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Abstract
Background: People with an acquired brain injury (ABI) find it challenging to
use social media due to changes in their cognition and communication skills.
Using socialmedia can provide opportunities for positive connection, but there is
a lack of interventions specifically designed to support safe and successful social
media use after ABI.
Aims: To investigate the outcomes of completing a social media skills interven-
tion and identify barriers and facilitators for future implementation.
Methods & Procedures: The study used a mixed-methods, pre-post-
intervention design. A total of 17 adults with an ABI were recruited. Participants
completed an intervention that included a short self-guided course about social
media skills (social-ABI-lity course), and then participated in a private, moder-
ated Facebook group over a 12-week period (social-ABI-lity Facebook group).
Data were collected over this period through observation of group activity
and weekly surveys. They were also collected on social media use and quality
of life at pre-intervention, post-intervention and after 3 months. Participants
provided feedback on the experience of participating in the programme via a
post-intervention interview.
Outcomes & Results: At post-intervention, there were significant improve-
ments in confidence in using Facebook (p = 0.002) and enjoyment of using
Facebook to connect with others (p = 0.013). There was no significant change
in reported quality of life, although participants described the multiple benefits
of connection they perceived from involvement in the group. Observational data
and feedback interviews were informative about the feasibility and acceptability
of the intervention.

This is an open access article under the terms of the Creative Commons Attribution-NonCommercial-NoDerivs License, which permits use and distribution in any medium,
provided the original work is properly cited, the use is non-commercial and no modifications or adaptations are made.
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2 IT GIVES YOU ENCOURAGEMENT BECAUSE YOU’RE NOT ALONE’

Conclusions & Implications: This pilot study provided preliminary evidence
that an intervention comprising a short, self-guided training course and a pri-
vate, moderated Facebook group improved outcomes for people with ABI. Key
recommendations for future implementation include embedding active peer
moderators within groups and taking an individualized approach to delivery of
the intervention.

KEYWORDS
brain injury, rehabilitation, social communication, social media

WHAT THIS PAPER ADDS
What is already known on the subject
Research has documented the challenges that people with ABI experience in
using social media, and the difficulty for rehabilitation clinicians in providing
appropriate support in this field.

What this paper adds to existing knowledge
This pilot study reports the outcomes of people with ABI completing a short,
self-guided social media skills course and participating in a private, moder-
ated Facebook group. After the intervention, participants reported significantly
increased confidence and enjoyment in using Facebook, described the benefits
of connection found in the groups, and suggested potential improvements for
future implementation.

What are the potential or actual clinical implications of this work?
With the growing use of social media for connection and participation, there
is a professional obligation to address social media communication skills in
cognitive–communication rehabilitation for people with ABI. The findings of
this studywill inform interventions and future research to assist people with ABI
to build their social media skills for communication, social support and a sense
of connection.

INTRODUCTION

A common challenge for people with an acquired brain
injury (ABI) is social isolation (Northcott & Hilari, 2011;
Salas et al., 2018) and loneliness (Lowe et al., 2020). Social
media can offer a positive and low-cost way for people with
ABI to connect with others in the same situation (Brun-
ner et al., 2021a). Globally, we have observed an increase in
communications via online platforms in the past 2 years,
with social media use increasing at a rate of more than
1 million new users every day (Datareportal et al., 2021).
One of themost important types of support for people with
mild ABI has been reported to be connecting with others
through social media (Eghdam et al., 2016). Indeed, a 2021
study indicated that 90%of peoplewithmoderate-to-severe
traumatic brain injury (TBI) have used at least one social
media platform, with Facebook and Facebook Messenger

being the most popular platforms (Morrow et al., 2021).
This high rate of social media use is consistent with that of
the general population (We Are Social & Hootsuite, 2022),
and notably with that of the age groups of people most at
risk of ABI (Roozenbeek et al., 2013), with adolescents and
young adults using digital communications from a young
age (Ciccia & Threats, 2015). People with TBI have also
reported they used multiple social media platforms for a
range of purposes, and all had the desire to use socialmedia
to connect with people or the broader community (Brun-
ner, 2020). Indeed, reviews in the field have highlighted the
benefits of socialmedia use after ABI for social connection,
with untapped potential for reducing social isolation and
improving quality of life (Brunner et al., 2015, 2021a).
Alongside the positive opportunities and benefits that

online interactions can provide, people with ABI have
been observed to be vulnerable to risks associated with
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BRUNNER et al. 3

reduced cognition and social judgment (Gould et al., 2021).
They have also reported challenges using social media
such as cognitive fatigue, feeling overwhelmed, difficulty
understanding the navigation and procedures of different
social media platforms, and experiences or perpetration
of cyberbullying (Brunner, 2020). Due to the cognitive–
communication difficulties which commonly occur after
an ABI (MacDonald, 2017), tailored interventions are
needed to assist people with ABI to safely access main-
stream social media platforms, such as Facebook, Twitter,
Instagram and TikTok. However, people with TBI have
reported receiving little professional support to use social
media (Brunner et al., 2019) and rehabilitation profession-
als have described being inadequately prepared to support
them in its use (Brunner et al., 2021b). A recent scoping
review identified that, to date, there have been few inter-
ventions reported in the literature specifically addressing
this area for people with ABI (Brunner et al., 2022b). There
was limited evidence regarding the effectiveness of social
media training, with Brunner et al. identifying that social
media training for people with ABI should be developed
through user-centred design and evaluation (Brunner
et al., 2022b). Many of the included social media skills
training interventions and information sources incorpo-
rated or recommended training in aspects of cybersafety,
opportunities for real-life practice and supports tailored to
individual needs (Brunner et al., 2022b).
In response to this absence of such interventions, new

