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In May 2025, NICE commissioned The Social Agency to run a public dialogue about the consideration of disease severity in its health technology evaluations (assessments of a range of health technologies and treatments, including medicines, medical devices and diagnostics). This dialogue explored whether and how NICE should consider how severe a condition is when assessing new health treatments. The dialogue also aimed to understand the values and principles behind people's views on disease severity and additional weighting given to a new treatment to account for that.
Public dialogue is a form of deliberative group discussion, in which participants are selected to reflect a diverse range of socio-demographic characteristics. During this dialogue, participants were provided with information to enable them to consider and debate the complex topic of severity weighting. They also engaged with experts representing various views related to the topic. 
Thirty members of the public were recruited to take part in 4 workshops which took place between July and September 2025 – 2 online and 2 in-person – totalling 10 hours. Twenty-three of the 30 participants completed all 4 workshops. 
How the public defines disease severity
Participants found it difficult to agree on a single definition of disease severity. Many factors influenced how severe they viewed a condition to be. These included:
· level of pain and suffering – both physical and mental
· whether the condition is fatal
· the age and life stage of those it affects
· how many people it affects
· whether it affects people from disadvantaged groups
· impacts on families and carers
· impacts on the NHS and wider society.
Participants found it hard to balance these factors consistently. Certain factors mattered more to certain people, often shaped by their own experiences or those of people close to them.
Pain, suffering and fatality were the most common features of disease severity. Most participants agreed a condition is severe if it causes significant pain and suffering. This is especially true when it stops people doing everyday tasks. Participants also perceived conditions as more severe when they were fatal. This was especially true for fatal conditions affecting younger people. However, views on fatal conditions at the end of life – where people are nearing the end of their lifespan whether due to advanced age, a severe life-limiting condition, or a combination of factors – were more complex. Participants still saw these as severe. However, they questioned whether giving additional weight to life-extending treatments in this situation offered good value for money. Many felt palliative care was more important in these cases.
Participants found quality-adjusted life years (QALYs) useful for defining disease severity. QALYs are a way of measuring both how long someone might live and their quality of life. Participants appreciated this approach. It matched how they intuitively thought about disease severity – in terms of how a condition affects daily life and life expectancy. As the discussions progressed, many participants became comfortable using QALYs to judge a condition's severity.
Quality of life mattered more to participants than length of life. Participants saw good health as essential for living well. It enables independence, comfort, enjoyment and relationships. They agreed that living longer means little if spent in poor health. A longer life in pain was considered less desirable than a shorter life without pain. Age made a difference: extending life may matter more for younger people than for older people who have already lived well.
Views on giving additional weight to treatments for severe conditions
Disease severity matters when deciding which treatments to give additional weight to. Many participants accepted from the start of the dialogue process that NICE should place greater weight on the health benefits of treatments for more severe conditions. They justified this based on the principle of giving more resources to help those in greatest need. Some also felt prioritising treatments for severe conditions creates benefits like reducing pressures on the NHS. This reflected another common principle: getting the best returns from investment in new treatments.
However, other factors also matter when deciding which treatments to prioritise. These included: 
· how well treatments work (especially whether they cure people or just manage symptoms) 
· whether other treatments exist
· impacts on people from disadvantaged groups
· age of those affected
· impacts on families and carers
· how many people have the condition.
In some scenarios, other factors mattered more than disease severity. Factors that sometimes outweighed disease severity included treatment effectiveness, and the age and numbers of people affected by a condition. For example, most participants felt life-extending treatments for older people with a severe condition at the end of life should not qualify for additional weighting. This view was influenced by learning about opportunity costs and reflected the principles of maximising returns and giving everyone a ‘fair chance’ at a long, healthy life. Some believed that NICE should recommend treatments for less severe but very common conditions that are more expensive than usual thresholds would typically allow. This was also based on the belief that many people would benefit and the corresponding principle of maximising returns.
Participants were surprised NICE does not know where opportunity costs fall. Some believed that without knowing what care will be displaced, NICE cannot make informed ethical decisions – about whether to apply the severity modifier, or more generally about whether new treatments offer value for money.
Learning about opportunity costs significantly changed participants’ views. Before the dialogue very few participants appreciated that NICE recommendations to fund new treatments does not mean that extra resources are allocated to the healthcare system, and so other health services are displaced. Understanding trade-offs resulted in many participants adopting more nuanced views about whether, and in what circumstances, it is acceptable to give additional weight to treatments for severe conditions. For some, this was about maximising returns – with limited resources, treatments delivering the greatest overall benefit should be prioritised, even if this means deprioritising some treatments for severe conditions. For others, it was about fairness – people should not lose out because their condition is less severe. Some worried that vulnerable and marginalised groups, and those with rarer conditions, would be negatively affected by the opportunity costs of increased spending on treatments for severe conditions. After reflecting on the implications for the rest of the healthcare system, many participants expressed the view that the severity modifier should ideally be used infrequently, for treatments which are highly effective and which, therefore, NICE can be more confident will have a significant impact which justifies the opportunity cost. 
Views on NICE's current severity modifier
Participants saw the severity modifier as an attempt to make NICE’s technology evaluation system fairer and more effective, by reducing the chance that people with severe conditions will miss out on treatments due to cost. They also valued NICE committees scrutinising and challenging the application of the severity modifier.
Participants felt NICE’s current modifier is an improvement on the previous end of life modifier. This view had 3 main drivers. First, some participants viewed end of life treatments as offering poorer returns on investment compared to treatments helping people who are not in the end of life stage. This was based on the view that people not in the end of life stage have more to gain (in terms of living a good life) and more to give (in terms of societal contributions), making them a greater priority for new treatments. Second, some participants questioned the value of extending life at the end of life, arguing instead for greater focus on palliative care. These participants believed this would be more in line with people’s wishes, and what they would want for themselves in the end of life stage. Note that while this would exclude life-extending end of life treatments from the severity modifier, it would not, for example, exclude a treatment that significantly reduces pain from a severe condition at the end of life. Third, participants liked that the current severity modifier is applicable to wider range of conditions than the end of life modifier it replaced. They saw this as fairer overall. 
Participants wanted the severity modifier to be applied to a more diverse range of conditions. Following the move from the end of life modifier to the severity modifier, they were unhappy with how often the severity modifier was applied to treatments for terminal, incurable cancers. This was for the same reasons that participants supported the change from the end of life modifier to the severity modifier: maximising returns by prioritising non-end of life treatments; scepticism about the value of extending life at the end of life; and improving fairness by enabling a broader range of conditions to be considered for a severity modifier. 
Some participants suggested that NICE's standard thresholds for judging value for money should be raised instead of using a modifier. Seeing the high frequency with which the modifier is used – 35% of technology appraisals decisions over a 2.5-year period – reinforced this view. This suggested to some participants that NICE's standard thresholds are too restrictive, resulting in the severity modifier being used too frequently. There were some contradictions between the views expressed about increasing NICE’s thresholds (so that more treatments can be approved without the use of the severity modifier) and the concerns raised about the opportunity costs of increased spending on new treatments (which would be the result of increasing the thresholds). Of importance to the interpretation of these findings is that participants were provided with information on NICE’s thresholds only to enable discussion about the severity modifier, not for in-depth discussion on the thresholds themselves, which was outside of the scope of this dialogue. 
On 1 December 2025, the Government announced that it would be increasing the thresholds NICE uses in evaluations of new medicines to decide which are cost effective for use in the NHS. From April 2026, NICE will apply a new threshold range of £25,000 to £35,000 per QALY gained (compared to the pre-April 2026 range of £20,000 to £30,000 per QALY gained). When the dialogue took place, this change had not been agreed and was therefore not communicated to participants. 
While most participants found QALYs useful, a few questioned how quality of life is measured and valued. Some felt the QALY oversimplified people's lived experiences. Several disagreed with basing QALY gains on general population surveys, arguing they should reflect the views of people with a condition, especially for rare conditions. This view is relevant to how NICE estimates QALYs and cost effectiveness more generally, so has broader implications beyond just the severity modifier. It is also directly relevant to debates about treating severe conditions in the end of life stage, with some participants believing that many people, particularly older people, would prefer palliative care over life-extending treatments. This belief led them to oppose the use of the severity modifier to approve life-extending treatments for severe conditions affecting older people in the end of life stage.
Participants found the specific cut-offs for qualifying for the severity modifier and weightings given to treatments for severe conditions to be arbitrary. They could not understand how NICE decided on its cut-offs and weightings of 1.2 and 1.7. Some questioned why there is not a progressive sliding scale, viewing this as less arbitrary and fairer. 
There were concerns about pharmaceutical companies setting the agenda and ‘gaming’ the system. While understanding that the modifier encourages development of treatments for severe conditions, many distrusted the pharma pharmaceutical industry. Some worried that companies manipulate the system by focusing on conditions that will maximise profits (regardless of wider system priorities) and by setting prices to take advantage of the modifier. 
Views on redesigning the modifier
In workshop 4, everyone considered whether NICE should:
· adjust the severity modifier cut-offs and weightings to approve more treatments
· consider a wider range of factors when applying the modifier
· make early interventions that prevent conditions becoming severe eligible for additional weighting.
Results were as follows:
Adjusting cut-offs and weightings: No consensus. Some participants believed higher weightings and lower cut-offs for severity would help more people with severe conditions. Others worried about greater opportunity costs and mainly benefitting pharmaceutical companies. Some argued the issue is not how many treatments get approved, but their effectiveness and how many people benefit. This group wanted the modifier redesigned so NICE could approve more highly effective treatments that benefit more people.
Considering factors beyond individual health impacts: Participants believed NICE should consider other factors when deciding whether the severity modifier should be applied. However, they disagreed on which ones and how. Views on specific factors were as follows:
· Prevention – whether treatment can prevent severe illness: Widely and strongly supported. Participants saw this as obvious: "prevention is better than cure." They viewed it as fairer and better for individuals while reducing NHS and societal burdens.
· Impacts on NHS: Mostly supported. Participants saw this as logical given opportunity costs. Most felt NICE should aim to reduce NHS burdens and free up resources to help others. A minority disagreed, worrying this would favour more common conditions and disadvantage rarer conditions, because they believed conditions affecting more people may take up more resources, regardless of severity.
· Impacts on families and carers: Mostly supported. Participants noted caring can harm health and wellbeing, for example through stress, and can be a cost to society, for example when people leave work to care for others. This led most to believe that, by giving additional weight to severe conditions with higher impacts on families and carers, NICE can help the health of carers and maximise returns on investments in new treatments. Some questioned whether this is NICE's role, suggesting government policy should tackle the care burden.
· Age: No consensus. Many participants supported giving additional weight to conditions affecting younger people based on fairness (everyone deserves a fair chance at a long, healthy life) and the potential in some circumstances to maximise returns (when longer life expectancy means more time to be productive). However, they struggled with trade-offs affecting older people. While feeling that treatments for younger people should be given additional weight, they did not feel this should be at the detriment of older people – arguing, for example, that they have contributed to society throughout their lives, for example by paying taxes, and there is a moral duty to help older people. Many were uncomfortable with older people losing out because of opportunity costs from prioritising younger groups. A minority saw considering age as discriminatory.
· Numbers affected: No consensus. Everyone agreed numbers matter, but disagreed about whether common or rare conditions should be given additional weighting. Arguments for prioritising very common conditions (even if less severe) focused on helping the most people. Arguments against this focused on opportunity costs and concerns about rare conditions losing out.
· Impacts on disadvantaged groups: Mostly not supported. This was based on treating people equally regardless of background, worries about public backlash, and concerns that accounting for this is not NICE’s responsibility. However, a small number of younger participants from minority ethnic backgrounds strongly supported this as essential for fair healthcare, by enabling more equitable outcomes. 
· Impact on wider society: Not supported as a direct factor. While many believed NICE should make decisions creating wider benefits, such as helping people return to work, they thought this would happen naturally by focusing on other factors that are easier to measure and are more health-related, such as age and treatment effectiveness.
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Background to the research 
Who is NICE? 
The National Institute for Health and Care Excellence (NICE) is the independent organisation responsible for providing guidance to improve health and social care in England. 
One type of guidance NICE provides is technology appraisal guidance. Technology appraisals are used to assess the clinical effectiveness (how well something works) and cost effectiveness (whether something is value for money) of medicines and other health technologies. When a treatment is approved by NICE, the NHS is legally obliged to fund and provide that treatment for eligible people in England. 
How do NICE technology appraisals work? 
A technology appraisal is a formal review of the benefits and costs of a treatment. NICE uses a measure called the quality-adjusted life year (QALY) to assess the benefits that treatments provide. A QALY combines both the length of life and quality of life into a single measure – 1 QALY equals 1 year of life in perfect health.
A questionnaire called the EQ-5D is used to capture the quality-of-life component of QALYs. The EQ-5D describes health using 5 key areas (or dimensions): 
· mobility – the person’s ability to walk about
· self-care – the person’s ability to wash and dress themself
· usual activities – the person’s ability to do everyday things, for example, study, work or engage in hobbies
· pain or discomfort 
· anxiety or depression. 
Each of these areas are rated on a scale reflecting different levels of problems.
Research using preference elicitation methods examines how good or bad people think different EQ-5D ‘health states’ are when compared to perfect health. This research is used to calculate a ‘utility value’ for each health state on a scale where 1 is perfect health and 0 is equivalent to dead. 
QALYs combine utility values (representing quality of life) with length of life. If a person lives for 5 years in a health state with a utility value of 1, then they will have experienced 5 QALYs. If another person lives for 5 years in a health state with a utility value of 0.5, then they will have experienced 2.5 QALYs. 
At the time during which the dialogue ran, NICE typically considered a treatment to be cost effective if it costs no more than £20,000 to £30,000 per QALY gained. So, if a new treatment costs £10,000 more than current standard care, and improves a person’s quality of life from 0.5 to 1 for 1 year, then this means that it cost £20,000 per QALY gained. NICE would usually consider this treatment cost effective as it is within the £20,000 to £30,000 threshold. 
What is the severity modifier?
In January 2022, NICE introduced a 'severity modifier' as part of its decision-making process for technology appraisals. This replaced the previous 'end of life' modifier, which had mainly benefited life-extending treatments for advanced cancers. The severity modifier gives a higher weight to health gains – QALYs – for people with severe diseases. This means that expensive treatments for people with severe conditions are more likely to be approved by NICE.
NICE determines whether a treatment qualifies for additional severity weighting by considering how many QALYs are lost by people because of their condition. This can be calculated in 2 ways: 
· Absolute QALY shortfall: the number of QALYs people are expected to lose because of their condition compared to the number of QALYs they would be expected to have without that condition.
· Proportional QALY shortfall: the percentage of QALYs people are expected to lose because of their condition.
The QALY weightings for severity are applied based on absolute or proportional shortfall, whichever implies the greater severity level. The weights that NICE uses and absolute QALY shortfall and proportional QALY shortfall cut offs for qualifying for these weights are presented in table 1. 
Table 1: NICE severity modifier
	–
	Quality-adjusted life year (QALY) weight
	Absolute QALY shortfall 
	Proportional QALY shortfall 

