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Abstract 

Background: Fibromyalgia (FM) is a debilitating, often stigmatized disorder of unknown 

origins characterized by chronic widespread pain, fatigue, sleep difficulties, cognitive 

dysfunction, and mood symptoms.  Patients anecdotally describe online peer support 

groups (OPSGs) as invaluable sources of information and support but others have 

expressed concern OPSGs may have iatrogenic effects.  Although three studies have 

examined pre-social media FM OPSGs, limited information about their discussion 

content and potential utility as a mental health resource is available.  

Method: Accordingly, the current project endeavoured to explore what is discussed in 

contemporary OPSGs (Study 1) and whether this content aligns with a recommended 

psychological treatment for FM (Study 2). In Study 1, discussion content from three 

Facebook FM OPSGs was inductively examined using Thematic Analysis. In Study 2, the 

content was re-examined deductively using the psychological flexibility/inflexibility 

model underlying Acceptance and Commitment Therapy (ACT).   

Results: In Study 1, two themes depicting why group members participated in the OPSG 

(trying to understand FM, seeking/offering emotional support) and six themes 

underlying the reasons members seek informational and emotional support (fighting 

FM, learning to live with FM, struggling with identity, distressing thoughts and feelings, 

judgment, empowerment-seeking) were identified. Results of Study 2 indicated the 

OPSGs’ discussion content aligned more frequently and saliently with ACT’s 
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psychological inflexibility pillars rather than the psychological flexibility pillars, 

suggesting the discussions are often ACT-incongruent. 

Conclusions: This research enhances our understanding of why persons with FM often 

utilize OPSGs while concurrently highlighting key areas of need including psychological 

health that are likely being insufficiently addressed offline by existing health resources. 

Although patients’ efforts to address these needs including emotional and psychological 

distress via OPSGs exemplifies their resourcefulness and tenacity, the content 

encountered online may not consistently align with the principles of ACT, an evidenced 

based psychological treatment for chronic pain.  Clinically, these results suggest FM 

OPSGs provide validation, acceptance, and other aspects of foundational emotional 

support but may not be equipped to address more significant psychological problems. 
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Chapter 1: Overall Introduction 

1.1 Research Overview 

Online peer support groups (OPSGs) provide an ideal platform for those affected 

by controversial illnesses like fibromyalgia (FM) to offer and receive support and 

information from similarly affected peers with minimal threat of stigmatization. Social 

media sites, such as Facebook, have greatly facilitated the accessibility of OPSGs, 

connecting thousands of people with FM globally at little to no cost.  Individuals can 

electronically ‘log on’ at any time and from anywhere to discuss their symptoms, illness-

related experiences, or support needs.  In this way, OPSGs overcome many of the 

barriers that prevent persons with FM from engaging in formal interventions or 

treatment.  Despite the large number of such groups, however, very little research has 

explored what members discuss within the confines of these groups and whether these 

discussions promote or deter illness management and adjustment.  Thus far, only three 

published studies have explored the content of FM-specific OPSGs.  Two of these studies 

indicated group discussion focused on social connectedness (e.g., ‘chit chat’), as well as 

sharing support, information and personal experiences (Chen, 2012; van Uden-Kraan et 

al., 2008a).  In contrast, Barker (2008) found evidence of potentially harmful discussion 

topics (e.g., illness reification, derogation of professional expertise in favour of 

embodied knowledge) that may deter adaptive coping and adjustment. Although these 

findings provide some insight, their contributions to our understanding of what is 

discussed in FM OPSGs is compromised by significant methodological limitations (e.g., 
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use of a pre-established, non-FM coding scheme; use of computer automated linguistic 

analysis that identifies the most common words present in the data but does not 

provide information about how these terms are used).  Additionally, data from two of 

these studies (Barker, 2008; van Uden-Kraan et al., 2008a) were collected from internet 

users more than 10 years ago, before the proliferation of social media sites like 

Facebook.  Thus, the first goal of this dissertation was to conduct an inductive qualitative 

analysis of the nature of discussion occurring within FM OPSGs (i.e., themes embedded 

in the content posted by members; Study 1).  

Providing a more thorough, nuanced understanding of what is discussed in FM 

OPSGs is required to determine whether FM OPSGs may indeed be an accessible option 

for improving the well-being of patient populations.  While patients anecdotally describe 

these groups as invaluable sources of information, support, and social connection (Allen 

et al., 2016; Turner, 2017; van Uden-Kraan et al., 2008a; van Uden-Kraan et al., 2008b), 

researchers, health professionals, and patients have speculated that OPSG participation 

may be detrimental to persons with FM if they emphasize negative 

experiences/complaining, proliferate inaccurate medical information, or promote 

unhealthy coping strategies and noncompliance with treatment recommendations 

(Barker, 2008; Gupta & Schapira, 2018; Turner, 2017).  In spite of these concerns, no 

study to date has examined the extent to which FM OPSGs promote emotional well-

being and improved functioning. Therefore, the second goal of this dissertation (Study 2) 

was to determine whether there are aspects of the group that align with Acceptance 
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and Commitment Therapy (ACT) to promote acceptance of FM, a factor that has been 

linked to improved overall adjustment and wellbeing among persons with chronic pain.   

To accomplish the goals of this dissertation, a high degree of familiarity with the 

FM illness experience and common difficulties that might precipitate online information 

or peer support seeking was necessary.  Thus, to provide a sound basis for the inductive 

and deductive analyses (Studies 1 and 2), an extensive review of the literature was 

completed.  This review is divided into three main sections.  First, an overview of FM 

(i.e., incidence, core symptoms, comorbidity with mental health problems, current 

aetiological theories) and patients’ illness experiences (i.e., the physical, emotional, 

social, and occupational consequences) is provided.  This in-depth knowledge of the FM 

illness experience provides the background content needed to better understand and 

interpret content themes that arise in the FM OPSG discussions. 

Second, a review of currently recommended treatments for FM emphasizing 

growing evidence supporting the use of Acceptance and Commitment Therapy (ACT) as 

an effective psychological treatment for improving emotional well-being and functioning 

in persons with FM is provided.  In-depth review of this information is essential to 

understand treatment-related discussions (e.g., why certain treatments are 

recommended, difficulties associated with treatment adherence) that may occur within 

the OPSGs.  This review also provides the necessary information to validate using ACT’s 

underlying theoretical model (psychological flexibility) as the foundation for the 

deductive thematic coding scheme in Study 2. 
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Finally, a review of the scant available research examining the discussion content 

of FM OPSGs and potential costs and benefits of participation is provided to 

demonstrate the noteworthy gaps in the existing literature and how these will be 

addressed in the proposed dissertation research.  Review of this literature is also 

provided to emphasize the capacity to extend the psychological flexibility model to an 

online, peer-lead context, and to examine this theoretical model as a possible 

mechanism underlying the benefits (or costs) of OPSGs.  

1.2 Literature Review 

1.2.1 Fibromyalgia Definition and Prevalence Rates 

Fibromyalgia (FM) is a relatively common chronic, debilitating disorder affecting 

approximately 1.7% of North Americans (over half a million Canadians; Statistics Canada, 

2015; Walitt et al., 2015), the majority of whom are women (at a ratio of 4-5 women for 

each man diagnosed) over the age of 40 years (Branco et al., 2010; McNally et al., 2006; 

Rusu et al., 2015; Statistics Canada, 2015; Walitt et al., 2015).  Internationally, FM affects 

between 0.5 and 5.0% of individuals (mostly women), with the variation in rates due to 

how FM is assessed (e.g., which diagnostic criteria are used and whether the diagnosis is 

made on the basis of physician assessment or self-report; Branco et al., 2010; Choy et 

al., 2010).  The onset of FM is described very heterogeneously by those affected. Many 

describe a prolonged, slow, insidious onset (e.g., describe experiencing symptoms 

during their teens and throughout early adulthood), while others describe a more 

sudden onset following physical trauma or viral illness (e.g., car accident, Epstein-Barr; 
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Jacobson et al., 2015; Katz et al., 2012).  Individuals with FM typically report a 

heterogeneous constellation of persistent, unpredictable, and often evolving symptoms 

that, alone or in combination, cause significant functional impairment and reductions in 

quality of life (Arnold et al., 2008; Choy et al., 2010; Cunningham & Jillings, 2006; Sim & 

Madden, 2008).   

