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Abstract

Background: People with tic disorders (TDs)—such as Tourette syndrome—report poorer quality of life compared to non-TD
peers, and experience considerable difficulties, including societal stigmatization and barriers to accessing health care and
evidence-based interventions. Peer support can help improve psychological outcomes, and online support communities (OSCs)
are one way to access psychological support. Empowerment involves improving an individual’'s cognitive processes to increase
their ability to assert control over their health condition. OSCs have been suggested to facilitate empowerment, but this has not
yet been investigated in users of OSCsfor TDs.

Objective: This study aimed to explore empowerment processes and outcomes present in OSCs as perceived and reported by
users of OSCsfor TDsliving with aTD.

Methods: A web-based survey of current users of OSCsfor TDs (n=39) was conducted in summer 2022. The survey included
four free-text questions about the impact of using OSCs for TDs in relation to empowerment, such as how it has affected their
interactions with health care professionals (HCPs), decisions about treatment, and their experiences of living with aTD. Survey
responses were analyzed using deductive and inductive reflexive thematic analysis guided by an initial coding structure derived
from the empowering processes and outcomes theoretical framework.

Results: Analysisof responsesidentified arange of empowering processes (eg, exchanging information, encountering emotional
support, finding recognition, and sharing experiences) and outcomes (eg, being better informed, feeling more confident in the
relationship with HCPs and in making treatment decisions, and enhanced well-being) as related to OSC use in people with TDs
that were consistent with the theoretical framework. Additionally, the process of changing stereotypes and stigma, the outcomes
of raising awareness, and “one size does not fit all” were identified. A small number of disempowering processes and outcomes
were identified, notably the outcome of feeling less confident in the relationship with HCPs.

Conclusions: These findings contribute to evidence for empowerment processes and outcomes experienced by users of health
OSCsgenerally and highlight unique aspects of empowerment for users of OSCswith TDs and how these affect their experiences.
OSCs appear to be an important tool in improving mental well-being through validation and recognition from peers, related to
the acknowledgment of feelings of imposterism. Using OSCs can expand knowledge through exchanging information and
experiences they may not have otherwise had access to—increasing empowerment through improvements in self-management
and confidence in treatment decisions. However, this can also decrease trust in HCPs and negatively impact relationships due to
decreased hope of assistance and fear of stigmatization for using OSCs. The authors suggest that recommendations regarding the
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use of OSCs are presented in self-management guidelines concerning coping strategies and the importance of peer support in

living with tics.

(IMIR Form Res 2025;9:€66912) doi: 10.2196/66912
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Introduction

Tic disorders (TDs)—such as Tourette syndrome (TS) and
chronictic disorder (CTD)—are neurodevel opmental conditions
characterized by tics: rapid, persistent, involuntary movements
or vocalizations[1]. TDsare more common in men than women
[2], and symptoms tend to have their onset during childhood.
If ticsare present for more than 12 months, assessment for CTD
(presence of motor or vocal tics) or TS (motor and vocal tics)
can be considered. Global prevalence of these TDsis estimated
to be 0.69% (vocal CTD), 1.65% (motor CTD), and between
0.50% and 0.77% (TS) [2,3]. Tics typically wax and wane in
frequency, severity, and impact over time, with variable
prognosis as individuals age [4,5]. For most people living with
TDs, tics normally decline through adolescence and early
adulthood, with remission possible—however, for others, tics
continue into adulthood [4,5]. TDs are incurable, but
evidence-based pharmacological and behavioral interventions
can aid symptoms [6]. However, people with TDs consistently
report difficulties accessing health care and appropriate
interventions, including a perceived lack of awareness among
health care professionals (HCPs) and a scarcity of available
treatment options[7-9].

There are many physical, psychological, societal, and cultural
challenges associated with living with tics. Compared to adults
without TDs, those living with TDs report a lower perceived
quality of life, heightened levels of psychological difficulties
[10-12], and are more likely to attempt and die by suicide[13].
TDs, in particular TS, arewidely misunderstood and stigmatized
in society; people with TDs experience many stigmatizing
consequences, including anticipated and actual discrimination,
bullying, mistreatment, and ostracization [14]. Tics are often
visible and witnessed by others, frequently resulting in unwanted
attention and negative comments [15]. Although tics are
involuntary, many people with TDs report being able to delay
or suppress their tics [16] to “fit in” and avoid stigmatizing
responses [17-22]. However, this can be painful [9] and may
strengthen self-stereotyping beliefs about having TDs, such as
feelings of inauthenticity around “faking” tics [14,17]. These
experiences of interpersonal, community-level, and structural
stigmatization can negatively impact an individual’s attitudes
about their tics and lead to avoidance of others and social
isolation [14].

Peer support may help mitigate the social exclusion that people
living with TDs frequently report [10,23]. As theorized by the
direct effects hypothesis of social support [24], peer support
can help easeisolation and loneliness and improve psychol ogical
outcomesthrough fostering connections. Peer-led support groups
typically involve sharing and receiving several facets of social
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support, such asemotional, appraisal, and informational support,
with this support being based on experiential knowledge rather
than that obtained from HCPs[25]. The expansion and increased
access to internet-enabled technologies in everyday life have
led to the creation of asynchronous text-based online support
communities (OSCs) for those living with specific health issues,
wherein individuals can access peer support [26]. Text-based
OSCsare unique asthey can be accessed regardless of timeand
location, unlike physical support groups[27], and often provide
access to a backlog of user discussions, aswell asthe ability to
actively engage by posting new content and engaging with
content posted by other members. There has been considerable
growth in the number of OSCs available to individuals living
with long-term conditions (LTCs) in recent years [28,29].
Research regarding the impact of OSCs has been conducted
with people living with arange of LTCs such as HIV, diabetes,
and arthritis[29-31]. A web-based survey of users of OSCsfor
TDs—including peoplewith TDsand caregivers—distinguished
multi ple mechani smsthrough which users and caregivers benefit
from membership [32]. This included improved knowledge of
their condition and common co-occurring issues, increased
confidence and understanding around communication with
HCPs, positive impacts on their psychological well-being and
appraisal of having tics, and an increased sense of belonging.
These benefits also appear to relate to empowering processes
and outcomes.

