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Abstract

Background: Among 5.4 million peoplereceiving treatment for asthmain the United Kingdom, more than 2 million experience
suboptimal control, leading to the use of health care services and resulting costs as well as poorer quality of life. Online health
communities (OHCs) are increasingly used as a source of lay health advice, providing opportunities for learning and mutual
support and complementing information from “official” health sources. While engagement with OHCs hasthe potential to improve
self-management, concerns remain about the reliability and usefulness of the information posted. Professional moderation of
such communitiesis essential for supporting sensitive patients, ensuring adherence to forum guidelines, and maintaining clinical
safety.

Objective: This study aims to examine the experiences of moderators in an asthma OHC, identifying challenges and possible
areas to optimize the safety and effectiveness of patient engagement.

Methods: All 6 current moderators of anationwide charity-hosted OHC participated in in-depth, semistructured, audio-recorded,
remote interviews. Audio recordings were transcribed verbatim and qualitatively analyzed using reflexive inductive thematic
analysis.

Results: The 6 moderators interviewed comprised 4 (67%) specialist respiratory nurses, 1 (17%) volunteer patient ambassador,
and 1 (17%) customer support manager (all female, with average age 45, SD 10.5y). Intotal, 5 (83%) moderators had at least a
year's experience of OHC moderation. Three main themes were generated from data analysis: moderation processes, challenges
to effective moderation, and OHC effectiveness. The first theme focused on the different moderator roles and tasks undertaken,
including the application of OHC guidelines in dealing with inappropriate content. The second theme covered difficult issues,
such as mental health, and practical challenges, including lack of time and concerns about missing problematic posts. The third
themefocused on the factorsthat made the OHC effective and increased its effectiveness, including keeping users safe, generating
more OHC activity, encouraging discussion, and raising awareness of the OHC. We found a contradiction in how the moderators
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perceived the OHC's effectiveness and their role in moderating it. While they expressed concerns about having insufficient time
to moderate the OHC, they also felt that it was underused and would be more effectiveif it were busier or more active.

Conclusions: Building onthe challenges experienced by the moderators, several recommendations were put forward to optimize
the safety and effectiveness of the asthma OHC. Moderators often work in isolation without external training or interaction with
others. More research into OHC moderation is needed. A continuous professional development framework could improve
moderation quality and user support, aligning with the evolving needs of these communities. These results can be relevant to

national and international policy, attempting to enhance the safety of patients' engagement with OHCs.

(J Med Internet Res 2025;27:€58167) doi: 10.2196/58167
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Introduction

Background

Although 5.4 million people are receiving treatment for asthma
in the United Kingdom [1], an estimated 2.17 million have
uncontrolled asthma, meaning a greater disruption in everyday
activitiesand a higher risk of an asthmaattack [2]. Poor asthma
control has a major impact on the use of health care services,
accounting for 2% to 3% of the primary care consultations,
60,000 hospital admissions, and 200,000 bed days per year in
the United Kingdom [1]. Asthma costs the United Kingdom
about £1.1 billion (US $1.4 billion) per year from health care
costs and disability claims[3]. Optimizing the effectiveness of
online health communities (OHCs) is an important goal, given
the recent recommendation that peer support and learning via
“digital therapeutic communities’ is needed to complement
National Health Service online resources [4]. OHCs are
increasingly used as a source of lay health advice from peers (a
peer is defined as someone being of equal standing or belonging
to the same social group based on age, grade, or status, in this
case, being someone with the same or similar health condition
or concern [5]). Among people with along-term condition who
areinternet users, 1in 4 go on theweb to find otherswith similar
health concerns [6].

Inthe United Kingdom in 2020, 92% of the popul ation reported
recent internet use [7], and 63% of the internet users reported
seeking health information online [8]. With millions of people
potentially accessing information and advice posted by peers
in OHCs, this raises pressing questions about the efficacy and
safety of this new “informal” medium and how to realize and
maximize its untapped potential for health benefit. Our regular
discussions with patient and public involvement groups have
reaffirmed not only the benefits of online peer support, including
improved self-management and shared decision-making with
clinicians, but also the risks and difficulties, such asreliability
and usefulness of information and anxiety about being judged
by the community [9-11]. Peer support is defined as “a system
of giving and receiving help founded on key principles of
respect, shared responsihility, and mutual agreement of what is
helpful...It is about understanding another’s situation
empathically through...shared experience” [12].

Prior Work

Few studies of OHCs have focused on the role of moderators
in OHCs [13-18]. The role of health professional moderators
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in OHCs involves responsibilities, duties, and limitations that
they may perceive as difficulties in providing users with
adequate online medical service. Being a health professional
moderator can be persondly and professionally
“(dis)empowering” [19]. M oderation within OHCsisnot limited
to ensuring content quality but isfar more complex—providing
supportive spacesfor disclosure of personal storiesand enabling
individuals to freely express their perspectives while making
surethe content of postsisnot causing harmto other users. This
isespecialy relevant in, for example, mental health OHCs[20].
Theimportant role of patient and peer moderators has also been
highlighted [17,18], particularly the different and
complementary expertise that they bring to the role, resulting
from personal experience of acertain health condition [15].

The Asthma + Lung UK (ALUK) asthma OHC is one of over
300 public OHCs, covering over 250 health condition areas,
hosted by HealthUnlocked. Initially set up by the charity Asthma
UK (before it merged with the British Lung Foundation to
become ALUK), the asynchronous text-based OHC has over
23,000 members and over 25,000 posts [21]. There are
approximately 2000 active users per month; that is, not all users
are active dl thetime.

