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Abstract

Background: Monetary incentives in research are frequently used to support participant recruitment and retention. However,
there are scant empirical data regarding how researchers decide upon the type and amount of incentives offered. Likewise, there
is little guidance to assist study investigators and institutional review boards (IRBs) in their decision-making on incentives.
Monetary incentives, in addition to other factors such astherisk of harm or other intangible benefits, guideindividuals' decisions
to enroll in research studies. These factors emphasize the need for evidence-informed guidance for study investigators and IRBs
when determining the type and amount of incentives to provide to research participants.

Objective: The specific aims of our research project are to (1) characterize key stakeholders' views on and assessments of
incentivesin biomedical HIV research; (2) reach consensus among stakehol ders on the factors that are considered when choosing
research incentives, including consensus on the relative importance of such factors; and (3) pilot-test the use of the guidance
developed viaaims 1 and 2 by presenting stakeholders with vignettes of hypothetical research studies for which they will choose
corresponding incentive types.

Methods: Our 2-year study will involve monthly, active engagement with a stakeholder advisory board of people living with
HIV, researchers, and IRB members. For aim 1, we will conduct a nationwide survey (N=300) among people living with HIV to
understand their views regarding the incentives used in HIV research. For aim 2, we will collect qualitative data by conducting
focus groups with people living with HIV (n=60) and key informant interviews with stakeholders involved in HIV research
(people living with HIV, IRB members, and biomedical HIV researchers: n=36) to extend and deepen our understanding of how
incentives in HIV research are perceived. These participants will also complete a conjoint analysis experiment to gain an
understanding of the relative importance of key HIV research study attributes and the impact that these attributes have on study
participation. The data from the nationwide survey (aim 1) will be triangulated with the qualitative and conjoint analysis data
(aim 2) to create 25 vignettes that describe hypothetical HIV research studies. Finally, individuals from each stakeholder group
will select the most appropriate incentive that they feel should be used in each of the 25 vignettes (aim 3).
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Results: The stakeholder advisory board began monthly meetings in March 2021. All study aims are expected to be completed
by December 2022.

Conclusions: By studying therole of incentivesin HIV clinical trial participation, wewill establish adecision-making paradigm
to guide the choice of incentives for HIV research and, eventually, other types of similar research and facilitate the ethical

recruitment of clinical research participants.
Trial Registration:
International Registered Report Identifier (IRRID):

(JMIR Res Protoc 2021;10(11):€33608) doi: 10.2196/33608
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Introduction

Background

Providing incentives, which are defined as “payment[s]
(including money, gifts, and services) to research volunteers
for participation in studies’ [1], is a widely accepted and
common practicein HIV clinical research [2-6]. Although some
research suggests that altruism is a primary motivation for
research participation [3,5,6], incentives are typically necessary
for ensuring sufficient participant enrollment in research [7-9],
including high-risk trials and other studies that may result in
negative health outcomes for participants [10,11]. Although it
is known that the incentives provided among similar studies
can vary greatly [9,12], little research exists on the factors that
are considered important for determining appropriate incentives.
Thisraises concerns about the possibility of unduly influencing
participation in research due to the type and quality of the
incentives provided [8,13-16].

Many factors influence the type and quality of incentives,
including risks, benefits, burdens, historical precedents, study
procedures, time commitments, study budgets, institutional
review board (IRB) recommendations, advice from other
investigators, and local regulations [9,12-14]. In the field of
HIV treatment and cure-related research, additional factors
regarding incentives are considered, since participants can face
greater than minimal risk (eg, the risk of interrupting HIV
treatment). In HIV cure research, the outlook for direct
individual benefit islow, and participants may face additional
social vulnerabilities (eg, belonging to a sexual minority group
and having a lower socioeconomic status), which can affect
motivations to participate in such research [6,13,16,17]. These
factors emphasize the need for ethical incentive decision-making
guidelines, especialy in biomedical HIV research.

Ideally, incentives encourage participation and participant
retention in clinical and behavioral research without causing
undueinducement [9,15,18,19]. However, balancefor incentive
types and amounts can be difficult to establish when significant
variability exists across studies. It is important to consider the
spectrum of researchers attitudes regarding the ethics of
incentives as well as beliefs about what IRBs permit. Thisis
reflected by the varying monetary amounts that are approved
by IRBs and issued across similar protocols, especially those
that are issued at the same institution [9]. Other factors could
include study procedures, participants setting characteristics
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(eg, local norms and the cost of living), and variahilities in
institutional practices[9].

The documentation of incentive types and amounts in
consideration of thesefactorsislacking [20,21]. The most recent
comprehensive study of payment in US-based research
(conducted in 2005) described 467 publications of clinical
studies, of which fewer than 25% reported payment amounts
[9]. Furthermore, a review by Dickert and colleagues [22]
showed that less than one-fifth of US ingtitutions knew which
of their studies provided payment.

