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Abstract
Background Virtual data collection methods and consent procedures adopted in response to the COVID-
19 pandemic enabled continued research activities, but also introduced concerns about equity, inclusivity, 
representation, and privacy. Recent studies have explored these issues from institutional and researcher perspectives, 
but there is a need to explore patient perspectives and preferences. This study aims to explore COVID-19 patients’ 
perspectives about research recruitment and consent for research studies about COVID-19.

Methods We conducted an exploratory qualitative focus group and interview study among British Columbian adults 
who self-identified as having had COVID-19. We recruited participants through personal contacts, social media, and 
REACH BC, an online platform that connects researchers and patients in British Columbia. We analyzed transcripts 
inductively and developed thematic summaries of each coding element.

Results Of the 22 individuals recruited, 16 attended a focus group or interview. We found that autonomy and the 
feasibility of participation, attitudes toward research about COVID-19, and privacy concerns are key factors that 
influence participants’ willingness to participate in research. We also found that participants preferred remote and 
virtual approaches for contact, consent, and delivery of research on COVID-19.

Conclusions Individuals who had COVID-19 are motivated to participate in research studies and value autonomy 
in their decision to participate, but researchers must be sensitive and considerate toward patient preferences and 
concerns, particularly as researchers adopt virtual recruitment and data collection methods. Such awareness may 
increase research participation and engagement.

Plain English Summary
Due to the COVID-19 pandemic, many research groups started conducting research activities virtually. In this 
study, we invited individuals who had COVID-19 to share their views about how researchers recruit patients and 
get their consent to participate in studies about COVID-19. Through interviews and focus groups, we found that 
British Columbians who had COVID-19 are motivated to participate in COVID-related studies, as long as researchers 
maintain usual precautions around data privacy and accommodate preferences for participation. Future studies 
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Background
In December 2019, an outbreak of coronavirus disease 
(COVID-19) was reported in Wuhan, Hubei Province, 
China [1, 2]. As of 6 September 2022, 603,164,436 cases 
and 6,482,338 deaths have been reported to the World 
Health Organization [3]. Early in the pandemic, there 
was little information about diagnostic and therapeutic 
tools to treat and manage the virus. Governments and 
industry sponsors initiated urgent funding to support 
clinical research to sequence, diagnose, treat, and pre-
vent COVID-19. Despite the need to accelerate clinical 
research about COVID-19, infection control procedures 
introduced challenges related to patient recruitment and 
data collection [4]. Many research teams halted in-per-
son recruitment and consent activities due to infection 
prevention and control measures and had limited access 
to healthcare facilities. Researchers in British Colum-
bia (BC) did not receive timely permission to recruit or 
follow-up COVID-19 patients by phone due to varying 
interpretations of the Freedom of Information and Pro-
tection of Privacy Act’s (FIPPA) privacy requirements 
and health authority concerns about COVID-19 patients 
being contacted multiple times for participation in differ-
ent COVID-19 studies [5].

Some institutions transitioned to virtual methodologies 
and consent procedures in response to COVID-19 [6, 
7]. BC’s health authorities and universities implemented 
REACH BC, a website that enables researchers to post 
recruitment opportunities to enable interested members 
of the public to find and register for participation in stud-
ies [8]. In addition to opt-in recruitment through REACH 
BC, the BC Centre for Disease Control (BCCDC) estab-
lished a Consent to Contact Registry among those who 
tested positive for COVID-19, a recruitment model 
where patients provide generic consent for future con-
tact about research opportunities [9, 10]. However, this 
opt-in, patient-driven model led to significant delays in 
subject recruitment and follow-up for researchers in our 
network, leading to loss of critical information about 
social, cultural and economic factors that may have been 
associated with COVID-19 outcomes, as well as patient-
reported outcome measures, hindering research efforts 
in the early pandemic [11]. Virtual recruitment models 
may also deepen inequities in the healthcare system and 
prevent inclusive participation in COVID-19 research by 
excluding those who do not speak English, have hearing 
or reading impairments, have lower levels of health liter-
acy, or have limited access to technology or internet, thus 
limiting recruitment of those already marginalized or 

with lower socioeconomic status [7]. These models tend 
to attract patients with high health literacy who trust the 
healthcare system and are among those who already par-
ticipate in and benefit from scientific research [12–14].

Under-representation and lack of generalizability sys-
tematically denies minority and vulnerable populations 
the opportunity to benefit medically from research, and 
limits our understanding of disease etiology and ability to 
provide safe and efficacious care to the most vulnerable 
[15, 16]. By limiting participation in research, patients 
who are not provided an equal opportunity to partici-
pate may be denied the therapeutic value of research par-
ticipation, including extra consultations, more frequent 
monitoring, and access to state-of-the-art care that may 
represent an advantage over standard care [17].

