the issues raised in the petition? 
 
Recent developments 
 
Myeloma UK very much supported the previous inquiry of the Public Petitions Committee 
(PE1108) into access to cancer treatments in Scotland and has been pleased with the Government 
response to the issues raised in the Petition and the subsequent reforms that have been made 
since its closure in 2011.  
 
In addition to this, Myeloma UK has always had good working relations with the Scottish Medicines 
Consortium (SMC) and believes that it makes thorough assessments of all newly licensed 
medicines. We have traditionally encountered fewer local problems with access to myeloma 
treatments in Scotland than in England (particularly Velcade®, Revlimid® and Mozobil®), 
something which can be attributed to the smaller time delay between licensing and the SMC 
appraisal of new treatments. 
 
Whilst we support the work of the SMC and believe that incremental progress has been made by 
the Scottish Government in the area of drug access, Myeloma UK fully accepts that there are still 
issues that need to be ‘ironed-out’ and improved in the way new treatments are brought to market, 
appraised and then prescribed on the NHS. 
 
In particular, we are keen that decision-making transparency is improved by the SMC so that the 
public, and more specifically patients, are made aware of the rationale behind decisions – whether 
positive or negative. This call for greater transparency also extends more locally to Area Drugs and 
Therapeutics Committees (ADTCs) and Individual Patient Treatment Requests (IPTRs). 
 
In light of this, Myeloma UK has been working closely with the Scottish Government to ensure that 
the reforms resulting from the PE1108 are implemented in an effective and timely manner and to 
flag our concerns to the Scottish Government where they arise. 
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We are very keen for the recent reforms to be given a full chance to ‘bed-in’ to the system before 
any further changes are even considered. Otherwise, it completely negates the work done 
previously by the Public Petitions Committee and by the Scottish Government. 
 

Root causes 
 
A main reason why Myeloma UK does not support the implementation of a CDF in Scotland, is 
because it does not address the root causes of why patients are precluded access to treatments 
on the NHS – it merely serves to mask the underlying problems. 
 
Myeloma UK has been calling for the Scottish Government to fully investigate the factors 
contributing to situations where drugs have been licensed and approved by the European 
Medicines Agency (EMA) and the Medicines and Healthcare products Regulatory Agency (MHRA) 
respectively, but have not been deemed clinically effective and cost-effective by the SMC. 
 
From our experience, where drugs do not get through the SMC appraisal process, a major reason 
is often poor or uncertain clinical trial data, combined with unjustifiably high prices set by the 
pharmaceutical company. 
 
This means that even where there is an unmet need for a treatment, the SMC cannot justify the 
expense for a treatment which has limited evidence of clinical effectiveness. 
 
A major concern is that if a CDF is implemented in Scotland, it would send the signal to Industry 
that the NHS (through the CDF) would be willing to pay whatever price they set for the treatment, 
regardless of the quality of the data or the efficacy of the treatment.  
 
Instead of setting up a CDF, the Scottish Government (and the wider health sector) should ensure 
that increasing pressure is placed on the pharmaceutical industry to reduce the uncertainty 
surrounding their treatments. Industry should be encouraged to improve the design and relevance 
of their clinical trials in order to facilitate the collection of data that is necessarily robust to 
withstand the scrutiny of the SMC.  
 
At the same time, the Scottish Government should encourage the NHS to push back to Industry on 
price and to become a price-negotiator rather than a price-taker in relation to new treatments. 
 
In the long-term, this will ensure that patients get increased access to good quality, well priced and 
clinically relevant treatments. NHS Scotland will make better use of its available resources and will 
send clear messages to industry about what the ‘market’ expects from them. 
 

Value-based pricing (VBP) 
 

Myeloma UK has cautiously welcomed the announcement by the UK Government to look for an 
alternative to the Pharmaceutical Price Regulation Scheme (PPRS) in the lead up to 2014 and to 
do more to ensure that the price of drugs reflects their value to patients, their clinical benefit and 
the broader NHS.  
 
Following the publication of the UK Government response to the consultation, it is clear that a 
number of unanswered questions and fault-lines in stakeholder opinion remain on how the new 
system will operate and on how the value of new treatments should be assessed. There is also 
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clarity lacking on how the new VBP system will interact with the existing system of value 
assessment in Scotland, particularly as value is a matter devolved to the Scottish Government. 
 