An important topic that will be addressed in our study is the
characterization of undue inducement. Even when institutions
track payments, significant differences often exist in IRBS
understanding of undue influence, which is sparsely studied
[9,15,21,23]. The Council for International Organizations of
Medical Sciences Guidelines state that “[c]ompensation is not
meant to compensate for the risk that participants agree to
undertake” [24]. However, it is possible that stakeholders
(research participants, IRB members, and study investigators)
may nonetheless believe that an incentive should compensate
for risk and that providing payments is a way of making risks
acceptable to participants [3]. We will explore ethical issues
related to thistopic and consider incentivesthat may be viewed
astoo small.

Little is known about the actua effect that incentives have on
clinical research participation. Inlarge part, thisisdueto alack
of comprehensivetracking, alack of mandatesfor investigators
to record participant payments, and the inconsistent reporting
of incentives in published research manuscripts [25-29]. Even
in multisite or multinational research, wide variability in
incentivizing has been observed. For example, to control over-
and underincentivizing, South Africa developed standardized
payments for participants [30], while Brazil prohibited the
provision of monetary paymentsfor clinical trials[31]. Outside
of these rare cases, the absence of areference for comparison
burdens researchers with the need to determine appropriate
incentives on a case-by-case basis.

Decisions on acceptable payment should not be made without
aclear understanding of currently offered incentives, or elsewe
will continue to develop personal biases that are not critically
assessed. Our study aimsto lay the groundwork that will guide
this emerging area of inquiry toward the establishment of a
more systematic study that will develop a framework for
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determining incentives. Ultimately, we will provide a resource
so that decisions on incentive types and amounts are guided by
transparent, concrete, and evidence-based decision-making. In
the absence of an incentive decision-making toal, it will continue
to be impossible to determine the equity of incentives that are
offered across similar studies [27].

We are interested to know if stakeholders perceive incentives
as a benefit of research participation. Federal law expressly
prohibits the consideration of providing compensation to offset
risks[1,32]. Thisisbecause of concernsthat avery risky study
may be perceived as having an acceptable risk-benefit ratio
simply because it pays a lot of money. It is possible however
that participants still consider money to be a benefit of research
participation, at least beyond reimbursement. We seek to
determine if incentives make the perceived risk-benefit ratio
more favorable or acceptable and if they affect the perceived
balance of risks and potential benefits [3,33]. There may be
ethical issues when incentives sway the decision-making
capacities of individuals by making them ignore the risks
involved rather than balance the risks and benefits [17,19,33].
We will also ask stakeholders for specific recommendations to
improve the description of payments in the informed consent
process.

Specific Aims

The specific aims of our project are to (1) characterize key
stakeholders' views on and assessments of incentives, (2) reach
consensus among stakeholders on the factorsthat are considered

important when choosing incentives and on the relative
importance of these factors, and (3) pilot-test the use of the
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guidance developed via aims 1 and 2 by using vignettes of
hypothetical research studies. These vignettes will present a
variety of HIV research studiesthat differ in risks, procedures,
and incentives.

The projected outcomes from these aims include the
determination of different stakeholder groups views about
incentives, shared decision-making on relevant study factorsto
consider when deciding on an ethical incentive, and an
understanding of how well our chosen factors predict incentive
decison-making. We hypothesize that potential study
participants make trade-offs based on the characteristics of a
research study when deciding on whether to participate. For
example, after a study’s risks are weighed against the benefits
and incentives offered, a decision to participate will be made.

Methods

Overview

We will use an explanatory, sequential, mixed methods study
design to address each study aim. Specific study activities will
include the establishment of a stakeholder advisory board
(SAB); a national survey of people living with HIV; focus
groups and interviews with key stakeholders, a consumer
marketing experiment (conjoint analysis [CJA]) to understand
therelativeimportance of different incentive types and amounts
in research participation decision-making; and finaly, a pilot
test of ethical decision-making, which will be conducted by
providing case vignettesto stakehol dersto determine appropriate
incentives (Figure 1). The study will last 24 months (Table S1
in Multimedia Appendix 1).
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Figure 1. Study aimsand process. IRB: institutional review board.

Conduct national survey:
among people living with HIV, to
characterize views on and assessment
of incentives
Alm 3#1

Stakeholder
Advisory Board

Focus groups and interviews:
patient partners, researchers,
IRE members/bioethicists
Alm #2

Knowledge gained:
-differences in
stakeholder decision-
making for incentives
-factors to consider when

making incentive
decisions

Develop an SAB

We will convene a national, 12-member SAB comprised of
people living with HIV, IRB members, and HIV researchersto
review and provide ongoing feedback and suggestions for the
implementation of each study component. The SAB will mest
each month via Zoom (Zoom Video Communications Inc) for
90 minutes throughout the study period and receive US $30 for
each meeting attended. SAB members will provide their
stakeholder perspective to review and amend proposed study
materials, help make decisions on study procedures, pilot study
activities, and assist with participant recruitment.

https://www.researchprotocols.org/2021/11/e33608
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HiV-related vignettes:

12 interviewees (four from
each of the three stakeholder
groups), to test incentive
decision-making
Aim #3

Conjoint analysis:
focus group and interview participants,
to reach consensus among stakeholders
on factors to consider when choosing
incentives and their relative importance
Aim #2