	No additional weighting applied
	1
	Less than 12
	Less than 0.85

	Intermediate weighting applied
	×1.2
	12 to 18
	0.85 to 0.95

	Highest weighting applied 
	×1.7
	At least 18
	At least 0.95



Why was the severity modifier introduced?
The severity modifier was introduced following a review of NICE's methods. This found limited evidence that society values life-extending treatments at the end of life more highly than other treatments, and stronger evidence that people support prioritising health benefits for those with severe diseases more generally. In order to align NICE methods with these views, the end of life modifier was replaced with the severity modifier. The severity modifier was designed using a pragmatic approach whereby the weights applied to QALY gains previously invested in end of life treatments were reallocated to treatments for severe diseases. NICE also committed to commissioning further independent research into the extent of societal value from treating severe conditions. Such evidence will inform potential future reviews of the severity modifier.
The change from the end of life modifier to the severity modifier meant that a broader range of conditions could qualify for additional weighting, including those that mainly affect quality of life rather than length of life. However, this has led to some criticism (for example, Breast Cancer Now’s report on setting the bar too high: How the NICE severity modifier is blocking access to life-extending treatments), as certain cancer conditions that would have qualified for additional weighting under the end of life modifier receive less additional weighting under the severity modifier.
Challenges and questions about the severity modifier
A review in 2024 showed that NICE's severity modifier is operating as intended and being applied more widely than the previous end of life modifier (see NICE Decision Support Unit’s report on severity weights in NICE technology appraisals). However, questions have been raised about whether its cut-offs and weightings truly reflect public values. 
For example, the Office of Health Economics (OHE) investigated whether NICE's severity modifier aligns with public preferences for valuing health gains for severe diseases (see the OHE’s contract research report on understanding societal preferences for priority by disease severity in England and Wales, 2024). The OHE study found that the public would give priority to health gains at substantially lower severity cut-offs than NICE currently uses. It also found that the public assigns greater relative value to health gains at almost every level of severity compared to NICE's current modifier. However, while the OHE study was informed by qualitative interviews, it only provided quantitative data. This limited any explorations of the rationales and caveats behind the preferences expressed.
The need for this NICE Listens public dialogue 
Given these findings and the important ethical questions involved in giving additional weighting to treatments for severe conditions, this NICE Listens dialogue was commissioned to explore societal views on disease severity weighting. NICE is committed to focusing on what matters most to society. The dialogue aimed to understand not just what the public thinks about severity weighting, but also the values and principles underlying their views, to help ensure NICE's approach reflects societal preferences while maintaining its commitment to evidence-based decision making.
Research objectives
The aim of the research was to engage a diverse cross-section of the English public on how NICE should account for disease severity in its health technology evaluations and understand the values and principles that underlie people’s views on severity weighting. 
The specific questions which the research sought to address were:
· How should severity be defined?
· What kinds of diseases should and should not receive additional weighting using a severity modifier?
· Should judgements about whether a disease receives additional severity weighting depend on whether the people with the disease are affected by health inequalities? (To make the concept more accessible to participants, during the workshops, the phrase used to talk about health inequalities was ‘impacts on disadvantaged groups’. The remainder of this report uses the same language.)
· How do participants consider the impact (opportunity cost) on people whose treatment or care may be displaced because of additional spending on treatments for severe diseases?
· Could the severity modifier be redesigned to better reflect the value of treating severe diseases? 

