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Abstract

Background: The coronavirus disease 2019 (COVID-19) pandemic
caused a shutdown of clinical research but offered a unique opportu-
nity to understand attitudes and motivations around contributing to
clinical research and resuming in-person visits during a pandemic.

Methods: We conducted an anonymous survey study at Pennington Bi-
omedical Research Center (PBRC) in participants returning for in-per-
son visits from May 26, 2020 to August 11, 2020 and in people who pre-
viously expressed interest in research via an online Research Electronic
Data Capture (REDCap) survey from August 6, 2020 to September 11,
2020. The survey gathered demographic information and presented
statements that required answers on a scale of 1 (absolutely disagree)
to 10 (absolutely agree). Two hundred fifty-one people completed paper
surveys in-person while 1,537 people completed the survey online.

Results: Online participants were more likely to be female (75.2%
vs. 56.8%), more likely to have had COVID-19 symptoms (19.6% vs.
5.2%), and more likely to know someone with COVID-19 (72.7% vs.
49.4%). More people who came in-person thought they were low risk
for severe COVID-19 compared to those who filled out the survey on-
line (52.2% vs. 38.4%, P = 0.0002). More people who completed the
survey online preferred to do as many study visits over the phone or
internet as possible (37.8% vs. 22.7%, P < 0.0001). More people who
came in-person agreed that clinical research is even more important
than before COVID-19 (54.2% vs. 44.3%, P = 0.0035).

Conclusions: The majority of people felt that clinical research is im-
portant because of the health benefits received and because it may
help others. These data may provide important considerations in the
planning of future studies in the era of COVID-19.

Manuscript submitted January 25, 2022, accepted March 24, 2022
Published online April 23, 2022

aClinical Trials Unit, Pennington Biomedical Research Center, Baton Rouge,
LA, USA

bDepartment of Biology, Xavier University of Louisiana, New Orleans, LA,
USA

“Department of Biostatistics, Pennington Biomedical Research Center, Baton
Rouge, LA, USA

dCorresponding Author: Daniel S. Hsia, Clinical Trials Unit, Pennington Bio-
medical Research Center, Baton Rouge, LA 70808, USA.

Email: daniel.hsia@pbrc.edu

doi: https://doi.org/10.14740/jocmr4670

Keywords: Survey; Participation; Clinical research; COVID-19

Introduction

On March 11, the World Health Organization (WHO) declared
coronavirus disease 2019 (COVID-19) a pandemic after more
than 100,000 people in over 100 countries were infected [1].
To help limit the spread of COVID-19, the majority of states
(including Louisiana on March 22, 2020) enacted stay at home
orders directing residents to shelter at home and limit move-
ments outside of their homes except for essential needs [2].
This also led to the immediate suspension of face-to-face re-
search activity at a number of sites across the world including
at LSU’s Pennington Biomedical Research Center (PBRC),
which conducts basic, clinical and population research in the
areas of nutrition, obesity, diabetes, cardiovascular disease,
cancer and dementia. Reopening of the state occurred in staged
phases with phase one having occurred on May 15, 2020 and
followed by phase two having occurred on June 5, 2020. Phase
one allowed certain types of businesses to reopen at 25% of
occupancy with strict social distancing while phase two ex-
panded that to 50% of occupancy [3, 4]. As of May 18, 2020,
clinical research operations at PBRC resumed with limited
in-person visits in accordance with the Governor’s order. This
unique situation was an opportunity to better understand atti-
tudes and motivations around contributing to clinical research
and resuming in-person visits during a pandemic through a
survey. There may be important domains to consider as re-
search activities are restarted since not all studies provide di-
rect participant benefit. Therefore, the objective of this survey
study was to improve the understanding of the characteristics
and perspectives of participants who return for in-person clini-
cal research visits compared to others who were not involved
in research at the time of the survey. The information obtained
may help with the planning of future clinical research studies
in the era of COVID-19.