Impact:
-fair and equitable way to track
incentives and recommend
incentives in future studies
-studies that propose inadequate or
excessive incentives cannot move
forward from IRB review

Aim 1: Conduct a National Survey of People Living
With HIV

We will conduct a single, internet-based survey with
English-speaking US residents who identify as people living
with HIV. The 20-minute survey will assess demographic
characteristics and how incentives affect the willingness to
participatein HIV research. Wewill include screening questions
to ensure that each survey respondent meets our inclusion
criteria(Table S2in Multimedia Appendix 1). Participantswho
pass the screening questions and complete the survey will be
compensated with US $7.
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Participantswill berecruited through Amazon Mechanical Turk,
and the survey will be programmed into Qualtrics (Qualtrics
International Inc). Amazon Mechanical Turk is a commonly
used platform for recruiting targeted popul ations and collecting
high-quality data, and it is comparableto US web-based survey
panels [34-36]. We expect that the purposive national sample
will represent people living with HIV who are diverse with
respect to their ages, genders, sexual orientations, races and
ethnicities, times since diagnosis, and histories of participation
in clinical studies. We will analyze survey data by using
Stata/SE 17 (StataCorp LLC). We will calculate descriptive
statistics for all study variables and use linear, logistic, and
multinomial regression models to identify any significant
associations between demographic characteristics and key
dependent variables.

Aim 2: Facilitate Focus Groups and Interviews With
Key Stakeholders

We will conduct 6 focus groups with people living with HIV
(6-10 people per group; up to 60 people in total) to obtain
perceptions on the ethics of incentivesin research. We especialy
hope to capture the views of historically underrepresented
populations, including older men and women aging with HIV,
cisgender and transgender women living with HIV, and adults
(aged =18 years) of color. We will aso focus on recruiting
people living with HIV who have comorbid diagnoses of
depression, heart disease, and arthritisto ensure that our results
are applicable beyond HIV research.

Focus groups will last approximately 1 hour and 40 minutes,
will be conducted viavideoconferencing, and will be recorded.
Participants without sufficient technology for video streaming
will be permitted to join discussions via phone. Each participant
will receiveaUS $25 gift card. A key advantage of focus groups
isthat they help evoke conversations, but they may also foster
groupthink [37]. We will mitigate this drawback by having a
strong leader who istrained in effective focus group facilitation.
By doing so, we will aso ensure the receipt of input from all
participants, help minimizethe amount of irrelevant discussions,
and prevent people from speaking over each other. Furthermore,
having a strong focus group leader will help transcriptions run
smoothly and increase the decipherability of audio data. Our
focus group questioning route, as shown in Table S3 in
Multimedia Appendix 1, will mirror the key domains in the
national survey and theinterviewsto allow for thetriangulation
of data. The SAB will review the focus group script prior to
IRB submission and implementation.

To obtain perceptions on the ethics of incentives in research,
we will conduct 12 key informant interviews (with up to 36
informantsin total or until thematic saturation isachieved) with
each of the following three stakeholder groups: people living
with HIV from across the United States, biomedical HIV
researchers, and | RB members and bioethicists. Each interview
will last approximately 1 hour, will be conducted via
videoconferencing, and will be recorded. Interview participants
will receive aUS $25 gift card.

Professional informants (eg, biomedical researchers and IRB
members and bioethicists) will be individualy interviewed
one-on-one, aswe believe that they will be more likely to share
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information that they might not openly share with other
participants. Key informant interviews have high data yields,
areeasier to coordinate and transcribe, and providethe flexibility
to explore emerging themes while collecting information from
knowledgeabl e individuals [38,39]. We will develop and adapt
informed consent forms and interview guidesfor each category
of key informants. The SAB will review the guides prior to IRB
submission and implementation.

The main goal of the data analysis will be to generate a list of
factors that are deemed the most important to consider when
thinking about incentives in HIV research. The qualitative
analysiswill rely primarily on grounded theory, which seeksto
understand the redlities grounded in the views of study
participants[40]. We will develop acodebook to systematically
analyze the data and identify data-driven (or emergent and
latent) codes [41]. Code development will be an inductive and
iterative process. As relationships among different themes and
subthemes become evident, narratives will be combined into
general concepts to summarize key informants perceptions.
Wewill perform analyses by using MAXDQA software (version
12.1.3; VERBI Software GmbH).

Aim 2: CJA

CJA isaconsumer market-based methodol ogy that was designed
to determine the relative “weight” of the characteristics that
influence aconsumer’s decision to purchase aproduct or service.
CJA follows 2 fundamental assumptions. First, when choosing
among very similar products or services, consumers make
choices based on the interconnected (ie, conjoined)
characteristics that make up products and services and make
trade-offs among the characteristics, leading to a product
preference. Second, consumers' product and service preferences
arecreated in arationa way, and consumers preferentially select
products and services that increase personal benefits and
minimize persona costs. This is referred to as the theory of
random utility maximization [42]. We consider patient partners
to be “consumers’ and research studies to be “products’ or
“services” When deciding whether to participate in aresearch
study, potential participants make trade-offs among the various
study characteristicsin arational way to increasetheir personal
benefits and decrease their personal costs.

