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Abstract

Purpose: To examine research participants’ levels of satisfaction and perceptions and aid
researchers to better engage research volunteers from all racial and ethnic populations in clini-
cal trials. A participant satisfaction survey was developed that focused on three domains to
reflect satisfaction with delivery of care, environment, and center operations. In addition,
the survey contained open-ended questions to reflect overall experiences and perceptions.
Two hundred and seventy-eight participants (55% African American and 29% non-
Hispanic Whites) with an average age of 52 years completed the survey. Results: The results
indicated that the majority of the participants rated their satisfaction very highly across all
domains. Ninety percent stated they were very satisfied/satisfied or very strongly agreed/agreed
in the three domains. Obtaining high-quality care/access to health care professionals (60%),
learning more about their illness/disease (60%), and helping others (57%) were noted as impor-
tant factors in choosing to participate in a trial. Regarding overall experience, majority of
respondents stated that friendliness, expertise of staff, learning more about their disease,
and contributing to science were important. Further, financial compensation was not a primary
motivation for participation. A majority of participants stated that they would participate in
future studies andwould recommend a friend or a familymember to participate in clinical trials.
Conclusions:The findings indicate that the degree of satisfaction with the research staff and with
the specific trial itself are important determinants for enrolling, completing a study, and for
participating in future trials.

Introduction

The conduct of successful, high-quality clinical research relies on enrolling and retaining indi-
viduals, who are invested in, understand and have trust in the clinical research process. Most
measurements currently used to assess the overall success of a clinical trial are based not
on participant-centered satisfaction but on appropriate data collection and how well the
researchers adhered to regulatory processes such as appropriate conduct of informed
consent [1]. However, many additional factors may contribute to successful research participant
recruitment and retention including quality of care, cultural competency [2], and expertise of
the research staff [3].

Hospitals use surveys to document quality care, patient satisfaction, and institutional success.
In the USA, the Centers for Medicare and Medicaid Services began to link hospital reimburse-
ment to standardized scores using the Hospital Consumer Assessment of Healthcare Providers
and Systems (HCAHPS) survey [4–6]. The HCAHPS survey was created to allow objective
comparisons between hospitals, create incentives to improve care, and enhance accountability
and increase transparency in the quality of health care provided with public money [7]. Similar
surveys may also be useful to determine participant satisfaction with regard to clinical trial
experience.

Several studies [1, 3, 8–10] have focused on satisfaction as it relates to participation in
research studies and retention of participants throughout the duration of the clinical study.
Verheggen et al. [8] conducted a survey in the Netherlands using personal interviews and
telephone questionnaires and found that patient satisfaction was quite high. However, they
found no relationship between perceived improvements in health and illness conditions and
patient satisfaction with trial participation. Smailes et al. [3] suggested that participant satisfac-
tion is critical to the success of clinical research as patients and healthy volunteers are not
required to participate in the clinical trials. Moreover, participants do not need to continue their
participation once they have enrolled in a study but can withdraw without consequences for any
reason. Kost et al. [1, 9, 10] hypothesize that improved understanding on the part of the research
participant can enhance human subjects’ protection, enhance recruitment and retention,
improve the quality of the research process, and increase public trust in the overall research
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enterprise. Thus, a participant-oriented approach to measuring
satisfaction with the research process would be comparable to
the current standard of evaluation of the clinical performance of
hospitals and would be of use to clinical researchers.