resources with a focus on online communication after ABI
have recently become available. The CyberABIlity train-
ing programme (Monash University, 2022) provides free
online training for people with ABI to learn specifically
about cybersafety, including identifying and navigating
cyberscams. The self-directed online course, ‘social-ABI-
lity’, focuses on successful use of social media after ABI
(Brunner et al., 2022a). This course was developed through
a collaborative design process with participants with ABI,
family members and clinicians, and tested through a
proof-of-concept study with four participants with ABI.
Findings from this proof-of-concept study (Brunner

et al., 2022a) indicated that the social-ABI-lity course was
acceptable and engaging for the participants, and that
some aspects of social media communication skills for
people with an ABI could be trained through an online,
self-directed course. However, its efficacy as a standalone
treatment is yet to be determined.Moreover, it is likely that
this coursewould bemost beneficial as one elementwithin
a multi-component approach to improving social media
communication skills, with participants in the proof-of-
concept study identifying the need for additional support
to assist safe and meaningful access and participation in
socialmedia (Brunner et al., 2022a). Additionally, role-play
and group contexts in safe settings have previously been
demonstrated as successful in supporting practice of new

behaviours in meaningful activities before generalizing
skills in more natural or less structured settings (Meulen-
broek et al., 2019). Therefore, building positive and safe
networks in easily accessible, secure and familiar social
media platforms to provide a context for practising social
media communication skills may be another beneficial
support to people with an ABI.
Following the initial proof-of-concept study for the

social-ABI-lity course (Brunner et al., 2022a), the current
project evaluated a multi-component intervention focused
on developing skills for using social media after ABI. The
aims of the study were to investigate whether completing
the social-ABI-lity course and then participating in a pri-
vate,moderated social-ABI-lity Facebook group resulted in
improved skills in interacting online or improved quality
of life for people with ABI. We also aimed to deter-
mine the feasibility and acceptability of private, moderated
Facebook groups for providing support to people with ABI.

Research hypotheses

∙ Participating in the social-ABI-lity course and Face-
book group programmewill improve skills in interacting
online and improve quality of life for people with ABI.

∙ It will be feasible and acceptable to participants to
interact in a private, moderated Facebook group.

METHOD

This pilot study builds on the previous proof-of-concept
study (Brunner et al., 2022a) and focuses on evaluat-
ing this multi-component social media skills intervention
using a mixed-methods pre-post-design. Ethical approval
to conduct this study was sought and received from the
University of Sydney Human Research Ethics Committee
(2021/019). Guidelines for reporting qualitative research
(Tong et al., 2007) and pilot studies (Thabane et al., 2010)
were followed in the reporting of this study, and the
intervention was described using the TIDieR guidelines
(Hoffmann et al., 2014).

Recruitment

Recruitment of participants occurred via posts sent on
social media (Twitter and Facebook), the University of
Sydney ABI Communication Lab’s website, and through
speech–language pathology and brain injury rehabilitation
email networks of the researchers. All potential partici-
pants with ABI who expressed an interest in the study
met with either authors M.B. or R.R. via Zoom (Zoom
Video Communications Inc., 2021) to discuss the study
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4 IT GIVES YOU ENCOURAGEMENT BECAUSE YOU’RE NOT ALONE’

and ask questions, and then completed an ‘Assessment of
Capacity to Consent’ form (Jeste et al., 2007) adapted to
include information specific to this study to enable con-
sistent screening of potential participants. Following the
Zoom call, all potential participants agreed to participate
and all provided written consent. Each participant was
offered an AUD$100 shopping voucher after the initial
assessment as reimbursement for their time.

Inclusion criteria

All participants were required to be over 18 years and
located in Australia. Participants were eligible to partici-
pate if they:

∙ had a self-reported ABI at least 6 months previously,
which required hospitalization;

∙ were discharged or partially discharged from hospital,
and able to spend time at home on a regular basis;

∙ had self-identified goals relating to using social media;
∙ had adequate English proficiency for completing assess-
ment tasks without the aid of an interpreter.

Exclusion criteria were:

∙ Severe amnesia which would prevent participants from
providing informed consent.

∙ Active psychosis.
∙ Self-reported co-occurring degenerative neurological
disorder,more than one episode ofmoderate–severeABI
or premorbid intellectual disability.

Sample size

This research was exploratory and therefore no formal
sample size calculations were conducted. The aims of the
research were to test feasibility and gather initial accept-
ability feedback and therefore the planned sample size was
two Facebook groups, each with 5–10 participants. Out-
comes of this pilot studymay be used to inform sample size
calculations for a future clinical trial.

Procedures

Process

Each participant attended an initial assessment via Zoom
with authors MB or RR to complete demographic ques-
tionnaires, an assessment of their functional and com-
munication skills, and a questionnaire about social media

use. Researchers conducting data collection sessions were
familiar with working with people with ABI and modi-
fied sessions as needed, including adapting information
delivery or offering breaks.
Following their assessment, each participant was pro-

videdwith printed log-in details and guidance to access the
prototype social-ABI-lity course hosted on the Thinkific
platform (Thinkific Labs Inc., 2021) which provided infor-
mation on how to use social media safely and successfully
(Brunner et al., 2022a). An updated version of the course
is now available at https://abi-communication-lab.sydney.
edu.au/courses/social-abi-lity/. The course included four
modules on the following topics: (1) What is social media?;
(2) Staying safe in social media; (3) How do I use
social media?; and (4) Who can I connect with in social
media? Module content included short educational videos
and interactive quizzes. Participants were asked to work
through the course over a 1-month period, before being
invited to join one of the two private social-ABI-lity Face-
book groups. The participants worked through the course
independently at their own pace, and were able to have a
family member or friend assist them. If participants had
not completed the course after 1 month, they received a
reminder via email or telephone call.
A private social-ABI-lity Facebook group (Facebook,