Superusers—aselect minority group of highly active OHC users
found to be essentiad to the successful spread of
self-management information and support and in keeping the
forum cohesive over time—act, at times, asmoderators of OHC
discussions [22]. However, appointed moderators are distinct
from superusers. Research has shown that compassionate
moderators provide important support for patient engagement
in OHCs. Moderators maintain community guidelines, help
answer questions, and provide medical expertise [13]. OHCs
are often moderated by appointed staff from the hosting
platform, with some being additionally moderated by health
care professionals. Successful moderation in OHCs requires a
multitude of practices to manage the challenges that arise in
these communities, gained either via specific training [17] or
through experience [13]. Some practices are implemented as
preventive measures, such as setting community guidelinesand
offering coaching to members, while other practices require
active intervention, such as providing information and
welcoming new members [17]. In general, moderators are
received positively by community members and do not appear
to interfere with peer interactions [14].
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Goal of This Study

In this study, we sought to further explore therole of moderators
within OHCs and specifically examine their experiences with
the ALUK asthma OHC. The aim was to identify challenges
and potential areas where users’ safety and the effectiveness of
OHC engagement could be optimized.

Methods

Study Design

Wefollowed aqualitative, one-to-one, semistructured interview
design to enable an in-depth exploration of the experiences of
the moderators of the ALUK asthma forum.

Recruitment

We invited all currently active moderators (6 as of November
2022) to participate in the study. Moderators were initialy
contacted by HealthUnlocked viaemail on behalf of the research
team. The email included an invitation letter, a participant
information sheet (Multimedia Appendix 1) providing details
of the study and research team, and an informed consent form
(Multimedia Appendix 2). The invitation letter asked potential
participants to contact a member of the research team (GDK)
via email. Once an expression of interest was received, GDK
replied to potential participants and arranged a mutually
convenient time for the interview. GDK also sent a reminder
email the day before the scheduled interview date. The
researchers had no contact with the participants before they
participated in this study.

Data Collection

Participation was voluntary. GDK and HEW conducted the
interviews remotely between November 2022 and December
2022 using the Zoom (Zoom Communications, Inc) platform.
Interviewswere conducted during normal office hoursat atime
convenient to the participant. We did not ask participants to
specify wherethey were during theinterview or whether anyone
else was present in the vicinity, although we did not observe
anyone else besides the participants. The interviews, which
lasted 30 to 60 minutes, were concluded when participants
confirmed that they had nothing further to add. GDK isamale
postdoctoral research associate with experience in qualitative
research, and HEW is a female experienced postdoctoral
researcher and research project manager with training in
qualitative research. At the start of the interview, after
introductions to establish mutual rapport, we gave participants
an opportunity to ask questions and asked them to reconfirm
their consent for the interview to be recorded. Interviewers
followed atopic guide composed of open-ended questions and
prompts to explore the moderation process (Multimedia
Appendix 3), including additional topics that arose during an
interview and were | ater added to the topic guide for subsequent
interviews. Any notesthat wetook during interviewswere used
as an aide-mémoire and were not analyzed. We audio recorded
interviews using the record function within Zoom Cloud (video
recordings were not retained).
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Data Analysis

Audio recordings were transcribed verbatim by a professional
transcribing agency and checked for accuracy by HEW. We
analyzed the transcripts using reflexive thematic analysis
according to the 6 steps described by Braun and Clarke [23]
(data familiarization, data coding, identifying themes,
re-examining themes, defining and naming themes, and
synthesizing the report). Reflexivity was ensured by the fact
that we neither had experience moderating an OHC or any kind
of online health group nor using OHCs. HEW coded the data
inductively in Microsoft Word and Microsoft Excel, ascribing
asingle codeto each different idea, and then refined and verified
the coding by collating data assigned to the same code, sorting
it into categories, and discussing all stages of the process with
GDK. We then re-examined and collapsed the categories into
possible themes with associated subthemes, following detailed
discussions with the whole research team. We did not discuss
data saturation as there was no option to interview further
participants. Inductive coding enabled categories and themes
to emerge naturaly from the data, thereby enabling the
representation of the participants unique perspectives. We
neither provided participantswith atranscript of their interviews
nor asked for their feedback on either the transcripts or findings.

As one of the moderators (the customer support manager)
mentioned posts being automatically flagged by the system used
on the HedthUnlocked platform, we sought clarification
regarding this process via a debriefing meeting to give context
to the data from the moderator interviews.

Ethical Considerations

This study was reviewed by the Queen Mary University of
London Institutional Research Ethics Committee, with approval
granted on August 18, 2022 (QMERC22.279). We obtained
written informed consent from participantsbeforetheir interview
using a web-based consent form (Multimedia Appendix 2)
accessed viaalink sent to each participant by email. In addition,
at the start of each interview, we asked participants whether
they had read the participant information sheet (Multimedia
Appendix 1) and whether they had any questions (which we
answered if they did). We al so asked them to confirm whether
they were comfortable with the interview being recorded (refer
to the interview topic guide in Multimedia Appendix 3). Study
datawere stored securely in pseudonymized form. We removed
any potential identifiers from interview transcripts before
analysis. The moderators participation in this study was
voluntary, and they were not compensated for their participation.

Results

Participants

Weinterviewed al 6 peoplewith arolein moderating the forum.
The moderators employed by HealthUnlocked or ALUK had
different job roles, with moderating the asthma OHC being only
apart of their job. The patient ambassador, an experienced OHC
user and patient with asthma, undertook the role of amoderator
on a voluntary basis outside of her regular part-time
employment. Table 1 presents a summary of the participants
demographics and background characteristics.
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Table 1. Details of the roles, background, and demographic characteristics of the Asthma + Lung UK (ALUK) asthma online health community
moderators who participated in this qualitative interview study (N=6).

