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Abstract

Background: Theincreasing use of social media opens new opportunities for recruiting patients for research studies. However,
systematic evaluations indicate that the success of social mediarecruitment in terms of cost-effectiveness and representativeness
depends on the type of study and its purpose.

Objective: This study aims to explore the practical benefits and challenges of recruiting study participants with social media
in the context of clinical and nonclinical studies and provide a summary of expert advice on how to conduct social media—based
recruitment.

Methods: We conducted semistructured interviews with 6 patients with hepatitis B who use social media and 30 experts from
the following disciplines: (1) social media researchers or social scientists, (2) practical experts for social media recruitment, (3)
legal experts, (4) ethics committee members, and (5) clinical researchers. Theinterview transcripts were analyzed using thematic
analysis.

Results:  We found diverging expert opinions regarding the challenges and benefits of social media recruitment for research
studies in four domains: (1) resources needed, (2) representativeness, (3) web-based community building, and (4) privacy
considerations. Moreover, theinterviewed experts provided practical advice on how to promote aresearch study viasocial media

Conclusions; Even though recruitment strategies should always be sensitive to individual study contexts, a multiplatform
approach (recruiting via several different social media platforms) with mixed-methods recruitment (web-based and offline
recruitment channels) is the most beneficial recruitment strategy for many research studies. The different recruitment methods
complement each other and may contribute to improving the reach of the study, the recruitment accrual, and the representativeness
of the sample. However, it isimportant to assess the context- and project-specific appropriateness and usefulness of social media
recruitment before designing the recruitment strategy.

(J Med Internet Res 2023;25:e44587) doi: 10.2196/44587
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communication technologies [1]. Together with the increasing
use of social mediaover time[2], this opens new opportunities
for recruiting patients for research studies. These opportunities
include amore efficient recruitment accrual, aslow recruitment
rates are a central barrier to the success of many clinical trials

Introduction

Social media has changed the interpersonal communication
style of many people and has often become a substitute for
face-to-face contact, especially with the proliferation of new
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[3,4] and the opportunity for community building [5]. A growing
number of studies are published that report on effective social
media recruitment. For example, social media recruitment has
been successfully used in the fields of medicine [6-8] and the
social sciences[9,10]. However, systematic evaluationsindicate
that the success of social media recruitment in terms of
cost-effectiveness and representativeness depends on the type
of study and its purpose [11]. Furthermore, alack of consistent
reporting on the details of social media recruitment strategies
makes it difficult to assess if social media can improve study
participation [12]. Some challengesidentified concern fraudulent
enrollment in web-based surveyswhen financial compensation
is provided as an incentive for study participation [13].
Therefore, it has been proposed to use browser cookiesor allow
only 1 survey participation per IP address as a protective
measure [8].

The optimal use of social media for recruitment purposes
depends, for instance, on the study type and the study team’s
existing knowledge of social mediarecruitment [14]. However,
the inconsistent reporting of social media as a recruitment tool
for research makes it difficult to assess the benefits and
challenges of different study designs[15]. Moreover, areview
of the effectiveness of social media recruitment has been
inconclusive [12]. The lack of guidelines and inconsistent
reporting has led us to the following research question: What
benefits and challenges do stakeholders perceive regarding
social media—based recruitment for research studies? This paper
aims to outline context-sensitive practical considerations on
aspectsdeeming social mediarecruitment suitable and unsuitable
for research studies, with a particular focus on clinical versus
nonclinical  studies. It further ams to formulate
recommendations on how to use social media for recruiting
purposes.

These aims are addressed in the context of 2 types of studies:
clinical and nonclinical studies. First, clinical studies include
preclinical trials that focus on evaluating surgical, medical, or
behavioral interventionsto find anew treatment that is effective
and safe to use. This involves healthy participants or patients,
with an indication for a particular disease. The second study
type includes nonclinical studies disconnected from medical
care, health diagnosis, or treatment. These may include, for
instance, web-based surveys, observational longitudinal studies,
qualitative interview studies, focus group studies, or
cross-sectional studies. Regardless of the type of study, there
are general legal frameworks such as the General Data
Protection Regulation (GDPR) [16] in the European Union,
which must be consulted when collecting and processing
personal health data. The United States does not have an
equivalent to the GDPR. Instead, there are sector- or
state-specific data protection regulations [17]. Moreover, the
International Ethical Guidelines for Health-related Research
Involving Humans [18] and the Declaration of Helsinki [19]
provide guidelines on how to ethically conduct research
involving human subjects.