CJA ismethodol ogically well suited to hel p us determinewhich
factors stakehol ders consider the most important when choosing
incentives and the relative importance of these factors, as this
type of analysis can be conducted to efficiently measure the
degreesof influencethat different factors have on arespondent’s
decision-making [43]. Furthermore, CJA has been used to
effectively predict preferences for and the acceptability of a
wide range of medical servicesand constructs, including disease
treatments and health care systems [44-53]. It has also been
used to predict real-world outcomes, such as patients actual
HIV medication choices [54], and in the assessment of
hypothetical biomedical HIV interventions [55,56].

The ability of CJA to accurately reflect and predict consumer
preferences is heavily dependent on the type of people
participating in the CJA experiment and the selection of study
characteristics. The participants in our CJA experiments will
be people who have participated or would consider participating
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in biomedical research, thereby increasing the generalizability
of the results to a real-world setting. Each attribute will have
different values (referred to as levels in CJA) from which
participants must choose. For example, the risk characteristic
may have 3 levels—no risk, minimal risk, and moderate
risk—whereas the incentive received per clinical study
interaction may have the values none, US $50, or US$100. The
attributes and levels used in our CJA exercises will be
determined via extensive consultation with our SAB, people
living with HIV, IRB members and bioethicists, and researchers
and after athorough review of relevant research literature.

The selected attributes and levels will be programmed into
Sawtooth Software's choice-based conjoint program (Lighthouse
Studio 9, version 9.11.0). Participantsin the CJA will be asked
to complete an exercise in which they are presented with
multiple hypothetical studies or scenarios and must decide
whether they would consider participating. Each hypothetical
study will be presented as a finite set of attributes that vary in
value, as depicted in Table $4 in Multimedia Appendix 1.
Participantswill demonstratetheir preferencesfor these studies
by completing exercises that force trade-offs among similar
studies with the same attributes, but the attributes will differ in
value across the studies. Scenarios will be presented randomly
to prevent order effect bias.

This exercise will allow us to estimate the relative influence
that each attribute has on the decisions of each person
participating in each hypothetical study. For example, the level
of risk associated with participating in a research study may
carry agreater “weight” than that of the frequency of required
study site visits. Data from the CJA exercises will be used to
construct hypothetical scenariosfor aim 3.

Aim 3: Develop HIV-Related Vignettes

By using the data collected viaaim 2 and the final number of
levels(2-3) per attribute, we will useafactorial designto create
25 hypothetical scenarios (hereafter referred to as vignettes).
For each vignette, the incentive amounts will not be so large or
so small that the answerswill be almost unanimous and therefore
predictable. The three research incentive amounts that we
specify will be reasonable choices. A range of US $0 to US
$20,000 is consistent with the studies that we identified in the
literature [57-60].

By using the information collected viaaims 1 and 2, the SAB
will help devel op the vignettes. We will contrast different types
of HIV studies while being mindful of their parameters, such
as study interventions, perceived risks, participant populations,
and the inconvenience of study visits. We will also integrate 3
comorbidities (depression, heart disease, and arthritis) into the
vignettes to observe differences in decision-making that are
beyond the context of HIV. Four key informant interviewees
from each of the three stakeholder groups (people living with
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HIV, IRB members and bioethicists, and researchers: n=12)
will pilot-test the 25 vignettes. Participantswill select what they
believe is the most appropriate incentive for each hypothetical
HIV-related vignette (Table S5 in Multimedia Appendix 1).
Research participants will receive US $50 as compensation for
participating in this portion of the study. A linear mixed model
[61] will be used to analyze vignette data, and possible censoring
will be handled by using a maximum likelihood approach.

Demographic Data

Demographic information will be obtained from the national
survey respondents, including age, race and ethnicity, the state
of residence, and the level of educational attainment. Interview,
focus group, and hypothetical study scenario participants will
provide demographic data, which will be linked to their
confidential responses for the purpose of understanding
differences in study data based on key demographic variables.
The demographic survey will be completed after consent is
provided and immediately before beginning the interviews,
focus groups, or hypothetical study scenarios. We will perform
standard descriptive, bivariate, and multivariate analyses on
survey data.

Results

We have convened monthly meetingswith the SAB since March
2021, and they helped to cocreate al of the study instruments
and informed consent documents. SAB members are currently
assisting with participant recruitment for focus groups and key
informant interviews. We are also collaborating with the SAB
to develop the attributes and levels that will be programmed
into the CJA software. Data collection and analysis are expected
to be completed by December 2022. The dissemination of our
findingswill be accomplished through conferences, community
presentations, the sharing of dlide sets, and publications.

Discussion

Given the lack of guidelines that can assist researchers in
ethically incentivizing research participants, it is our hope that
the results of our study will establish a paradigm for al future
clinical research. Integrating HIV comorbidities into our study
will assist in this regard. We will gather pertinent information
by interviewing people living with HIV, IRB members,
bioethicists, and HIV researchers and by conducting a CJA to
determine the relative importance that they place on various
study attributes. We will be able to evaluate what factors
influence an individual’s decision to participate in a research
study by testing decision-making in relation to ethical incentives
via HIV-related vignettes. We hope that our findings will
provide robust empirical data that will guide future ethical
incentive practicesin clinical research.

