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Abstract
Little is known about how payment affects individuals' decisions to participate in HIV research. Using data from a U.S. survey 
of people living with HIV (N = 292), we examined potential research participants’ attitudes toward payment, perceived study 
risk based on payment amount, and preferred payment forms, and how these factors vary by sociodemographic characteristics. 
Most respondents agreed people should be paid for HIV research participation (96%) and said payment would shape their 
research participation decisions (80%). Men, less formally educated individuals, and members of some minoritized racial-
ethnic groups were less likely to be willing to participate in research without payment. Higher payment was associated with 
higher perceived study risks, while preferences for form of payment varied by age, gender, education, race-ethnicity, and 
census region of residence. Findings suggest payment may influence prospective research participants’ risk–benefit calculus 
and participation, and that a one-size-fits-all approach to payment could differentially influence participation among distinct 
sociodemographic groups.
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Resumen
Se sabe poco acerca de cómo el pago afecta a la decisión de participar en investigaciones sobre VIH. Utilizando data de una 
encuesta de Estados Unidos sobre personas viviendo con VIH (N = 292), se examinó la actitud de potenciales participantes 
de investigación acerca del pago, el riesgo de estudio percibido basado en la cantidad del pago, las formas de pago preferidas 
y cómo estos factores varían según las características sociodemográficas. La mayoría de los que respondieron la encuesta 
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estuvieron de acuerdo en que las personas debían recibir un pago por participar en una investigación sobre VIH (96%) y 
dijeron que el pago podría moldear su decisión de participar en la investigación (80%). Los hombres, individuos con menor 
educación formal y los miembros de algún grupo racial-étnico minoritario se mostraron menos propensos a participar en 
una investigación sin recibir pago. Se asoció un pago más alto con una mayor percepción de riesgos en el estudio, mientras 
que las preferencias por las formas de pago variaron según la edad, el género, la educación, la raza-etnicidad y la región. 
Los resultados sugirieron que el pago podría influir en el cálculo del riesgo-beneficio y en la participación de los potenciales 
participantes en una investigación prospectiva, y que un enfoque único para el pago podría influir de manera diferencial entre 
los distintos grupos sociodemográficos en lo que respecta a su participación.

Introduction

Providing payments to research volunteers in exchange 
for participation is a widely accepted and common prac-
tice, including in HIV research where participants often 
face more than minimal risk [1–3]. These payments, which 
include money or gifts, are often essential to support par-
ticipation in research, particularly for higher-risk studies that 
offer limited direct benefits to participants [3, 4]. While we 
know payments may be essential to incentivize and offset the 
cost of participation in research, surprisingly little is known 
about the factors that researchers and institutional review 
boards (IRBs) consider important when deciding appropriate 
payment levels, or how payment amounts affect participants' 
decisions to participate in research studies. Furthermore, it is 
unclear how payments may differentially shape prospective 
research participants’ decisions to take part in studies based 
on key aspects of their sociodemographic backgrounds, such 
as their age, gender, race, ethnicity, or socioeconomic status.

Ethical guidelines stipulate that research payments should 
compensate for time, inconvenience, and burdens but should 
not be considered a benefit of research participation to com-
pensate for risk [5, 6]. Research participants may nonethe-
less perceive payments as a benefit of research participation. 
One major ethical concern is that payments could create 
undue influence to participate in clinical research [7–9]; 
however, recently scholars have extended this concept to 
include the potential for underpayment and exploitation of 
research participants [10–12]. Consequently, identifying 
appropriate payment amounts for studies that strike a bal-
ance between incentivization and ethical payment without 
being unduly influential can be difficult to achieve.