Widespread pain is the hallmark symptom of FM and is characterized as severe, 

persistent, distressing, and very disruptive in terms of individuals’ ability to complete 

daily tasks (Bennett et al., 2007; Choy et al., 2010; Park & Ryu, 2014; Rusu et al., 2015; 

Sim & Madden, 2008; Walitt et al., 2016).  Patients commonly describe FM pain 

sensations as aching, gnawing, burning, shooting, and cutting as well as unbearable, 

fear-inducing, and exhausting (Arnold et al, 2008; Hallberg & Carlsson, 2000; Sim & 

Madden, 2008; Sturge-Jacobs, 2002).  Severe fatigue and sleep problems (e.g., insomnia, 

nonrestorative sleep), reported by 40% and 56% of persons with FM respectively, are 

also core symptoms and are described by patients as overwhelming, inexplicable, 

irresolvable, and debilitating (Arnold et al., 2008; Choy et al., 2010; Cunningham & 

Jillings, 2006; Sim & Madden, 2008; Sturge- Jacobs, 2002; Walitt et al., 2016).  Cognitive 

difficulties, typically in the areas of concentration, problem solving, memory function, 

decision making, verbal expression, and abstract thinking are also common (Arnold et 

al., 2008; Choy et al., 2010; Reyes del Paso et al., 2012; Sallinen & Mengshoel, 2017; 

Sturge-Jacobs, 2002).  When asked, individuals with FM often describe their cognitive 

symptoms as brain or fibro fogginess or fuzziness and report feeling disturbed, 
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frustrated, impaired, and isolated as a result of their cognitive difficulties (Arnold et al, 

2008.; Choy et al., 2010; Hallberg & Carlsson, 2000; Sturge-Jacobs, 2002).   

Aside from these core symptoms, many individuals with FM also report 

experiencing additional somatic or mental health symptoms that may vary or evolve 

over time.  The variability in these symptoms contribute to FM’s classification as a 

syndrome (i.e., a condition associated with varying constellations of unexplained 

symptoms) rather than a disease (a term reserved for medical conditions with clearly 

defined origins).  Specifically, numerous individuals with FM report experiencing 

oversensitivity to sensory stimuli (e.g., lights, sounds, temperatures, odors), and 

intolerance to a range of dietary items (e.g., fast food, tomatoes), changes in barometric 

pressure or weather, and common chemicals found in cosmetics or household cleaners 

(Aaron & Buchwald, 2003; Arnold et al., 2008; Cöster et al., 2008).  Some individuals 

with FM also report migraines or headaches, joint pain, gastrointestinal problems (e.g., 

irritable bowel), vestibular problems, nausea, and muscle spasms (Aaron & Buchwald, 

2003; Arnold et al., 2008; Bennett et al., 2007; Choy et al., 2010; Kato et al., 2006).  

These associated symptoms can reportedly be quite distressing and disruptive on their 

own and can also exacerbate the distress and functional impairment resulting from the 

core symptom experiences (Choy et al., 2010; Sim & Madden, 2008).   

Mental health symptoms also detract significantly from quality of life for persons 

with FM (Consoli et al., 2012; Cöster et al., 2008; Jensen et al., 2010; Ozcetin et al., 

2007; Schaefer et al., 2011).  Existing research clearly indicates a high proportion of 

individuals with FM concurrently experience psychological problems, most notably 
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anxiety and mood disorders (Arnold et al., 2006; Fietta et al., 2007; Raphael et al., 2006; 

Tesio et al., 2018; Thieme et al., 2004; Walitt et al., 2015).  In fact, symptoms of 

depression (44-91%) and anxiety (42-100%) are so common among persons with FM 

that physicians and researchers (e.g., Maletic & Raison, 2009) are currently debating and 

exploring whether they share a common aetiology (Alok et al., 2011; Choy et al., 2010; 

Gota et al., 2017; Marcus et al., 2013; Schaefer et al., 2011).  More severe symptoms of 

depression or anxiety are associated with more severe FM symptoms (e.g., greater pain 

severity), greater functional impairment (e.g., less exercise, reduced social and 

occupational functioning), and even secondary physical health problems (e.g., obesity; 

Alok et al., 2011; Arnold et al., 2008; Gota et al., 2017; Ozcetin et al., 2007; Russell et al., 

2018; Thieme et al., 2004).  In terms of the co-occurrence of diagnosable mood and 

anxiety disorders, approximately 40% of individuals self-report having a concurrent 

mood disorder and 33-38% report concurrent anxiety (Bennett et al., 2007; Walitt et al., 

2016).  Research using more rigorous methodology (e.g., structured clinical interviews or 

psychometric data) to assess psychiatric conditions support similarly high rates of 

comorbidity: 19%-54% of persons with FM experience depression and 9.6%-38% 

experience one or more anxiety disorders (Arnold et al., 2008; Ciapparelli et al., 2008; 

Consoli et al., 2012; Cöster et al., 2008; Ozcetin et al., 2007; Raphael et al., 2006; Thieme 

et al., 2004).  Findings likely vary due to differences in instruments used, research design 

(e.g., inclusion/exclusion criteria), changes in diagnostic criteria and classification (e.g., 

removal of post-traumatic stress and obsessive-compulsive disorder from anxiety 
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disorders category), and sample characteristics (e.g., inpatient, outpatient, or 

community samples; Bernatsky et al., 2005; Hassett & Clauw, 2011).  

As noted previously, significant attention has been focussed on the relationship 

between mental health symptoms and FM with particular emphasis on depression as a 

possible predisposing, precipitating, or perpetuating factor in FM (Bernik et al., 2013).  

Presently, most researchers view the relationship between pain and depression as 

bidirectional (i.e., the development or worsening of pain precipitates the 

onset/exacerbation of depression or vice versa; Bondesson et al., 2018; Fishbain et 

al.,1997; Kroenke et al., 2011).  A review of the available literature suggests depression 

is often a consequence of living with chronic pain rather than its cause, although 

depression can predate the onset of pain, and depression and FM may share etiological 

pathways that predispose individuals to both conditions (Adams & Turk, 2018; Fishbain 

et al., 1997; Gota et al., 2017; Hassett & Clauw, 2011; Poole et al., 2009).  Living with 

constant pain and functional limitations over time could presumably lead a person to 

feel more irritable, sad, and hopeless, and challenge their capacity to remain interested 

in or enjoy formerly pleasant activities (which are also DSM-5 criteria for depression; 

American Psychiatric Association, 2013).  Nevertheless, research shows that, in some 

cases, depression may render individuals more vulnerable to developing chronic pain 

(Arnold et al., 2006; Bondesson et al., 2018; Carragee et al., 2005; Jarvik et al., 2005).  

Debate continues on this topic, with growing attention being focussed on changes in 

neurochemical activity (e.g., glutamate and dopamine signalling), cortical structures 

(prefrontal cortex, anterior cingulate cortex, amygdala), and cortical networks (e.g., 
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reward-motivation network, affective-motivational pain pathways) implicated in the 

aetiologies of both depression and chronic pain (see Doan et al., 2015; Gieseck et al., 

2005; Goesling et al., 2013).  Overall, current findings suggest a degree of multifinality or 

shared pathogenesis between FM and depression and helps to explain the significant 

overlap between DSM-5 criteria for major depressive disorder and core symptoms of FM 

(e.g., sleep difficulties, fatigue, diminished cognitive abilities; Adams & Turk, 2015; 

American Psychological Association, 2013; Doan et al., 2015; Goesling et al., 2013; 

Meerwijk et al., 2013; Eisenberger, 2012). 

1.2.2 Aetiological Theories for FM 

Over the past 100 years, researchers and clinicians have struggled to understand 

the pathogenesis of FM.  The vast majority of research exploring FM’s origins focuses on 

pain. This is logical given pain is the hallmark symptom of FM; however, a consequence 

of this focus is that very little research has explored the possible origins of other FM 

symptoms or of the FM syndrome as whole.  Initially, FM was labelled ‘fibrositis’ based 

on the belief that the widespread or localized pain, sensitivity to pressure, fatigue, and 

sleep problems reported by patients resulted from inflammation of fibrous muscle 

tissues (Gowers, 1904).  With insufficient evidence to substantiate this claim, World War 

I and II era researchers (e.g., Boland & Corr, 1943, Halliday, 1937) postulated fibrositis 

derived from severe psychological disturbance or dysfunction, an inaccurate hypothesis 

that continues to negatively influence many health professionals’ views on FM today 

(e.g., Hadler, 2006; Hadler & Greenhalgh, 2005; Mu et al., 2013).  In the 1970s, 

researchers began reconceptualising fibrositis as a myalgia (muscle pain) syndrome 
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rather than a peripheral inflammatory condition and later began exploring more 

centralized (i.e, central nervous system; CNS) causal explanations (Smythe, 1972; Traut, 

1968; Yunus et al., 1981).  Additional causal or moderating factors (e.g., genetics, 

infections, immune functioning problems, hypothalamic-pituitary axis dysregulation, 

hormonal imbalances, psychological trauma) have also been explored in recent years 

(for reviews, see Bazzichi et al., 2020; Clauw, 2014; Cohen, 2017; Sluka & Clauw, 2016).   