Our study is supported in part by research grant 59270 from the Merck Investigator Initiated Studies Program of Merck & Co,

Inc.

https://www.researchprotocols.org/2021/11/e33608

JMIR Res Protoc 2021 | vol. 10 | iss. 11 | €33608 | p. 6
(page number not for citation purposes)



JMIR RESEARCH PROTOCOLS Galeaet d

Authors Contributions

BB, JTG, KD, and ZZ conceived and designed the study. KYG, JTG, and BB wrote the first draft of the manuscript that BN,
ANP, JT, CC, and ZZ edited. All authors approved the final version of the manuscript submitted for publication.

Conflictsof I nterest
None declared.

Multimedia Appendix 1

Supplementary tables.
[DOCX File, 71 KB-Multimedia Appendix 1]

Multimedia Appendix 2

Peer-reviewer report from the Patient-Centred Outcomes Research Institute (PCORI).
[PDFE File (Adobe PDF File), 126 KB-Multimedia Appendix 2]

References

1.  Payment and reimbursement to research subjects. U.S. Food & Drug Administration. 2018 Jan 25. URL.: https:.//www.
fda.gov/regul atory-inf ormati on/search-fda-gui dance-documents/payment-and-rei mbursement-research-subj ects [ accessed
2021-09-13]

2. LeeR,Cui RR, Muessig KE, Thirumurthy H, Tucker JD. Incentivizing HIV/STI testing: asystematic review of theliterature.
AIDS Behav 2014 May;18(5):905-912 [FREE Full text] [doi: 10.1007/s10461-013-0588-8] [Medline: 24068389]

3.  Largent E. For loveand money: the need to rethink benefitsin HIV cure studies. JMed Ethics 2017 Feb;43(2):96-99 [FREE
Full text] [doi: 10.1136/medethics-2015-103119] [Medline: 27193021]

4.  Arnold MP, Evans D, Vergel N. Recruitment and ethical considerationsin HIV cure trials requiring treatment interruption.
JVirus Erad 2015 Jan 01;1(1):43-48 [FREE Full text] [Medline: 27482394]

5. Dubé K, EvansD, SyllaL, Taylor J, Weiner BJ, Skinner A, et al. Willingness to participate and take risksin HIV cure
research: survey results from 400 people living with HIV in the US. J Virus Erad 2017 Jan 01;3(1):40-50.e21 [FREE Full
text] [Medline: 28275457]

6. London AJ, Borasky Jr DA, Bhan A, Ethics Working Group of the HIV Prevention Trials Network. Improving ethical
review of research involving incentives for health promotion. PLoS Med 2012 Mar;9(3):€1001193. [doi:
10.1371/journal.pmed.1001193] [Medline: 22479154]

7. Brown JA, Serrato CA, Hugh M, Kanter MH, Spritzer KL, Hays RD. Effect of a post-paid incentive on response rates to
aweb-based survey. Surv Pract 2016 Jan 31;9(1):1-9 [FREE Full text] [doi: 10.29115/sp-2016-0001]

8.  Webinar follow-up: compensation or inducement? What |RBs need to know about paying subjects for participation.
Ampé&rsand. 2017 May 8. URL : https://blog.primr.org/webinar-foll ow-compensati on-inducement/ [accessed 2021-09-13]

9.  Grady C. Payment of clinical research subjects. JClin Invest 2005 Jul;115(7):1681-1687 [FREE Full text] [doi:
10.1172/JCI25694] [Medline: 16007244]

10. Bentley JP, Thacker PG. Theinfluence of risk and monetary payment on the research participation decision making process.
JMed Ethics 2004 Jun;30(3):293-298 [ FREE Full text] [doi: 10.1136/jme.2002.001594] [Medline: 15173366]

11. Lo B, Grady C, Working Group on Ethics of the International AIDS Society. Ethical considerationsin HIV cure research:
pointsto consider. Curr Opin HIV AIDS 2013 May;8(3):243-249 [ FREE Full text] [doi: 10.1097/COH.0b013e32835ealc5]
[Medline: 23422260]

12. Ripley EBD. A review of paying research participants: It's time to move beyond the ethical debate. J Empir Res Hum Res
Ethics 2006 Dec;1(4):9-20. [doi: 10.1525/jer.2006.1.4.9] [Medline: 19385834]

13. Brown B, Marg L, MichelsE, Zhang Z, Kuzmanovi¢ D, Dubé K, et al. Comparing payments between sociobehavioral and
biomedical studiesin alarge research university in Southern California. JEmpir Res Hum Res Ethics 2021;16(1-2):117-124.
[doi: 10.1177/1556264620987773] [Medline: 33535867]

14. GelinasL, Largent EA, Cohen IG, Kornetsky S, Bierer BE, Lynch HF. A framework for ethical payment to research
participants. N Engl JMed 2018 Feb 22;378(8):766-771. [doi: 10.1056/NEJMsb1710591] [Medline: 29466147]