Research approach
Public dialogue is a form of deliberative group discussion that recognises the value that the public can add to decision making around policy, legislation and regulation. It is a particularly useful way of understanding public attitudes, views and priorities around complex issues or controversial topics. It entails:
· involving people with a diverse range of socio-demographic characteristics
· providing people with information relevant to a particular topic, and involving experts representing various views related to that topic
· extended or reconvened group workshops involving plenary or small group discussions, and supporting activities
· encouraging participants to engage in discussions and deliberate on various viewpoints
· allowing participants to reflect on what they have heard and discussed, and to develop their views in relation to other participants’ views.
Public dialogue can help policy makers find solutions to societal challenges. Further information on public dialogue approaches, principles and good practice can be found on the Sciencewise website and in the OECD’s report on good practice principles for deliberative processes for public decision making. These principles informed the design of this dialogue. 
Participant sample
The sample design accounted for standard socio-demographics of England (based on the most recent 2021 census). Participants were categorised according to sex, age, ethnicity, area type of current address (urban, suburban or rural), household income, and whether participants had a disability or long-term health condition. The sample also included quotas to ensure that the following groups were represented: 
· parents or carers of a person under the age of 18
· people with caring responsibilities for someone with a disability or long-term health condition.
Note that the aim was not for the sample to be statistically representative of the English population, but instead to enable a breadth of views to be captured, including from people with direct or indirect lived experience of health conditions that may be considered severe. See the methods annex for a description of the 30 participants initially recruited to take part in the dialogue, and the 23 participants who completed the dialogue. 
All participants were recruited by qualitative recruitment specialist Acumen Research using free-find methods. This included targeted emails to Acumen’s panel members who matched the sample requirements, as well as using diverse social media channels to engage those less familiar with taking part in research.
Participants were provided with detailed information about the project and a consent form outlining the purpose of the public dialogue, what their participation would involve, and how their data would be managed and used. Participants were recruited to meet a set of pre-agreed quotas on a ‘first come, first served’ basis. Participants were informed they would each receive an incentive of up to £300 (4×£75) depending on their attendance at the workshops, and an additional £75 for completion of the online tasks (£375 total) – see NICE’s guide on payments and expenses. This was clearly communicated at the point of recruitment. Incentives were paid following each workshop. 
Initially 30 participants were recruited to take part. Seven dropped out over the course of the dialogue, resulting in 23 participants completing the dialogue (see the methods annex for details).
Process overview 
The dialogue used a hybrid online and in-person process involving 4 workshops (2 online, 2 in-person) with participants, for a total of 10 hours of contact time. Workshop 1 took place on 19th July 2025, and workshop 4 on 22nd September 2025. 
[bookmark: _Hlk213699584]In-person workshops took place in London, Birmingham and Stockport. These locations ensured a regional spread, with good travel infrastructure to enable in-person participation. The in-person workshops helped participants to develop rapport to facilitate deliberation and to be able to collectively reflect on the issues. Online workshops used Zoom and supported interaction with experts, as well as between participants in different locations.
The dialogue was supported by asynchronous individual digital engagement between workshops via HowSpace, an online community platform (see the methods annex for details). 
To inform the design of the dialogue, The Social Agency reviewed relevant literature, including NICE materials, expert stakeholder commentaries and previous research on public preferences related to valuing health gains in severe illness (see the methods annex). 
Online interviews were conducted with 6 experts about the design, application and debates surrounding the use of severity modifiers, to inform the development of the information provided throughout the dialogue (see the methods annex). 
Online interviews were also conducted with 7 representatives of organisations that advocate on behalf of people with lived experience of various health conditions. These interviews covered the following conditions: chronic depression, dementia, dermatitis, melanoma, metastatic breast cancer and sickle cell disease. These conditions were selected because they affect quantity and quality of life in different ways, and affect different populations. They were used to develop materials including personas that were used to stimulate discussion during the dialogue (see the methods annex). 
The dialogue itself was iterative and exploratory. Each workshop was designed to be responsive to discussions in previous workshops and responses to online tasks. The initial stage of the dialogue (discovery stage) introduced participants to the topic. Participants were then given time and space for further learning and deeper debate (deliberation stage). Finally, the dialogue focused on consensus-building (decision-making stage). Figure 1 illustrates the overall process. For further information about the preparation stage and methods used in the dialogue itself, see the methods annex.
[bookmark: _Ref192147691]Figure 1: Process overview
[image: Alt-text: Process diagram showing the 3 stages of the dialogue: Before, During, and After. The 'Before' stage includes a Preparation stage. The 'During' stage contains 4 workshops grouped into 3 phases: Discovery phase (workshop 1, in-person, and the first half of workshop 2, online), Deliberation phase (second half  of workshop 2, online, and workshop 3, in-person), and Decision-making phase (workshop 4, online). The 'After' stage includes final analysis, reporting and evaluation.]
· Workshop 1: participants learned about NICE and topics and concepts relevant for discussion, including what a QALY is, how NICE assesses disease severity, and what is meant by opportunity costs. Participants also discussed what it meant for them for a condition to be severe and shared and debated their personal priorities for the treatment of severe conditions. 
· Workshop 2: participants engaged with 4 expert stakeholders to learn more about how NICE’s severity modifier works and the debates surrounding its design and application. Each expert stakeholder began by presenting a different perspective towards the severity modifier, followed by a moderator-facilitated Q&A for participants to ask questions. See the methods annex for further information about the perspective each stakeholder presented. 
· Workshop 3: participants engaged with 2 NICE health technology appraisal committee members – one a technical adviser, the other a lay member – to learn more about how NICE makes decisions about new treatments and how the severity modifier works in practice. Following this, participants played through a scenario in which they sat on a NICE committee and had to make collective decisions about the approval of different treatments. 
· Workshop 4: participants were presented with a set of draft statements intended to articulate public priorities. These statements were prepared by The Social Agency based on results of previous workshops. Each statement was used as a discussion prompt, with participants invited to say the extent to which they agreed with it, and to discuss the principles underlying their views. 
Countering bias in the research design 
This public dialogue was designed and delivered by The Social Agency, an independent research agency with extensive experience in deliberative research on complex healthcare topics. The Social Agency was commissioned by NICE, who is committed to ensuring its decision-making processes reflect societal value judgements. NICE played an important role in shaping the research direction and design of the dialogue process, including setting objectives and providing feedback on the materials used during workshops.
Recognising that research can be shaped by the perspectives and assumptions of people designing and conducting it, NICE and The Social Agency deliberately designed an iterative and responsive dialogue process to minimise the influence of their own views and biases. Key features of this process included:
· A targeted literature review to inform the design of the dialogue with literature arguing both for and against severity weighting. For example, an article setting out problems with NICE’s severity modifier.
· Regular consultation with a steering group. The group was comprised of NICE staff with knowledge and experience of NICE’s methods and technology appraisals, the development of the severity modifier, people and communities involvement and engagement, communications and audience insight, and of lay representatives with knowledge and experience of NICE technology appraisals and of deliberative public engagement.
· Presenting stakeholder perspectives that aligned with the NICE severity modifier and stakeholder perspectives that were less aligned with the NICE severity modifier.
· Multiple opportunities for participants to shape the dialogue, including opportunities in workshops to address issues they wanted to explore further and feedback surveys after each workshop to check understanding and priorities for further discussion. For example, after workshop 2, participants asked for more information about how the modifier is applied in practice. To provide this, workshop 3 involved 2 members of a NICE health technology appraisal committee speaking to participants about their experiences of the process. 
This approach resulted in a dialogue process that was ultimately shaped by a wide range of views and responsive to the needs of participants.
Analysis 
In-person workshops were audio recorded and online workshops were video recorded and all recordings were transcribed. Permission to record the workshops was requested in the consent form before beginning the project as well as verbally at the beginning of each workshop. 
Each workshop was moderated by a team of researchers from The Social Agency. Members of the NICE Listens team and a member of the steering group with experience of public dialogues observed the workshops; NICE Listens team members also helped answer any technical questions participants had about NICE methods and processes. 
Participants were also asked to complete a questionnaire following each workshop (see the methods annex). Each questionnaire gave participants an opportunity to give their views on the severity modifier. Written responses were analysed alongside findings from the main workshops, to capture any additional perspectives that participants did not share during the main discussion.
Following each workshop, a debrief workshop was held between NICE and the lead researchers from The Social Agency. These workshops helped inform the design and materials for the next workshop and initial analysis. 
The researcher leading the moderation of each workshop completed an analysis ‘pro-forma’ (see the methods annex). This was a document developed by the project lead to capture and compare findings, insights and observations across the workshops. After each workshop, the moderator team held an internal analysis debrief to discuss and develop themes. These themes informed the development of the code-frame that was then used by researchers to systematically code transcripts of all discussions that took place during each workshop. 
Qualitative data analysis software, Marvin was used to assist with coding. Human analysts coded responses to questions asked during the workshops and analysed these by identifying key themes. Both common and minority viewpoints were captured and attended to during analysis. 
A report outline, including initial themes, was developed and presented to the NICE Listens team and steering group for review and feedback. Findings were then finalised using the outline as a guide with continuous reference back to the data. 
Participant feedback
Following each workshop, participants gave feedback on the dialogue process via the online platform, HowSpace. In addition to questions about the severity modifier, there were also questions that focused on the dialogue process, whether it enabled them to participate fully, and what, if anything, could be done differently to improve it (see the methods annex). At the end of the dialogue, participants were also asked to complete a short questionnaire to give feedback on the process as a whole (see the methods annex). Twenty out of 23 participants completed the post-dialogue questionnaire (Birmingham: 7, Stockport: 8, London: 5). Overall, participants found the workshops engaging and valuable, though several practical issues had an impact on their experience. Details of how participants responded to various questions in the post-dialogue questionnaire are presented below.
Table 2: Participant responses to question: did you think you had enough information to take part in discussions properly?  
	Question
	Yes, definitely
	Yes, mostly
	Sometimes
	No, not really

	Did you think you had enough information to take part in discussions properly?
	4
	12
	4
	–



Table 3: Participants responses to statements about their experience of the dialogue
	Statement
	Strongly agree
	Agree
	Neither agree nor disagree
	Disagree
	Strongly disagree
	Did not respond

	The workshops were interesting and engaging
	13
	7
	–
	–
	–
	–

	I could contribute to discussions as much as I wanted
	12
	6
	2
	–
	–
	–

	I felt comfortable sharing my honest views
	11
	8
	1
	–
	–
	–

	The workshops felt fair and balanced
	8
	9
	2
	1
	–
	–

	Different viewpoints were represented and respected
	9
	9
	2
	–
	–
	–

	The participants represented a good mix of people from England
	7
	7
	3
	3
	–
	–

	The workshops were well organised and ran smoothly
	11
	7
	–
	1
	–
	1

	The workshop leaders did good job
	13
	6
	–
	–
	–
	1

	Taking part in these workshops was valuable for me
	10
	9
	–
	–
	–
	1

	I believe my input will make a difference to how NICE makes decisions about severity
	2
	8
	7
	2
	–
	1