Materials and Methods

Study data were collected and managed using Research Elec-
tronic Data Capture (REDCap) electronic data capture tools
hosted at Pennington Biomedical Research Center. REDCap
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Table 1. Participant Characteristics*

In-person (N = 251) Online (N = 1,537) P-value

Age (mean + SD) (years) 55+18 58+ 14 <0.001
Sex (females) 56.8% 75.2% <0.0001
Race (White/non-White) 69.7%/30.3% 74.3%/25.7% 0.13
Answered survey as self vs. parent/guardian 87.7 vs. 12.3%
Current study type

Diabetes/diabetes prevention 24.5%

General health and wellbeing 12.4%

Nutrition 5.0%

Pediatrics 5.4%

Weight loss 15.4%

Women'’s health 1.2%

Healthy aging/Alzheimer’s disease 36.1%
Previously participated in a study at PBRC 40.5% 41.9% 0.68
Previously had symptoms of COVID-19 5.2% 19.6% <0.0001
Knew someone who became ill with COVID-19 49.4% 72.7% <0.0001

*Some data may be missing due to incomplete surveys. SD: standard deviation; PBRC: Pennington Biomedical Research Center; COVID-19: coro-

navirus disease 2019.

is a secure, web-based software platform designed to support
data capture for research studies, providing: 1) an intuitive in-
terface for validated data capture; 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 data integration and interoper-
ability with external sources.

For this study, we conducted surveys in two different
ways. From May 26, 2020 to August 11, 2020, paper surveys
were provided to participants who returned for in-person study
visits at PBRC. Surveys were filled out anonymously and
placed in a designated box. On August 6, 2020, a link to a
REDCap survey was sent to 29,574 subscribers on a standing
e-mail list consisting of previous research participants and oth-
ers interested in joining research studies to serve as a compari-
son group to those filling out the survey in-person. The RED-
Cap survey was closed on September 11, 2020 while the state
remained in phase two of reopening. The study was reviewed
by the PBRC Institutional Review Board and was determined
to be exempt.

Survey

The paper survey had 15 questions total and was divided into
two parts (participant characteristics and participant attitudes).
The online survey had one additional question asking whether
the person had an in-person visit between May 22 and July
31, 2020 to help eliminate duplicate responses. The survey can
be viewed in the Supplementary Material 1 (www.jocmr.org).
The first part gathered information about demographic char-
acteristics of the participants and the second part presented
statements about research and in-person visits that required
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participants to answer on a scale of 1 (absolutely disagree) to
10 (absolutely agree).

Study population and data collection

Adults 18 years and older were allowed to fill out the survey.
Participants and/or their legally authorized representative or
parent/guardian who attended a study visit in-person with their
child were allowed to fill out the paper survey. Information
concerning age, sex, race, and personal experience with COV-
ID-19 was collected.

Statistical analysis

Descriptive statistics were used to compare demographic char-
acteristics between those who filled out the survey in-person
versus online. Based on the distribution of the survey respons-
es, three categories of responses were created: disagree (1 - 3),
neutral (4 - 7), and agree (8 - 10). Chi-square tests were used
to compare the percentages in these categories between the in-
person and online groups.

Results

A total of 251 people completed paper surveys in-person at
PBRC out of a total of 512 visits that occurred from May 26,
2020 to August 11, 2020. In addition, a total of 1,537 people
completed the survey online via REDCap and indicated that
they had not had an in-person visit during the time when paper
surveys were administered. Demographic characteristics of both
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groups are presented in Table 1. The highest proportion of people
who filled out the survey in-person were participating in healthy
aging/Alzheimer’s disease studies (36.1%). Those who complet-
ed the survey online were slightly older, were more likely to be
female, more likely to have had symptoms of COVID-19, and
more likely to know someone who became ill due to COVID-19.