A number of studies have explored ethical consider-
ations of adapting recruitment and consent approaches 
during the pandemic from the perspectives of research 
institutions [7], research ethics board members, bio-
ethicists [18] and researchers [19]. Given the prescrip-
tive nature of decision-making concerning contact and 
recruitment for research on COVID-19, seeking patient 
perspectives on these issues is paramount. Our primary 
objective is to explore COVID-19 patients’ perspectives 
on participation in COVID-related research studies. This 
study seeks to understand (1) what factors affect COVID-
19 patients’ willingness to participate in COVID-related 
research; (2) what are patients’ preferences for recruit-
ment and consent approaches for COVID-related 
research; and, (3) how should researchers communicate 
COVID-related research opportunities to prospective 
participants.

Methods
Study Design
We conducted an exploratory qualitative study to gather 
COVID-19 patients’ perspectives about research par-
ticipation in the context of the global pandemic. The 
Behavioural Research Ethics Board at the University 
of British Columbia approved this study, including the 
verbal informed consent procedure for this study (H21-
00048), and all participants provided verbal informed 
consent.

Recruitment
Our study population included adults (≥ 19 years) liv-
ing in BC who self-identified as having had COVID-19. 
We used multiple strategies to recruit eligible partici-
pants. We endeavored to continue recruitment and data 

may use these patient perspectives to make informed decisions that will increase and support patient recruitment, 
consent and retention in research studies.

Keywords Patient participation, COVID-19, Privacy, Methods



Page 3 of 9Small et al. BMC Medical Research Methodology          (2023) 23:113 

collection simultaneously to achieve data saturation, but 
practically recruitment ceased when no additional volun-
teers came forward within a reasonable timeframe. We 
used snowball sampling through personal contacts, for 
which there was an established relationship with some of 
the researchers prior to study initiation.

We also used convenience sampling through recruit-
ment advertisements posted online. We posted recruit-
ment advertisements on the COVID-19 Long-Haulers 
Support Group Canada Facebook group and on REACH 
BC to target individuals who had COVID-19. The 
COVID-19 Long-Haulers Support Group Canada is a 
private Facebook group, of which the research team are 
not members. We leveraged personal contacts to post the 
recruitment advertisement to the group on our behalf in 
January and February 2021. We instructed interested par-
ticipants to self-identify by contacting the research team 
directly but were otherwise unaware of any subsequent 
activity on that post. REACH BC is publicly funded, web-
based directory that allows British Columbians to search 
and volunteer for research opportunities [8]. We kept 
recruitment advertisements active on REACH BC from 
February to April 2021 for prospective participants to 
self-identify through the website, who we then contacted 
via email. We included eligibility criteria on the recruit-
ment materials and confirmed eligibility during initial 
contact with prospective participants. When prospective 
participants met eligibility criteria, we invited them to 
attend a focus group session, or a one-on-one interview 
if they were unavailable for the focus group. For partici-
pants recruited through convenience sampling, there was 
no prior relationship, aside from contact for recruitment 
purposes.

Data collection
We used a discussion guide during the semi-structured 
focus groups and interviews, which the research team 
developed collaboratively to address themes related 
to research participation among COVID-19 patients 
(Supplementary Material 1). A trained qualitative 
researcher (SSS) drafted the discussion guide, which 
other team members revised to offer different disciplin-
ary perspectives.

During the focus groups and interviews, we asked par-
ticipants to discuss COVID-19 research and recruitment 
methods, and other topics related to research participa-
tion like consent and recruitment processes. We allowed 

participants to engage in open dialogue and ask ques-
tions beyond the discussion guide. We held focus groups 
and interviews virtually using the Zoom videoconfer-
encing platform. The qualitative researcher (SSS) led the 
focus groups and interviews. We provided participants 
with study information, including background and study 
rationale, and consent forms prior to each session and 
obtained verbal consent at the beginning of each session. 
We audio recorded all sessions, which a research assis-
tant (KM) transcribed verbatim.

Analysis
We coded and thematically analyzed transcriptions using 
NVivo qualitative data analysis software (QSR Interna-
tional, version 12, 2022). Two analysts (EL, SSS) inde-
pendently coded all transcripts inductively, and then 
met to discuss and revise the preliminary coding struc-
ture. Other team members (PA, CMH, HL, KM) used the 
codebook to analyze at least two randomly selected tran-
scripts and provide feedback. The two analysts (EL, SSS) 
reconvened to discuss and revise the first iteration of the 
coding structure. We re-circulated the revised coding 
structure to the team, and with their approval, we (EL, 
SSS) independently re-coded all transcripts again accord-
ing to the revised coding structure (Supplementary 
Material 2). One analyst (EL) compared both applications 
of the coding structure and reconciled any differences in 
interpretation through discussion. We then developed 
thematic summaries of each coding element, which the 
team reviewed for final comment and feedback. In the 
presentation of our analyses, we primarily use verbal 
counting to convey proportion of participants in lieu of 
percentages due to the small sample size (Table 1) [20].