Note: Numbers show count of participants selecting each response. Total n=20 for each question. 
Participants found the workshops interesting and felt the discussions were led in a way that enabled them to feel confident in contributing as much as they wanted. Participants also agreed they felt comfortable sharing honest views. Only 1 participant felt neutral about their comfort level.
"I felt it was a safe space, both in person and online, to share my thoughts and opinions." 
"Quieter participants were actively encouraged to contribute." 
Participants felt the workshops were well run and gave positive feedback about workshop organisation and moderation. All but 1 participant agreed that workshops were well organised and ran smoothly and strongly praised the moderators. However, some participants felt they would have benefitted from more time than the allotted 10 hours to discuss such a complex topic, and some said they felt the gaps between workshops were too long. They felt it would have been easier to retain information if workshops were run once a week rather than once every 3 to 4 weeks. 
"When feedback is rushed, you're unlikely to get a good, rounded answer. Reduce the content, to increase the output." 
"The workshops were short for the subject, meaning it always felt like everyone had at least one thing left unable to share."
Most participants felt adequately informed and said they had enough information to deliberate effectively. However, some participants said they only "sometimes" had enough information. Several participants wanted more background information in advance of workshop 1. Whilst additional information was shared online between workshops, there was no prior learning set for participants. Occasionally, participants were concerned that complex topics were being oversimplified. 
"It felt like a large amount of information was being left out in order to simplify the ideas for us, but it meant that the questions which were complex and difficult were basically impossible to answer without having to add 'based on what we've been told'."
Participants mostly agreed that the workshops were fair and balanced, as a range of perspectives were shared on the severity modifier. In addition, most agreed that different participants’ viewpoints were represented and respected. Views were more mixed on whether the sample represented ‘a good mix of people from England’. Participants who did not agree noted the group skewed ‘older and female’ though others stated it included ‘people from all ethnicities’. One participant questioned whether those in good health were adequately represented, given the topic's focus on quality of life, illness and treatment. They felt the sample seemed “weighted older and having personal experience of being patients in their families”. 
All participants found the workshops valuable and agreed that taking part was beneficial for them personally. 
"It was an eye opener to learn how decisions are made about who would receive treatment and the costs attached to those treatments." 
However, participants were less confident that their input would make a difference to ‘how NICE makes decisions about severity’. Only 2 strongly agreed their input would make a difference to how NICE makes decisions, while 8 agreed, 7 were neutral, and 2 disagreed. 
"I don't have great confidence that our views will ultimately have much influence."
Overall, participants felt the experience was educational and worthwhile. They felt they were able to engage with new information and challenge their own beliefs. 
"I found my own views and opinions had changed slightly by the end of the last workshop which I had not expected."
A note on terminology: 'End of life'
Prior to the introduction of the severity modifier, NICE had applied an end of life modifier. To be eligible for the end of life modifier, one of the criteria was that people with the condition needed to have less than 24 months of life expectancy under standard care. This criterion was not discussed during the dialogue, nor was the meaning of ‘end of life’ systematically explored or defined with participants. However, the phrase 'end of life' was used by researchers and participants during the dialogue as shorthand to refer to people who are nearing the end of their lifespan, whether due to advanced age, a severe life-limiting condition, or a combination of factors. The Social Agency researchers also adopted the term in this way for the purposes of analysis and reporting. 
Rather than presenting or discussing specific definitions or criteria for ‘end of life’ during the dialogue,  we presented participants with scenarios depicting individuals with varying ages, life expectancies, and medical prognoses, among other characteristics. We then asked them to deliberate on which kinds of treatments, if any, they believed should be given additional weighting and why. Through these deliberations, a clear theme emerged: many participants expressed scepticism about investing healthcare resources in treatments that would extend life by only a small amount of time for people who were already near the end of their lifespan.
It is important to clarify what this finding does and does not represent. The participants' views related specifically to marginal life extensions in scenarios where individuals were already approaching the end of their life. This does not mean that participants deprioritised all forms of end of life care. Indeed, their reasoning often distinguished between interventions offering small time gains versus those improving quality of life, managing symptoms, or supporting dignity and comfort during this life stage. The positions they articulated are explored in detail throughout this report.
We recognise that 'end of life' carries specific clinical and policy meanings in healthcare contexts, particularly in relation to palliative and terminal care. Our use of the term is broader and more descriptive, reflecting the scenarios presented to participants rather than a clinical definition or care pathway.
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‘What good health’ means to people 
Before workshop 1, participants were asked to share images with the research team that illustrated what ‘a good life’ meant to them. These images were used as a starting point for discussions. A good life was described as multifaceted and influenced by mental and physical health, financial stability, agency, social connections, purpose, pleasurable experiences, and overall comfort or contentment.
Participants saw health as fundamental to living a good life. Without prompting, health was mentioned by a large proportion of participants as providing a foundational role for being able to perform daily tasks and roles. It was seen to serve as an enabler for many of the other factors – agency, comfort, pleasure, connection – listed as important for living a good life. Poor health was seen to limit capabilities, agency, self-determination, financial stability, and living life to the fullest.
“Being able to live one's dreams. Being physically able, or mentally able, to do what you want to do." 
Workshop 1, Birmingham
"Health is everything. If you're ill, you could become incapacitated, and others may make decisions for you, not always in your best interest. Losing health equates to losing independence."
Workshop 1, London
Health was understood to cover both mental and physical health, with mental health recognised as something that has a huge influence over people’s experience of the world and their ability to live a good life. Physical health and fitness were consistently mentioned, with participants highlighting the importance in maintaining mobility, reducing restrictions and enabling participation in diverse activities. Both were seen as equally important and there was recognition that they often intersect, for example, a painful physical condition such as endometriosis was understood to be detrimental to mental health.
"From a health perspective, you can still have a good life even if you're struggling with a lot of issues. But chronic depression, straight up... like, removes your ability to enjoy it."
Workshop 1, Birmingham
"Without good health, really, money or anything else really doesn't come close. You can't really enjoy life if your quality of health isn't, mentally or physically speaking, you know, 100%, to be honest."
Workshop 1, Birmingham
When participants discussed the role of health in a good life, it was clear that both quality of life and quantity of life were important. However, in many cases, participants were explicit that length of life is relatively meaningless unless that life is lived well, and in good health. Participants were keen to stress that pain and discomfort did not align with enjoying life, and that a life lived longer but in pain was not preferable over a shorter life lived in the absence of pain. As an example, 1 participant highlighted her personal experience and views on supporting someone with severe Alzheimer's. 
“I care for my 94 year old mother, who's got severe Alzheimer's, right? I would say the last 10 years of her life, she has had zero quality. I do not want to live to be 94 with 10 years of severe Alzheimer's.”
Workshop 1, Birmingham
However, there was some nuance to this, with participants highlighting that extending length of life may be something that takes greater (relative) importance for younger people, as compared to older people who (possibly) have already had the opportunity to live a ‘good life’.
“I think that, for a person my age [over 65], if I came down with certain types of cancer, then clearly I would want to know what would be the advantage of, say, having chemotherapy. So, an extra few months of life from chemotherapy... I would have to consider whether that is worthwhile. Whereas a younger person, I think the calculation has to be completely different.” 
Workshop 1, London
The overarching view was that a fulfilling and satisfying life, rich in positive experiences and wellbeing, was valued more highly than simply the number of years lived. This is helpful for understanding and contextualising how participants responded to the concept of a QALY that was introduced later in workshop 1, and to understanding how participants related to the concept of disease severity and NICE’s severity modifier.
Factors influencing participants’ severity assessments 
During workshop 1, participants collectively ranked 6 conditions in terms of severity. These conditions were: chronic depression, dementia, dermatitis, melanoma, metastatic breast cancer and sickle cell disease. Initially, participants were provided with 1-sentence descriptions of each of these conditions (see the methods annex). For example, dementia was described as the ‘progressive loss of memory and thinking abilities’. 
Later in the workshop, participants were asked to rank the same conditions, based on personas that reflected a diverse range of demographics, and which illustrated how the condition can impact a person’s life span and quality of life. For example, the impact of dementia was described as making someone ‘forgetful and easily confused’, ‘struggling to think of the right words and getting lost when out in the local area’ and as leading to ‘good and bad days’, with acknowledgement that ‘symptoms will get worse over time’ (see the methods annex). Participants also commonly drew on their own beliefs and lived experiences, over and above the information provided to them, when deciding how to rank the conditions in relation to each other. 
The aim of the exercise was to identify which factors participants used to argue for why a condition was more or less severe. Participants found it difficult to assess severity based on a single measure. Instead, different conditions were felt to be severe in different ways. Rankings also varied between participants. Pain, suffering and loss of life were the most common themes of participants’ explanations of why they perceived a condition to be more severe.
Participants found it difficult to define severity solely based on the 1-sentence descriptions of the conditions, because conditions can be more or less severe depending on how they are managed and how they impact the individual. For example, participants thought that depression can be mild and manageable with medication but can become more severe if left untreated. Similarly, while many participants initially associated dermatitis as less severe, they went on to acknowledge that it can be severe depending on factors such as how painful or embarrassing it is for the individual, which in turn could depend on factors like whether the person is a child or an adult.
“Dermatitis might be quite mild, or it might be very, very, very severe indeed! And that makes it a bit difficult to weigh up against another condition.” 
Workshop 1, Birmingham
Participants disagreed on which factors to consider when ranking conditions based on severity. Some found it difficult to evaluate a health condition separately from an individual’s circumstances. Participants disagreed on whether the impact of a condition on others – family, friends, communities – should be considered. This conflict arose spontaneously in conversations around dementia. Some participants suggested it should be ranked highly based on the emotional toll and caring responsibilities it places on family members. Other ranked it low because they perceived people with dementia as often being unaware of their own decline, and therefore not suffering as much as (for example) someone with a highly painful condition. Participants also disagreed on whether the severity of a condition should change based on the age of the person affected, on whether someone has other health conditions and what these are, whether the condition requires urgent or non-urgent care, or whether the condition is physically or psychologically impactful. Participants found it challenging, and even ethically uncomfortable, to weigh up all these factors at the same time. No obvious framework for evaluating severity consistently emerged during workshop 1. 
“Right now, we've kind of spoken about the individual. But then, if you actually include the family or the ripple effect [of the condition], that can be a lot. We put dementia at the bottom, but I think, more than the person who has dementia, it's the other people around them who get the most affected.”
Workshop 1, London
“She’s a 10-year-old with dermatitis. She’s got a longer life [ahead of her] too. It’s not terminal but for all her life, she’ll have this coming at least every now and again. It’s just incredible… it’s keeping her out of school and all sorts!”
Workshop 1, Birmingham
“There's too many variables...way too many variables to be able to do it. There's too many unknown questions.”
Workshop 1, Birmingham
Participants acknowledged how their own lived experience and emotions influenced their perceptions of severity. For example, some participants who were parents expressed an overarching desire to rank the younger personas more highly in terms of disease severity and to give additional weight to treatment for children in most cases. Lived experience was a key factor in debates about sickle cell disease. This is a condition that predominantly affects people with African or Caribbean family backgrounds. Coming into the dialogue, several such participants were familiar with the condition, for example, because they had friends who had been affected and advocated strongly for it to be ranked as highly severe. By contrast, participants with other ethnic backgrounds tended to know less about the condition when it was first introduced, and often assumed it was less severe.
“Because you were saying young people should almost get a priority... I pretty much had the opposite reaction. […] You were saying how your son had a skin condition. But what was interesting is that you know, you've got more empathy to input in your decision [about dermatitis], but you've also got more bias to potentially corrupt it or just change the [ranking of severity]. So, me and you would have put [dermatitis] at pretty much opposite ends of the spectrum.”
Workshop 1, London
“A lot of these [conditions] are triggering for me because I’ve experienced them first hand.”
Workshop 1, London
There was broad consensus that a condition is severe if it causes a lot of pain and suffering, particularly when this inhibits a person’s ability to perform day-to-day tasks. For example, in workshop 1, participants ranked sickle cell disease as highly severe in terms of having a big impact on someone’s ability to live a good life. They cited the pain that sickle cell disease causes, which leaves those affected in hospital for weeks at a time, unable to work, and unable look after their family. 
“If you talk about the individual and the impact on them day to day… I didn’t realise sickle cell actually had pain involved as well, so that’s definitely a consideration [now] because if you’re waking up and the whole time you’re awake, you’re experiencing pain from one of these conditions, then that’s gonna be a really big factor.”
Workshop 1, London
“My partner's got chronic pain and sometimes... it's the only thing you can think of, and then subsequently, taking painkillers affects you in other physical ways. So it becomes a domino effect.”
Workshop 1, Stockport