Today, FM’s origins remain largely unknown.  Among the theories proposed to 

explain FM pain, the most widely accepted and promising, albeit incomplete, aetiological 

explanation posits that most FM pain and some other symptoms occur because of 

maladaptive neuroplasticity mechanisms that sensitize the body to pain (Arnold et al., 

2016; Cassisi et al., 2014).  Pain sensitization is a relatively new field of research; 

consequently, there are significant gaps in our understanding of how and why 

maladaptive CNS sensitization occurs.  Nevertheless, preliminary progress exploring 

some maladaptive structural and physiological changes at the level of the spinal cord 

and brain have been observed.  At the spinal level, neurotransmitter dysregulation is 

believed to amplify or turn up the volume of the signals being received and processed by 

the dorsal horn(s), possibly prompting the brain of the individual affected to perceive 

pain where none is present (allodynia) or to perceive pain more intensely in response to 

painful experiences (hyperalgesia) - two commonly reported features of FM pain (Arnold 

et al., 2016; Ray, 2014; Sluka & Clauw, 2016).  At the brain level, pain processing 

engages hundreds of brain structures or ‘ignition nodes’ in unique patterns to produce 

the sensation, movement, emotions, and cognitive components of pain (Butler & 
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Mosely, 2013).  Research suggests ignition nodes (e.g., amygdalae, insular) in persons 

with central sensitization may undergo maladaptive neuroplastic changes that alter pain 

processing and affect regulation, both of which are important components of the pain 

experience (Burgmer et al., 2009; Kuchinad et al., 2007).   

Neurotransmitter dysregulation in pain ignition nodes of persons with FM may 

also render the brain’s pain processing system more likely to be erroneously activated 

by faulty information (e.g., bright lights, loud noises; Foerster et al., 2012; Gracely et al., 

2002; Harris et al., 2009; Truini et al., 2015).  The notion of faulty activation may 

therefore help to explain why many persons with FM report greater pain severity during 

times of high stress, sensory stimulation, poor mental/physical health, or even when 

imagining completing small movements (Butler & Mosely, 2013; Melzack, 1999).  

Presently, this research is still largely theoretical and does not offer a 

comprehensive explanation for the cause of all of the symptoms commonly associated 

with FM or the variation in symptom severity and presentation.  It is also important to 

note that very little progress has been made in determining why these maladaptive 

central sensitization changes occur in some individuals or how to reverse or treat them. 

Consequently, a large amount of confusion about what FM actually is, how it should be 

diagnosed, and what can effectively treat it continues to exist. This confusion renders 

patients more vulnerable to doubt, dismissal, and other forms of illness-related 

stigmatization by health providers and loved ones as well as difficulties securing social 

support.  Under these circumstances, patients with FM may be more likely to use online 

resources (e.g., OPSGs) to enhance their understanding of what is causing their pain.  
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Participation in an OPSG may also provide patients with FM social support that may not 

be available in-person due to stigmatization or other FM-related barriers to securing 

emotional/psychological support which are discussed later in this review.   

1.2.3 Secondary Consequences of FM  

1.2.3.1 Diagnostic Stigmatization.  Many individuals with FM report feeling 

relieved (at least initially) when they receive their diagnosis because it: 1) alleviated 

fears of malignancy or other life-threatening conditions; 2) confirmed the validity of 

their sickness and restored their credibility to some degree; 3) signaled a shift from 

trying to prove their illness status to instead focusing on exploring treatment options, 

self-management, and coping strategies; and, 4) permitted them to apply for social 

benefits and/or disability compensation (Asbring & Narvanan, 2002; Cunningham & 

Jillings, 2006; Hellstrom et al., 1999; Jutel, 2011; LaChapelle et al., 2008; Sim & Madden, 

2008; Wuytack & Miller, 2011).  Unfortunately, being diagnosed with FM is an arduous 

process that can span several years (Choy et al., 2010; LaChapelle et al., 2008).  Most 

patients report enduring batteries of tests and being dismissed by at least one physician 

during this period who attributed their somatic complaints to exaggerated normative 

experiences or psychological problems (Choy et al., 2010; Oldfield, 2013; Sim & Madden, 

2008; Sturge-Jacobs, 2002).  Encountering physicians who dismiss or question the 

legitimacy of FM symptoms or who attribute their presence to psychological causes may 

be explained in part by inadequate training in pain physiology and in the diagnosis and 

treatment of chronic pain or fatigue conditions in medical school or continuing 

education (Arnold et al., 2016; Hayes et al., 2010; Kaki & Hazazi, 2018; Mu et al., 2013; 
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Perrot et al., 2012).  Evidence supporting a lack of knowledge has been found in 

Canadian research, which indicates approximately half of all general practitioners and 

specialists do not adhere to existing diagnostic criteria for FM (Agarwal et al., 2017; 

Fitzcharles et al., 2013; Hayes et al., 2010). Internationally, physicians are even less likely 

to be aware of or use established diagnostic guidelines to diagnose and treat FM (Choy 

et al., 2010; Kaki & Hazazi, 2018; Mu et al., 2013; Perrot et al., 2012; Walitt et al., 2016).   

 With little understanding of FM’s pathophysiology and difficulties accessing and 

utilizing established diagnostic guidelines, it is unsurprising that most physicians view 

patients with FM as “time consuming” and “frustrating” (Hayes et al., 2010, p.387; 

Oldfield, 2013).  Medical students, nurses, and nursing students also assign lower pain 

ratings and have more negative attitudes towards patients with unexplained pain than 

those with pain substantiated by medical evidence (Chibnall et al., 1997; De Ruderre & 

Craig, 2016; De Ruddere et al., 2014).  These views likely contribute to FM’s low disease 

prestige among medical and even non-medical professionals (Album et al., 2017; Grue 

et al., 2015).  Album and colleagues (2017) explain that diseases that affect young 

patients and are localized, life-threatening, clearly and objectively diagnosed, quickly 

resolved using technology or active intervention, and do not result in disfigurement or 

helplessness (e.g., brain tumour) are awarded the highest prestige within Western 

culture.  High prestige diseases allow physicians to act in accordance with the ideals of 

medical culture (i.e., identify and treat them quickly to relieve patient suffering; Jutel, 

2011; Album et al., 2017).  In contrast, FM symptoms generally affect adult women, are 

widespread, nonlethal, impossible to test objectively (and thus possibly illegitimate), and 
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difficult to treat.  Accordingly, physicians consistently ranked FM as the least prestigious 

of 38 diseases in 1990, 2002, and 2014 (Album et al., 2017).   

Low prestige diseases such as FM are strongly associated with stigmatization, 

whereby individuals are degraded and deemed tainted because of a discrediting 

characteristic (Goffman, 1963).  Within the broader medical sociology literature, 

disease-related stigmatization is believed to derive from broad social evaluations that 

label medically unverifiable or ‘invisible’ conditions (i.e., illnesses which cannot be 

proven or observed using medical testing) as imagined or exaggerated and personally 

controllable (Grue et al., 2015; Jutel, 2011).  Labelling FM a psychiatric problem absolves 

the physician of responsibility for the patient’s continued suffering based on the belief 

that psychiatric problems can be controlled and reversed by the patient themself 

(Hadler, 1996; Jutel, 2011).  Thus, the illness and the patient are discredited, and the 

patient is held responsible for their inability or perceived unwillingness to control FM 

(Oldfield, 2013).  A patient who falls into this category is often viewed by society as 

having violated the ‘sick role’ code, where an individual deemed ‘legitimately ill’ is 

validated in their suffering and is released from social participation (e.g., work, family 

responsibilities) to recuperate (Grue et al, 2015; Mik-Meyer & Obling, 2012).  These 

pejorative evaluations promote negative attitudes and beliefs (e.g., negative stereotypes 

labelling the individual with FM inept at living, a whiner/complainer, lazy) and facilitate 

stigmatization and discrimination of the illness as well as the patient’s integrity (Asbring 

& Narvanen, 2002; Corrigan & Penn, 1999; Mik-Meyer & Obling, 2012).   
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In addition to the low medical prestige of FM, several other illness and non-

illness related factors can lead persons with FM to encounter skeptical attitudes and 

stigmatization.  First, because there is no diagnostic medical test for FM, persons with 

FM have no way to prove the existence or severity of their symptoms (Armentor, 2017; 

Wolfe et al., 2010; 2016).  The inconsistent, unpredictable nature of symptoms and their 

fluctuating severity may further exacerbate skepticism or outright disbelief in FM 

patients’ claims, especially when symptoms appear with no logical cause (Adams & Turk, 

2015; Cunningham & Jillings, 2006; Oldfield, 2013; Russell et al., 2018).  Second, most 

persons with FM appear outwardly healthy and able-bodied rather than ill or disabled 

due to the invisible nature of pain and other common FM symptoms (Adams & Turk, 

2015; Cunningham & Jillings, 2006; Oldfield, 2013; Russell et al., 2018; Sim & Madden, 

2008; Söderberg & Lundman, 2001).  This leads others to question the veracity of FM 

patients’ somatic complaints.  For instance, an individual with FM in Russell and 

colleagues’ (2018, p.510) study reported being asked by a doctor: “How are you in pain, 

you don’t look in pain?” Finally, the disproportionate number of women versus men 

diagnosed with FM has led to FM being unofficially labelled a women’s problem 

associated with being mentally unstable or “hysterical” (Armentor, 2017; Japp & Japp, 

2005; Jutel, 2011; Undeland & Malterud, 2007).   