Empowerment and social support are interconnected concepts,
but have some important distinctions. Social supportisgenerally
theorized asthe perception of care, assistance, and comfort from
a defined socia network with functions such as emotional and
informational support and companionship [33]. Empowerment,
on the other hand, is a complex, multifaceted concept that
functionsto improve a person’s ability to be more in control of
their own life and their power in decision-making [34]. It is
concerned with an individual’s cognitive processes around
increasing their autonomy and decreasing powerlessness,
increasing their awareness of and building their strengths [35].
Empowerment has been hypothesized to be facilitated through
engagement with OSCs, with several potential positive outcomes
for people living with LTCs, including protecting members
self-identity, improving the self-management of their condition,
and developing their confidence in their ability to improve
relationships with HCPs [34,36,37]. The processes through
which these outcomes are gained include socia support
elements, such as supporting and being supported by peerswith
their condition, finding recognition, and becoming better
informed through the sharing of knowledge[30,34,36]. Though
increasing support is an important facet to OSCs, they also act
asacomplement to health care expertise—enabling individuals
to trandate this first-hand experience into practica

JMIR Form Res 2025 | vol. 9| 66912 | p. 2
(page number not for citation purposes)


http://dx.doi.org/10.2196/66912
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR FORMATIVE RESEARCH

self-management techniques, expanding their knowledge whilst
providing informational, emotional, and social support [34].
This knowledge empowers individuals to have responsibility
over their health and to make independent management
decisions [38]. In short, this knowledge development is
considered separate from socia support, but this knowledge
may be acquired through it [39]. The type and frequency of
interactions with OSCs can differ [40] and have also been
suggested to affect the presence of empowerment and associated
outcomes in some, but not all, communities [41-43]. As well
as a the individual level, empowerment can aso occur
collectively within OSCs, wherein individual sengage asagroup
to increase their social power and create change for their
condition, such as through policy reform [44-46]. Collective
empowerment has important potential implications, such as
building a collective “voice” for action and subsequently
improving support services and societal attitudes [22,45].

Recent literature suggests that empowerment may be a useful
framework to explore the relationship between engagement in
OSCs and improved psychosocial outcomes [34,44,47].
Increased perceptions of one’'s empowerment have been
associated with several health-related outcomes, including
improved quality of life and reduced condition-related
impairment [31,48,49]. As OSCs have the potential to improve
empowerment and psychosocial outcomes for individuals with
TDs, they could be a useful tool to complement HCP care and
aid self-management [34,50]. To date, research exploring
empowerment processes and outcomesin individualswith TDs
is limited: previous findings suggest OSCs are a space where
these can be fostered and result in “offline” outcomes such as
improved communication with HCPs and increased well-being
[32,51]. Therefore, this study aimed to explore empowerment
processes and outcomes present in OSCs as perceived and
reported by users of OSCsfor TDsto understand how OSC use
may affect empowerment, particularly in relation to health care
interactions and self-management.

Methods

Study Design

This cross-sectional study consisted of a web-based survey
completed by current users of OSCs for TDs. A web-based
survey approach was chosen asit allowed a“wide-angle” lens
on the topic due to the ability to recruit a larger number of
participants, as compared to more time-intensive qualitative
approaches, from geographically dispersed locations, increasing
the diversity of voices [52]. This approach may also appeal
more to people living with stigmatized conditions such as TDs
dueto their felt anonymity [53].

A qudlitative phenomenological approach within aconstructivist
research paradigm was appropriate for this study, asit focused
on understanding participants’ experiences and perceptions of
participating in OSCs, enriched through broader social contexts
and integration of existing theory [54]. Theanalysiswas guided
by the theoretical framework of empowerment in OSCs
developed by van Uden-Kraan et a [36,55].
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Thisstudy isreported in accordance with the SRQR (Standards
for Reporting Qualitative Research; Multimedia Appendix 1)
[56], the CHERRIES (Checklist for Reporting Results of Internet
E-Surveys, Multimedia Appendix 2) [57], and the CROSS
(Checklist for Reporting of Survey Studies, Multimedia
Appendix 3) [58].

Participants and Recruitment

Recruitment took place over 6 weeks from June to July 2022.
To be eligible for the study, participants needed to be aged 16
years or older. As the purpose was to investigate experiences
of OSC use of people living with a TD, participants needed to
be current users of at least one OSC for TDs and have a
self-reported confirmed or suspected TD diagnosis or symptoms
of aTD. A formal diagnosiswas not required to participate due
to the aforementioned barriers to health care, which include
assessment and diagnosis[59,60]. Akin to the previous approach
taken by authors[32], studieswere advertised through charities
for TDs (eg, Tourette's Action) and primarily placed directly
on OSCs, specifically inclusive of or exclusively aimed at people
living with TS or TDs. These OSCs were identified by using a
mix of key terms (eg, “Tourette,” “tics,” and “ support™) across
Facebook, Reddit, and Discord social networks or platforms.
To be approached to share the study, the OSC needed to operate
predominantly in English, allow advertisements of research
studies to be posted or shared on the OSC, have had activity
within the past 30 days (eg, users posting messages), and have
>100 members[61]. Previous studies have used similar criteria
to identify actively used OSCs to reach current users [49,62].
Both open (ie, no membership required to access OSC) and
closed or private OSCs were targeted for recruitment. In total,
26 eligible OSCs were identified: four were public, and the
study advert was posted directly onto the OSC. For the 22 closed
or private OSCs, the first author (ECF) directly messaged the
OSC's moderators to request permission to post the advert to
the OSC: 13 moderators responded and provided permission to
post the study to their OSC. Intotal, the study advert was shared
on 17 distinct OSCs. Based on a previous similar study of the
same population group, the target sample size was 76
participants[32]. Datacollection ended in July 2022 dueto time
restrictions, as the research was conducted as part of a
postgraduate degree.

Ethical Considerations

This study was reviewed and received ethical approval by the
MSc Health Psychology ethics review panel at the University
of Nottingham (MEDS4008-22-15) and was conducted in
accordance with the ethical standards of the Declaration of
Helsinki. All OSCs allowed advertisements of research studies
to be shared, and permissions were sought and granted from
moderators to advertise the study in closed or private OSCs.
Parti cipation was voluntary, and informed consent was obtained
from al participants electronically through the web-based
survey. Participants were not asked to provide personally
identifiable information. Data collected was anonymous,
deidentified, and stored securely. TDs are suggestible; talking,
hearing, or reading about ticsis known to increase premonitory
urges and tics themselves [63]. Therefore, this potential risk
was clearly stated in the participant information sheet, and prior
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to the open-ended questions. Participants were informed that
they could withdraw from the study at any time should they
become uncomfortable. To further minimize potential distress,
the participant information sheet and debrief contained alist of
TSor TD organizations and crisis hotlines operating worldwide.
No compensation was provided for participants.

Procedure

All advertisements provided brief information about the study
and a hyperlink to the open web-based survey (hosted on Jisc
Online Surveys), which took approximately 20 minutes to
complete. Prior to going live, the survey was piloted by aperson
with a TD to ensure the questions were acceptable and
understandabl e, to assess the usability and technical functionality
of the survey, and to estimate the time to complete—with
relevant changes undertaken in response to their feedback (eg,
consolidating two items about passive and active use into one
Likert scale measuring passive to active use). The survey
consisted of 11 pages: the first 2 web pages consisted of
information about the study, including the estimated length of
time of the survey, information regarding data storage,
investigator details, and the purpose of the study, followed by
aconsent form on the third page in which participants provided
informed consent through selecting several mandatory
tick-boxes. The next 7 pages consisted of the survey questions:
first, participantsanswered several demographic questions about
themselves (gender, age, and country of residence), whether
they had a confirmed TD diagnosis, self-reported co-occurring

Textbox 1. Open-ended questions used in the web-based survey.
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conditions, and use of medication and behavioral therapies for
TDs. Tic-related impai rment was assessed through 2 itemsfrom
the impairment subscale of the Yale Globa Tic Severity
Scale—self-report version [10]. The Online Peer Support Group
Use Scale [64] was used to collect information regarding
participants’ use of OSCs for TDs, including how many OSCs
for TDs they were members of, how long and how often they
used OSCs, their satisfaction with using them, and their
estimated use on a scale of passive-active engagement in the
past week. Active use was defined as direct use, such asposting
content, replying to posts, and commenting on others' responses,
passive use was defined as indirect use, such as browsing,
reading, viewing, and “liking” posts. Finaly, participants were
presented with 4 open-ended questions (Textbox 1; adapted
from Holbrey and Coulson [31]) relating to participants’ use of
OSCs for TDs and how they may relate to empowerment. The
final page debriefed participants. All items except open-ended
guestions were required to be completed to proceed with the
survey. All demographic itemshad a“ prefer not to say” option,
except for the TD diagnostic question, as this was required to
assess questionnaire eligibility. Participants could go back and
revise responses if needed, and could provide their email to
receive a link to come back to the survey later. This is
automatically provided by Jisc Online Surveys; researchersdid
not have accessto participants email addresses. All participants
were allocated a unique response number by Jisc Online
Surveys.