In the second part of the survey, more than half of partici-
pants (52.2%) who came for in-person visits thought they were
low risk for severe illness related to COVID-19 compared to
38.4% of people who filled out the survey online (P = 0.0002,
Fig. 1a). In terms of attending in-person visits, 88.4% of those
who attended an in-person visit vs. 62.7% who filled out the
survey online agreed with the statement that they felt safe do-
ing an in-person visit at PBRC (P < 0.0001). More people who
completed the survey online preferred to do as many study vis-
its over the phone or internet as possible (37.8% vs. 22.7%,
P < 0.0001, Fig. 1b). The majority of people in both groups
(in-person vs. online) agreed with the statement that clinical
research is important because of the health benefits received
(73.5% vs. 68.1%, P = 0.12) and with the statement that clini-
cal research helps other people (92.2% vs. 88.4%, P = 0.18).
As seen in Figure 1c, more people who came to in-person vis-
its disagreed with the statement that clinical research is impor-
tant because of the financial incentives received compared to
people who filled out the survey online (42.4% vs. 34.9%, P
= 0.04). Finally, as seen in Figure 1d, more people who came
to in-person visits agreed with the statement that clinical re-
search is even more important than before COVID-19 (54.2%
vs. 44.3%, P =0.0035).

Discussion

The unique situation of stay-at-home orders to mitigate the
spread of COVID-19 presented an opportunity to assess gen-
eral attitudes around in-person clinical research visits and to
better understand who would be willing to resume in-person
research visits. This survey study attempted to capture infor-
mation from people who returned to in-person visits at PBRC
as well as from people who were not currently participating in
a research study via an online platform. It has been previously
reported that four in 10 adults in the USA reported avoiding
medical care due to concerns related to COVID-19 [5]. Inevi-
tably, this pandemic has also affected clinical research signifi-
cantly and has caused disruptions to clinical trials worldwide
with an estimated 80% of non-COVID-19 trials being stopped
or interrupted [6]. Moreover, one report from May 2020 noted
an average decline of 74% in new participant enrollment com-
pared to the same time period in 2019 [7]. On the other hand,
COVID-19 has helped to address some of the inefficiencies
related to conducting clinical research as COVID-19 trials
have been stream-lined and fast-tracked [6]. Thus, it is impera-
tive to better understand the characteristics and perspectives of
participants who are willing to return to in-person visits and to
apply these findings to revising existing and upcoming stud-
ies to accommodate as many participants as possible. Finally,
information collected through this survey may help to inform
the resumption of clinical research activities after a prolonged
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closure of an institution and may provide some important con-
siderations about what participants prioritize prior to reopen-
ing for in-person research visits.

Limitations

There are several limitations to this survey study. The study
population was self-selected whereby those people who were
more comfortable with in-person visits came back to PBRC.
The research participants who agreed to come back for in-
person visits may have been skewed by the ongoing studies
at the time. As an example, the age of the people surveyed
may have been skewed by the high number of healthy aging/
Alzheimer’s studies being conducted (36.1% of respondents
were participating is this type of study). However, those who
filled out the survey online were slightly older. In addition,
those who answered the survey online may have previously
participated in research; whereas, those who were less famil-
iar with research or had not done a previous study may have
been less likely to fill out the survey. Answers may change
over time and could have been dependent on the prevalence
of COVID-19 infection or other factors in a certain region.
Therefore, the results may not be generalizable to the popula-
tion at large.

Conclusions

The perception of being high risk for morbidity related to
COVID-19 did not seem to impact those who attended in-per-
son visits and nearly 90% of people felt safe during their visit.
There does not appear to be a strong feeling either way for
conducting study visits over the phone or online. For the most
part, people feel that clinical research is important because of
the health benefits they receive and because it may help others.
These data may provide important considerations as more sites
reopen for in-person clinical research visits and may also pro-
vide important considerations in the planning of future studies
in the era of COVID-19.

Supplementary Material

Suppl 1. Survey of participant perspectives on resuming clini-
cal research.
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Figure 1. (a) Low risk for severe illness related to COVID-19. (b) Prefer to do visits over the phone or internet. (c) Research is
important because of the financial incentives. (d) Research is more important than before COVID-19. COVID-19: coronavirus
disease 2019.
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