Unfortunately, stigmatizing beliefs that attribute FM to mental instability remain 

fairly prolific.  Current studies indicate a substantial portion of health providers, 

including rheumatology and pain specialists, continue to believe FM is a mental health 

condition despite substantial evidence of biological involvement (reviewed in the 
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sections above).  In Canada 30% to 55% of rheumatologists identified FM as a 

psychosocial or psychosomatic illness rather than a physiological condition, less than 

half believed FM had the capacity to cause disability worthy of financial compensation, 

half indicated they may refuse to accept referrals of patients diagnosed with FM, and 

30% routinely consider referring FM patients to psychiatric services for treatment 

(Agarwal et al., 2017; Ghazan-Shahi et al., 2012).  A separate study found 23% of general 

practitioners and 12% of medical specialists believed persons with FM are malingerers 

(Hayes et al., 2010).  Similar stigmatizing attitudes have been documented across 

medical specialties and cultures (Mu et al.  2013; Perrot et al., 2012).   

Research suggests patients are aware of these negative beliefs and often feel 

stigmatized by medical professionals (Arnold et al., 2008; 2016; Cunningham & Jillings, 

2006; Kool et al., 2009; Oldfield, 2013).  Qualitatively, individuals with FM report feeling 

stereotyped as complainers or malingerers, feeling disliked, disbelieved, or dismissed by 

their physician, and experiencing more difficult doctor-patient relationships (Armentor, 

2017; Arnold et al., 2016; Homma et al., 2018; Undeland & Malterud, 2007).  Further 

complicating the patient-physician relationship is the fact that social, legal, and 

economic (e.g., disability compensation) acceptance hinges on an illness being validated 

by the medical community. Thus, patients with FM may feel obligated to seek 

legitimization from the medical community to counter stigma experienced at home, and 

to gain access to much needed social resources like disability compensation (Japp & 

Japp, 2005). Indeed, many persons with FM report persistently high levels of health-care 

usage (Choy et al., 2010; Walitt et al., 2015; 2016).   
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FM-related stigmatization is also commonly encountered outside physicians’ 

offices, with family, friends, and coworkers (Arnold et al 2008; Kool et al 2009; Russell et 

al., 2018).  Like medical professionals, people close to persons with FM may doubt the 

veracity of patients’ somatic complaints and even blame patients for their suffering (e.g., 

being told by family member, “I think you like to be sick”; Adams & Turk, 2015; 

Armentor, 2017; Arnold et al., 2008, p.118; Hellstrom et al., 1999).  One woman with FM 

summarized these sentiments well when she described her experience in this way: “It’s 

very difficult because you look fine…it’s hard for them to accept that you do have this 

difficulty.  If you have a broken leg and it’s in a cast, then your family doesn’t expect you 

to get up and clean house, and do dishes, and run five miles.  When you look perfectly 

healthy, it’s hard for them to accept that there’s anything wrong with you” (Armentor, 

2017, p.469).  This comment also emphasizes how the lack of public awareness about 

invisible illnesses like FM necessitates patients’ efforts to explain their illness and 

experience to others – an added burden that may involve more disclosure than patients 

might be comfortable with (Thomas & Hamilton, 2014). Individuals with FM also report 

feeling stigmatized by coping suggestions made by others (e.g., “wouldn’t you do better 

to just get up, get dressed, get on with your day”; Armentor, p.468; Kool et al., 2009).  

These unwanted suggestions were generally perceived as hurtful, frustrating, and 

pejorative (Amentor, 2017; Kool et al., 2009).   

Collectively, stigmatizing experiences tend to result in feelings of frustration, 

isolation, loneliness, depressive symptoms, and a lack of perceived social support 

(Adams & Turk, 2015; Armentor, 2017; Kool & Geenen, 2012; Thieme et al., 2004).  
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Stigmatization experiences have also been associated with poorer perceived physical 

health, delayed or excessive medical help-seeking, poorer mental health, and decreased 

quality of life and dignity in patients with FM (Choy et al., 2010; Homma et al., 2018; 

Kool et al., 2013; Lobo et al., 2014; Undeland & Malterud, 2007).  Some research also 

indicates social rejection increases perceived pain severity, possibly due to activation of 

brain structures that are shared with pain processing (e.g., anterior cingulate cortex; 

Eisenberger, 2012; Eisenberger et al., 2006; Homma et al., 2018; Lobo et al., 2014; 

Undeland & Malterud, 2007).  Collectively, these findings indicate stigmatization can 

take a heavy toll on individuals’ mental and physical health.  

Persons with FM report responding to stigmatizing encounters in many different 

ways including hiding their symptoms or diagnosis, withholding information about 

certain aspects of their illness, investing efforts in maintaining ‘healthy’ identities, and 

avoiding others to reduce the risk of exposure to negative attitudes or beliefs about FM 

(Armentor, 2017; Arnold et al., 2008; Asbring & Narvanen, 2002; Schaefer et al., 2005; 

Sim & Madden, 2008; Sturge-Jacobs, 2002; Wuytack & Miller, 2011).  Some appear to 

invest resources in proving the legitimacy of their illness and restoring their moral 

integrity (Asbring & Narvanan, 2002; LaChapelle et al., 2008; Newton et al., 2013).  In 

the face of such stigmatization, it is not surprising that many individuals turn to OPSGs 

as a source of validation and emotional support.  Specifically, OPSGs may provide a safe 

environment for persons with FM to discuss their symptoms and experiences of 

stigmatization openly with others who can relate and respond empathically.  Moreover, 

OPSGs may be an especially valuable resource for persons with FM who have resorted to 
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avoiding in-person interaction with others because of stigmatization.  For these 

individuals, OPSGs may reduce feelings of isolation and loneliness by facilitating social 

connections with non-judgmental others. 

1.2.3.2 Difficulties in Interpersonal Relationships. Stigmatization is one of many 

aspects of living with FM that can place significant strain on interpersonal relationships.  

In addition, individuals often report moderate difficulties fulfilling expected roles and 

responsibilities within the family (e.g., mother/father, wife/husband, breadwinner/ 

keeper of the home) because of their FM (Armentor, 2017; Arnold et al., 2008; Choy et 

al., 2010; Hellstrom et al., 1999; Lewandowski et al., 2007; Paulson et al., 2003; Snelling, 

1994; Söderberg & Lundman, 2001).  Furthermore, persons with FM frequently report 

neglecting lower priority family tasks (e.g., household chores) to conserve energy or 

being unable to complete common adult tasks (e.g., driving) because of FM (Armentor, 

2017; Arnold et al., 2008; Russell et al, 2018).  Consequently, family members and 

partners of persons with FM report shouldering more responsibilities both inside and 

outside of the home, and report feeling, at least at times, exhausted and lonely 

(Lewandowski et al., 2007; Paulson et al., 2003; Smith, 2003; Snelling, 1994; Söderberg 

& Lundman, 2001; Söderberg et al., 2003; West et al., 2012).  Patients also frequently 

report the unpredictability of their FM symptoms makes planning and attending work or 

social activities difficult (Arnold et al., 2008; Söderberg & Lundman, 2001).  As a result, 

family and friends may inadvertently exclude patients or their partners from social 

activities because of their inability to commit to future plans or frequent cancelling of 

plans, leaving patients and often partners feeling excluded and isolated from others 
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(Lewandowski et al., 2007; Smith, 2003; Snelling, 1994; Söderberg & Lundman, 2001).   

Isolation is one consequence of FM that can strain new or existing romantic 

relationships, possibly contributing to the high rates of relationship dissatisfaction 

reported by persons with FM (Marcus et al., 2013; Paulson et al., 2003).  Thus far, 

research suggests more severe FM symptoms, comorbid symptoms of mood disorder 

(e.g., depression), reduced functional ability, sexual dysfunction and loss of intimacy, 

and low partner supportiveness all negatively impact the relationship satisfaction of 

persons with FM (Collado-Mateo et al., 2018; Marcus et al., 2013; Reich et al., 2006; 

Söderberg et al., 2003; Steiner et al., 2010).  FM also appears to have a negative effect 

on relationship stability for many individuals.  Approximately half of the survey 

participants with FM in Marcus and colleagues’ (2013) large-scale online study indicated 

FM had caused mild to moderate damage to their romantic relationships or contributed 

to a break-up.  Similarly, Walitt and colleagues (2015; 2016) identified FM as a potential 

risk factor for divorce/separation in Americans, however, this finding was not replicated 

in a similar Canadian sample (Rusu et al., 2015).  One hypothesis for these differences 

hinges on differential access to health care.  FM may be more physically and financially 

burdensome in the U.S. than in Canada, where universal access to healthcare is 

guaranteed under the Canada Health Act (1984).   

