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Incentives:
payments or benefits (e.g., cash, gift cards, 
services) offered to research participants to 
encourage participation and improve 
recruitment and retention, beyond 
reimbursement for expenses or 
compensation for time and inconvenience



BACKGROUND
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Source: 
Claude AI-generated figure



• Standardized guidance for determining 
appropriate types or amounts 

• Systematic reporting of incentive data

• Incentive decisions often rely on subjective 
assessments of risks, burdens, and benefits 
influenced by institutional norms, precedent, 
regulations, and advice from other investigators 
+ practical factors like study procedures, time 
commitment, population, and budget 

substantial variability in incentive practices, 
even within the same institutions

What is missing?
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We conducted qualitative 
interviews and focus groups with 
people living with HIV (PLWH), 
HIV researchers, and IRB 
members/bioethicists to:

(1) compare their views on 
incentives 

(2) explore ethical considerations 
that shape incentive decisions in 
biomedical HIV research

STUDY AIMS
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• 12-member community advisory board (CAB)

• Data collection period: November 2021 - May 2022 

• Sampling strategy: purposive

METHODS: PARTICIPANT 
RECRUITMENT
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Age 
18+

Spoke 
English

Had a phone 
or internet 

access

PLWH, IRB 
member/Bioethicist, 

HIV researcher



Survey

• Consent
• Demographic 

information
• Initial 

perceptions of 
incentives

Interview 
or Focus 

Group (FG)

• Via Zoom
• 15-60 min 

interview or 
90-min FG

METHODS: DATA COLLECTION
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Framework analysis approach (Ritchie & Lewis, 2003)
1) Reviewed de-identified transcripts to propose 

preliminary codes
2) Compiled de-identified responses into a master 

Microsoft Excel spreadsheet and systematically coded 
text segments by question block

3) Synthesized the coded data into narrative summaries
4) Independent review of final codes, categories, themes, 

and summaries to ensure analytic coherence and 
development of an illustrative coding tree

5) All authors reviewed the final narrative summaries and 
contributed to the development of ethical 
considerations + integration of CAB feedback

METHODS: DATA ANALYSIS
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FINDINGS
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Diverse Incentives Reported, Cash Incentives and Choice 
Preferred
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Incentives as Recruitment Tools and Expressions of Appreciation
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“I really think of it [incentives] as just a 
respectful way to show appreciation for 
someone's time and willingness to help 
us. Because without participants, there 

would be no research.” 
-IRB member, non-Hispanic White 

woman

“[Receiving an incentive] makes me feel 
like they value my participation…. my 

time is valuable…it makes me feel like I 
am part of the team, because all of 

them are getting paid.”  
-PLWH, non-Hispanic Black woman



Ethical Concerns About High Incentives
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Low Incentives Deter Participation and Undermine 
Trust
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Hmmm…..?

Time 
commitment

Procedural 
invasiveness

Required 
follow-up / 
study visits



Population-Specific Factors Should Guide Ethical Incentive Design
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Collaborate with Community Members to Guide Ethical 
Incentivization
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Enhance Transparency and Standardization in 
Incentive Decisions
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$150? 
$100? … 

Should it be 
a gift card?

I’ll ask my 
colleague about 
incentives. He 
recruited a lot 
of people for 
his study…



Key Takeaways
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94% of PLWH 
in our study 

viewed 
incentives as a 

benefit of 
research 

participation.

94% of PLWH 
in our study 

viewed 
incentives as a 

benefit of 
research 

participation.

Perceptions of 
ethical 

incentive 
amounts 

differed by 
stakeholder 

group.

Perceptions of 
ethical 

incentive 
amounts 

differed by 
stakeholder 

group.

Study population 
factors should 
guide incentive 
decisions. We 
need greater 

transparency and 
standardization in 

how incentives 
are determined.

Study population 
factors should 
guide incentive 
decisions. We 
need greater 

transparency and 
standardization in 

how incentives 
are determined.

Involve 
community 
members in 
determining 

incentive types 
and amounts.

Involve 
community 
members in 
determining 

incentive types 
and amounts.



Limitations
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Incentive amount ($25 USD) may have attracted or deterred 
participation depending on prospective participant factors
Incentive amount ($25 USD) may have attracted or deterred 
participation depending on prospective participant factors

Evaluative framing of questionsEvaluative framing of questions

Conducting interviews and focus groups in English via teleconference 
excluded non-English speakers and those without reliable phone or 
internet access. 

Conducting interviews and focus groups in English via teleconference 
excluded non-English speakers and those without reliable phone or 
internet access. 

Focus groups may foster groupthinkFocus groups may foster groupthink

Formal member checking was not conductedFormal member checking was not conducted



IMPLICATIONS FOR RESEARCH, 
POLICY, AND PRACTICE



Consider 1) the specific needs and 
preferences of the participant group and

2) broader factors that may exclude individuals 
from participation. 

Facilitate discussions that incorporate the 
perspectives of the participant community.

Include this topic in ethics-focused 
conference panels to foster greater 
understanding and collaboration across 
stakeholders. 

Refine CIOMS guidance.

IMPLICATIONS
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Future Research
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Prioritize the inclusion of the research participant community in discussions about incentives

Explore the dynamics of collaboration among stakeholder groups

Involve other groups: funding agencies, grant writers, budget officers

Explore intangible motivations for research participation

Collect both qualitative and quantitative national data
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