https://www.jmir.org/2023/1/e44587
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Methods

Overview

This study is part of the research consortium TherVacB-A
Therapeutic Vaccine to Cure Hepatitis B (work package 6),
which aims to assess the ethical, legal, and social aspects of
social media recruitment in the context of clinica trials.
TherVacB is an EU-funded international research consortium
conducting aphase Ib/llaclinical trial on atherapeutic vaccine
against hepatitis B [20]. The TherVacB consortium is—among
othersthrough this study—assessing if social mediarecruitment
is an applicable tool for their clinical study. We used the
Consolidated Criteria for Reporting Qualitative Research
checklist to report on the research team, study design, and data
analysis[21].

Recruitment

Based on aliteraturereview [14], weidentified alist of relevant
stakeholders to assess the practical, ethical, legal, and social
implications of social mediarecruitment to definetheinclusion
criteria. Participants who were eligible were researchers or
professionals with practical or theoretical knowledge of social
media or clinical study recruitment from the clinical, legal,
social science, ethics, public relations, and technology domain.
The stepwise recruitment processwas guided by considerations
of theoretical saturation [22]. Initially, potential participants
were identified through reference screening and conferences
(n=206, 11 participated), existing networks from the TherVacB
consortium (n=55, 4 participated), and snowballing (n=16, 3
participated). They wereinvited viaemail. After 13 interviews,
a preliminary review of the content led us to reassess the
stakeholder groups and invite additional legal and ethics experts
from Germany, Switzerland, and the United States (n=124, 12
participated) as we found that there were differing opinions
between US experts and European experts on data privacy
concerns. In addition, we included patients with diagnosed
hepatitis B who spoke German or English and were aged at | east
18 yearsasan additional stakeholder group. They wererecruited
inaclinical setting during regular hepatitis B—related checkups
(n=18, 6 participated). Patients with hepatitis B were included
in the interview study as they represent a vulnerable patient
group, and wewanted to includetheir perspectives on potentially
being recruited viasocial media. All participantswereinformed
orally and in writing, with a study information leaflet about the
content and scope of the study and signed an informed consent
form prior to the interview. Participation was not compensated.

Ethics Approval

The study was approved by Technical University Munich’'s
ethics committee (431/20 S-KH).

Data Collection

We conducted semistructured interviewswith participants from
the following areas of expertise: (1) social media researchers
or social scientists that have worked with social media
(recruitment), (2) practical expertsfor social mediarecruitment,
(3) legal experts, (4) ethics committees membersfrom Germany,
Switzerland, and the United States, (5) members of the
TherVacB consortium, and (6) patients, who use social media
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or have been in touch with social media recruitment. We used
separate interview guides for patients and experts (see
Multimedia Appendix 1). The expert interview guide included
guestions about the ethical, legal, social, and practical aspects
of socia media recruitment. This guide was then pilot tested
with 2 members of the TherVVacB consortium and adapted. The
pilots were included in the interviews. The patient interview
guide included fewer but more open questions targeted at a
narrative of experience related to social media use, study
recruitment, and lived socia experiences with hepatitis B. The
patient guide was also tested on 1 patient and refined. Three
pilot interviews were included in the analysis. The interviews
were conducted between August 2020 and September 2021 by
BMZ and TW. The interviewees and the interviewers did not
know each other prior to the interview and were only in contact
via email (for experts) or phone (for patients). Due to the
COVID-19 pandemic, al interviews were conducted on the
internet or by phone call. At the beginning of the interview,
researchers summarized the aim of the interview and the study
and allowed the participantsto clarify any remaining questions.
Demographic information was gathered at the end of the
interviews (if applicable). Each interview lasted between 25
and 60 minutes, was conducted by individual researchers,
audiorecorded, and transcribed verbatim either manually or with
the assistance of a transcription software, depending on the
recording quality (TW, BMZ, and student assistant). Transcripts
were pseudonymized by replacing all identifying information
with a placeholder. The transcripts were provided to the
participants upon their request.

