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Abstract

Background: Superusers, defined as the 1% of users who write a large number of posts, play critical roles in online health
communities (OHCs), catalyzing engagement and influencing other users' self-care. Their unique online behavior is key to
sustaining activity in OHCs and making them flourish. Our previous work showed the presence of 20 to 30 superusers active on
aweekly basis among 3345 users in the nationwide Asthma UK OHC and that the community would disintegrate if superusers
were removed. Recruiting these highly skilled individuals for research purposes can be challenging, and little is known about
superusers.

Objective: This study aimed to explore superusers’ motivation to actively engage in OHCs, the difficulties they may face, and
their interactions with health care professionals (HCPs).

Methods: An asynchronous web-based structured interview study was conducted. Superusers of the Asthma UK OHC and
Facebook groups were recruited through Asthma UK staff to pilot and subsequently complete the questionnaire. Open-ended
guestions were analyzed using content analysis.

Results. There were 17 superusers recruited for the study (14 patients with asthma and 3 carers); the majority were female
(15/17). The age range of participants was 18 to 75 years. They were active in OHCs for 1 to 6 years and spent between 1 and
20 hours per week reading and 1 and 3 hours per week writing posts. Superusers’ participation in OHCswas prompted by curiosity
about asthmaand its medical treatment and by the availability of spare time when they were off work due to asthma exacerbations
or retired. Their engagement increased over time as participants furthered their familiarity with the OHCs and their knowledge
of asthma and its self-management. Financial or social recognition of the superuser role was not important; their reward came
from helping and interacting with others. According to the replies provided, they showed careful judgment to distinguish what
can be dealt with through peer advice and what needs input from HCPs. Difficulties were encountered when dealing with
misunderstandings about asthma and its treatment, patients not seeking advice from HCPs when needed, and miracle cures or
dangerousideas. Out of 17 participants, only 3 stated that their HCPs were aware of their engagement with OHCs. All superusers
thought that HCPs should direct patients to OHCs, provided they are trusted and moderated. In addition, 9 users felt that HCPs
themselves should take part in OHCs.
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Conclusions:
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Superusers from a UK-wide online community are highly motivated, altruistic, and mostly female individuals

who exhibit judgment about the complexity of coping with asthmaand the limits of their advice. Engagement with OHCs satisfies
their psychosocial needs. Future research should explore how to address their unmet needs, their interactions with HCPs, and the

potential integration of OHCs in traditional healthcare.

(J Med Internet Res 2020;22(6):€18185) doi: 10.2196/18185
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Introduction

Background

Recent work has suggested that teking part in online
communities for people with long-term conditions (LTCs)
improvesillness self-management [ 1] and adherenceto treatment
[2], produces positive health-related outcomes [ 3-5], facilitates
shared decision making with health care professionals (HCPS)
[6-8], and may even reduce mortality [9]. Thereisalso evidence
that self-management support interventions can reduce health
service utilization [10,11]. Participation in online health
communities (OHCs) for patients with LTCs can take up part
of the health care service demand and indirectly improve access
to health care[12]. However, much of this evidence comesfrom
qualitative and observational studies [6,13,14]. Despite a lack
of definitive evidence, policymakers are starting to see the
potential of OHCs, for example, the Big White Wall, an OHC
commissioned by some mental health services in the United
Kingdom, Canada, and New Zealand [15]. The Irish health
systemis piloting closed Facebook groups for smoking cessation
[16], whereas the Public Health England Stoptober smoking
cessation campaign includes a Facebook group [17] among
other initiatives. In the United Kingdom, Facebook isalso being
piloted by the National Health System Digital (NHS Digital)
to improve cancer screening rates, with promising results [18].
This increasing attention to health social media calls for
elucidating the mechanisms that make OHC engagement
successful in terms of improving self-management [12,19].
Indeed, although some OHCs flourish, many suffer from little
or no traffic [20]. The emerging literature investigating
mechanisms of effective OHC engagement shows that
superusers (ie, users who are in the top 1%-5% in terms of
messages posted to the OHC) are key to success. They generate
the mgjority of traffic and create value, so their recruitment and
retention are imperative for the long-term success of OHCs
[21]. A previous analysis of an online community for people
with drinking problems found that common themes for
superusers’ engagement included introductions, greetings,
general supportive statements, suggested strategies, success
stories, and discussion of difficulties [22], showing that
superusers reassuringly offer peer support toward behavioral
and emotional self-management tasks[23], appropriately leaving
to HCPs medical self-management tasks.

To fully understand the unique mechanisms of behavior change
through internet-based interventions, collaboration and
knowledgetransfer between researchers, nonprofit organizations,
and private organizations have been recommended [24]. Our

http://www.jmir.org/2020/6/€18185/

network study of peer support in the Asthma UK and British
Lung Foundation (BLF) OHCs [25] in collaboration with the
platform provider HealthUnlocked has highlighted the key role
of superusers. Superusers are distinct from community
moderators formally appointed by the platform provider; the
number of moderators among the highly active users was
negligible [25]. Superusers are a naturally available resource
and are responsible for holding successful OHCs together,
engage with users with low posting activity, and indirectly
contribute to the formation of ties between users. As users
become more active within the community, they become more
likely to reply to posts than to ask questions. This suggests that
superusers gradually become experts, providing others with
advice and support [2,7,26].

