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Abstract

Background: Social media has become a popular method to recruit participants, particularly for studies with hard-to-reach
populations. These studies still face challengesin data quality and, for longitudinal studies, sample retention. However, in addition
to aiding in recruitment, social media platforms can help researchers with participant verification and tracking procedures during
the study. There is limited previous research describing how longitudinal studies can use social media to screen and retain
participants.

Objective: This paper describes strategies implemented to screen and retain a nationwide sample of sexual minority youth who
were recruited through social media platforms for alongitudinal study testing a drug abuse prevention program.

Methods: Our screening strategiesfor participantsincluded collecting necessary demographic information (name, phone, email,
and socia media accounts), verifying this information using publicly available web-based records, and sending confirmation
emails to ensure working email addresses and correct dates of birth. Retention strategies included communications designed to
develop positive participant relationships, incentives for survey completion, regular updating of participant contact information,
targeting hard-to-reach participants, and using social media as an alternative means of contacting participants.

Results: During enrollment, although the only demographic data required were a phone number and an email address, 87.58%
(1065/1216) of participants provided their Instagram as an alternative means of contact. Thisform of alternative communication
remains the most preferred with 87.40% (1047/1198) of participants continuing to provide an Instagram username as of January
2023, about 3 years after recruitment began. In comparison, other alternative means of contact (eg, Facebook and alternative
email) were provided by only 6.43% (77/1198) to 56.18% (673/1198) of participants. Direct messaging on Instagram was used
to successfully confirm participant identity, remind participants to take annual follow-up surveys, and update lost participant
contact information. Screening and retention strategies used in the study have helped achieve 96.30% (1171/1216) to 96.79%
(1177/1216) sample retention across 3 waves of data collection.

Conclusions: Though social media can be a helpful tool to recruit participants, attrition and participant authenticity difficulties
may be associated with this method. Screening and retention strategies can be implemented to improve retention. Internet searches
are effective for screening youth to ensure they meet eligibility requirements. Additionally, social media—Instagram in this
study—can help to track and locate participants who do not respond to traditional contact methods.

Trial Registration: Clinical Trials.gov NCT03954535; https://clinicaltrials.gov/study/NCT03954535

(JMIR Pediatr Parent 2024;7:e47984) doi: 10.2196/47984
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Introduction

With therisein social mediapopularity, web-based recruitment
methods for clinical trials have become increasingly popular.
Social media allows researchers greater access to nationwide
samples [1]; adolescents [2-6]; and hard-to-reach populations
[7,8], such as sexual minority individuals [9-13] and people
who use substances [14-16]. However, some research has
associated web-based recruitment with lower retention rates
than in-person recruitment methods [17,18]; researchers have
theorized that web-based recruitment lacks the connection and
commitment from participants that come from in-person
recruitment [18]. Further, there is a greater opportunity in
longitudinal studiesto lose participants over time dueto changes
in contact information or the desire to no longer participate in
the study [19]. Thus, longitudinal studies that recruit through
social mediaare at high risk for participant attrition.

Despite these challenges, researchers have identified methods
to increase retention rates of samples recruited on the web,
including frequent communication between surveys [20],
financia incentives [21], and building positive rapport with
participants[21,22]. Previousresearch has been ableto maintain
high retention rates after recruiting participants on social media.
One study recruited youth aged between 12 and 25 years using
advertisements on social media, Google, Craigdist, and a
web-based neighborhood forum; they found retention rates of
78.11% at the 3-month follow-up and 72.18% at the 6-month
follow-up [23]. Another study recruited using asimilar method
of advertising on social media, a collaborating website, and a
newsletter and found a retention rate of 88.4% at the 2-week
follow-up [24]. Our previous research has used social media
(eg, Facebook advertisements) to recruit youth for 2 longitudinal
web-based drug abuse prevention programs that maintained
retention rates of 97% at the 1-year follow-up [25] and 84.75%
at 3-month follow-up [13].