Regardless of location, difficulties in relationships with partners/family/friends 

may prompt persons with FM to seek new relationships and support online.  OPSGs may 

be especially appealing because they offer members opportunities to connect and 

receive support from similarly affected peers at their convenience without the 
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commitments typically associated with face-to-face relationships (e.g., spending 

scheduled time together).  In an OPSG, members can log on at any time during the day 

or night to seek or offer friendship, connection, or support. This may be especially 

appealing to persons with FM who report feeling especially alone and vulnerable during 

the night when most friends/family are unavailable (LaChapelle et al., 2008).  Online 

peers may also respond more sensitively to the support needs of persons with FM than 

their in-person friends or family members do.  For example, they may be more willing or 

able to discuss FM symptoms and other common topics that can cause tension in 

relationships with partners/family members (e.g., financial stress, loss of functional 

abilities) in an empathic manner (Lewandowski et al., 2007; Snelling, 1994).   

1.2.3.3 Loss of Identity.  For many persons with FM, limitations that affect their 

capacity to uphold hobbies and valued roles, in particular those related to breadwinning 

and family responsibilities, signify a loss of status and value as well as a loss of one or 

more aspects of their identity (Russell et al., 2018; Sim & Madden, 2008; Wuytack & 

Miller, 2011).  In the wake of the many challenges and losses associated with FM, many 

individuals report feeling as though they are no longer the person they were before FM 

– an emotionally devastating experience consistent across many chronic pain conditions 

(Crump & LaChapelle, 2017; Russell et al., 2018; Smith & Osborn, 2007; Wuytack & 

Miller, 2011).  In the context of chronic illness or disability, the constant experience of 

symptoms and the need for lifestyle adaptation can decimate an individual’s ability to 

identify as a healthy person (Thomas & Hamilton, 2014).  Consistent with other pain 

populations, some persons with FM perceive these losses as a chance to redefine their 
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identity around their most meaningful values (e.g., family), while others evaluate their 

identity in the context of FM very negatively (Sharpe et al., 2013; Smith & Osborn, 2007; 

Russell et al., 2018; Wuytack & Miller, 2011).  Those who formulate a negative FM 

identity often report feeling useless or worthless, shameful, guilty, and frustrated by the 

limitations FM has imposed on their life and functioning (Arnold et al., 2008; Asbring & 

Narvanen, 2002; Hellstrom et al, 1999; Newton et al., 2013; Raheim & Haland, 2006; Sim 

& Madden, 2008; Smith & Osborn, 2007; Soklaridis et al., 2011; Wuytack & Miller, 2011), 

and report a desire to “go back to the way I was” (Russell et al., 2018, p 510).  

Furthermore, research indicates that identity loss and adoption of a negative identity in 

the context of a chronic pain condition (e.g., low back pain, FM) is associated with high 

levels of emotional distress, depressive cognitions, and self-isolating behaviours (Crump 

& LaChapelle, 2017; Russell et al., 2018; Smith & Osborn, 2007).  This research also 

indicates identity loss is a common, profoundly painful experience patients often have 

difficulty discussing with family/friends, though they emphasize this concern in 

qualitative research exploring the experience of living with chronic pain (e.g., Crump & 

LaChapelle, 2017; Russell et al., 2018).  Thus, it is possible patients have a strong desire 

to discuss identity loss and perhaps seek support relative to this difficult experience but 

only in a safe (e.g., empathic, escapable) environment.    

OPSGs may provide the ideal environment to facilitate these discussions for 

several reasons.  First, persons with FM may feel safer discussing this issue with similarly 

affected OPSG members than with family/friends who may be less willing or able to 

understand their experience.  Second, persons with FM can log off or leave (i.e., escape) 
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the OPSG whenever they desire with no obligation to return to the group or continue a 

discussion.  Third, most OPSGs allow members to retain a relative degree of anonymity 

within the group which may help members to feel less self-conscious or vulnerable 

when discussing difficult or sensitive topics.  Collectively, these features of OPSGs may 

make them the ideal setting for persons with FM to discuss identity loss and other 

important topics (e.g., loss of functional abilities) that can severely impact quality of life.   

1.2.3.4 Diminished Physical Health and Functioning.  FM can cause severe 

functional limitations that affect multiple life domains, significantly reducing quality of 

life.  In a Canadian FM sample, approximately 50% of community members with FM 

rated their level of functional impairment as ‘severe’, three-quarters reported their 

activities were limited by FM, and one-third reported needing help with tasks (Rusu et 

al., 2015).  Studies in other geographic regions also indicate FM has a strong impact on 

physical mobility and functionality (Choy et al., 2010; Walitt et al., 2015).  For instance, 

Walitt and colleagues (2015) found approximately 7% of individuals with FM experience 

“much difficulty or being unable to walk ¼ mile”, 39% report “much difficulty or being 

unable to climb stairs”, and 8% report “much difficulty or being unable to complete self-

care tasks” (versus 1%, 5%, and 1% of the general population, respectively).  Functional 

limitations associated with FM are independently distressing and persons with FM 

report feeling betrayed or at war with their own body (Raheim & Haland, 2006; Russell 

et al., 2018).  Difficulties learning to live with and manage FM may also be complicated 

by comorbid health problems.  On average, individuals with FM are diagnosed with 

between two and three comorbid health conditions (e.g., irritable bowel syndrome, 
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arthritis, hypertension, diabetes, obesity, psychological conditions) that cause additional 

functional impairments and distress (Adams & Turk, 2015; Arnold et al., 2008; Bennett 

et al., 2007; Bernatsky et al., 2005; McNally et al., 2006; Rusu et al., 2015; Walitt et al., 

2015; 2016).  For instance, two independent research teams (Canadian and American) 

recently concluded that obesity likely exacerbates the severity of FM symptoms (Rusu et 

al., 2015; Walitt et al., 2015).  These comorbidities increase persons with FMs’ usage of 

physician services and negatively impact self-perceptions of their overall health 

(Bernatsky et al., 2005; Rusu et al., 2015).  

Adjustment to the severe functional limitations and additional health problems 

commonly associated with FM is generally characterized as being very difficult both 

emotionally and physically (Russell et al., 2018; Sim & Madden, 2008).  Accordingly, 

persons with FM may seek support, information about their physical symptoms, or 

advice regarding coping with limitations throughout this adjustment process from others 

with FM.  Online support (e.g., OPSGs) may be the easiest, most accessible option for 

meeting these needs because resources can be accessed 24 hours a day from the 

comfort and convenience of home. This may be especially true for persons with FM 

experiencing mobility difficulties (e.g., difficulties walking, climbing stairs) who may 

understandably prefer to access support from home. 

1.2.3.5 Occupational and Financial Implications.  Health-related functional 

limitations negatively impact many persons with FM’s ability to work and consequently 

their financial well-being.  In the U.S., approximately 50-60% of individuals with FM 

report not being able to work due to health-related functional limitations (Walitt et al., 



25 

2015; 2016).  This number is lower in countries outside the U.S. (including Europe, 

Mexico, and South Korea) with only 22% of patients reporting they were unable to work 

as a result of their FM (Choy et al., 2010). Choy and colleagues also found, however, that 

25% of patients reported being able to work only sometimes, 34% reported their career 

trajectory had been negatively impacted, and 18% reported losing a job due to FM.  

When asked, persons with FM attribute work-related difficulties mostly to physical 

limitations and exhaustion, but also reported that high stress and difficulties with peers 

often made continuing employment difficult (Wuytack & Miller, 2011).   

Financial and emotional stress associated with job loss or reduced capacity to 

work is further exacerbated by the difficulties persons with FM commonly experience 

accessing disability benefits.  In Canada, access to government or workplace-based long-

term disability assistance is exceedingly challenging for persons with FM and has been 

described as punitive and discriminatory (Abbas, 2016; Lightman et al., 2009). Similarly, 

in recent years only 28.1% of the 41.3% women and 32.4% of the 71.3% of men with FM 

who could not work due to their health qualified for Social Security disability payments 

in the U.S. (Walitt et al., 2015). Under these circumstances a substantial portion of 

individuals with FM find themselves unable to work and without access to any disability 

income, while others may struggle to uphold financial obligations (e.g., housing, 

transportation costs) on a reduced budget provided by government disability assistance 

programs, family, or workplace long-term disability. 

Additional out-of-pocket costs incurred by FM further contributes to financial 

stresses reported by patients, especially in countries without universal or socialized 
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health care (Bennett et al., 2007; Choy et al., 2010; Skaer, 2014).  For example, 54% of 

patients with FM in Choy and colleagues’ multi-country study indicated they regularly 

spent money on medical care and 33% reported paying others in exchange for help with 

daily activities.  Similarly, 74% of the large, predominantly American sample in Bennett 

and colleagues’ (2007) study reported spending $100 per month or more related to FM 

management.  These mounting costs can be substantial, resulting in difficulties financing 

medical care and possibly resulting in having to go without treatments that may help 

lessen the severity of their symptoms (Adams & Turk, 2018).   

 Under these circumstances, access to formal sources of information and 

emotional support (e.g., counselling) may be cost prohibitive.  OPSGs, which can be 

accessed freely at any time using either private or public internet access (e.g., at coffee 

shops, libraries), may provide a cost-effective way for persons with FM to seek and share 

information, support, and advice that may in turn help improve their emotional and 

functional well-being without incurring any additional financial burden.   