Online superusers could be considered allies of the health care
workforce [27,28]. Our work has inspired the development of
a new network-based theory of social medical capital, broadly
defined in terms of the advantages that any user (patient or
caregiver) can gain from participation in OHCs[29].

In this context, strategies to increase superusers participation
can improve engagement with OHCs [30]. This is attracting
growing interest from academics, HCPs, and policymakers.
Despite the evidence of superusers’ key rolein successful OHCs,
little is known about this small but critical population, what
motivates them to contribute to the community and stay active
over time[22,25], whether they encounter any challenges, how
their contribution could be supported in any way, and what
would make OHCs safer and more effective. This study set out
to understand what motivates superusers to adopt this role and
the reciprocal value it offers them. Although the research was
pragmatically driven, our interpretation draws on
self-determination theory [31], aframework for differentiating
intrinsic and extrinsic forms of mativation, to help link the
insights to recommendations for health organizations seeking
to engage with and utilize the value offered by superusersin
their online communities.

Objectives

Here, we undertook an asynchronous web-based structured
interview study of UK superusers previously quantitatively
characterized [25], in collaboration with the charity Asthma
UK. We additionally aimed to explore superusers' interfaces
with HCPsand their views on HCPS' potentia rolein promoting
engagement with OHCs and on HCPs' engagement as OHC
participants themselves.
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Methods

Interview Schedule Development

Theinterview schedule was devel oped with questions based on
the extant literature, recent work on OHCs[25,32], and informal
discussion dated from 2015 to 2018 with 2 superusers, 1 from
a stroke OHC previously studied [33] and 1 from Asthma UK
OHC.

Piloting Phase

Piloting was undertaken with 6 superusers recruited through
the Asthma UK research operating officer (JP) and OHC
moderator. JP emailed the weblink to the study questions and
attached to the same email a Microsoft Word document with
the interview questions in November 2018. Comments and
suggestions were received by JP between November 2018 and
February 2019. Superusers suggestions improved the clarity
of the introductory text and the queries asked. Some questions
initially part of the same query were split to make replying
easier (ie, questions 3-5 and 7-8), whereas new questions were
suggested (ie, questions 10, 13-15, 21, and 24). This process
resulted in 10 additional questions. The wording of some
guestions was also adjusted to make it more neutral to
participants.

Inclusion Criteria
Theinclusion criteriawere as follows:

« Living with asthma or caring for somebody with asthma
«  Having posted to an online asthma community at least one
message per week for at least four weeks.

Asthere is no evidence yet about whether superusers’ posting
activity over time is regular or occurring in bursts (eg, when
off work due to illness), we opted to be nonspecific about the
4-week period. Therefore, posting activity over any 4 weeks,
consecutive or not, a any point in time would qualify
participants as superusers.

In this asynchronous web-based structured interview, the
definition of superusersis different from the retrospective one
used in the study by Joglekar et a [25] (ie, top 1% of users
characterized by the largest number of posts posted in the
community over the entire observation period of 10 years). This
previous study showed that only about 20 to 30 superuserswere
active on aweekly basis since 2015. The inclusion criteria for
superusers were agreed upon by coauthors and the superusers
who took part in the pilot phase. Due to the hypothesized small
sample of potentia participants available to recruitment [25],
no saturation criteria were used to determine the study sample
size.

Participant Recruitment

Of the 17 participants, 16 were recruited by the Asthma UK
research operating officer (JP) by email and through an Asthma
UK monthly email bulletin to take part anonymously through

http://www.jmir.org/2020/6/€18185/
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a SurveyMonkey link [34]. Responses were collected between
March and April 2019. A superuser (OF) who is a member of
the AsthmaUK Centrefor Applied Research Patient and Public
Involvement (PPI) group [35] wasinvited and recruited by AD.

Ethical Approval

The study was approved by the Queen Mary University Research
Ethics Committee (ref QMREC2205a). To address the issue of
confidentiality around patient information and to avoid this
information being known to the research team, superuserswere
approached only by the Asthma UK staff (JP) and invited to
participate. The research team did not have accessto personally
identifiable information apart from the AUKAR PPl member
and coauthor (OF).

Analysis

We analyzed the text from open questions using inductive
content analysis as described by Elo and Kyngas [36]. Two
authors (AS and AD) read all responses to familiarize
themselves with the data. An initial coding framework with
themes and subthemes was devel oped, which was adjusted as
new datawere added. Thiswas done for thefirst 10 individuals
and, subsequently, for the additional 7 individuals. Coding was
then performed independently by 2 authors (ASand AD) on all
data. Coding was discussed until agreement was reached, and
the themes were revised as well.

Results

Characteristics of the Participants

A total of 17 participants were included in the study (Table 1):
14 were people living with asthma, whereas 3 were mothers of
children with asthma. The majority were female (15/17), with
an age range of 18 to 75 years (3 out of 17 participants were
aged 66-75 years).

Of the 17 users, 10 participated in 2 or more OHCs: 15 out of
17 in Asthma UK HealthUnlocked community and 10 out of
15 in Facebook groups. HealthUnl ocked isthe platform provider
of the Asthma UK online community.