Scholars have argued for the critical importance of 
exploring payment decisions in research, as well as the 
impact of payments on individual research projects [1, 
12–15]. For example, Gelinas and colleagues provided a 
practical framework to rationalize payments and guide IRBs 
in evaluating their acceptability [13]. The practical frame-
work can be divided into three parts: reimbursements for 
out-of-pocket expenses, compensation for time and burdens 
associated with participation in research, and incentives to 
encourage participation [13]. While a framework can be use-
ful for generating concepts, limited empirical data exist on 

payments provided in clinical research, and payments are not 
systematically tracked to permit comparison and reference 
between studies [1, 16]. Further, most ethics committees do 
not have any published policies on payment practices, and 
research payment practices are often inconsistent and highly 
variable [3, 13, 16, 17].

Research risks, burdens, and benefits may differ signifi-
cantly between study types and procedures, and these in turn 
may affect payments (though documentation of this variation 
is limited). A 2002 review revealed that fewer than one-fifth 
of U.S. institutions knew which of their studies provided 
payments [18], while one of the most recent comprehensive 
studies of payments in U.S. clinical studies (published in 
2005) described 467 publications among which fewer than 
25% reported payment amounts [3]. Practices and regula-
tions surrounding payment may also vary based on study 
location. For example, to regulate payments in research, 
South Africa developed standardized practices [19], while 
Brazil prohibited payments for clinical research [20]. Out-
side of these two cases, the absence of reference points for 
determining appropriate payments often leads researchers 
to determine payment amounts on a case-by-case basis or 
contingent on research budgets [18]. Additional factors such 
as risks and benefits, study procedures, time commitment, 
historical precedent, IRB recommendations, and local regu-
lators may also affect payment amounts [3, 7, 13, 16, 21].

Before we can define appropriate payment for research 
participation, we need to assess how different stakehold-
ers view and consider these payments. Among the most 
important stakeholders in HIV research are the patients/
participants themselves, as they ultimately bear the risk and 
burdens of research participation. Given its commitment to 
social justice and advocacy and its history of research par-
ticipation [22], the HIV research community provides an 
ideal setting in which to better understand the influence of 
payments on decisions to participate in research, and how 
such decisions may vary based on participants’ sociodemo-
graphic characteristics. Considering the ethical implications 
of payment for participation in HIV research may be par-
ticularly important given people living with HIV are often 
racial-ethnic minorities, sexual and/or gender minorities, 
and of lower socioeconomic status, making them vulner-
able to exploitation [23–25].
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Our study aims to understand how payments affect 
research participation decisions by asking people living with 
HIV about their (a) attitudes toward payment for research 
participation, (b) perceptions of study risk based on payment 
amount, and (c) evaluations of the relative importance of 
various forms of payment for research participation. Moreo-
ver, we consider whether these attitudes, perceptions, and 
evaluations vary by key sociodemographic characteristics, 
including age, gender, education level, employment status, 
race and ethnicity, geographic region, and self-rated health. 
Exploring such sociodemographic variation is a critical step 
toward achieving greater equity in HIV research participa-
tion, as the underrepresentation of women, people of color, 
and other minoritized groups in HIV research contributes 
to knowledge deficits, insufficient and delayed safety data 
for new treatments, and disparities in HIV survival [26, 27].

Methods

Survey and Participants

We conducted a cross-sectional, internet-based survey 
among English-speaking adults (aged 18 + years) living in 
the United States who self-identified as living with HIV. We 
used Amazon Mechanical Turk (MTurk) for recruitment, a 
commonly used social science research tool for recruiting 
populations of interest and collecting rigorous data, com-
parable to popular U.S. online survey panels [28, 29]. To 
facilitate high-quality responses, the survey was advertised 
only to U.S.-based MTurk workers who had successfully 
completed 1,000 previous human intelligence tasks with a 
95% approval rating.