1.2.4 FM Interventions 

Given there is currently no cure for FM, treatment guidelines instead 

recommend a multimodal approach that incorporates pharmacological, exercise, and 

psychological therapies alongside patient education with the goal of improving patients’ 

coping, emotional/physical functioning, and quality of life (Arnold et al., 2012; Bernardy 

et al., 2018; Fitzcharles et al., 2013; Macfarlane et al., 2017).  Ideally, every patient 

would receive multimodal treatment for FM; however, in reality most patients do not 
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have access to all of the recommended components.  In Canada, for instance, 

psychological services for FM are typically only available through Medicare at major 

health or rehabilitation centers in major cities. Most Canadians must therefore access 

psychological services through the private sector at significant expense, which makes 

these services inaccessible for many if not most persons with FM. Consequently, it is 

difficult to gage the effectiveness of treatment for FM in general because patients tend 

to have unique treatment profiles based on their symptoms, geographic location, and 

access to resources. 

1.2.4.1 Biomedical Treatments. Medication is the most common treatment used 

to manage FM symptoms. Commonly used medications include prescribed (66%-70%) or 

over the counter analgesics (36%-66%), sleep medication (28%-52%), antidepressants 

(40%-63%), and anxiolytics (44%; Bennett et al., 2007; Bernatsky et al., 2005; Choy et al., 

2010; Gota et al., 2017; Walitt et al., 2015).  Recommended frontline treatments for FM 

in North America include serotonin norepinephrine reuptake inhibitors (e.g., the 

antidepressants milnacipran or duloxetine) for pain and anxious/depressive symptoms 

and anticonvulsant medications (e.g., pregabalin) to treat pain, sleep dysfunction, and 

anxiety. Medications from both classes are only mildly-moderately effective (e.g., 6.1% 

relative improvement in pain over placebo, 2.5% relative improvement in fatigue or 

sleep problems; Agarwal et al., 2017; Arnold et al., 2012; Bernik et al., 2013; Borchers & 

Gershwin, 2015; Häuser et al., 2012; Tzellos et al., 2010; Welsch et al., 2018).  While FM 

patients are often prescribed (or illicitly access) other types of medications including 

cannabinoids and opiates (13% and 28%-32% of patients report using these respectively; 



28 

Bennett et al, 2007; Ste-Marie et al., 2012), preliminary evidence indicates these 

medications are only be mildly effective for managing pain and sleep dysfunction (e.g., 

Bennett et al., 2007; Skrabek et al., 2008; Ware et al., 2010). As a result, they are not 

among first-line medications recommended for the treatment of FM (Agarwal et al., 

2017; Borches & Gershwin, 2015; Fitzcharles et al., 2013; Hylands-White et al., 2017).  

Overall, despite the high use of medications within FM populations, evidence 

from patient trials indicates pharmacotherapy is only somewhat effective at improving 

symptom severity and quality of life and only for some individuals with FM (e.g., 4.6% 

relative improvement in quality of life versus placebo; Arnold et al., 2018; Borchers & 

Gershwin, 2015; Häuser et al., 2014; Uceyler et al., 2013; Welsh et al., 2018).  In 

addition, medication side effects appear to be problematic for many persons with FM, to 

the extent that a significant minority cease using medications or only use them 

sporadically (Arnold et al., 2008; Häuser et al., 2014; Uceyler et al., 2013; Welsh et al., 

2018; Wolfe et al., 2013).  Due to the limited effectiveness and adverse side effects of 

pharmacotherapy, many persons with FM supplement or replace pharmacotherapy with 

other forms of biomedical treatments, including hot/warm pack application (74%), cold 

therapy (e.g., ice packs; 30%), chiropractic manipulation (30%); trigger point injections 

(21%), transcutaneous electrical nerve stimulation (TENS; 21%), and biofeedback (6%; 

Bennett et al., 2007).  Despite their frequent use, these treatments are not 

recommended as FM treatments by current medical guidelines due to either insufficient 

evidence supporting their efficacy or evidence they are ineffective for FM (Fitzcharles et 

al., 2013; Macfarlane et al., 2017). 
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 One of the three available studies examining FM OPSGs suggest biomedical 

treatment, in particular medication, is commonly discussed by group members (Chen, 

2012).  This research, however, did not provide any information regarding the nature of 

these discussion (e.g., favourable/unfavourable, information-based, focused on side-

effects).  Theoretically, OPSGs may provide an ideal platform for individuals with FM to 

discuss and share information about biomedical treatment options, or perhaps seek or 

share advice regarding their treatment.  With such limited information about the 

content of these discussion, it is difficult to determine whether this use of OPSGs could 

be considered helpful or not. 

1.2.4.2 Exercise.  Currently, physical exercise is the only approach with sufficient 

research and proof of effectiveness to be endorsed in national and international 

treatment guidelines (Fitzcharles et al., 2013; Häuser et al., 2010; Macfarlane et al., 

2017).  Although movement-based therapies are generally recommended or prescribed 

as a standard part of FM treatment, it is unclear whether these recommendations are 

accompanied with patient education regarding the importance of persistent adherence 

and planning and pacing (i.e., not overdoing) exercise in the context of FM (Agarwal et 

al. 2017; Choy et al., 2010; Fitzcharles et al., 2013; Häuser et al., 2010; Hylands-White et 

al., 2010; Macfarlane et al., 2017).  Qualitatively, most patients with FM report 

significant difficulties adhering to exercise recommendations (Sim & Madden, 2008; 

Russell et al., 2018). This may be because many persons with FM adopt one of two 

problematic approaches to exercise that precipitate exercise-related fears (Nijs et al., 

2013; Russell et al., 2018; Vlaeyen & Linton, 2000).  Some persons with FM appear to 
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approach exercise as their ‘old self’ without adjusting their expectations for what is 

feasible in the context of FM (Russell et al., 2018).  These individuals attempt to 

complete exercises that exceed their current ability level, resulting in noteworthy 

increases in pain and fatigue and, for some, a learned fear of exercise that promotes 

nonadherence (Arnold et al., 2008; Clark et al., 2001; Nijs et al., 2013; Russell et al., 

2018).  Other persons with FM may develop a fear of exercise based on the imagined 

painful consequences of increased activity, engendering resistance to attempt any 

physical activity (Russell et al., 2018). Ultimately, existing research indicates as many as 

40% of patients with FM demonstrate high levels of movement-related fear that is 

associated with greater perceived disability, more depressive symptoms, and more 

activity avoidance (Turk et al., 2004).  Although some research suggests exercise is 

discussed in FM OPSGs (Chen, 2012), it is unclear whether exercise-related fear and 

resistance is promoted or challenged in these discussions. Generally, researchers 

suggest psychological treatment for patients with exercise-related fears, distorted 

perceptions of disability, and willingness to experience small increases in pain in 

exchange for participation in valued activities may be the best way to increase exercise 

adherence and improve patient quality of life (Nijs et a., 2013; Turk et al., 2004).  

1.2.4.3 Psychological Interventions.  Psychological treatment targeting 

maladaptive coping strategies and mental health symptoms is an important part of 

multi-component treatment for FM (Fitzcharles et al., 2013; Kia & Choy, 2017).  A 

significant body of research shows that a patient’s coping style, usually classified as 

either active/approach or passive/avoidant, is a key determinant of emotional well-
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being, physical functioning, and successful adjustment to life with a chronic condition 

(Stanton et al., 2007).  Active coping is broadly characterized by efforts to approach or 

take control of a stressful situation by either changing how the stressor is perceived or 

by changing the stressor itself (Brown & Nicassio, 1987).  In the context of chronic pain, 

active coping involves marshalling internal resources to control aspects of pain that can 

be controlled (e.g., adherence to treatment recommendations, engagement in activities 

that distract attention from pain) and is associated with better long-term patient 

outcomes (Adams & Turk, 2018; Brown & Nicassio, 1987; El-Shormilisy et al., 2015; 

Hallberg & Carlsson, 2000; Juuso et al., 2013). 

Unfortunately, extant literature indicates active coping strategies are utilized less 

commonly than passive coping strategies by individuals with FM (Baastrup et al., 2016; 

El-Shormilisy et al., 2015).  Passive strategies generally embody a helpless, pessimistic 

approach to symptom management that promotes fear and avoidance of activities that 

are perceived to elicit pain (whether they do in actuality or not) and that concurrently 

undermines coping self-efficacy - an important determinant of adjustment to illness and 

mental well-being that is especially low among persons with FM (Adams & Turk, 2018; 

Beal et al., 2009; Cameron et al., 2018; Edwards et al., 2006).  Catastrophizing, 

characterized by the tendency to perceive a present or future situation as overly 

negative, is among the most commonly endorsed strategies used by persons with FM 

and is associated with increased feeling of helplessness, rumination, more depression 

symptoms, increased symptom sensitivity and severity, and unjustly low treatment 

expectations (Baastrup et al., 2016; Edwards et al., 2006; Gracely et al., 2004; Hassett et 



32 

al., 2000; Quartana et al., 2009; Roelofs et al., 2003).  Other passive coping strategies 

such as hoping and praying for relief from pain, resting/waiting for symptoms to pass, 

and avoiding others are also commonly endorsed by persons with FM (Bennett et al., 

2007; Hallberg & Carlsson, 2000).  