15. Kamuya DM, Marsh V, Njuguna P, Munywoki P, Parker M, Molyneux S. "When they see us, it's like they have seen the
benefits!": experiences of study benefits negotiations in community-based studies on the Kenyan Coast. BMC Med Ethics
2014 Dec 24;15(1):90 [FREE Full text] [doi: 10.1186/1472-6939-15-90] [Medline: 25539983]

16. Largent EA, Grady C, Miller FG, Wertheimer A. Money, coercion, and undue inducement: attitudes about payments to
research participants. IRB 2012;34(1):1-8 [FREE Full text] [Medline: 22338401]

17.  Groth SW. Honorarium or coercion: use of incentives for participantsin clinical research. JN Y State Nurses Assoc
2010;41(1):11-3; quiz 22 [FREE Full text] [Medline: 20882821]

https://www.researchprotocols.org/2021/11/e33608 JMIR Res Protoc 2021 | vol. 10 | iss. 11 | €33608 | p. 7
(page number not for citation purposes)

RenderX



JMIR RESEARCH PROTOCOLS Galeaet d

18. Dubé K, Henderson GE, Margolis DM. Framing expectations in early HIV cure research. Trends Microbiol 2014
Oct;22(10):547-549 [FREE Full text] [doi: 10.1016/].tim.2014.08.003] [Medline: 25280965]

19. Resnik DB. Bioethical issuesin providing financial incentivesto research participants. Medicoleg Bioeth 2015 Jun 24;5:35-41
[FREE Full text] [doi: 10.2147/MB.S70416] [Medline: 26807399]

20. Booker CL, Harding S, Benzeval M. A systematic review of the effect of retention methods in popul ation-based cohort
studies. BMC Public Health 2011 Apr 19;11:249 [FREE Full text] [doi: 10.1186/1471-2458-11-249] [Medline: 21504610]

21. Anderson EE, Brown B. A call for radical transparency regarding research payments. Am J Bioeth 2021 Mar;21(3):45-47.
[doi: 10.1080/15265161.2020.1870763] [Medline: 33616491]

22. Dickert N, Emanuel E, Grady C. Paying research subjects: an analysis of current policies. Ann Intern Med 2002 Mar
05;136(5):368-373. [doi: 10.7326/0003-4819-136-5-200203050-00009] [Medline: 11874309]

23.  Grant RW, Sugarman J. Ethics in human subjects research: do incentives matter? J Med Philos 2004 Dec;29(6): 717-738.
[doi: 10.1080/03605310490883046] [Medline: 15590518]

24. Foster CG. International ethical guidelines for biomedical research involving human subjects. JMed Ethics 1994 Jun
01;20(2):123-124. [doi: 10.1136/jme.20.2.123]

25. Henderson GE. The ethics of HIV "cure" research: what can we learn from consent forms? AIDS Res Hum Retroviruses
2015 Jan;31(1):56-63 [FREE Full text] [doi: 10.1089/A1D.2014.0219] [Medline: 25406579]

26. Emanuel EJ, Wendler D, Grady C. What makes clinical research ethical? JAMA 2000 May;283(20):2701-2711. [doi:
10.100V/jama.283.20.2701] [Medline; 10819955]

27. Brown B, Galea JT, Dubé K, Davidson P, Khoshnood K, Holtzman L, et al. The need to track payment incentives to
participate in HIV research. IRB 2018;40(4):8-12. [Medline: 30387975]

28. Brown B, Galea JT, Davidson P, Khoshnood K. Transparency of participant incentives in HIV research. Lancet HIV 2016
Oct;3(10):e456-e457 [FREE Full text] [doi: 10.1016/S2352-3018(16)30150-3] [Medline: 27687034]

29. Brown B, Merritt MW. A global public incentive database for human subjects research. IRB 2013;35(2):14-17. [Medline:
23672146]

30. Emanuel EJ, Currie XE, Herman A, Project Phidisa. Undue inducement in clinical research in developing countries: isit
aworry? Lancet 2005 Jul;366(9482):336-340. [doi: 10.1016/S0140-6736(05)66992-9] [Medline: 16039339]

31. LobatoL, Bethony M, Pereira FB, Grahek SL, Diemert D, Gazzinelli MF. Impact of gender on the decision to participate
inaclinical trial: a cross-sectional study. BMC Public Health 2014 Nov 06;14:1156 [FREE Full text] [doi:
10.1186/1471-2458-14-1156] [Medline: 25377601]

32. Department of Health, Education, and Welfare, National Commission for the Protection of Human Subjects of Biomedical
and Behavioral Research. The Belmont Report. Ethical principles and guidelines for the protection of human subjects of
research. JAm Coll Dent 2014;81(3):4-13. [Medline: 25951677]

33. Cryder CE, London AJ, Volpp KG, Loewenstein G. Informative inducement: study payment as asignal of risk. Soc Sci
Med 2010 Feb;70(3):455-464. [doi: 10.1016/j.socscimed.2009.10.047] [Medline: 19926187]

34. Weinberg J, Freese J, McElhattan D. Comparing data characteristics and results of an online factorial survey between a
population-Based and a crowdsource-recruited sample. Sociol Sci 2014 Aug 04;1:292-310 [FREE Full text] [doi:
10.15195/v1.a19]