The survey took less than 20 min to complete and was 
administered in Qualtrics (Provo, UT). Participants pro-
vided informed consent by clicking a box stating that they 
agreed to participate in the survey. They then completed a 
captcha (as a bot control step) to confirm they were human 
and were given several screening questions to (a) check for 
English comprehension and attention and (b) verify HIV 
seropositive status. English comprehension and attention 
questions included describing a displayed picture, spelling 
a word backwards, and selecting a multiple-choice response 
when directed. Five questions were used to verify HIV sero-
positive status, including: self-reported HIV status, whether 
the respondent takes pre-exposure prophylaxis (PrEP; since 
people diagnosed with HIV would not be prescribed PrEP), 
HIV medications taken, tests taken to confirm HIV diagno-
sis, and how HIV is transmitted. Upon survey completion, 
respondents received a code to submit to MTurk and claim 
$7 compensation for their time. Given online data collec-
tion can be vulnerable to fraud, we carefully reviewed the 
GeoIP addresses of respondents who completed the survey 

and rejected those who had screened out before making 
repeated attempts to qualify [30, 31].

The University of California, Riverside IRB reviewed and 
approved the study on December 10, 2020 (protocol #HS-
20-248). All respondents were recruited, provided informed 
consent, and completed the survey between March 29 and 
April 28, 2021.

Measures

Attitudes Toward Payment in HIV Research

The survey assessed respondents’ attitudes toward payment 
in HIV research using the following questions: (1) “Do 
you consider payment to be a benefit of participating in 
research?”, (2) “Would payment play a role in your decision 
to participate in HIV research?”, (3) “Should people receive 
payment to participate in HIV research?”, (4) “Should there 
be any standards or policies on participant payment in HIV 
research?”, and (5) “If an HIV study did not pay you, would 
you expect to receive another benefit from participation?”. 
We constructed dummy (no/yes) variables for each of these 
questions.

Willingness to Participate in HIV Research Without Payment

A categorical variable (coded no [the reference category]/
yes/it depends) measured whether respondents stated they 
would participate in HIV research without any payment.

Risk Perceptions

We used a dummy (no/yes) variable to assess whether 
respondents could imagine a certain risk level from partici-
pating in an HIV intervention study in which no amount of 
payment could convince them to participate. Two continuous 
variables (ranging from 0 to 100) assessed the (a) percent 
chance of harm and (b) percent chance of death that would 
deter respondents from participating in HIV research. The 
level of perceived risk associated with different study pay-
ment amounts was assessed with the question: “If one early-
phase HIV intervention study pays you a total of $20,000, 
and another early-phase HIV intervention study does not pay 
you, how would you rate the risk of each study?” Respond-
ents indicated the level of risk they rated each study on a 
scale of 0 (“no risk”) to 10 (“highest risk”).

Importance of Various Forms of Payment

Respondents rated, on a scale of 0 (“least important”) to 
10 (“most important”), how important each of the fol-
lowing types of payment for research participation are: 
(a) a cash incentive, (b) reimbursement for lost wages, 
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(c) compensation for time, (d) transportation voucher, (e) 
food, (f) gifts, and (g) post-trial access to the intervention if 
proven effective.

Sociodemographic Variables

We used binary variables to measure respondents’ gender 
(man vs. woman), education (no bachelor’s degree vs. bach-
elor’s degree or higher), and employment status (works full 
time vs. does not work full time). A categorical variable 
assessed respondents’ census region of residence: West, 
Midwest, Northeast, or South (the reference category). Age 
was measured continuously, in years. Self-rated health was 
assessed using a visual analogue scale that asked respondents 
to indicate “how good or bad your own health state is today,” 
measured continuously from 0 (“worst health you can imag-
ine”) to 100 (“best health you can imagine”).

Race and ethnicity were measured categorically with 
a single variable, constructed from two questions ask-
ing whether the respondent self-identified as (a) Hispanic 
or Latina/o/x and (b) belonging to one or more of the fol-
lowing groups: White; Black or African American; Asian; 
Native Hawaiian or other Pacific Islander; American Indian 
or Alaska Native; or other group. To achieve sufficient power 
for analyses, race and ethnicity were recoded into a three-
category variable as (1) non-Hispanic White (the reference 
category), (2) non-Hispanic Black, and (3) Hispanic or 
other/multiple races and ethnicities (hereafter referred to as 
“Hispanic/other”).