Much of what researchers know about using socia media
recruitment strategies comes from reports using Facebook.
Several studies and systematic reviews have confirmed that
advertising on Facebook is more cost-effective and time-efficient
than in-person recruitment [7,8,14,15,26,27]. Facebook hasalso
been a valuable tool for locating and communicating with
participantsin longitudinal studies[28,29]. However, trendsin
social media have shifted in recent years, especially among
younger demographics. In 2015, 71% of teenagers reported
using Facebook, while only 52% reported using | nstagram [30].
Thiswas notably different in 2022 when 32% of teens reported
using Facebook, while 62% reported using Instagram [31].
Instagram has already been used asasuccessful tool in recruiting
sexual and gender minority adolescents and young adults
[32-38]. Thus, in 2020, we used Facebook and Instagram to
recruit for Free2b, a nationwide 5-year web-based drug abuse
intervention  program  for sexual minority  youth
(Clinical Trials.gov NCT03954535).
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Though recruiting on social mediais cost-effective, timely, and
grants accessto large and diverse sampl es, it does not guarantee
the authenticity of participantsthat in-person recruitment allows
[39,40]. Socia mediarecruitment requiresathorough screening
process to confirm and ensure the legitimacy and eligibility of
potential participants. However, thorough screening processes
may lead to a more committed sample that can withstand
attrition typically seen in longitudinal studies recruited on the
web. Throughout the Free2b study, we al so used Facebook and
Instagram to verify youth’'s identities, maintain contact with
participants, and locate hard-to-reach participants. To date, little
has been published on the use of social media to screen and
retain participantsin alongitudinal study. This paper describes
how thorough screening processes using internet searches and
social media, Instagram in particular for sexual minority youth
samples, along with arange of retention strategies, help maintain
retention in longitudinal clinical trials for youth recruited
through socia media.

Methods

Social M edia—Based Recruitment

We used Facebook ads and Instagram promoted poststo recruit
participants for a longitudinal trial of a drug abuse prevention
program called Free2b. By clicking an ad or post, youth were
taken to the study recruitment website. This website contained
a brief consent video about study procedures, duration,
compensation, and eligibility criteria (English speaking; aged
15yearsor 16 years; USresident; accessto theinternet through
computer or tablet; and identifying as lesbian, gay, bisexual,
gueer, or questioning [LGBQ)]). At the conclusion of the video,
youth who were still interested in participating could connect
to aweb-based informed assent quiz. The quiz assessed youth’s
knowledge of study aims, procedures, risks, protections, and
compensation. Youth who passed the quiz were then allowed
to consent to study participation.

Consented youth were asked to provide demographic
information: first name, last name, sexua orientation, date of
birth, primary and alternative email, primary and alternative
phone number, social media handles (Instagram, Facebook,
Twitter, and alternative social media), zip code, and aternate
contact information (optional). Youth were expressly told that
the alternate contact would only be used if their other forms of
contact no longer worked. |P addresses were automatically
collected upon form submission.

Eligibility Screening and Enrollment

The process to screen consented youth was systemized for
research assistants (RAs). RAs were trained to use the steps
outlined in Figure 1 to hel p ensure the authenticity of consenting
youth. First, we removed youth who did not meet eligibility
requirements: aged between 15 and 16 years, identify asLGBQ
or questioning, reside in the United States, and have a phone
number and email address. We then removed duplicate names,
phone numbers, email addresses, and |P addresses.
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To the extent possible, the demographic data from youth who
had consented were cross-referenced with information from
web-based searches and the social media handles the youth
provided. Google searches of names with zip codes often
confirmed their existence, location, and age. For example, high
school athletes may have profiles showing their names and
gradesin school. Social media accounts could confirm age and
location. Instagram and Twitter bios frequently contained age,
high school, and city. Posts and tagged posts were aso useful
when they referenced birthday celebrations. Confirming sexual
orientation was not a required element of screening as many
adol escents have not publicly disclosed their sexual orientation
and because sexual orientation often changes during adolescence
[41]. However, when a leshian, gay, bisexual, trans, queer, or
questioning [LGBTQ] symbol or post was present on youth’'s
social media, it was noted as a point of authenticity; the lack of
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such content did not exclude youth from the study. For youth
with private or limited social media accounts or no web-based
presence, we used other methodsto help confirm their identities.
For instance, an | P address, cell phone area code, and zip code
that correlated helped verify ayouth’s authenticity; sometimes
an email address included a birth year that matched their
provided age or included a name that matched their provided
first and last name.

Once youth cleared the af orementioned steps, we sent them an
email asking them to reply back confirming the contact
information they provided after consenting and we asked them
to provide us with their birthdate. Only youth who replied to
this email and who accurately confirmed the birthdate they
provided during consent were enrolled in the study and randomly
assigned to a study condition.
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Figure 1. Flowchart of screening strategies implemented during the recruitment phase. LGBQ: lesbian, gay, bisexual, queer, or questioning.