35. Shank DB. Using crowdsourcing websites for sociological research: The case of Amazon Mechanical Turk. Am Sociol
2015 Mar 14;47(1):47-55. [doi: 10.1007/s12108-015-9266-9]

36. Sheehan KB. Crowdsourcing research: Data collection with Amazon’s Mechanical Turk. Commun Monogr 2017 Jul
04;85(1):140-156. [doi: 10.1080/03637751.2017.1342043]

37. Guest G, Namey E, McKennaK. How many focus groups are enough? Building an evidence base for nonprobability sample
sizes. Field methods 2016 Apr 28;29(1):3-22. [doi: 10.1177/1525822X 16639015]

38. Guest G, Bunce A, Johnson L. How Many Interviews Are Enough?: An experiment with data saturation and variability.
Field methods 2006 Feb 01;18(1):59-82. [doi: 10.1177/1525822X 05279903]

39. CorbinJM, StraussA. Grounded theory research: Procedures, canons, and eval uative criteria. Qual Sociol 1990 Mar;13:3-21.
[doi: 10.1007/BF00988593]

40. Namey E, Guest G, McKennaK, Chen M. Evaluating bang for the buck. American Journal of Evaluation 2016 Apr
28;37(3):425-440. [doi: 10.1177/1098214016630406]

41. DeCuir-Gunby JT, Marshall PL, McCulloch AW. Developing and using a codebook for the analysis of interview data: An
example from a professional development research project. Field methods 2010 Dec 27;23(2):136-155. [doi:
10.1177/1525822X 10388468]

42. Brown BW, Walker MB. The random utility hypothesis and inference in demand systems. Econometrica 1989
Jul;57(4):815-829. [doi: 10.2307/1913773]

43. Lancsar E, Savage E. Deriving welfare measures from discrete choice experiments: inconsistency between current methods
and random utility and welfare theory. Health Econ 2004 Sep;13(9):901-907. [doi: 10.1002/hec.870] [Medline: 15362181]

44.  Hunink MGM, Weinstein MC, Wittenberg E, Drummond MF, Pliskin JS, Wong JB, et a. Decision Making in Health and
Medicine: Integrating Evidence and Values. Cambridge, United Kingdom: Cambridge University Press; 2014.

https://www.researchprotocol s.org/2021/11/e33608 JMIR Res Protoc 2021 | vol. 10 | iss. 11 | 33608 | p. 8

(page number not for citation purposes)



JMIR RESEARCH PROTOCOLS Galeaet d

45,

46.

47.

48.

49,

50.

51.

52.

53.

55.

56.

57.

58.

59.

60.

61.

AkkazievaB, Gulacsi L, Brandtmuller A, Péntek M, Bridges JFP. Patients' preferences for healthcare system reformsin
Hungary: aconjoint anaysis. Appl Health Econ Health Policy 2006;5(3):189-198. [doi: 10.2165/00148365-200605030-00005]
[Medline: 17132033]

Aristides M, Chen J, Schulz M, Williamson E, Clarke S, Grant K. Conjoint analysis of a new Chemotherapy: willingness
to pay and preference for the features of raltitrexed versus standard therapy in advanced Colorectal Cancer.
Pharmacoeconomics 2002;20(11): 775-784. [doi: 10.2165/00019053-200220110-00006] [Medline: 12201796]

Bhargava JS, Bhan-Bhargava A, Foss AJE, King AJ. Views of glaucoma patients on provision of follow-up care; an
assessment of patient preferences by conjoint analysis. Br J Ophthalmol 2008 Dec;92(12):1601-1605. [doi:
10.1136/bj0.2008.140483] [Medline: 18664502]

Bishai D, Brice R, Girod |, Saleh A, Ehreth J. Conjoint analysis of French and German parents willingnessto pay for
meningococcal vaccine. Pharmacoeconomics 2007;25(2):143-154. [doi: 10.2165/00019053-200725020-00006] [Medline:
17249856]

CostaMLV, de CassiaBraga Ribeiro K, Machado MAC, Costa ACLV, Montagnini AL. Prognostic score in gastric cancer:
theimportance of aconjoint analysisof clinical, pathologic, and therapeutic factors. Ann Surg Oncol 2006 Jun;13(6):843-850.
[doi: 10.1245/A SO.2006.05.040] [Medline: 16614885]

Cunningham CE, Deal K, Rimas H, Chen Y, Buchanan DH, Sdao-Jarvie K. Providing information to parents of children
with mental health problems: adiscrete choice conjoint analysis of professional preferences. J Abnorm Child Psychol 2009
Nov;37(8):1089-1102. [doi: 10.1007/s10802-009-9338-9] [Medline: 19629676]

Fisher K, Orkin F, Frazer C. Utilizing conjoint analysis to explicate health care decision making by emergency department
nurses: afeasibility study. Appl Nurs Res 2010 Feb;23(1):30-35. [doi: 10.1016/j.apnr.2008.03.004] [Medline: 20122508]
Ryan M, Farrar S. Using conjoint analysisto elicit preferences for health care. BMJ 2000 Jun 03;320(7248):1530-1533
[FREE Full text] [doi: 10.1136/bmj.320.7248.1530] [Medline: 10834905]

