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Abstract
Background  Many studies in infectious diseases struggle to recruit participants. The SARS-CoV-2 infection, 
transmission dynamics, and household impact in Malawi (SCATHIM) study reported a refusal rate of 57.2%. Adequate 
publicity can lead to more people participating in studies. This study explored the reasons for participating in the 
SCATHIM study.

Methods  A descriptive qualitative study informed by the theory of reasoned action was conducted in Blantyre 
between January 2022 and March 2022 to assess factors that influence participation in a COVID-19 study among 10 
index cases, 10 caregivers, 10 study decliners, and 5 research staff. The data were collected via in-depth interview 
guides, audio recorded, transcribed, managed via NVIVO and analysed via a thematic approach.

Results  The factors that motivated participation in the study included one’s knowledge of COVID-19; potential access 
to medical services, including free COVID-19 tests for members of the household; financial reimbursements; and the 
ability to contribute scientific knowledge. The barriers to participation included minimal publicity of the study amidst 
a novel condition, perceived stigma and discrimination, perceived invasion of privacy, discomfort with the testing 
procedures, and suboptimal financial reimbursements.

Conclusion  Effective publicity and outreach strategies have the potential to decrease refusal rates in study 
participation, especially if a condition is novel. Studies on infectious diseases should address stigma and 
discrimination to promote participation and ensure participant safety.
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Background
The coronavirus SARS-CoV-2 (COVID-19) is a highly 
infectious and fatal disease that evokes fear among 
communities. As of December 3, 2022, Malawi alone 
recorded a total of 88,086 confirmed cases of infection 
and 2,685 deaths [1].

Since then, Malawi has implemented various pan-
demic-related studies. Through Kamuzu University 
of Health Sciences, a study was undertaken to under-
stand SARS-CoV-2 infection, transmission dynamics, 
and household impact in Malawi (SCATHIM). The key 
goal was to understand the secondary attack rate of the 
COVID-19 virus from an index case in a household set-
ting. However, during the implementation of the study, 
investigators noted a refusal rate of 57.2% among the 
eligible potential participants [2]. A key determinant of 
a successful study is to efficiently recruit and retain an 
adequate number of study participants [3]. However, 
worldwide, medical studies face pressure and several 
challenges concerning the recruitment and retention of 
participants. Studies regarding highly infectious diseases 
tend to face even more challenges with the recruitment 
of participants [4].

Several factors influence participation in studies. The 
provision of financial incentives in a COVID-19 study in 
South Korea was a catalyst for increasing the voluntary 
participation and testing of individuals, with the poten-
tial to limit the rapid spread of the infection at a lower 
cost [5]. Previous studies further suggest that access to 
better treatment [6] and approval and support by fam-
ily and friends aid people in participating in a research 
study [7]. The factors that impede participation in clinical 
studies include a lack of approval by friends and family 
[8]; a lack of study benefits at the individual or commu-
nity level; limited knowledge and understanding of the 
research process, which is more prevalent among par-
ticipants living in rural areas; and perceptions of flawed 
recruitment measures that lack community engagement 
[9]. Understanding the recruitment process implies that 
research participants can comprehend the information 
provided and appreciate its relevance to their situations 
[9]. A study conducted in Blantyre suggested seeking 
consent from the chief or community leaders before a 
sensitization meeting in the targeted community as a 
strategy for recruiting participants into a study because 
it creates a sense of security and safety among the com-
munity members [9].

In the SCATHIM study, individuals who tested posi-
tive for COVID-19 for the first time were called and noti-
fied of their results by the Blantyre district health office 
team. They were further notified that a KuHES team was 
interested in contacting them to explain the COVID-19 
study that they were conducting. Those who accepted 
the invitation were called by the study team for more 

discussions on the matter. Those who agreed were visited 
at their homes and consented to participate in the study, 
i.e., the index case and their household contacts. The 
qualitative component of the study included caregiver 
and index cases, where a caregiver was defined as “one 
providing most of the care to the patient.” Participants 
in the SCATHIM study undertook several responsibili-
ties, including permitting weekly visitations by the study 
team to monitor their clinical status, collecting nasal and 
throat swabs for retesting for COVID-19, and collecting 
blood samples for immunological tests.

The study managed to enrol 581 participants, repre-
senting 21% of the total population contacted. A total of 
153 (95%) index cases and 344 (84%) contacts continued 
in the study until day 28 (study exit day). It is not known 
what motivated a smaller proportion of eligible people to 
enroll and remain in this study, as well as the factors asso-
ciated with nonparticipation in studies of highly infec-
tious diseases such as COVID-19. This study explored 
the experiences and factors associated with participating 
in a COVID-19 study among index cases, caregivers, and 
research staff. Exploring the participants’ experiences as 
well as learning their enablers and barriers to study par-
ticipation is one way to help in finding solutions in study 
recruitment and retaining participants.

Conceptual framework
This study used the theory of reasoned action (TRA), 
which is a behavioural theory that assumes that human 
beings are rational and make systematic use of the infor-
mation available to them. People consider the impli-
cations of their actions before they decide whether to 
engage in certain behaviours. The TRA was an ideal 
framework for this research because it enhanced the 
exploration of motivational influences on the basis of 
one’s attitudes, intent, and subjective norms on whether 
to participate in a study of a highly infectious disease.