2022) was launched once there was a cohort of at least
five participants ready to commence. The social media
platform Facebook was chosen due to its popularity and
private group function, which meant that participants
were interacting in a naturalistic and familiar environment
that also provided privacy and safety. The group function
enabled participants to enjoy the benefits of social interac-
tion and skill development within a positive and supported
environment. The purpose of the group was to encourage
participants to ‘participate, engage and connect’ through
providing opportunities to practice social media commu-
nication skills in a safe and supported group. A 12-week
programme of topics to discuss in the Facebook groups
was developed to facilitate and support this, and included
a combination of conversation starters (e.g., ‘share a pic-
ture of something you did on the weekend’ or ‘what’s your
favourite type of food?’), discussion topics (e.g., ‘what do
you want to get out of this group?’), tip sharing (e.g., ‘how
do you keep safe online?’), polls (e.g., ‘what types of tech-
nology do you use?’) and reminders (e.g., ‘our next Zoom
catch up is this morning at 9 am, here’s the link . . . ’). At
least one post per week in the 12-week programme was
focused on a social media function or safety related topic.
Moderators (K.Su., R.R. andM.B.) delivered the 12-week

programme, facilitated regular discussions within the two
private social-ABI-lity Facebook groups, and developed a
moderator’s guide to support consistent delivery of the
intervention (available on request from the study authors).
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BRUNNER et al. 5

The moderators were the social media community liaison
officer from Brain Injury Australia and two speech–
language pathologists and researchers from the University
of Sydney. All were experienced in working with peo-
ple who have an ABI and supporting communication in
online environments. Moderation of the groups included
providing orientation to group rules and procedures, start-
ing discussions, sharing resources, commenting on and
encouraging others’ posts, and following up on partic-
ipants’ responses or member queries. Safety guidelines
were also readily accessible on the group page. Partici-
pants with ABI were asked to check the group at least
twice a week and post or add a comment. If a participant
had not been added to the group in a week, a modera-
tor made contact via the participant’s preferred mode of
contact (email or phone) to discuss and provide support
if needed. Moderators hosted optional half-hour morning
teas on Zoomevery 2–3weeks and facilitated a social group
conversation between members who attended. Group par-
ticipants were emailed weekly with a short online survey
about their social media use over the previous week.
All participants accessed both the social-ABI-lity course
and the social-ABI-lity Facebook group from home using
their own computer, tablet or phone. One participant was
loaned an iPad with Internet access for the duration of the
intervention.
After 12 weeks of participation in the private social-

ABI-lity Facebook group, participants completed a post-
assessment over Zoom of up to 1 h duration with author
R.R. At a further 3 months after the post-assessment, par-
ticipants completed a follow-up assessment of up to 1 h
duration over Zoom with author R.R.

Data collection

Data were gathered from the following sources:

∙ Demographic information form: post-traumatic amne-
sia duration at time of injury (if available), months
post-injury, cause of injury, gender, age, years of educa-
tion, description of any vision impairment, description
of any hearing impairment, frequency of internet usage.

∙ Assessment of functional and communication skills of
participants with ABI:

∙ ○Glasgow Outcome Scale Extended (GOSE) (Teasdale
et al., 1998).

∙ ○Care and Needs Scale (CANS) (Tate, 2004).
∙ ○Functional Assessment of Verbal Reasoning andExec-
utive Strategies (FAVRES) (MacDonald, 2005) (Task 4
only). This was administered via Zoom with permission
via a letter of no objection from CCD Publishing.

∙ ○Repeatable Battery for the Assessment of Neuropsy-
chological Status (RBANS) (Randolph, 2012). This
assessment was administered via Zoom with permis-
sion via a letter of no objection from Pearson Clinical
Assessment.

∙ Social Media Questionnaire (designed for the current
project and available on request from the study authors)
administered at initial assessment, post-assessment and
follow-up): Size of individual’s network, frequency of
use, ratings of confidence (five-point Likert scale rating
from not at all confident to extremely confident), ratings
of enjoyment (five-point Likert scale rating from not at
all enjoyable to extremely enjoyable) and social media
knowledge questions in response to two case studies
(knowledge of potential markers of a romance cyber-
scam and ability to generate relevant advice, knowledge
of hashtag use and ability to generate a hashtag example)

∙ Quality of Life After Brain Injury (QOLIBRI) scale
(von Steinbuchel et al., 2010) (administered at initial
assessment, post-assessment and follow-up).

∙ Weekly optional email survey hosted on REDCap (Van-
derbilt University, 2022): Questions on social media
usage outside the group.

∙ Frequency and type of engagement within the social-
ABI-lity Facebook group: De-identified posts, comments
and reactions within the group.

Additionally, a post-intervention interviewusing a semi-
structured interview guide developed for this study (see
Appendix A) was conducted on Zoom by author R.R., a
female speech–language pathologist with a PhD and expe-
rience interviewing people with ABI. Before the interview,
R.R. had interacted with participants as a moderator of
the Facebook group. The participants were aware that R.R.
was interviewing them on behalf of the research team
to learn about their experiences of the intervention, to
support future improvements. Given R.R.’s role in moder-
ating the group, it is acknowledged there may have been a
bias towards the discussion of positive outcomes. R.R. was
conscious of explicitly inviting participants to discuss nega-
tive experiences and recommendations for improvements.
Most participants were alone for the interview; one partic-
ipant had a family member present. The interviews were
video-recorded for all but one participant, who did not
wish to be recorded. R.R. also wrote field notes during the
interviews. Interviews ranged from 15 to 36 min. All par-
ticipants completed their interviews at home, in a single
sitting. Interviews were transcribed, but transcripts were
not provided to participants. Following the completion of
all individual interviews, a de-identified summary of key
feedback was shared with participants via the Facebook
group page, but no further feedback was received. Given
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6 IT GIVES YOU ENCOURAGEMENT BECAUSE YOU’RE NOT ALONE’

this was a small pilot study, interviews were conducted
with all participants rather than following the principles
of data saturation.