Step 1: Remove youth who do not meet basic
eligibility requirements (n=525)
Eligibility requirements
-Aged between 15 and 16 years
-identify as LGBQ or questioning
-reside in the United States
-provide a viable email and phone number

Step 2: Remove duplicates (n=1132)
Remove youth who applied more than once. This is
determined from repeating phone numbers, social media
handles, email addresses, or other unique youth
information.

Step 3: Investigate repeating IP addresses
Repeating IP address can be flagged as (1) youths
attempting to apply more than once (2) family or friends
applying using the same device.

Youths that share [P addresses must have completely
different demographic information. They are then
investigated to confirm that they are different people
(through internet searches, etc).

Step 4: Investigate youth who meet basic

eligibility requirements to authenticate identity
Youth are searched on social media (Instagram,
Facebook, Twitter, etc) and the internet. Youth with any
online presence were investigated to find if the age and
location listed on public platforms matched the
demographic information they had provided during the
study assent quiz.

Family and friends’ social media accounts can help
confirm the age (eg, family and friends would often post
on the youths’ birthday in celebration of them) and
location (eg, family and friends often tagged the location
of their posts or account publicly) of the youth.

Step 5: Cross reference youths who do not have
an online presence

Enter “[zip code] location,” “[IP address] location,” and

“[area code] location™ into search engines. Confirm that

all 3 are consistent to the same area, and are all based in

the United States

Youths’ emails might include birth years or high school
acronyms. If applicable, this can be cross-referenced
with provided location and birthdates.

|

Step 6: Final authentication and enrollment
Youths who are verified through the internet or social
media searches and provide consistent demographic
information are sent a confirmation email asking them to
confirm their dates of birth (n=1671). Participants who
reply confirming this correctly are enrolled (n=1216).

Building Positive Relationships With Participants

Building rapport with participants is important in longitudinal
studies to help maintain retention [42,43]. RAswere trained to
use a friendly and appreciative communication style to
communicate with participants through phone calls, text
messages, emails, and direct messages (DMs) on social media.
The language used in messages and calls was positive,
supportive, understanding, and appreciative of participants

https://pediatrics,jmir.org/2024/1/e47984
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time. For example, RAs frequently started messages with
language that acknowledged participants’ busy schedules (eg,
“I know it's the beginning of the school year and things are
probably pretty hectic right now.”) to convey an understanding
that the study surveys were unlikely to be their priority.

Given our understanding that participants were busy, we
maintained the philosophy that no participant is “lost” unless
we have no working contact information. However, even when
a participant met the standards to be considered “lost,” they
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were not removed from the study. This allowed us to recover
participants who may have chosen to skip a survey one year,
but then chose to take the next year’s survey.

We also built positive relationships by honoring when
participants requested needing more time to complete a survey

Weisblum et &

(eg, during finalsweek). Annual holiday and birthday textsand
emails (Figure 2) helped maintain contact but also served to
build rapport. Email correspondence encouraged participants
to contact uswith questions or concerns and included the study
phone number and the principal investigator's phone number
and email to facilitate this contact.

Figure 2. Examples of holiday and birthday messages sent to participants throughout the study.

Happy Pride Month! =

o FreeZb < gmail com>

L

Dear

We wish you a very happy Pride!

HAPPY PRIDE

Sincerely,

The Free2b Team

Communication Strategies

Given the importance of sample retention to longitudinal
research, timely communication with participants is essential.
Project email and social mediaaccountswere checked regularly;
RAs were expected to respond immediately to participants
texts, phone calls, emails, or DMs on social media. Each
interaction was logged in a shared database to record contact
history. This record helped determine the best methods of
contact for a participant. Before making contact, RAs read
through a participant’s contact log for previous successful
contacts (eg, a participant might respond to texts more often
than calls). RAs were also instructed to vary their contact
methods, switching between text, email, voicemail, or social
media. These methods increased the chances of participants
Seeing our communication attempts. We also made an effort to
send messages with different wording or images (eg, for holiday
cards each year) to participants, rather than repeatedly sending
the same template message. This helped our communication
comeacross asindividually tailored, rather than as an automated
message to all participants.