Results
Participant characteristics
We recruited 22 individuals, of whom 16 attended a 
focus group or interview. Five volunteers did not meet 
eligibility criteria and we were unable to coordinate 
scheduling with one volunteer. Of those who partici-
pated, we recruited 9 from REACH BC, 4 from Face-
book, and 3 from snowball sampling. The majority of 
participants were women (11/16). Participants recruited 
from REACH BC provided their date of birth as part of 
the registration process. The median participant age 
for those recruited from REACH BC was 47, ranging 
from 23 to 78 years old. More than half of participants 
reported having a background or education in research, 
science, or healthcare, and/or having previously partici-
pated in research. Many are early pandemic survivors.

From February to April 2021, we held two focus groups 
with six and four participants, respectively, followed by 
six one-on-one interviews. Focus groups and interviews 
were 20 to 67  min in duration. Participants described 

Table 1 Defining verbal counting in presentation of results
Categorization Range
A few 1 to 4 participants

Some 5 to 8 participants

Many 9 to 12 participants

Most 13 to 16 participants
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variable experiences with COVID-19, in terms of severity, 
duration, timing, and use of medical services. Many par-
ticipants reported having contracted COVID-19 in the 
first year of the pandemic when limited diagnostics and 
treatment were available. Most self-managed at home 
or sought alternative avenues of care (e.g., telehealth or 
family doctor) and only one participant reported having 
gone to the emergency department. A few participants 
described long-term effects they attributed to COVID-
19, including fatigue and an inability to return to routine 
activities.

Factors affecting Research Participation among COVID-19 
patients
Participants identified key factors that would affect their 
willingness to participate in different types of research 
about COVID-19, including approaches to recruitment 
and consent. We conceptualize these factors thematically 
in terms of autonomy and the feasibility of participation, 
overarching attitudes toward research about COVID-19, 
and privacy concerns and protections, summarized in 
Table 2 and addressed in greater detail below.

Autonomy and feasibility of participation
Autonomy in participation was an emerging theme 
from discussions about participation in COVID-related 
research. Many participants discussed elements of auton-
omy in participation, in terms of wanting to be able to 
opt-in and opt-out of research themselves, removing 
data from a study, deciding the frequency, timing, and 
format of participation, and determining who could use 
their data. This theme was present across discussions of 
all types of research and was particularly the case in the 
context of research on hospital records and having mul-
tiple researchers contact them to participate in various 
studies.

The feasibility of participation also affected partici-
pants’ willingness to engage in COVID-related research. 
Time was a primary concern for many participants, espe-
cially for interview-based research, whether time of day 
or week and duration or time required. When discussing 
the prospect of participating in multiple studies, par-
ticipants also considered the frequency of participation. 

Similarly, the location of the research was likely to have 
an impact on the participants’ willingness and ability to 
participate. Ultimately, participants wanted to evaluate 
the practicalities of research participation and whether 
participating fit their schedules and preferences. Respect 
for time and location were related, with a few participants 
highlighting the need to manage scheduling if travel was 
required.

“I find like, there should be some appreciation for – 
for the patients and the public who give their time 
for the research…it’s really hard to make the time in 
a work day, so you actually have to take time out of 
your work day.” (Participant 6)
“…as long as our time is respected, my time is 
respected. As long as I know what I’m getting into at 
the start of it, then I don’t feel like it’s terribly bur-
densome. I agree with Participant 9, I don’t want 
to receive a call at 7 o’clock in the morning or at 10 
o’clock at night.” (Participant 7)

While autonomy and feasibility of participation were 
associated with participation in other research, they are 
particularly vital for COVID-19 patients who may be at 
various recovery stages and health statuses at the time of 
the research. A few participants discussed the impact of 
long-term COVID-19 symptoms on their physical abil-
ity to complete tasks, while a few others were concerned 
with the psychological aspect of recovery. The burdens of 
time and recovery stage co-occurred, with a few partici-
pants noting that sensitivity to health status was neces-
sary in considering time to participate.

“…ask people what’s the best time of day to talk to 
you, because some of us are better in the morning, 
some rest all day and we have a good hour at 3:00, 
others it’s in the evening.” (Participant 3)
“…I think it does matter where somebody is in their 
recovery, and we’re all in different places…it’s really 
unpredictable for a lot of us. Like when we wake up 
in the morning – we don’t know what kind of day 
we’re going to have, we don’t know necessarily what 
we’re going to be able to handle on that day until 
we’re actually going through it. It’s very hard to plan 
anything because of that.” (Participant 4)

Attitude toward Research on COVID-19
Participants with a more positive perception toward 
or interest in research were more likely to state that 
they would be willing to participate in various types of 
COVID-19-related research. This was driven, at least 
in part, by the perceived impact of participating, which 

Table 2 Summary of key findings
Theme Sub-themes
Autonomy and feasibility of 
participation

- Decision of when and how to 
participate
- Control data
- Time and frequency
- Recovery stage and health status

Attitude toward research on 
COVID-19

- Interest in research
- Altruism

Privacy concerns and protections - Misuse
- De-identification
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participants viewed as producing both personal and 
social benefits.