Outcomes

The outcome measures obtained through the social media
questionnaire were (1) frequency of Facebook use, (2)
confidence in using Facebook, (3) enjoyment in using
Facebook to communicate and (4) knowledge of cyber-
scams and hashtag use. The overall QOLIBRI score was
also an outcome measure. Given this was a pilot study, the
analysis of study outcomes was exploratory with no pre-
determined primary outcome measure. Acceptability and
feasibility outcomes were evaluated through the synthe-
sis of the weekly email survey, observations of engagement
within the Facebook group and data from the post-training
interviews. Feasibility was evaluated based on the num-
ber of engaged participants and feedback from surveys and
interviews.

Data analysis

To describe participant characteristics, analysis of data
involved descriptive summaries of the demographic vari-
ables and assessment scores of participants. Ratings of
usefulness, likelihood of recommending the programme to
others and accuracy of responses to questions regarding
cyberscams and hashtag use were also analysed descrip-
tively. Engagement within the group was analysed quan-
titatively (e.g., number of reactions, replies and posts by
each participant), with each participant categorized by the
level of their engagement, that is, passive, intermittent or
active contributor (Brandtzaeg & Heim, 2011). On entry to
the study, participantswere asked to ‘use the group actively
for 3 months. This means adding a post or comment to the
group at least twice each week’. As such, participants were
classified as passive contributors in the Facebook group
if they predominantly lurked and observed group activity.
Those who contributed at least two responses per week
(e.g., liking or replying to a post) were classified as inter-
mittent contributors, and participants who contributed at
least two responses per week and more than 12 indepen-
dent posts throughout the 12-week period (i.e., an average
of one post perweek)were classified as active contributors.
IBM SPSS Statistics (IBM Corp, 2022) was used for

statistical analyses. Data for the QOLIBRI and reported
ratings of frequency, confidence and enjoyability of Face-
book use were inspected for normality. As QOLIBRI data
were normally distributed, paired sample t-tests were
used to compare pre-intervention with post-intervention

data to evaluate outcomes of the programme, and post-
intervention with follow-up data to evaluate maintenance
of any treatment effects. Ratings of Facebook users were
not normally distributed, and so related-samplesWilcoxon
signed-rank tests were used to compare pre-intervention
with post-intervention ratings, and post-intervention with
follow-up ratings.
Transcripts of post-intervention interviews providing

qualitative feedback were analysed using conventional
content analysis (Hsieh & Shannon, 2005). This involved
deriving codes from reading and re-reading interview tran-
scripts and then organizing related codes into categories.
Example quotes relevant to each category were identi-
fied from the transcripts. This process was completed by
K.So., R.R. and M.B., who are certified practising speech–
language pathologists, and M.B. and R.R. are researchers
with experience in qualitative analysis. Coding and inter-
pretation was supported using NVivo (QSR International,
2022) and Miro (Miro, 2022) software. Trustworthiness of
the analysis was aided through discussion between the
researchers, acknowledging their own clinical knowledge
and experiences (K.So., R.R. andM.B.), and involvement in
creating and delivering the multi-component intervention
(R.R. andM.B.), as influencing factors throughout the pro-
cess, and checking that interpretationswere representative
of the data as a whole.

RESULTS

Participants

All participants who completed the initial Zoom call to
complete the assessment of capacity to consent were eligi-
ble to participate. Recruitment commenced in April 2021,
with seven participants recruited to group 1 between April
and July 2021, and ten participants recruited to group 2
between August and September 2021 (N = 17). There were
no deviations from the study protocol. Group 1 included
two females and five males between the ages of 20 and 59
years (median = 38). Group 2 included two females and
eight males between the ages of 20 and 57 years (median
= 24.5). There were no significant differences identified
between groups 1 and 2 in age, gender identity, years of
education and time post-injury (p> 0.05). Appendix B pro-
vides details of participant demographic information and
scores on their psychosocial and cognitive assessments. A
total of 16 participants completed the initial assessment,
engaged in the social-ABI-lity course, participated in the
12-week social-ABI-lity Facebook group and completed the
immediate and 3-month follow-up assessments. One par-
ticipant (P17) completed some initial assessment tasks and
then withdrew from the study due to not having enough
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F IGURE 1 Four content categories identified in the content
analysis [Colour figure can be viewed at wileyonlinelibrary.com]

time to participate. One participant (P13) was unable to be
contacted for the follow-up assessment.
One participant (P9) had never used the Internet or

Facebook before taking part in the study. All other partic-
ipants (n = 15) had a Facebook account, with the majority
accessing Facebook every day (n = 12). The size of their
Facebook friend networks at pre-test were varied, ranging
from zero friends to 1141 friends, and their frequency of
posting ranged from none to 30 posts in the past month
(see Appendix B). One participant (P6) used two Facebook
accounts: one for personal use and another specifically for
interacting with brain injury-related contacts.

Participant outcomes

Participant outcomes are reported for each of the two
hypotheses below. Across the two hypotheses, four content
categories are described that were identified in the content
analysis (Figure 1).

Hypothesis 1: Improved online interaction skills and
quality of life.