Participation in research in general has been cited to be associ-
ated with satisfaction and their experiences while in a clinical trial
[9, 11]. Studies indicate that the major barriers to participation in
clinical trials, particularly with respect to African Americans and
other racial and ethnic minorities, include a lack of awareness
about trials, low socioeconomic status, mistrust, lack of communi-
cation, and lack of disease education [2, 12, 13]. Further, these
studies [12, 13] indicate that limited health literacy and minimal
disease education contribute to the lack of enrollment of minorities
into clinical trials. A recent study by Garza et al. [14] looked at
willingness ofminorities (AfricanAmerican andHispanics) to par-
ticipate in clinical studies. The study was a random telephone sur-
vey, and findings suggest that respondents’ top priorities for
deciding to participate in the study were helping others, helping
themselves, and gaining more knowledge about their disease.
Reported barriers to participation have included length of the trial
and the overall study design (e.g., randomization; chance of getting
placebo instead of investigational drug) [15, 16]. There is a growing
interest among research investigators and clinical research staff to
improve participants’ study experiences [1, 3, 9, 10, 17] and to
increase participation by minorities. The Center for Information
and Study on Clinical Research Participation (CISCRP) argues that
it is important to determine participant satisfaction as few studies
have examined the role participant satisfaction may play with
regard to cultural diversity [17]. In addition, many of the survey
studies [9, 10, 17] that examined participant experience included
only a small number of African American or other ethnic minority
populations. It is, therefore, critical for researchers to find innova-
tive ways to improve the overall study participant's experience, but
more so with regard to African Americans and other racial and
ethnic minority participants. Creating a trusting environment
and ensuring understanding of the research process, particularly
with regard to minority participants, must be a priority for clinical
researchers.

Study Significance

The current study, therefore, seeks to determine the levels of
satisfaction, experiences, and perceptions of research participants
and to aid researchers to better engage research volunteers from all
racial and ethnic populations in clinical trials, and thus reduce
barriers, decrease drop-out rates, improve retention, and increase
participation in clinical trials.

Methods

Study Participants/Population Demographics

A non-probability volunteer sample of participants currently
enrolled in research studies at the Georgetown-Howard
Universities Center for Clinical and Translational Sciences
(GHUCCTS) institutions (Georgetown University, Howard
University and MedStar Health Research Institute) was obtained.
The sites represented three clinical research centers within the
Clinical and Translational Science Awards (CTSA) that includes
two academic medical centers and a large health care system.
Two hundred and seventy-eight participants or their surrogates
(N= 278), 55% African American, and 29% non-Hispanic

Whites, with average ± SD age of 52 ± 18 years, were consented
and completed the participants satisfaction survey (see Table 1:
Demographic Characteristics).

Research Satisfaction Survey Development

A self-administered, institutional review board exempt study, sur-
vey on satisfaction and perceptions of research participants in
clinical and translational studies was developed based on existing
and validated survey instruments (CISCRP [17]). The CISCRP
instrument is a well-known validated questionnaire that has been
used to conduct several national and international surveys on pub-
lic perception and participation experiences in clinical research
over the past years and in various populations [18, 19]. The addi-
tional questions in our survey were minimal and adapted from
another validated instrument [3]. The study questions were pilot
tested with 15 research participants (i.e., five participants from
each of the three GHUCCTS clinical research sites) to evaluate
their feasibility. The survey was then revised to reflect the feedback
based on the pilot test. The final survey included a 15-item Likert-
type questionnaire. It focused on three domains: (a) satisfaction
with staff delivery of care, (b) satisfaction with environment,

Table 1. Demographic characteristics of the study participants
(N= 278)

Age (years) N (%)

<20 7 (2.5)

20–39 53 (19)

40–59 89 (32)

60–79 102 (37)

≥80 8 (2.9)

Not reported 19 (6.8)

Ethnicity

African American 153 (55)

Non-Hispanic Whites 81 (29.1)

Hispanics 6 (2.2)

Asian 5 (1.8)

Others 16 (5.8)

Preferred not to answer 6 (2.2)

Gender

Female 143 (51.4)

Male 125 (45)

No response 10 (3.6)

Highest education level

Elementary school 17 (7.1)

Junior high school 5 (2.1)

High school 69 (28.9)

College 140 (58.6)

Is this your first research study?

Yes 188 (67.6)

No 81 (29.1)

No response 9 (2.5)
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and (c) satisfaction with center operations. Another set of ques-
tions reflected “overall experiences and perceptions.”

Study Procedures

The survey was administered to study participants who volun-
teered to complete it during a visit within the research study.
Further, the participants acknowledged whether this was their first
research study or if they had participated in a research study
previously. Study participants could complete the questionnaire
either online directly into the REDCap database or on a paper
questionnaire. The data from the paper questionnaires were then
entered into the Redcap database by staff. The survey responses
were completely anonymous.