Methods
Study design
This descriptive qualitative research was nested within 
the SCATHIM study (mother study) (Fig. 1). SCATHIM 
is a prospective cohort study that was undertaken by 
Kamuzu University of Health Sciences researchers to 
determine the infection transmission dynamics and 
household socioeconomic impact of SARS-CoV-2 infec-
tion in Malawian settings. In the present study, in-depth 
interviews were conducted with index cases (first labo-
ratory-confirmed cases of COVID-19 in the household), 
their caregivers, those who refused to participate in the 
mother study, and SCATHIM research staff.
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Study setting
The study replicated the same setting as the mother 
study, which was conducted in communities located in 
Blantyre, a district located in southern Malawi with a 
population of 1.25 million as per the 2018 Malawi Popu-
lation and Housing Census Report, of whom 64% reside 
in urban areas [10]. Like the mother study, the study 
sought participants from rural, urban low-density, and 
urban high-density areas, hence providing good rep-
resentation. The study location was selected to include 
views of people living in various social and economic sta-
tuses to broaden the scope of the responses.

Sample size
A purposive sampling method was used to select 35 
study participants while applying maximum variation. 
In this case, the area of residence was the variable that 
determined the maximum variation of the sample. We 
selected index cases that were willing to share their expe-
riences after they participated in the SCATHIM study. 
Caregivers were included to understand the reasons 
why their patient (the index case) chose to participate, 
whereas study decliners were selected to understand the 
reasons that made them refuse participation. We further 
included research staff to explore their experiences while 
conducting the study, as they had direct encounters with 
index cases, caregivers, and refusals.

Data collection
Data were collected via telephone by the primary 
researcher via a semistructured tool (Supplementary File 
1) from January to March 2022. At the time of data col-
lection, the researcher was studying for a master’s degree 
in public health and had a degree in media and commu-
nication. The researcher is female, has received training 
in qualitative research, and was working under the men-
torship of her supervisor, who is a seasoned qualitative 
researcher. The researcher introduced herself as a student 
who was pursuing her studies at Kamuzu University of 
Health Sciences and had no prior relationship with the 
participants. We opted for telephone interviews because 
they ensured convenience and ease of data collection, as 
the qualitative data in the mother study utilized the same 
approach, and a database of contact details was read-
ily available to the researcher. Additionally, in January 
2022, when the researcher started collecting data, there 
was a surge in COVID-19 cases; hence, interviews were 
conducted over the phone. The data tools were pretested 
on one research staff member and one caregiver to deter-
mine their ability to collect reliable and valid data before 
data collection. After the pretest, the tools were revised 
to include more open-ended questions and probes to 
ensure that all nuances were explored. None of the par-
ticipants refused to participate in the study, and they 
were all audio-recorded.

The interviews were conducted in English as well as 
Chichewa as per the participant’s preference and lasted 

Fig. 1  Illustration of the flow of the SCATHIM study indicating sections where participants were drawn from
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for 30 min on average. Field notes were captured to note 
any aspects that were not within the data collection tools. 
There were no repeat interviews. Data were collected 
until no new ideas emerged from the participants. We 
maximized the trustworthiness and rigor of the study 
by summarizing the key points that were discussed in an 
interview at the end of each interview as a form of mem-
ber checking [11]. Credibility was established by increas-
ing the visibility of the researcher’s involvement by 
sharing their number for further questions or comments, 
creating enough time to chat with the participants, which 
showed prolonged engagement with the participants. 
Transferability was attained by providing sufficient con-
textual information about the data collection sites to 
enable the reader to make such a transfer [11]. Further-
more, the presentation of quotes supporting the findings 
increased the confirmability of the findings [11]. Our 
results were reported according to COREQ guidelines 
(Supplementary File 2).

Data management and analysis
All the data were kept on a computer with a passcode 
known only to the investigator. The researcher tran-
scribed the interviews verbatim in Chichewa and Eng-
lish. Audios in Chichewa were translated into English 
for coding. Data were managed by NVivo 12 software 
(QSR International, Melbourne, Australia). A coding 
guide was developed by VM and ALN-M by indepen-
dently coding three transcripts [12]. Codes were induc-
tively realized from the data and deductively from the 
framework of the study [13]. Once the three transcripts 
were coded, VM and ALN-M discussed the codebook 
to develop a codebook that was used by VM to code the 
rest of the transcripts [Supplementary File 3 Code Book]. 
VM and ALN-M held multiple meetings to discuss the 
coding process, review the coded data, and appraise the 
new codes being added to the codebook. The researcher 
allocated preliminary codes to the data to describe the 
content following the codebook, which simplified and 
reduced the dataset into meaningful small chunks [14, 

15]. The data were analysed via a thematic approach, 
as suggested by Braun and Clarke [16]. The researchers 
familiarized themselves with the dataset by reading and 
rereading the transcripts when developing the code-
book. Similar codes were grouped under the overarching 
themes of experiences in participating in a COVID-19 
study, enabling enrolment in a COVID-19 study, and 
barriers to enrolment in a COVID-19 study. The data 
were reviewed under each theme to ensure congruence 
between the theme and the data under it and to further 
classify the data into subthemes. For example, the data 
under enablers were classified according to the type of 
enabler, such as financial reimbursements or access to 
medical services. The themes were examined for suffi-
ciency and accurate data representation, and they were 
cross-referenced with the audio to ensure that the results 
were not misrepresented. To ensure that the themes 
and subthemes remained distinct from one another and 
did not overlap, the subthemes with limited data were 
blended with others that were comparable or related. To 
achieve clarity in the data presentation, the subthemes 
were discussed iteratively among the researchers.