Participants were quick to identify psychological pain and suffering as equally indicative of severity as physical pain. Participants agreed that conditions such as depression and anxiety can be considered severe, particularly when someone’s symptoms impact their day-to-day life. In workshop 1, some participants felt that chronic depression should be ranked highly because of the way it can cause people to isolate themselves, trigger physical symptoms such as weight loss, and is linked to self-harm and suicide. In addition to this, participants also spoke about the ways in which physical conditions can be more severe because of potential psychological consequences. For example, some participants wanted to rank dermatitis highly in workshop 1, not just because of its physical symptoms of sore, dry, and itchy skin, but because of the shame, anxiety, and embarrassment that can come with those symptoms. Throughout the dialogue, participants recognised that severity can be defined by psychological pain as well as physical pain.
“I think depression can be similar to chronic pain. It’s all-pervasive. It’s a core kind of destructive disease […] You might have dreams, you might have ambitions, but [depression] cuts them off at the source. So that’s where mental health can be just as bad as chronic pain.” 
Workshop 1, Stockport
Participants saw conditions that have the potential to be fatal as more severe. In workshop 1, for example, some participants ranked stage 2 melanoma higher in terms of severity than dermatitis. They justified this decision because, if not treated quickly, the melanoma could spread and become fatal very soon. Participants also felt that terminal conditions at point of diagnosis, such as metastatic breast cancer, are more severe. Firstly, because the condition would shorten a person’s life expectancy. Secondly, because of the mental burden of having a fatal condition – on the person affected and their friends and family.
“We ranked [metastatic breast cancer] at the top because, again, I mean, she's in the final stages of cancer. It's going to be very painful. She's going to not be here very long. So, I think in terms of the impact, it's unquestionable that the impact on her life is larger than the other cases here.” 
Workshop 1, Stockport
Views about fatal conditions became more complex as the dialogue progressed (see section 3.3). While participants saw fatal conditions as more severe, they questioned whether this meant all fatal conditions should qualify for a severity modifier. 
How views evolved over time 
Pain and suffering remained a dominant theme in participants’ definitions of severity throughout the dialogue. However, views about fatality risks became more nuanced over time. This was driven primarily by ongoing deliberations about considering a person’s age in combination with the number of healthy life years a condition may cause them to lose. For some participants, a fatal condition is more severe if it affects a younger person but may be less of a treatment priority if it affects an older person. 
Many participants adopted QALY shortfalls as a useful measure for defining severity. Most participants had not heard of QALYs before the dialogue. The concept was first introduced in workshop 1 and then returned to throughout the dialogue. Many participants adopted it. For example, in workshop 3, participants explicitly framed their decisions about which treatments to give additional weight to in terms of both QALY shortfalls and gains. They liked the QALY shortfall measure as it matched how they intuitively thought about severity in terms of how a condition affects daily life and life expectancy.
Many participants put greater emphasis on the wider impacts that a health condition has beyond the individual – on families and carers, on the NHS and on wider society – as the dialogue progressed. This was driven by several factors, including increased understanding of the concept of opportunity costs, and the principle that NICE recommendations should aim to maximise returns on NHS investments in new treatments, which was a theme running throughout the dialogue. This theme is explored in more detail in Section 4.2. 
“Oh, I think absolutely [NICE should consider the impact of a condition on wider society]! Because that's going to be a burden on society if that person's not able to work and support their family. They'll have to go on benefits. So that's a cost to the wider society.”
Workshop 4, London
“I think we could consider how much additional help they need. So, are they needing a full-time carer? Are they able to get themselves around? Can they feed themselves? […] If we do treat [the condition] then this secondary care is less necessary. What we’re saving there for the NHS is a significant amount of money. Rather than just considering how sick are they, do we make them a little less sick or a lot less?” 
Workshop 4, mixed group
A condition’s impacts on disadvantaged groups also became a more dominant theme of the dialogue as it progressed. Participants were explicitly prompted to consider whether they felt these impacts should form part of how NICE defines severity. While most participants opposed this proposal, others from ethnic minority groups strongly supported its inclusion in definitions of severity, on the grounds of promoting an equitable healthcare system. 
I think [considering impacts on disadvantaged groups] kind of over-complicates the already complex system. I think some people might see it as giving preferences to a certain group over others. So, yeah, I think that's one of the reasons for why I wouldn't and why we shouldn't.”
Workshop 4, Birmingham
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Views about giving additional weighting to treatments for severe conditions 
During the dialogue, participants had various opportunities to discuss and deliberate on which factors were most important to consider when deciding which treatments to give additional weighting to. This section presents the factors they considered important and why. 
Disease severity should be considered when assessing treatments
Most participants saw disease severity as an important factor for NICE to consider when assessing treatments in the context of its technology evaluation guidance. This was clear as early as workshop 1, when several participants argued that it was right to spend more money on treatments for severe conditions, even if that meant less of the healthcare budget was available to spend elsewhere. It was also a theme of workshop 2, during which many participants agreed with the principle of allocating more resources to help people in greater need. This principle was explained to participants by John Ives, professor of bioethics at the University of Bristol, during a discussion of the concepts of equal and equitable distribution of resources. For further details, see the methods annex.
“I think severe conditions deserve newer treatments […] I just see life as a precious thing that, regardless of age or whatever, if somebody’s suffering, and [their suffering] could be alleviated with a new drug or treatment, then I think it’s 100% worth it for that group of people to get that treatment.”
Workshop 4, Birmingham
Further evidence emerged during workshop 3. Participants were provided with information about the impact of 4 illnesses, sickle cell disease, spinal muscular atrophy, pancreatic cancer and asthma, in terms of QALY shortfalls and the effectiveness of 4 hypothetical treatments for each of the 4 conditions (see the methods annex). They were asked which of the 4 treatments they prioritised and why. For example, the impact of sickle cell disease was presented as 12 QALYs lost or 54% of healthy life lost compared to others without the condition and the hypothetical treatment presented was described as providing a ‘functional cure’ for the condition. 
As figure 2 illustrates, disease severity was an influential factor for many participants’ decisions. For example, 1 of the main reasons why participants gave the treatment for sickle cell disease a high priority score was because of the very severe health impacts of the condition, such as risk of organ failure, severe pain, and a large reduction in the person’s expected number of QALYs. 
A minority of participants disagreed with the principle of giving additional weighting to treatments for severe conditions. They saw this as unfairly discriminating against people with less severe conditions and called instead for all conditions to be treated equally by NICE. 
“It just creates a bias of what illnesses they deem as more important, and they’ll probably get all the funding… well, the majority of the funding, and then everyone else will fall by the wayside.”
Workshop 4, London
[bookmark: _Ref212211892][bookmark: _Ref212211884]Figure 2: Factors influencing treatment prioritisation by condition 
[image: Alt-text: The figure contains four pie charts showing how 24 participants prioritized different factors when assessing four conditions: sickle cell disease, pancreatic cancer, spinal muscular atrophy, and asthma. Each chart breaks responses into three categories: severity only (blue), severity and other factors (purple), and other factors only (orange). ]
Note: Pie charts are based on coding of participants' stated reasons why they assigned their priority score for each treatment. This coding involved an analysis of responses by 24 participants during workshop 3. Information about other factors influencing weighting decisions for each treatment is provided in section 4.2. 
0. Disease severity is only 1 factor that should be considered when considering which treatments to give additional weight to
There were other factors that participants saw as important for NICE to consider when deciding which treatments to give additional weight to in the context of its technology evaluation guidance. This suggests that although the public recognises severity as an important factor, they believe that decisions to approve new treatments should also take other factors into account. 
Other factors that NICE should consider emerged as early as workshop 1. However, the clearest evidence about which factors influenced participants views emerged during workshop 3, when participants were asked to assign a priority score to 4 treatments with varying effectiveness for conditions of varying severity in terms of QALYs and explain why they prioritised them in the way they did. During this exercise, the following factors emerged as important for NICE to consider when deciding which treatments to approve: 
Treatment effectiveness: treatments perceived as highly effective received higher priority scores than less effective treatments. For example, this was 1 of the drivers of the high score given to the hypothetical sickle cell disease treatment which was described as a functional cure. Several participants also said they would give additional weighting to treatments that cure a condition, compared to those that only help to manage symptoms.
Availability of other treatments: treatments for conditions where there were fewer or no existing treatments received higher priority scores. This was another driver of the sickle cell disease treatment’s high score. Some participants gave the asthma treatment a low priority score because they believed effective treatments were already available. 
Impacts on disadvantaged groups: some participants gave higher priority scores to treatments for conditions affecting already disadvantaged groups. For example, during the dialogue, participants learned (and, in some cases, already knew) that sickle cell disease most commonly affects people with African or Caribbean family backgrounds. This was another driver of the sickle cell treatment’s high score. 
Age of people affected by the condition: many participants gave the spinal muscular atrophy treatment a high priority score because the condition affects younger people, including children. Some participants also gave the treatment for pancreatic cancer a low score on the basis that the treatment would primarily benefit people over the age of 75. 
Impacts on family and carers: some participants gave the treatment for spinal muscular atrophy a higher weighting because of the emotional impact on, and additional caring responsibilities for, parents of children with this condition. Some participants also gave the sickle cell disease treatment a high score because of the burden on carers. 
Numbers affected by a condition: participants understood asthma as a condition that affects millions of the people in the UK. This led some participants to give a high score for the new treatment for asthma on the basis that this would result in health gains for large numbers of people. 
In some cases, participants saw a condition’s severity as less important than other factors for NICE to consider when deciding whether to approve a new treatment. This is illustrated by looking at evidence from workshop 3, comparing participants’ priority scores for each treatment against the severity of the relevant condition, as measured in terms of QALY shortfalls. This showed that a higher disease severity did not necessarily mean a higher priority score for the corresponding treatment. 
Spinal muscular atrophy was the most severe condition presented to participants, as measured by an absolute QALY shortfall of 24 and proportional QALY shortfall of 96% of remaining healthy life. It was the only condition that would qualify for the maximum severity weighting of 1.7. On average, participants scored the spinal muscular atrophy treatment as the most important to approve. However, as figure 2 illustrates, many did so for reasons other than the severity of the condition, and very few did so because of the severity of the condition alone. The most often mentioned reason for prioritising this treatment was that it affected very young children. The rationale for this varied. For example, some participants argued it was important to prioritise treatments for children because everyone deserves a fair chance at living a long, healthy life. Some framed their decision in terms of maximising returns on investment, by targeting treatments at those with a longer life expectancy. Some said they wanted to relieve burdens on parents who would struggle to see their children so unwell. 
“I also regard respiratory issues as a particularly dreadful condition to have to deal with […] I think that when you consider a lot of [people with spinal muscular atrophy] are babies and toddlers and children having to deal with that on a regular basis, it must be absolutely awful.” 
Workshop 3, London
Based on the information provided to participants, pancreatic cancer would also be considered severe by NICE, qualifying for a 1.2 weighting. However, on average, the treatment was given the lowest priority score by participants. Participants acknowledged that the condition was severe. However, most gave the treatment a low priority score based on information that the condition mostly affects people over 70, the treatment is for late-stage cancer, is not a cure, and would only extend a person’s life by 2 months. 
Participants argued that people over 70 would already have had a fair chance to live a long, healthy life. They also argued that the treatment did not warrant a good return on investment, because it was not a cure and only increased people’s QALYs by a small amount. 
“I agree on [a score of] four [for the pancreatic cancer treatment]. [The treatment] only increases survival by two months. That's really low. We're not talking about just symptoms here. I know that two months could probably mean a lot to someone who they're saying ‘you don't have long to live’, but with people dying a year after they've been diagnosed, two extra months I don’t think is going to make much of a difference, personally.”
Workshop 3, London
Based on the information provided, NICE would not consider asthma severe enough to qualify for a severity modifier. However, many participants gave the treatment for asthma a relatively high priority score. Some did so because, in their view, asthma should be treated as severe – for example, they knew people with the condition, and based on their experience, perceived it to be severe, regardless of the information provided during workshop 3 on absolute and proportional QALY shortfall. Most, however, did so primarily because of the number of people affected by asthma. Participants reasoned that, by prioritising the asthma treatment, NICE would be able to help a larger number of people. Participants sometimes framed this as good, in and of itself. Others framed it as a means to an end, for example, suggesting that by helping more people, NICE could have a greater impact on reducing demand on the NHS. 
“[Asthma] is a life-threatening condition. Severe asthma requires immediate medical attention and they do say that if you don't get immediate medical attention when untreated, you die. And immediate medical attention is more expensive.”
Workshop 3, Birmingham
“However, the impact—the number of people that [the treatment for asthma] can help is obviously huge […] I would have probably given it an even lower [score] than five, but then the number of people who can increase their life [expectancy] by two years is quite huge.”
Workshop 3, London
Learning about opportunity costs significantly influenced views. Before the dialogue, hardly anyone realised that extra resources are not allocated to the NHS to fund new treatments, but instead funding is diverted from existing treatments and services, and so other health benefits are displaced. This made many participants less comfortable about giving additional weighting to treatments for severe conditions when it could displace other healthcare. For some, this was about maximising returns – with limited resources, treatments delivering the greatest overall benefit should be funded, even if this meant removing funding for some treatments for severe conditions. For others, it was about fairness – people should not lose out because their condition is less severe. Some worried vulnerable and marginalised groups, and those with rarer conditions, would bear the brunt of funding being diverted from existing healthcare.