Data collection took place from July 2016 to February 2017.
During this period, 1692 participants were enrolled in research
studies among the three GHUCCTS institutions. All 278
(16.4%) who were approached for this study agreed to complete
the survey. Study data were collected and managed using
REDCap electronic data capture tools hosted at Georgetown
University [20]. REDCap (Research Electronic Data Capture) is
a secure, web-based application designed to support data capture
for research studies, providing: 1) an intuitive interface for vali-
dated data entry; 2) audit trails for tracking data manipulation
and export procedures; 3) automated export procedures for
seamless data downloads to common statistical packages; and,
4) procedures for importing data from external sources.

Data Analyses

Semiquantitative and qualitative data analysis methods were used
for the analysis of survey data. Quantitative and semiquantitative
measures were analyzed using appropriate summary statistics such
as mean, median, counts, chi-square test, and percentages.
Thematic content analysis was used to analyze qualitative survey
responses. Analyses were done using SPSS version 22 (IBM
Corp., Armonk, NY, USA).

Results

The demographic characteristics of the study population are
shown in Table 1. One hundred forty-three participants (143) or
51% of the subjects studied were female. Fifty-eight percent of
the participants were college-educated. Participant ages ranged
from 16 to 93 with an average age of 52 ± 18 years. One hundred
fifty-three (55%) of the participants were African Americans, and
81 (29%) non-Hispanic Whites. One hundred eighty-eight (68%)
were first-time research study participants.

During the period when this survey was conducted, the study
participants and research staff including the research nurses and
study coordinators at Howard University were predominantly
African American. At the Medstar and GU centers, the partici-
pants were 56% African American, 32%White, and the remaining
were of other ethnicities, while the research staff at these centers
were about 30% African American, 52% White, and the rest other
ethnicities.

Table 2 presents results of the three key domain areas on
research participant satisfaction with “Staff delivery of care,”
“Environment,” and “Center Operations by ethnicity.”

The results show that overwhelmingly a majority of the respon-
dents were satisfied with all aspects studied in relation to their
clinical trial participation regardless of ethnicity. The data indicate
that over 90% either agreed or strongly agreed with each statement

except for the compensation received. Although data are not
shown, age, gender, or educational level did not impact the level
of satisfaction.

Respondents Knowledge and Experiences on the Specific
Study of Their Participation

In this section, the questions to the respondents were focused
on the specific study they were currently participating in. One
hundred eighty-eight participants (67.6%) stated that this was their
first research study, while 81 (29%) respondents stated they had
previously participated in a research study. Forty-two of the
participants stated that this visit was their initial visit to the center
for the study in which they were currently enrolled, while 230 par-
ticipants responded that they were at the center for a follow-up
study visit.

Fig. 1 indicates that there is a difference in responses between
first-time research participants and those participants who had
previously participated in a research study with regard to
“Knowledge of length of study.” For the combined data, the results
showed a significant difference in “Knowledge of length of study”
between “first-time research participants” and “repeat-participants”
(73.9 first-time versus 53.8% repeat, p= 0.002). While stratifying by
ethnicity, there was a difference only in the African American
cohort, (64% first-time versus 46% repeat, p= 0.002), but no differ-
ence was observed in the non-Hispanic White cohort.

The data in Table 3 reflect the important factors participants
use to make a decision when choosing to participate in a clinical
trial. The participants in this study were asked to choose which
factors were important to them.

Respondents Study Perceptions

Survey items related to participants’ overall experiences included a
combination of both qualitative and quantitative questions. Most
of the quantitative questions were followed by open-ended ques-
tions, which a majority of respondents left blank or were answered
by only a few participants. Findings indicate that the majority
(87%, N= 278) of the participants’ expectations were met while
participating in the study (see Table 4).

Most (71.6%) of the participants stated that their overall expe-
rience was excellent with the research study in which they were
enrolled; 23.7% stated their experience was very good. Further,
82% indicated they would be willing to participate in a future clini-
cal study, while 13.7% stated that it depends. Those who responded
to the “It Depends” open-ended question stated that their future
participation would depend on the nature and objectives of the
study. Additionally, the study findings show that 91% would rec-
ommend a family member or friend to participate in a clinical
research study.