Data Analysis

Theinterview transcriptswere analyzed using thematic analysis
[23] and facilitated by qualitative dataanalysis software (Atlas.ti
version 8.0; Atlas.ti Scientific Software Development GmbH).
Aninitial coding scheme was devel oped inductively and applied
to asubset of interview transcripts (TW and BMZ). The coding
scheme was refined subsequently based on regular discussions
among the research team (see Multimedia Appendix 1 for the
final list of codes). All interview transcripts were then coded
according to the new coding scheme and validated by a second
coder (NG, TW, and BMZ). Then, themes and categories were
created by grouping and relating codes. Memos helped to
capture potential analysis angles and link different interviews
(NG, TW, and BMZ). After reviewing al codes, we wrote
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analytical memos to summarize the interview content related
to each code (NG, TW, and BM Z). These memoswere discussed
and related to existing literature. Based on these discussions as
well asoriginal quotesfrom theinterviews, thefirst author (NG)
drafted the analytic report for this paper. The report was
critically reviewed by all coauthors to refine the analysis (TW,
AB, and BMZ).

Results

Sample

The participants in our sample have diverse areas of expertise:
clinical research (n=10), communication (ie, public relations;
n=2), ethics (n=10), law (n=3), philosophy (n=1), psychology
(n=1), and socia science (n=3); we aso included patients with
hepatitis B (n=6). Participants spanned the following geographic
regions: Germany (n=22), Switzerland (n=3), Spain (n=1), the
United States (n=7), Canada (n=1), and Austraia (n=2).

There were considerable differences between participants
concerning their practical experience with sociad media
recruitment: 13 experts had been directly involved in studies
recruiting participants via social media, 17 experts came in
touch with social media recruitment by approving studies as
institutional review board members or had second-hand or
theoretical expertise, and 6 patients with hepatitis B shared their
viewson the prospect of being recruited viasocial media. Some
expertsworking in institutional review boards and other ethics
committees had observed an increase in the number of studies
that plan to recruit via social media. During the interviews and
data analysis, we used an inductive definition of social media
as provided by the study participants, who perceived social
media as communication platforms with large user numbers
(Facebook, Twitter, and Instagram were most commonly
mentioned) or messenger services (WhatsApp and Facebook
messenger were mentioned).

The practical benefitsand challenges were perceived differently,
even opposingly, among the study participants. We inductively
derived four themes where participants expressed opposing
viewson the benefitsand challenges of recruiting through socia
media: (1) resources needed, (2) representativeness, (3)
web-based community building, and (4) privacy considerations.
Table 1 summarizesthese themes and the main argumentswithin
each.
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Table 1. Overview of themes demonstrating diverging expert opinions regarding social media recruitment.

Theme

Benefits (+)

Challenges (-)

Resources needed to conduct so-
cial media recruitment

Representativenessof social media
recruitment .

Web-based community building
aspart of social mediarecruitment

Privacy considerationsregarding

Cost-effective and rapid recruitment, especially for
large samples

Effective in low population density settings and
over alarge geographical area

Easy to conduct and can be done in-house

Easier to target specific populations

For very specific target group, it is moreimportant
to reach them at all rather than trying to get arep-
resentative sample

Reach people you would not otherwise reach as
some are only available on the internet

Good representation of older and younger adults

Direct contact between researcher and participant
is highly valued by participants

The possibility to stay in contact with the partici-

pantsis good for follow-up studies and participant
retention

Interaction between participants givesthem asense
of security and reassurance, and they feel lessalone
with their disease

Enables more targeted recruitment efforts

Parti cipants disclose more web-based information
than in aface-to-face conversation

The use of social media should be considered a

Does not lead to cost savings asafull-time employ-
ee may need to be hired to manage social media
recruitment

Setting up and implementing asocial mediarecruit-
ment strategy is very time-consuming.

Compared to onsite recruitment, social mediare-
cruitment requires additional financial and human
resources

Not representative of the study population, as cer-
tain demographic groups are overrepresented, while
othersare underrepresented, especialy if the study
requires a high number of participants

Selection biasisarisk for any study

Building aweb-based community for the partici-
pants is associated with higher costs

Unblinding of participants may have a negative
impact on the quality of the study

Social pressureto participatein the study if exerted
by personal contacts or within the community
Personal contact with the doctor is very important
for building trust, especialy intheclinical setting

Particular risksin recruiting via social media

social media recruitment risk of daily life

« Noprivacy issuesif:

« advertising on socia media does not involve

coercion

« usersprovidetheinformationintentionally or

voluntarily

«  Theproblem of inferential targeting and user pro-
filing through artificial intelligence algorithms used
by socia media companies leads to privacy viola-
tions