Characteristics Moderators, n (%)
Role

Customer support manager employed by HealthUnlocked 1(17)

Specialist respiratory nurse employed by ALUK 4 (67)

Patient ambassador (voluntary role) 1(17)
M ode of work

Part time 4 (67)

Full time 2(39)

Experience (y)?

<1 1(17)
1-2 3(50)
>2 2(33)
Sex
Female 6 (100)

Agegroup (y)

30-39 2(33)

40-49 3(50)

60-69 1(17)
Ethnicity

Mixed, White British/Black African 1(17)

White/White British 5(83)

@Years of experience at time of the interview.

The asthma OHC had approximately 1800 active membersper  and replies; mean 753, SD 155 new posts; Multimedia A ppendix
month over a12-month period (March 2022 to February 2023),  4).

including the period when the interviews were conducted (mean Themes
1778, SD 69 active members), with approximately 90 new

members joining each month (mean 94, SD 12 new members)  From the data analysis, we generated three main themes: (1)

and approximately 750 new posts per month (including threads  moderation processes, (2) challenges to effective moderation,
and (3) OHC effectiveness. Figure 1 provides an overview of

the themes and associated subthemes.
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Figure 1. Overview of the 3 themes and associated subthemes derived from thematic content analysis of qualitative interviews of moderators of the
Asthma + Lung UK asthma online health community (OHC).

Editing or
flagging anything 3-strikes
inappropriate appreach
Content
maoderation Forum
tasks o guidelines Dser
S“;:;l;g reactions
Different
moderator reles .
Moderation Checking posts -
processes flazzed by users RestanLg and
banning
USETS Mentalhealth
Working lssues
Other tashs from home
; Moderation Being well
Keeping users safe .
Balance dlﬂllEl.lgES suppoerted
Peer support
Positive user Lacking
impression cufficient
More time Relying en
effective 115 ET TEPO TS
Potentially
Posts that add QHC Relying on missing
semething effectiveness the patient problems
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Dioing more (g,
polls, surveys _
and replies) Less Not encugh
effective e
Encowraging
discussion Lack of Quiet or
diversity slowr
Underused
) . it'smy job...there's still a human that has to approve
Theme 1: Moderation Processes whether or not | agree with the automated system, so
M oder ation Tasks According to Job Roles | still have to review it and say, “ Okay, that should
Content moderation was the main task according to all have been flagged” , or “ No, that's a false positive”
moderators interviewed. This was described as checking posts [Participant 2] _ _ o
for unsafe or inappropriate content and removing spam. These My day-to-day tasks basically involve dealing with
processes differed between the job roles (Table 2). In fact, the any reports that come in from the community...if they
customer support manager only reviewed posts that were post something that offends or upsets somebody...it's
automatically flagged (using basic agorithms to detect spam my job to investigate, either delete the post or, if the
and certain keywords) or reported by users: post has anything that might be triggering to some

people, that falls into the guidelines, then | would
make it community-only or put a trigger warning.
[Participant 2]

We also have, for automatic spam...so the system
picks up on those. What that does, it flags them, but
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Table 2. Details of the different types of tasks involved in moderating the Asthma + Lung UK (ALUK) asthma online health community, according

to the moderators' different job roles.

Task

Customer support manager
(HealthUnlocked)

ALUK nurses Patient ambassador

(ALUK team)

I nteraction with forum users
Provide technical support to users O
Reply to posts and answer questions
Respond to unanswered posts
Welcome new users
Signpost to resources and share information
Share personal experience (as a patient)
Encourage discussion
Post polls or “hot topics” for discussion

Content moderation and resolution

O

Apply forum guidelines as a framework for moderation

Review posts automatically flagged by HealthUnlocked [0
system

Review posts flagged by users O
Review posts flagged by the ambassador
Scan or read all new posts

Edit or delete inappropriate posts

Warn users posting inappropriate content

Restrict or ban users who do not respond to warnings

O o o o

Discuss concerns with other moderators or manager
Out-of-hours cover
Other

Increase awareness of the forum on other channels

O o o o

O 0o o o o o

O oo oo o dg

O

The ALUK nurses and patient ambassador described monitoring
all newly posted content (new threads and replies, ie, those
posted in theintervening timesincethey last |ooked at the OHC
platform) in addition to posts reported by users:

I check to see if there's been any reports of abuse.
The members can report if they' ve seen a post that
they think goes against the forum guidelines, so |
respond to those. | can't say | read every single post
because | just wouldn’t be able to, there's too much!
So | kind of scan over it and have a look and see if
there’'s anything of concern. [Participant 5]

I might just check in every so often, just scan through
and look at the posts, click in, read, see if there is
anything new...| scan to see if there is anything new,
see if there is anything | want to reply to, anything |
need to jump on immediately or anything | want to
share with the nurse moderators. [Participant 1]

Of note, the patient ambassador was the only moderator
checking new content on the forum outside of normal office
hours:

They [the ALUK nurse moderators] work with usin
the UK and have other jobs so they're not around at

https://www.jmir.org/2025/1/e58167

the weekends. | might be around at the weekends or
on holiday, so | can jump in there and potentially get
on top of things before they spiral out of control.
[Participant 1]

I nteraction With Users According to Job Roles

Apart from providing technical support to users and contacting
them (by private message) regarding inappropriate posts, the
customer support manager did not have direct contact or
interaction with users:

| try not to comment in the community, inside the

actual community posts...I would never jump in into

a post designated about the health issue itself.