“It would be great if everything was available for every condition. But the fact that some other people are going to miss out - I struggle with balancing that idea in my head.” 
Workshop 4, Stockport
“I feel like the allocation of certain budgets being higher for these very severe conditions that only treat a tiny amount of people compared to, you know, conditions that are affecting more people on a large scale... that would cause more problems later on in the future... for instance, if they [don’t deal with conditions] affecting a wider majority of people, it's just going to be more work for them later on dealing with something that they could have prevented early on.”
Workshop 4, Birmingham
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During the dialogue, participants were provided with information about NICE’s severity modifier and concepts relating to it, including: 
· Its origins and role in NICE’s decision making, including how NICE measures disease severity, the criteria for qualifying for a modifier, different severity weightings, and how NICE committees decide whether to apply the modifier.
· Effects of the severity modifier, including the number of decisions NICE has made where the modifier was applied, the types of conditions and treatments that have benefitted, effects on the pharmaceutical industry and the concept of opportunity costs.
This section explores how participants responded to this information and how it influenced their views about the severity modifier. The specific information provided to participants is available in the methods annex. 
Origins of the severity modifier and its role in NICE’s decision making 
Information provided to participants 
During the dialogue, participants learned about:
· NICE’s standard decision-making process, including the standard cost-effectiveness threshold of £20,000 to £30,000 per QALY gained, that NICE uses to judge whether a treatment offers value for money
· how the severity modifier enables NICE to approve treatments for severe conditions that cost more than £30,000 per QALY gained
· how the current severity modifier replaced NICE’s old end of life modifier, which had been restricted to treatments for people at the end of life.
See the methods annex for further details on how this information was provided. 
As section 4 shows, while participants commonly saw severity as an important factor for NICE to consider, many believed it should be considered alongside other factors. This contributed to mixed and nuanced views about NICE’s use of the severity modifier in its current form, which are explored in further detail in section 6.
NICE’s standard cost-effectiveness threshold at the time of this dialogue was £20,000 to £30,000 per QALY gained. While not a core focus of the dialogue, this also became the subject of scrutiny and debate by participants. Rather than relying on the modifier to ‘break the rules’ and approve less cost-effective treatments for severe conditions on a case-by-case basis, participants suggested that the standard cost-effectiveness thresholds themselves should be raised. Participants often connected this with their understanding of inflation, motivated by a desire to ensure public access to new treatments. They reasoned that, if prices rise over time, the threshold should too, to avoid people losing access to treatments because they are too expensive. For some participants, this position was reinforced by information showing that, between January 2022 and July 2024, the severity modifier was used in 32 (35%) of technical appraisal decisions. Participants interpreted this as showing that the modifier is being used too frequently, because an increasing number of new treatments are too expensive to be approved under NICE’s standard thresholds. 
“The severity modifier was supposed to be one-off cases, right? And it's one in three. So, we already have a problem with the severity modifier being overused for its original purpose.” 
Workshop 4, mixed 
It is important to note that, although participants were provided with information on NICE’s standard thresholds to enable discussion on the severity modifier, this information was limited as the aim was not for in-depth discussion on NICE’s standard thresholds themselves, which was outside of the scope of this dialogue.
Despite reservations about NICE’s standard thresholds, participants generally perceived the severity modifier as a genuine attempt to make the system fairer and more effective, by helping to reduce the chances that people suffering from severe conditions will lose out on treatments because of cost. While not perfect, they felt the severity modifier was a step in the right direction.
Participants also saw the severity modifier as an improvement on the previous end of life modifier. Participants preferred the severity modifier to the end of life modifier for 3 reasons. First, the severity modifier can be applied to a broader range of conditions, not just those at end of life. This felt fairer to most participants, as it allows more people to potentially benefit. Second, some participants saw end of life treatments as offering poorer returns compared to treatments for people not at the end of life. They believed people not at the end of life have more to gain (in terms of living a good life) and more to give (in terms of societal contributions). As section 4.2 has noted, the importance of maximising returns on investment was heavily influenced by learning about opportunity costs. Third, some participants questioned whether giving additional weighting to life-extending end of life treatments is aligned with what patients themselves would want. These participants assumed that people in the end of life stage would often prefer palliative care over life extensions. While this view does not necessarily mean participants gave all end of life treatments a low priority score, it did lead some to oppose applying a modifier to treatments that extend life by a short period – something they believed the end of life modifier did. 
“It's an improvement on the end of life modifier – but things can always be improved more.” 
 Workshop 4, Stockport
How the severity modifier works in practice 
Information provided to participants 
During the dialogue, participants learned about:
· how severity is measured based on the number and proportion of QALYs a condition causes a person to lose
· NICE’s criteria for a condition to qualify for the severity modifier, and the different QALY weightings a condition can receive under the current modifier
· how NICE technology appraisal committees work in practice, including the types of people involved in a committee, and the process for assessing new treatments and deciding to apply a severity modifier. 
See the methods annex for further details on how this information was provided.
While most participants saw QALYs as a useful measure of severity in principle, a small minority took issue with how quality of life was calculated and represented within the QALY. They felt that reducing the lived experiences of an individual into a numerical value was too much of an oversimplification. Additionally, several participants disagreed with the current practice of measuring the quality-of-life component of QALY gains based on a survey of the general population. Given many severe conditions are rare and affect small groups of people, participants felt these values should be based on the views and experiences of people affected by the condition instead. Some participants also suggested this would give a more accurate assessment of the value of life-extending treatments during the end of life stage. For example, the assumption that people at the end of life would value palliative care over life extensions led participants to oppose applying the severity modifier to life-extending treatments at the end of life. 
“Shouldn't we be considering and asking the person with the actual condition what they think the quality of life is for them...over a general population opinion who might not even know what the condition is more than just a name or a title? Like, it seems very narrow-minded.”
Workshop 3, London 
"There's just way too much grey area...when we're just grouping these vast swathes of everything like pain, what you're able to do, what your lived experience is, the amount of medication you have to take, that all in the QALYs is just one thing...And then the other thing that we're counting is lifespan. And it's like, that's not okay. You can't put all of that in one thing." 
Workshop 4, mixed
“I think if they went into a terminal cancer ward and they canvassed family members and the actual sufferers themselves, I think a lot of family members, particularly parents, would be in all favour of extending someone's life for two weeks. But I think the sufferers themselves would probably [say differently]. So it's a funny thing that that's not considered either: what the personal belief of the patient is.” 
Workshop 4, mixed
Participants found the severity modifier’s specific cut-offs and weightings arbitrary and difficult to engage with in a meaningful way. For example, they could not understand how NICE had decided to set the intermediate severity weighting at 1.2, and highest severity weighting at 1.7. Some questioned why there were not more weighting levels to reflect more levels of severity, for example, by employing a sliding scale. Beyond this, however, participants found it very difficult to deliberate on specific changes to cut-offs and weightings, except in broad terms like whether they thought they should be higher or lower. These deliberations are explored in further detail in section 6. 
“A sliding scale allows for more flexibility... 1.2 and 1.7 just seem a bit too absolute.” 
Workshop 3, Stockport
Participants were positive about NICE’s use of independent committees made up of experts and lay members scrutinising the evidence. The involvement of technical experts reassured participants that decisions about new treatments were made based on data and evidence, rather than motivated by subjective views and politics. Participants also liked that evidence submitted to the committee could be challenged and additional evidence could be requested by committee members. Nevertheless, some participants were concerned that NICE’s decisions could be influenced by committee members’ personal views (and emotions) and called for the process to be made as objective as possible to ensure fairness. 
“Most normal people could find the whole process quite triggering and emotive. And although all these professionals [at NICE] will strive to be unaffected, I can't imagine they wouldn't be to some degree. Even just talking about it, I find it quite emotive.”
Workshop 2, mixed
Participants also acknowledged the weight of decisions that rest with NICE and are impacted by the severity modifier. Making decisions on which medical treatments to approve or deny for use on the NHS has potentially life-changing impacts for people. This is not just for those who may or may not receive treatments based directly on NICE’s decision making, but also for the wider population through the indirect impacts of opportunity costs. Participants repeatedly expressed recognition of the extremely challenging job that NICE has in developing an effective and fair medical appraisal system.
“I'm thinking, wow... [ranking the conditions is] a bit like playing God. […] I'm just happy right now that it's the only piece of paper, not actual people. Like we don't have that power.”
Workshop 1, London
“I guess it's a difficult one, and there's so many variables that come into play […] For me, it's been interesting to hear how NICE deals with them. I think they're in a challenging position. Very challenging! […] I think it's just not easy.”
Workshop 2, mixed
The effects of the severity modifier 
Information provided to participants
During the dialogue, participants learned about:
· the kinds of conditions which have benefitted from the severity modifier
· opportunity costs of NICE’s decisions
· pharmaceutical industry perspectives towards the modifier, including how it influences decisions about the development of new treatments.
See the methods annex for further details on how this information was provided.
Participants wanted the severity modifier to be applied to a wider variety of conditions than is currently the case. They were dissatisfied that a third of cases where the severity modifier had been applied were for treatments for terminal or incurable cancers. Participants widely assumed these treatments were only extending the person’s life by a short amount of time and believed that these few additional months and weeks would be of low quality. Participants still saw these conditions as severe, because they were fatal. However, after learning about opportunity costs, they questioned whether treatments for these conditions offered sufficient returns to justify displacing spending on other healthcare. 
“And the fact that, for some reason, these particular rules end up with [most] treatments being approved along the severity principle for end of life cancer... for end-stage cancer... Can't believe that's right! There's something going wrong with the system if that's the result of it.”
Workshop 3, London 
Participants were surprised and often frustrated that NICE cannot know where in the wider system opportunity costs will fall before approving new treatments. Almost no participants had heard of opportunity costs before the dialogue or knew that funding for new treatments must be taken from elsewhere in the healthcare budget. As section 4 has noted, this information had a significant influence on participants’ deliberations throughout the dialogue, with many participants becoming less comfortable with NICE spending more on treatments for severe conditions after they learned that this could result in spending on other forms of healthcare being displaced. Some participants believed that without this information, NICE cannot make informed, ethical decisions about whether to apply a severity modifier. They perceived this as a fundamental flaw in the health technology appraisal system.
“Well, I think if NICE does not know [where the opportunity cost will fall], then it seems to me that there's something missing... How could NICE authorise something like this without having some understanding of the impact on NHS budgets and spending generally?”
Workshop 3, London 
Participants had mixed reactions to information about the effects of the severity modifier on the pharmaceutical industry. On the 1 hand, participants broadly understood that the modifier incentivises pharmaceutical companies to develop treatments for severe conditions, by allowing them to charge a higher price per QALY gained. This drew support for the modifier, based on the principle of helping those in the greatest need. It also meant many participants would not support the severity modifier being removed, because they worried pharmaceutical companies would deprioritise the development of treatments for severe conditions. (During workshop 2, participants learned that while NICE does have some influence on pharmaceutical companies, on a global scale, the healthcare market in England is relatively small, meaning its influence is limited. Despite this, participants often assumed that pharmaceutical companies are very responsive to NICE’s decision-making processes.)
“[If the severity modifier was removed] The pharmaceutical companies might just […] treat very easy conditions, prioritise all easy conditions, and let difficult ones just become more difficult.”
Workshop 4, Stockport
On the other hand, many participants exhibited high levels of distrust in pharmaceutical companies. Some worried, for example, that transparency over how the modifier works means pharmaceutical companies are using the modifier opportunistically to charge the maximum amount for a new treatment. Others were concerned that the modifier gave companies too much licence to decide which conditions they prioritise developing treatments for and called for a proactive approach whereby industry is directed by policy makers on what to focus on (see section 6.4 for further detail). 
“My concern is, obviously, [pharmaceutical companies] know that they’re going to be making a lot of money from this based on how many people per year [need a treatment] and the price per QALY. So, essentially, they know what models that [NICE] are using. It just seems to me like advantage can be taken here in terms of the price that they quote.”
Workshop 3, London
“That's because pharmaceutical companies are purposefully creating treatments and creating criteria around that treatment (which may not even be true) that fits the modifier so that they get paid money for the work they've done… It's no longer a modifier for the quality of the treatment; it's a modifier for how a pharmaceutical company can get themselves more money. That's how it's working... That's why a third of all submissions make it through the modifier, because pharmaceutical companies are pitching for it. So I just think the system that we've got at the moment is allowing far too much freedom for a pharmaceutical company to basically go for the big bit of the pie, which is a 1.7 modifier.”
Workshop 4, mixed 