Uncertainty about what can be done in terms of
data protection

Theme 1: Resources Needed

Low I nvestment

Seven expertsrecruiting for nonclinical studiesconsidered social
media to be a cost-effective and cheap recruitment option
especially compared to other forms of advertising. Other experts
in psychology and communication who have recruited for
cross-sectional and clinical studies were convinced that being
able to recruit large samples fast could also help reduce
recruitment costs per participant. An ethicist with web-based
recruiting experience also noted that social media could reduce
the cost of recruitment when it came to reaching out to the
general population and conducting opinion polls, as recruitment
could easily be done in-house instead of outsourcing it to an
external service provider. One of the interviewees worked as
an external service provider and agreed that socia media
recruitment for clinical trialsis cost-saving, which thisexample
shows:

I’mjust convinced of [ cost savings], because the costs
per recruitment, so to speak per included patient have
partly gone down from 200 to 300 Euros to 20 to 15,
16 Euros. That means that the CROs [Contract

https://www.jmir.org/2023/1/e44587

Research Organizations] save money with it, of
course. Sure. [Communication expert]

Two experts with experience in social media recruitment said
that advertising their studies on social mediahad increased their
geographical reach and allowed them to reach areas with low
population density, for example, Australia. Additionally, social
media was considered suitable for recruiting healthy people.

High I nvestment

Some clinical researchers disagreed with the cost-saving
rationale regarding social media recruitment. For example, a
clinical researcher thought that social media recruitment,
compared to venue-based recruitment, was resource intense
because it would require additional steps, such as a contact
person who would verify the patients and refer them to adoctor
or study nurse. In particular, the necessity of well-trained
personnel was stressed by another clinical researcher:

But | think for most of these teams, they don’t have
the bandwidth and the strategy to really build a
community around a certain project, a social media
presence, let's say, on Facebook.... But most
teamg/it’s just not part of their strategy, not part of
their thinking. And | think it's just, it's a time issue,
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right. Because it takes time to build these things and
people don’t have the time. [Clinical researcher]

A third clinical researcher suggested employing team members
with experience in social media who could be responsible for
the recruitment. This becomes especialy relevant when
considering the extensive practical advice laid out in Textbox
1. The necessity of well-trained personnel, therefore, increases
personnel costs. Two clinical researchers stated that snowballing
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or other forms of recruitment were more cost-effective than
socia mediarecruitment. Moreover, 3 clinical researchers stated
that the recruitment of patientsvia social mediamight overload
a study’s resource capacity if too many (unsuitable) patients
expressed interest in participating, which also increases staff
costs. An expert in philosophy stated that it was important to
consider that the cost-saving rationale of using social mediato
recruit patients would not guarantee a qualitative improvement.
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Textbox 1. Practical recommendations from the interviewed experts regarding advertising a research study on social media. Unless stated otherwise,
recommendations stand for both clinical and nonclinical studies.

Preparation

For clinical studies

Web-based message

Increasing the reach

Vulnerable populations

Set the budget for recruitment. Thisincludes areview of available internal resources (time, experience with social media recruitment).
Set the recruitment target.

Conduct a cultural analysis to write messages that are tailored to the target population. This will help you avoid people feeling offended or
excluded by your content (images and texts).

Avoid stereotyping text and images (eg, a handsome shirtless man for a sexual health study).
Create alist of organizational pages or areas of interest that your target audience might follow or like.

Create more content (message or image) than necessary and have everything approved by an ethics committee and institutional review board as
some content might be rejected by the social media platform. Then test different promotional images from alibrary of at least 12.

Start a project page, publish posts about the study on the page, and create advertisements to drive traffic to the external study website.

Plan how to respond appropriately to potentially harmful and negative comments and when to delete them, and designate a responsible person
for this.

In the European Union, you need to consider how you will obtain consent to contact the target audience (General Data Protection Regulation).
Plan how you will check basic eligibility to avoid wasting resources and giving patients fal se expectations.

Work with agencies that specialize in social media recruitment if funding is available.

Disable comments on social media pages to prevent users from posting health information and self-identifying as a person with a particular
disease.

Centralize the execution of the communication strategy in multicenter studies.

Ensure that direct contact with patients is established at the recruitment stage, asthisis essential for building trust.

The message should clearly outline the aims of the study and highlight the benefits of the study.
Ensure that therapeutic misunderstandings are cleared up at an early stage.

Explain the inclusion and exclusion criteria as well as possible.

The message should be a confidence-building call to action.

Avoid making people from vulnerable populations feel guilty.

Be transparent about the uncertainty of what social media data will be used for by including a disclaimer in your message. Researchers should
protect patients from disclosing their health information on social media, especialy if it is a stigmatized disease.

Provide an email address where participants can contact the study coordinator outside of socia media.

