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ABSTRACT ARTICLE HISTORY

Purpose: Myalgic Encephalomyelitis (ME) is a chronic neurological Received 3 November 2023

illness also known as Chronic Fatigue Syndrome (CFS). Key

symptoms are extreme fatigue, post-exertional malaise, cognitive

problems and sleep disturbance. With reported higher levels of Mvalai
. . . .. yalgic encephalomyelitis;

online activity for people with ME/CFS than other conditions, chronic fatigue syndrome;

more knowledge of characteristics and experience of online use internet use; social support;

in everyday life is needed. This scoping review systematically online

identified, appraised and synthesised what is known on how

people with ME/CFS use the internet.

Method: The following bibliographic databases were searched:

Embase, Medline, PsychINFO, Cinahl, AMED, and ASSIA, plus Web

of Science, ProQuest Dissertations & Theses Global, Scopus, and

Google Scholar for grey literature. Two reviewers independently

screened title-abstracts, and full text of studies against inclusion

criteria. Remaining studies were quality-assessed using

appropriate critical appraisal tools.

Results: Many people with ME/CFS go online daily to gain

information and share experiences of their illness including

difficulties with family, friends and doctors. Reciprocity of emotional

and social support was found with a sense of in-group belonging

and empowerment. Validation was sought online, and identity

renegotiation took place. Some replacement of offline social support

for online engagement was reported. Online lay expertise was seen

to improve offline health professional relations but not replace them.

Conclusions: The internet is a valued source of support for people

with ME/CFS in terms of sharing of experiences, legitimacy,

empowerment, and integration into people’s everyday lives. The

extent of interrelating of online and offline lives is not clear however

and needs further investigation.

KEYWORDS

Introduction

Myalgic encephalomyelitis (ME) - meaning inflammation of the brain and spinal cord - is
a long-term chronic neurological iliness, often fluctuating in nature, that causes many
symptoms affecting many bodily systems, most commonly the nervous and immune
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systems [1]. Since 1988, the illness has also been known as Chronic Fatigue Syndrome
(CFS). Many publications and researchers use both ME and CFS terms interchangeably
and so we have operationalised both names as suitable for inclusion in this review. It is
worth noting however, that debate exists in defining and classifying the two and there
is evidence of distinct historical trajectories of ME and CFS, with distinguishing features
of diagnosis and as such, including both names together could create additional issues
surrounding the condition [2]. Studies have reported however, that despite this debate,
certain core symptoms of the illness do appear to be consistently present across both
classifications, namely extreme fatigue, post-exertional malaise, neuro-cognitive difficul-
ties and sleep disturbance [3].

People with ME/CFS are significantly more impaired in both physical and social func-
tioning than other long-term illnesses [4-6]. The illness has a negative impact on
people’s relationships and social networks, with suicide ideation endorsed more fre-
quently in those experiencing unsupportive interactions and social distancing [7, 8].
Due to the contested nature of the condition (no available biomarker; diagnosis is sub-
jective), the legitimacy of the illness is often questioned in immediate social support net-
works, causing additional stress [8, 9]. As Bowling states, lack of social support,
participation and contact is associated with increased mortality risk and delayed recovery
from disease [10]. In a survey by Action for ME in 2019, 94% of participants had stopped
or reduced social contact, and up to 97% of the 4038 participants said they felt socially
isolated because of their condition [11]. Patients describe feeling overwhelmed and let
down when disbelieved. When seeking help was unsatisfactory, sufferers responded to
this by taking more responsibility for their illness management via ‘self-help’ tactics
such as seeking social support and greater lay knowledge [12].

There are reported higher levels of online activity among people with ME than other
patient groups [13]. Online peer-to-peer support that connects to other sufferers in the
form of interactive websites and social media, is now highly valued in chronic illness
[14, 15]. Transcending geographic boundaries, the internet is convenient to those with
limited mobility [16, 17]. Online communities provide support for people with long-term
illness with a growing reliance on social media in patients experiencing social isolation
and who fear marginalisation because of their illness [18, 19]. It also offers support to
people otherwise limited by disability or stigma when accessing support offline [20].

Uncertainty surrounding illness appears to be a driving factor for internet use for those
with persistent illness [21] with internet itself being an increasingly public experience as
people share personal information and interact in public spheres [22]. As Beck, Gurion &
Sheva state,

users of the world wide web are no longer passive audiences of data consumers ... but are
active participants controlling the content of the information. They shape the quality of
the data ... (facilitating) the expression of emotions (output) and the input of emotional
messages, thus developing and reinforcing important social ties between users, forming a
system of relationships similar to ties of family and friendship. (2 p. 46)

Receiving problem-focused and emotion-focused support from others aids coping and
thus becomes a primary driver of willingness to offer such support to others [23]. Online
users describe ‘social overload’ however, where people feel they're giving too much social
support to others and experience online group exhaustion [24].



FATIGUE: BIOMEDICINE, HEALTH & BEHAVIOR e 3

So how does online usage interplay with the ‘real world’, particularly for ME patients
who are often housebound due to the chronicity of their condition? In general, there is
a ‘sharp distinction between concepts from the virtual world online and the “real
world” offline’ but ‘technology enters and is gradually integrated into people’s daily
lives' (Lie & Sorensen 1996 cited in [25]). By a process of ‘domestication’ people adapt
new technologies and bring them into their home, transferring elements of the physical
world into the virtual environment, merging the two worlds and creating a much broader
definition of reality. Understanding how people with ME use the internet to aid their
illness management and enhance their experience of daily life is crucial in gaining
insight into how informational and social support is found and utilised online and
offline. It will shed light on how people’s overall support networks are created and main-
tained, as well as identify the benefits of such illness behaviour.

Kingod et al studied how people with chronic conditions experience online peer-to-peer
social support and its influence on everyday life, in a systematic review of 13 papers, but none
of them covered the illness ME [26]. They found four main themes: identity, social support and
connectivity, experiential knowledge that both strengthened social ties and supported offline
ties, and collective voice and mobilisation. Allen et al also looked at chronic illnesses which
included ME in a primary study of 30 people across varying conditions. They found that
online support was sought in response to deficits in offline support; it was used to assist
offline ties as well as substitute offline support [27].

Both Kingod et al and Allen et al stressed the need for further research into under-
standing the boundaries of online and offline social dimensions and relevance in daily
life; how the role of online ties serves within personal networks [26, 27]. Essentially
how do people decide who to turn to now they have greater choice in who contributes
to their everyday illness management and coping? Having further advancement of knowl-
edge in this area will inform healthcare practice social support initiatives and aim to
improve services to those housebound with ME/CFS. It will also gain knowledge into
the lack of support present in the home life of people with ME/CFS.

Initial searches revealed a lack of studies conducted in this area that focused on ME/
CFS. Studies on other chronic illnesses have an element of transferability of their
findings to ME/CFS and several papers were found here highlighting a topic worthy of
attention. Preference for online support over offline support was highlighted in cancer
and diabetes patients [28], with a lack of real-world social support predicting active par-
ticipation in online groups [29]. The benefits of using social media in health communi-
cation include interaction with others, the availability of shared knowledge, widened
access to health information, social and emotional support, and empowerment in their
healthcare process [30, 31]. As much as 75% of a sample studied by Kummervold et al
found it easier to discuss personal problems online than face-to-face [32]. Virtual commu-
nities appear to play an important role in meeting patients’ social needs; sense of commu-
nity is positively associated with cancer patients’ well-being in areas of personal relations
and personal growth [33].