Ethics considerations
Ethical approval was obtained from the College of 
Medicine Research Ethics Committee (COMREC) (P. 
10/21/3445) before any study procedures were per-
formed. COMREC is based in Blantyre, Malawi, and is 
an institutional review board for Kamuzu University of 
Health Sciences, which is in Blantyre, Malawi. All par-
ticipants provided verbal informed consent prior to study 
participation, and this was approved by the Institution 
Review Board. The consent form was read to them, and 
it provided the rationale and selection process of indi-
viduals for participation and stated that they were free to 
withdraw at any point, which was captured through the 
recording of the conversation. If some were illiterate, the 
presence of an impartial witness was not possible consid-
ering the nature of the consent process. All participants 
provided consent prior to study participation. The inter-
views were conducted in a private space so that there 
was no overhearing of the conversations. All participants 
were given an identification number, and no names were 
recorded on transcripts or used in final reports. The data 
were stored on a password-protected laptop belonging to 
the researcher.

Results
The characteristics of the study participants are displayed 
in Table 1. The majority of the participants were males. 
Six of the caregivers were married. Five caregivers were 
employed, three ran businesses, and two were students. 
Of the 10 decliners, eight were employed, whereas two 
were not employed.

Table 1  Characteristics of the study participants
Characteristic Index 

cases 
n = 10

Caregivers 
n = 10

Decliners 
n = 10

Re-
search 
staff 
n = 5

Sex
Male 7 6 7 1
Female 3 4 3 4
Age 25–44 25–25 22–45 25–44
Education Level
College 5 6 4 5
Secondary 4 4 4
Primary 0 0 2
No Education 1
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Experiences in participating in a COVID-19 study
The experiences that the participants shared centered on 
knowledge of COVID-19, medical studies, the SCATHIM 
study, and the recruitment approach.

Knowledge of COVID-19, medical studies, and the 
SCATHIM study
When the participants were asked for their understand-
ing of COVID-19, most participants linked COVID-19 
to their definitions of a virus, elaborated on the transmis-
sion process, and described the signs and symptoms.

“It is a virus that attacks one’s respiratory system, 
and with it, various complications arise, such as loss 
of breath, sweating…no, rather fever, loss of appetite. 
It was a disease that emanated from China in 2019, 
and it is now a world pandemic. That is what I can 
say.” [Participant 1, Index Case, Chilomoni].
 
“Alright, COVID-19 is a respiratory disease—a 
virus rather. It attacks the respiratory system and, 
with it, results in signs and symptoms such as loss of 
breath, body pain, etc. It is easily transmitted from 
person to person, especially when social distance is 
not observed. It can be deadly if not well managed. I 
think that’s what I know about COVID-19.” [Partici-
pant 22, Caregiver, Chilomoni].

When asked about their understanding of medical stud-
ies, index cases and caregivers stated that medical studies 
entail research to discover something that needs further 
exploration in medicine.

“Well, a medical study is when scientists conduct 
research in a particular area to discover something. 
It’s what you are doing here.” [Participant 3, Index 
case, Chileka-Chatha].
 
“A medical study is an area of research where those 
in the medical field are researching to understand a 
particular area of interest to understand or find a 
solution for that particular gap. I hope I make sense.” 
[Participant 4, Caregiver, Namiwawa].

Index cases and caregivers reported having some knowl-
edge of what the SCATHIM study was, and they related it 
to COVID-19. They stated that the study was interested 
in following those who had tested positive for COVID-19.

“Well, from what I remember, I know that this was a 
COVID-19-related study that was being conducted 
by the College of Medicine. They told us that they 
had taken our records from the DHO’s office and 
that they were interested in us participating, as we 

had tested positive for COVID-19. Therefore, the 
plan was that they would be coming to our homes 
to test and take samples of not just me but the entire 
household. I think they said their interest was the 
transmission aspect, if I am not mistaken. That’s 
what I can recall for now.” [Participant 7, Index case, 
Namiwawa].

On the other hand, other participants did not know 
about the SCATHIM study altogether; they stated that 
they were only seeking help and wanted support from 
hospital officials when they were approached to enroll.

“As a caregiver, I noted that the main reason was 
for them [the index case] to be assisted and recover; 
about the study, they didn’t know much or what its 
aim was.”[Participant 5, Caregiver, Chilomoni].
 
“I will be honest with you; I don’t recall what exactly 
they shared with me about the study. I just remem-
ber that it involved researching COVID-19. I just 
wanted to be helped.” [Participant 6, Index case, 
Chileka-Chatha].

Recruitment approaches
The index cases and caregivers were able to share how 
they heard about the SCATHIM study and how they 
were approached to be part of the study. The participants 
explained that they received phone calls that explained 
to them about the study and why they were being 
approached; others heard it from their family members 
who had been approached, and others were given con-
sent forms that explained the study and the recruitment 
process itself.