« How has your use of online support communities (OSCs) affected your interactions with health care professionals about Tourette syndrome

(T9)Mtic disorders (TDs)ftics, if at al?

«  How hasyour use of OSCs affected your decisions about treatment and management for your TS/TDsdltics, if at al?
« Canyouexplainif using the OSC has changed your perceptions and experience of living with TS/TD/tics?

« Do you have any further comments about your experiences using the OSC for TS/TDs/tics?

Data Analysis

Descriptive statistics were calculated, including the absolute
and relative frequencies of categorical variables and the mean
and SD of continuous variables. A reflexive thematic analytical
approach, as outlined by Braun and Clarke [65], was used to
analyze the qualitative responsesto the 4 open-ended questions
with a predominantly deductive orientation to data coding,
involving several stages of familiarity, coding, and grouping
codes. The authors (ECF and EBD) jointly created an initial
coding framework based on the empowering processes and
outcomes questionnaires and theoretical framework devel oped
by van Uden-Kraan et al [36,55] (Multimedia Appendix 4).

This framework outlines seven overarching consequences of
engagement with OSCs (eg, increased confidence in the
doctor-patient rel ationship and enhanced social well-being) and
five processes (eg, exchanging of information and encountering
emotional support) through which these consegquences occur
[55]. A similar framework was used to analyze experiences of
using OSCs for HIV [47] and prostate cancer [66]; therefore,
this deductive orientation was considered useful to provide a
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lensthrough which tointerpret the data and provide more depth
to previous literature on empowerment within OSCs. Minor
changes were made to the original wording of van Uden-Kraan
et a [36] of some empowerment elements in the framework,
such as changing references from “physician” to “health care
professional,” and referencesto “illness’ to “condition” to reflect
terminology more appropriate to TDs. In line with Braun and
Clarke's [65] suggestions in conducting deductive thematic
analysis, the authors worked from a “curious, open, and
questioning” position. Throughout the analysis, authorsreflected
on the “fit” of the framework with the data, ensuring this was
not limiting the interpretation of the data, exploring both how
the framework was evidenced and how it was not, and in what
ways. The authors developed and refined the codebook
throughout the process and used inductive techniques in
identifying and coding data that did not appear to map onto the
framework.

Participants’ responses were first anonymized and uploaded
into the software NVivo (version 14; Lumivero). Thefirst author
(ECF) conducted thefirst two stages of analysis. Thisinvolved
familiarization of the data through reading and rereading of
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participants’ responses. The data were then coded using the
predefined empowerment outcomes and processes coding
framework. Several samples of data were cross-checked by a
second researcher (EBD). Datathat did not appear to map onto
these apriori codes wereidentified, reflected on, and discussed
between the two researchers alongside the coding framework
overal. Wheretheterminology used for processes and outcomes
in the predefined framework appeared not to completely align
with what wasfound in the data, minor adjustmentsto thelabels
within the coding framework were made. First, the outcome
“feeling more confident about treatment” was changed to
“feeling more confident about treatment decisions,” to reflect
that this included decisions not to have treatment. Second, the
word “optimism” was removed from the phrasing of the
“increased optimism and control over the future” code, as
evidence of increased optimism was not found in participants
responses. Third, there appeared to be a conceptual overlap in
the “enhanced self-esteem” and “improved acceptance of the
condition” codes: these codes were combined, along with
references to mental well-being, as there was considerable
overlap between these concepts. Thisresulted in the “enhanced
acceptance, self-esteem, and mental well-being” code. Negative
aspects relating to some of the overarching codes were aso
found in the data. These were negatively coded from their
positive counterpart (eg, “decreased confidence in the
relationship with HCPs” as a counterpart to “increased
confidence in the relationship with HCPS") and embedded in
theresultsfor the overall theme. Additionally, through in-depth
discussion, the authors devel oped and assigned inductive codes
to the datathat did not appear to map onto this predefined coding
framework, resulting in some themes outside of the original
framework. The first author had previously performed an
inductive thematic analysis of the data—the codes and themes
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derived from this were compared with those of the present
analysis and found to be similar.

Positionality Statement

This study was part of ECFs MSc Hedth Psychology
dissertation, supervised by other authors EBD and NSC. ECF
has experience working in health care services. EBD has
research expertise in the field of TDs and NSC in the field of
OSCs. Both EBD and NSC have previously conducted research
around empowerment, as well as OSCs for people living with
TDs, and all authors have experience conducting qualitative
survey research. No authors have lived experience of TDs, and
therefore are outsiders to the topic; however, all authors have
experience of using health OSCs. Authors consulted with a
person with lived experience of TDsin the development of the
survey and incorporated their input.

Results

Descriptive Statistics

A total of 58 participants responded to the web-based survey.
Of these, 39 participants provided free-text answers to at least
one (of the four) open-ended questions and were included in
the analysis. Thiswas markedly lower than the targeted sample
size, potentially due to the optional nature of the open-ended
guestions and the limited time available to recruit, which may
have limited the range of perspectives captured. Participants
weremainly female (19/39, 49%), based in the United Kingdom
(20/39, 51%), and had received a TD diagnosis (29/39, 74%;
Table 1). The majority accessed an OSC for TDs once (10/39,
26%) or twice (8/39, 21%) daily, with 13 (33%) participants
checking between threeto fivetimesdaily (Table 1). Participants
estimated that a mean of 46% of their time using OSCs was
“active” use as opposed to “passive’ usein the last week.
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Table 1. Demographic makeup of the sample and their self-reported use of OSCs? for DL,

Characteristic Participants (n=39)
Age (years), mean (SD) 25.5(14.2)
Sex, n (%)

Female 19 (49)

Male 8(21)

Nonbinary 10 (26)

Other® 2(5)

Country of residence, n (%)

United Kingdom 20 (51)
United States 11 (28)
Australia 4(10)
Canada 2(5)
Egypt 13
Italy 13
Diagnosis status, n (%)

Diagnosed withaTD 29 (74)
TD symptoms and currently awaiting assessment 7(18)
TD symptoms and currently not waiting for assessment 2(5)
Prefer not to answer 1(3)

Taking medication for TDs, n (%)