On a personal level, participants discussed having an 
interest in research and that participating in research 
offered opportunities to feel represented and to find a 
positive outcome from a negative experience. For some 
participants, a positive attitude toward research also 
translated to a lower level of concern about being con-
tacted by multiple researchers.

“…just to know that people are using my data could 
be very validating for some of us…it would help with 
that feeling of being counted in some way.” (Partici-
pant 4)
“I think that COVID was like, for me personally, a 
really negative experience. Especially being in isola-
tion and – and when you come out of it…research is 
a great way to kind of make some positive out of the 
experience...” (Participant 8)

On a social level, most participants discussed research 
participation as an altruistic act and a civil duty. Many 
participants also viewed COVID-19 as an extraordinary 
time, which increased their willingness to participate 
in research about COVID-19 compared to other top-
ics. This was particularly the case for research on hospi-
tal records. Participants emphasized the importance of 
research on COVID-19 to address the seriousness of the 
pandemic and to capture differences among the various 
population sub-groups who had COVID-19.

“Yeah, I’m pretty busy so [being contacted multiple 
times] may – it may wear on you a little bit…But, I 
mean, you know with something as new as this, you 
also want to help too. I think it’s your civic duty…to 
help out and try to get through this.” (Participant 12)
“I think it’s important to be a part of that kind of 
research, because it has the potential to help others.” 
(Participant 13)

Privacy concerns and protections
Some participants were concerned with potential misuse 
of personal health information collected for research on 
hospital records or biological samples. Participants dis-
cussed misuse in terms of having their health informa-
tion used against them to affect employment, insurance, 
or ability to travel, sold or commercialized, or used for 
illegitimate research purposes.

“I would want to know how the information is going 
to be used, and where it’s going to be stored.” (Partici-
pant 1)
“I would like to evaluate who’s doing the research, 

how they’re doing it, and what they’re doing with 
that information before I’m giving access to it, 
because there’s all types of people that research.” 
(Participant 9)

Some participants said that de-identification, as is cur-
rent practice, was necessary if researchers were using 
their personal health information without consent, but 
many also felt that de-identification would increase their 
comfort in participating in research even if they had pro-
vided consent.

“I think my main hesitation with [research on my 
records] would be if it was tied to more personal 
information about me, or more of my medical his-
tory. If it’s just statistical information…if it doesn’t 
tie it to me – as much, then that’s a little…less 
unnerving.” (Participant 13)
“As long as it’s anonymous I don’t care, ‘cause I know 
how much work it is to get the data...” (Participant 3)

Preferences for Consent and Mode of Contact
We asked participants how they felt about privacy rules 
in BC that some institutions interpreted as prohibiting 
researchers from contacting hospitalized patients directly 
for research purposes without their prior consent and by 
other institutions as permitting Consent to Contact. A 
few participants had favorable views toward Consent to 
Contact. Although only one participant expressly stated 
that they disagreed with it, a few others articulated views 
consistent with this position, for example, by stating 
that the researchers could call them and obtain consent 
over the phone. One participant preferred a centralized 
approach like the BCCDC’s Consent to Contact Registry.

“…I think that what the BCCDC is doing now, reach 
out to people who’ve tested positive, is a good way… 
they were just calling people to say ‘do you consent to 
be contacted?’.” (Participant 7)

We asked some participants whether the circumstances 
of the pandemic would change their acceptance of 
broader consent and their perspectives on obtaining 
Consent to Contact. Participants had split views toward 
this topic, with four out of seven indicating that they 
would give exemptions given the unique circumstances of 
the pandemic. A few participants in opposition to chang-
ing the rules highlighted alternative modes of obtaining 
consent for future contact.

“I completely understand informed consent, consent 
to contact and the importance [of ] it, but I do think 
that in times like COVID, you have to re-assess what 



Page 6 of 9Small et al. BMC Medical Research Methodology          (2023) 23:113 

the framework is – because that’s what we’ve been 
doing the whole time, is re-assessing what we have, 
what works and what doesn’t, and what we can 
change during these times.” (Participant 8)

Facilitating recruitment & increasing Research 
Participation among COVID-19 patients
Participants discussed ways to communicate research 
opportunities and strategies to reduce the burden of par-
ticipation among COVID-19 patients, focusing on main-
taining the feasibility and autonomy of participation.