“The recruitment approach was quite detailed. I 
think at that time, it was quite detailed. I remember 
she telling us that as part of the study, there will be 
several tests that will be occurring after some period.” 
[Participant 8, Index case, Chilomoni].
 
“How did I get to learn about it? Okay my wife at her 
workplace was referred to the College of Medicine for 
a test. Therefore, in the midst of her going there for a 
test after getting the results, I think that’s when she 
was approached and introduced to the whole study, 
and that’s how the whole household was recruited 
for the study.” [Participant 9, Caregiver, Chilomoni].

Enabling enrollment in a COVID-19 study
The factors that facilitated enrollment in the SCATHIM 
study included knowledge of COVID-19, medical 
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services, access to medical services, financial reimburse-
ments, and the need to contribute to the findings of the 
study.

Knowledge level of COVID-19
Research staff indicated that the level of knowledge of the 
pandemic was an enabler for those who mostly chose to 
participate. The participants who lived in urban areas, 
especially low-density urban areas, were more knowl-
edgeable and exposed to the pandemic and rarely refused 
to participate.

“Therefore, most of the time, it was very hard, but 
those who were participating were mostly motivated 
due to their knowledge level on the subject. They 
were able to understand the motive behind what we 
wanted to achieve at the end of the day.” [Participant 
33, Research Staff].

Medical services
The subthemes under this theme include a quest to 
understand the COVID-19 status of other household 
members and access to medical services.

A quest to determine the COVID-19 status of other 
household members
Some index cases indicated that their main interest in 
participating in the study was that they could know the 
status of their households as a measure of controlling 
transmission. They viewed this as a convenient way to 
access a test as opposed to accessing it at a health facility, 
where they may have had to queue for a long time. This 
approach also guaranteed frequent tests until a house-
hold was rated as an infection-free zone.

“Okay, aah, I wanted to know whether the people 
I am staying with within my household are safe 
because they told me that I was found with COVID-
19. Therefore, I also wanted them to check because, 
it would have been an opportunity for me to get 
tested each time. Therefore, to me, I saw it as a good 
thing because they were following us home to moni-
tor how we were doing. It was an easy thing for me. 
Because when you go to the hospital, you do stay on 
the line. Because at the hospital, getting t tested for 
COVID-19 wasn’t easy.” [Participant 5, Index Case, 
Chilomoni].

Access to medical care
Most of the research staff shared that index cases and 
caregivers attributed the opportunity to access medical 
services so easily as their main motivation to participate 

in the study. With respect to the information they were 
given regarding the study, they knew that they had the 
opportunity to call health workers if they were not feel-
ing well.

“And then most of them chose to participate because 
they had a serious illness, so they thought once they 
participated in our study, that meant they were 
going to receive good treatment. That was the main 
motivation.” [Participant 31, Research Staff].
 
“They [index cases] thought their quality of health 
and life would easily improve because we were vis-
iting them weekly. Therefore, some felt comfortable 
that our things would work; we wouldn’t be going to 
the hospital; people would be visiting us. Therefore, 
they were feeling good, and some were asking ques-
tions through their phones anytime they wanted. 
As a result, it was a good thing.” [Participant 35, 
Research Staff].

Financial reimbursements
Some caregivers and index cases stated that receiving 
money while participating in the study was a motivation 
to stay in the study, considering the economic hardships 
that the pandemic had caused.

“Of course, there was another motivating factor, 
which was that at the end of the day, we will be pay-
ing you some amount, it was quite motivating to the 
other guys in the household.” [Participant 9, Care-
giver, Chilomoni].

Need to contribute to the response to the pandemic
Very few participants shared the view that their partici-
pation was intended purely to help find answers to the 
study being carried out in response to the pandemic. 
They said that their participation in the study would help 
give the researchers answers for a greater reason in trying 
to understand the area of interest they want to know and 
that they would have helped in finding solutions for the 
greater good.

“Well, the pandemic is something that affects every-
one. Therefore, I thought it was quite important that 
we take part as well so that whatever can be done to 
combat the pandemic should be done.” [Participant 
8, Index Case, Chilomoni].
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Barriers to enrolment in a COVID-19 study
The commonly cited barriers included minimal study 
publicity and stigma/discrimination. The other barriers 
were suboptimal financial reimbursements, invasion of 
privacy, and testing procedures.

Minimal study publicity
In most index cases, the research staff as well as the study 
decliners indicated that the study lacked adequate pub-
licity, as they were not aware of the study before being 
approached by the research staff. They stated that pub-
licity on various media platforms would have helped give 
them confidence in its legitimacy and existence before-
hand, considering that the study occurred at a time 
when the occurrence of COVID-19 was marred with 
skepticism.

“When selling anything to an audience, visible pub-
licity is key. I feel the study would have gotten the 
necessary attention it needed had they been com-
municating about it, noting that it was happening 
during a time when everyone was scared and facili-
ties did not have adequate testing kits. So imagine 
the number of people who would appreciate having 
medical personnel follow and test you for free.” [Par-
ticipant 26, Caregiver, Chileka-Chatha].

Research staff acknowledged that there was limited pub-
licity about the study and attributed that as a factor in 
nonenrollment in the study.