[Participant 2]
In contrast, part of the role of the ALUK nurses and the patient
ambassador was to interact with users, responding to posts to
answer questions; signpost usersto useful resources, including
the ALUK website and helpline; as well as posting polls and
surveys to generate discussion. They also highlighted the
importance of welcoming new users and making sure that users
receive a response to their posts, if not already answered by
other users:
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Sowe'll firstly deal with any of theissuesthat they’ ve
raised as a concern. If we then need to reach out to
individual forummembersand say thingslike...we're
abit worried about the advicethat you're giving, can
we have a chat about it or, are you okay because you
seemto bein distress? So, we' |l deal with those things
and then we will have a look through all of the chats
that are going on. If there's any value for us to add
then we'll add in a comment here or there. If there's
any posts that no one has answered we might put a
post in, just to support and encourage participation.
Make people fedl like they're not being ignored. We
might run a poll. We might share something of
interest. [Participant 3]

Also, if people are relatively new and they' ve asked
a question—especially if no-one else has answered
it—'ll try to jump in. If it's not something I’ ve got
any experience of but no-one's answered, I'll soon
try tojump in there anyway and try to get things going
evenifit'sjust to say, “ | don’t know much about this,
but hi and welcome and hopefully someone el se will
be able to answer that” or “ here are somelinks’, or
just general information. [Participant 1]

M oder ating Forum Guidelines

In assessing whether a post or private message (ie, a message
sent between users, not published on the OHC and only seen
by moderators if reported by a user) was against the rules and
when contacting users, the moderators mentioned that they often
referred to a published set of community guidelines, which users
agreed to abide by when they signed up to the OHC:

If | get aninappropriate post, | review it to make sure
what part of the terms and conditions it’s breaking,
then I'll delete the post and then I'll send a warning
to the member, via e-mail or chat,...and we send them

https://www.jmir.org/2025/1/e58167
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the terms again just so that they're aware, in case
they didn’t know. [Participant 2]
One of the moderators emphasized the importance of the
moderation process being a 2-way conversation:

It's not an automatic thing. We really try and engage
with people before giving out warnings or putting in
restrictions. | might say, “look, I've deleted this
thread because it's not in the spirit of the site” or
“it's against our guidelines’ or whatever. “1 know
that might be a bit difficult for you, so do you want
to have a chat about it?” [Participant 3]

However, the moderators noted that users were not always
responsive to their warnings and described using a “three
strikes” approach:

A couple of times people have just ignored us and just
carried on doing it. Thisused to happen more so when
| first started it, and it's sort of three strikes and
you're out! If they carry on and they do it three times
we can just restrict them from the forum completely.
[Participant 5]
If apost did not warrant deletion, for example, posts containing
dubious (but not dangerous) advice or recommendations, the
moderators reported that they would edit apost to add awarning
and signposts to appropriate resources.

I made the decision to leave the post up and edit it
with awarning...| tend to do that if it's been up for a
few days and there's been a lot of replies and quite
often the replies are sensible, saying what | would
have said in my warning...If it's really bad I'll just
delete it, take the whole thing down. [Participant 5]

All the moderators commented on the nature of the inappropriate

content and the type of issues that required their intervention.
These are summarized in Textbox 1.
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Textbox 1. Details of the different types of content posted on the Asthma + Lung UK (ALUK) asthma online health community (OHC) that are
inappropriate or contrary to OHC guidelines and therefore require intervention, as reported by the OHC moderators.

Spam issues
o Selling products

o Linksto research (without permission)

Unpleasant language or behavior issues

« Beingrude or aggressive to another user
« Using foul language

o  Hostile debate

Advice or recommendations issues

«  Dubious or unhelpful advice

«  Promoting aternative remedies

« Against taking medication or vaccines
o Describing unusua medication regimes
«  Misinformation

o  Contrary to ALUK guidelines or advice

Potentially upsetting or triggering issues
o Description of harrowing asthma attack
o Mental health issues

o  Sef-harm or suicidal thoughts

Theme 2: Challengesto Effective Moderation

Restricting or Banning Users

An aspect of the role that several moderators reportedly found
challenging was having to restrict or ban users and dealing with
their sometimes-unpleasant reactions to being sanctioned:

You don't want to ban anyone, because you want
everybody who needs access to the community to use
it, but sometimes you have some members who just
aren't helping the flow of the community at all and
they're just upsetting everyone, so it's not worth it,
but sometimes they can be a bit unpleasant on e-mail
[in response to being contacted)] . [Participant 2]

| hate it when people...if they have put something
which is unsafe and they're really angry about
it...trying to respond and try and be nice to them, but
it's hard—it’s challenging. [Participant 4]

Users Mental Health I ssues

Posts regarding users' mental health were also an issue that all
moderators described as being difficult to deal with, although
they noted feeling supported, both within the moderation team
and by their management. The ALUK nurses and the patient
ambassador described a separate “moderator’s forum” where
they could discuss and share issues among themselves. The
customer support manager referred to aweekly “trust and safety
committee,” where she could discuss more serious moderation
Cases:

https://www.jmir.org/2025/1/e58167

| get very worried about mental health posts on the
forum...I find it really hard because you' re on a forum
and you don't really know what’'s happening—are
they okay? | alwaysworry if they’ re going to be okay.
[Participant 5]