Participants suggested approaches to communicate 
research opportunities, which aligned with the ways 
that they heard about the current study. Some partici-
pants mentioned REACH BC, and a few mentioned other 
academic networks, posters in healthcare settings, and 
community-based nurses. Regarding the preferred mode 
of communication, some participants favored emails, cit-
ing the flexibility of being able to respond on their own 
time, and some mentioned social media, news media, or 
letters.

“Well, I – I guess it depends on the age group. 
Because if you’re thinking about young people, obvi-
ously the best way to reach would be to advertise on 
social media…” (Participant 11)

“…REACH BC is a really good platform where people can 
sign up and volunteer…” (Participant 14).

To reduce the burden of participation, many partici-
pants wanted autonomy and the ability to choose sched-
uling and response modality, as well as the choice to 
participate in general by being able to opt out or with-
draw from studies. A few participants wanted to receive 
advanced notice of the expectations of their participa-
tion, study procedures, and questions.

“…it’s helpful to know exactly what to expect, before 
starting.” (Participant 1)
“…I would assess how beforehand if there was going 
to be a burden or not, and then make a decision. 
Like, is this going to stress me out, how tired am I? 
And…the option to say ‘I’m actually not going to do 
it’ ...” (Participant 9)

The characteristics of those conducting the research 
were also a consideration. Participants highlighted the 
need for researchers to be sensitive to trauma, to build 
trust, to use plain language, and to show appreciation to 
participants.

“I think sensitivity around the fact that this is – has been 
a very traumatizing illness for a lot of us, would be the key 
thing for me.” (Participant 4).

“So, yeah, I think there needs to be clear, plain lan-
guage…” (Participant 3).

Discussion
To our knowledge, this is the first study to explore 
patients’ perspectives about consent and recruitment for 
COVID-19 research. Patient involvement ensured our 
research questions and findings were relevant and impor-
tant to patients. In this study, 16 individuals who had 
COVID-19 provided valuable insights to inform recruit-
ment and consent methods for future research. We iden-
tified four main findings: (1) participants want autonomy; 
(2) altruism and self-interest are motivating factors for 
participating in COVID-19 research; (3) decisions con-
cerning consent waivers for COVID-19 research depend 
on privacy protection measures; and, (4) remote and 
virtual approaches are preferred modes of contact and 
research delivery for COVID-19 research.

Autonomy is the most frequently mentioned theme in 
this study. Participants wanted the choice to hear about 
research opportunities, to decide whether and how to 
participate in research, and to determine how their data 
are used. Similarly, previous studies [7, 18, 19] that exam-
ined researchers’ and research institutions’ perspectives 
on adapting the recruitment and consent process for 
COVID-19 research also support that adaptations must 
center on protecting the rights and autonomy of research 
participants. In BC, health authority interpretations of 
provincial privacy rules and concerns about the burden 
of Consent to Contact for patients who may be contacted 
by multiple research teams contradicted patients’ stated 
preferences for autonomy, as patients in the early pan-
demic were not given the choice to hear about and decide 
for themselves about whether to get involved in COVID-
19 research. Our findings provide initial empirical evi-
dence in support of reassessing interpretations of these 
rules and regulations, and support the need to ensure 
that all patients have equitable access to information 
about research opportunities. In addition, our research 
suggests that patients be given the opportunity to voice 
preferences about how and when they would welcome 
future contact.

Most participants highlighted altruism and self-inter-
est as primary motivators for enrolling in COVID-19 
research. This was consistent with results from a multi-
national study reporting that altruism and personal inter-
est were primary motives for participation in COVID-19 
clinical trials. Similar results were also reported in health 
services research [21–23] and some researchers advo-
cate using altruism to increase participant recruitment 
for biomedical research [17]. Others have argued that 
using altruism may be coercive and exploitative by privi-
leging society’s interests above the needs of individual 
patients [23]. Our participants did not articulate this 
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concern. The research community needs a deeper under-
standing of how self-interest and altruism influences 
participants’ willingness to participate in COVID-19 
research to ensure that participants understand whether 
research studies will meet their expectations when giv-
ing informed consent [24]. This will also help researchers 
develop ethical and effective recruitment strategies for 
COVID-19 research.

Some participants expressed privacy concerns for 
waiving consent, particularly for COVID-19 research 
using hospital records and biological samples. However, 
most participants indicated they agreed with consent 
waivers for de-identified data. Our findings suggest that 
many participants lacked awareness of existing gover-
nance structures that already protect individuals’ data, 
especially when consent is not in place. Although there 
are resources to assist health organizations in developing 
data and information governance structures, such as the 
Canadian Institute for Health Information’s Health Data 
and Information Governance and Capability Framework 
[25], we are unaware of materials specifically target-
ing patients or potential research participants to inform 
them about existing protections. This gap suggests an 
opportunity and need to inform the public about infor-
mation governance in research contexts.