Yes 9(23)
No 30(77)
Received behavioral therapy for TDs, n (%)
Yes 7(18)
No 31(80)
Self-reported co-occurring conditions, n (%)
Attention-deficit/hyperactivity disorder 13 (33)
Autism 9(23)
Obsessive compulsive disorder 19 (49)
Anxiety 22 (56)
Depression 17 (44)
Functional neurological disorder 4(10)
Other 5(13)
Number of different OSC member ships, n (%)
1 7(18)
2 12 (31)
3 8(21)
4 4(10)
>5 8(20)
Reported length of OSCs member ship, n (%)
1-6 months 6 (15)
6-12 months 14 (36)
https./formative,jmir.org/2025/1/e66912 JMIR Form Res 2025 | vol. 9 | €66912 | p. 6
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Characteristic Participants (n=39)
1-2 years 9(23)
22 years 10 (26)
Reported daily use of OSCs, n (%)
1time 10 (26)
2times 8(21)
3times 4 (10)
4 times 4(10)
5times 5(13)
> 6 times 8(21)

80SC: online support community.
bTD: tic disorder.

COther sexes indicated in free text response were “trans man” (n=1) and “two spirit” (n=1).

Evaluation Outcomes

Overview

Analysisof participants' responsesto the open-ended questions
resulted in the following themes, which mapped onto the
empowerment processes and outcomes framework used for
analysis, aswell asarising additional inductive themes. Negative
aspects affecting these processes and outcomes are aso
highlighted and discussed. Quotes are provided verbatim.

Empowering Processes Within OSCs

Exchanging Information

Participants described OSCs as being reliable places to ask
guestions and exchange valuable information regarding living
with TDs, as well as for signposting to resources for further
support:

| feel like now | have a community that | know who
to go toif | have problems and so they know who to
avoid and how to deal with things. [P16, 16y, other]

They found theinformation provided in OSCsto be particularly
relevant and accessible, compared to knowledge acquired
elsawhere:

It'sal so been particularly useful to see how Tourette's
[sic] can coincide with other disorders like ADHD
[Attention Deficit Hyperactivity Disorder], as that
kind of information is much harder to find in things
likemedical studiesor articles. [P37, 17y, nonbinary]

For others, the information provided a substitute for accessing
HCPs, as they were able to learn about their condition and
self-management strategies whilst waiting for care:

| don't have accessto professional treatment currently
due to waiting lists, so I've learned tic redirection
techniques from other people online. [P7, 17 v,
nonbinary]

However, some participants complained about the lack of
infformation organization; one participant noted their
misinformation concerns:

https://formative.jmir.org/2025/1/e66912

As someone working in Healthcare [sic], | do seea
huge amount of misinformation. [P28, 22y, femal €]

Encountering Emotional Support

Participants placed considerable importance and appreciation
on being supported by their peers, often over other sources of
support:

The people online have treated me better then [sic]

my own family, and they’ ve supported me better then

[sic] my family, they saved my life. [P17, 16y, other]
They valued the opportunity to be supported by people who
shared their condition:

They are a great resource, especially for people who
don’'t know anyone with tics in real life and don’t
have a lot of support. [P36, 16 y, femal€]

Much of the emotional support described was in the form of
reassurance relating to feelings of “imposter syndrome” such
as being fraudulent:

| have imposter syndrome surrounding my disorders
including my Tourette syndrome all the time. These
communities have given me alot of reassurance when
| do feel thisway however. [P20, 16 y, male]

Some participants reported varying levels of support across
different platforms:

Some are fantastic and make me feel better about
myself every day. They help to relieve imposter
syndrome and provide support daily. Not all
communities offer the same support. [P21, 20 v,
female]
Finding Recognition
Being in OSCs alowed people with TDs to connect with
likeminded others when offline options were not
available—'There are no in person support groups in my area
so without the online group, | would not have any contact with
people like me” (P5, 39 y, male)—this was greatly valued and
sometimes key to their mental health: “meeting people like me
who completely understand was the key to my mental
well-being, that no therapy could even come closeto” (P33, 19
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y, female). They described an increased understanding that they
were not alone in living with a TD: “It's good to know theres
[sic] more than just me out there” (P1, 18 y, nonbinary).
Participants were reassured that others encountered comparable
struggles—*“1t’sjust nice to have a space of like-minded people
who have similar experiences to you” (P7, 17 v,
nonbinary)—and had made similar choices regarding the
management of their condition:

| felt empowered in this personal choicein Tourette’'s
[sic] communities as others have made this same
decision for their own reasons, which has helped me
feel not alonein making the right decision medically
for myself and my Tourette’s. [P19, 22 y, femal€]

Helping Others

Few participants described helping others directly, with many
instead writing generally about the supportive and community
nature of the OSCs. However, some spoke of giving back to
others in their communities—"And in turn I'm able to help
younger peers the same, and help them to understand that it's
okay to be different. Because | understand how scary it can be
when you first develop tics’ (P19, 22 y, femae)—and
supporting others whom they deem need it most:

So many people have had much rougher times of it.
| tryto help where| can, especially if someone doesn't
havethe support network they need. [P11, 53y, mal€]

Onerespondent was an OSC moderator who saw hel ping others
as part of thisrole:

As an admin, advocate, and mentor in the groups,
I’m able to provide information to other membersre
[sic] whereto access healthcare support. [P23, 52y,
nonbinary]
Sharing Experiences
The process of sharing experienceswasinterwoven with several
other empowerment processes and outcomes. This appeared
particularly tied to relating to others shared experiences—"|
like to analyse [sic] to a great extent and have people’'s
experiences| canrelateto” (P3, 17y, nonbinary)—or regarding
the product or outcome of sharing experiences, rather than about
this process directly. One example of this is how considering
others' experiences increased knowledge and understanding of
how to managetics:

Participating in online communities has allowed me
to see what types of therapy and medications people
used, and how they’ ve learned to cope day to day with
tics. [P37, 17 y, nonbinary]
One participant shared concern about their tics being triggered

by others’ sharing their experiences dueto theinfluential nature
of TDs:

| think that at the moment, the online support
community has a negative impact because people’s
tics are made worse by reading descriptions of other
people'stics. [P9, 18y, female]
Another commented regarding the negative comparison of their
own experiences with others:
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| sometimes feel jealous that so many people are in
contact with doctors that have more of an
under standing and bond with their patient so they're
getting somewhere positive and I’ mstuck in the same
place I've been for the past two years. [P30, 16y,
female]

Changing Stereotypes and Stigma

Aninductive finding from the datarelated to changesin attitudes
and stigma through participation in OSCs. Being exposed to a
range of lived experiences through OSCs positively challenged
beliefs they held regarding the stereotypes of the condition:

Through use of communities such as discord | have
gained a better understanding of the people my age
living with tics. Ability to think beyond the stereotype
of Tourette's. [P21, 20 y, femal€]

However, some perceived that their use of OSCs increased
stigmatization from others to themselves and their community,
which they reflected to be dueto mediacoverage reporting links
between social mediaand tics:

The impact that my online communities have on me
is all positive, however | feel unable to talk to my
healthcare professionals about this due to the recent
‘TikTok causes Tourette’'sarticles’ [sic] (even though
I know thisis untrue). [P33, 19y, femal€]

This seems particularly salient in young people with TDs, with
some respondents claiming this stigmais partly exacerbated by
other OSCs users “faking” or misrepresenting their tic
experiencesin digital spaces:

| lovethefriends| have made but I’ ve found that there
are lots of kids who are too young to be on the app
and they're pretending more and more to be a part
of our community so we face a lot of fake claiming
because of them. [P2, 18 y, femal€]

Empowering Outcomes Arising From OSCs

Being Better Informed

Most participants expressed that their knowledge of TDs has
increased through OSC participation:

It made me feel more confident and knowledgeable
about my Tourettes [sic] Syndrome. [P13, 18 v,
female]

They reported an increased understanding of the “correct”
terminology to describetheir condition and itsrelated concepts:

I know the academical terms for everything related

to my condition. [P4, 19y, mal€]
Additionally, they described increased awareness of treatment
options available and strategies for self-managing tics to use
when waiting to access treatment:

Online support communities have helped me gain a
clearer understanding of some techniques available
to manage tics, eg [sic] CBIT [Comprehensive
Behavioral Intervention for Tics]/Habit reversal,
meaning | could work on these things whilst awaiting
for professional treatment. [P28, 22y, female]
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Some felt they had become more informed about living with
TDs from the OSC than from HCPs:

| havelearned more about Tourette syndrome through
the online communities than through the health care
system, which allows me to be better informed on a
day to day basisliving with it. [P39, 36y, mal€]

Feeling More Confident in the Relationship With HCPs

Through thisaforementioned knowledge acquisition, participants
also felt increased confidence in explaining their condition to
HCPs, for reasons such as understanding of medical
terminology:

Better knowledge of vocabulary to describe my
experiences and symptoms in a way that is relevant
to a medical professional. [P28, 22y, femal€]

Participants reported feeling more equipped for appointments,
such as by preparing questions to ask HCPs, and feeling
confident in interpreting the information given by HCPs:

I’ [l know what to say, and what questionsto ask. I'll
understand more of what i’m [sic] being diaghosed
with. [P17, 16y, other]

This confidence was extended to their ability to advocate for
themselves and potentially challenge and educate their HCPs
regarding their care:

I was encouraged by members of online support
groups to do my own research and to be my own
advocate when speaking with healthcare workers.
[P11, 53y, mal€]

Some participants reported that their OSC use had aided them
in receiving an appropriate diagnosis. Many participants had
not yet had an HCP appointment but felt that their OSCs had
adequately prepared them for when they do and had given them
the confidence to seek this help:

Being part of communities has given me the
confidence to seek help regarding my tics. | have yet
to have meaningful interaction with a doctor but have
made an appointment to do so in the future, because
| felt more equiped [sic]. [P21, 20y, femal€]

Feeling Less Confident in the Relationship With HCPs

In contrast, many participants described a decreased level of
confidence in their relationships with HCPs. Some felt their
increasing knowledge led to negative judgment from HCPs:

| can better understand what they're talking about
but the more you' ve educated yourself on the topic
the more judgemental [sic] doctors can get. [P2, 18
y, femal€e]

Participants also described how widespread negative health care
experiences were shared on OSCs, such as HCPs disregarding
their comfort, not being useful, not caring about the effects of
treatments, or living with the condition and dismissing their
concerns:

I've learnt how little drs [sic] know about tic
disorders but they don't seem to realize or care how
that affects us when they are “ treating” us. So many
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people with tic disorders often get dismissed even by
the so called tic specialists. [P15, 17y, honbinary]

Lack of access was also commonly described:

It is very much a common knowledge in the

community that it is difficult to get a diagnosis and

to find knowledgeable professionals who can help.

[P8, 40y, mae]
These negative perceptions and experiences that have been
shared across their OSCs appear to have decreased their
confidence in the health care system:

| would say that it has opened up my eyes to how
badly people tics and Tourette’s get treated by the
public/health care professionals. [P29, 17 v,
nonbinary]

Some participants expressed concerns about members being
reliant on OSCsand peer support over HCPs, partly dueto poor
accessibility:

People use online communities instead of accessing
appropriate healthcare (partly because they don’t
see it as necessary and partly because there aren’t
sufficient services). [P9, 18y, femal€]

Participants al so shared concerns about disclosing to HCPs that
they use OSCs. They reported that OSC use is stigmatized by
HCPs, and that sharing this will increase judgment and
accusations of “faking” their condition:

| feel asif telling them | am a part of the Tourette’'s
[sic] community on tiktok [sic] will make them doubt
the legitimacy of my experiences, as | also have a
diagnosisof FND [functional neurological disorder].
[P33, 19y, female]

Enhanced Acceptance, Self-Esteem, and M ental Well-Being

Participants described how participation in OSCs helped to
foster a sense of pride and build their confidence around their
condition. This was regularly expressed through decisions to
limit the suppression of their tics:

| also have started suppressing less in situations
where doing so would make me uncomfortable/make
my tics worse ... I'm more comfortable in allowing
others to see me tic, and not being as embarassed
[sic] as| was about it. [P7, 17y, nonbinary]

They often described feeling validated through their
involvement, with this helping relieve feelings of imposterism:

Firstly it showed methat | do haveticsand has shown
me | don't have to have complex tics all the time to
still bevalid asaticker [sic]. [P25, 19y, femal€]

They felt more able to be open about their condition and accept
their diagnosis—*| don’t fedl like afreak anymore, | didn’t even
want to admit | had tics and the online community made me
feel better about having them and being apart [sic] of the
community” (P17, 16 y, other)—and increased confidence in
their future living with tics:
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It has helped me come to terms with the fact that |
will be going through this for the rest of my life and
it'sok to livewithit. [P8, 40 y, male]

For some, this acceptance was linked to the decision not to
pursue treatment:

Online support communities have hel ped meto accept
my tics more so | have decided not to actively treat
my Tourette syndrome with medication or behavioural
[sic] therapy which has had a positive impact on my
life. [P9, 18 y, femal€]

Additionally, participants often attributed improved mental
well-being to their use of OSCs:

I’mvery, very glad | found these spaces early on after
my tics started worsening. | think that if | hadn’t found
these spaces, then | would be in a worse place
mentally than | am now. [P7, 17 y, nonbinary]

Feeling More Confident About Treatment Decisions

Many participants described feeling more confident about their
treatment decisions, whether this be feeling more informed
about treatment options and choosing to have treatment, or
choosing not to pursue treatment to decrease tics and feeling
confident in this decision. The group provided many members
with information about treatmentsthat all owed them to explore
further options and take time to contemplate their decision:

In making me aware of treatment options, | have been
ableto weigh the pros and cons prior to meeting with
healthcare providers thus keeping the decision from
being an on the spot answer. [P5, 39 y, malg]

Support from othersin the OSCs, and their shared experiences
and opinionsregarding treatment, increased their confidencein
their decisions:

A lot of people automatically think we want to take
medication when lots of usdon’t. not because we like
or want our tics but because the medication can have
such a huge impact on not only your tics but you as
a person, many of us don’t think it's worth it. [P19,
22y, femal€]