With respect to education, 65% (11/17) had a least an
undergraduate degree and 18% (3/17) had a postgraduate degree.

Before taking part in the study, they had been active in OHCs
for 1to 6 years and spent between 1 and 20 hours/week (11 out
17 participants spent =2 hour/week) reading and between 1 and
3 hours/week (7 out of 17 participants spent =1 hour/week)
writing posts.

Self-reported participation increased over timefor 14 out of 17
superusers and was linked to wanting to know more about
asthmaand itstreatment in the context of deterioration of asthma
or change in medical treatment. Other factors contributing to
participation were increased familiarity and interest toward
OHC members and improved awareness and knowledge of
asthma.
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Table 1. Participants' characteristics.

De Simoni €t al

Participant Gender Agerange OHCs?joined Durationas Time Timespent  Number of  Highest level of
number (years) OHCmem- spent writing postswrit-  education
ber (years) reading postsb tenP
postsb (hours)
(hours)
1¢ Female 36-45 Facebook group (UK 2 5 <1 4-5 Undergraduate de-
Parents of Children gree or similar
with Asthma)
2 Female 46-55 Asthma UK 1 1 N/AS 0 Postgraduate de-
greeor similar (eg,
PhD)
3 Female 66-75 Asthma UK >1 5 NSE 4-10 Undergraduate de-
gree or similar
4 Female 66-75 Asthma UK 25 >0.5f NS Variablef Postgraduate de-
greeor similar (eg,
PhD)
5 Female 66-75 British Lung Founda- >3 10 2 4 Undergraduate de-
tion, Asthma UK gree or similar
6 Female 46-55 Asthma UK, British 5 5 <0.5 1 O-levels General
Lung Foundation Certificate of Sec-
ondary Education
or similar
7 Female 46-55 Asthma UK 5 20 1 5 Prefer not to say
8 Male 46-55 Asthma UK, Facebook 6 1 NS 1 A-level or similar
9 Mae 46-55 Asthma UK 0.5 1 0.3 2 Undergraduate de-
gree or similar
10 Female 18-25 Facebook groups, Asth- 0.5 1-2 0 0-1 Undergraduate de-
ma UK gree or similar
11 Female 46-55 Asthma UK >3 1-2 1 0-1 A-level or similar
12¢ Female 36-45 Asthma UK, Facebook 2.5 2 0.3 4 Undergraduate de-
group (UK Parents of gree or similar
Children with Asthma)
13 Female 26-35 AsthmaUK, HealthUn- 2.5 6 2-3 15 Postgraduate de-
locked communities greeor similar (eg,
PhD)
14 N/A N/A Facebook group <1 0.5 NS 0-5 NS
(Bronchiectasis)
15 Female 26-35 Asthma UK, Facebook >5 3 1-2 3 Undergraduate de-
groups gree or similar
16° Female 36-45 Facebook group (UK 2-3 2 0.2 5 Undergraduate de-
Parents of Children gree or similar
with Asthma), Asthma
UK
17 Female 18-25 Asthma UK, Facebook 0.5 34 0-1 0-1 A-level or similar

groups

80OHCs: online health communities.
PHours of engagement and number of postsrefer hereto the average week. Some superusers engagement may be concentrated over certain time periods.
CSuperuser is a carer (mother of a child with asthma).
IN/A: not applicable.

°NS: not stated.
ingher contribution when not well with asthma.
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Themes

Themes and subthemeswere generated through content analysis
of open-ended questionsand are shownin Table 2. Our findings
will be articulated into 4 themes:

1

Motivation to engage: Motivation to active participation in
OHCs included personal advantage and the desire to help
otherg/being altruistic. Engagement with OHC promoted
superusers' sense of personal control, agency (ie, the actual
ability to deal with a task or situation), and self-efficacy
(ie, the perceived ability to deal with atask or situation)
over their illness, particularly when they adopted the
informal role of wise mentors wise mentors or supporters
to other users. An important reason for people taking part
in asthma OHCs was the reward felt by being helpful to
other members.

http://www.jmir.org/2020/6/€18185/

2.
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Awareness of the limits of peer self-management support:
Superusers showed a sense of awareness of what can be
dealt with through peer support/advice (ie, behavioral and
emotional self-management tasks) and of what instead
would require input from HCPs (ie, medica
self-management tasks).

Challenges: Superusers encounter several challenges, such
as dealing with misunderstanding about asthma and
treatment and ageneral sense of responsibility toward other
OHC users. Superusers could find themselves under moral
pressureto respond to risk-indicating or inappropriate posts
and reporting posts to moderators, which could cause at
times cognitive stress.