Skills in interacting online

The social media questionnaire and observations of
engagement in the Facebook group yielded relevant data
for the hypothesis related to improved skills in interacting
online.

Facebook use
Table 1 provides information about participant Facebook
use at pre-test, post-test and 3-month follow-up. At post-
test, reported frequency of participant Facebook activity
had not changed significantly (Z = 0.65, p = 0.52). Sta-
tistically significant increases in both confidence in using
Facebook (Z = 3.07, p = 0.002) and enjoyment from using
Facebook to communicate (Z = 2.48, p = 0.013) were
observed across both groups frompre- to post-intervention.
There were no significant changes between post-test and
3-month follow-up (p > 0.05), suggesting improvements
were maintained.

Social media skills
At post-test, nine participants showed an increase in their
knowledge of potential markers of a romance cyberscam,
and 11 participants gave more specific advice about the
cyberscam at post-test. Five participants demonstrated an
increase in their knowledge of hashtags at post-test and
seven participants generatedmore hashtag suggestions. At
3-month follow-up, 15 participants had maintained their
knowledge of cyberscams and 13 had maintained their
knowledge of hashtags. See Appendix B for detailed par-
ticipant data on social media use, confidence, enjoyability
and knowledge (pre-test, post-test and 3-month follow-up).

Quality of life

The QOLIBRI questionnaire and content analysis yielded
relevant data for the hypothesis related to improved quality
of life.

QOLIBRI
There was no significant difference in QOLIBRI total score
between pre-test (M= 56.13, SD= 17.09) and post-test (M=

61.38, SD = 14.81); t(15) = –1.60, p = 0.13, or between post-
test (M = 60.67, SD = 15.05) and 3-month follow-up (M =

61.27, SD = 15.45); t(14) = –0.26, p = 0.80. See Table 2 for
participant QOLIBRI scores.

Content analysis
One of the content categories identified in the partici-
pant feedback interviews was the benefits of connection.
All participants spoke about the sense of connection that
they gained from the groups, with one commenting that
it gave ‘them something to look forward to, because one
of the things with the injury, you get lonely, but you get
depressed when you don’t have something to do’ (P2).
Many spoke about feeling positive in themselves because of
their group interactions, with one participant commenting
that ‘getting to share about you in the group made you feel
awesome’ (P14). Several participants spoke about the joy
and validation they received from sharing parts of them-
selves, their ABI, and their identity with their peers, with
one commenting, ‘I love my art, so when I had responses
to my art, that was an ego boost. It makes me happy’ (P5).
Others gained a sense of hope from posting and interacting
in the group, ‘because, if I have an idea about something I
want to achieve in the future and I can post about it, and
people just comment, telling their stories . . . making me
think that one day I can get to that point and do what I
want to do’ (P2).
The benefits of connection with peers were also a com-

mon element reported by participants, ‘it was just sort of
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BRUNNER et al. 9

TABLE 2 Participant QOLIBRI scores

Participant number Pre-test Post-test 3-month follow-up
P1 77 77 81
P2 57 41 55
P3 62 63 74
P4 74 85 78
P5 26 59 39
P6 51 54 60
P7 56 60 54
P8 25 49 45
P9 75 66 70
P10 71 72 68
P11 39 48 43
P12 81 91 91
P13 49 72 DNA
P14 55 53 62
P15 44 48 45
P16 56 44 54

Note: QOLIBRI scores from 0 to 100 indicate good (score ≥ 60), moderate
(scores 40–59) or unfavourable (score < 40) health-related quality of life.
DNA, did not attend appointment.

nice to know that there are people just like you going
through something’ (P10). Indeed, feelings of loneliness
even when with others in real life were reported, with one
observing that ‘I just get lonely. And if you’d seen the way
I live my life, you would think that’s nuts, because I’m
with good people all day every day, but just inside, I just
feel lonely’ (P2). One participant remarked that connecting
with others in similar situations provided ‘encouragement
because you’re not alone’ (P6). This sense of connection
was a particular need due to the COVID-19 restrictions in
place at the time of running the groups, such that inter-
acting with their peers ‘had a massive impact, being able
to keep in contact makes the COVID isolation easier’ (P5).
Some participants enjoyed ‘knowing other ABI people and
hearing a bit of their journey’ (P6), and this at times further
strengthened the connection they felt with others in their
group: ‘I had that connection, and it was just something
really with him, just from seeing what he was doing, to
see he’s obviously been developing and growing, and that
givesme a buzz’ (P6). Participants reflected on the positives
of making new friends with others in a similar situation
and that they had built their self-confidence through their
interactions, acknowledging the group provided an ‘under-
standing that people similar to me can still do more or not
as much as me, but we’re all just going at life kind of thing’
(P12).
Meeting new peers and learning from one another was

illuminating for some, ‘it showed me to be a bit more
patient with myself in reality . . . if they can do it, then

I can’ (P13). The value in being able to help others and
give something back to the brain injury community was
also mentioned by several, with one participant reflecting
that ‘there are people out there just like what you’re going
through and you can link up and sort of get involved and be
part of the solution’ (P10). The inclusion of activities such
as the optional Zoommorning teas reinforced connections
between group members and confirmed their understand-
ing of each other as ‘real people’, with one participant
stating, ‘I think it adds value to the Facebook group, it
puts a real person there’ (P12). One participant also felt
that being involved in groups such as these had the poten-
tial to change a person’s life through the connections they
could access and build, ‘It could be a mind-blowing thing
for someone to do, but it could be a life-changing, awesome
thing. It could be their doorway into a community that will
change their life’ (P4).

Hypothesis 2: Feasibility and acceptability of Facebook
groups.