“We didn’t do much publicity. There was no sensi-
tizing community, moving around, or using fliers, 
radio, television, or any radio station. Maybe had 
it been that we did a lot of sensitization around the 
communities, people would have known that this 
was happening.”. [Participant 35, Research Staff]

Other participants suggested that community lead-
ers, such as chiefs and pastors, could have been utilized 
through their churches to help engage, which would have 
helped the study gain substantial participants.

“We need to know. Use the media to publicize your 
study, churches, mosques, chiefs, or any other influ-
ential figures in our communities to engage us; it 
makes it easier to trust you when you call for us to 
enroll in studies.” [Participant 8, Index case, Chilo-
moni].

Stigma/discrimination
Discussions with the SCATHIM research staff indicated 
that potential participants declined to participate in the 

study because most people feared stigma from society. 
This was mainly a result of the limited knowledge of 
COVID-19 by those surrounding them. They said that 
participants feared that the moment those surrounding 
them saw the health workers in their protective wear and 
arriving in an ambulance to conduct study procedures, it 
would lead to more stigma.

“The major one is stigma; that one was a blow 
because most people saw that the moment we visit 
them, it’s an alarm to the community around, and 
people are refusing to go to their homes… People 
were afraid that since the car was supposed to visit 
them every week, it would be an alarm to their com-
munity, hence leading to stigma [participant 34, 
Research staff].

On their part, some decliners felt that they had inad-
equate time to process the possibility of joining a study, 
especially when they factored in the stigma associated 
with being infected with COVID-19. The participants 
also weighed the effects of their participation on their 
families.

“Well, basically, I wasn’t emotionally ready to be in 
a study. By that, I mean, I just didn’t feel the need 
to expose my family to the stigma that was coming 
in with the pandemic in those earlier days. Don’t get 
me wrong, the thought of getting first-hand support 
from a medical team was tempting, but I was uncer-
tain how my family would also feel about it. I didn’t 
want it to feel as if they were imposed on it.” [Partici-
pant 25, Decliner, Chileka-Chatha].

Financial reimbursements
Some participants who refused to participate in the study 
attributed it to the financial reimbursement that was pro-
posed. They mostly stated that the money offered was 
small.

“The money that you said you would give us was so 
little, so aah, that’s when I just decided not to pro-
ceed.” [participant 28, Decliner, Chileka-Chatha].
 
“When I heard that we would be given some sort of 
money for the time spared to participate, I did get 
tempted to participate, but when I learned of the 
amount, I immediately lost interest. I was expecting 
thousands of Kwachas (laughs). Yeah, but they can 
do better.” [Participant 24, Decliner, Chilomoni].
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Invasion of one’s privacy
Some participants chose not to take part in the study 
because they felt that their privacy was being invaded 
and feared the possibility of their health issues being pub-
licized through social media for others to see.

“First, I just wasn’t interested; I believe issues to do 
with my health are private and should remain that 
way.” Pparticipant 30, Decliner, Namiwawa].
 
“It’s just my belief that my health is something that 
should remain a private matter, so I will be hon-
est with you; I don’t think I would ever be part of a 
study.” [Participant 23, Decliner, Chileka-Chatha].

Researchers corroborated the participants’ views and 
reported that some participants who refused participa-
tion in the study were mainly concerned with their pri-
vacy and the likelihood that it would predispose them to 
stigma and discrimination related to COVID-19.

“Some people were denying to participate not 
because they are illiterate but because they would 
like to safeguard their privacy.” [Participant 32, 
Research Staff].
 
“They feared for their privacy. They also felt that 
there was going to be stigma from the neighbours 
but also that they had doubts about us (health care 
workers). They feared that we might take their infor-
mation and tell other people. You know issues to do 
with social media. They were afraid that maybe they 
would wake up one morning and find their names 
written somewhere that they have COVID-19 or 
whatever.” [Participant 34, Research Staff].

Testing procedures
Index cases and caregivers, as well as research staff, 
expressed concern with the testing procedure. They 
reported that the process of inserting the swab into the 
nose resulted in discomfort. The feeling of discomfort in 
their nose that lasted for a considerable amount of time 
made them very uneasy with the procedure.

“For starters, I think they need to find friendlier 
modes of testing participants than the nasal swab. I 
will be honest with you, even as a grown man, I can 
never get used to that process; it is so uncomfortable. 
Therefore, imagine testing an entire household that 
consists of children as well for a certain period … I 
don’t think anyone would easily volunteer for that.” 
[Participant 1, Index case, Chilomoni].

 
“Testing for COVID-19 can be improved. The oral 
one is also painful, but the number one is nasal. 
The children mostly dreaded the test because it was 
painful. Yes, there should be another way.” [Partici-
pant 4, Caregiver, Namiwawa].

Healthcare workers supported the caregivers and index 
case experiences with the testing by sharing their experi-
ence in conducting the tests. They stated that a lot of fear 
came from the thought that the procedure would be done 
repeatedly throughout the study.

“Others would say the procedure is so painful, so 
with our explanation that the samples will be col-
lected twice or three times, we faced a lot of fear 
from them.” [Participant 31, Research staff].

