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Focus Session Notes: Participant Compensation

Context

The discussion was intended to inform:

e A practical tool for estimating fair participant compensation.
e Questions for 1Day Sooner’s 2027 community survey.
e 1Day Sooner's understanding of how compensation issues differ across countries.

Prior to the meeting, the Council published the following Recommendations on Fair
Compensation (April 2026), which served as context for the discussion:

Use a transparent and comprehensive approach to determine participant compensation.
Use direct monetary payment as the default form of compensation.
Cover participation-related costs in ways that do not create barriers.

Disclose compensation terms and any available support for study-related harms clearly
and early.

R

5. Make payments throughout the study rather than relying heavily on study completion.

In addition, the following questions were used to guide the discussions:

e What made compensation feel fair or unfair in the studies you have participated in?

e What should always be considered when calculating participant compensation? What
details would you like to see to make you feel that it is transparent and comprehensive?

e How should different kinds of participant time be valued? Should every hour spent in an
inpatient or isolation unit be compensated at the same rate, even when participants are
sleeping or free to use their time? Why or why not?

e What benchmarks should be used to decide whether an amount is fair? When are
comparable studies useful? When might they be misleading? What should happen when
comparable studies vary widely or do not exist?

e How do you feel about concerns that higher compensation could create “undue
influence"? Could higher compensation improperly influence people to participate?

e Who is excluded by inadequate compensation? Does low compensation protect
participants, or can it create unfairness?
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Determining and Presenting Fair Compensation

Practical recommendations

Use a daily rate for inpatient and isolation time.

Use a separate per-visit rate for outpatient and follow-up appointments.

Weight short outpatient visits for total travel burden, not just time at the facility.
Cover travel costs so that participation is not limited to people who live nearby.
Include childcare and other caregiving costs as a standard part of compensation.

Allow flexibility in compensation for unexpected logistical changes that might
cause a participant to withdraw.

Set compensation at a level that makes participation feasible for people in
traditional employment, not only those with remote or nontraditional work.

< Provide clear information about the possibility and severity of post-trial illness and

include post-trial iliness time in the overall compensation amount.

< Present a single broad compensation figure in main recruitment materials but

offer a breakdown as optional supplementary information for those who want it.

< Disclose tax implications clearly in participant-facing materials.
< When comparable studies exist, include a reference to those in participant-facing

materials.

Insights from the discussion

Time is the primary fairness anchor, encompassing prescreening, inpatient time,
outpatient and follow-up visits, and time spent sick after discharge.

Time spent in visits is frequently underweighted: a 15-minute appointment can
require an hour or more of travel.

Intensity of monitoring also matters: time spent in isolation is qualitatively different
depending on the intensity of monitoring required by the trial.

Flexibility mid-study can be essential to retention: unplanned logistical costs, such
as additional travel due to a change of housing or work, can be enough to force
withdrawal. This is particularly important in lower-income settings.

Potential post-trial iliness is not adequately reflected in compensation: participants
who became sick after discharge reported that this period was not accounted for.
Including it in the total amount is preferred over case-by-case reimbursement
because of verification difficulties and the potential for misreporting.
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Many Council members preferred a single headline figure in recruitment materials,
while others wanted optional access to a detailed breakdown. Although breakdowns
can feel overwhelming, they can help participants understand how compensation
was calculated and assess whether it is fair.

Benchmarking is difficult but important: comparable studies can help participants
assess whether compensation is fair. However, such comparisons can be difficult to
apply because similar industry and academic studies may offer very different
amounts. Novel trials may also require benchmarks to be developed from scratch,
and no single global benchmark is feasible given differences in economic conditions
across countries. Regional wage measures may therefore provide an additional
reference point.

Taxes are rarely disclosed clearly: taxes can meaningfully reduce take-home pay
but compensation is typically advertised before tax, and tax issues are rarely
flagged in participant-facing materials.

Risk and compensation: financial compensation should generally reflect time and
inconvenience, while medical risk should be addressed through guaranteed care.
However, members with experience in higher-risk trials felt that risk cannot be fully
separated from compensation and that reasonable payment can provide
psychological reassurance when risks are significant.

Low compensation narrows the participant pool by excluding people who cannot
absorb the costs of participation, including unpaid time off work, travel to the study
site, or substitute care for children or other dependents. These barriers are
particularly significant for inpatient studies. As a result, participation is more feasible
for people who live near the study site, are unemployed or have remote, flexible, or
nontraditional work, and have no caregiving responsibilities.

Low compensation is not protective: rather than preventing enroliment for purely
financial reasons, it more reliably excludes people with legitimate financial and
practical needs, particularly those with the least flexibility.

Inadequate compensation affects retention as well as enroliment. It may reduce
participants’ ability and motivation to remain in a study, particularly across repeated
visits and follow-up appointments.
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Can Higher Compensation Create Undue Influence?

Practical recommendations

< Ethics committees should not approve a trial on the basis that high compensation

offsets ethical shortcomings or unacceptable risks.

< Prioritize informed consent quality and clear disclosure of post-trial risks over

capping compensation.

< Allocate part of the study budget to insurance covering rare but serious long-term

harms after the trial.

< Consider paying part of the compensation over time to limit enroliment decisions

driven by immediate financial need.

Insights from the discussion

Higher compensation does not inherently create undue influence: if a trial is
otherwise safe and ethical, increasing payment does not make it more dangerous.
Comparisons were drawn to higher-risk professions, where greater risk often
attracts higher pay. However, compensation may have a stronger influence on
decisions in lower-income settings because of local economic conditions.

Concerns that higher compensation undermines participant autonomy were seen as
paternalistic, implying that participants cannot understand risks and make informed
decisions for themselves.

Limited study budgets are a practical constraint on excessive payment. However,
rates far above those offered for comparable studies may still warrant scrutiny and
lead participants to question whether relevant information is being obscured.

Inadequate disclosure is a greater source of undue influence than high
compensation. Key safeguards include ethics committee review, clear information
about the possibility and severity of post-trial iliness, and a genuine opportunity to
ask questions about the trial and its risks.

Disbursing payment over 12 to 24 months could help reduce decisions driven by
immediate financial need. Although delayed payment has a cost to participants, it
may be preferable to reducing the total amount offered.

Insurance for rare but serious long-term harms is key to addressing risks that
participants may underweight when deciding whether to enroll. It would provide
structural protection rather than relying solely on individual risk assessment and
would complement, rather than replace, guaranteed medical care during the trial.
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