Caplan found that depressed people may develop preference for online social inter-
action but this in turn leads to negative outcomes associated with internet use [34], and
Allen et al concluded that internet use may indicate an avoidance or absence of offline
support [27]. Moreover, Chung found those dissatisfied with their offline relationships
were more likely to develop preference for online social interaction and this can
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become problematic when excessive reliance increases disengagement from offline inter-
action [28]. Findings are largely positive in that using the internet appears to improve
everyday life, however there are studies that highlight negative impacts. Given that ME/
CFS is a contested illness with legitimacy issues and increased stigma, will data collected
from the ME/CFS community produce similar or different themes to other conditions?

This scoping review aimed to explore the online usage characteristics of ME/CFS
patients and inter-relatedness within everyday life of their online and offline worlds. To
prevent unnecessary duplication, a preliminary search for existing scoping and systematic
reviews on the subject was carried out in May 2022. To our knowledge, a comprehensive
synthesis of related studies on ME/CFS in this field remained absent.

Methods

The broadest scope of literature on the topic of online usage in people with ME/CF was
achieved by scoping review methodology. A scoping review is ideal for mapping out the
scope or coverage of a body of literature on a given topic when the emerging evidence is
still unclear and more specific questions cannot presently be posed [35]. They give a clear
indication of available literature, regardless of study design, and an overview of its focus,
identifying characteristics of studies to provide an overall picture of current evidence [36].
To map our field of study and examine the extent, range and nature of research activity to
date, as well as identify any knowledge gaps in research, our process was developed using
a framework set out by Arksey & O’Malley [37]. We have also incorporated later improve-
ments to this framework by the work of Levac and colleagues [38], and the Joanna Briggs
Institute [39]. Guidance from the Preferred Reporting Items for Systematic Reviews and
Meta-Analyses Extension for Scoping Reviews checklist (PRISMA -ScR) has been consulted
to yield greater transparency and reproducibility [39].

Research question

We aimed to answer the following question: How do people with ME/CFS use the inter-
net? This was achieved by addressing the following three objectives and sub-questions:

o Examining the usage characteristics of people with ME/CFS utilising the internet. (What
do they do online, when, and for how long?)

» Examining people with ME/CFS’ experiences of online usage. (Why do they go online
and what do they gain from going online?)

o Examining people with ME/CFS’ online usage inter-relating with their offline lives. (e.g.
how does using the internet fit in alongside their offline daily lives?)

Study eligibility

We found both published and grey literature studies. Loosely using a PCC (Population,
Concept, Context) framework to develop our inclusion criteria, to align with our objectives
and research questions, our population was adults identified as having ME/CFS. Our
concept of interest was internet use. We defined ‘internet use’ as the computer
network that allows users to connect with other users and content from all over the
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Table 1. Search strategy example for web of science.

Population ‘ME’ OR ‘M.E. OR ‘Myalgic Encephalomyelitis’ OR ‘CFS’ OR ‘Chronic Fatigue Syndrome’ OR ‘ME/CFS’ OR
‘CFS/ME'
and -
Concept of Online OR ‘online us* OR ‘online activit* OR ‘online platform’ OR ‘online discussion’ OR ‘online social
interest media’ OR ‘online communit* OR ‘online social network’ OR ‘online group’ OR ‘online health

communit* OR ‘online support’ OR ‘online peer-to-peer’ OR ‘online user experience’ OR ‘online
virtual’ OR internet OR ‘internet us* OR ‘internet activit* OR ‘internet discussion’ OR ‘internet
communit* OR ‘internet-based’ OR ‘internet forum’ OR ‘internet communication’ OR ‘internet
group’ OR ‘internet support’ OR ‘internet peer-to-peer’ OR ‘internet user experience’ OR ‘internet
virtual’ OR Facebook OR YouTube OR gaming OR Instagram OR TikTok OR ‘message boards'.

world [40]. Online information, content and social support exist through many various
technological avenues nowadays. Kaplan & Haenlein operationalised ‘social media’
usage in five main categories: collaborative projects, blogs, content communities, social
networking sites and virtual worlds [41]. Gaming is also an online social experience
now as it is shared live with other users. The context is loosely any available knowledge
that involves personal use of the internet and not organised institutionalised treatment
agendas.

Search strategy

An initial literature search of Web of Science was conducted and from analysis of these results,
key words and index terms were identified. A reference librarian was consulted in preparation,
and a systematic search plan was formed with search terms incorporating medical subject
headings (MeSH) as well as text words combining comprehensive terms for contemporary
social media, and Boolean operators ‘AND’ and ‘OR’ (Table 1 shows an example search strat-
egy of keywords for Web of Science. This was adapted to suit individual databases).

Extensive electronic searches of the following bibliographic databases were conducted
(in Aug to November 2022): EMBASE, Medline, Cinahl, PsychINFO, AMED. And ASSIA.
Bramer et al found that optimal searching to ensure a minimum risk of missing studies,
should use four key databases: Embase, Medline, Web of Science and Google Scholar
[42]. This produced a 98.3% recall of studies. Grey literature was also searched, namely
Scopus, Web of Science, and ProQuest Dissertations & Theses Global taking place
during November 2022. Web searching via Google Scholar was also conducted (first
200 entries) as well as citations and references of key papers searched by hand.

All eligible studies that met our inclusion criteria (adult participants over 18 years of
age identified as having ME/CFS, focus on personal internet use, published in English
language peer-reviewed primary studies) were saved on an Excel spreadsheet. Our exclu-
sion criteria were studies focused on child participants (under 18 years of age), participant
groups not identified as having ME/CFS, non-internet use studies, and not systematic
reviews since their content is already secondary in nature, so analysis would further
dilute and potentially bias findings.

Study selection

The primary researcher ran the initial searches, retrieved titles and abstracts, removed
duplicates, and saved all files into a suitable data management storage. Two reviewers
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went through the title and abstract of each study and screened them to identify studies
that met the inclusion criteria, and we documented all results in a ‘screening’ form. Refer-
ence lists of included studies were then examined by the lead reviewer to identify any eli-
gible studies that met the inclusion criteria, and were then added to the database
findings. Forward searching of papers, via Scopus, that have been cited, were also
checked.

Two independent reviewers then read the full text of all provisionally included studies
and assessed further against the inclusion and exclusion criteria. The devised extraction
form was piloted to ensure it contained all relevant information needed. Studies were
included or excluded against the pre-determined eligibility criteria. Any discrepancies
were resolved within the research team. All reviewers agreed on the final list of included
studies. A PRISMA-ScR flow diagram [42] following the process of the scoping review was
used to demonstrate the selection process (Figure 1).

Critical appraisal

The original methodological framework set out by Arksey & O’Malley did not include
appraisal but we chose to assess the remaining eligible studies for quality assessment
[36]. This took place after the data extraction of full-text studies. Pham et al reported
only 22.38% of studies included an element of quality assessment [43]. McColl et al
argue that the emphasis of a scoping review is on comprehensive coverage and not stan-
dard of evidence [44]. More recent refinements to guidelines however, support the use of
some form of critical appraisal [35, 38]. Brien et al believe a lack of quality assessment
makes results more challenging to interpret and Grant & Booth believe it limits the
uptake of findings into policy and practice [45, 46]. Daudt considers quality assessment
a necessary component of any scoping review and encourages the use of validated
tools since the use of reporting checklists increases transparency of methods and
allows the reader to use the research appropriately [47]. Pham et al also recognises
that some form of quality assessment would enable the identification of gaps in the evi-
dence base rather than just where research is lacking [43].

A quality assessment form was used to extract relevant data for appraisal. We chose the
Critical Appraisal Skills Programme [48] for qualitative studies. Any mixed methods studies
found were appraised using the Mixed Methods Appraisal Tool [49]. Any quantitative data
found was appraised using the Checklist for Analytical Cross-Sectional Studies. No exclu-
sion of eligible studies took place during appraisal since such studies can still contain rich
and useful qualitative narratives. The qualitative checklist data can be found in full in sup-
plement 1.