Statistical Analyses

We calculated descriptive statistics (i.e., frequencies, per-
centages, means, standard deviations, and ranges) for all 
variables. We used a series of multivariate logistic regres-
sion models to test for significant associations between all 
sociodemographic variables and respondents’ (a) attitudes 
toward payment in HIV research and (b) ability to imag-
ine a level of risk that would deter research participation. 
A single multinomial logistic regression model assessed 
sociodemographic differences in willingness to participate 
in HIV research without payment. A series of multivariate 
linear regression models tested for significant associations 
between all sociodemographic characteristics, and: (a) per-
cent harm or death that would deter HIV research participa-
tion, (b) the perceived risk attributed to studies paying $0 
versus $20,000, and (c) the importance of various forms of 
payment.

We conducted all analyses using Stata SE v. 17 (Col-
lege Station, TX). We report odds ratios (ORs) for logis-
tic regression models, relative risks (RRs) for multinomial 
logistic regression models, and unstandardized regression 

coefficients (bs) for linear models. For all models, we report 
p values < 0.05 as statistically significant.

Results

Sample

In total, 506 individuals completed the survey and pro-
vided a valid code to claim compensation. We rejected 206 
responses from individuals who had completed the sur-
vey but failed the English language verification questions 
(n = 89) and/or had made multiple attempts to qualify for the 
survey after screening out (n = 117). We accepted responses 
from the remaining 300 respondents. Our final analytic sam-
ple included data from 292 of the 300 accepted respondents 
who had complete data for all variables of interest (97.33% 
of the total sample).

Table  1 details descriptive statistics for the sample. 
Respondents were 18–65 years old (mean = 34.36 years) and 
had a mean self-rated health of 65.92 out of 100. The major-
ity were male (65.75%), had a bachelor’s degree or higher 
level of education (72.95%), and were employed full time 
(82.88%). Over one-third identified as part of a minoritized 
racial or ethnic group (34.93%).

Attitudes Toward Payment in HIV Research

Overwhelmingly, respondents considered payment a ben-
efit of research participation (91.44%) and believed people 
should receive payment for participating in HIV research 
(95.55%; see Table 1). Most stated that payment would influ-
ence their decision to participate in HIV research (80.14%), 
felt there should be standards or policies on payment in 
research (69.52%), and would expect another benefit from 
research participation if not paid (64.38%). Table 2 (Models 
1–5) shows the results of multivariate logistic regression 
models assessing differences in each attitude by sociodemo-
graphic characteristics. Women were less likely than men to 
expect other benefits from research participation if not paid 
(OR = 0.586, p < 0.05), controlling for age, race-ethnicity, 
education, employment, census region, and self-rated health. 
Significant differences by sociodemographic characteristics 
were not observed for any of the other attitudes.

Willingness to Participate in HIV Research Without 
Payment

Approximately one-third (33.90%) of respondents indicated 
they would be willing to participate in HIV research without 
pay; an additional 28.33% said “it depends,” while 38.01% 
would not participate without payment (see Table 1). Mul-
tinomial logistic regression (see Table 2, Model 6) revealed 
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that women were more than twice as likely to be willing to 
participate in HIV research studies without pay (RR = 2.045, 
p < 0.05), controlling for all other sociodemographic 

variables. Participants with less than a bachelor’s degree 
(RR = 0.507, p < 0.05) and those who identified as Hispanic/
other race-ethnicity (RR = 0.405, p < 0.05) were at least half 

Table 1   Descriptive statistics for all study variables, N = 292

Variable n (%) Mean (SD), range

Attitudes toward payment in HIV research
 Considers payment a benefit to HIV research participation 267 (91.44)
 Payment plays a role in their decision to participate in HIV research 243 (80.14)
 Believes people should receive payment to participate in HIV research 279 (95.55)
 Believes there should be standards/policies for payment in HIV research 203 (69.52)
 Expects another benefit from HIV research if not paid 188 (64.38)