When asked, on the one hand, what they liked most about par-
ticipating in a research study, 21.5% (n = 60) cited “friendliness
and expertise of the staff,” 21.1% (n = 59) stated “knowledge of
their disease,” and 11.5% (n = 32) of respondents cited “contribu-
tion to science.” On the other hand, when asked what they liked
least about the study, the respondents cited: being uncomfortable
with procedures such as blood draws and barriers to transporta-
tion and parking. Regarding compensation, 62% (n = 117) of the
first-time participants agreed that the “compensation received
was satisfactory,” compared to 74% (n = 60) of participants
who had previously participated in research studies (i.e.,
repeat-participants).
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Discussion

Patient surveys have been used in the hospital setting for many
years, but there have been few surveys conducted to determine par-
ticipant satisfaction in clinical research. The purpose of the current
study was to determine if most research participants are satisfied
with their participation in the studies and with the clinical research
process in general, including research staff. In addition, the study
examined what factors motivate participants in choosing to par-
ticipate in a clinical research study. These findings will help to

inform the research community regarding how the research
participants rate their experiences, what factors motivate them
to participate in clinical research, and what barriers they perceive
to participating. Our study findings demonstrated that a majority
of research participants rated their experience as highly favorable
even among those who had never participated in a previous clinical
research study. Further, in our sample, there was no difference in
the favorable ratings as determined by race/ethnicity, age, gender,
or education.

Table 2. Results of responses on satisfaction on three domains by ethnicity. Data are number (%)

Satisfaction domain Agree/strongly agree

A. Staff delivery of care African American Non-Hispanic White Others

I was treated well by the research staff 153 (99.3) 81 (100) 41 (97.6)

During my research visit, my privacy was respected 152 (100) 81 (98.8) 41 (100)

I felt comfortable asking questions of the staff 153 (100) 80 (100) 41 (97.6)

I felt my questions were answered to my satisfaction 151 (98.7) 80 (100) 41 (97.6)

The staff was helpful in scheduling 141 (98.6) 73 (100) 39 (94.7)

The compensation I received for the study was satisfactory 117 (89.7) 62 (85.5) 28 (78.6)#

B. Environment

I was able to get to the research clinic/center easily 151 (96) 81 (86.4) 40 (87.5)

I was greeted courteously when I arrived 153 (98.7) 81 (98.8) 39 (97.4)

The waiting area was clean and comfortable 153 (98.7) 81 (100) 40 (95)

I was attended to by the staff in a timely manner 153 (97.4) 81 (97.5) 40 (100)

The exam room was clean 153 (96.7) 81 (98.8) 40 (95)

C. Center operations

I felt the research staff was knowledgeable 152 (98) 81 (100) 38 (94.7)

I felt today's study visit was completed in a timely manner 151 (95.4) 81 (97.5) 40 (97.5)

If you had a procedure (e.g., electrocardiogram, blood draw,
X-ray, and urinalysis) during today's visit, please rank your
satisfaction with the process*

123 (96.7) 72 (97.2) 33 (93.9)

I felt the staff had necessary skills to perform the research
procedures

141 (100) 81 (98.8) 39 (94.9)

*Responses to this question were rated as very satisfied/satisfied.
#Statistical significance difference in response among the ethnic groups at the 5% level assessed by the chi-square test.
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Fig. 1. Knowledge of length of study by first timers vs previous participants by ethnicity.
Note: “Repeat-Participants” represents those who had previously participated in a research study.
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This study not only demonstrated the willingness of African
Americans to participate in clinical research, but also whether they
were satisfied with their experience, willing to participate in future
studies, and would also recommend a friend or family member. A
recent study by Garza et al. [14], using a population composed
completely of minorities, reported that African Americans and
Latinos were not only willing to participate in research but also
50% of the African Americans and 53% of the Latinos were willing
to takemedicine as part of a research study. These findings are con-
trary to perceptions on lack of participation and unwillingness of
African Americans to participate in clinical trials [2, 12].

Further, our observations revealed that the main reasons or fac-
tors motivating individuals in choosing to participate in a clinical
trial were to increase knowledge about their own disease, to con-
tribute to science, and to help others, respectively. These findings
are supported by the existing literature [6] and are consistent with
the findings reported byGarza [14], Kost [1, 9, 10], and Smailes [3].
Our study findings showed that a majority of the participants,
regardless of ethnicity, stated they would participate in future
studies and would recommend participation in a clinical trial to
a familymember or friend. These findings are consistent with those
reported by CISCRP [17].