Results

Findings of individual studies were inputted into a data table to answer our research aim
of how people with ME/CFS use the internet, as well as gain relevant information pertain-
ing to demographics, recommendations and quality assessment. Please refer to Table 2.

Demographics: Study dates ranged from 1997 to 2021, with the vast majority taking
place in the last 10 years. Publication types for included studies were mixed: 11 were
journal papers, 4 were book chapters, 1 was a magazine article, and 3 were PhD theses.
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Additional records through
other sources (n=11)

Records for screening —
Title/Abstract
(n=9545)

Records remaining after
Title/Abstract screening
(n=92)

Full text studies
assessed for eligibility
(n=28)

Records
excluded ( n=9453)

Records remaining
after duplications removed
(n=28)

Records excluded
with reasons (n=9)

—
{
—
{
—
J

Studies included in
Data Charting ( n=19)

Figure 1. Prisma flow chart of scoping review process.

14 studies used samples of online social media content (including Facebook posts,
blogs, forums and a virtual platform), 1 used an official website, and 4 interviewed
online users directly (of which 3 compared ME/CFS users with other chronic conditions).

In terms of demographics, of the papers that stated a country of study, 8 of the 17 were
conducted in the UK, followed by 4 in the USA and 4 in Norway. Australia and Spain also
featured in studies. Of the 5 studies that recorded age, 2 had a mean age of 50, with 40-50s



Table 2. Study characteristics, quality assessment & results.

Findings
Author Publication Participant Quality Offline
Year Country Type Characteristics Area of Focus Study Design Rating Usage Experience Inter-Linking Recommendations
Bates 2018 Book 89 people’s Evidential Qualitative — 3 Personal accounts of Balances the Greater understanding
Spain chapter unsolicited mechanisms Classification or detailed articulation of sick of this dynamic when
narratives, used in illness evidential descriptions of self against cultural attempting
accounts and narratives to strategies used in perceptions and definitions of what constructive
testimonies on perform self and  narrative to talk of sensations as direct  legitimate illness is. communication and
CFS and other identity the self — Discourse physical evidence As part of the improving the doctor
contested illness psychological of illness-narrative  narrative members - patient relationship
internet forums framework content that learn to accept the
— 29 have CFS, 32 contains medical condition and
Eating Disorders, prose. renegotiate a new
28 Borderline identity in harmony
Personality with their new
Disorders limitations.
Best, Butler Journal  Users of the Communication  Qualitative, 2 Use of a virtual Communication Investigate technical
2013 ‘Second Life’ breakdowns of interviews with platform disruption in issues further to
Australia / virtual platform human - focus groups over utilising platform: avoid users
UK diagnosed as computer 2 years, participant Fatigue and glare disconnecting from

having ME / CFS observation and

questionnaires

interactions

Brady 2015 PhD Thesis CFS / ME & Trust, Semi-structured
UK Diabetes types 1 empowerment interviews with
&2 and identity Vignettes —
75% Females 36— online in forums  Qualitative
45 or 56-65
All white

70% of ME / CFS
were educated
to degree level

5 Sharing information
and experience —
Reciprocating
support

issues — Used
adapted strategies
to take back control
of use — Preferred
audio
communication.
Build trust in fellow
users by credibility
of shared info.
Gained emotional
support to become
empowered.
Renegotiated illness
identity. Value in
publicity describing
daily reality.
Internet seen at
times as lifesaving.

online platforms

Used lay expertise Digital divide and

to improve
offline
engagement
with health
professionals.
Protected online
persons to
remain
anonymous
offline. Vented to
fellow users with
similar attitudes
but valued both
online and
offline support.

online literacy —
Application of
sociology in ongoing
technical research.
Examine concerns of
health professionals
about online support
and lay individual
knowledge - Is there
a commercial market
for translation of
forum knowledge
into print?

IV 13 ONVILHOHS 'a () 8



Brady, Segar,  Journal
Sanders
2016

UK

Brady, Segar,  Journal
Sanders

2016

Brewer, Journal
Stratton
2020

UK

41 participants (20 Negotiating

have ME, 21
diabetes)
Recruited via
online and
offline routes.
Majority Female -
Mean age 50

White; 71% higher

education
degree

41 participants (20 Perceptions of

have ME, 21
diabetes)
Recruited via
online and
offline routes.

Qualitative semi-
structured
interviews,
recruited via online
and offline routes.

Thematic analysis

privacy and trust
in online forums

Qualitative semi-
structured
interviews,
recruited via online
and offline routes.

Thematic analysis

privacy on
online forums

Majority Female -
Mean age 50
White 71% higher
education

degree

Discussion forum  Journal Qualitative —
Reddit - First 50 Inductive thematic
posts that met analysis

inclusion criteria

3 A ‘safe space’ to
access support
away from real-life
networks value
sharing daily life
within a public
arena.

3 Forum members
interact giving
sensible /
trustworthy advice
to gain credibility —
Sharing info of
diagnosis,
treatments etc —
Shared
perspectives,
support through
sharing day-day
living.

3 Video-calling friends
and family during
the pandemic.

Carefully manage how Careful to maintain Notion of sharing

they present
themselves fitting
into creating an
‘online persona’
View forums as public
so concern for less
savvy members.

Develop relationships Support in

online and gradually
determine whether
to trust fellow
posters, build up
trusted support
networks

4 themes of lived
experience during
the pandemic:
symptom change,
positive
consequences as a
potential catalyst for
societal change,
comparing
experiences (have
learnt skills that
healthy people

anonymity from
their public
offline lives.

experiences could
increase health
professionals’
understanding and
lead to improved
healthcare / potential
benefits of people
accessing online
support. Digital
divide - Those less
confident in abilities
to navigate social
media are less likely
to engage in
technology for
support.

Digital divide in using
the internet for
beneficial support

managing daily
living was
unique to online
support and
couldn’t be

provided by
healthcare
professionals but
did not replace
traditional
existing support
services.
Enjoyment of non-
face to face
contact vs video
calls -
Recognised this
change in
interaction style
was likely to be
temporary and
commented on it
being hard to
know but they
don’t need to be

Employers should be
encouraged to apply
the experience of
supporting remote
working to support
disabled employees.
Further study should
address use of Zoom
and Teams and
promote naturalistic
interaction.

(Continued)
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Table 2. Continued.

Findings
Author Publication Participant Quality Offline
Year Country Type Characteristics Study Design Rating Usage Experience Inter-Linking Recommendations
don't) = Social as isolated as
interactions. they are.
Cromby Book 18 websites on ME Website content  Study and analyse 2 Internet contributes Patients may be seen as
2015 Chapter / CFS how website to the ‘making up’ self-centred
UK the ‘Making Up’  material is of practices of complainers and may
presented, monitoring of therefore be met with
constructed, and somatic symptoms, scepticism (self-
organised to pre-emptive monitoring), pre-
produce meanings defensiveness and emptive
and how this might experiential defensiveness may
be taken up by regulation, creating introduce tension on
people and projection of both sides of
contribute to the uncertainty, encounter, and pains
kind of people they disparaging and fatigue may
become. Identify attitudes towards become products of
clusters of shared professionals and misery that could be
meanings / ways of deliberate framed as depression
being associated managing of - Stereotypes of ME /
with diagnosis. relationships CFS might be
limiting exposure to accounted for on the
activities that basis of people’s
exacerbate quite reasonable
symptoms. responses to their
condition.
Davison, Book 6 online support Newsgroups, text 4 CFS had higher rates Setting up local online
Pennebaker  Chapter groups (CFS, analysis, computer of participation groups could
1997 heart disease, programmes that than all other facilitate
USA breast cancer, study emotions, illness groups communication

prostate cancer,
arthritis, and

diabetes)

