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HEALTH AND SPORT COMMITTEE 

THE SUPPLY AND DEMAND FOR MEDICINES 

SUBMISSION FROM THE BLOOD CANCER ALLIANCE 

 

Medicines and 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, claiming 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‟. 

Due to the fact that blood cancers are not preventable, cannot be cured by surgery and are 

often relapsing and remitting, access to the most effective new treatments is especially vital 

for blood cancer patients.  

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

pace with international best practice in purchasing, prescribing, dispensing and 

consumption; without this, improved patient outcomes, including in overall survival, will not 

be achieved. 

The Blood Cancer Alliance (BCA) is a coalition of twelve UK charities representing people 

living with blood cancer. Together, we are working to tackle the issues blood cancer 

patients face, and improve the experience and outcomes of all those living with blood 

cancer.   

Our submission will focus on the first part of the Committee‟s inquiry, purchasing, in 

particular on the arrangements in place to drive value for the branded medicines which form 

the backbone of blood cancer treatment.   

On purchasing:  

Question 1  

 Recent years have seen very welcome approvals for some of the most 
effective treatments in blood cancer. However, access remains 
challenging. Some treatments are not being submitted for approval, 
others are taking too long to be approved and there are complex and 
expensive treatments in the pipeline which will severely test the 
capacity of the system.  Limitations in data and commercial 
flexibilities can make it difficult to determine value and cost 
effectiveness.  
 
 

Question 2  

 While some approved treatments will deliver high levels of cost 
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effectiveness the system as a whole is not achieving the most value 
from the money spent on medicines. We currently do not understand 
what value medicines deliver in the real world and have no mechanism 
for adjusting reimbursement based on their performance over time. A 
move to a system of Outcomes Based Payment commissioning will 
improve this. 
 

 

1. Does the system ensure patients receive the most clinically and cost-effective 

treatment and, if not, how can this be improved? 

UK context: Role of the VPAS  

Published in December 2018, the 2019 Voluntary Scheme for Branded Medicines Pricing 

and Access (VPAS) is an agreement between the Department of Health and Social Care 

(DoHSC) and the Association of the British Pharmaceutical Industry which aims to get the 

best value and most effective medicines into use quickly. It has two parts:  

 Measures (for England unless otherwise stated) to deliver improved access to the 

most transformative and cost-effective new medicines; and 

 Establishing a UK wide affordability mechanism under which Scheme members 

make a financial contribution to DoHSC if sales of branded medicines are above an 

agreed allowable growth rate.  

The scheme means that there is a cap of 2% growth in sales of branded medicines to the 

NHS and that that any growth beyond that will be reimbursed by the pharmaceutical 

industry.1 (The Scottish Government negotiated to receive its share of any rebate paid 

under the VPAS and consequently established the New Medicines Fund which supports 

health boards to fund the costs of orphan, ultra orphan and end of life drugs.) 

The VPAS includes a provision to ensure that the details of national commercial 

arrangements with the purchasing authority in one UK country will be made confidentially 

available to purchasing authorities in any part of the UK (para 3.49). It also commits 

industry to working with purchasers to achieve “comparable” arrangements across each 

part of the UK.  

The VPAS also included a commitment to delivering a commercial framework for NHS 

England (para 3.26).  This was published in November and is out for consultation until early 

January.  

The VPAS therefore plays an important role in managing the budget impact of medicines 

across the UK, including in Scotland. However, managing budget impact is not the same as 

delivering value. Determining the clinical and cost effectiveness of a new treatment falls to 

                                            
1
 Voluntary scheme for branded medicines pricing and access (2018) Accessed: (19/11/2019) 

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/761834/voluntary
-scheme-for-branded-medicines-pricing-and-access-chapters-and-glossary.pdf  

https://www.gov.uk/government/publications/voluntary-scheme-for-branded-medicines-pricing-and-access
https://www.gov.uk/government/publications/voluntary-scheme-for-branded-medicines-pricing-and-access
https://www.engage.england.nhs.uk/consultation/nhs-commercial-framework-for-medicines/
https://www.engage.england.nhs.uk/consultation/nhs-commercial-framework-for-medicines/
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/761834/voluntary-scheme-for-branded-medicines-pricing-and-access-chapters-and-glossary.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/761834/voluntary-scheme-for-branded-medicines-pricing-and-access-chapters-and-glossary.pdf
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the Scottish Medicines Consortium, based on the results of the commercial discussion that 

delivers agreed discounts (Patient Access Schemes) for each treatment.  