The first category of the content analysis, ‘the benefits
of connection’, provided core primary evidence supporting
the acceptability of the Facebook group. The engagement
data, weekly survey and content analysis also yielded rel-
evant data for the hypothesis related to feasibility and
acceptability of Facebook groups.

Facebook social-ABI-lity group interactions and
engagement
The number of post-responses and number of posts shared
independently by each of the 16 participants across the
12-week period, and their typology of engagement are
reported in Table 3. Posts from participants sharing infor-
mation or photos from their lives received the most
engagement, and posts discussing use of technology or
social media received less engagement. No participant
posted any content whichwas in breach of the group safety
guidelines. Across the two groups, 50% passively engaged
(N = 8; group 1 n = 3, group 2 n = 5), 37.5% were intermit-
tently engaged (N = 6; group 1 n = 2, group 2 n = 4) and
12.5% were actively engaged (N = 2; group 1 n = 2, group 2
n = 0).

Survey feedback
Three participants did not contribute to the weekly survey.
The 13 participants that did contribute submitted between
one and 14 surveys over the 12-week period. Participants
described their challenges in using Facebook, such as
learning to navigate the platform and handling unwanted
friend requests, as well as coping with targeted advertising
and upsetting news stories, for example, ‘seeing agitating
news about Covid’ (P8). One participant explained they

 14606984, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/1460-6984.12806 by N

H
M

R
C

 N
ational C

ochrane A
ustralia, W

iley O
nline L

ibrary on [29/11/2022]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



10 IT GIVES YOU ENCOURAGEMENT BECAUSE YOU’RE NOT ALONE’

TABLE 3 Participant engagement in the social-ABI-lity Facebook group over the 12-week period

Group/participant

Number of post-responses
(likes, replies, and sharing
in response to others’ posts)

Number of posts shared
independently

Typology of engagement
(passive, intermittent, or
active contributor)

Group 1 P1 23 0 Passive
P2 28 4 Intermittent
P3 23 0 Passive
P4 33 17 Active
P5 22 14 Active
P6 23 7 Intermittent
P7 18 0 Passive
Total 170 42
Range 22–33 0–17
Median 23 4

Group 2 P8 44 5 Intermittent
P9 33 1 Intermittent
P10 5 0 Passive
P11 4 0 Passive
P12 31 1 Intermittent
P13 4 0 Passive
P14 11 0 Passive
P15 29 0 Intermittent
P16 5 4 Passive
Total 166 11
Range 4–44 0–5
Median 11 0

sometimes had sent messages before they had fully under-
stoodwhatwas being asked. Another participant described
their anxiety over waiting for people to respond to their
posts, ‘as sender can cause anxiety that a message is sent
yet a huge delay for response . . . and then more messages
might be sent based on feeling of anxiety that likely is
maybe not necessary’ (P4). Seven participants shared that
they had enjoyed interactingwith people (particularly dur-
ing the pandemic) and making new friends, as P6 noted,
the ‘good stuff’ about the Facebook groupwas: ‘Seeing oth-
ers. Learning about others. Having a good laugh’ (P6). One
participant found using Facebook was a method of stress
relief and was also good for reminders, for example, birth-
days of people in their friend network. Another participant
reported that they enjoyed the groups’ responses to their
posts, ‘I did share some information to a group and people
liked it’ (P12).

Content analysis
Alongside the category ‘benefits of connection’ identified
in the content analysis, a further three categories were
identified that related to feasibility and acceptability of

the Facebook groups: challenges encountered, ideas for
improvement and advice for future participants.

Challenges encountered
Despite the clear benefits of the connection they had
observed, the participants recalled that they encountered
several challenges. Some found it a challenge to remem-
ber to check the group page and others noted that they
had to make a deliberate effort to go specifically into the
group to post, ‘I’ve got to get into the groups and then I’ve
got to find the right group; it was more than just a simple
thing’ (P6). Being engaged throughout the 12 weeks was
also noted as a challenge, as ‘it’s really hard to get new peo-
ple on board, and those that are on board it’s hard to even
keep a lot of them interactive and consistent’. (P6). As such,
finding those common points of interest in such a diverse
group was observed to be complicated to navigate as ‘we’re
all different, you can’t say one size fits all’ (P12).
Some participants reported that they were unsure of

what they wanted, or needed, to learn by taking part in
the group, ‘I wanted to say what I wanted to learn but I
couldn’t put it into words’ (P12). Awareness and acknowl-
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BRUNNER et al. 11

edging challenges were also noted to be difficult, as one
participant acknowledged that they can be sensitive about
their ABI and any resulting problems they encounter, ‘we
don’t want to be different, we want to be normal’ (P16).
Some participants were unable to join the Zoom morning
teas and reported that this ‘makes you feel more isolated’
(P15). As such, the absence of having ‘met’ one another
via videoconferencing may have represented a barrier to
meaningful engagement in the social-ABI-lity Facebook
group. Another participant outlined the limited timeframe
of the group as an inherent challenge for their prepared-
ness to engage meaningfully, ‘I tried to connect, but it
wasn’t a primary purpose to connect because I knew there
was an expiry time’ (P6). Additionally, online fatigue was
mentioned as a challenge, with one participant noting the
effect of the pandemic on their willingness to be on their
devices: ‘I think I’m sort of in someways was steering away
from being online as much’ (P10).