Many perceived having treatment as apersonal decision arising
from individual circumstances:

We agree that there'sno “ one sizefitsall” approach
to treating tics as our experiences, where similar,
also vary hugely. Soit’sfinding treatments and coping
mechanisms that for [sic] right for you personally.
[P10, 35y, nonbinary)

A minority highlighted that they used the OSC to enhance their
HCP's guidance, rather than supplement or replace medical
opinion:

| don't let my online communities influence the
desicions [sic] about my treatment made by
healthcare professionals. However, if | read about a
treatment that may help me | sometimes ask them
about it and if they think it will help me. [P33, 19y,
female]
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Some participants, however, expressed alack of confidencein
treatment, partially due to widespread problems experienced
and reported by others with the health care system:

I’ve come to realize other people within my
community have had the same or similar issues
involving the healthcare system. | feel as though my
issues are something only | can take care of at this
point. [P6, 18y, mal€]

Increased Control Over the Future

Participants described feeling morein control of their condition.
They felt confident in making choices in the management of
their TD, such as in their treatment decisions and in choosing
not to suppress their tics:

Healthcare decisions ultimately lie with the
individual. Not society, not the doctor. The person.
[P11, 53y, mal€]

Participants reported gaining greater control in managing their
condition by learning and using self-management strategies
described within OSCs:

Online support communities have helped meto better
deal with tic attacks, redirecting tics. [P20, 16 v,
male]

Some expressed preparation for hardships that may lie ahead
of them. However, this was associated with a degree of
decreased hope for some participants:

It made me aware of a lot of the hardships we can
face before | ended up facing them myself. It has
sometimes made me feel worse about my future,
knowing the extent of the discrimination against us,
but it's also made me feel more prepared to face +
work around it. [P7, 17y, nonbinary]

Enhanced Social Well-Being

Respondents overwhelmingly described a sense of community
and belonging through their OSC participation:

It's helped me become more self-accepting and has
given me a stronger sense of belonging. | don't feel
isolated as I'm part of an empathetic community.
[P23, 52y, nonbinary]

Participants described feeling less alone, which often went
hand-in-hand with acceptance:

It has made me realise[sic] I'mnot on my [sic] and
| feel validated me. [P38, 48y, femal€]

Some participants described having formed new social
relationshipsthrough OSCs, which appeared to be animportant
part in their journey in living with tics:

| have my own group of crazy amazing people and |
don’'t know what | would have done in the beginning
with out [sic] them. [P30, 16 y, femal€]

Raising Awareness

An inductive finding from the data suggested that a handful of
participantsfelt OSCs had given usersthe opportunity and drive
to talk about TDs and raise awareness of their condition: “It's
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also made me more passionate about increasing awareness and
education re TS and tic disorders’ (P23, 52y, nonbinary), both
to help their peers—"but | trey [sic] feel amazing that I'm able
to help so many people by talking and spreading awareness’
(P30, 16 y, female)—and to work to change public perceptions
of TDs: “I like to use my experiences to educate others on it
which will make it easier to be ourselvesin public” (P2, 18y,
female).

One Size Does Not Fit All

This inductive finding found that not all OSCs were regarded
equally and varied in their setup, with participantsvoicing their
concerns and wishes for more and better options. Numerous
issues were raised; a primary problem appeared to be the
perceived dominance of parents of children with TDsin many
groups, which often led to feelings of ostracization in adults
living with TDs:

The only downside I've experienced in online
communities is that in communities with guardians
of children and youth they can often be dismissive of
adults with Tourette Syndrome as they do but [sic]
want to acknowl edge that they're[sic] child(ren) may
not outgrow the disorder, as doctors still tell parents
isa possihility which they then cling to. Thiscan lead
to Adults with Tourette Syndrome bring [sic]
ostracized to some degree. [P39, 36 y, malg]

One participant described parents requiring more support, which
can be demanding for the participant:

Most members are parents who have children with
Tourettes [sic], so | don't feel | can find support as |
end up too busy giving them support. [P36, 31 v,
male]

Additionally, one participant described how users with less
“severe” tics do not use the OSCs as much as others:

We've found the ones who access (the most) it are
mainly people who's [sic] tics and TS are moderate
to severe. We have a few members who's [sic] tics
are mild, but we find they don't interact as much.
[P10, 35y, nonbinary]

One participant also complained that some groups are not very
active:

| wish a lot more of the disocord [sic] communities
specifically were more active. And they all seem to
have issues. [P19, 22y, femal€]

Participants reported preferring a variety of OSCs for tics to
find the best fit for themselves:

So many of the groups out there cater to parents of
kids with TS or to particular subsets, finding a good
match wasn’t straightforward. | was overjoyed to
eventually find a couple of groups that were more
open and catered more to people with TS, regardless
of age. I'm sure the groups I'm part of aren’t
everyone's cup of tea, either, so a broader set of
communities to choose from would be a good thing.
[P11, 53y, mal€]
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Discussion

Principal Findings

This study aimed to explore empowerment-related processes
and outcomes experienced by current users of OSCs for TDs,
such as TS, expanding upon initial findings from research
exploring experiences of using OSCsfor TDsand social support
mechanisms within them [32,51]. Thematic analysis of
open-ended survey responses generated evidence of various
empowerment processes and outcomes consistent with our
empowerment framework [36], as well as additional inductive
findings. Our findings align with previous research exploring
OSCs for other LTCs such as HIV [47] and cancer [35], and
how OSC use intertwines with health care experiences, group
access, and systems [34], with this study generating findings
specifically relating to those with TDs.

As in previous studies [32,51], many participants reported
exchanging information as a key part of using OSCs for TDs
and subsequently reported being better informed about many
aspectsof living with thisLTC, such asimproved understanding
of treatment options and self-management of tics. Some
participants reported learning more from their OSCs than
through their health care systems. This reflects several studies
highlighting patients’ experiences with HCPs in primary care:
in the United Kingdom, young patients and their families have
reported that their general practitioners provided little
information about tics and tic management [59]. Patients and
their families often have many concerns and questions about
their tics [67]. Considering HCPs may not have sufficient
answers, particularly regarding rarer conditions like TDs, it is
understandable that individuals will seek help elsawhere
[7,68,69], including from peers with experiential knowledge
through similar health-related experiences.