The commitment to transparency in commercial arrangements in the VPAS contributes to 

Scotland‟s ability to negotiate the best commercial deals to improve cost effectiveness. 

However, on its own it is not a guarantee that access will be delivered in the most cost 

effective way.  

The role of Scottish Medicines Consortium and PASAG 

The Scottish Medicines Consortium (SMC) and the work of the PASAG provide significant 

assurance that patients in Scotland are receiving the most clinically and cost-effective 

medicines.   

Delivering maximum value as well as clinical effectiveness is at the core of health 

technology assessment (HTA) work.  The SMC does not take part in the commercial 

process however as the HTA “gatekeeper” its expertise is vital to this process.   

The SMC‟s role is vital and must remain closely connected to any complementary 

commercial processes to deliver PAS. It is essential that commercial discussions do not 

become disconnected from the health technology assessment process. 

PAS and commercial confidentiality  

In essence, PAS agreed with companies enable industry to maintain a global market price 

while also meeting cost-effectiveness thresholds.  The commercial confidentiality which 

surrounds these agreements can be a source of frustration, since it makes it difficult for 

patients and the public to understand and compare the value for money being provided in 

approving different treatments. However, it must be recognised that, as a truly global 

industry, there are unavoidable significant commercial sensitivities in agreeing best value 

deals for the NHS.  

Maintaining commercial confidentiality currently remains necessary in order to drive value 

for money and ensure that the most effective new treatments remain affordable to the NHS.  

Delays in access in Scotland to the most clinically and cost effective medicines for blood 

cancers  

The access picture in 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.  Overall, BCA members report a 

relatively good position in terms of access to the most effective treatments in the pipeline, 

where that pipeline exists.  

However, the separate HTA systems across the constituent parts of the UK have inevitably 

at times led to a disparity in access for patients, which can be a source of frustration and 

distress. (For example, Obinutuzimab, which is a treatment for Lymphoma, is still not 

available in Scotland but is available in the rest of UK for comparable indications.)  
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Where submission and approval is delayed in Scotland it is not always clear what drives 

this. However, there is a concern that delays in seeking market access can be driven by 

differences in the commercial framework in operation. More needs to be done to 

understand why companies might delay submission in Scotland, perhaps until after 

approval in England and Wales.  

Recommendation 1: Reasons for later approval in Scotland  

An analysis should be conducted of delays in treatment approvals in 

Scotland, compared to England and Wales, and the reasons for them.   

 

Future access challenges and the role of commercial discussion  

While the current picture in relation to access in blood cancers is relatively positive, BCA 

members remain concerned about the sustainability of approvals for combination 

treatments, innovative therapies and personalised medicine which will see new treatments 

developed for small patient populations. The fact that there have been approvals in some of 

these areas does not necessarily mean the system is fit to meet future demands.   

A more flexible, better resourced and transparent commercial framework for negotiation 

with industry is essential if the most clinically effective medicines are to be made cost-

effective in future.  

It should be emphasised that the role of industry is crucial. Companies must price 

responsibly, show flexibility themselves and be prepared to deliver better data to prove the 

value of their product.  

 Combination treatments: there are examples in blood cancer of companies both 

failing to secure approval for combination treatments and, in some instances, not 

even seeking market access because the cost effectiveness challenge is too great. 