Galea JT, Kinder JJ, Salazar X, Lee SJ, Giron M, Sayles N, et al. Acceptability of pre-exposure prophylaxis as an HIV
prevention strategy: barriers and facilitators to pre-exposure prophylaxis uptake among at-risk Peruvian populations. Int J
STD AIDS 2011 May;22(5):256-262 [FREE Full text] [doi: 10.1258/ijsa.2009.009255] [Medline: 21571973]

Beusterien KM, Dziekan K, Flood E, Harding G, Jordan JC. Understanding patient preferences for HIV medications using
adaptive conjoint analysis: feasibility assessment. Value Health 2005;8(4):453-461 [ FREE Full text] [doi:
10.1111/j.1524-4733.2005.00036.x] [Medline: 16091022]

Stone VE, Jordan J, Tolson J, Miller R, Pilon T. Perspectives on adherence and simplicity for HIV-infected patients on
antiretroviral therapy: self-report of the relative importance of multiple attributes of highly active antiretroviral therapy
(HAART) regimens in predicting adherence. J Acquir Immune Defic Syndr 2004 Jul 01;36(3):808-816. [doi:
10.1097/00126334-200407010-00007] [Medline: 15213564]

Newman PA, Duan N, Lee SJ, Rudy ET, Seiden DS, Kakinami L, et a. HIV vaccine acceptability among communities at
risk: the impact of vaccine characteristics. Vaccine 2006 Mar 15;24(12):2094-2101 [FREE Full text] [doi:
10.1016/j.vaccine.2005.11.013] [Medline: 16332402]

El-Sadr WM, Donnell D, Beauchamp G, Hall HI, Torian LV, Zingman B, HPTN 065 Study Team. Financial incentives
for linkage to care and viral suppression among HIV-positive patients: A randomized clinical trial (HPTN 065). JAMA
Intern Med 2017 Aug 01;177(8):1083-1092 [ FREE Full text] [doi: 10.1001/jamainternmed.2017.2158] [Medline: 28628702]
Finch J. The vignette technique in survey research. Sociology 1987 Feb 01;21(1):105-114. [doi:
10.1177/0038038587021001008]

Gourlay A, MshanaG, Birdthistlel, Bulugu G, ZabaB, UrassaM. Using vignettesin qualitative research to explore barriers
and facilitating factors to the uptake of prevention of mother-to-child transmission servicesin rural Tanzania: acritical
analysis. BMC Med Res Methodol 2014 Feb 11;14:21 [FREE Full text] [doi: 10.1186/1471-2288-14-21] [Medline: 24512206]
Jenkins N, Bloor M, Fischer J, Berney L, Neale J. Putting it in context: the use of vignettesin qualitative interviewing.
Qual Res 2010 Apr 12;10(2):175-198. [doi: 10.1177/1468794109356737]

McCulloch CE, Searle SR, Neuhaus JM. Generalized, Linear, and Mixed Models, 2nd edition. Hoboken, New Jersey: Wiley
Interscience; 2008.

Abbreviations

CJA: conjoint analysis
IRB: institutional review board
SAB: stakeholder advisory board

https://www.researchprotocol s.org/2021/11/e33608 JMIR Res Protoc 2021 | vol. 10 | iss. 11 | 33608 | p. 9

(page number not for citation purposes)



JMIR RESEARCH PROTOCOLS Galeaet d

Edited by T Derrick; This paper was peer reviewed by the Patient-Centred Outcomes Research Institute (PCORI). See Multimedia
Appendix 2 for the peer-review report; Submitted 17.09.21; accepted 21.09.21; published 23.11.21.

Please cite as.

Galea JT, Greene KY, Nguyen B, Polonijo AN, Dubé K, Taylor J, Christensen C, Zhang Z, Brown B

Evaluating the Impact of Incentives on Clinical Trial Participation: Protocol for a Mixed Methods, Community-Engaged Study
JMIR Res Protoc 2021;10(11):€33608

URL.: https://www.researchprotocols.org/2021/11/e33608

doi: 10.2196/33608

PMID:

©Jerome T Galea, Karah Y Greene, Brandon Nguyen, Andrea N Polonijo, Karine Dubé, Jeff Taylor, Christopher Christensen,
Zhiwel Zhang, Brandon Brown. Originally published in IMIR Research Protocol s (https://www.researchprotocols.org), 23.11.2021.
This is an open-access article distributed under the terms of the Creative Commons Attribution License
(https://creativecommons.org/licenses/by/4.0/), which permits unrestricted use, distribution, and reproduction in any medium,
provided the original work, first published in IMIR Research Protocols, is properly cited. The complete bibliographicinformation,
alink to the original publication on https://www.researchprotocols.org, aswell as this copyright and license information must be
included.

https://www.researchprotocol s.org/2021/11/e33608 JMIR Res Protoc 2021 | vol. 10 | iss. 11 | e33608 | p. 10
(page number not for citation purposes)

RenderX