Discussion
Our study revealed that the index cases and caregivers’ 
perceptions of participating in a COVID-19 study dem-
onstrated an adequate understanding of what COVID-19 
is and what medical studies are, as well as an understand-
ing of the recruitment procedure. The enablers of par-
ticipation included access to medical services, the level 
of COVID-19 knowledge, financial reimbursements, and 
advances in the science of COVID-19. The barriers to 
participation included suboptimal financial reimburse-
ments, invasion of privacy, and testing procedures, and 
the commonly cited barriers were discrimination and 
stigma and minimal study publicity.

Perceptions of medical studies and recruitment 
approaches
The findings from the study demonstrate that the partici-
pants had an overall understanding of what COVID-19 
was, as well as what medical studies entail. A good level 
of knowledge about a disease is a key factor in causing 
individuals to become infected and helps them under-
stand their study needs when they are approached [17]. 
In our study, most of the index cases and caregivers 
understood what COVID-19 was, which accelerated their 
willingness to participate in the study. This heightened 
level of understanding could be explained by the higher 
literacy level of the participants who were recruited for 
this study.

Participation in research must be voluntary [18] and in 
a manner that offers participants adequate time and the 
ability to freely consider whether they wish to take part. 
Undue pressure because of the timing of the request, who 
makes the request, the method of request, or the offer-
ing of undue inducements should be avoided [18]. Our 
findings show that the index cases and caregivers were 
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properly recruited by the SCATHIM research staff, who 
gave them adequate information and presented them 
with consent forms. An earlier European study revealed 
that a well-conversed research team is key to the recruit-
ment team, as it will be able to share the right informa-
tion with the participants [19]. This means that the 
researchers were well trained on recruitment procedures 
and provided adequate information to potential partici-
pants before recruitment.

Enablers of participation in a COVID-19 study
Our findings revealed that caregivers indicated that 
their patients (index cases) chose to participate largely 
because they wanted to access better treatment. Simi-
larly, another study in Brazil reported that many study 
participants enroll in clinical studies because they believe 
that they will have improved access to health care and a 
better quality of care [20]. The participants believe that 
they will be better able to check their health and avoid 
the time that they would spend in the public health sec-
tor. Moreover, the ability to call a study physician at any 
time is attractive to most patients [20], which was also a 
shared feeling among our respondents. The need for easy 
access to medical services could have been largely influ-
enced by the increase in cases and deaths due to COVID-
19 at the time the study of mothers was conducted. The 
COVID-19 variant beta wave identified in South Africa 
was attributed to the second wave in Malawi, which was 
also the time when the SCATHIM study was being con-
ducted. The increase in the number of cases during this 
wave resulted in hospitals being overwhelmed, further 
resulting in substandard services offered to COVID-19 
patients [21]. This has been reported before in an earlier 
Malawian study where participants reiterated that their 
main motivator to participate in a study was the guar-
antee of better medical treatment [9]. The respondents 
in a Malawian study characterized normal health care 
in health centres as inadequate with limited diagnos-
tic capabilities, which compromises the treatment one 
receives, which is further compromised by the lack of 
supplies such as medications [9]. Hence, studies that are 
perceived to provide additional care to participants in an 
infectious disease setting are more likely to attract easy 
participation.

Our findings showed that the quest to understand 
the COVID-19 status of other household members as a 
way of controlling transmission among their households 
was another factor that motivated their enrolment in 
the SCATHIM study. This finding is consistent with the 
results of a multicentre study conducted in Egypt, Saudi 
Arabia, and Jordan, which revealed that approximately 
50% of the study participants had positive attitudes 
towards participation in COVID-19 trials, and the main 
factor that influenced public willingness was the desire 

to protect family members from COVID-19, accelerat-
ing the return of life to normal [22]. This finding further 
agrees with the TRA’s element of belief, which states that 
a person’s attitude towards performing some behavior 
is a function of the beliefs that one holds regarding the 
behavior [23]. In this case, the participants believed that 
their choice to participate in the study was the solution to 
protecting their families.

Our study revealed that most participants had a good 
understanding of COVID-19 and medical studies, which 
was a factor in their willingness to participate and could 
also be further based on the participants’ demographics. 
Similarly, a study in India focused on the awareness and 
understanding of the COVID-19 virus among rural and 
urban populations.

According to an Indian study, rural residents require 
considerably more information and awareness about 
COVID-19 for infection prevention and control than 
do urban residents. Rural residents are less aware of 
the virus than urban residents [24]. It may be that those 
in urban areas are likely to be educated and therefore 
knowledgeable and concerned about their health and 
well-being through access to more information sources 
and become more engaged in life events that could 
impact them [24], such as COVID-19. The above find-
ing is also consistent with the theory of reasoned action 
(TRA), which assumes that human beings are rational 
and make systematic use of the information available to 
them [25]. The belief that people hold about a behav-
ior follows reasonably well from the information and 
knowledge that people possess about the behavior under 
consideration. These beliefs originate from a variety of 
sources, such as personal experience, formal education, 
radio, newspapers, TV, the internet, and other media, as 
well as interactions with family [25].