This is a problem that is affecting patients in the here and now, preventing them from 

accessing the most clinically effective treatments. The challenges around 

combination treatments are well known. In England the ABPI and NICE are taking 

forward work to try and overcome the complexities of apportioning value and to 

enable company to company engagement that is compliant with competition law. It is 

currently not clear to BCA members whether this work is in partnership with or being 

replicated by relevant Scottish bodies  

 

 In Scotland a further complexity exists in that some treatments do not have a 

formally approved PAS, although they are reimbursed by NHS Scotland at a 

discounted price. Where this is the case, the SMC will not take into account the 

discount price for the purpose of assessing the cost effectiveness and instead apply 

the full list price. This means that cost effectiveness decisions are not being based 
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on the true cost of the combination to NHS Scotland. This is leading to inefficient 

decisions.  

Recommendation 2: Future Challenges 

 Scottish Government, SMC and PASAG should develop a solution 
which enables the true cost of medicines to the NHS to be assessed in 
the absence of a formal PAS  

 Scottish Government should work with NICE and the SMC to address 
the challenges of combination treatments  
 

 

 CAR-T, ATMPs and Personalised medicines: Blood cancers have been in the 

forefront in the approval of CAR-T therapies. The approvals in Scotland have been 

very welcome. However, far greater challenges lie ahead with larger patient 

populations delivering more significant budget impact and disease areas where the 

benefit delivered is important but not as significant as in the treatments approved to 

date. It is essential that further work is done with industry to scope the likely 

challenges and financial impacts of these innovative treatments.  

 A more flexible and transparent commercial framework 

Currently NHS Scotland PAS guidance sets out the types of discount schemes available to 

industry. These fall under two broad headings of simple discounts and complex discounts.  

The guidance explains that complex schemes can introduce significant burden for the NHS 

and pharmaceutical companies and that financial benefits may not be fully realised in 

practice. It states that they tend to only be accepted in “exceptional circumstances.”  

BCA members recognise the difficulties that complex schemes can bring and the need to 

use them in a targeted way.  However, there is a lack of flexibility, clarity and transparency 

about the criteria and options for the commercial negotiation of new medicines.  

Scotland needs a more robust, comprehensive and integrated commercial framework that 

can drive best value and help to address specific access challenges.  Without it there is a 

danger that we create a system which does not provide equal access to the commercial 

flexibilities which are integral to delivering treatments to patients.  

Such a framework is also needed to more strongly incentivise industry to offer the best 

possible price.  Finally, the framework should be properly integrated with SMC‟s HTA 

processes to preserve the central role of SMC and to deliver early engagement  

Recommendation 3: PAS Guidance   

Current PAS guidance should be revised to deliver a more mature, flexible 

and transparent framework for commercial discussion, focused on 

overcoming identifiable barriers to access and incentivising early 
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engagement and flexibility on the part of industry.  

 

2. Does the NHS in Scotland achieve the most value from the money spent on 

medicines and if not how can this be improved?  

Outcome Based Payment Systems  

The question of how to deliver access to the most clinically and cost effective treatments is 

inextricably linked to the question of how to achieve the most value from money spent on 

medicines.  

Recommendations in the first part of this submission relating to a new commercial 

framework and the central role of SMC are therefore highly relevant to this second question 

on delivering best value.  However, commercial flexibilities alone will not deliver value 

unless they are linked to a more in depth understanding of the true clinical benefit provided 

by a treatment.  

In order to deliver the most effective new treatments we need a better understanding of 

their value, based on real world data, which captures how they perform in routine NHS 

practice; this is an Outcome-based payment (OBP) commissioning approach where a 

medicine‟s price is linked to the outcomes achieved for patients receiving the medicine in 

real-world clinical practice.  

Implementing OBP will require a step change in the collection of real world data, with a 

focus on Health-related quality of life (HRQoL) and Patient Reported Outcome Measure 

(PROMs.) (The work of the Cancer Medicines Outcomes Programme (CMOP) is a good 

example of the in-depth understanding that collecting real world data can deliver.)  

The introduction of the new ultra orphan and conditional approval processes by SMC are a 

step toward Outcome-Based Payment system but their impact remains limited. 

Recommendation 4: Outcomes Based Commissioning   

Scottish Government should scope the steps that need to be taken to move 

to a more mainstream approach to outcomes based commissioning  

 

 