Provide privacy statements to alert recipients to potential privacy risks when using social media.

Use several platforms to have a high reach and try to gain followers (if you have a project page or account) to further increase the reach.
Use community management to make recruitment more specific to the target population.

If you want to recruit from closed groups (eg, disease-specific groups), contact the moderator first for approval to approach users. These groups
are also less harmful in case participants spontaneously reply asit is more private.

Increase the visibility of the message by packaging the content in away that many people engage (eg, through likes). Thiswill make the message
pop up on their feed for peersto see.

Regular media exposure, for example, through radio interviews, TV, and media |aunches helps to increase uptake.
Avoid using the network of others for recruitment because it is highly problematic.

Do not overadvertise the study.
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Experts perceived study participants as vulnerable if they exhibited one or more of the following characteristics: having a stigmatized disease (eg,
hepatitis B, HIV, and mental illness), being severely ill (eg, cancer), being achild, living in poverty or belonging to a historically disadvantaged group
(eg, ethnic minorities). There was no standardized definition of vulnerability among interviewed experts. If you want to recruit from vulnerable

populations (which some experts advise against) the following should also be considered:
«  Provide vulnerable people with contact information where they can get help if direct contact cannot be made.

«  Vulnerable groups require a higher standard of transparency and consent.

Post study

«  Publish the study results on the internet to maintain participant engagement and create a sense of ownership.

«  Createapoststudy plan if you have created a web-based community.

Theme 2: Representativeness

Increased Bias

Five experts working in social sciences, clinical research, and
ethics thought that a sample recruited solely through social
media is not representative, especialy if the study design
requires a high number of participants. Additionally, experts
had observed in their studies that certain demographics, for
examplewomen, were overrepresented when recruiting through
social media, whereas others, for example children, the
middle-aged, men, elderly people, and most likely those with
less education and income who are and non—English speaking
(in an English-speaking country) were underrepresented. A
psychologist who recruited for cross-sectional studies summed
up their experience as follows:

So, the drawback of Facebook is that... we typically
get around 80 percent or even higher who arefemale.
So, we get underrepresentation of males. We get pretty
good representation of older adults and younger
adults. But in sort of the mid-life, it's quite hard to
obtain people who are in their 30s and 40s, and
maybe 50s. [Psychol ogist]

The psychologist then further elaborated that even though
Facebook’s business model might be problematic, the potential
for research outweighed the platform’s drawbacks:

[Not using social media would be a] missed
opportunity... for those marginalized groups of the
population who don't engage in the traditional
settings where we do a lot of research, such as in
clinical care.... And there' s sort of an ethical question
about who you are missing in your research, not just
who you are including, but also who you are leaving
out. [Psychologist]

Reduced Bias

One ethicist stated that the question surrounding sample bias
depended on the study situation. For studies with very specific
target groups that were hard to reach but available on social
media, it was moreimportant to find and reach them at all rather
than obtaining a representative sample:

And | think you would be creating a biasif you didn’t
think with the social media by now, because that is
simply the information channel [of the younger
generation] . [Ethicist]

https://www.jmir.org/2023/1/e44587

According to our interviewees, many potential participantswho
rarely responded to traditional recruitment methods were better
recruited via social media. Therefore, using social media was
considered “the most egalitarian way to do it” by a clinical
researcher.

Five expertsrecruiting for clinical and nonclinical studieswere
aware that there are different effectiveness levelsfor recruiting
different age groupsviasocial mediaand that it ismore effective
with young adults and people older than 50 years while
acknowledging that digital literacy becomes an issue for the
elderly. An ethicist also noted that ensuring equal access to
research is difficult in both the digital and analog world due to
the different socioeconomic backgrounds of participants.

While reflecting on their experiences, some experts stated that
amultiplatform approach (recruiting viaseveral different social
media platforms) and mixed-methods recruitment (using
alternative recruitment channels in addition to social media)
should be the gold standard as the different recruiting methods
complemented each other. Both would help to increase
recruitment accrual and reduce the sampling bias. Textbox 1
summarizes practical recommendations on how to increase the
reach of the study as phrased by the interviewed experts.

Theme 3;: Web-Based Communities

Overview

The experts thought that social media recruitment fits into the
modern, fast-communicating world and potential participants
need for quick responses. Theinterviewees also observed anew
form of debate culture on social networks which harbors its
own challenges.