This improved knowledge and understanding from OSC use
was often applied to their interactionswith HCPs, as participants
reported increased confidence in interacting with HCPs within
doctor-patient consultations, such as through knowing what
guestionsto ask, the perceived appropriate language to use, and
confidenceto explain and advocate for their needs. This supports
research illustrating that higher levels of patient empowerment
are associated with greater participation in hedth care
interactions [46,70] and contribute to the limited literature
around the implications of peer digital support on relationships
with HCPs[71]. However, although some partici pants reported
feeling encouraged by their OSCsto seek help, within this study,
there appeared to be a collective distrust of HCPs. This could
potentially be aresult of TDs being stigmatized within society
and misunderstood by HCPs, as well as systematic barriers
preventing health care access [14,72]. In this study, many
participants shared their frustrations and experienceswith health
care systems. In contrast, those having positive HCP interactions
or little health care difficulties may not share their perspectives
in digital spaces. These adverse experiences echo previous
research identifying obstacles in accessing primary care and
specidist secondary care for tics[7,59]. Reading about others
negative experiences and opinions and being confronted with
negative aspects of their health condition and the health care
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system can be disempowering within OSCs [31,55], and some
participants in this study did report feeling less confident in
HCPs and in their treatment decisions. This nuanced pattern of
the impacts of OSCs on health care interactions and
empowerment contrastswith the more uniformly positiveimpact
reported in broader health OSC studies[71]. Though increased
empowerment has generaly been shown to improve HCP
relationships [34,36,37], in a survey of OSC users for a range
of health conditions, Audrain-Ponteviaand Menvielle[70] found
that empowerment was negatively associated with their
commitment to their relationship with their physician. Petri¢ et
al [73] also demonstrated acomplex relationship between OSC
use and patient empowerment in relationships with HCPs,
wherein exchanging information with users positively impacted
self-efficacy but increased dysfunctional competencies in the
relationship.

Some participants also reported concerns about sharing
knowledge they had gained through OSCs with HCPs and
disclosing their OSC use, due to perceived negative attitudes
of HCPs around patient use of social media relating to TDs.
Rupert et a [74] have found that HCPs often have negative
reactions to patients sharing knowledge gained from OSCs. In
regard to TDs, this could be due to HCP concerns around the
quality and accuracy of web-based information [75], aswell as
potential stigmarelating to recent publicity around links between
functional tic-like behaviors and social media, particularly
within the COVID-19 pandemic [76]. Increased presentations
of tic-like behaviors[77,78] have been suggested to result from
TD-related social media content, with some characterizing this
rise as mass social media-induced psychogenic illness
[76,79,80]. Other researchers have raised concerns with this
theory, asit could perpetuate stereotypes that tics are voluntary
attention-seeking behaviors, and add negative scrutiny toward
people with TDs [81] who aready express self-doubt over the
legitimacy of their presentation [17,51]. This appears to be
reflected in participants' reported apprehensions about sharing
their OSC use with HCPs. Mainly, women based in the United
Kingdom shared these concerns, which may be due to media
attention around concerns about social media and tics,
particularly in the United Kingdom [82,83], and could also
relate to gendered perceptions about tic presentation in women
as being “attention-seeking” [17].

A key empowerment outcome from using OSCs was improved
mental well-being, self-esteem, and acceptance of tics, which
appeared to develop from access to emotional support and
finding recognition from their peers. Similar to other studies
around OSCs like mental health communities[84], OSCswere
able to provide users with access to similar peers whom they
often lack in their offline lives, helping reduce isolation and
allowing them to form social connections. A previousthematic
analysisof postson one TD OSC demonstrated that peoplewith
TDs have reported concerns of “faking” their tics or that others
believe so [51]. In thisway, finding recognition and peer support
was often seen as validating, as others understood their
experiences and subsequently reduced their perceptions of being
an “imposter.” This draws parallels with research surrounding
peer support in those with another neurodevelopmental
condition, attention-deficit/hyperactivity disorder, who also
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reportedly experience fears of imposterism that are helped by
validation and acceptance received through OSCs [85]. This
feeling may be more pronounced in TDs, as many features of
tics—such as their ability to be suppressed and hidden, their
wax-and-waning nature, and inconsistency in expression—may
contribute toward these feelings of imposterism, as well as
stigmatizing misperceptions of TDsin society [14]. Feelings of
imposterism and inauthenticity have been reported by young
women with TS, in questioning themselves on whether their
ticsare genuine or exaggerated—dueto their ability to suppress
tics, overlapping with symptoms of co-occurring conditions,
and gendered perspectives in society around illness—and
subsequently impacted on their sense of self and identity [17].
People with TDs often report feeling different, “weird” or
“abnormal” from others [17,86,87], and interacting with peers
who may have experienced similar “ othered” experiences may
assist in changing how they make sense of their condition and
identity and empower them to take control over their condition
[17,86,87]. Furthermore, one way those with TDs cope with
the condition is how they align it with themselves, either
integrating it within or externalizing it to their identity [88].

Interacting with similar others enhanced a sense of group
identity, and OSCs were reported to increase self-acceptance
and, in turn, influence how they managed their tics—including
empowering them in making decisionsrelating to treatment, tic
expression, and suppression. Through unmasking and not
suppressing their tics, people with TDs may reduce pain rel ated
to tic suppression [9] and may contribute toward changing the
social perceptionsaround visible differences, liketics, to create
a more positive social environment for acceptance and social
support to promote adaptive coping [88].

An empowerment outcome inductively identified from
participants’ responses centered around raising awareness of
TDs in society, to increase public understanding and decrease
prejudice and discrimination toward people with TDs. This
appears to map onto patient activism and collective
empowerment [34]. Given that TDs are misunderstood and
stigmatized in society [14], having a collective voice through
OSCs might help in unifying marginalized individual stogether
and subsequently produce collective action to change societal
attitudes. This patient activism could increase social change
and improve service provision, although increased collective
empowerment does not necessarily mean higher civic
participation [44]. Ininterviews with people with an intellectual
disability who used self-advocacy groups, Anderson and Bigby
[89] reported that these groups helped increasetheir self-efficacy
and confidence, including their ability to speak out for
themselves and similar others, and to usetheir lived experiences
as “expertise” in educating others about intellectual disability.
As people with TDs may be another group marginalized and
stigmatized within society, membership of TD groups could
provide opportunities for creating individual and collective
empowerment, which could counteract stigma and promote
societal change.

Another inductive finding related to the suitability of different
OSCs for different types of individuals using them, such as
userswho haveticsor aTD themselves, or userswho are parents
or caregivers of children with TDs, with some users expressing

JMIR Form Res 2025 | vol. 9| €66912 | p. 12
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR FORMATIVE RESEARCH

difficulties with finding an appropriate group. This suggests
that empowerment processes and outcomes can vary depending
on the OSC used and its characteristics. A previous study into
post—COVID-19 condition highlighted the size of groups and
their platform as impacting sense of community and symptom
management [90], and moderation was deemed to beimportant
in gaining positive outcomesfrom OSC usefor family caregivers
[91]. In this study, the presence of carers appeared to affect the
perceived value gained from the groups for people with TDs.
The prominence of parent-dominated groups reported by
participants related to feelings of exclusion and ostracization
from these OSCs, supporting findings from Perkins et al [32].
Adults with TDs have reported limited options for genera
age-appropriate social support for TDs, with support being more
available for children and parents or caregivers [17,22]. This
variability in membership of OSCs for TDs can relate to
disempowerment [31]: people with TDsand their families have
some similar but also contrasting support needs. For example,
parents of children with TS may feel anxious and stressed by
their child’s symptoms and their impact on their daily life [92]
and so require specific support for this. Therefore, it may be
valuable to have distinct peer support options for people living
with the condition and for those caring for them. Additionally,
tailored support for subgroups could beimportant for addressing
additional needs within specific groups—for example, having
spaces for adults and women living with TDs[17,22].