Interface with HCPs: Most HCPs were not aware of OHC
engagement. Superusers generally felt that HCPs should
direct patients to well-trusted and moderated OHCs. Some
felt that HCPs themselves should take part in OHCs.
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Table 2. Themes.
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Themes

Subthemes

Mativation

Seeking information and support

Helping others

Feeling rewarded through helping

Financial or social recognition not important

Awar eness of the limits of peer self-management support

Decisions on posts to reply to

Types of support offered

Medical self-management needs HCPs ®input

Challenges

Top 3 problems and difficulties encountered

Posts causing superusers’ worries

Need of additional policies and guidance

HCPsand asthma OHCs
HCPs' awareness of engagement with asthma OHCs

«  Gaining knowledge about asthma illness and its treatment
« Vdidation of own experiences in the context of asthma

o  Feeling lessisolated

«  Taking with fellow sufferers

«  Enjoying reading conversations of users one got to know

«  Giving advice that could potentialy save alife

«  Supporting others with asthma and their carers

«  Making people with asthmaand their carers feeling less isolated

«  Show othersthat living with chronic conditionsis not always negative
«  Making sure people with asthmatake their disease seriously

o  Disseminating of scientific information

»  Positive feeling when helping others
«  Replacement of role

«  Not important: reward is hel ping others, enjoying interactions

«  Notimportant: all users shall be equa with equal voice importance

«  Not important: voluntary nature—financial incentives potentially
causing misuse

«  Unsurelyesimportant: recognition of sensible/knowledgeable users

«  Drawing from personal experience
«  Providing adifferent point of view

« Behavioral and emotional peer self-management support
«  Empowering patients and carers through own experience
«  Signposting to source information and support

«  Showing appropriate insight of potentially serious medical issues
« Advising to seek medical help with appropriate urgency

«  Worrying about users struggling with asthmaand not seeking medical
help as appropriate

«  Misunderstanding, spam, miracle cures, or dangerous ideas

«  Negative tone of some conversations

«  Religion-based advocacies; derogatory, emotionally challenging posts
«  Offering bad advice or indicating that users have little knowl edge about
asthmaand its gravity

« Improve awareness of existing policies and guidance for safe engage-

ment with asthma OHCS’
« Policies and guidance about buying asthma medications on the web
o Quicker removal of bad posts/advice

«  Engagement with asthma OHCsis not discussed during consultations
with HCPs

«  Engagement with asthma OHCs is not discouraged by HCPs

« HCPs belief that engagement with asthma OHCs focuses patients on
illness and potentialy increases their anxiety

http://www.jmir.org/2020/6/€18185/
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Themes

Subthemes

HCPs' promotion of engagement with OHCs

Suggestions to reassure HCPs about OHC engagement

HCPs' participation in OHCs

*  HCPsshould direct patients with LTCs® to moderated/trusted OHCs

« Advantage is obtaining behavioral and emotional self-management
support that HCPs may not be able to offer

«  Waysof promotion: posters up in thewaiting rooms of relevant hospital
departments and General Practice (GP) surgeries and face-to-face dis-
cussion of OHC information by nurses during asthmaclinics

»  Clearer statements about contacting HCPsfor medical self-management

« Improving HCPs awareness of benefits of online peer support; robust
evauation of the effects of OHC engagement

» Readily accessible guidance about keeping safe in social media

»  Clear rules about posting activity; regular, nonintrusive participation
of moderators

«  Benefits: for the opportunity to get worries and questions addressed,
aslong as HCPS' identity is stated

« Difficulties: potential scrutiny of all posts, limitation of expression of
different points of view, lack of sufficient clinical details, and issues
with code of conduct of HCP registering bodies

3HCP: hedlth care professional.
POHC: online hedlth community.
CLTC: long-term condition.

Motivation of Engagement

Seeking | nfor mation/Support

Motivation to engage with OHCs was linked to persona
advantage through gaining knowledge and support for asthma
and its treatment:

To learn from others who actually know what it can
be like and to learn from their experiences. [N.4]

Validation of own experiencesin the context of asthmaand the
feeling of being less isolated were also important factors:

To get validation from other swith the same symptoms.
[N.17]
Having the opportunity to talk with peoplewho live with asthma
was considered important:

...many people find comfort and support in such
communitiesthat cannot be offered by family members
and/or friends that have not experienced the
day-to-day living of conditions. [N.14]
Reading other users' conversation was described as a positive
experience that increased engagement:

| enjoy the chatswith others and reading the dial ogue
between others, many of whom |’ ve got to know. [N.5]

Helping Others

Altruisms and the benefit of feeling in a position to help others
were a significant factor sustaining the motivation to regularly
take part in OHCs.

Some even mentioned the potential to save lives:

If my own message or experience could help save a
child'slife. [N.1]

http://www.jmir.org/2020/6/€18185/

Most participants talked about the motivation to support others
with asthma and their carers to mitigate their sense of social
isolation:

...especially when you are supporting parents who
are new to dealing with asthma in their child. [N.1]

| remember how lost and frustrated and alone | felt.
| don't want other mums who are new to asthma to
have those same feelings and struggles. [N.16]

...being there to give emotional support when needed.
[N.17]
Part of the motivation was to show others that living with
chronic conditions is not always negative and to offer hope to
others:

| wish to show that | can live a normal life with
chronic condition. [N.2]

Using their knowledge to clear up any confusion about asthma
and medications was relevant, as well as making sure people
with asthma took their disease seriously and did not rely on
social mediafor queries that needed HCPS' inpult:

Trying to make people take their asthma more
serioudly and not rely on social media for the answers
which often don't come and then they end up in
hospital. [N.15]
Interestingly, a participant mentioned that part of the motivation
was to disseminate proper scientific information:

To be helpful and disseminate information, especially
scientific information. [N.8]

Rewardsfor Online Health Communities Engagement

Participants found helping others a positive experience for
themselves. By providing replies to other users queries,
superusers increasingly acquired confidence and were
recognized for their role as community experts, which in turn
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boosted their motivation to further engage in OHCs. For some
participants, who were unable to work duetoill health or were
retired, taking part in OHCs could work as a replacement of
role:

| feel that | can still use the knowledge and skillsfrom
my previouswor k along with my personal experience
of asthma. [N.3]

| useit far morewhen | amunwell with asthma. [N.4]

Financial or Social Recognition Not I mportant

A question addressed whether the contribution superusers make
could be recognized in any way (socialy or financialy),
considering it might help other patients to manage their illness
better. Of the 17 participants, 13 replied negatively, 3 were
unsure, and only 1 replied positively.

The main reason behind the no answer was that reward should
come from the awareness of helping others and the fact that
social interaction is actually enjoyable.

The motivation to ensure that all usersfelt equally important to
the whole community also played arole:

There is no guarantee that a superuser is any better
informed than any other user. Superuser status might
make others feel their contributions were not worth
making. In my view, the forum should be one where
every voice has equal status. [N.9]

Other factors against social and financial recognition were the
voluntary nature of contributions and the potential misuse of
financial incentives:

| do it because | can, if | didn’t want to | wouldn't.
[N.16]
Some positively saw  the
sensible/knowledgeable users:

social  recognition  as

Those who are particularly helpful could be
recognised with titles, so users know who to contact
for issues. Monetary incentives could also be
considered, but most people who help online are
doing it just to be helpful rather than for any other
purposes. [N.10]

Awareness of the Limits of Peer Self-Management
Support

Decisions on Poststo Respond to

When asked about what determines their decision to reply to
certain posts, parti cipants showed areassuring awareness of the
type of self-management support they were able to offer (ie,
emotional and behavioral but not medical tasks):

By drawing in on your own experiences. You soon
recognise familiarities with symptoms. [N.1]
| choose the ones which | have some relevant
knowledge or experienceto reply to. [N.3]
Some mentioned that they posted replies when they felt they
were able to provide a different/unrepresented point of view
with respect to the ones aready given, which inturn could help
others make decisions:

http://www.jmir.org/2020/6/€18185/
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...there may not be another voice in that comment
section giving the view | feel, so | may choose to add
it. [N.16]
Participants’ aim was to empower patients and carers through
their own experiences:

I will post a reply from my own experience of asthma
gained over 50 years. [N.11]

Types of Support

Thetype of support most frequently provided by our respondents
was mainly behavioral and emotional. In addition, most
participants also mentioned their role in signposting users to
source of information and support:

Reassurance, information, sharing my experience of
aparticular health issue, information about where to
go for further advice and information. [N.3]

Medical Self-Management Needing Health Care
Professionals' Input

Medical self-management was unanimously agreed upon as
something that required consultation with HCPs, and all
superusers had prior experience of referring other community
members to their HCPs:

| never give specific medical advice though. [N.10]

Almost every time, the default answer is always to
contact your own medical help for guidance. [N.16]

Challenges

Problems and Difficulties

Of the 17 superusers, 9 described problems and difficulties
associated with their role in the OHCs (2 were unsure about it,
4 replied no, and 2 did not reply).

Themain difficulty described by superuserswasthe worry they
felt regarding other community members who were not
successfully managing their asthmaand not seeking appropriate
medical help:

Memberswho put their health at risk by not realising
how dangerous a situation they arein. [N.17]

Other problems described included dealing with
misunderstandings, spam, or posts promoting miracle cures or
dangerousideas (eg, buying medicine over theinternet). Of the
17 participants, 9 had experience of reporting such posts to
moderators:

Soame mails, folks responding who’ ve not under stood
my posts, prolonged communication. [N.2]

People offering “ miracle” cures; people not being
supportive; going off topic of theoriginal post. [N.14]
Some users found it difficult to deal with the negative tone of
some conversations, when the underlying aim wasto complain:

Some people don't want to take advice and will just
complain constantly no matter what you suggest.
[N.15]
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Only 1 user mentioned being trolled once in the past and this
being a negative experience. Asthma UK HeathUnlocked
community was described as a good forum.

Posts Causing Superuser s Worries/Stress

Posts causing superusers worry were about religion-based
advocacies and derogatory or emotionally challenging stories.
Posts offering bad advice, indicating that users had little
knowledge of asthma and its gravity, and revealing a sense of
responsibility of superusersto reply to posts and moral pressure
toward other OHC users a so caused worry and stress.