Finaly, RAs were instructed to maintain frequent
communication and reminders without overwhelming
participants. As described earlier, they often started texts and
phone calls with understanding language. Additionally, most
remindersto take surveysincluded alink so participants would
not have to go through their inbox to find the original survey
reminder. When talking to participants on the phone, RAs
always offered to send afoll ow-up text or email with the survey
link. Finally, if a participant had not taken a survey after
numerous reminders, or they mentioned that they are busy with

https://pediatrics,jmir.org/2024/1/e47984
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Happy Birthday, >

2 freeZbcolumbia - gmail.coms

Dear

Everyone here at FreeZb wishes you a very happy birthday!

WPy, Birdhiay

We hope you have a great year!

Sincerely,

The Free2b Team

other activities, we offered to pause communications and asked
them when they would like usto check back.

Update Contact Info Surveys

To minimizethelikelihood of losing partici pants between annual
surveys due to changes in their contact information, we
attempted to update participant contact information quarterly.
We provided participants with their phone number or phone
numbers; email address or email addresses; social mediaaccount
handles; zip code; and if they have provided one, their alternate
contact’s phone number in abrief web-based form. If all of their
contact information was up to date, they simply clicked
“correct,” or they could update their information if necessary.
Youth could also continue to provide no alternate contact, add
an alternate contact, remove the alternate contact they had
provided, or change the one they provided.

Inevitably, some participants are lost over time due to frequent
changes in contact information, competing priorities for time,
or loss of interest in continuing in the study [44]. If we reached
out to a participant more than 10 times with no response, they
were considered “ hard-to-reach.” RAsweretrained on standard
protocols for contacting hard-to-reach participants (Figure 3).
Once a participant became “hard-to-reach,” we took a break
from contacting them for several weeks. We then conducted an
internet search and used social mediato try to reconnect. Inthe
rareinstancethat acell phone and email was no longer working,
and we were confident we were no longer reaching the
participant, we discreetly reached out to their alternate contact
without disclosing the purpose of the study. Youth who were
considered “hard-to-reach” were always asked if they would
like to be removed from the study or take a break from
participation so that we did not bother them unnecessarily or
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needlessly spend time trying to collect survey data. Though no longer have wished to participate, we did not make this
some youth who did not respond to our survey reminders may  decision for them.

Figure 3. Flowchart of steps taken to contact hard-to-reach (HTR) participants and remind them to complete annual surveys.

Step 1: Give HTR participant a break from
communication
After 10 contact attempts with no response or failure to
take survey, pause communication attempts for 2 weeks.

Step 2: Confirm contact info with alternate
contact
After 2 weeks, resume contacting participant. In the rare
instances that it seems we do not have any correct
contact information, reach out to alternate contact to
confirm participant contact information without
disclosing the purpose of the study.

Step 3: Search for alternative methods of
communication online

Use the participant’s name, zip code, social media
handles, and email addresses to conduct an internet
search for different social media accounts (ie, Facebook,
Instagram, Twitter, and LinkedIn) that may belong to
participant. If likely match found, reach out to confirm
account belongs to participant and ask for updated
contact info.

Step 4: Continue contacting 1-2x/week until
survey closes
If participant is still not responsive or has not updated
contact information, continue contacting through known
and found modes of communication 1-2x/week until the
end of the survey. Give a communication break of 1-2
weeks after every 10 contact attempts.

Step 5: Daily reminders during final week of
survey
During the final week that a survey is open, send daily
reminders to HTR participant letting them know how
many days are left to take the survey. Attempt contact
through every mode of communication available at least
once.

also reminded participants to redeem their gift cards when they

Ethical Considerations were close o expiring.

Study procedures were approved by the Columbia University

Institutional Review Board (IRB-AAAR5072). A waiver of Results
parental permission was granted to reduce risks; such waivers
may also increase participation from adolescents who are not  Rates of Provided Participant Contact I nfor mation

out to their parents [45]. Because our sample could be A participants were required to provide a primary email and
considered a vulnerable population, a detailed data and safety  ynone number in order to be enrolled in the study, but 11.76%
and monitoring plan was aso established, and aDataand Safety  (143/1216) also provided an alternative phone number and
Monitoring Board met no less than once a year. A primary g7 394 (623/1216) provided an alternative email. At the time
charge for the Dataand Safety Monitoring Boardinyear Iwas  of ecrujitment, 87.58% (1065/1216) of enrolled Free2b
to review Institutional Review Board—approved recruitment and participants provided an Instagram account as part of their

informed consent procedures. contact information, as compared to 19.98% (243/1216)