Advantages of Web-Based Communities

Experts acknowledged that social media offered the option to
establish direct contact between the researcher and participant
by establishing closed groups, setting up “fan pages” or directly
contacting socia media users. Experts noticed several
advantages of these web-based communities. First, these
communities could increase recruitment effectiveness as socia
media recruitment could work well for existing patient
communities (eg, rare disease communities) who were actively
engaging on theinternet with each other, asone ethicist reported.
Additionally, 2 experts commented that recruiting from existing
web-based communities on social media could increase
recruitment effectiveness because target populations could be
informed more specifically about certain studies. A second
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advantage mentioned was that answering comments under the
post, and as one patient stated, it gives hope to see ongoing
research concerning their illness. Moreover, a socia scientist
said:

maintain[ing] contact with your participantsthrough

Facebook and provid[ing] a Facebook page for

them... is a good thing to do because it helps them

stay in contact with the study, it helps them to feel

some ownership of the work that they're doing with

you as participants. [Social scientist]
Accordingly, engaging patientsin web-based communitieswas
seen asanew dimension of engagement, which was not possible
with the classic recruiting methods. For example, patients with
the sameillness could connect with othersif astudy was posted
in a social media group. One patient also mentioned that as an
advantage, as it could give patients reassurance to learn about
other patients' experiences with a certain study.

Disadvantages of Web-Based Communities

Despite the previously mentioned potential advantages, many
experts acknowledged that engaging and building web-based
communitieswas requiring alot of personnel (seetheme 1) and
financial resources. Due to these constraints or data protection
regulations, many refrained from engaging in social media
community building. Moreover, five expertsfeared that patients
exchanging on social media might lead to the potential
unblinding of study participants, thereby undermining the study
quality:

That would perhaps be undesirable for the study,
because normally you don’t want people, the study
participants, to exchange information. And if they
suddenly exchangetheir experiences and who knows,
if it is randomised, then it is suddenly no longer
randomised, because maybe they all have similar
things or conclusions can be drawn. So that's a
problem for the study design as well then. [Socia
scientist]
Oneethicist suggested that this could be addressed by educating
participants on how randomized studiesworked and why it was
important that participants do not find out in which study arm
they are. Two ethicists added the fear of social pressure to
participate in a study if recruitment took place in web-based
communities. People may fedl more socia pressureto participate
if they were asked to participate by someone they know. A law
expert assumed that such social pressure to participate could
potentially compromise the principle of voluntariness for
participating in research studies. Additionally, if a web-based
community is created for the study participants, a plan needs
to bein place on how to progress with this community after the
completion of the study (see Textbox 1).

Theme 4: Privacy

Overview

It was noticeable that due to differing legal regulations,
perceptions toward privacy implications when using social
media for study recruitment differed between European and
non-European experts. Some experts considered the different

https://www.jmir.org/2023/1/e44587
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data protection policies, especially between the United States
and the European Union, to be the reason for community
concerns regarding data protection, that is, less concerns in
nations with stricter data protection regulations, that is, the
European Union. Yet, some interviewed experts saw the strict
interpretation of the GDPR in some member states as a major
barrier to social media recruitment.

Privacy Isa Big | ssue

One expert stated that data protection was important for any
study and not specific to social media recruitment. Others
disagreed, saying that there were specific risks unique to social
media recruitment. For instance, 4 experts noted that from a
privacy perspective, inferential targeting and user profiling with
algorithms based on artificial intelligence was problematic:

| believe something like this has to be very, very
strictly regulated... Because if you use harmless data
that people give you - for example, | give my
Facebook Likesto Facebook - to derive sensitive data,
then you explain to people the moment they provide
the harmless data, but not what they derive fromit.....
S0, you' re processing this harmless data for a purpose
that you didn't specify and you're violating the
principle of appropriation. And in the case of
instrumental analytics, this has also fallen out of the
focus of the highest courtsand so totally out of focus...
that this happens. [ Philosopher]

Three clinical and nonclinical experts expressed uncertainty
about the implications of the data protection regulations for
social media activities, wishing for general legal clarification
and ground rules. Consequently, one nonclinical expert advised
against setting up project pages or institutional accounts on
Facebook to avoid collecting any patient-associated data that
would link patients with an illness on social media. One expert
also pointed out that the provision of information by potential
participants on social media was problematic, even if it was
voluntary, as users might not be aware of the consequences, but
this was disputed by other experts. Practical recommendations
in Textbox 1 address some of these privacy issues, for example,
by adding privacy disclaimersto posts on the internet.