In light of this, we have been continuously urging the Scottish Government to fully engage with the 
VBP debate as it develops in order to ensure that the new system fully reflects the needs of the 
NHS in Scotland. We have also been urging the UK Government to work in more depth with the 
Scottish Government about the issue and to make it publically clear how the VBP system will work 
across the UK, and more specifically in the devolved regions. 
 

Finally, in debating the issue of the CDF, we also recommend that the Scottish Government 
considers the interaction it will have with VBP. 
 
In your view how do differences in approach (between Scotland and England) impact on 
cancer patients? 
 
From our experience of the CDF in England, while it has had some short-term benefit, we have 
found that rather than encouraging fair and equal access to cancer treatments it has established a 
more extensive postcode lottery than was originally the case. It has also meant that effectively no 
commissioning exists for cancer treatments as everything is approved despite what National 
Institute for Health and Clinical Excellence (NICE) has recommended.  
 
In particular, the lack of central guidance governing the operation of the CDF has led to significant 
variation across Strategic Health Authorities (SHA). Different interpretations of the general CDF 
guidance and the different levels of expertise involved in the CDF panels have meant a divergence 
of the types of treatment being made available. 
 
Whilst we do know of myeloma patients, as well as other cancer patients, who have benefited from 
the CDF in England, we do not think that the Fund addresses the underlying reasons for patients 
being precluded access to treatments – in particular why they have not been approved by NICE or 
through the Individual Funding Request (IFR) process. 
 
As well as working with NICE in England to facilitate the implementation of clinically relevant 
commissioning pathways, we have always advocated more transparent and fairer decision-making 
by Primary Care Trusts (PCTs) in their consideration of IFRs. 
 
In contrast to this, the CDF has meant that PCT IFR decision-making panels have been able to get 
away with decisions that lack evidence, justification or transparency, as panels assume that 
funding will then be picked up by the CDF.  
 
As stated previously, we do believe that further work needs to be done by the Scottish Government 
to resolve outstanding issues regarding why patients are not able to access certain treatments in 
Scotland. 
 
To do this, it is important that greater emphasis is placed on longer-term solutions to problems, 
rather than short-term ‘fixes’ such as the CDF. This will ensure that in the long-run a greater 
amount of patients from across disease areas benefit from better and more transparent access to 
medicines. 
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The Public Petitions Committee would be grateful if you would make your recent briefing 
papers on the subject of a Scottish Cancer Drugs Fund available. 
 
 
 

 

Briefing for debate Thursday 29 September 2011 

Cancer Drugs and their availability in Scotland 

• We welcome the recent initiatives in Scotland designed to improve and make more 
transparent, the way treatments are made available and accessed on the NHS, in particular as 
a result of the Public Petitions Committee (PE1108) and the CEL (17) 
 

• Whilst incremental steps have been taken in this area, it is important that the implementation of 
the new policy framework is effectively monitored and reported on to ensure that it is working 
consistently and is reducing inequity of access 
 

• Whilst we are very supportive of initiatives that are designed to improve patient access to 
cancer drugs, we do not agree that a Cancer Drugs Fund is a necessary policy measure for 
Scotland 
 

• Instead, it is important that the recent initiatives are given a chance to ‘bed-in’ before the 
introduction of new measures such as the Cancer Drugs Fund are considered 
 

• The Cancer Drugs Fund does not address the root causes of why patients may be denied 
access to treatments. We would like to see: 

 
o An investigation into which factors contribute to situations where drugs are deemed to 

be safe and effective but not cost and clinically effective and how this can be 
addressed (e.g. uncertain data, poor economic modelling, high price) 
 

o Data / information on the number of patients in Scotland who are not receiving a cancer 
drug that their clinicians want to prescribe 
 

o Improve transparency throughout the system including around:  
- SMC decisions  

  - Implementation of SMC decisions around NHS Board Area    
    Drug and Therapeutic Committees (what is / isn’t on local   
    formulary) 

  - Individual Patient Treatment Request approval / rejection 
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• We welcome the announcement by the UK Government to look for an alternative to the PPRS 
and to do more to ensure the price of drugs reflect their value to patients, their clinical benefit 
and the broader NHS  
 

• To that end we urge the Scottish Parliament to continue to engage in the Value Based Pricing 
policy debate as it develops and to consider / debate the impact that it may have on access to 
treatment in Scotland and on the role of the SMC  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 

 
 


