NICE Listens public dialogue on valuing health gains in severe disease – recommendations 
At NICE, we continually monitor the methods and processes we use to develop our guidance. Following a review of our health technology evaluation methods, we introduced the severity modifier in 2022. At that time, we found that there was a sufficient evidence base to replace the previous end of life modifier with a severity modifier. We also identified the need for further research on the values and preferences society holds about applying additional weighting to health benefits for people with severe conditions.
The NICE Listens public dialogue on valuing health gains in severe disease is part of a broader programme of research on understanding society’s views. The findings of the dialogue will inform a stated preference study designed to generate quantitative and qualitative data from a large, representative sample of the English public. 
We are not planning any immediate changes to the severity modifier in light of the NICE Listens results. We are continuing to monitor its use and have committed to further investigation if monitoring indicates that it is being underutilised. Any decisions about future updates or redesign of the severity modifier will consider the findings of the full programme of research on society’s views. We will also take into account other relevant evidence, as well as policy, operational and feasibility considerations.
Based on the findings of the dialogue, we have developed recommendations in the following 3 areas: 
recommendations for areas to investigate in the stated preference study
recommendations to support interpretation of the stated preference study findings and future NICE considerations regarding the severity modifier
recommendations that are relevant not only to the severity modifier but also to the broader work NICE does.

Recommendations for areas to investigate in the stated preference study
The following recommendations are potentially suitable for further investigation in the stated preference study. 
Examine how public preferences for treatments for severe conditions are influenced by the size and type of health loss associated with those conditions. 
Examine how public preferences for treatments for severe conditions are influenced by the size and type of health gain from treatment.
Examine whether the current quality-adjusted life year (QALY) weighting levels to reflect disease severity (1, 1.2 and 1.7) are in line with public values or if alternative weights would better fit how people value treatments for severe conditions. 
Recommendations to support interpretation of the stated preference study findings and future NICE considerations regarding the severity modifier
The following recommendations are useful for the interpretation of the results of the stated preference study and potentially for any further considerations by NICE regarding the updating of the severity modifier. 
Consider the extent to which the evidence from the commissioned research supports the original aim of the severity modifier (to broaden the range of conditions that are eligible for additional weighting compared to those that were eligible for the end of life modifier) and whether further adjustments are justified to further differentiate it from the end of life modifier. 
Explore whether factors other than QALY shortfall can be taken into account when determining the level of severity weighting. Such factors include age, impacts on families and carers, and burden on the NHS.
Explore the appropriateness and feasibility of applying the severity modifier to interventions that prevent conditions from becoming severe. 
Broader recommendations 
The following recommendations are relevant not only to the severity modifier but also to the broader work NICE does. Mechanisms that could be used to action these recommendations include research projects undertaken by NICE or other stakeholders and partners, and modular updates to NICE manuals.
Support research to better identify the opportunity costs of increased healthcare spending, with a particular focus on understanding how the displacement of health services affects different social groups, to help NICE make more informed decisions and safeguard against marginalised and vulnerable groups bearing disproportionate opportunity costs. Such research will need to be understood alongside policy considerations associated with increased healthcare spending.
Continue to monitor and contribute to the ongoing methodological debate about the use of utility values based on public, rather than patient, preferences to calculate quality-of-life scores.
Support research that aims to improve the inclusion of groups typically underserved by research to ensure the evidence used by NICE reflects the diversity of the population. 
Continue working with people and communities, following the NICE 2024–2027 engagement strategy, to identify, involve and engage the people and communities who will be affected by NICE guidance, and seek out more diverse experiences using tailored approaches to ensure groups are not underrepresented in health technology evaluations. 
Continue to consider how value elements beyond NICE’s current value assessment framework may be important for capturing the full benefits and costs of health technologies (for example, impacts on families, carers and wider society, as discussed in the dialogue).
Continue to implement transparent processes and governance mechanisms to ensure that decisions about the future of the severity modifier, and any other modifiers, are guided by public values rather than the priorities of stakeholders whose views on modifiers are complicated by financial and other interests.
Increase the direction provided to industry stakeholders and consider incentives that encourage the development of treatments that address unmet needs in the healthcare system. 
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