After completing the aforementioned consent processes, Providing an alternate contact (eg, family or friends), 15.13%
participants received US $30, US $35, US $40, US $45, and  (184/1216) providing a Facebook account, and 29.03%
US $50 for each of the 5 waves of data collection (pretest; (353/1216) providing an alternative social media account (eg,
pogteg, and 1-, 2-, and 3-year fo”o\N-up, respec'nvely) TWltter, Tumbl r, or Ti kTOk) Only 10.61% (129/1216) prOVided
Participants were able to choose from several e-gift card options. o form of alternate contact or social mediaaccounts (Table 1).
As soon as a survey was completed, participants were notified  The percentage of participants with an Instagram account has
that they would receivetheir e-gift card within 36 hours. Sending ~ remained relatively stable in the approximately 3 years since
e.g|ft cardsin ati mely manner showed our appreciation and recruitment. ThrOUghOUt the Sudy, |nStagram has remained the
helped maintain positive relationships with participants. We Mmost commonly provided alternative method of contact. As of
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January 2023, a total of 87.40% (1047/1198) of Free2b
participants have provided Instagram handles, while only
22.37% (268/1198) of participants have provided an alternate
contact with a cell phone number, 19.37% (232/1198) have

Weisblum et &

provided aFacebook account, 30.47% (365/1198) have provided
an alternative social media account, 6.43% (77/1198) have
provided an alternative phone number, and 56.18% (673/1198)
have provided an alternative email.

Table 1. Number of participants who provided each type of alternative contact information at enrollment and 3 years after recruitment.

Type of contact information

At enrollment (2020; n=1216), n (%)

Currently (January 2023; n=1198), n (%)

Alternate contact 243 (19.98)
Alternative email 623 (51.23)
Alternative number 143 (11.76)
Facebook 184 (15.13)
Instagram 1065 (87.58)
No alternate contact number or social media 129 (10.61)
Other social media 353 (29.03)

268 (22.37)
673 (56.18)
77 (6.43)
232 (19.37)
1047 (87.40)
117 (9.77)
365 (30.47)

Direct Messaging and L ocating Har d-to-Reach
Participants Through Social Media

If participants have not taken their surveys after multiple
automated reminders, they are added to a “call list” to receive
personalized communication from RAs. First, RAs attempt to
contact them through traditional contact methods (phone calls,
text messages, and emails); if thisis not effective, they begin
adding social mediacontacts (eg, direct messaging on Instagram)
in addition to traditional methods. Of the 17 participants on the
call list for Survey 1 who completed the survey, 100% received
only traditional contacts, and 0% received a combination of

traditional and social media contacts. Of the 102 participants
on the call list for Survey 2 who completed the survey, 71.6%
(73/102) received only traditional contacts and 28.4% (29/102)
received acombination of traditional and social mediacontacts.
Of the 100 participants on the call list for Survey 3 who
completed the survey, 77% (77/100) received only traditional
contacts and 23% (23/100) received acombination of traditional
and social media contacts. Finally, of the 121 participants on
the call list during Survey 4 who completed the survey, 81.8%
(99/121) received only traditional contacts and 18.2% (22/121)
received acombination of traditional and social media contacts
(Table 2).

Table2. The percentage of participantswho were on the call list and then took the survey after traditional contact (phone and email) versus acombination

of traditional and social media (eg, Instagram direct messages) contacts.

Combination of traditional and social media

Traditional contacts (phone and email), n (%)

Survey number

contacts, n (%)
Survey 1 (n=17) 0(0)
Survey 2 (n=102) 29 (28.4)
Survey 3 (n=100) 23(23)
Survey 4 (n=121) 22 (18.2)

17 (100)
73(71.6)
77(77)

99 (81.8)

Social Media Versus Traditional Contact M ethods for
Survey Reminders

Both Instagram and Facebook offer adirect messaging feature.
However, unlike our attemptsto communi cate with participants
through Facebook DMs, communication through Instagram
DMs was frequently successful. As seen in the left screenshot
in Figure 4, an anonymized recreation of an interaction with a
study participant, Instagram DMs resulted in direct replies or
liked messages. Instagram al so notified uswhen the participants
read our DMs by displaying “seen” under read messages.
Moreover, success of |nstagram survey reminderswas evidenced
by the completion of surveys soon after DM reminders: of the
participants who received social media contacts, 41% (12/29)
completed Survey 2, 39% (9/23) completed Survey 3, and 27%
(6/22) completed Survey 4 within 48 hours of being sent a

https://pediatrics,jmir.org/2024/1/e47984

reminder through DM. In particular, Instagram proved to be a
useful method for contacting hard-to-reach participants, who
otherwise did not respond to calls, texts, and emails to take
follow-up surveys. Attemptsto contact participants on Facebook
did not yield similar resullts.