Balancing M oder ation With Users' Freedom of Expression

Another challenge perceived by the moderators was establishing
abalance between allowing users to freely express themselves
on theforum and post about their experiences while maintaining
the community guidelines:

It's about the balance between not |etting things run
away and get unhelpful or hostile, but letting people
have a discussion. That's the thing | find most
challenging. Being there but not being too in their
face about it. [Participant 1]

We have to dtrike that balance between keeping
everyone safe but not imposing our views in a way
that might seem censorious or uncomfortable for
people. [Participant 3]

Time Constraints and Workload

The ALUK nurses commented that the lack of time was a key
challenge in effectively moderating the OHC, resulting in a
heavy reliance on the patient ambassador, especially during
out-of-office hours. Notably, the ambassador, athough a
volunteer, described spending more time on the OHC than the
individual nurses, which was around 2 to 5 hours per week:
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So there’s an hour allocated to HealthUnlocked by
usMonday to Friday every week. Sometimesit doesn’t
work that way, if someone’s got to go off to another
meeting or the helpline’s gone crazy on the phones,
that hour doesn’'t get the time. But it's supposed to
have five hours of nursetime Monday to Friday every
week, and then the ambassador picks up all the other
stuff. [Participant 5]

The patient ambassador noted that the amount of time she was
spending on moderating the OHC was “manageable” She
mentioned that there was previously a second patient
ambassador a few years ago when the OHC was busier:

A few yearsago | think it would have been more of a
job. | think actually the reason that the other
ambassador left is because it was more of a job and
she didn’t have time for it. Now | think it probably
wouldn’t be a huge amount of work for her especially
with someone else. [Participant 1]

The nurses, in particular, felt that needing to read or scan
through every post was a very time-consuming activity and
were concerned about not knowing whether someone else in
the team had already looked at the posts:

S0, we [are] either doubling up the workload or not
doingit, but | alwaystry and look for at least the last
24 hours but, then again, as well as looking through
the replies—and people can reply to posts from ages
ago if they want to—you might not always see it.
[Participant 4]

Yeah, stuff can get missed. Yeah, definitely. Because
| think the only way stuff wouldn’t get missed isif we
had someone moderating on there all the time, and
it's just not possible at the moment. \We don’t have
the staff or the capacity and I've only got one
ambassador. [Participant 5]

Thereliance on user reportsto flag potential problemswas also
noted, with one moderator commenting that it would be helpful
if userswould use the report button more:

If members don’t report a post or a comment that's
inappropriate or breaking therules, alot of thetimes
| don't see it, so there could be posts that haven't
been viewed that should have...I do rely heavily on
members reporting, and if they don't, then thereisa
chance you miss some things. [Participant 2]

Working From Home

The final challenge mentioned by a member of the nurse
moderator team was working from home and missing the
benefits of working in proximity to her colleagues that were
available before the COVID-19 pandemic:

We're all on working from home contracts so we're
all working in isolation. But we are fighting to get
back at least one or two days a month, [to] the office
where we can all work together. Because, you know,
we learn so much more from each other and can be
| think more effective and creative when we work
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together and lots of learning can take place
[Participant 6]
Theme 3: OHC Effectiveness
Keeping Users Safe
Several moderators talked about the satisfaction they got from
knowing that they kept users and the community safe by
effectively moderating. In particular, the patient ambassador
commented that when she first joined the OHC (before it was

managed and hosted by HealthUnlocked), moderators were
much less present, and it consequently “felt amost unsafe’:

Because of how active our moderation is, members
know that if someone wereto break therules, it would
get sorted fairly quickly, which gives people peace of
mind and makes them comfortable, because no-one
wants to join a community where there's trolls
everywhere and nobody's actually moderating.
[Participant 2]

I think making everybody feel safe. Making people
know that unacceptable behaviour’s not tolerated.
That that will always be stepped on and managed.
[Participant 3]

Positive User Impression

The impression among the moderators was that they were
generally appreciated by the users for their involvement in the
community:

They might feel happy and reassured that there's a

nurse there answering their posts, and that they can

get an answer to a question if they want to.

[Participant 4]
They perceived the users, for the most part, in a very positive
way, describing them as* pretty civilised,” “very polite and well
behaved,” and “very pleasant and nice,” with a nurse noting
that she had never received any “ negative feedback” from users
while another mentioned receiving “ nice feedback.” There was
ageneral feeling of the OHC being a pleasant environment and
the moderators enjoying their involvement in it:

| love hearing what people have to say. | like
witnessing the lived experience of people with often
quite severe asthma...l like being able to answer
problems or give perspective but really, 1 enjoy
observing the peer support and the sense of
community that HealthUnlocked brings to them.
[Participant 3]

What Makes OHC Engagement Effective

In terms of why people used the OHC and what they gained
fromit, the moderatorstalked about the benefits of peer support,
sharing experiences, and how useful people found it:

They'll offer real life solutions, and they’ Il offer little
tricks to get what you need...they can just offer that
level of understanding and support that only someone
who has that lived experience can offer really and
that’s a lot more meaningful to people when they feel
alone and isolated, than speaking to a healthcare
professional. [Participant 3]
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| can seethat the people that are on our forumreally The value for the people that use the forum seems to
get a lot of benefit from it...And we've got a lot of be immense but relatively few people use it.
members, we've got nineteen and a half thousand [Participant 3]

members. | can't say all of those are active. So it What | quite often do isif I’ m speaking to somebody
clearly does help a lot of people. [Participant 5] on the phone and | say, you would really love this
| think it's people sharing their personal stories that forum. Go on there. [Participant 3]

people really like and their experiences. [Participant

Importance of OHC Superusers

Two moderators highlighted the importance of well-established
or particularly active users (“ superusers’) in responding to posts
and driving activity on the OHC:

4]

The most useful posts or conversations were felt to be those
where users provided new information, ideas, or constructive
advice and where they had read the question properly such that
the replies were relevant: It was talking about superusers and how they drive
things. | thought maybe that’s why, we haven't got
enough superusers! |'ve noticed just even as a user,
there are people who post quite a lot and we don’t
really have those now. [Participant 1]

I think it's effective if people come in and give them
information or thingsto think about that they haven't
considered or they weren't looking for because they
didn’t realise that they wanted it...if people can offer

constructive advice that actually helps them work it ..if someone new makes a post, the people who've
out, that kind of problem. It's not so effectiveif people been on the community longer definitely are quick to
haven't really read the question. | think people really respond and to offer any assistance or advice.
reading and understanding the question and then [Participant 2]

rl?ﬁpondi ng and adding something to it. [Participant Lack of Diversity Among Users

o ) o ) One of the nurses commented on diversity among the OHC
Several moderators highlighted their ownroleinimprovingthe  ysers being achallenge, in particular, the lack of younger users
forum and making it areliable, friendly environment for users:  gng the impact of the OHC format on user recruitment:

| like the fact that as a moderator | feel | could be It's challenging to get a vibrant community going that
more productive for the forum and make sure it is represents lots of different ages and ethnicities.
friendly, helpful and actually a useful place to be. [Participant 3]

[Participant 1] | just note when | look at the demographic of
| do like the fact that we're dealing with posts that HealthUnlocked that doesn’t really seem to be
are reported on by other members, so it shows that changing. Isthat we haven't really got anybody bel ow
members know that they can rely on us. [Participant the age of 30 and there must be a reason for that, but
2] | don’t know what that reason is. | suspect it's just
...keeping people safe and signposting themto hel pful becauseit’s not a format that appeal sto young people
websites or, you know, the relevant help that they may but that's me guessing. [Participant 3]

need. And protecting others from bad advice | think

asaclinician iswhat we should be doing. [ Participant How toImprove OHC Effectiveness
6] Several moderators talked about the need for them to be more

involved in theforum in a positive way, doing more to generate
activity and encourage discussion on the OHC and adding value
and content, as opposed to just focusing on “the negative side’
of moderating, that is, enforcing the community guidelines:

The importance of therole played by the patient ambassador in
providing support was recognized by the ALUK nurses. They
highlighted the advantages of being afrequent and long-standing
user of the OHC aswell asarelatable peer and atrusted source
of information: I think it probably istoo little, and it's only when you
sit down and have these kind of conversations and |
think that, asa moderator...I focustoo much ontrying
to keep it all safe—making sure nobody’s putting

...they're the eyes and ears of what’s happening on
the site, and they do a phenomenal job and what's

nice about them is that they really encourage that anything negative on there—rather than trying to

peer support. [Participant 3] interact and probably be a little bit more present in
They [the users] might not want to speak to us nurses a positive way in the forum. [Participant 4]

because they might be thinking—they might have a | sometimes think, oh, should we be doing more?
negative view of all health professionals at that point Should we be doi n’g mc;re polls? Should we be tryi né

?enaldl th?;ai WSifilﬂ}iarhzilithan?g?Mdors can be tomakeit a bit more whizzy and interactive but | think
Y. y ' b we would be doing that more for ourselvesthan we'd

Increasing engagement with and awareness of the OHC among be doing it for the patients because | think actually,
potential users was seen as an avenue by which community they’ re quite happy. [Participant 3]

effectiveness could be improved: One participant highlighted the issue of whether the users

wanted the moderators to be more involved or whether they
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might consider the nurses to be overstepping in what was
essentially a“peer-to-peer forum”:

If activity's gone down then I'll put some posts out
just to try and boost the interest. It's really hard
because some[users] of the forumseemtoreally like
us getting involved and others, | feel like they don’t.
[Participant 5]
One of the nurses did note that when they posted polls, these
were well received by the users:

I think, where I’ ve noticed—where things get lots of
interaction—are polls. People quite like a poll, and
the questions where they can share their
experiences...| thinkit's people sharing their personal
stories that peoplereally like. [Participant 4]

Discussion

Principal Findings
The findings of this study illustrate the various roles and
responsibilities involved in moderating an OHC. In this

Wood et d

charity-hosted asthma OHC, there were no significant issues
with inappropriate user behavior or content, and the moderation
process worked well. However, challenges were identified,
including having to restrict or ban users, dealing with users
mental health issues, balancing moderation with users' freedom
of expression, managing time constraints and workload, and
working from home. Moderators views on what makes the
OHC effective highlighted areas that could be targeted to
optimize the safety and effectiveness of the forum, including
generating more OHC activity, encouraging discussion, and
raising awareness of the OHC. On the basis of these results, we
derived a set of recommendations that were grouped under the
3 themes identified earlier (Textbox 2). This study shows that
OHC moderators typically operate as a cohesive unit within
their organization or community without engaging with
moderators from other OHCs or having access to external
professional moderation training opportunities.

Textbox 2. Recommendations for optimizing the safety and effectiveness of the Asthma+ Lung UK (ALUK) asthma online health community (OHC),
derived from thematic analysis of qualitative interviews with the moderators of this OHC.