Privacy Is Not an Issue

Oneethicist with no direct web-based recruiting experience saw
no problem with placing advertisements on Facebook targeted
to a specific audience as long as the message was not coercive.
A clinical researcher also thought that this was unproblematic
if users deliberately and voluntarily engaged with the
advertisement and the study. A social scientist perceived it as
unproblematic if people outed themselves on social media as
participants because this only revealed them taking part in
research but not any personal health information. One ethicist
talked about the standard for measuring therisk of social media:

In the United States, the kind of the standard for
measuring risk generally is tied to what's called an
“ everyday standard” .... So basically, the regulations
state that a study is minimal risk and if it's minimal
risk, it's eligible for all kind of expedited research
ethics review and stuff. It's minimal risk if the risks
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of the study don’t exceed the risks of everyday life.
And so with respect to social media, some people have
argued that because social media and just sort of the
risks of all these technologies are so much a part of
the fabric of our everyday lives now.... These risks
seem to be so widely accepted we should count them
amongst the risks of everyday life. And if you do that,
then at least inthe US it lookslike anything involving
social media or anything involving one of these tech
risks, it's going to be a minimal risk. It's going to be
minimal risk and not something we should really
worry about. [Ethicist]
This expert aso acknowledged that the “everyday standard”
argument was contested among ethicists in the United States
and explained why it was a poor argument for not paying more
attention to social media risks. Further, they stated that one
should be able to scrutinize these everyday risks.

Practical Recommendations for Using Social M edia
as a Recruitment Tool

Based on both their experiences and theoretical considerations,
the interviewed experts provided practical advice on how to
promote aresearch study via social media (Textbox 1).

Discussion

Principal Findings

This qualitative interview study with 30 experts and 6 patients
set out to explore the practical benefits and challenges of
recruiting study participants with social mediain the context of
clinical and nonclinical studies. Our findingsindicatethat there
are diverging expert opinions regarding the challenges and
benefits of social mediarecruitment for research studies. Within
each presented theme, there were distinct practical benefitsand
challengesfor clinical and nonclinical studies. Inthefollowing,
we contextuaize the expert opinionson social mediarecruitment
and highlight some context-specific benefits and challenges.
As discussed elsewhere by our group, the ethical dimension of
using social media as a recruitment tool should be evaluated
first [14]. This especially applies when vulnerable individuals
arerecruited, which are here understood asindividualswho are
not able to protect their own interests [24]. While the GDPR
only defines children as vulnerable individuals, other groups,
such as the elderly or mentally ill, might also be less able to
assess the risks and conseguences of the processing of personal
data on social media[25]. Overall, there is increasing concern
about the use of social media for recruiting vulnerable
populations [25].

Contrary to the concerns of the interviewed experts that social
media users lack knowledge of data privacy, a recent study
suggests that the majority of Americans are aware of the
potential risks of web-based data collection[2]. They use socid
media anyway because they believe that the benefits outweigh
the privacy risks and that it is impossible to go through daily
life without tracking their data. Thisis also consistent with the
“privacy paradox,” describing the inconsistencies between
web-based privacy behavior and attitudes [26]. Studies in the
European context showed that for citizens, data protection and
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data security are very important and they are seriously concerned
[27], but even within a country, cultural dimensions affect the
level of privacy concerns[28]. Furthermore, our findings show
that experts were concerned about the use of commercial social
media platforms that use nontransparent, artificial
intelligence-based algorithms for inferentia targeting and
predictive analytics because this might cause serious privacy
violations. Recent literature support this point [29,30]. However,
for other research studies with healthy patients, some form of
presence on the internet, such as a web-based community or a
fan page, may help potential study participants to appreciate
the research being conducted, especially if study resultsare later
shared in lay language. There is increasing literature on the
importance of keeping participants engaged during web-based
studies[31-33], but no literature could be found that emphasized
the importance of poststudy engagement to create a sense of
ownership of study participants.

Many clinical researchersin our study reported that social media
recruitment was not cost-effective, which is contrary to what
others suggest [34]. This might be because the clinical
researchers in our study did not have enough well-trained
personnel to deal with the requirement of additional verification
steps to be enrolled in a clinical study, as well as with a high
number of interested patients signing up viasocia media. This
might have overloaded some study capacities. The nonclinical
researchers in our study, most likely accustomed to the high
financial and personnel costs of traditional recruitment methods,
saw social media as an easier, cheaper, and more efficient way
to distribute their web-based surveys, whichisin line with other
literature on the benefits of social media recruitment for
nonclinical studies [9-11,35]. Moving to web-based surveys
also increases the geographic reach and increases the speed of
recruitment [34].