Participants identified advantages and barriers to 
several modes of contact and research delivery. They 
did not seem categorically opposed to any of them but 
leaned towards remote and virtual approaches (e.g., 
telephone, email, or videoconferencing). Most partici-
pants liked having the REACH BC platform as a central 
hub for research opportunities, and preferred email for 
communications and virtual meetings for interviews. 
Remote, virtual approaches are advantageous to reduc-
ing the burdens of time and cost of participating. These 
approaches are essential in the context of the pandemic 
or future infectious disease outbreaks, in which partici-
pants may undergo different recovery stages or social 
isolation. Of note, our participants did not discuss poten-
tial challenges and consequences of remote and virtual 
approaches that rely on self-identification among inter-
ested volunteers with high health and technology literacy, 
including under-representation of specific populations, 
reduced data richness, limited generalizability of results, 
or exclusion of populations lacking access to internet and 
electronic devices [26]. Based on our work, researchers 
should pursue various methods of contact and research 
delivery, but further research is required to understand 
ways to reach under-represented and marginalized com-
munities in the context of increasing remote and virtual 
research methods.

Selection bias is a major limitation of this study. Con-
venience sampling limited representativeness of our 
study sample. Our sample is geographically limited, 

having only recruited adults living in BC, and is not rep-
resentative of visible minorities. Our sample also consists 
mainly of individuals with higher education and expe-
rience in research, which may lead to more favorable 
views toward research in general and increase their like-
lihood of responding positively toward being contacted 
for research opportunities. Similarly, by virtue of digital 
recruitment and data collection methods, participants 
likely had higher levels of digital literacy and access to a 
computer with Internet. Given the timing of the study, 
many participants are early pandemic survivors, many of 
whom had COVID-19 before vaccines were widely avail-
able. This may have increased the perceived urgency of 
research at the time compared to those who may have 
had COVID-19 in later waves. As a result, these find-
ings may not be representative of the entire population 
affected by COVID-19 and may not be generalizable 
to individuals commonly inadvertently excluded from 
health research. Future studies should seek to assess the 
themes identified in this study among a broader sample 
in different jurisdictions through quantitative methods 
or using similar methods when researchers urgently seek 
to address a new health problem, and a limited pool of 
patients are available for research participation.

Conclusions
In this study, we sought to explore COVID-19 patients’ 
views on research participation. We identified several 
considerations related to autonomy, privacy, and modes 
of contact. Despite patients being motivated to partici-
pate, researchers must be considerate of their preferences 
and concerns, while being mindful of pragmatic aspects 
of participation. Patient perspectives are increasingly 
relevant in the design and implementation of research 
studies, particularly as researchers seek novel ways to 
conduct research in the pandemic. Research recruitment 
methods should prioritize patient autonomy, while seek-
ing to increase the engagement of under-represented and 
marginalized groups as we increasingly adapt virtual and 
remote methods of recruitment and data collection.

Abbreviations
BC  British Columbia
BCCDC  British Columbia Centre for Disease Control
COVID-19  Coronavirus disease
FIPPA  Freedom of Information and Protection of Privacy Act

Supplementary Information
The online version contains supplementary material available at https://doi.
org/10.1186/s12874-023-01933-5.

Supplementary Material 1

Supplementary Material 2

Supplementary Material 3

Supplementary Material 4

http://dx.doi.org/10.1186/s12874-023-01933-5
http://dx.doi.org/10.1186/s12874-023-01933-5


Page 8 of 9Small et al. BMC Medical Research Methodology          (2023) 23:113 

Supplementary Material 5

Acknowledgements
We gratefully acknowledge Colleen McGavin for assistance with recruitment 
and study design for this manuscript. And, we thank the UBC clinical 
coordinating centre staff, the UBC legal, ethics, privacy and contract staff 
and the research staff at each of the participating institutions in the network 
outlined in the attached Supplement. The network would not exist today 
without the dedication of these professionals. Thank you to all of our patient 
partners who shared their lived experiences and perspectives to ensure that 
the knowledge we co-create addresses the concerns of patients and the 
public.
Creating the largest network of collaboration across Canadian Emergency 
Departments would not have been feasible without the tireless efforts of 
Emergency Department Chiefs, and research coordinators and research 
assistants at participating sites. Finally, our most humble and sincere gratitude 
to all of our colleagues in medicine, nursing, and the allied health professions 
who have been on the front lines of this pandemic from day one staffing our 
ambulances, Emergency Departments, ICUs and hospitals bravely facing the 
risks of COVID-19 to look after our fellow citizens and after one another. We 
dedicate this network to you.