Theme 1: moderation processes

and selecting unanswered posts
«  Recruit another patient ambassador

Theme 2: challengesto effective moder ation

for example, on amonthly basis

Theme 3: OHC effectiveness

of the charity helpline

as destroying the peer-to-peer nature or helpful

« Introduce training and aresource on the moderators' forum (used by nurse moderators and the patient ambassador) to remind the team about the
automated process and how it works and to ensure that everyoneis familiar with the functionality to assist in moderating, such as searching posts

«  Explorewhether there is amechanism for poststo be marked as“read” by moderators (in asimilar way to emails) to facilitate shared moderation
and reduce therisk of duplication of effort or missing potentia problems

«  Explorethe possibility of increasing the number of hours allocated to the moderation team
«  Explore how time allocated for moderation is distributed across the moderation team during office hours versus out-of-office hours
« Ensurethat al moderators are aware of the strategy adopted by the hosting platform in dealing with self-harm, suicide, and mental health issues

«  Explorethe possibility of the ALUK moderator team working together in the office on aregular basisto enhance peer support and team cohesiveness,

«  Increase promotion of the asthma OHC on charity social media and other channels where possible, including nurses promoting the OHC to users

«  Encourage discussion through some kind of regular feature, such as a monthly poll or “hot topic” generated by the nurses

«  Post asurvey asking users about how they use the OHC; what they would like to see on the OHC; and whether they would like the health care
professional moderators to be more involved, including specific questions exploring whether the users would see wider moderator participation

This study also highlightsthevital rolethat knowledgeable and
experienced moderators play in the ALUK asthma OHC. The
range of different job rolesinvolved in moderating brought an
important range of skills and perspectives. While al the
moderators wereinvolved in keeping patients safe by removing
inappropriate and unwanted content, each role added further
value. The customer support manager gave practical support to
users through technical assistance. The patient ambassador
added a wealth of lived experience as a patient with asthma,

https://www.jmir.org/2025/1/e58167

connecting with users as aknowledgeabl e peer in afriendly and
relatable way while maintaining the ALUK recommendations.
The patient ambassador made a point of welcoming new users
and providing answersto questionsthat had not been addressed
by other users, an important contribution to the community feel
and the forum's usefulness to users. The nurse moderators
brought their specialist and up-to-date knowledge of health
practice and ALUK recommendations, warning users about any
potentially risky advice or practices and giving validity to the
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forum as a source of safe information. Furthermore, they
contributed directly to the forum, posting polls to generate
discussion and ensuring that important posts were “pinned” on
the home page where they would be most visible to users.

Comparison With Existing Literature

Few studies of OHCs have focused on exploring the role of
moderators and moderation processes [13-18], with none of
these being specific to asthma or even to lung conditions in
general. While moderators may be important for the vibrancy
of OHCs, improving patient outcomes and making members
feel safe, investing in hiring them (especially those with clinical
backgrounds), and motivating them to participate voluntarily
can be difficult [14,16]. In a study of 6 different OHCs within
the WebMD platform, Huh et a [15] recognized the distinct
roles played by heath professionals and peer patients,
highlighting the beneficial “ synergistic efforts’ of these groups
in creating and sustaining vibrant communities. Furthermore,
they mentioned staff moderators, who were nonclinical staff
and worked across multiple OHCs but had a different role from
the customer support manager in our study, asthey also replied
directly to patient posts.

Our findings align with those of Deng et al [18] and Skousen
et a [17] in recognizing the vital role of moderators in OHCs,
including the importance of volunteer patient moderators. In a
study exploring the perspectives of moderators of the
Togetherall peer support platform, an OHC for mental health,
Deng et a [18] highlighted the value of insights offered by
moderatorsinimproving thequality of onlineforums, addressing
potential challenges, such as managing emotionally triggering
issues, users being hostile or willfully breaking community
rules, gauging theright level of moderation when editing users’
posts, and overcoming low user engagement. The authors
concluded that moderators play a potentially critical role in
maximizing the safety and chances of the beneficial impact of
an online peer support community and highlighted the
importance of moderators being well trained and having relevant
clinical expertise [18].

A study by Skousen et a [17] described how moderators of the
Connect OHC, a patient community sponsored by the Mayo
Clinic, identified emerging peer leaders and invited them to
assist with moderating the community. Peer |leaders are similar
to the patient ambassadors described in our asthma OHC. These

https://www.jmir.org/2025/1/e58167
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“mentors’ volunteer their time and are recognized as having
significant advantages, reducing the workload of professional
moderators and holding the unique perspective of “shared
experience” (ie, having themselves experienced theissueslikely
to beraised by peers). The study highlighted the importance of
training for volunteer mentors and guidance from professional
moderators [17]. Patient moderators of online support groups
were the focus of the study conducted by Coulson and Shaw
[13]. They highlighted several challenges, including the time
commitment required for moderation, dealing with trolls and
“nasty emails,” and striking the right balance between their
nurturing role and enforcing the rules. Patient moderators could,
over time, devel op the personal skillsand qualities* necessary”
to undertake the role, but the need for appropriate upfront
training so that they might be better equipped from the outset
was aso highlighted. In our study, the patient ambassador, a
long-time user of the asthma OHC, described how she had
become more confident in her role over time but would still
seek advice from the ALUK nurses if unsure. Although there
was only 1 patient ambassador at the time of this study,
superusers may aso offer support in this role. Their
contributions to moderation, such as promptly reporting posts,
responding to risk-indicating or inappropriate posts, and
correcting posted information, were documented in a previous
study on the same OHC [24].