Ideas for improvement
The participants provided many practical recommenda-
tions for improving the group and addressing the chal-
lenges they had encountered, such as creating more
activities which generate opportunities for participants to
post or comment or providing more reminders to access
the group, as ‘even if the support is just reminders to actu-
ally do it, I think that could be really good’ (P4). Other
practical suggestions included having more Zoom morn-
ing teas and making these at a consistent time and day to
reduce confusion, and having an in-person practical train-
ing component, as ‘presenting a workshop would be 1,000
times better, and in that include actually helping them get
online’ (P6). Some participants felt that there should be
more discussion of important things to bemindful of while
you are using social media, as ‘there is potential for mis-
use, mismanagement and mistakes essentially, and I think
this could offer some support possibly’ (P4). Others felt
that ‘there wasn’t really a lot of talk about brain injury-
related stuff’ (P2), such as the issues they were dealing
with or sharing advice on coping strategies. As such, par-
ticipants suggested that sharing advice on living well after
ABI could be fosteredmore, particularly around ‘the issues
that, I guess, we have to deal with on a daily basis’ (P2).
Reinforcing the purpose of the group and explaining

what is expected of group participants more regularly was
encouraged, with one participant noting, ‘it’s ABI, so in sit-
uations my main thing is meeting these boundaries, and
it’s just really good to have them spelled out’ (P4). Some
suggested that a more structured programme with one or
two goals for participants to work on would be of bene-
fit, where moderators could clearly outline what to focus
on, the step-by-step process of how to address the goals,
and also provide support for participants to achieve those

goals: ‘here is what we’re going to get you to do . . . that
is what you’ll be practicing in your social media posts in
this group’ (P4). Several participants recommended ways
to encourage interactivity and engagement such as offer-
ing prizes or gamification where ‘we can all verse each
other and have like fun games’ (P10), which might incen-
tivise participants, ‘I’m getting something and it’s just fun’
(P8). Another participant suggested shared experiences,
‘like just cooking together’ (P8),might be another option to
build engagement in the group. Some participants felt that
having a speech–language pathologist or rehabilitation
clinician as moderators was beneficial for the group. How-
ever, all but one of the participants felt that having people
with an ABI involved in moderating the group could be
more beneficial as ‘it gives them additional connection’
(P6) through their shared experiences of living with ABI,
‘but that’s hard to instigate I guess’ (P15). One participant
also observed that having people with ABI moderating the
group might also increase the longevity of the group as
‘non-ABImoderators, only last for a certain period of time,
and then you’re back to your own self again, your own
issue and your own problem. Whereas if it’s run by an ABI
person, it can then become ongoing and that group can
continue on longer term’ (P6).

Advice for future participants of the social-ABI-lity
Facebook group
The participants were positive in their advice for others
with an ABI to ‘give it [the group] a go, 100 percent, give it
a go’ (P9), and recommending that they should ‘give it a try
and see how it goes’ (P14). In group 1, four out of seven par-
ticipants reported the group was very or extremely useful
and five out of seven said they would be extremely likely
(a rating of 10/10) to recommend the group to other peo-
ple with an ABI. In group 2, four out of nine participants
reported the group was very or extremely useful and two
out of nine said they would be extremely likely to recom-
mend the group to other people with an ABI, with one
participant proposing that ‘this group would benefit some-
one who is willing to understand not only themselves but
other people and how they’ve dealt with these differences’
(P13). Some participants suggested that people should have
clear expectations of what they hope to gain from being
involved, with one participant stating ‘I think it’s good to
work out what youwant from the course and say it. Tell the
people running it and bring it up online’ (P12) and another
reinforcing the aim of the group be clear from the outset
as ‘it’s not about getting them on social media, it’s getting
them more interactive on social media, I think, is the way
this groupwas’ (P6). However, another participant felt that
people joining the group should ‘just be open-minded and
don’t have an expectation of what exactly you’re going to
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12 IT GIVES YOU ENCOURAGEMENT BECAUSE YOU’RE NOT ALONE’

get from it. Just be prepared to participate and hear other
people’s voice, as equally valid as your voice’ (P16).

DISCUSSION

The purpose of this study was to evaluate a multi-
component intervention focused on developing skills for
using social media after ABI. We hypothesized that partic-
ipating in the social-ABI-lity course and Facebook group
would improve skills in interacting online and improve
quality of life for people with ABI. Results from the pilot
study suggest our hypotheses were partially supported
as participants demonstrated significant improvements in
their Facebook confidence and Facebook enjoyment, and
participants reported that they found the intervention
improved their sense of connection with others. Although
therewere no significant changes in quality of life observed
on the QOLIBRI, all participants remarked on the ben-
efits they gained from the connections encountered in
their groups. Our second hypothesis was that the Facebook
group would be feasible and acceptable to participants.
Feasibility was partially supported, with half (50%) of par-
ticipants across the two groups passively engaged and
an eighth (12.5%) who were actively engaged. A num-
ber of challenges navigating to and participating in the
group were identified. Acceptability was also partially
supported, with a proportion of participants reporting a
high likelihood to recommend to other people with ABI,
describing the group as useful and providing positive
qualitative feedback. Findings indicated that it may be fea-
sible and acceptable to train some aspects of social media
communication skills for people with an ABI using an
online, self-directed course in combination with a private,
moderated social media group to practice their skills.
The positive outcomes reported by participants from

being involved in the Facebook groupwere similar to those
observed in face-to-face ABI peer support groups, that
is, obtaining friendship and support, expression of feel-
ings, sharing of coping strategies and gaining information
(Hughes et al., 2020). Sharing stories of living experiences
ofABI has been shown to enable greater personal and emo-
tional information sharing (D’Cruz et al., 2020), and the
participants in this study wanted more opportunities to do
so, as they reported feeling valued connections when oth-
ers shared their experiences of brain injury in the group.
Additionally, they reported positive changes in sense of self
resulting from their group interactions, which has been
linked to greater success in rehabilitation after brain injury
(Ownsworth, 2014). However, one of the groups (group 1)
was more engaged than the other, with individuals’ pat-
terns of use influencing the group dynamics. Although
the participants in group 2 reported that they wanted