3062 posts over 2

weeks

91% women

cognitive
mechanisms,
content domains
and language
composition.

combined. CFS
online support
group posts had
significantly more
insight (or self-
reflection and
higher thinking)
And significantly

among local support
groups and enhance
their effectiveness —
Internet as an
exchange forum will
serve to demystify
the doctor - patient
exchange

IV 13 ANVILHOHS 'a (%) oL



Floyd 2000
USA

Kennedy
2014
UK

Knudsen
et al. 2012
Norway

Lian, Grue
2017
Norway

Magazine 1 x housebound  Experience of
Article woman going online for
diagnosed with ME-related
ME support

PHD Thesis 59 posters on

‘Action for ME’ online forum
Forum users

Journal 12 condition- Level of online
related online activity of
discussion different
forums. (2 were conditions
on ME/CFS) including ME/

CFS

Journal 14 websites for Exploring an
people with ME  online social
who use the movement

Single case study 1 x N/A

person account

Social identities of Discourse analysis

and social identity
theory analysis of
41 communication
threads over 6
weeks on forum.

Observational —
Measured number
of registered users
and number of
posted messages
on discussion
forums — Used
point prevalence
estimates of each
disorder to allow
for comparison.

Qualitative, analysis
of 2 internet sites

5

1

3

less casual words —
Had most rigidly
defined boundaries
about illness
prototypes.

Forum: Shared
experience
responding to
others’ posts

ME forums have 10 x
the activity of any
other condition-
related forum
measured and the
highest number of
registered users.

Social movement
Online
empowerment

‘In group’ identities of Online identity

being seriously ill

Collective action and

identity, shared
experience,

prioritised over

social identities

of family/friends
and doctors.

NHS could provide
online systems for
peer interactions to
aid a sense of agency
and encourage an
identity of being
knowledgeable and
supportive —
Acceptability of
psychological
treatment
implications.

More knowledge needs
on the type and
quality of info
provided in online
forums as very little is
known about the way
patient groups utilise
the internet -
Examine the level of
activity and quality of
info provided online.
Should be examined
as could have both
beneficial and
harmful influence on
health behaviour.

Greater understanding
of this dynamic when
attempting

(Continued)
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Table 2. Continued.

Findings
Author Publication Participant Quality Offline
Year Country Type Characteristics Area of Focus Study Design Rating Usage Experience Inter-Linking Recommendations
internet to community - motivational, constructive
engage with Mobilisation informative communication and
other sufferers. process improving the doctor
— patient relationship
Lian, Journal 14 internet forums Social Identify discursive 4 Contribution of Internet forums
Nettleton consisting of 10 constructionofa  domains on forum posts construct online
2015 blogs and 4 social websites by adhering to a social movement
Norway Facebook pages  movement categorising shared definition of ~communities, a
13 sites run by online viewpoints and health counter-power that
women, 1 by a community topics discussed — professionals’ contests the
man. Selected 2 of the failings to see the medical power,
12 were run by 14 sites by true somatic origin  stands as a group to
identified ME discarding of the disease. Text  fight against
sufferers repetitive ones. addressed to those  psychogenic
Analysis presented already acquainted  explanations.
the salient features to the ME debate.
of the texts by Silent rhetoric
studying linguistic devise of ‘we’ ‘they’
tropes — discursive
- narrative
approach, content
analysis.
Morehouse  Journal 76 participants Online survey — 2 88% engaged in Participation in online Knowledge can aid
et al. 2021 from 18 online Qualitative - online groups at support appears to healthcare
USA support groups Quantitative least once a week.  decrease professionals in

67.1% were
between 41 and
70 years old.

90% were female.

50% diagnosed
over 11 years
ago.

45% diagnosed in
last year.

64.4% been
involved in

questions. Closed
questions ofimpact
of depression,
anxiety and quality
of life analysed
using measures of
central tendency -
Frequency
distributions. Open
ended questions

50% did daily
reading of others
posts, posting
medical info,
encouragement of
others, sharing
personal stories
and commenting
on members’ posts.

depression, increase
quality of life and
have no significant
impact on anxiety.
75% increased
satisfaction with
daily life. 59.2%
increased self-
esteem, 63.1%
happier, 92%
improved feelings

making evidence-
based
recommendations
regarding
appropriateness of
online support
groups — Look at
online as tool for
providing social
support — Individual
characteristics —
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Murray 2016
UK

Murray,
Turner 2021
UK

Sanchez
2019
USA
UK Australia

online support
groups for 4 +
years.

PhD Thesis Facebook Group

Journal

Book
Chapter

Members

Closed Facebook
Group

were analysed via
coded themes.

Identity and effect Qualitative — posted

of social media
support

Using
communities of
practice theory
to understand
the crisis of
identity in CFS /
ME

Sample of 22 blogs Exploration of

Case studies from
5 individuals:
2 American, 2

iliness stories
through
blogging

on Facebook group
asking questions.

Timeline activity and
‘Twenty Statement
Test’ and online
group
conversation
surrounding
participants’ lived
experience. One
insider researcher,
one outsider.
Thematic analysis
of data collected
from Facebook

page.

Thematic coding

Shared experiences,
help others.

Enables community,
offers acceptance,
support and
familiarity, moving
people into full

participation again.

Blogging of day to
day happenings

of having social
support, 88.1%
increased ability to
cope with ME / CFS.
Open ended
questions:
Participants gained
sense of purpose in
being able to help
others, increased
feelings of
validation. One third
indicated they had
negative feelings
because of
comments from
members.

Renegotiation of
identity through
Facebook use — Gain
purpose and
meaning

Thematic analysis of
Facebook group
found 4 themes:
Loss of communities
and identities,
interrupted futures,
living with disbelief
and finding
communities —
Users accepted and
adapted to CFS/ME
identities,
renegotiating their
previous
stigmatised identity.

Helped to ground CFS
sufferers by
providing biological
legitimacy.

Personality traits —
These factors are
likely to have positive
Vs negative
experience of online
support.

Explore relationship

between social media
and quality of life in
lived experience of
chronic illness

Support group

participation offers a
useful tool to
broaden and facilitate
understanding and
change in practices,
involving families or
primary care workers
to create a platform
for positive change
(importance of
supportive
communities to find a
new way to be in the
world).

Blogs could be used for

sites of resistance and
social change by
providing space

(Continued)
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Table 2. Continued.

Participant
Characteristics

Area of Focus

Study Design

Findings

Rating Usage

Experience

Offline
Inter-Linking

Recommendations

Author Publication
Year Country Type
Tian et al. Journal
2009
USA
Ytre-Arne Journal
2016
Norway

English, 1
Australian

4 Females, 1 Male

1=20 Years old,
rest in their mid-
40's /50's

Majority had
obtained a
bachelor's
degree.

CFS website over
18-month period

10 bloggers, 8
were
International

Utilisation of a CFS Extracted page

website,

outcomes and
user behaviour
of a campaign

views, visits,
referring domains
and geographic
locations — Market
basket analysis and
market chain
model techniques
to describe user
behaviour.

Meanings of social Qualitative analysis

media use —
identity and
participation

of interviews

6000 page views a
day to official USA
CFS website. 20%
of traffic came from
foreign countries.
US states with
formal CFS
programmes had
higher visitor
density to the
website. New
publications were
most viewed.

Challenged medical

expertise — Re-
examine who they
are — Appreciation
of what illness has
taught them.

Public awareness

campaign
associated with a
sharp increase in
traffic and then, a
subsequent drop. A
shift to more health
professional visitors
during the
campaign.