Moreover, superusersworried about posts from userswho were
struggling or acutely unwell and subsequently stopped posting
or from users who had been chronically struggling with their
asthma without seeking professional help:

Those that encourage people with less knowledge to
take actions that could put their child in
danger/people who are disparaging someone else’s
intelligence or understanding of the illness. [N.16]

[ Posts suggesting that] children can beinrespiratory
distress. [N.16]

Suggestions for Policies and Guidance

Of the 17 participants, 8 believed that more policies and
guidance should be available for asthma OHCs (2 did not, 4
were unsure, and 3 did not answer the question). In particular,
they felt that additional policies and guidance should be
introduced on the rulesfor safe engagement with asthma OHCs
and for clarifying when emergency medical advice is needed.
Some participants did acknowledge that such policies were
aready in place, though not all users seemed to be aware of
them. A suggestion was made for new users to be encouraged
to passively engage and read posts before active engagement:

New members should be encouraged to read without
contributing at first. | think all members do this
instinctively anyway...joining a social groupisrarely
instant. Good sites include few risks, made safe by
the site rules, moderators and experienced users.
[N.5]

One participant recommended having policies and guidance
about buying medications over the internet.

A number of participants highlighted the importance of quick
removal of clearly bad advice so as to develop patient
confidence in participation:

Quick removal or “bad” posts (including spam).
[Moderators to] Respond to occasional posts
(especially if there's an argument going on in the
feed). [N.13]

I nterface With Health Care Professionals
Health Care Professionals’ Awar eness of Engagement With
Asthma Online Health Communities

Most participants HCPs (10 out of 17) were not aware of
superusers engagement with asthma OHCs. Only 3 out 17
participants reported that their OHCS' involvement was known
by their HCPs, whereas 4 out of 17 participants were unsure.
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Even when the HCPs were aware, this was because superusers
mentioned their engagement with OHCs, though they did not
discussit any further:

The only person who knows is my husband. [N.3]

Of the 17 participants, 15 stated that they did not believe that
HCPs would discourage participation in asthma OHCs:

| think the quality of the BLF and Asthma UK sitesis

generally accepted. Medicsknow I’ mam open minded

and analytical about any information. [N.5]
Only 1 participant reported being discouraged by their HCP
from engaging with OHCs, and this was linked to concerns
about patients becoming focused on illness rather than health
and well-being:

They seemed to fedl that by engaging with other
people in online health forums it focused people on
the illness rather than on getting on with life. They
seemed to feel that it made people more anxious about
their illness rather than provide reassurance,
information and support. It seems to me that they
wereworried that it reinforced an 'illness' mentality.
However, my experienceisthat generally it empowers
people to take control of their own lives and make
decisions in partnership with their medical carers
rather than feel disempowered and uncertain. [N.3]

Health Care Professionals Promote Engagement With
Asthma Online Health Communities

The majority of participants (11 out 17) thought that HCPs
should direct patients with LTCsto OHCs, provided they were
appropriately moderated and trusted platforms. The remaining
6 out of 17 participants were unsure, though no one felt that
HCPs should not promote engagement with OHCs:

Any recommended communities would need to be
appropriately vetted/ endorsed by medical
professional to ensure their accuracy in terms of
medical advice and to keep people safe. [N.10]

Respondents offered several specific suggestions about how to
promote engagement with OHCs:

There could be posters up in the waiting rooms of
relevant hospital departments and GP surgeries.
Asthma nurses could inform patients. Ask people how
they feel they have benefited from online communities.
[N.9]
Indeed, a range of advantages arising from the promotion of
OHCs by HCPs included obtaining behavioral and emotional
self-management support that HCPs may not be able to offer
aseadly:
For support for people when they get diagnosed, have

a really difficult time with their asthma and
recovering. [N.11]

Suggestions to Reassure Health Care Professionals About
Online Health Community Engagement

To reassure HCPs about the safety of OHCs, participants felt
OHC providers should have clearer statements about contacting
HCPs for medical self-management, place more emphasis on
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thefact that posts from peers come from not medically qualified
people, and have a readily accessible guidance about keeping
safe in socia media. Comments from moderators should be
regular and nonintrusive, with strict rules regarding posts:

Healthcare professionals may need to be reassured
that any group they signpost is a medically sound
one. However, they cannot dictate. It is about mutual
respect for the role of the medical professional and
the role of an on-line health community. [N.3]

Participants felt improving HCPs' knowledge and awareness
of why patients engage with OHCs and the benefits of peer
support on LTCs would make them keener to promote OHCs.
Evaluation of the impact of engagement in OHCs on patients
was also suggested:

[HCPs awareness that] online communities are
primarily useful for feeling more*“ normal” with your
condition - connecting with others in the same
situation. [N.10]

Health Care Professionals’ Participation in Online Health
Communities

When exploring whether HCPs should themselves take part in
OHCs, 9 out of 17 participantsreplied positively, 5 were unsure,
2 were againgt it, and 1 did not answer the question.