Financial incentives, as reported in our study, have 
been suggested as catalysts to increase the voluntary 
participation and testing of individuals and can play a 
vital role in limiting the rapid spread of the infection at 
a lower cost if monetary rewards are given [5]. In Ghana, 
as in Malawi, the IRBs have set the allowable amount 
for a token or incentive as a way of minimizing coercion 
because of what participants stand to gain if they par-
ticipate in the study [26, 27]. Participants in a Vietnam-
ese study indicated that they did not join studies merely 
for financial reimbursements alone but had other inter-
ests that were different from what the healthcare work-
ers stated [28]. Financial reimbursements have the risk of 
being coercive, especially in areas of low socioeconomic 
status [28]. Furthermore, a study conducted among the 
African-American community cautioned that individu-
als are less willing or able to consider the risks of par-
ticipation when monetary reimbursement is involved 
and described payment for research participation as just 
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one part of the “informal economy” in poor communities 
[29]. Nonetheless, it is important to note that the amount 
that the main study provided as reimbursement, which 
was 2 USD, was not high enough to coerce someone to 
join the study, and that is why others were able to opt out 
solely of this financial incentive basis if the other factors, 
in their opinion, were not strong enough to persuade 
them to join the study.

Another reason given by others for their decision to 
take part in the study was their desire to further the body 
of knowledge regarding the management of COVID-19. 
In a similar vein, an investigation into the reasons for 
community study participation found that research par-
ticipants valued studies that went beyond the specific 
study environment by helping advance basic science by 
understanding novel concepts [30]. According to the 
study, one of the things that drives people to partici-
pate in research is the desire to provide knowledge that 
would benefit medicine or the medical field [30]. Hence, 
researchers could utilize this approach by ensuring that 
the informed consent form and process highlight how 
participation in the study contributes to understanding 
the disease and how the results will be used.

Barriers to participation in a COVID-19 study
The respondents in our study emphasized a lack of 
adequate publicity as a barrier to adequate participant 
recruitment. The SCATHIM study did not adequately 
sensitize the communities to the study because of the 
COVID-19 preventive measures that were reinforced at 
the time. The measures eliminated community gather-
ings where information about an upcoming event could 
have been shared. Instead, potential participants learned 
about the study when they presented at a health facil-
ity for a COVID-19 test. Although our sample was ade-
quate, the reluctance of the others who were approached 
to join the study could be due to a lack of awareness of 
the study. Public awareness and engagement are among 
the main prerequisites of successful research [31]. The 
implementation of these principles requires concerted 
efforts from all stakeholders, including the public [31]. 
The literature suggests that effective outreach to poten-
tial research participants, especially those who are dif-
ficult to access, requires a partnership approach with 
community-based influencers, media, and other relevant 
stakeholders [32]. Engaging community members in 
research activities is crucial for meeting recruitment and 
enrollment goals and resolving key barriers [33]. Using 
community leaders as champions and recruiters is a suc-
cessful recruitment approach, as they create trust among 
participants [33]. Additionally, a study on chemical expo-
sure in pregnant women revealed that online advertis-
ing, radio, TV, posters, and flyers at hospitals and clinics 
were the most successful recruitment strategies [34]. Our 

findings and those of a previous study on public aware-
ness and perceptions of clinical research in India indicate 
that creating public awareness changes attitudes towards, 
enrolment in, and the benefits of participation [35]. There 
is a need to increase public awareness and understand-
ing of research to ensure its success while being com-
pliant with all ethical considerations. In the main study, 
COVID-19 was associated with stigma and community 
reproduction. Hence, to balance privacy and ensure that 
many people hear about the study, the approach of con-
tacting people directly was employed.

Our study revealed that some people were scared of 
being stigmatized by their communities if their sickness 
was disclosed to the public for some reason. The fear of 
being stigmatized by being in the study area may lead to 
being labeled as having spread COVID-19. Research has 
shown that stigmatized people are often associated with 
nondisclosure of their disease status [36], avoidance of 
medical care, and nonadherence to treatment to avoid 
discrimination [37]. This may severely disrupt efforts to 
manage any infectious disease outbreak [37, 38]. Similar 
findings regarding the impact of disease-related stigma 
on research efforts have been reported in other research 
fields, including HIV and mental health research. One 
study on HIV conducted in South Africa revealed that 
80% of the 400 patients with HIV who participated in 
the study did not feel comfortable disclosing their status 
due to fear of stigma [39]. While studies related to social 
stigma among individuals with COVID-19 are limited, 
the SCATHIM decliners’ experience could be similar 
to that of persons affected by other infectious diseases, 
such as HIV/AIDS and tuberculosis [40], where a large 
proportion of eligible patients refused to participate in a 
study because of high levels of stigma from society [40]. 
These findings are consistent with the TRA’s tenet on 
subjective norms as an influencer of one’s intent toward 
a behavior. Subjective norms involve individuals’ beliefs 
about the extent to which other people surrounding them 
think they should or should not perform behaviours [25]. 
Subjective norms could explain the high refusal rates 
experienced during recruitment in the SCATHIM study 
because most of the decliners made their decisions on 
the basis of what others would or said. However, for those 
who choose to participate in the SCATHIM study, the 
theory also points out that sometimes, even if others pre-
scribe a certain behavior, one may still not be motivated 
to comply. The concerns raised by regulatory bodies in 
South Africa are similarly illustrated by our findings, 
which indicate that greater incentive value may have led 
to increased participation in the study [41]. For exam-
ple, the South African Medical Council advocated the 
introduction of flat rates that compensate participants 
only for their time, inconvenience, and expenses [41]. 
The assertion by the medical council was not favourably 
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received by the community members, as it translated into 
reduced reimbursements [41]. Additionally, in a study in 
Kenya where reimbursement amounts were discussed, 
zero payments were deemed unfair, and high reimburse-
ments evoked suspicion among the prospective partici-
pants [42]. However, participants in a study conducted 
in America viewed substantial financial incentives as a 
benefit and did not perceive them as coercive or suspi-
cious but rather as compensation for their time [25]. 
The variation in perceptions between participants in our 
study and those from the USA could be secondary to the 
different socioeconomic statuses of the different settings, 
with those in the USA being less needy. The importance 
of considering substantial financial incentives as a strat-
egy to retain participants in longitudinal studies was 
similarly acknowledged by the participants in our study, 
showing that participants will be motivated to enroll in 
a study when an incentive is brought into the picture. 
Building trusting relationships between researchers and 
participants is essential in research. This can therefore 
contribute to the authenticity of the study [37]. Although 
this was done in the SCATHIM study by presenting the 
participants with consent forms highlighting the privacy 
obligations of the researchers on whatever was to be 
shared with research staff, the study findings still indi-
cated that the decliners felt that their health issues were 
not for others to know, leading to their denial of partici-
pation. In relation to this finding, a study on perspectives 
regarding privacy in clinical research revealed that when 
potential research participants are directly contacted by 
the research team after having accessed their medical 
records to determine which patients meet study criteria, 
the researchers’ access to these records violates informa-
tional privacy, hence leading to prospective participants 
not being interested in participating in their research 
[43]. Furthermore, findings from a clinical study on bar-
riers to the recruitment of HIV-infected people further 
revealed that the need for privacy in one’s status was a 
more potent barrier to recruitment than having others 
learn of other habits, such as substance use disorders. 
Prospective study participants were concerned about 
their status being exposed and family and community 
members discovering their HIV status because they had 
participated in the clinical trials [44]. This further means 
that low enrollment rates in studies can be attributed to 
the fear of personal information being exposed to a wider 
audience, as indicated by the findings.