Willing to participate in HIV research without payment
  No 111 (38.01)
  Yes 99 (33.90)
  It depends 82 (28.33)

Risk perceptions
 Can imagine a risk level high enough to deter participation 134 (45.89)
 % Chance of harm that would prevent research participation 45.16 (29.67), 0–100
 % Chance of death that would prevent research participation 30.66 (32.79), 0–100
 Perceived risk rating of study that pays $20,000 6.40 (2.87), 0–10
 Perceived risk rating of study that pays $0 2.86 (3.18), 0–10

Importance of various forms of payment
 Cash incentive 7.42 (2.90), 0–10
 Reimbursement for lost wages 6.55 (3.21), 0–10
 Compensation for time 7.82 (2.50), 0–10
 Transportation voucher 4.78 (3.34), 0–10
 Food 4.22 (3.24), 0–10
 Gifts 2.77 (3.07), 0–10
 Post-trial access to intervention if proven effective 6.78 (3.17). 0–10

Sociodemographic variables
 Age 34.36 (8.71), 18–65
 Gender
  Man 192 (65.75)
  Woman 100 (34.25)

 Education
  Less than bachelor’s degree 79 (27.05)
  Bachelor’s degree or higher 213 (72.95)

 Race-ethnicity
  Non-Hispanic White 190 (65.07)
  Non-Hispanic Black 52 (17.81)
  Hispanic/other 50 (17.12)

 Employment
  Not employed full time 50 (17.12)
  Employed full time 242 (82.88)

 Census region
  South 123 (42.12)
  Midwest 43 (14.73)
  Northeast 60 (20.55)
  West 66 (22.60)

Self-rated health 65.92 (18.29), 10–100
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as likely to be willing to participate in HIV research stud-
ies without pay, compared to respondents with bachelor’s 
degrees and non-Hispanic Whites, respectively. Respond-
ents not employed full-time (vs. full-time employed) were 
more than three-times more likely to respond “it depends” 
(RR = 3.611, p < 0.01) when asked whether they would be 
willing to participate in HIV research without pay.

Risk Perceptions

Nearly half (45.89%) of respondents could imagine a level 
of risk in an HIV intervention study that was so high that 
no amount of payment could convince them to participate 
(see Table 1). Logistic regression revealed positive associa-
tions between this outcome and age (OR = 1.035, p < 0.05) 
and living in the Northeast (vs. South) census region 
(OR = 2.111, p < 0.05; see Table 3, Model 7).

On average, respondents reported that a 45.16% chance 
of harm and 30.66% chance of death would prevent them 
from participating in HIV research (see Table 1). Multivari-
ate linear regression analyses showed a negative correlation 
between chance of harm that would deter participation and 
living in the Northeast (vs. South) census region (b = -9.581, 
p < 0.05), but there were no statistically significant corre-
lations between any sociodemographic characteristics and 
percent chance of death that would deter participation (see 
Table 3, Models 8–9).

Respondents assumed higher-paid studies were riskier 
than lower-paid studies, rating the mean risk of a study that 
paid $0 as 2.86 out of 10 and mean risk of a study that paid 
$20,000 as 6.40 out of 10 (see Table 1). This difference 
in perceived risk based on pay (3.54) was statistically sig-
nificant (t (291) = 12.15, p < 0.001). Studies paying $0 were 
perceived to be riskier by non-Hispanic Blacks (vs. non-
Hispanic Whites; b = 1.761, p < 0.001) and individuals living 
in the West (vs. South) census region (b = 0.966, p < 0.05). 
Significant sociodemographic differences in risk perceptions 
were not identified when studies paid $20,000 (see Table 3, 
Models 10–11).