The reasons behind perceiving HCPs' participation beneficial
were the opportunity to get worries and questions addressed.
However, as this respondent notes, their participation may be
mutually beneficial through learning more about the patient
experience of their illness:

Not only could a lot of peoples worriesand questions
be easly answered authoritatively healthcare
professionals could gain much knowledge from
forums. [N.8]

There was a mention of engagement in OHCs as an additional
remunerated duty for HCPs:

| think they [HCPS] should be paid to set aside time
to monitor forums. [N.8]

Most participants felt that HCPs' participation in OHCs was
important as long as their identity was stated:

They should include their medical specialismsintheir
profiles and understand that there are many
viewpoints on some issues. [N.5]

Difficulties making participants unsure about HCPS
participation were potential scrutiny of all posts, limitation of
expression from different points of view, and the problem of
not knowing the clinical details of userswell enough before an
appropriate answer could be given:

| feel the community isfor those who don't otherwise
have a voice and that it would seem too “ preachy”
to have a medic commenting on every post. [N.9]

..it might get difficult (difficult/awkward for medics
when dealing with people they know little about).
[N.13]

http://www.jmir.org/2020/6/€18185/

De Simoni €t al

Issues with HCPS' code of conduct and difficulties with HCPs
being patients themselves were also expressed:

Difficult. Thereisa place for it but | think it blursthe
lines a little and their code of conduct with their
registering body...I think as a healthcare professional
who is also a patient they need to be aware of the
blurred line between patient and healthcare worker.
[N.15]

Discussion

Principal Findings

This is the first study to provide evidence of superusers
motivations for engagement in a large nationwide OHC, the
challengesthey face when interacting with other users, and their
interface with HCPs. As the use of social mediain health care
is increasing, taken together with our previous network study
[25], these results provide unprecedented insight on superusers
who are key to creating value, driving and sustaining user
engagement and contributing to the success of an OHC.

Superusers are both patients with asthma and carers of awide
age range, tend to take part in more than one OHC, and spend
considerable time in a role sometimes similar to that of
moderators [37]. Reassuringly, they showed awareness of the
complexity of coping with asthmaand the limits of their advice,
provided emotional and behavioral self-management support,
and had at times to direct users to HCPs for medical queries.
Thisisan important point as much of thework exploring HCPS
views of OHCs suggests that they are concerned that
inappropriate advice is commonly shared and that community
members may not be skilled/reflective enough to realize it.

The superuser role appears to be acquired by users as they
deepen their asthma-rel ated knowl edge and become accustomed
to web-based communi cation and the dynamics of group-based
anonymous interaction [26], turning into expert patients,
acquiring some of the characteristics of the second generation
of e-patients [8].

Although the superuser role could be stressful at times, most
HCPswere unaware of superusers engagement with OHCsand
therefore unableto provide support. Thisisalso in contrast with
the general agreement among superusersthat patient engagement
with trusted and thriving OHCs should be promoted within
health care. For some, being a superuser could work as a
replacement of role, asin the case of aretired HCP participant
or a participant in working age who isidentified as an HCP off
work due to asthma.

Superusers who were themselves HCPs raised the issue of the
need to develop acode of conduct within their registering bodies
to engage with usersin OHCs.

It has been suggested that HCPs' engagement with OHCs could
be remunerated as part of HCP duties.

Superusers’ perspectives on what would make OHCs safer and
more effective are of interest not only to OHC platform
providers but also to policymakers who are increasingly
considering leveraging OHCs for health care delivery.
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Strengths and Limitations

There are a number of strengths and limitations to our work,
which merit comment. The data we collected from superusers
in this study came from an existing and thriving asthma OHC
[25,27]. In our previous study, we uncovered the emergence of
superusers (or hubs) as the OHC network grew larger. Our
findings suggest that users with a disproportionate number of
contacts started to emerge only when many users had already
joined the network (about 1000). Thishasimportant implications
for the size of our sample of superusers. Although the absolute
number of superusers in this study may appear to be small, it
takesavery large-scale network for these superusersto emerge.
Thus, our sample size must be gauged jointly with the (large)
size of the underlying network to which the superusers belong.
Although no saturation criteriawere used to determine the study
sample size, our qualitative analysis reveal ed that saturation of
emerging themes was reached.

The currently limited literature about superusers in OHCs, the
lack of aformal identification of superuser statusin OHCs, and
the a posteriori definition of superusers (ie, superusers as the
top 1% active users over a 10-year period [25]) makeit difficult
to judge the response rate in this study. Our previouswork [25]
showed the presence of 20 to 30 superusers active on aweekly
basis. Although for obvious reasons we could not use the same
definition to identify superusers in this study, based on our
previous results, the superuser response rate would support the
validity of the data presented here.

The study benefited from a superuser piloting phase that
face-validated the questions and improved their focus, resulting
in additional questions. The study was not designed to test the
self-determination theory, which was used as an interpretive
lens.

The Asthma UK and Facebook communities are established
OHCs (Asthma UK OHC has been operational since 2006) and
are moderated and trusted; thus, the results may not extend to
other OHCs. Although we cannot confirm superuser sharing of
scientific information being always appropriate, in such
circumstances, it is likely moderators and other superusers, as
seen in this study, would intervene in providing rectification.

Moreover, the self-selective nature of recruitment may have
introduced a subjective bias, as less atruistic superusers with
different characteristics may not have responded to the
invitation.