Blogging. Contribute Provides a meaning-

to public debate on
health and welfare.
Facebook seen as
most desirable
social support
avenue (blogs seen
as of the past and

making and
pressure relieving
outlet. Positioning
of self in social
contexts is crucial as
is a loss of ordinary
contact — Online

Social support
replaces some of
what they are
missing in terms
of participation,
but it's perceived
as limited
compared to

where counter
narratives can be
constructed and
circulated.

CFS website is an
effective way of
providing CFS health
education and
information and
could continue to
serve as an important
tool in public health
outreach. Public
health programmes
should consider
analytical methods to
understand user
characteristics and
this study provides
valuable info in
construction for a
new website.

Significance of internet
in contemporary
society (Participation
in social media
closely interlined
with personal aspects
of managing identity
disruption). Meanings
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Twitter’s form and
pace is not
suitable).

richness of face-
to-face
interaction.

participation
replaces lack of
social participation
- Social media is an
arena for
mobilisation and
patient activism
through
empowerment and
agency.

of social media use
not merely in
participation terms —
Connections between
individuals and
societal systems.

Quality Rating: 1 = poor or absent design and analysis with only brief discussion of findings, and no ethics or bias mentioned. 5 = thorough methodology, analysis, findings, and discussion, with
good awareness of bias, ethics and implications.
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age group dominating all studies. Of the 8 papers that stipulated gender, all had a high
majority of female participants (at least 75%). 2 studies stated the educational achieve-
ments of their participants and both were well above the 27% average of participants pos-
sessing a higher education degree (70-71%).

Areas of research focus varied. 36% (7 papers) were on the topic of identity and par-
ticipation. 21% (4 papers) examined the experience of going online, and 1 investigated
the effect of this online experience. 16% (3 papers) studied the notions of empowerment
and online social movements. 3 papers discussed trust and privacy but were all linked by
the same population sample. 2 papers obtained data on online behaviour and 1 paper
looked at potential issues of online communication interaction.

Study design was heavily weighted (78.9% of papers) towards qualitative data collec-
tion and analysis. Only 2 of the 19 papers used quantitative means of collecting statistical
information of online usage and sample demographics, with an additional 1 paper using
mixed methods of both quantitative and open-ended qualitative questions.

Recommendations: Five papers suggested further investigation to obtain a greater
understanding of online use as an empowering community and means of social
change [50-54]. Other papers suggested further study on health professionals’ concerns
over online support and acquisition of lay knowledge [55, 56]. Three papers wanted to see
research into the significance of the digital divide and technical issues of using the inter-
net [56-58]. Further suggestions were exploring the content and significance of the inter-
net in society and the impact of this online support on quality of life, looking at how
online support aids identity work and a sense of agency, and further investigation into
the type and quality of available information on online forums [13, 59-61].

Quality Assessment: There were 16 qualitative studies, two quantitative studies and
one mixed methods study. Four of the 16 qualitative studies were written papers
derived from data gathered in three included theses, which meant 12 individual
studies of raw data. The overall quality of these papers, using the Critical Appraisal
Skills Programme tool [48], was good but lacking in certain areas of detail. All papers
had clear aims and their use of qualitative data was appropriate for the research questions
being asked. Research design was also suitable, given the research objectives, in all
papers, but methodology was not detailed in three of the studies and in two of the
studies the chosen methodology was not justified, therefore only meeting CASP criteria
on the basic level. Sample recruitment was appropriate to the CASP form but was
explained in varying levels of detail.

All but one of the studies failed to meet the CASP criteria for consideration of the
relationship between researcher and participant. Little attention was given to the
concept of researcher bias with 11 of the 16 studies making no mention of risk of bias
at all. Ethical issues were not discussed in 5 of the studies. Justification for not gaining
ethical approval was argued by referring to online data as public data and not private.
Anonymity of participants was also mentioned. In terms of data collection, this was
done sufficiently to meet CASP criteria in 14 of the 16 papers, but the degree of expla-
nation varied, and some were implicit but not described in detail. Data analysis descrip-
tions were poor or non-existent in a quarter of studies. Findings were however clearly
described and discussed in all studies. Any contradictory data were not mentioned in
any of the papers although surprising results were discussed in three of the studies.
Papers stated how their research could not be transferred and generalised to the wider
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population due to sampling methodology used. Results were discussed however in
relation to existing literature and previous research.

To summarise, whilst the methodology in most qualitative studies was of good or
acceptable standard, the analysis process was not always written in sufficient detail
and the lack of attention to potential biases was a worry.

The quality of the two additional studies of quantitative data was moderate to poor.
The study by Knudsen et al. was not documented well and involved only basic research
methodology [60]. Confusion exists around the sample of participants as medical con-
ditions were chosen that specifically affect young adults, yet the paper does not
mention young adults anywhere else, only adults. Exposure and measurement details
were unclear or missing and confounding variables were not mentioned. Reliability is
likely to be poor due to only having one measurement point in time. Outcomes, whilst
based on existing definitions of conditions, are troublesome since self-diagnosis or inter-
net use by family members was not differentiated so over-reporting of figures is likely. The
study by Tian et al has a better and more detailed methodological process but again
analysis fails to rule out if traffic is new or returning visitors to the website so confounding
factors could be of issue [61]. These were not mentioned only in the limitations at write
up. Outcome measures were standardised, but no detail given as to their reliability. One
additional mixed methods study was of good overall quality [62]. Quantitative data pro-
duced percentages of participants whilst qualitative data produced open-ended ques-
tions as narrative. Methodology was appropriate although it was not explicit how
measures of central tendency and frequency distributions were used in analysis. No
rationale for mixed methods design was given and qualitative findings were not discussed
in any real detail. Any inconsistencies between quantitative and qualitative data were not
mentioned.

How do people with ME use the internet? The studies that involved quantitative data
revealed people with ME/CFS go online more than any other studied condition [60, 63]
The internet was used daily by half of a sample and weekly by 80% of a sample but
only one study had researched this so these results cannot be generalised.

Several themes emerged within the studies overall. Common was the sharing of experi-
ences of living day-to-day with the condition, revealing a sense of belonging in familiarity
and commonality [13, 51, 54, 56-58, 63, 64]. The experience of their struggles and difficul-
ties with doctors and friends and family were often shared [50-52, 56].

Reciprocity of emotional and social support through caring exchanges, via forum posts,
provided moral support and encouragement [13, 52, 54, 56, 63]. Users helped other
members by sharing information and experience, which contributed to feeling good
themselves, gaining a sense of purpose [13, 56, 62, 63].

Following on from this, people with ME/CFS went online to gain information on the
condition, on official sites as well as through knowledge sharing of forum users’ links
and reading suggestions. There was scepticism over online content and a favoured
leaning of the virtual community towards somatic approaches to treatments [52, 56,
65, 66].

Being part of a virtual enabling community was welcomed, as a safe space away from
family and friends, creating fellowship and belonging of an ‘in group” with shared values
and norms [15, 52, 56, 59, 63].
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Why do people with ME/CFS go online and what do they gain from going online
for support? Several themes emerged from the studies. Social participation through the
use of online social media provided an opportunity to go from being on the periphery of
social life to full participation within a community of fellow sufferers, positioning them-
selves in social contexts again after the loss of ordinary contact with others. Through
this participation came a voice and presence that negated isolation experienced by
having ME/CFS [13, 63, 64, 671.

