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Focus Session Notes: Measuring Social Impact 

Context: 
Previous research has shown that healthy volunteers care about the broader purpose and 
impact of a trial. This was also the case for Council members: results of a pre-survey to 
Council members demonstrate that 75% think a lot (31.3%) or a great deal (43.8%) about 
the potential impact of a study when they decide to join. However, the “social impact” of a 
study is hard to assess at the time someone is deciding whether to enroll.  

Social-Impact Score Concept: 
The social-impact score would be a single metric that blends per-case disease severity, 
size of the beneficiary population, expected health gain per person, and other benefits. 
The score should be as useful as possible for participants of medical trials.  

Goals of the Score: 
Healthy research participants would the main users of the score, which would: 

● Show the social value of participation, turning altruism into a visible benefit.
● Allow participants to judge studies based on real-world health gains.
● Help participants to decide whether to join a study.
● Support ethical, informed consent by giving the volunteers a clearer sense

of the “altruistic return” on their participation.
● Allow prospective healthy participants to compare options side-by-side,

making it easy to see which study could help most people or help them
faster.



 

Key Features of the Score: 
●​ Easy to interpret: a single headline output, with optional supporting detail. 
●​ Objective and reproducible: calculated using consistent rules, relying as 

much as possible on public data. 
●​ Transparent and auditable: anyone should be able to see what inputs drove 

the score and where those inputs came from. 
●​ Balances size and quality of impact: rewards both high-burden targets and 

transformative research; avoids over-penalizing rare but highly treatable 
diseases. 

●​ Incentivizes best practices: encourages investigators to design rigorous, 
open, high-value studies. 

 

Proposed Score Components: 
A small set of factors that are both meaningful and feasible to estimate 
consistently: 

1.​ Disease burden – How big is the problem? Use of widely available trusted 
public health burden estimates. 

2.​ Beneficiary population size – How many people could benefit? Based on 
global prevalence / at-risk counts. 

3.​ Expected health gains - How much better off is each person if the study 
succeeds? A best-available estimate of benefit if the intervention works. 

4.​ Openness of science: Whether results and outputs are shared promptly 
and broadly. 

Factors which are difficult to score consistently at scale or which may already be 
addressed by existing ethics and regulatory review processes were not discussed. 

 

Council discussion and inputs: 

The score would be most useful for: 
●​ Early recruitment: A simple, credible indicator could help when attention is limited 

and people are deciding whether to learn more. 
●​ Meaning and validation: Seeing an expected social impact articulated could make 

participation feel more meaningful, functioning as a non-financial form of “value” 
alongside compensation. 

●​ Transparency and trust: the idea of a third party (rather than a sponsor) doing the 
scoring is valued, provided the method is clear and traceable. 

 
For any questions about the Social Impact Score contact 
Paul Zimmer-Harwood, Research Lead, Clinical Trials: paul.zimmer-harwood@1daysooner.org  
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Key concerns and guardrails:  
●​ Cherry-picking and unintended steering: A single score could cause volunteers to 

over-focus on the headline rating and avoid studies that appear “lower,” even when 
those studies are still important. 

●​ Rare diseases and smaller populations: concerns that smaller populations could be 
disadvantaged by a metric heavily driven by population-scale burden. 

●​ Geographic relevance: “impact” can differ by region (for example, what matters most 
in one setting may not align with another). Suggestions to overcome this included: 
providing geographic visualization (heat map) or other way to show where benefits 
are most likely to accrue and targeting recruitment in regions where the disease 
burden is most salient, to help align participation with perceived relevance and lived 
experience. 

●​ Disease-level vs study-level usefulness: questions raised on how a score would help 
choose between two studies on the same disease if many inputs are disease-driven. 

●​ Risks of acting as wrong incentive for researchers: possibility of investigators 
optimizing for the metric rather than for broader scientific and ethical quality. 
Transparency and clear scope limits would be important. 

●​ Openness of science: a study’s commitment to share results quickly and openly would 
make a “small difference” in willingness to volunteer for most members (although some 
noted it could make a “big difference”). Speed should not come at the expense of rigor, 
and longer timelines can be appropriate if they produce better data.  

 
What should the score look like: 

●​ Single headline score:  
o​ Single composite score preferred (letter, number, percentile, or broad 

category) over multiple sub-scores, for quick comparison.  
o​ Strong support for letter grades or broad categories as more intuitive and less 

falsely precise.  
o​ Suggestion to use categories like “Mild/Moderate/Strong” impact.  
o​ Some preferred numbers or percentiles as clearer across cultures and easier 

to compare.  
o​ To avoid: using US-centric letter grading was discouraged, which does not 

translate globally; color coding, for accessibility and cultural interpretation 
reasons. 

●​ Avoid false precision:  
o​ Overly specific numbers can suggest a level of accuracy that the underlying 

assumptions cannot support.  
o​ Suggested mitigations included broad categories/grades (for example, “B” 

rather than “7.36”) and/or confidence bands (an uncertainty range).  
●​ Context alongside the headline:  

o​ Provide a short explanation of “why” the score is what it is (for example, a few 
key drivers such as disease burden and expected benefit). 

 

 
For any questions about the Social Impact Score contact 
Paul Zimmer-Harwood, Research Lead, Clinical Trials: paul.zimmer-harwood@1daysooner.org  
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Final poll and debrief: ​
Would this score change your decision to participate? 

●​ Nearly even split on whether score would influence participation decisions. 
●​ Among those leaning “no” a common view was that they would still rely on 

their own research and would not use a single score as a primary deciding 
factor. 

●​ Those leaning to “yes” pointed out that it would influence how far someone 
is willing to go out of their way (effort, willingness to travel, inconvenience, 
perceived meaningfulness). 

●​ Potential influence on compensation expectations: higher expected 
impact could feel like part of the “reward”, while lower expected impact 
might make them feel like the study should offer higher compensation. 

 

 
For any questions about the Social Impact Score contact 
Paul Zimmer-Harwood, Research Lead, Clinical Trials: paul.zimmer-harwood@1daysooner.org  
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