Authors’ contributions
CMH, PMA, HL, and SSS designed the study protocol and interview guide 
for the focus groups and interviews. SSS conducted all focus groups and 
interviews. KM transcribed the audio recordings. SSS and EL were responsible 
for analysis and drafted the manuscript. All authors interpreted the findings, 
reviewed interim and final analyses and manuscript drafts, and approved the 
final manuscript for publication.

Funding
The Canadian COVID-19 Emergency Department Rapid Response Network 
is funded by the Canadian Institutes of Health Research (447679), Genome 
BC (COV024), Ontario Ministry of Colleges and Universities (C-655-2129), the 
Saskatchewan Health Research Foundation (5357) and the Fondation CHU 
de Québec (Octroi #4007). The BC Academic Health Science Network and 
BioTalent Canada provided non-peer reviewed funding. These organizations 
are not-for-profit, and had no role in study conduct, analysis, or manuscript 
preparation.

Data Availability
The audio recordings and transcripts analyzed during the current study are 
not publicly available per the ethics approval for this study, but are available 
from the corresponding author on reasonable request.

Declarations

Ethics approval and consent to participate
All methods were performed in accordance with the Declaration of Helsinki. 
The Behavioural Research Ethics Board at the University of British Columbia 
approved this study (H21-00048). All participants provided verbal informed 
consent.

Consent for publication
Not applicable.

Competing interests
The authors declare no competing interests.

Author details
1Department of Emergency Medicine, University of British Columbia, 
Vancouver, BC, Canada
2Centre for Clinical Epidemiology & Evaluation, Vancouver Coastal Health 
Research Institute, 828 West 10th Ave, 7th Fl, Vancouver, BC, Canada
3School of Medicine, Queen’s University, Kingston, ON, Canada
4Department of Family Medicine and Emergency Medicine, Université 
Laval, Quebec City, QC, Canada
5Centre de recherche du Centre intégré de santé et de services sociaux 
de Chaudière-Appalaches, Lévis, QC, Canada
6Provincial Health Services Authority, Vancouver, BC, Canada

7Faculty of Health Sciences, Simon Fraser University, Burnaby, BC, Canada
8Emergency Department, Vancouver General Hospital, Vancouver, BC, 
Canada

Received: 19 November 2022 / Accepted: 25 April 2023

References
1. Zhou P, Yang XL, Wang XG, Hu B, Zhang L, Zhang W, et al. A pneumonia 

outbreak associated with a new coronavirus of probable bat origin. Nature. 
2020 Mar;579(7798):270–3.

2. Wu F, Zhao S, Yu B, Chen YM, Wang W, Song ZG, et al. A new coronavi-
rus associated with human respiratory disease in China. Nature. 2020 
Mar;579(7798):265–9.

3. World Health Organization. WHO Coronavirus (COVID-19) dashboard. 2022 
[cited]; Available from: https://covid19.who.int/

4. McGuire AL, Aulisio MP, Davis FD, Erwin C, Harter TD, Jagsi R, et al. Ethical 
Challenges arising in the COVID-19 pandemic: an overview from the Associa-
tion of Bioethics Program Directors (ABPD) Task Force. The American Journal 
of Bioethics. 2020 2020/07/02;20(7):15–27.

5. Vancouver Coastal Health. Guidance - Vancouver Coastal Health’s Letter of 
Initial Contact and Client Contact Agreement. 2020 [cited August 8, 2022]; 
Available from: https://www.vchri.ca/sites/default/files/letterofinitialcontact-
guidancedocument_sep2020.pdf

6. Loucks TL, Tyson C, Dorr D, Garovic VD, Hill J, McSwain SD, et al. Clinical 
research during the COVID-19 pandemic: the role of virtual visits and digital 
approaches. J Clin Transl Sci. 2021;5(1):e102-e.

7. Rothwell E, Brassil D, Barton-Baxter M, Brownley KA, Dickert NW, Ford DE, et 
al. Informed consent: Old and new challenges in the context of the COVID-19 
pandemic. J Clin Transl Sci. 2021;5(1):e105-e.

8. REACH BC. About us. 2022 [cited 07-07-2022]; Available from: https://www.
reachbc.ca/about

9. BC Centre for Disease Control. COVID-19 Patient Database for Research. 
2022 [cited 07-06-2022]; Available from: http://www.bccdc.ca/our-research/
projects/covid-19-patient-database

10. Callard F, Broadbent M, Denis M, Hotopf M, Soncul M, Wykes T, et al. Develop-
ing a new model for patient recruitment in mental health services: a cohort 
study using Electronic Health Records. BMJ Open. 2014;4:e005654.