The fear of an invasion of privacy can be linked to atti-
tude, another element of TRA, as a reason not to par-
ticipate. According to the theory, attitude formation is 
the process by which a large set of specific beliefs, which 
have been associated with behavior over time, informs an 
overall sense of favourableness toward the behavior [25]. 
Attitude is a multiplicative combination of behavioral 

beliefs, which are perceptions of the likelihood that per-
forming a particular behavior will have certain conse-
quences [25]. In this case, the idea that participating in 
the SCATHIM study would lead to their health status 
being known by others led to the belief that participation 
would breach their privacy.

The COVID-19 nasal swab testing procedure used in 
the study was a barrier to participation. Similarly, partici-
pants in a study carried out to identify perceived barriers 
to COVID-19 testing in the USA described their percep-
tions that the nasopharyngeal swab method was too pain-
ful, echoing what has been reported by the media [45]. 
Even those who had not been tested were deterred from 
doing so because of their fear of the pain associated with 
the nasopharyngeal swab. The study further revealed that 
among all sources of samples tested, those obtained from 
the lower respiratory tract and nasopharyngeal area are 
viewed to have the highest sensitivity compared with 
saliva, sputum, blood, and feces [45].

Our theoretical framework, however, indicates that 
behavioral intention is the most immediate determinant 
of behavior. It is defined as people’s readiness to perform 
a behavior [25]. This intention comes from the belief that 
performing the behaviour will lead to a specific outcome. 
This can also be attributed to the fact that the decision by 
the index cases and caregivers to participate was deter-
mined by one’s intention to want to participate, disre-
garding the discomfort that accompanies the process.

Strengths and limitations
This study collected data from SCATHIM research staff 
through in-depth interviews, which provided a better 
understanding of the subject from key stakeholders who 
interacted with index cases, caregivers, and decliners, as 
well as sharing their own experiences in the study, which 
was deemed a strength of the study. However, the study 
faced limitations due to misconceptions about the study 
being coercive, particularly among SCATHIM decliners 
who had previously declined to participate in the mother 
study. Furthermore, telephone interviews did not allow 
for observations of the participants’ reactions, which 
could have limited the amount of nonexpressed infor-
mation captured as well as the personal interaction that 
is beneficial in face-to-face interviews. Again, by only 
including participants could be reached via telephone 
introduced a bias in that we left out those who we could 
not contact via telephone and these may have had other 
insights into the topic. We conducted the study after 
some time had passed since the mother study was per-
formed, which could have resulted in recall bias among 
the participants in this study. However, we probed more 
to ensure that the recollection was detailed. Future stud-
ies should aim at including participants that had no 
telephone access to ensure a representative sample. In 
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countries like Malawi where telephonic interviews are 
not common among community members, there is a 
need on establishing how this approach can be made 
effective through dialogues between researchers and 
study participants.

Conclusion
The participants in the SCATHIM study had sufficient 
knowledge and understanding of COVID-19 and medi-
cal studies and were familiar with the recruitment pro-
cess. Decisions to participate in a study are influenced 
by perceived risks and benefits, which may not always be 
scientifically based. Publicity through various means is 
necessary to achieve optimal recruitment rates and dis-
pel rumours surrounding new studies. Studies on infec-
tious diseases should address stigma and discrimination 
to promote participation and ensure participant safety.
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