Identity renegotiation was a strong theme in the studies with sufferers using online
social support to transform life disruption (due to illness severity and loss of roles/relation-
ships) into re-assertion and establishment of new selves over time, rethinking life plans
and developing new identity not defined by loss. Empowering identity was formed
through virtual connection in community participation; the inability to adopt a sick role
(due to contested nature of the illness) and the resisting of health professional opinion
leading to the establishment of patients as experts of their own illness, dealing with
de-legitimisation by discrediting outsiders and constructing a more credible self-image
[50, 54, 59, 63, 64].

Online social support and connection with others gave opportunity for validation and
legitimisation against the issues of contested illness experienced by people with ME/CFS.
Their in-group narrative of descriptions of physical experiences, grounded in Western cul-
tured medical discourse, was used against stigma and prejudice experienced in real life,
asserting previously acceptable roles and distancing from the label of malingerer [50, 54, 65].

Empowerment was another strong theme running through the studies. Following on
from delegitimisation and stigma, posters on ME/CFS social media were united in working
together to improve the social status of having ME/CFS. The groups’ norms, values, and
goals guided the action of the community, sharing tips to cope with the medical
system, promoting biochemical research and campaigning for change in public debate,
plus seeking to address power balances between health professionals and patients [13,
15, 52, 54, 56].

How does using the internet fit in alongside their offline daily lives? Results were
less reported; only six studies researched this cross-over of online and offline worlds. Find-
ings indicated that online identity was prioritised over the social identity of family/friends,
and social support online replaced some of what was missing offline in terms of partici-
pation but that this was limited compared to the richness of face-to-face interaction [13,
59, 671.

Online use enabled a ‘venting’ outlet away from their offline lives and anonymity was
viewed as important, but both online and offline support were valued [56, 57]. Online lay
expertise was believed to improve offline engagement with health professionals, and
support with daily living was found online that couldn't be provided by health pro-
fessionals, but this support was not seen to replace existing offline support but instead
viewed as bridging the gap between services offered by medics and sufferers own day-
to-day experiences [51, 56, 58].

Discussion

This study used systematic scoping review methodology to investigate online user
characteristics and experiences and their integration into everyday offline life. To our
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knowledge this is the first scoping review of its kind, taking a rigorous and transparent
approach based on solid methodological framework, as well as being enhanced by a
second reviewer for study selection and charting of results, and a quality assessment in
accordance with study design.

All studies assessed reported high use of online support for sharing day-to-day
struggles, reciprocity of emotional support and social participation in safe space virtual
communities. ldentity renegotiation, empowerment and establishment of patients as
experts also emerged from the data, giving validation and legitimisation to the contested
and stigmatised illness experience. Used as a venting outlet, social support online
replaced some of what was missing offline, but not all, and lay experience was thought
to improve offline engagement with health professionals.

Application of the inclusion criteria to the results of the searches identified 19 studies for
inclusion in this review. Whilst ME/CFS is estimated to affect at least 7.6 million people in the
world [68], it is not surprising that so few papers were identified given the lack of serious
interest in the illness historically. Piloting of the search strategy and supplementation of
the results of the electronic searches with forwards and backwards citation searching
and searching of reference lists of included papers allows confidence in the conclusion
that all relevant research was included in this systematic scoping review and that con-
clusions arising from the review can be based on synthesis of all available evidence.

Overall, the methodological quality of included papers was good although often
lacked in detail. Many of the studies were heavily weighted on female participants
though, however ME/CFS does affect more women than men; women being at
least three times more likely to develop the illness [69, 70]. Having said this,
women’s experience of the illness will be different from men so may give biased
results. Murray, Day & Tobbell, found, in an analysis of English newspapers, portrayal
of ME/CFS ‘differed meaningfully depending on gender. An article of a woman
suffering from the illness was highlighted with psychological and emotional elements
foregrounded; a man however was given focus on physical elements with experience
‘accredited with greater legitimacy’ [62]. As Bowling states, it's a misconception that
scientific research operates from an objective value-free neutrality. The reality is that
scientists cannot remove themselves from the cultural, social, and political context
they work from [71].

Study authors raised the debate as to whether online social support via social media
avenues should be classed as public or private data for the purposes of research and
ethical approval. As Conrad, Bandini & Vasquez note, the internet is increasingly becoming
a public experience as people share information and interact in public spheres [22]. Should
remote recruitment and data collection require similar data-sharing ethics procedures as
‘on-the-ground’ studies do? [72]. There appears to be a general lack of clear guidance
on conducting online research, with Arigo and colleagues highlighting challenges such
as informed consent and maintaining anonymity and privacy [73]. To always operate a
‘do no harm’ responsibility, ongoing consent may be more suitable than a one-off docu-
ment that may not be read, but with third-party data, many are unaware of their contri-
bution to research. Keeping participant confidentiality and anonymity in such cases may
require no quoting verbatim to avoid posts being traced back to identify people [74].

Data ownership implications remain problematic with 81% of participants of a micro-
blog believing that researchers could not use their posts without consent [75]. An
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‘expectation of privacy’ in an essentially public environment remains controversial with
many believing it is public, the poster bearing responsibility for choosing where and
how privately to post. Anonymous forums are now also available to pool and share knowl-
edge, providing social validation without risk of stigmatisation or being seen as inap-
propriate in other contexts [76]. Privacy was rated as very important by 54% of patients
when selecting a social media site to post about their health [77]. This area of research
ethics would benefit from stronger guidance.

Our review findings reported that people with ME go online up to 10-fold more often
than other chronic conditions [60]. Similar findings were also reported 25 years ago by
Davison & Pennebaker who highlighted higher rates of participation than all other
studied illness groups combined [78]. We asked why do people with ME/CFS go online
so much and what are they doing when online? Our results of, for example, reciprocal
support, shared experience, information gathering, and sense of community were also
found by Kingod and colleagues of other chronic illnesses [26]. If all chronic illness
yields similar internet use, why do people with ME in particular go online more often?
As our introduction highlighted, 97% of participants of a large-scale survey of adults
with ME, felt socially isolated because of their condition [1], and lack of real-world
social support predicted active participation in online groups [29] with uncertainty sur-
rounding illness also being a driving factor for internet use [21]. Since ME is a contested
illness with legitimacy being in question in immediate social support networks [79], high
levels of internet use were expected.

Patients with ME experience higher levels of stigma compared to other neurologi-
cal illnesses [80]. Davison, Pennebaker & Dickerson found support seeking to be
highest in offline group participation for diseases viewed as stigmatising such as
AIDS but in relation to online groups, people with CFS engaged in the highest
level of support seeking [51]. Allen and colleagues found online support was
sought in response to deficits in offline support [27] and Chung reported a prefer-
ence for online support over offline support in cancer and diabetes patients [7].
Our review found similar findings but only to a degree. Online identity was prioritised
over social identity with friends and family [59] and online support did replace what
was missing in participation offline, but only in a limited capacity compared to face-
to-face interaction [13]; both online and offline support were valued [56]. Outside of
our review, offline support in the form of support groups for people with ME and
Fibromyalgia found the most frequently endorsed benefits of membership were
iliness legitimisation, finding new information and feeling understood by others,
but drop out reasons were inconvenience of location and time plus too sick to
attend [81] Internet use from one’s home has many advantages in terms of effort
involved, making it more accessible for sufferers, something health professionals
could utilise for management of the condition.

Other studies have found problems of reliance on online over offline support [82], and
online support can compromise efforts to seek offline support leading to depreciation of
offline relationships [83]. Those with diverse social networks were found to self-manage
their illness better however [84]. Apart from a study that indicated a third of participants
experienced negative feelings because of online comments [63], our review did not in
general reveal any negative aspects to online usage, but data were limited on the inter-
linking of online and offline support. A study by Andreos and colleagues, on people with
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respiratory conditions, found that those with larger support networks communicated
more openly and comfortably about their illness and shared its daily impact. The
benefits of expanding their networks to include online peers were greater motivation
and access to a supportive environment. Barriers however, included fear of being
scammed and a preference for keeping illness-related problems to themselves and
their immediate family [85]. The study was on older adults though, which could explain
such an opinion. Further, study into the integration of both online and offline support
in a time-space dimension would aid in understanding of how the two constructs,
reshapes, and constitutes daily life with ME/CFS.