Training and ongoing updates are important for both
professional and patient moderators. For the specialist
respiratory nurses moderating the ALUK asthma OHC, thisis
only apart of their role, their main job being the ALUK helpline.
As such, it is a necessary part of their role to stay up to date
with new therapies and treatments aswell as ALUK guidelines.
We did not specifically ask about training in our interviews, but
thisis an areathat could be explored further in the future.

Interpretation of Findings Using the Framework of
the Behavior Change Whesel

Inaninterview study with moderators of ayoung people’'sOHC,
Perowne and Gutman [25] used the behavior change whesl, a
framework developed to characterize behavior change
interventions [26], to identify barriers and enablersto effective
moderation. Most of the enablers and barriers identified are
reflected in our findings from this study, as summarizedin Table
3.
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Table 3. Details of enablers and barriers to effective online health community (OHC) moderation identified in a study by Perowne and Gutman [25]
and also found in this qualitative study examining moderation of the Asthma + Lung UK asthma OHC.

Enablers and barriers

How these are related to this study, as evidenced by the OHC moderators

Enablers

Knowledge of the issue being discussed

Knowledge of the OHC guidelines

Being empathetic in communications

Skills devel oped through the experience of moderating

Attention and focus to avoid missing things

Judgment in balancing different needs

Confidence increasing through practice

Aiming to create a safe and supportive space
Wanting to moderate

Discussion with other moderators before taking action

Influence of the community users
Barriers

Emotional exhaustion

Working with partial information about users

Lack of accessto timely support

Influence of the community users

Moderators highlighted the importance of understanding asthmaand its compli-
cations.

OHC guidelineswerereferred to by all moderators in describing their roles and
the processes involved in moderation.

Moderators mentioned the importance of making users feel supported and not
alienated.

The skills were reflected by the patient ambassador, who said she was still
learning the balance between moderating and overstepping.

Moderators mentioned the importance of careful scanning to avoid missing
problematic posts.

Moderators described the need to strike abalance between moderating and letting
users have adiscussion.

This was described by the patient ambassador.

M oderators mentioned the importance of making users feel safe as part of their
role.

Moderators talked about their desire to help others.

This was demonstrated by the patient ambassador checking in with the nurse
moderatorsif unsure and the moderators having their own “moderator’s forum”
on which they shared and discussed issues.

Moderators were assisted by users flagging posts of concern.

Thiswas reflected in moderators worrying about posts regarding users mental
health issues.

Moderators described concern over not having afull picture when users posted
about their mental health and not being able to find out whether they were okay
(after they posted).

Thiswas described by the pati ent ambassador when moderating outside of office
hours and not being able to contact the nurse moderators.

M oderators described users being upset about their posts being edited or deleted

or holding challenging views.

Perowne and Gutman [25] additionally identified behavior
change techniques that could potentially address barriers to
effective moderation, which are partly reflected in our
recommendations (Textbox 2). Specificaly, these include (1)
reducing negative emotions (we recommend training and
awarenessfor the moderatorsin dealing with self-harm, suicide,
and mental health issues), (2) restructuring the physical and
social environment (we recommend enabling regular
face-to-face team working opportunities), and (3) social support
(werecommend increased team working opportunities, exploring
how moderation work isdistributed acrossthe team, particularly
for out-of-hours cover, and recruiting further patient
ambassadors). The barrier of working with partial information
about usersis difficult to address, given the nature of an online
forum anditslimitations, that is, not being ableto obtain further
information about a user’swell-being unlessthey post publicly
or reply to a private message, along with the requirement for
OHC users not to disclose personal information. However, it
has been previously noted that the anonymity of an OHC may

https://www.jmir.org/2025/1/e58167

be helpful to usersin opening up and sharing more information

[27].
Limitations

The main limitation of our study is the small sample size
(involving 6 moderators, all of the same sex, with only 1 patient
ambassador and 1 customer support manager) and the
involvement of moderators from a single OHC. Hence, our
findings might not be generalizable. However, a strength of the
study isthat all current moderators of adiscrete large and active
OHC wereinterviewed in depth to explore their experiencesin
detail, giving moderators time and space to fully express their
views. Therefore, a baseline overview of the moderation
processes and challenges was obtained, enabling analysis and
planning of future actions to optimize moderation and,
eventually, OHC safety and effectiveness. Our findings are
relevant to other OHCs designed for peer support among patients
with long-term conditions, which could benefit from the
suggested recommendations.
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Implications for OHC M oderation and Research

OHC moderatorstend to work asagroup within an organization
or community without interaction with moderators of other
OHCs or opportunities for external professional moderation
training. This situation prompts the following critical question:
Could the implementation of a continuous professional
development framework for OHC moderators be a beneficial
and transformative approach to enhance the quality of
moderation and support for OHC users? Investigating the
moderation practicesand policies of established OHCs can offer
valuable insights into the potential advantages of continuous
professional development for moderatorsand how it alignswith
the evolving needs of these dynamic communities. The scope
of potential benefits to patients and health services from

Wood et d

including improved self-management and health literacy, as
well asreduced dependence on primary care services. As such,
it is of vital importance that these communities are properly
moderated, providing safe advice and support to their users.

Our analysishighlighted issues and challengesto the moderation
process and areas where the effectiveness of users OHC
engagement could potentially be optimized. Future research is
needed to verify whether the set of recommendations proposed
in this study is implementable and effective in improving
moderation, both from the moderators’ and users' perspectives.
The recommendations might inform national and international
policy, attempting to enhance the safety of patients’ engagement
with OHCs. Findings will aso assisst OHC moderators in
ensuring effective interactions among OHC users.

effective online health support communities is significant,
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