Importance of Various Forms of Payment

Respondents rated compensation for time as the most 
important form of payment for research participation 
(mean = 7.82 out of 10; see Table 1), followed by cash incen-
tives (mean = 7.42), post-trial access to the intervention if 
successful (mean = 6.78), and reimbursement for lost wages 
(mean = 6.55). Transportation vouchers (mean = 4.78), food 
(mean = 4.22), and gifts (mean = 2.77) were ranked less 
important among possible types of payment for research 
participation.

Multivariate linear regression models examining sociode-
mographic differences in the importance of payment type 

(see Table 4, Models 12–18) revealed the importance of cash 
incentives was negatively correlated with age (b = -0.041, 
p < 0.05) and being a woman (vs. man; b = -0.868, p < 0.05). 
Reimbursement for lost wages was more important for 
respondents without a bachelor’s degree (vs. bachelor’s 
degree or higher; b = 1.410, p < 0.05) and less important 
for respondents not employed full-time (vs. employed full-
time; b = -1.080, p < 0.05). The importance of compensa-
tion for time was negatively correlated with age (b = -0.043; 
p < 0.01). Transportation vouchers were more important for 
respondents living in the Northeast (b = 1.431, p < 0.01) and 
West (b = 1.137, p < 0.05) census regions versus South. Food 
was more important for women (vs. men; b = 1.014, p < 0.01) 
and respondents living in the Midwest (b = 1.153, p < 0.05) 
and West (b = 1.075, p < 0.05) versus South, but less impor-
tant for respondents who identified as Hispanic/other race-
ethnicity (b = -1.204, p < 0.05) versus non-Hispanic White. 
The perceived importance of gifts was negatively correlated 
with age (b = -0.046, p < 0.05), while the perceived impor-
tance of post-trial access to the intervention did not signifi-
cantly vary by any sociodemographic characteristics.

Discussion

In this study, we aimed to understand prospective HIV 
research study participants’ attitudes toward payment for 
research participation, perceptions of the relationship 
between payment amount and study risk, and preferences 
for various forms of payment. We also sought to identify 
whether these attitudes, perceptions, and preferences varied 
by key sociodemographic characteristics. We found payment 
often plays a role in decision-making about HIV research 
participation and may shape willingness to participate in 
research studies differently based on an individual’s soci-
odemographic background. Women were more likely to 
be willing to participate in HIV research without payment; 
conversely, individuals without a bachelor’s degree and indi-
viduals identifying as being Hispanic or from another (non-
Black) minoritized racial-ethnic group were less likely to 
be willing to participate in HIV research without payment. 
Previous research, including of women recruited via MTurk, 
has shown that women are, in general, more altruistic than 
men [20, 32, 33]; our finding may extend that altruism to 
HIV research study participation without payment. Our 
interpretation of lower levels of interest in HIV research par-
ticipation without pay among some minoritized racial and 
ethnic groups and persons with less formal education is that 
the lack of payment acts as a disincentive to participation, 
perhaps due to the study risks, a lack of trust in research, or 
because these groups are more likely to experience income 
insecurity and may lack the time to participate in activities 
that do not provide payment as compensation [17, 34]. This 
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corroborates our corollary finding that participants identi-
fied compensation for time as the most important form of 
payment for determining research participation.

That the importance of cash incentives and compensation 
for time were negatively correlated with age underscores 
how payment is viewed as compensation. Younger people 
appear to place a premium on their time and refrain from 
activities that do not provide something immediately ben-
eficial, like tangible cash payments, in return [35]. This pro-
vides evidence that HIV researchers cannot rely on altruism 
alone to recruit diverse participant samples. Our identifica-
tion of sociodemographic variation in preferences for the 
form of payment (e.g., cash, reimbursement for lost wages, 
transportation, food, gifts) by age, gender, education, race 
and ethnicity, and census region of residence, further sug-
gests a one-size-fits-all approach to payment could differ-
entially influence participation among distinct sociodemo-
graphic groups. To encourage more equitable participation 
in HIV research, we thus encourage institutions to commit 
to breaking down barriers around various forms of payment 
and urge researchers to ask participants what form of pay-
ment they prefer to receive, rather than choosing a form of 
payment on participants' behalf.