11. Hohl C, Rosychuk R, Hau J, Hayward J, Landes M, Yan J, et al. Treatments, 
resource utilization, and outcomes of COVID-19 patients presenting to 
emergency departments across pandemic waves: an observational study by 
the Canadian COVID-19 Emergency Department Rapid Response Network 
(CCEDRRN). CJEM. 2022;24(4):397–407.

12. Pariera K, Murphy S, Meng J, McLaughlin M. Exploring willingness to par-
ticipate in clinical trials by ethnicity. J Racial and Ethnic Health Disparities. 
2017;4:763–9.

13. Corbie-Smith G, Thomas S, George D. Distrust, race, and research. Arch Intern 
Med. 2002;162(21):2458–63.

14. Kripalani S, Heerman W, Patel N, Jackson N, Goggins K, Rothman R, et al. Asso-
ciation of health literacy and numeracy with interest in research participa-
tion. J Gen Intern Med. 2019;34(4):544–51.

15. Redwood S, Gill PS. Under-representation of minority ethnic groups 
in research — call for action. British Journal of General Practice. 
2013;63(612):342.

16. Nazha B, Mishra M, Pentz R, Owonikoko TK. Enrollment of racial minorities in 
clinical trials: Old Problem assumes New Urgency in the age of Immuno-
therapy. American Society of Clinical Oncology Educational Book. 2019 
2019/05/01(39):3–10.

17. Williams B, Entwistle V, Haddow G, Wells M. Promoting research par-
ticipation: why not advertise altruism? Social Science & Medicine. 2008 
2008/04/01/;66(7):1451–6.

18. Lapid MI, Meagher KM, Giunta HC, Clarke BL, Ouellette Y, Armbrust TL, et al. 
Ethical Challenges in COVID-19 Biospecimen Research: Perspectives From 
Institutional Review Board Members and Bioethicists. Mayo Clinic Proceed-
ings. 2021 2021/01/01/;96(1):165 – 73.

19. Garg H, Khanna P. Consent in COVID: a researcher’s dilemma. Trends in Anaes-
thesia and Critical Care. 2021 2021/06/01/;38:10 – 2.

https://covid19.who.int/
https://www.vchri.ca/sites/default/files/letterofinitialcontactguidancedocument_sep2020.pdf
https://www.vchri.ca/sites/default/files/letterofinitialcontactguidancedocument_sep2020.pdf
https://www.reachbc.ca/about
https://www.reachbc.ca/about
http://www.bccdc.ca/our-research/projects/covid-19-patient-database
http://www.bccdc.ca/our-research/projects/covid-19-patient-database


Page 9 of 9Small et al. BMC Medical Research Methodology          (2023) 23:113 

20. Sandelowski M. Real qualitative researchers do not count: the use of numbers 
in qualitative research. Research in Nursing and Health. 2001;24(3):230–40.

21. Hunter J, Corcoran K, Leeder S, Phelps K. Appealing to Altruism is not 
enough: motivators for participating in Health Services Research. Journal of 
Empirical Research on Human Research Ethics. 2012;7(3):84–90.

22. Kardinal CG, Sanders JB. Altruism: A form of hope for patients with advanced 
cancer. Journal of Clinical Oncology. 2010;28(15_suppl):e19559-e.

23. Olsen L, DePalma L, Evans JH. Self-interested and altruistic motivations in vol-
unteering for clinical trials: a more complex relationship. Journal of Empirical 
Research on Human Research Ethics. 2020;15(5):443–51.

24. Kim SY, Schrock L, Wilson RM, Frank SA, Holloway RG, Kieburtz K, et al. 
An approach to evaluating the therapeutic misconception. IRB. 2009 
Sep-Oct;31(5):7–14.

25. Canadian Institute for Health Information. Health data and 
information goverance and capability framework. 2020 
[cited 10-07-2022]; Available from: https://www.cihi.ca/en/
health-data-and-information-governance-and-capability-framework

26. Carter SM, Shih P, Williams J, Degeling C, Mooney-Somers J. Conducting 
Qualitative Research Online: Challenges and Solutions. The Patient - Patient-
Centered Outcomes Research. 2021 2021/11/01;14(6):711-8.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in 
published maps and institutional affiliations. 

https://www.cihi.ca/en/health-data-and-information-governance-and-capability-framework
https://www.cihi.ca/en/health-data-and-information-governance-and-capability-framework

	Research recruitment and consent methods in a pandemic: a qualitative study of COVID-19 patients’ perspectives
	Abstract
	Plain English Summary
	Background
	Methods
	Study Design
	Recruitment
	Data collection
	Analysis

	Results
	Participant characteristics
	Factors affecting Research Participation among COVID-19 patients
	Autonomy and feasibility of participation
	Attitude toward Research on COVID-19
	Privacy concerns and protections


	Preferences for Consent and Mode of Contact
	Facilitating recruitment & increasing Research Participation among COVID-19 patients
	Discussion
	Conclusions
	References