[bookmark: _Toc216858855][bookmark: _Toc217036517]Views on redesigning the modifier 
This section considers 4 ways in which the severity modifier could be redesigned, and the extent to which these changes would align with participants views. The 4 changes are: 
1. Adjusting the current severity modifier’s cut offs and weightings.
2. Considering factors in addition to the health impacts of the condition on the person with that condition 
3. Making early-stage interventions eligible for severity weighting.
4. Additional ideas for reform proposed by participants.
The first 3 changes were presented to all participants for deliberation in workshop 4. Additional ideas emerged spontaneously in breakout groups during the workshop, meaning they were not considered systematically by all participants.
Adjusting current severity modifier cut offs and weightings 
One of the questions debated by participants was whether the severity modifier should be adjusted. Hypothetically, this could be achieved by either: 
· lowering the cut offs to qualify for the modifier, or 
· increasing the weighting given to treatments qualifying for the modifier.
Participants held opposing views on these proposals and did not arrive at a clear consensus. 
Participants who supported increasing severity weightings did so because they believed this would lead to more treatments being approved for people with severe conditions, meaning more help for those in the greatest need. Several participants also saw increased weighting as necessary to avoid cost becoming a barrier to helping people with severe conditions. This was sometimes based on the belief that the costs that pharmaceutical companies incur for developing new treatments are rising (for example, due to inflation), meaning new treatments are becoming more expensive over time. To keep up, a more generous severity modifier is needed to ensure continued access to the latest treatments for severe conditions. Some participants also reasoned that higher weightings would create bigger financial incentives for pharmaceutical companies to develop and bring new treatments to the UK, which could increase competition and potentially bring down prices in the longer run. 
Participants who opposed this view did so for 2 main reasons. First, they worried that this would lead to even greater opportunity costs and diversion of resources to treat severe conditions, at the expense of people with other healthcare needs. Participants perceived this as unfair and potentially a waste of resource, if most severe conditions that receive treatment are for end of life care for people with terminal conditions. Second, they were concerned that increasing severity weightings would primarily benefit pharmaceutical companies, who would adjust their pricing strategy to charge the maximum for new treatments. 
Support for lowering cut-offs so that more conditions qualify was driven primarily by a desire to diversify the types of conditions that have historically benefitted from the modifier, for example, late-stage cancers. Participants perceived this as fairer and more beneficial, as it would enable people with a wider range of conditions to receive new treatments. 
Conversely, participants who did not support lowering cut-offs worried about increasing opportunity costs due to higher spending on treatments for less severe conditions. They also believed that the severity modifier should be reserved for exceptional cases. 
Finally, some participants challenged the premise of the question about whether the number of treatments approved via the modifier should increase or decrease. These participants argued that the issue is not the volume of treatments approved, but how effective those treatments are and how many people they benefit. These participants believed that NICE should decide to apply a severity modifier based on the impacts that a new treatment would have, for example, by restricting its application to treatments that are highly effective.
Considering factors in addition to the health impacts of the condition on the person with that condition 
Participants believed that NICE should consider other factors beyond the individual health impacts of a condition when deciding whether a treatment should qualify for a severity modifier, and at what weight. However, there was significant disagreement about which specific factors should be included and how they should be implemented. 
This subsection explores which additional factors were discussed, and arguments for and against their inclusion in NICE decision making. 
Age 
As section 4 has already described, age was an important factor influencing how participants prioritised treatments for different conditions. In workshop 4, where participants were presented with various age groups to consider, for example babies aged 0-1 years, young people aged 18-35 years, people in mid-life aged 45-55 years and older people aged 70 years and above, many participants struggled to arrive at a firm position on whether and how NICE should consider age when making decisions about whether to apply a severity modifier. 
Many participants continued to support the principle that conditions affecting younger age groups should be prioritised, as everyone ‘deserves’ an equal chance to live a long healthy life. Some participants also highlighted the emotional impact on parents whose children are unwell as another reason to prioritise treating severe conditions in young people. Finally, there was an argument that prioritising severe conditions affecting younger people can help make society more productive, because healthy younger people can work and contribute to society over a longer period compared to older people at the end of their life. 
While agreeing with these arguments, some participants observed that age needs to be considered alongside treatment effectiveness. For them, giving young people a fair chance at a long life and unlocking societal benefits depended not just on prioritising younger people, but making sure treatments approved using the severity modifier were highly effective. One example that was discussed was that a treatment that gives additional years of healthy life but does not take a younger person out of full-time hospital care would not provide wider societal benefits and so might not be deserving of a severity modifier. 
Many participants also struggled with trade-offs affecting older people. While agreeing that younger people deserve equal chances at a healthy life, some participants observed that older age groups also deserve to be prioritised, for example, because they have caring responsibilities and are often economically productive. Several participants also expressed a moral obligation to care for older people. These participants had difficulty reconciling these tensions: while they felt young people should be prioritised, they also felt older people also needed to be prioritised, albeit for different reasons. 
“But yeah, then I also think, you know, 70-plus-year-olds, they deserve a right to end of life care! They've paid their taxes all their lives, and people of all ages are important for a balanced society. So, the more I think about it, the more I think [people of all ages] should be [treated] the same […] and not put anyone over 18 at a disadvantage basically compared to someone else in different [age] brackets.”
Workshop 4, London
Finally, a minority of participants disagreed with NICE considering age when making decisions to apply the modifier. They saw such as move as ageist and discriminatory, arguing that people of all ages deserved to be treated equally. 
Prevalence
As with age, workshop 4 produced mixed views on whether and how NICE should consider prevalence in its decisions about using its severity modifier. While the consensus was that prevalence is important for NICE to consider, participants disagreed about whether NICE should prioritise more prevalent conditions over less prevalent ones, whether less severe but more prevalent conditions should qualify for a modifier, and the extent to which NICE should prioritise rarer conditions affecting small numbers of people. 
Arguments in support of prioritising more prevalent, more severe conditions depended mainly on the principle of trying to use healthcare resources to do the most good for the greatest number of people. Some participants argued this would have the maximum impact on the NHS and wider society, for example, by getting more people out of care and back into work. For a minority of participants, the chance to help a greater number of people and thereby relieve burdens on the NHS and benefit wider society justified making less severe but highly prevalent conditions eligible for additional weighting. 
“I'd rather see focus on knock-on effects or collateral effects of treatments. Say, for example, the obesity drugs that affect a heck of a lot of people. We may not think of [obesity] as being severe, but if you can improve a person’s circumstances, it can have a hell of an effect and it will have a knock-on effect in later life. […] It’s the greater benefit for the greater good.” 
Workshop 4, mixed group
Arguments against prioritising more prevalent conditions (both more and less severe) related mainly to opportunity costs. Some participants worried that prioritising prevalent conditions could lead to rarer conditions and conditions affecting smaller, more marginalised groups losing out, for example, because more money gets spent on treating prevalent conditions, and pharmaceutical companies invest less in developing new treatments for less prevalent conditions. These participants opposed making less severe but prevalent conditions eligible for a severity modifier. They also believed that NICE should either not consider prevalence, or give extra weighting to conditions that are both rare and severe, to ensure that these conditions do not lose out. 
Some participants aimed to strike a middle ground, arguing that while prevalence is important for NICE to consider, it should be considered separately from severity. This links to a broader theme of participants calling for NICE to supplement the severity modifier with other mechanisms that would incentivise the development and supply of treatments for conditions that, while not severe, have a significant impact on the population, NHS and wider society. 
Impacts on disadvantaged groups 
The majority view was that NICE should not consider impacts on disadvantaged groups when deciding to apply the severity modifier. For a minority, this view was driven by a principle of fairness: all people should be treated equally, and therefore NICE should not discriminate between different groups. More commonly, however, participants worried about the potential for a public backlash if NICE were perceived to be favouring certain groups over others (as noted in the methods annex, these views may have been influenced by anti-immigration protests and counter-protests taking place across the UK at the time of the dialogue). Several participants also questioned whether it was within NICE’s remit to make decisions to try to address societal inequalities between groups, suggesting that this was better left to wider government policy. 
“I have huge problems with the idea that the NHS should be forced to deal with the problems caused by other government departments. If someone's socioeconomic status is causing them to have poor health, that's a massive stain on the department that is basically in charge and has responsibility for every person's socioeconomic status in this country. If you're making people so poor they're sick, something's wrong and it's not really the NHS[‘s responsibility].”
Workshop 4, mixed group
While in the minority, several participants expressed very strong support for NICE to consider the impacts of a condition on disadvantaged groups when deciding to apply a severity modifier. This was more common among younger, minority ethnic participants involved in the dialogue. These participants argued that considering these impacts was essential for ensuring equitable healthcare, and for helping those in the greatest need. They also suggested that the lack of support for this view shown by other participants was due primarily to ignorance about how structural inequalities in society and certain conditions disadvantage and disproportionately impact minority groups. 
“And I think again, from that lived experience angle that I come from, I know that there's certain issues that affect the black community. And looking at the evidence that we've been presented with, [inequalities] might not necessarily be taken into account. So for me, hearing that information makes me think that the whole process needs to be changed.”
Workshop 3, Birmingham
Impacts on families and carers 
Participants generally supported NICE considering impacts of a condition on families and carers when deciding to apply the severity modifier but were concerned about the feasibility of doing this and whether it should be part of NICE’s remit. 
Participants supported this proposal for 2 reasons. First, caring for someone with a severe condition can cause a lot of stress to families and carers and reduce their overall wellbeing. Therefore, prioritising treatments for conditions that put a high care burden on families and carers can result in health gains for families and carers. Second, participants perceived caring responsibilities as very costly to wider society, for example, because people leave jobs to focus on providing care. Prioritising effective treatments can reduce these costs, providing wider societal benefits. 
“If someone's taking care of their family member because their health is very unpredictable or unstable... it might stop them from going into work. It might lower their income. So, it will kind of affect other people's contribution to the economy as well”
Workshop 4, London
Some participants felt it was impractical for NICE to consider these impacts, because they thought they would be difficult to measure within technology evaluations. A small minority of participants also questioned whether NICE should try to alleviate burdens on families and carers, arguing this was a job for government policy.
Impacts on NHS 
Participants generally supported NICE considering the impact of a condition on the NHS, for example, how much healthcare resource is currently spent on treating a condition, and how much resource could be freed up by a new and better treatment. They believed the severity modifier should reduce strain and increase capacity in the NHS, for example, by reducing overall numbers of people requiring care, and the amount of care each person needs. 
“There still seems to be quite a disconnect between what the recommendations are and what the budget is, because, in essence, the budget cannot be moved…I think NICE needs to be separate from the budget, but there's got to be something in the middle that looks at both.” 
Workshop 2, mixed
This led some participants to argue that perhaps less severe conditions should qualify for a modifier, as long as treating those conditions would result in increasing healthcare resources that could then be used elsewhere in the system to help others. It also meant some participants placed additional priority on severe conditions lacking a treatment, on the basis that untreated conditions get worse over time, placing additional burdens on healthcare down the line. It also drove support for making early-stage interventions – which prevent conditions from becoming severe – eligible for a severity modifier. 
“If you're treating it at, again, grassroot level, then patients are living a healthier, longer life, and it's having less of a knock-on effect on the NHS in the longer run. So, win-win for all I guess!”
Workshop 4, Birmingham
A core assumption underlying support for this proposal was that any treatment approved on these grounds would be highly effective. Ultimately, participants who supported this proposal wanted to see burdens on the NHS reduced, and so were interested primarily in how many QALYs a patient would gain because of a treatment, rather than how QALYs they lose because of their condition. 
A small minority of participants disagreed with NICE accounting for a condition’s impact on the NHS. There was some concern that, by prioritising conditions that have a big impact on the NHS, less focus would be given to rarer conditions affecting more vulnerable groups. This echoes concerns raised when discussing the prevalence of conditions. 
Impacts on wider society
The main impact on wider society discussed by participants was economic benefits because of people returning to work. These benefits often emerged as a reason to include other factors when making decisions about severity. For example, several participants who supported NICE accounting for factors including age, prevalence, and impacts on carers and families did so because they believed this would enable more people to return to work for longer, increasing productivity and economic benefits for wider society. 
Despite this, many participants did not want NICE to consider wider societal impacts when applying the severity modifier. They had several concerns. First, participants were sceptical about measuring these impacts accurately. Second, they saw these benefits as a result of focusing on other factors (such as age), rather than something NICE should consider directly. Third, some worried about disadvantaging certain groups. For example, making decisions based on economic contribution could harm people with conditions that prevent them from working, regardless of treatment.
Making early-stage interventions eligible for severity weighting 
This suggested change attracted widespread and strong support throughout the dialogue. For example, during workshop 2, multiple participants argued that NICE should give additional weighting to treatments that detect and cure earlier stages of cancer, and stop people from developing late-stage, incurable cancers. In workshop 4, participants reasoned that giving additional weighting to treatments that prevent conditions from becoming severe would benefit society by reducing the numbers of people who become seriously ill and could benefit the NHS by allowing them to save money on more expensive treatments down the line. 
“I completely agree with [prioritising early intervention] and for me, it sort of builds on the fact that if you treat people at the earliest [opportunity], the resources they take further down the line when things could be more severe for them, will be lightened. 'Prevention is better than the cure,' as they say. I mean, it just seems like a really obvious thing to do.”
Workshop 4, Stockport
Additional ideas for reform proposed by participants
Some participants called for a much more robust, proactive approach to directing what conditions and treatments pharmaceutical companies prioritise. For example, they suggested that either the NHS or NICE systematically direct pharmaceutical research priorities based on an analysis of healthcare system needs. Participants supporting this approach tended to be very distrustful of pharmaceutical companies and were sceptical about how effective NICE’s current modifier is at incentivising production of treatments that align with public priorities. They were motivated by a desire to reverse the current perceived dynamic where pharmaceutical companies develop products and then seek healthcare system approval, instead creating a system where healthcare priorities drive research and development decisions.
Alongside this, some participants suggested various mechanisms to work alongside NICE’s severity modifier, to ensure other public priorities are met without losing the focus on severity. For example, they suggested setting up separate incentive mechanisms focused on very prevalent conditions and conditions putting heavy strain on healthcare resources. These ideas were motivated by a belief that other factors beyond severity should inform NICE’s decisions, alongside caution about overcomplicating the severity modifier by introducing lots of other factors. 
Finally, participants suggested mechanisms for rewarding the development of new treatments that go on to have a demonstrable impact on addressing healthcare priorities. For example, including additional, results-based payments that are activated once a treatment has been approved by NICE and used by the NHS, and there is clear evidence that it has addressed a specific need (such as reducing burdens on the NHS). These ideas were motivated by concerns about the quality of trial data used by pharmaceutical companies and NICE committees to assess treatment effectiveness.