Comparison With Existing Literature

Only a handful of studies characterizing superusers in OHCs
are present in the literature, and to our knowledge, this is the
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first direct account of superusers’ motivation to engagein OHCs.
Previouswork focused on quantifying superusers[21] and their
posting behavior [24] using a passive approach. Superusers
have been described as mostly female [24], at times, assuming
arole similar to moderators [37]. The desire for agency and
mastery in asthma patients has been previously described [38].
Engagement with OHCs promoted superusers’ sense of personal
control/agency/self-efficacy over their illness, particularly when
adopting the informal role of wise mentors or supporters to
other users. Interestingly, arecent study indicated that patients
gained empowerment through OHCs, which was positively
related to patient commitment to the physician and to patient
compliance with the proposed treatment [2]. Moreover, there
isevidencethat userswho are high engagers (such as superusers
who are themselves patients) exhibit the greatest improvement
in patient activation measure (PAM; a measure that captures
the extent to which people feel engaged and confident in taking
care of their condition) in HealthUnlocked OHCs, even if the
average change in PAM across al levels of engagement is not
clinically meaningful [39].

Interpretation of Findings Through the Lens of
Sdlf-Determination Theory

Superusers display high intrinsic motivation to engage with
OHCs (Figure 1) [31]. Intrinsically motivated behaviors are
carried out for the sake of sheer interest or satisfaction derived
from the task. Intrinsic motivation constitutes the most
autonomous form of motivation and is highly evident in the
participants of this study [31]. Through OHCS engagement,
they exhibited fulfillment of the 3 basic psychosocial needs:
relatedness, competence, and autonomy. With respect to
relatedness, superusers described a sense of belonging to the
community and a feeling that they mattered to other users.
Participants also expressed a sense of mastery (competence),
believing in the effectiveness of their ongoing interactionswith
users within the OHCs. Their behavior is self-endorsed,
reflecting autonomy. Superusers are autonomous and
wholeheartedly behind their engagement with OHCs. With such
strong intrinsic moativation, extrinsic motivation, that is,
behaviors that are carried out to obtain outcomes unrelated to
the activity itself, such as financial rewards, unsurprisingly, is
not particularly relevant. Neverthel ess, moral pressureto monitor
OHCs, answer to requests of help, rectify any inappropriate
advice, or address users not seeking medical help when
appropriate were extrinsic motivation factors that at times felt
difficult and stressful, needing to be internalized and integrated
in their role of superusers.
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Figure 1. Superusers self-determination theory, freely adapted from Ryan and Deci’s theory. Intrinsic motivation constitutes the most autonomous
form of motivation and is highly evident in superusers. Such motivation emerges from pure personal interest, curiosity, or enjoyment through engagement
with online health communities. The transition from external to intrinsic regulation is promoted by superusers' fulfillment of the 3 basic psychosocial
needs: relatedness, competence, and autonomy. Within the basic psychosocial needs, factors potentially undermining fulfillment and suggestions for
improvement are listed. HCP: health care professional; OHC: online health community.
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Clinical and Research Implications

There is a need to improve clinicians, researchers, and
policymakers awareness of superusers. Clinicianscould inquire
about OHCs' engagement during consultations with patients
with LTCs and offer support to any potential superusers. The
first step is establishing a definitive trial to determine whether
a primary care intervention specifically aimed at promoting
engagement with trusted and thriving OHCsimprovesthe health
and well-being of patientswith LTCs.

If integration of OHCs provesto be beneficial, given superusers
potential (ie, 10 superusers can sustain a community of 1000
people) [25,27], campaigns to promote patients with LTCs
actively engaging with disease-specific and trusted OHCs may
be a way to tackle the demand for behavioral and emotional
self-management support in LTCs. Through participation in
OHCs, patients who were unable to work due to ill health or
retired naturally acquire over time the role of superusers and
become a resource to the community, as shown in this study.

Further research should investigate the possible role of HCPs
in OHCs based on their monitoring activity and contributions
to web-based conversations. Indeed, the Big White Wall [15]
and Health Service Executive Facebook [16] are already
including HCPs in the delivery of health care.

Further studies of OHC superusers are needed, aimed at
addressing their unmet needs and understanding their role as
mentors, their learning potential, and how other users within
the community learn from them. Using more explicitly
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self-determination theory approaches can inform the design of
new theoretically informed strategies for planning, managing,
and sustaining OHCs.

As with the UK NHS face-to-face peer supporters in mental
health, the usefulness and development of potential training
packages for superusers could be explored.

Superusers expressed the need to improve OHC moderation
through quicker remova of harmful posts. This could be
achieved by taking advantage of advances in artificial
intelligence, which increasingly allow real-time monitoring of
OHCs and identifying and quarantining posts until review by
moderators.

HCPs' registering bodies may need to devel op acode of conduct
for HCPs' participation in OHCs, especially when they take on
asuperuser role.

These results should be considered in the current increasingly
wider uptake of digital skills across populations, with 95% of
UK adults being on the internet [40]. In this context, OHCs
assume growing potential as vehicles of health and social
interventions [41], with the presence of superusers playing a
key role in guaranteeing OHC success or failure. The roll out
of the NHS app through the National Health Service [42] and
initiatives such asthe Online Centres Network [43] are working
to tackle digital and social exclusion by providing people with
the skillsand confidence they need to access digital technology.
Indeed, 70% of homel ess people use social media[44], and the
estimated penetration of broadband connection ownership and
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the tendency to be influenced by web-based content are wider  This study offers a novel and fresh perspective on motivation,

in ethnic minorities [45]. difficulties, and interaction with HCPs of superusers, a group
of patients likely to be key players in the digital health social
media landscape.
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