Another key finding was that respondents perceived 
increased study risk when offered high payment, versus no 
payment, for HIV research participation, illustrating how 
payment may influence prospective HIV research partici-
pants’ risk–benefit calculus [36]. Though perhaps unsurpris-
ing, as it is human nature to maximize benefits and reduce 
risk [37], IRBs explicitly prohibit the use of research incen-
tives as a study benefit [38]. Thus, while payment may be 
presented as a tool to boost study recruitment efforts [3] or 
reimburse for time and burdens, it may be implicitly inter-
preted by potential HIV research participants as a means of 
compensating for the riskiness of the procedures involved 
in the research study. This finding complements previous 
research that has found study payment signals risk level for 
adults in the general population [5] and that study partici-
pants expect to be compensated for physical risks incurred 
[17].

An additional finding was that non-Hispanic Black 
respondents had elevated perceptions of risk (compared to 
non-Hispanic Whites) when studies did not offer any pay-
ment. This is likely due to higher perceived risks of HIV 
research participation among Black individuals in general, 
driven by both (a) the historical targeted exploitation of Afri-
can Americans in health research that has led to high levels 
of medical mistrust in doctors and researchers today, and 
(b) elevated levels of HIV-related stigma in some African 
American communities that would make any breaches of 
participant confidentiality socially costly [39, 40]. Finally, 
regional variation existed in both perceptions of risk based 
on payment level and tolerance for the risk of potential harm 

incurred by research participation. Such variation may be 
driven by regional differences in several factors, including 
poverty, knowledge about research, trust in science, prox-
imity to research centers, and previous experience with 
research participation [41, 42]. Further research is warranted 
regarding how perceptions of clinical, financial, social, and 
psychological risks in research participation may vary across 
geographic region and racial-ethnic groups.

Limitations

This study is not without limitations. While we were able 
to recruit a U.S. national sample of people living with HIV, 
our sample may not be representative of the total pool of 
available participants—including individuals without inter-
net access, non-English speakers, and non-MTurk workers. 
Previous research suggests samples recruited via MTurk 
overrepresent younger, White, and male populations in the 
United States [43], further limiting the generalizability of 
our findings. There is also the issue of self-selection bias, in 
terms of people responding to the survey because they were 
interested in the topic of payment. Although we had robust 
filters in place to control for this, other research has shown 
the impact of bots and otherwise ineligible or fraudulent par-
ticipants infiltrating surveys to obtain payment [29, 30, 44, 
45]. We used multiple screening questions to help ensure our 
participants were living with HIV, however we were unable 
to use diagnostic testing to confirm HIV status. Hence, it is 
possible that some individuals not living with HIV misrepre-
sented themselves and were able to pass the screening ques-
tions and complete the survey. Finally, asking people who 
participate in paid surveys if they believe they should be paid 
to participate in research may be misleading, as completing 
surveys for money is part of their everyday life.

Conclusion

We must further explore the presence of undue inducement 
related to allocating higher payment values on studies with 
increased risk and greater chance of harm, as well as the 
impact of low or no payment on research participation and 
exploitation of the research participant community. Obtain-
ing the perspectives of other stakeholders in the research 
process, such as IRB members, investigators, study sponsors, 
and bioethicists may shed additional light on these issues. 
People’s attitudes toward and perceptions of appropriate 
payment may vary by geographic region, gender, education 
level, employment status, race, and ethnicity—among other 
factors—all of which must be further characterized in larger 
studies. Having data on these attitudes even in a specific 
research topic area like HIV is a start to developing norms 
and standards around payment in research and addressing 
payment-related barriers to equity in research participation.
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