Instagram was also a helpful tool for finding lost participants
for whom we had no working contact information. When a
participant was “lost,” we used Google to search for the
participant’s new social media accounts. Both Facebook and
Instagram were used to DM lost participants, but only Instagram
resulted in successful participant discoveries (middle and right
screenshotsin Figure 4). Despite the successthat these examples
indicate, there were till instances where our Instagram DMs
were ignored, never seen, or we were simply unable to send
messages to participant accounts.
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Figure 4. Examples of interactions with participants through direct messages on Instagram that have been recreated and anonymized.

12:37

4 . free2bparticipant

12:37 "

4 . free2bparticipant

Hi X,

This is Emma from Free2b. I'm just
reaching out to remind you to
complete Survey 3. Here is the link:

Please let me know if you have any ble tag 1o W
questions. Thank you for being a part
of Free2b!
. thax! v
v

@ Message.. g @ @ @ Message...

Retention Strategies

Our incentives increased in value as the study continued and
ranged from US $30-US $50. These incentives are almost
always claimed by the participants: 99.59% (1208/1213) claimed
their Survey 1 gift card, 99.41% (1170/1177) claimed their
Survey 2 gift card, and 99.32% (1168/1176) claimed their
Survey 3 gift card. Of the few participants who did not claim
their gift cards, only 1 or 2 participants per survey explicitly
stated that they did not want their gift card.

Our successin devel oping and maintai ning positive rel ationships
with participants has been demonstrated by the messages we
occasionally receive from participants expressing their
appreciation for the project:

Example 1:

Hi Free2b folks, | just wanted to send a message that
the project has seen me through a lot of change (both
with time and otherwise)...Thank you for providing
this space.

Example 2:

| appreciate you ® . | am glad to be apart [sic] of
this after so many years (it's very exciting).
Example 3:

Thank you! I'm not sure if thisis a no-reply kind of
thing, but in the case that it's not, | want to show my
gratitude! Thank you for the opportunity to bein this
study, it really means a lot to me. | am very excited
to see the impact this will have! And the money has
helped me so much, | was able to pay for my first
binder with it! | am eternally grateful.

Example 4:

Good morning to whoever is reading this!!! Hi I'm
and I’'m a part of the Free2b program and |
want to say thank you! Your website has really

https://pediatrics,jmir.org/2024/1/e47984
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Hi! This is Emma with the Free2b
study at Columbia University. | am
looking for X who signed up for our
study a few years back. If this is you,

please respond with the best email
andfor phone number for us to send
the new survey link to! Thanks so
much!

Yes my number is XXO0 X000

. And my new email is XXX@gmail.com

Great thank so much! We'll update
your new contact information and I'll
send over your survey link.

wll F

S O

12:48

< . free2bparticipant

Hey X! This is Emma from the FreeZb
project. | got this Instagram account

from the bio of your last account and
just wanted to confirm it's you!
Thanks!

yes it is me! sorry for taking so long to

. respond

o @

No problem! | was just reaching out to
remind you to take Survey 3, so you
can earn your $40 e-gift card. It'll only

take about 10 minutes and you can
complete it on your phone.

g- @ @ @",‘r:i::'—.:aqr.—... \g Q @

allowed me to open up with those around me, as a
bisexual and proud young female.

Such messages from participants frequently express gratitude,
that the study is helpful for them, interest in the outcome of the
research, or that the project has had a positive impact on how
they feel about their sexual orientation.

Finally, 3 Update Contact Info Surveys were sent in between
each study survey. Participants were not incentivized to
complete these surveys, but still, 87.14% (1057/1213) of
participants completed at least 1 Update Contact Info Survey
between Survey 2 and 3 and 84.17% (1021/1213) completed at
least 1 between Survey 3 and Survey 4.