Financial compensation has also been reported as a major
motivation for participation in studies involving healthy volun-
teers [1, 21]. Slomka et al. [21] indicated that financial compensa-
tion was a major motivation to participation in studies involving
drug users in an HIV study. CISCRP study [17] also showed that
financial compensation was one of the major motivations for
participation. Our study findings, however, indicated that financial
compensation was not a motivation for participation. The demo-
graphics of the study population and the disease being studied may
play a part in determining the role financial compensation plays in
the recruitment and retention of participants [9].

One interesting finding from our study was that first-time par-
ticipants appeared to have a better knowledge of the length of study
than individuals who had previously participated in a research
study. Kost et al. [9] reported that approximately one-third of their
study participants did not fully understand the consent document.

Among the African American population, our data show that
knowledge of the length of study was significantly less for those
individuals who had previously participated in a research study.
These findings suggest that individuals who are enrolling in a study
for the first timemay be more attentive, curious, and eager to know
the study procedures and what is required or expected of them,
whereas those who have previously participated are probably
more relaxed as they feel more comfortable with the research
process. The 2017 CISCRP survey [17] reported that understanding
of the consent forms amongst minorities, particularly Hispanics,
was less than for non-Hispanics. Similarly, Kost et al. [9] reported
that approximately one-third of their study participants did not fully
understand the consent document. These results imply that
researchers and study teams should be more aware of appropriate
recruitment and retention strategies when working with African
American and other racial and ethnic minorities. Keeping constant
contacts with participants throughout the duration of the study has
been reported to work well for the African American population [2].

While reasons for withdrawing from a clinical trial may be due
to many factors, dissatisfaction with a trial or with the study staff
could be a major issue. Factors influencing participant satisfaction
may be the degree of coordinator training and the expertise of the
clinical research staff. The level of coordinator training and exper-
tise may have a direct correlation with participant satisfaction and
overall understanding of the research protocol. Perhaps research
participant satisfaction is a direct reflection of the level of research
coordinator skills and the degree of satisfaction with their own role
as research coordinators [22, 23]. Thus, the degree of satisfaction
with the research staff and understanding of the trial itself are
crucial to reducing drop-out rates and increasing compliance with
study procedures. Participants’ understanding of the research
process, study procedures, and satisfaction with the research staff
are key to increasing participation and retention in clinical trials,
probably more so among African Americans and other racial and
ethnic minorities due to past medical experiences and poor medi-
cal treatment [12, 24].

One notable limitation of this study is that it did not address the
congruence between ethnicity of the study recruiter/investigator

Table 4. Overall experience and perceptions

Questions % Response

Were your expectations met during your participation in this study? Yes
86.7%

No
0.7%

Somewhat
8.3%

Overall, what is/was your experience during this research study? Excellent
71.6%

Very good
23.7%

Good/Fair
2.1%

Would you be willing to participate in future studies? Yes
82.4%

No
1.1%

It depends
13.7%

Would you recommend a friend or a family member to participate in a research study? Yes
91%

No
1.1%

Maybe
5.4%

The percentages may not add up to 100% due to missing data (i.e., non-responses).

Table 3. Important factors in choosing to participate in a clinical trial

How important were the following factors in your choosing to participate in a research study? (N= 278)

To obtain quality medical care and access to health care professional 167 60%

To learn more about my illness/disease 166 60%

To help others 159 57%
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and the participants. This congruence has been documented by
some researchers [25] to be a factor in successful recruitment
and enrolling participants into clinical trials, particularly with
regards to the racial and ethnic minority populations.

Another limitation is the convenience sampling of the partici-
pants. This limitation is minimized because the participants reflect
a true representation of the population served. Another limitation
is the potential response bias from administration of the survey at
the research sites. Future studies of this nature could use a third
party to conduct the survey offsite to limit response bias.

In conclusion, the findings from this study suggest that positive
attitudes of research staff and study coordinators can create moti-
vation for potential research participants to view clinical research
participation in a positive light and hence increase willingness to
participate regardless of their race/ethnicity.

Supplementary Material. To view supplementary material for this article,
please visit https://doi.org/10.1017/cts.2020.20.
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