Kummervold and colleagues found 75% of participants found it easier to discuss per-
sonal problems online than face-to-face [32]. This fits in with findings for online use as
an anonymous venting outlet away from offline lives [57]. According to Bargh, McKenna
& Fitzsimons, one’s true self is more likely to be active during internet interaction due to
the anonymity of the online setting, but this can cause problems within established
social circles and home life as feelings of closeness and intimacy can be hard to distinguish
between what is the nature of internet use and what is genuinely due to the relationship
itself [86]. This could become troublesome if home life with significant others is under
stress [87-89]. Significant other relationships were only touched upon in our review [56,
59] and further study into this area would be beneficial to understand the dynamics
involved in patients’ daily lives; how much family members can help or hinder recovery.

Relationships with doctors and the emergence of lay expertise are something our
review highlighted [13, 15, 50, 52, 54, 56]. Being part of communities with a common
cause to fight for biomedical recognition is something that up-skittles the traditional
medical model’s view of doctor as expert. As Brooks, King & Wearden explain, patients,
along with significant others, feel alarm when the knowledge and expertise they relied
on are suddenly not able to provide definitive diagnosis or cure. Absence of adequate
explanation from health professionals leads them to seek out answers for themselves
[90]. As they become more knowledgeable, their relationship with their doctor inevitably
changes to one where they feel more equal to their physician. The relationship becomes
challenged by this new form of educated empowered health consumer wanting to work
in partnership [18] and at times even knowing more than their medical service provider.
This correction to the traditional asymmetry can result in negative doctor-patient encoun-
ters. In our review, lay expertise, achieved via online communities sharing successes and
approaches to health professionals in a discourse of educating the ‘out group’, appeared
to enhance the doctor-patient relationship rather than hinder it. Informed patients now
bring with them the collective learning and advice of an extended health network of
other patients and doctors [90]. Going online to gain support with the psychological
adjustment of living with illness also indirectly encourages approaches to management
that doesn’t necessarily align with evidence-based recommendations [91]. Tinkering
with self-care offline can originate from Facebook support and exchanges of information
creating person-centred knowledge about how to live with illness, that is situated to indi-
vidual needs and unique daily living [92].

It could be argued that medicine, in its attempts to be objective and removed from
everyday contextualisation, has removed itself from the experiential meaning structure.
Patients have quickly filled this gap by adopting online support groups, where their
experience of illness is validated and welcomed as contributing to the general pool of
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knowledge of chronic long-term illness, something the medical model, with its ‘diagnosis,
treatment and cure’ approach, has not delivered. This online support in our review [13, 57]
was not seen to replace existing offline help however, but instead merely complement it.
Lian & Robson discuss medically unexplained symptoms and report that the main source
of discontent of patients was not the lack of biomedical knowledge but doctors who fail
to acknowledge the patients’ experience, describing how uncertainties in medical
encounters are handled not in collaborative partnership but in a state of constant
battle over the power to define their situation [93]. The internet provides endless infor-
mation which expands the range of narratives available, shifting the traditional doctor-
patient relationship. Forums and blogs become sites of resistance as they provide
space in which counter-narratives can be circulated [54].

In online support communities, personal illness stories are validated and this fulfils a
desperate need to feel connected and part of something bigger than ourselves. Our
review highlighted empowerment and agency through online communities serving as
social movements that contest medical power and generate a culture of shared norms
and values. Such virtual symbolic communities foster co-operation, solidarity, support,
and collective identity [15, 52]. As a type of ‘self-help’, these groups allow individuals
to assert responsibility for their illness and its management, acquiring social support
and knowledge, key mediating factors in the emergence of control and acceptance
[12]. When patients have a voice, through mass media, they have an opening to
change the social reality of the illness too, and this has been witnessed over the last
decade especially with campaigns such as #MillionsMissing and ‘nothing about us,
without us’ patient involvement in research. In the spirit of ‘small wins’, these social
change efforts will continue to set about overturning mainstream opinion [94].

Online communities play a big part in identity renegotiation of people with contested
conditions in particular. In the absence of biomedical evidence, medical knowledge is
instead constructed and developed through cultural meaning and historical interpret-
ation. This shapes how society responds to a given illness which then affects the experi-
ence of that illness; the meaning of ME coming about through its interaction in social
context [95]. In our review, Cromby discusses this further with his concept of the
‘making up’ of people, where stereotypes of CFS patients may be accounted for
because of people’s reasonable responses to their illness reinforced by the knowledge
they've gained about its character, through online avenues [65].

The inability to adopt a sick role in a contested illness such as ME, results in biographi-
cal disruption [96]. In our review, online identity is prioritised over social identities of
family or friends [59]. Others’ denial of legitimacy of their situation means people with
contested illness go through a chaotic period of rethinking and reconsidering all areas
of their lives, juggling with restitution, chaos, and quest narratives [97, 98], transitioning
their identity to a reconstruction of self along with coping strategies [99]. Our review
revealed this transformation takes place largely through online social support channels
where people’s illness experience is legitimised and accepted. Sites such as Facebook
enabled a process of identity change, where supported individuals were able to move
into full participation adapting to their renegotiated identities [64]. As Sanchez points
out, there are two dominant narratives operating in the larger cultural world; we either
submit to medical authority and be cured (not possible for people with ME), or we
remain chronically ill and discover greater meaning in life [54]. The latter was present
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in our review as studies described this transformation of identity with the support of
online communities. Individuals felt a sense of not belonging and being socially detached
before gaining online support. They felt loss of their former self and even a legitimate
place in society. Online interaction supported their process of transition to a new self
which was valued more with no desire to return to their previous roles [50, 59, 64].
They also find purpose and meaning in helping others on forums by offering experience
and knowledge to those newly diagnosed [63]. Groevelt highlighted that online social
media use involved a ‘balanced positivity’ approach whereby illness was dealt with in a
positive way with only occasional displays of hardship, a stark contrast perhaps to the
stigma and disbelief of offline relationships [100].

In previous research on people with ME/CFS, the invisible nature of the illness was of
concern in studies [101]. Other than through lack of belief and legitimacy of illness from
immediate surrounding relationships, the illness as an invisible entity was not directly
documented in our review. Could this be because, through campaigning and growing
awareness of disabilities that are not visible, society is beginning to understand that
illness can manifest in varying ways and many of which are not immediately obvious?
In a recent study however, Khalafbeigi et al still found invisibility, as well as subjectivity
of symptoms and fluctuation in severity to cause a lack of understanding leading to
stigma [102]. Further research into the impact of invisibility of ME/CFS on the acceptance
of others would be useful here.

Only one paper in our search, by Morehouse 2021, yielded insight into the psychologi-
cal impact of going online for social support, reporting that participation online appears
to decrease depression and increase quality of life for people with ME [63]. This is signifi-
cant for not only helping those with ME/CFS but also their family members as studies
show the negative impact on quality of life on those living with an ME patient [103,
104]. Similar results to Morehouse et al have been found in other chronic ilinesses, particu-
larly those with stigmatised conditions. Yao, Zheng & Fan found the impact of online
emotional support on psychological quality of life in people with Hepatitis B was most
effective but also the influence of online support was dependent on the person’s percep-
tion of their level of social exclusion. Those with higher levels were more prone to seeking
online support and therefore had greater benefit on quality of life [105]. Brooks et al also
found that the greater the subjective social support, the higher levels of self-compassion
which in turn resulted in higher health-related quality of life [106]. Further study on the
impact of online social support on quality of life, and of those with stigmatised illness,
is worthy of further investigation.