Retention Rates

Our Instagram and Facebook recruitment and screening
techniques allowed us to verify and enroll 1216 participantsin
the Free2b study. Retention at the first survey after enrollment
was 99.75% (1213/1216). The second survey, taken about 4
months later, was completed by 96.79% (1177/1216) of
participants. We were able to maintain similarly high retention
at 96.71% (1176/1216) in the 1-year follow-up survey (Survey
3) and 96.30% (1171/1216) in our 2-year follow-up (Survey 4).
Of the participants who did not take Survey 2, atotal of 28%
(10/36) were recovered in Survey 3. Of the participants who
took Survey 2 but not Survey 3, atotal of 9% (1/11) were
recovered in Survey 4. Additionaly, of the participants who
did not take Surveys 2 or 3, atotal of 17% (5/30) wererecovered
in Survey 4. Overdl, since the end of the recruitment period,
we have only lost 6 participants (<1%), as defined by a
participant not completing any follow-up surveys to date and
having zero working contact information. Despite the difficulty
in reaching these participants, they are still invited to participate
in each survey, and we contact them each year.

The 3 participants who did not take Survey 1 were exited from
the study, and 15 participants asked to exit the study after the
first survey. After Survey 2, one additional participant asked to
be exited, bringing our total exited participantsto 19.
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Discussion

Principal Findings

Due to the increased popularity of socia media and other
messaging platforms, researchers have more opportunities to
identify and communicate with participants in longitudinal
clinical trials. This paper reports on the use of social mediato
aid participant screening and retention in a longitudina study
for sexua minority youth. Our findings suggest that a sample
recruited through social media platforms can achieve minimal
attrition with certain screening and retention strategies. Our
results confirm the effectiveness of commonly published
retention strategies [42,43,46] and offer new methods, such as
using social mediato maintain contact with participants. Study
findings further suggest that Instagram is an effective method
for communi cating with and finding potentially lost participants
over Facebook for sexual minority youth. This points to the
importance of researchersfollowing social mediatrendsto meet
their potential or enrolled participants where they are.

Overal, the various retention and screening strategies used in
this study have shown promising results, with retention rates
ranging from 96.30% (1171/1216) to 96.79% (1177/1216) in
follow-up surveys. Our retention rates are somewhat higher
than other studies with sexua minority youth. In a study of
sexual minority youth whose sampl eincluded minors, retention
rates at each study wave ranged from 82% to 90% [47]. Another
study of sexual minority youth aged between 18 and 19 years
found retention rates ranging from 85.9% to 89.5% [48].

Sexua minority youth are a hard-to-reach population, making
it difficult to recruit using in-person methods [49]. However,
social media has presented an accessible way to reach this
demographic [1,2,5,6]. We used Instagram and Facebook to
recruit alarge nationwide sample of sexual minority youth. But
studies that use web-based recruitment can be vulnerable to
poor data quality as eligibility is harder to verify compared to
in-person methods [40]. A common strategy in web-based
recruitment is the use of eligibility screening questions to
remove ineligible applicants [39,50]. However, screening
guestions do not guarantee authentic answers. Moreover, when
studies such as ours compensate participants, duplicate or
fraudulent enrollees are common [51]. Therefore, the benefits
of web-based recruitment can be offset by risks to sample
validity and data integrity. Thereis limited literature outlining
the extent of these threats and how to mitigate them [40].

By crossreferencing demographic data provided by the
participant with publicly available information and confirming
participant birthdates through email, we improved the overall
quality of this study data. If we had not validated their email
by asking for their birthday confirmation, we may have enrolled
people in the study who provided inactive email addresses and
who were not 15-16 years old. Without collecting sufficient
contact information at the study’s onset—primary and alternative
phone numbers, primary and alternative emails, socia media
handles, and an optional aternate contact—sample retention
would likely have been lower.

https://pediatrics,jmir.org/2024/1/e47984
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As seen in Table 1, Instagram was consistently the most
common aternative contact method youth provided. This is
unsurprising given the popularity of Instagram among our age
demographic [31]. This may also be due to our recruitment
methods through Instagram. Many participants had already
interacted with us on | nstagram—through DM s, comments, and
likes—and thus may have been more comfortable sharing their
handle. We have continued to use | nstagram to reach participants
throughout the duration of the study given its continued
popularity among the sample. During survey data collection,
reminders through Instagram DM were successful, as seen
through the participants who took the survey within 48 hours
of receiving areminder DM. Instagram DMs were also useful
to help update participant contact information. Understanding
the most popular form of social media among a recruited
demographic may help researchers to remain in contact with
hard-to-reach participants.