Strengths and Limitations

This study contributes to the limited amount of evidence
exploring OSC use for TDs, and how it can be useful as part of
TD management and coping with the long-term nature of TDs,
aswell as how empowerment manifestsin thosewith TDs. The
study was novel in the use of an established empowerment
framework to guide analysis and in asking participantsto share
their experiences in their own words.

One limitation of this study was the size and nature of the
sample. Despite arecruitment drive over 6 weeks acrossarange
of platforms, the sample was relatively small. Future studies
would benefit from alonger sampling period and working with
further patient organizations to aid recruitment. The sample
itself was also homogeneous in some respects. First, most
participants were based in the United Kingdom; therefore,
findings may relate to issues mainly within the UK health care
systems. Second, participants were mainly female or nonbinary,
meaning male viewswere lessrepresented in our findings. This
gender ratio contrasts with TDs being more prevalent in male
patients [2]: this may be due to gender differences in using
socia support for health-related purposes [93], or potentialy
in coping with TDs [88]. Third, the age of participantsin this
study was skewed quite young. This could be reflective of the
higher prevalence of TDs in younger adults [4,5]. Research
concerning how age may affect OSC use, particularly in relation
to empowerment, is limited. One study [94] suggested that
digital support had amore pronounced effect on positive coping
affect among older women with cancer compared to younger
adults. A more age-diverse sample could reveal differing effects
among age groups. Though not the aim of qudlitative
constructivist research [95], the small size and elements of
homogeneity in the sample limit generalization, and findings
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should beinterpreted with this consideration. Demographic and
socioeconomic factors (eg, ethnicity and income), which could
potentially impact on health care experiences, were also not
recorded [96]. TD diagnosis was self-reported, with most
participants reporting adiagnosis, although thiswas not verified,
and standardized measures were not used to assess current tic
symptomol ogy.

A significant limitation of the study is that we sought to recruit
only participants who were current users of OSCs, who were
self-selected. Despite some participants reporting negative
experiences [34], this introduced a bias toward identifying
positive outcomes of OSCs, as more empowered people are
more likely to continue using OSCs[97]. People who have left
OSCs are presumably more likely to have had negative
experiences or to have found the groups disempowering or of
no value. These perspectives and experiences arethereforelikely
to have been underrepresented in our sample. Though this does
not detract from the mostly positive and helpful experiences
reported by participantsin this study, which is corroborated by
other research on OSCs [34-36,50], experiences of
empowerment in people who leave OSCs should beinvestigated
infurther research to more thoroughly determine the usefulness
of OSCsfor people living with TDs.

In regard to analysis, data often appeared to overlap across
several empowerment processes and outcomes. This partially
reflects the difficulty in fully deciphering responses due to the
text-based survey design, as authors could not ask participants
to expand on their answers, but also illustrates the difficulties
of using aprevioudly defined framework for deductive analysis.
It is difficult to concretely separate actions or processes from
their results or outcomes. Processes are that where participants
explained taking part in forms of empowerment, such as
exchanging information, and the outcomes are the consequences
of this, such asbeing better informed. These arelikely to overlap
as participants, for example, discuss learning more about TDs
from communities, and authors had to make judgments about
this in the analysis. Nonetheless, the framework provided a
useful lens to understand empowerment experiences in OSCs,
and to further understanding of empowerment in people with
TDs in particular, which has had limited exploration.
Furthermore, the inductively formed themes appeared to
highlight more of the unique experience of living with a TD
than deductively derived themes, which often highlighted
findings more broadly applicable to OSCs, though this
contributed to key work in this area by demonstrating the
similarities between diverse health communities.

Finally, the open-ended questions used likely elicited more
responses about empowerment outcomes, such as health care
experiences and treatment decisions, rather than empowerment
processes such as helping others. Our questions also did not
explicitly ask participants about collective empowerment or
disempowerment outcomes and processes they had experienced
within OSCs, meaning there may have been additional findings
relating to these aspects had this been explicitly asked about.

Future Directions
A key perspective missing in research exploring OSCsfor LTCs
is from HCPs themselves. what do HCPs think about patients

IMIR Form Res 2025 | vol. 9| 66912 | p. 13
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR FORMATIVE RESEARCH

bringing knowledge and perspectives they have learned from
OSCs? Participants in this study reported concerns about
discussing information gathered in OSCs with their HCPs.
Previous research suggests that HCPs often react negatively to
patients sharing information from OSCs|[74]. Thismay be more
pronounced in interactions with patients with TDs, as within
the COVID-19 pandemic, HCPs observed amarked increasein
functional tic-like behaviors presenting in specialist services
[77,78], leading to doubts about the legitimacy of patients
presenting with tics [76,79-81]. The etiology and treatment of
functional tic-like behaviors are different from ticswithin TDs,
but can understandably appear similarly in patients with TDs,
so there may be a mismatch in understanding between patients
and HCPs. It is important to understand the barriers to
transparency and knowledge sharing in doctor-patient
consultations, which can jeopardize the doctor-patient
relationship; breaking down these barriers has the potential to
improve  patient  knowledge, = empowerment,  and
self-management [74].

Future research should also consider the perspectives of different
types of TD OSC users. As TDs typically have onset in
childhood, caregiversof children with TDsmay use OSCs[32].
The empowering or disempowering processes and outcomes
they experience through OSC use may have similarities and
differencesfrom userswith TDs; exploring these may illuminate
waysin which these platforms can be used to support caregivers
in both supporting themselves and their relative or friend with
a TD. Additionaly, the perspectives of moderators or
administrators of OSCs should be considered asthe gatekeepers
who arbitrate over thedigital space. Inthisstudy, one participant
reported that they were a moderator of a TD OSC and
emphasized the importance of their role in supporting other
users. Previous research has shown this is an empowering
process [98]. Future research should investigate the role of
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moderators in OSCs concerning empowerment more
specifically. Finally, this study focused on people who were
active users of OSCs for TDs—in contrast, another topic to
explore is former users of these spaces and what led them to
leave or disconnect from OSCs. Asthisstudy highlighted several
disempowerment processes, it may be that disconnecting from
OSCs could be a disempowerment outcome arising from
participation.

Thisresearch was cross-sectional and qualitative, subsequently
only providing a snapshot into the experience of interest.
Therefore, it may be useful to experimentaly investigate how
using OSCs impacts people living with TDs over time, for
example, by capturing changes in empowerment, clinical
outcomes, and mechanisms such as shame, self-esteem, and
self-management while using OSCs, particularly as there is a
lack of experimental research in thisarea[99]. This could also
help to identify the mechanisms of action of the effects of OSCs
on empowerment [ 100]. Further research may provide evidence
of the effects found in this study and contribute to the
understanding of how OSCs may help people living with TDs
to manage their condition.

Conclusions

This study illustrates the empowering processes of OSC use
and the empowering outcomes that their use can have on how
people with TDs make sense of and live with long-term tics.
Thisinformation could contributeto self-management guidelines
concerning coping strategies and theimportance of peer support
in living with tics. It also emphasizes the relationship between
OSC use and health care management and relationships with
HCPs. HCPs must recognizetheir patients’ experiences of using
OSCsand be aware of patients’ potential concernsabout raising
this with them.
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