In addition, some clinicians believed that social media
recruitment would not yield representative samples most likely
because clinical studies are often not representative dueto their
very selective nature [36]. Noncliniciansaiming to target awider
popul ation might be confronted with ademographic biaswithin
their recruited sample. Thisbias can be estimated by comparing
the demographic data to estimations of the census bureau of the
respective country [9], usually, a national bureau that records
demographic data such as age, sex, occupation, and income of
its population. In line with what experts mentioned about
representativeness, social mediawere described in some studies
to be effective for recruiting younger and older adults within a
nonclinical context [10]. Thisis not in line with official user
numbers: in the United States, Facebook is the leading social
media site accounting for 64% of all social media site visits
[37]. The most prominent age group is aged between 30 and 49
years, and the least prominent group was those aged 65 years
or more [38]. Yet, our findings also reflect that in the context
of recruiting hard-to-reach populations or rare diseases, it is
more important to reach the target population rather than
recruiting a representative sample. Thornton et al [11] suggest
that in this context, a sample recruited via Facebook is
comparableto studiesthat use traditional recruitment methods.
The demographic composition of socia media users can vary
by country and platform. It isthereforeimportant for researchers
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to check the country-specific demographic composition of
different social media platforms prior to defining which ones
to usefor study recruitment. Thishasnot only practical but also
ethical implications, asit isaquestion of fairnessto include all
relevant population groups in research studies, including those
that are harder to reach or disadvantaged [14].

Sacial mediarecruitment might also help ensure equitable access
to research participation, which isknown to be very challenging,
regardless of web-based or offline recruitment strategies [39].
Many clinical researchers usually have access to venue-based
recruitment in the clinical setting, which provides a constant
stream of potential study participants. However, if theseclinical
researcherswant to devel op asocial mediarecruitment strategy,
they must adhere to strict legal frameworks (eg, European
Union: GDPR; United States: American Data Privacy and
Protection Act) and ethical considerations, such as structured
informed consent procedures and privacy requirements, the
fundamental s of which are noted in the Declaration of Helsinki.
Thisiscomplicated by thelack of established guidelines[40-43].
Consequently, some interviewed experts perceived the GDPR
asamajor barrier to social media recruitment.

Limitations

Interviews were limited to stakeholders living in Western
Europe, the United States, and Australia. Some interview
participants had no or little direct practical experience with
social mediarecruitment, particularly members of review boards
inthe European context. Thisismost likely because recruitment
with social media is comparatively new, and there are no
established guidelines. However, these participants contributed
with expertise regarding ethical, legal, and social issuesrelated
to socia mediarecruitment. Whilethese were mainly theoretical
considerations, they are crucial to assess the practical benefits
and challenges of social mediarecruitment. In addition, not all
interviewed patients had a firm understanding of how clinical
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trials are set up but covered a broad spectrum regarding age,
digital literacy aswell as general attitudes toward social media
and data privacy. We did not provide a firm definition of social
mediato the interview participants and applied their inductive
definition to the dataanalysis. Therefore, the practical guidelines
provided in this paper are on a general level but might imply
different concrete applications on different social media
platforms. Taking a multi-stakehol der approach, we accounted
for the variabilities in expertise that are typical for complex,
interdisciplinary research questions when analyzing and
interpreting the interviews. We aimed to show the diversity of
viewpointsof the different stakeholdersrather than aquantitative
representation of all views.

Conclusions

We conducted a multi-stakeholder qualitative interview study
regarding the benefits and challenges of socia media—based
recruitment for research studies. Our findings underline the
importance of context- and project-specific assessments about
the appropriateness and usefulness of social media recruitment
before designing the recruitment strategy. For instance, the
cost-effectiveness of social media recruitment depends on the
context and the design of the research study and the availability
and €ligibility of alternative recruitment channels. Thus, the
place of recruitment (on the internet or offline) is an important
factor to consider when designing a recruitment strategy. In
many cases, a multiplatform approach (recruiting via several
different sociad media platforms) with mixed-methods
recruitment (web-based and offline recruitment channel s) might
be most beneficial. Thedifferent recruiting methods complement
each other and help to increase the reach of the study, the
recruitment accrual, and the representativeness of the sample.
This would help to better meet recruitment targets, which is
important for any research study. If a socia media—based
recruitment strategy is deemed feasible, we suggest consulting
the practical expert advice summarized in Textbox 1.
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