The retention strategies used in this study include those
traditionally used in longitudinal clinical trials as well as new
methods that reflect the current shifts in social media trends.
Traditional methodsinclude survey incentives, building positive
relationshipswith participants, and regularly updating participant
contact information [42,43,52]. The incentives for each survey
were popular as evidenced by the high number of gift card
acceptances after each survey. Training RAsto have consistent
communication standards and demonstrate respect for
participants’ time helped us build rapport. Evidence of our
success at building these positive relationships includes when
they frequently thanked usfor their birthday or holiday messages
or upon receipt of their gift card.

Worth noting are the examples of participant messages outlined
in our results. Sometimes participants were unsure if they were
emailing a“real person” (eg, “not sureif thisisano-reply kind
of thing”). Thisconcern likely resulted from the use of templates
for mass emails related to surveys or gift cards. Though we
personalized these email swith first names, the concerns voiced
by some participants is an important reminder that adolescents
are savvy and able to detect when correspondence is mass
generated versusindividually written. Researchers may benefit
from ensuring they have amix of automated and individualized
messages, as we did, to maintain positive relationships.

Throughout the study we reached out to participants to update
their contact information through a brief survey. This task
required minimal effort on behalf of the participant. The ease
of use of the survey likely contributed to the high rates of
completion. In turn, the correct contact information minimized
attrition. These surveys may have also helped us to maintain
positive relationships with our participants as we were able to
note changesin names, pronouns, and gender identities, thereby
minimizing the chance to use a deadname or misgender a
participant, which can be detrimental when maintai ning rapport
with sexual minority youth [53].

Tracking lost participants and finding alternative methods to
contact hard-to-reach participants are both crucial to prevent
attrition. Throughout the study, we used Instagram to reach out
to hard-to-reach participants as an alternative contact method
when calls, texts, and emails were ineffective. Social media
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contacts were successful as seen when participants took their
survey within 48 hours of receiving a DM reminder from us.
This success is likely attributable to participants' frequent use
of the app; those who were active on the platform may have
been more likely to see our DMs over calls, texts or emails
which can be deemed spam.

When tracking lost participants, we implemented multiple
strategies. Researchers have commonly used multiple forms of
web-based methods to track participants: search engines (eg,
Google) and fee-based directories (eg, White Pages) are 2
common examples [54]. Though search engines are useful to
locate participants, they often do not provide new methods of
contact. Therefore, we used social media to locate and DM
potentially lost participants. Social media platforms, primarily
Facebook, have also been used by researchers to search for
participants. Despite the reported success shown on tracking
through Facebook [28,54,55], we have primarily used Instagram
over Facebook due to its higher popularity among our sample
(Table 1).

Unless requested to be exited, no participant was considered
lost from the study. We used sociad media to “recover”
participants whom we lost contact with due to changesin their
contact information. After finding a profile on Instagram that
matched their demographic information, we reached out to
participants regarding their participation in the study (middle
screenshot in Figure 4). In some instances, we were also able
to use old accounts to update contact information. After
attempting to reach some participants through Instagram, we
found that their accounts were no longer active, but they had
added alink to their new account in their bio through which we
were ableto reach them (right screenshot in Figure 4). Overall,
Instagram has been useful as an alternative contact method for
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survey reminders, to track down lost participants, and to build
positive rel ationships with participants.

Limitations

A limitation of using Instagram to screen and maintain contact
with participants is that Instagram frequently changes its
poalicies, including how DMs can be sent. In March 2021,
Instagram announced it would be banning adults from direct
messaging teenagers under the age of 18 years who do not
follow the adult’saccount [56]. Thismay affect retention efforts
when using I nstagram as a contact method in asampl e of youth.
Itisunclear how thispolicy will changein the future. Moreover,
people can easily changetheir profile handle names, preventing
us from finding previously provided accounts. An additional
limitation of using social media as a method to recover
participants is that these methods are more effective with
participants who have uncommon names, asit wasvery difficult
to find participants on social media if there were hundreds or
thousands of users with the same name. Finaly, efforts to
communicate or contact participantsthrough social mediawere
likely less effective for participants who were not out or did not
want to be publicly associated with our Instagram account.

Conclusion

This paper demonstrates effective screening and retention
methods to conduct a longitudina clinical trial for sexual
minority youth. Social media, particularly Instagram, wasfound
to be useful both in the screening process and in maintaining
contact with participants throughout the study. Through the use
of similar thoughtful screening and retention strategies, others
may be ableto replicate our high retention rates. Future research
is needed to determine the efficacy of individual strategies, as
well as to test these strategies in different populations and on
new social media platforms as they gain popularity.
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