Conclusion

In conclusion, the use of the internet for information and social support is evident as a
largely positive experience, benefiting those who use it by aiding the lived experience
of ME/CFS. Gaining lay knowledge is empowering patients to play a greater role in
their health care in addition to what is currently available. Online use supports identity
renegotiation. In short, online communities are filling a gap in home self-care manage-
ment and social participation. Studies on the impact of psychological use in everyday
life have not been conducted enough to draw any confident conclusions. There is a
need for greater understanding of the interplay between online and offline involvement
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in daily living, particularly in respect of significant others and family life, invisibility and
stigma of contested illness. Promotion of self-management of long-term conditions is
now a large feature of health care policy. Further insight into internet use of people
with ME/CFS could provide online services for health professionals offering management
plans to patients, helping and guiding available support in their homes.
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Appendix

Quality assessment - qualitative data table (Code = yes, no, unclear, not applicable (N/A))

Data
Research Recruitment  collected in
Clear design strategy way to Data
statement  Appropriate  appropriate to appropriate to address the Ethical issues analysis Clear Is ME
of aims of  qualitative  address aims aims of research taken into sufficiently  statement research
Authors research?  methodology? of research? research? issue? consideration?  rigorous?  of findings? valuable? Researcher Comments
Bates 2018 Yes Yes Yes Yes Yes No Yes Yes Yes Online narratives give rich
qualitative data. Justified
research design
methodology. Explicit
data extraction phrases.
Influence of researcher
role on data analysis not
mentioned. Discussed
results that surprised
researchers. Credibility not
mentioned. Impact of
results not discussed.
Best & Butler Yes Yes Unclear Unclear Yes Unclear No Yes Yes Research design was not

2013

justified but appears
appropriate. No discussion
around recruitment, no
mention of researcher
influence. Ethical issues
only discussed in term of
participant anonymity. No
explanation of how data
analysis was undertaken.
Findings clearly stated in
relation to original
question but no
discussion of credibility of
results.

IV 13 ONVILHOHS '@ () o



Brady2015 Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Methods explicitly justified,
good consideration of
researcher bias. Data
collection described in
detail. Any contradictory
data are not mentioned.
Findings clear and
detailed with relevance to
existing literature.
Discussion of surprising
results. Good awareness of
study limitations and
implication for further

study.
Brady, Yes Yes Yes Yes Yes No Yes Yes Yes Yes Brief explanations but
Segar& justified in methodology
Sanders2016 and recruitment and

demographic info.
Researcher bias not
considered. Detailed data
analysis processes.
Findings discussed in
relation to other research.
Transferability outside of
sample population

discussed.
Brady, Yes Yes Yes Yes Yes No Yes Yes Yes Yes Brief but justified
Segar& explanations of
Sanders 2016 methodology and

recruitment and
demographic info.
Detailed data analysis.
Researcher bias not
considered. Findings
discussed in relation to
previous studies.
Implication of findings
discussed in detail.

(Continued)
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Continued.

Data
Research Recruitment  collected in
design strategy way to
appropriate to appropriate to address the
address aims aims of research
of research? research? issue?

Clear
statement
of aims of
research?

Appropriate
qualitative

Authors methodology?

Relationship
between

researcher &

participant
adequately
considered?

Data
analysis
sufficiently
rigorous?

Clear Is ME
statement  research
of findings? valuable?

Ethical issues
taken into

consideration? Researcher Comments

Brewer & Yes Yes Yes Yes Yes
Stratton 2020

Cromby 2015 Yes Yes Yes Yes Unclear

Davision & Yes Yes Yes Yes Yes
Pennebaker
1997

Yes

No

No

Yes Unclear Yes Yes Detailed selection process of
inclusion criteria. Data
analysis only briefly
mentioned. No
consideration of
researcher bias in analysis
of results. Findings clearly
explained and
summarised. Discussion of
existing studies to
contextualise findings but
no demographics so
cannot generalise results
to wider CFS community.

Methodology is not
explained, justification of
sample use but no detail
at all of data collection or
analysis procedures.
Implications of findings
discussed and impact on
patient and health
professional relationships.
Provides new and original
knowledge but evidence
for its theories are not
explicit enough to carry
weight.

Data collection clearly
described. Detailed
description of issues and
ways to assess and
overcome risk. Credibility
of findings discussed.

No No Yes Yes

No Yes Yes Yes
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Good discussion of
implications and
limitations of findings.
Floyd 2000 Yes Yes Yes N/A N/A N/A N/A N/A Yes Yes  Asingle 1st person
qualitative individual case
study article. Experimental
study of going online for
support after diagnosis.
Gives good snapshot
account of how the
internet aided daily living
for housebound suffererer
over 2 decades ago.
Kennedy Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes  Awareness and discussion of
2014 limitations of study.
Discusses results in
relation to previous
findings and hasclearly
detailed methodology.
Awareness of bias and
attempts to overcome it.
Detailed analysis
procedures. Thorough
write up of study.
Lian & Grue Yes Yes Yes Yes Yes No Yes Yes Yes Yes Discussed disadvantages of
2017 narrated sample but
justified its use. 2 of 10
texts chosen to highlight
the communicative
strategies researchers
visited so much data
discarded but described
process of iterative
analysis. Detailed ethics
discussion. Findings
discussed in relation to
their social functions, loss,
variation and wider
belonging.

(Continued)
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Continued.

Data
Research Recruitment  collected in
Clear design strategy way to
statement  Appropriate  appropriate to appropriate to address the
of aims of  qualitative  address aims aims of research
Authors research?  methodology?  of research? research? issue?

Data
Ethical issues analysis Clear Is ME
taken into sufficiently  statement research
consideration?  rigorous?  of findings? valuable? Researcher Comments

Lian & Yes Yes Yes Yes Yes
Nettleton
2015

Murray 2016 Yes Yes Yes Yes Yes

Murray & Yes Yes Yes Yes Yes
Turner 2021

Yes Yes Yes Yes Drawbacks of sample
selection referred to.
Detailed step by step
account of data collection
and analysis. Data analysis
was layered and opened
up to wider movements in
society. Identified
inclusion criteria.
Implications to health
practitioners with insight
improving relationships
but precarious position of
risk of becoming
oppositions only.

Yes Yes Yes Yes Recruitment explained in
detail. Methods explicit
and guided by ongoing
and modified results.
Research approach with
potential bias considered.
Detailed methodical data
analysis. Findings detailed
and consideration to
limitations and surprises
of the study. Future
research
recommendations.

Yes Unclear Yes Yes Insider research role
discussed. Research
design carefully thought
out plus awareness of
enabling practices in mind
given nature of ME/CFS
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Sanchez

2019

Ytre-Arne

2016

illness. Awareness of
researcher presence and
implications of this. Data
analysis is not explained in
any great detail. Findings
clear but backed by
minimal qualitative data
in form of example. Value
of research for
reconsiderations of health
profs to shift social
constructions of illness
and facilitate change in
practice. Importance of
supportive communities
as strategy.

No justification of research
design but detailed
description of the process.
Researcher bias risk not
mentioned. Data analysis
explained. Good
discussion of findings in
relation to research
questions. Implications of
new knowledge stated
but no future research
suggested.

Detailed inclusion criteria of
participation selection and
good consideration of the
ethics of illness limitations
but no details of analysis
of data. Researcher bias
not mentioned. Meaning
of findings in wider
dominant narratives of
society discussed.
Transferability of results
not mentioned.
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