 Maladaptive coping is one of several reasons persons with chronic health issues 

including FM are referred for psychological treatment, which typically targets replacing 

unhelpful coping strategies with more helpful active ones (among other goals).  A 

patient’s capacity for success in any psychological treatment program is determined by 

several factors including the client’s level of investment and commitment to self-

management strategies, the quality of the relationship formed between the treatment 

provider and client, and the appropriateness of the therapeutic approach used (Bohart 

& Tallman, 2010; Norcross, 2010).  Put simply, the patient must be ready and willing to 

discuss the problems they are facing and prepared to be accountable and implement 

changes (e.g., try new, active ways of coping with stressors) to improve their own well-

being.  Psychological treatment’s focus on self-management may serve as an obstacle 

for some patients with FM, particularly those who believe FM can only be treated by 

medical interventions (a passive coping approach; Barker, 2008).  This view can 

undermine clients’ expectations that psychological treatment can be helpful for FM, 

make them more resistant to adopting active coping strategies aimed at improving 

mental or physical functioning, and lead them to view a therapist’s expectations as 

unrealistic or ill-founded (Hylands-White et al., 2017).   
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 Barker’s (2008) study of one FM OPSG suggests these views along with other 

forms of support for passive coping may be commonly discussed by group members, 

possibly constituting an iatrogenic effect of OPSG participation.  In the absence of any 

follow-up research addressing this issue, however, it is not possible to determine 

whether this finding remains relevant today.  It is also possible that contemporary FM 

OPSGs promote more active rather than passive self-management coping views and 

strategies.  If this is the case, FM OPSGs may be more beneficial to persons with FM 

seeking to improve their coping or overall well-being, particularly those who are unable 

to access evidence-based psychological treatments that seek to improve coping and 

emotional/physical functioning such as CBT. 

1.2.4.4.1 Cognitive Behavioural Therapy (CBT).  Generally, CBT is best described 

as a present-focused, skills based therapeutic approach that strives, among other things, 

to improve coping self-efficacy by helping individuals learn to independently identify and 

challenge distorted thoughts and maladaptive behaviours to reduce emotional distress 

and functional impairment (Beck, 2011; Turk et al., 2011).  CBT is based on the 

theoretical understanding that an individual constructs and adjusts their concept of 

reality based on information collected and processed via internal (e.g., sensory, 

emotional, cognitive) and external (e.g., social, environmental) experiences (Beck, 2011).  

Over time, individuals develop information processing styles and interpretation 

strategies that help shape their ever evolving subjective view of self, others, and the 

world.  In some cases, individuals develop ways of processing information that generate 

unrealistic or maladaptive views and behavioural responses, resulting in psychological 
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distress and sometimes psychopathology (e.g., depression, anxiety; Beck, 2011).  

Through CBT clients are taught to recognize how these maladaptive thoughts and 

behaviours lead to unpleasant emotional experiences and subsequently learn skills (e.g., 

cognitive restructuring, behavioural activation) to help them identify and replace these 

thoughts and behaviours with more realistic, adaptive ones (Beck, 2011).   

In the case of FM specifically, maladaptive thoughts and behaviours related to 

pain or other FM symptoms can cause significant emotional distress and can contribute 

to mental and physical impairment (Hylands-White et al., 2017).  For instance, 

catastrophizing thoughts about pain (e.g., my pain is intolerable) typically generate 

feelings of helplessness and fear, and often promote avoidance behaviours like resting 

or self-imposed physical limitations that restrict opportunities to disprove and replace 

catastrophic thoughts with more realistic ones (e.g., my pain is unpleasant but 

tolerable).  By cognitively restructuring thoughts about pain (e.g., identifying and 

replacing unhelpful thinking patterns like catastrophizing with more adaptive thoughts) 

and challenging pain-maintaining behaviours (e.g., actively changing avoidance of 

physical activity to more adaptive exercise adherence), persons with FM can regain 

some perceived control over their symptom experience and the degree to which FM is 

perceived to be disabling (Hylands-White et al., 2017).  In this way, CBT does not address 

the physical sensations associated with FM per say, but instead aims to decrease 

maladaptive cognitive-behavioural responses to FM that foster increased emotional and 

physical distress (Turk et al., 2011). 
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In addition to cognitive restructuring and graded behavioural activation, many 

traditional multicomponent FM-CBT group programs incorporate patient education 

aimed at improving patients’ understanding of how FM and stress relate to symptom 

experience (Fitzcharles et al., 2013; Macfarlane et al., 2017; Okifuji & Turk, 2015; Pérez-

Aranda et al., 2017).  Research has shown that increased knowledge facilitates improved 

self-efficacy, which in turn promotes the use of more adaptive coping strategies (e.g., 

compliance with recommended exercise regimen), a healthier attitude and lifestyle, and 

improved functioning (Beal et al., 2009; Fitzcharles et al., 2013; Oliver & Cronan, 2005; 

Torres et al., 2009).  Many CBT programs for FM also include techniques (e.g., pleasant 

activity scheduling), skills training (e.g., sleep hygiene, problem solving) and increasingly, 

elements of Acceptance and Commitment Therapy (ACT; Bernik et al., 2013; 

Glombiewski et al., 2010).   

1.2.4.4.2 Evidence supporting the use of CBT. Since 2000, eight English language 

systematic reviews, two meta-analyses, and one Cochrane review have evaluated 

existing literature on the effectiveness of various psychological interventions (almost 

exclusively group based) in reducing functional impairment and distress in persons with 

FM (Bennett & Nelson, 2006; Bernardy et al., 2018; Glombiewski et al., 2010; 

Goldenberg et al., 2004; Pérez-Aranda et al., 2017; Sim & Adams, 2002; Thieme & 

Gracely, 2009; van Koulil et al., 2007).  Some of these reviews concluded CBT helps 

patients to improve emotional well-being, self-efficacy, and distorted thinking, which 

may in turn positively impact coping efforts as well as aspects of physical functioning 

and sleep (Bennett & Nelson, 2006; Bernardy et al., 2018; Goldenberg et al., 2004, 
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Glombiewski et al., 2010; Pérez-Aranda et al., 2017; Thieme & Gracely, 2009). Other 

reviews argued that CBT’s effectiveness could not be determined due to problems in the 

existing research (Sim & Adams, 2002) or concluded that CBT had a limited capacity to 

improve pain, disability, and mood (van Koulil et al., 2007).  Despite these conflicting 

conclusions, one consistent finding is that patients with FM who demonstrate high levels 

of psychological distress or difficulties coping with symptoms may benefit most from 

CBT interventions (Bennett & Nelson, 2006; van Koulil et al., 2007).  Overall, it appears 

CBT may be helpful for some persons with FM, particularly those experiencing 

heightened emotional distress, unrealistic or distorted thinking (e.g., catastrophic 

thoughts), and poor self-efficacy.  These reviews also clearly demonstrate, however, that  

the benefits of CBT are limited, effects are generally small1 (e.g., d= 0.2-0.5), and 

improvement requires significant investment on the part of the patient and service 

provider (Bernandy et al., 2018; Curran et al., 2009; McCracken & Vowles, 2014; Pérez-

Aranda et al., 2017; Williams et al., 2012).  

In addition, patients and clinicians have anecdotally expressed frustration with 

CBT’s focus on changing thoughts and behaviours.  In some instances, patients may 

experience tasks aimed at challenging distorted thoughts about FM (e.g., if I exercise, 

my pain will become unbearable) as invalidating, or interpret a therapist’s 

recommendation to consider the accuracy of their FM-related beliefs as stigmatizing.  

 
1 Consistent with recommendations by Cohen (1988), d values 0.2 and 0.5 are considered small, 
0.51 and 0.8 are considered medium, and values greater than 0.8 are considered a large effect 
size 
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This is understandable, given persons with FM often struggle to convince others their 

symptoms are legitimate and not imagined or psychological.  Clinicians experiencing 

these difficulties in their work with persons with pain in turn emphasize the lack of 

evidence demonstrating that confronting and changing (i.e., restructuring) pain-related 

thought content is strictly necessary for psychological improvement or recovery 

(McCracken & Vowles, 2014). Moreover, some clinicians have anecdotally described 

having difficulty addressing the realistic, normative distress patients experience as a 

result of their FM from a CBT standpoint.  At its core, CBT focuses on identifying and 

replacing maladaptive thoughts and behaviours with more realistic, adaptive ones (Beck, 

2011). In practice, many of the upsetting thoughts people with FM experience (e.g., I 

can’t perform at work as well as I did before I had FM; because of my FM, my family 

members have to take on some of my household responsibilities) are not unrealistic.  In 

fact, many of the thoughts people with FM experience that cause significant suffering- 

particularly those related to grieving functional and identity-related losses- are in fact 

realistic (Russell et al., 2018).  Likewise, identifying and replacing maladaptive 

behaviours (e.g., avoidance of exercise) is more complicated in the context of FM 

because these behaviours are motivated by the natural human desire to avoid physical 

pain.   