[bookmark: _Toc217036518][bookmark: _Toc216858856]Discussion  
How does this research contribute to existing knowledge on public views about severity weighting? 
The findings of this public dialogue reveal the complexity of the values and principles that the public holds regarding severity weighting. Participants did not reach a consensus on what makes a health condition severe. Instead, they drew on their own experiences, factors beyond individual health impacts (such as prevalence, age, and impacts on families, carers, the NHS and wider society) and the concept of the QALY when discussing why health conditions may be considered to be severe. This reflects research that found severity was conceptualised as subjective, objective and situation-dependent by members of the public in Norway (Stenmarck et al. 2024). 
Participants broadly accepted the notion of NICE giving additional weighting to treatments for severe conditions at the start of the dialogue, a finding that corresponds with research that indicates public support for severity as a healthcare prioritisation criterion (Shah 2009; Gu et al. 2015; OHE’s contract research report on understanding societal preferences for priority by disease severity in England and Wales 2024). 
The public dialogue approach provided participants with relevant information and various perspectives related to severity weighting, and encouraged participants to deliberate and reflect, allowing their views to develop over time. As participants were informed about concepts such as opportunity costs, and were presented with different perspectives about severity weighting and data on the how NICE’s severity modifier had been applied to date, their responses became more nuanced. 
Most participants saw NICE’s severity modifier as an improvement on the end of life modifier, with some calling for NICE to move further away from prioritising end of life treatments towards increased weighting for a broader range of treatments. This often related to the belief that end of life conditions affecting older people should not be prioritised as this group would already have had the chance to live a long life and that resources should instead be directed to palliative care. This corresponds with evidence that suggests the public is less supportive of the NHS funding treatments that provide health gains for people nearing the end of their life. Research indicates that the public in the UK would favour care that helps maintain dignity and control for people with short life expectancy over small survival gains (Reckers-Droog et al. 2021; Skedgel et al. 2022). However, other participants disagreed, arguing that there is a moral obligation to provide care for all age groups in the same way.
Participants were asked whether they thought that the NICE severity modifier should be adjusted to increase or reduce the number of treatments eligible and were presented with 2 possible mechanisms for doing so: lowering the cut-offs for a condition to be qualify for severity weighting, or increasing the weight given to treatments that do qualify. Views on this were mixed. While some participants saw lowering cut-offs as a way to expand the range of conditions that could benefit from the severity modifier, others thought the severity modifier should only be used in exceptional circumstances and worried that lowering cut-offs would lead to increased opportunity costs. This latter finding is somewhat at odds with a recent study that found the public gave priority at lower QALY shortfall cut-offs than NICE’s current modifier (see the OHE’s contract research report on understanding societal preferences for priority by disease severity in England and Wales, 2024).
How NICE will use this research 
The aim of this NICE Listens public dialogue was to engage a diverse and broadly reflective section of the English public to explore their views on severity weighting, to understand how they think NICE should account for disease severity in health technology evaluations and to understand the values and principles that underlie these views. 
The dialogue is part of a broader programme of research on understanding societal views. The findings of the dialogue will inform a stated preference study designed to generate both quantitative and qualitative data from a large, representative sample of the English public. The findings will also be used to inform the interpretation of the stated preference study results and future considerations by NICE about its severity modifier.
For more information on implications of this dialogue for the stated preference study, and considerations for NICE going forward, please see the recommendations document. 
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