more interaction and activity in the group, the participants
themselves did not actively contribute content, with most
group members being sporadic contributors or lurkers.
As such, another important consideration when facilitat-
ing group engagement is the typology of group members’
engagement, that is, whether they be passive (sporadic and
lurker profiles), intermittent (debater and socializer pro-
files) or active contributors (Brandtzaeg & Heim, 2011).
Therefore, when fostering and building a socialmedia sup-
port community, having a blend of these five contributor
typologies amongst group members is likely to generate
greater engagement and longevity.
Throughout the Facebook group pilot study, a draftmod-

erators guide was developed by K.Su, with support from
R.R. and M.B. The guide included basic information on
determining the group’s purpose and rules, planning the
moderation of the group, creating boundaries for moder-
ators and group members, navigating interactions when
boundaries or group rules are broken, supporting and
welcoming group members into the group, and practical
tips on how to moderate the group and problem solve
when issues arise. Whilst this resource did not have an
exhaustive list of strategies to troubleshoot barriers, the
challenges participants encountered in this study and their
ideas for improvement provided valuable insights to help
shape the guide further. Their suggestions included mod-
erators that could provide incentives for people to stay
engaged, encourage discussion about living with a brain
injury, and offer tips on navigating the platform and inte-
grating the group into their life (e.g., sending reminders
and encouragement to post). Of importance to note was
the need for an individualized approach, acknowledging
that individuals, group members and moderators alike,
engage in these groups differently. Participants in this
study suggested that this intervention could be improved
through tailoring supports to address people’s individual-
ized social media goals and providing regular reminders
of the group’s purpose. Several recommended that hav-
ing peer moderators would strengthen the group and had
the potential to increase its longevity. As such, the authors
intend to continuously update themoderators’ guide based
on stakeholder input and feedback so as to provide greater
guidance to address individual needs, including develop-
ment of a peer moderators guide, and for these guides to
be made freely available on the ABI Communication Lab
website.

Clinical implications

There is a professional obligation to address social media
communication and safety skills in rehabilitation for peo-
ple with ABI due to the growing use of social media
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for connection and participation and the risks associated
with its use. Clinicians now have preliminary evidence
to support the incorporation of social media skills train-
ing into ABI rehabilitation services, as well as clinical
resources to do so through the freely available social-ABI-
lity online course. Access to the social-ABI-lity course or
guidance on establishing and moderating a social media
peer support group themselves is also available via con-
tacting the authors. The findings of this study will better
inform future research and the development of additional
interventions to support people with ABI in building their
social media skills for communication, social inclusion
and quality of life. For others who experience difficulties
in social communication (e.g., young people with devel-
opmental language disabilities or adults with dementia),
this research could also inform resources adapted for their
needs.

Limitations and future directions for
research

There were several limitations to this study. Although the
study was open to people with any type of ABI, the sam-
ple was comprised predominantly of people with TBI.
Additionally, participants self-selected to participate and
as such their motivation levels may have been higher than
other people with ABI. Many participants were already
frequent Internet and Facebook users, which may have
made it easier for them to participate and gain bene-
fit from the social-ABI-lity course and Facebook group.
To make stronger conclusions about the efficacy of this
multi-component intervention, future research should be
conducted with larger groups of participants, with a focus
on including peoplewho donot already use Facebook, peo-
ple with different types and severities of ABI, and adapting
this intervention to trial with children and adolescents
with ABI.
There was no formal evaluation of intervention fidelity

in this study. The development of a moderator’s guide may
support fidelity to bemaintained in future implementation
of this intervention.As suggested by the participants in this
study, it would also be of benefit to examine the potential
for the intervention to be conducted with peer moderators.
Inclusion of people with ABI as co-researchers will also be
valuable to incorporate in this future research. Finally, the
study involved analyses of multiple self-reportedmeasures
of social media use, and the interviews and content analy-
sis were conducted by researchers who were also involved
in the design and delivery of the intervention. These factors
mean that the study findings should be interpreted with
caution.

CONCLUSIONS

This pilot study provided preliminary evidence that
an intervention comprising a short, self-guided training
course (the social-ABI-lity course) and a private, moder-
ated Facebook group (the social-ABI-lity Facebook group)
improved outcomes for people with ABI. Participants
improved their confidence and enjoyment in using Face-
book and built a sense of connection with others in the
group. The results provided preliminary support that the
multi-component intervention,which combined both edu-
cation and contextualized opportunities to apply skills in
social media, was feasible and acceptable. Navigating the
platform, remembering to check the groups’ posts, and
catering to individual needs were some of the challenges
identified by participants. Their key recommendations
for future implementation of this programme included
embedding active peer moderators within groups and tak-
ing a more individualized and structured approach to
delivery of the intervention. Future research will integrate
these recommendations as part of ongoing evaluation of
the impact of the multi-component social-ABI-lity inter-
vention on social media skills and quality of life after
ABI.
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A POST-INTERVENTION INTERVIEW GUIDE
What did you think about the social-ABI-lity course?
How did you go with the course activities? Any difficul-

ties?
Did the course improve your skills? If so—whatwere the

improvements?
How did you find participating in the social-ABI-lity

Facebook group?
How could we improve how the groups are run in the

future?
Has the group improved your life? If so—what were the

improvements?
What impact has this change had on your life?
Think back to what you hoped youwould learn from the

course and the group. Did you learn what you were hoping
to?
What advice would you give someone whowas thinking

about doing this program?
Would you like to share any other feedback?
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