Questions pertaining to CBT’s suitability to meet the needs of persons with pain 

were further fueled by the introduction of research emphasizing the importance of 

accepting chronic pain (i.e., Hayes et al., 1999; McCracken, 1998; McCracken & Morley, 

2014).  In simple terms, researchers (e.g., McCracken & Morley, 2014) have applied 
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Hayes and colleagues’ (1999) Acceptance and Commitment Therapy (ACT) approach and 

its six core psychological flexibility pillars to the context of chronic pain.  This research 

generated the concept of chronic pain acceptance, characterized by an individual’s 

relinquishing efforts to control or avoid pain (pain willingness) and instead choosing to 

participate in activities consistent with his or her values (activity engagement).  Since its 

inception, research examining chronic pain acceptance clearly demonstrates it is an 

important, robust predictor of many positive patient outcomes including decreased 

physical and psychosocial disability, fewer symptoms of anxiety and depression, 

improved self-efficacy and resilience to invalidation, and less need for medical services 

or medications (Cameron et al., 2018; McCracken, 1998; McCracken et al., 2005; Vowles 

& McCracken, 2008).  Noting these findings, clinical researchers began exploring 

whether ACT could rival or surpass CBT as an effective psychological treatment for 

chronic pain conditions including FM. 

1.2.4.4.3 Acceptance and Commitment Therapy (ACT). ACT was introduced 

roughly 20 years ago as a third-wave therapeutic approach with some ties to CBT’s 

conceptual model (Hayes et al., 2012).  Since its introduction ACT has gained significant 

traction among chronic illness clinicians and researchers, particularly those working with 

persons experiencing chronic pain (Pérez-Aranda et al., 2017).   

ACT has roots in relational frame theory (RFT) which, like cognitive theory, 

implicates human language, cognition, and learning in the creation and maintenance of 

human behaviours and emotional well-being (Hayes et al., 2012).  Briefly, RFT proposes 

humans are especially adept at creating and retaining relational frames, defined as 
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arbitrary bidirectional cognitive relationships between events (Hayes et al., 2006).  

Relational frames underlie critical cognitive skills that are at least in part responsible for 

humanity’s evolutionary success, namely human verbal problem solving and reasoning 

(e.g., I feel afraid when I am in dangerous situations, therefore when I am in dangerous 

situations, I feel afraid; Hayes et al, 2006).  As humans, we compare and collate 

relational frames into cognitive networks (referred to as schemas by cognitive theorists) 

that shape our subjective understanding of the world (e.g., I feel afraid when I am in 

dangerous situations and I feel afraid when I feel pain, therefore pain is dangerous; 

Beck, 2011; Hayes et al., 2012).  RFT, however, uniquely suggests that once a relational 

frame is learned it cannot be unlearned; it is embedded to some extent in the 

individual’s mind.  That is, although cognitive networks can be expanded to include more 

helpful relational frames (e.g., my pain may hurt but is not indicative of ongoing physical 

harm), it is not possible to eliminate existing relational frames from the network entirely 

or to prevent new related unhelpful relational frames from developing (e.g., I can’t be 

happy when I’m in pain; Hayes et al., 2006; 2012).  Moreover, RFT suggests that efforts 

to directly change or eliminate a relational frame can emphasize its importance, 

promoting greater entrenchment or expansion of the problematic network (Hayes et al., 

2012).   

When contextual events activate distressing relational frames, people habitually 

apply problem solving skills to eliminate distress caused by the activation of maladaptive 

cognitive networks.  Unfortunately, this response frequently promotes behaviours (e.g., 

giving up cherished activities in the hopes of reducing pain/fatigue) that reinforce 
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illogical or unhelpful relational frames (e.g., I can’t be happy while I have pain) and 

promote avoidance of reminders that activate the relational frame, such as thoughts, 

memories, emotions, or physical sensations.  In Western culture, illness-narratives 

typically adhere to a problem-solving approach (i.e., diagnose, treat, cure), which is 

problematic in the context of chronic illnesses because it promotes investment in efforts 

to solve the problem (i.e., find a cure) rather than learning to manage the chronic 

symptoms (Hamilton & Thomas, 2016; Thomas & Hamilton, 2014).  In this way, highly 

adaptive cognitive strategies like reasoning and problem solving can generate relational 

frames that lead to rigid, maladaptive behaviours (e.g., behavioral adherence to cure-

based narratives) and experiential avoidance.   

Broadly, experiential avoidance involves an unwillingness and/or inability to 

tolerate contact with unpleasant or painful thoughts or feelings, and engagement in 

behaviours that seek to escape, avoid, or change contexts that cue painful experiences 

(Hayes et al., 2012; Prevedini et al., 2011).  Although avoidance of aversive experiences 

is not always harmful (e.g., avoiding roller coasters that elicit fear), there is a strong 

tendency among humans to overlearn and rigidly apply avoidance strategies in 

circumstances where avoidance is not effective and may even be harmful (e.g., attempts 

to avoid, escape, or modify chronic emotional or physical pain with alcohol).  One of the 

problems with avoidance is that it typically reinforces the provoking relational frame and 

prevents the individual from adding new, more adaptive relational frames to their 

cognitive network.  For example, a person with FM may think, ‘I have FM so if I try to 

exercise my symptoms will get worse and I’ll be even more useless.’ This thought is 
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comprised of several relational frames (e.g., I →FM; exercise→ FM symptoms worse; FM 

→ useless; I →useless) based on simple reasoning, that produce a pejorative self-

evaluation.  To disconnect from painful feelings of negative self-evaluation and avoid 

cueing the ‘I’m useless’ cognitive network, a person with FM may subsequently avoid 

exercise and reminders of exercise (e.g., friends that exercise).  Thus, as a consequence 

of the language and reasoning used in this context, a person with FM experiences two 

types of pain: the physical pain of FM and the emotional pain (suffering) inflicted by self-

deprecating thoughts and the loss of meaningful activities and relationships. 

Hayes and colleagues’ (2006; 2012) created ACT to help individuals live a full, 

meaningful life despite the inevitability of psychological pain.  To do this, Hayes and 

colleagues (2006; 2012) propose that individuals must develop psychological flexibility, 

characterized by engagement in the practice of mindful acceptance of painful in the 

moment experiences and commitment to values-based action and behaviour change.  

This concept lies in stark contrast to traditional Western illness-narratives that promote 

efforts to cure rather than adapt to painful experiences.  Psychological flexibility 

encompasses six core interacting therapeutic processes that underlie an individual’s 

capacity for optimal functioning and emotional well-being despite psychological/physical 

pain (see Figure one in Prevedini et al., 2011 for visual depiction).  In contrast, 

psychological inflexibility is described as an unwillingness or inability to adapt to new 

contexts.  The psychological inflexibility model demonstrates how cognitive processes 

(e.g., problem-solving, judgments) and other experiences (e.g., psychological/physical 

pain) can place restrictions on a person’s repertoire of responses, thereby creating 
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obstacles to behaviour consistent with improved health and quality of life (Hayes et al., 

2012; McCracken & Vowles, 2014).  In this way, rigidity causes undue suffering in the 

context of pain.  The six core interacting processes underlying psychological flexibility 

(and inflexibility) are further explicated, based on Hayes and colleagues (2012) 

descriptions, below. 

Contact with the Present Moment (Conceptualized Past and Feared Future):To 

experience and respond to changing contextual information, individuals must be 

consciously connected and engaged with their moment-by-moment experiences (Hayes 

et al., 2012).  This practice is largely synonymous with the practice of mindfulness.  

Directing attention to the present can be a difficult undertaking because many habitual 

cognitive processes (e.g., problem-solving, reflection, imagining) are past or future 

oriented.  These processes facilitate rumination about the past or worry about the 

future and promote behaviour that strives to respond to past or future circumstances 

rather than present ones.  Difficulty attending to the here and now is a hallmark of 

psychological inflexibility, and is associated with psychopathologies including anxiety, 

post-traumatic stress, and depression (Holman & Silver, 1998).  To improve 

psychological flexibility, therefore, individuals must learn to redirect their attention away 

from these automatic tendencies and instead focus on interacting with thoughts, 

feelings, and sensations in the present (Hayes et al., 2012).  

Cognitive Defusion (Fusion): The human ability to use language to construct (or 

reconstruct) past events, make judgments, or imagine future scenarios is a remarkable 

tool. Interpretation of these thoughts as facts rather than mere thoughts or words, 
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however, can lead a person to engage in behaviours aimed at avoiding aversive 

experiences that are not based in reality; they are based in the arbitrary, often illogical 

interpretations, judgments, and catastrophic predictions of the individual’s mind (Hayes 

et al., 2012).  The practice of cognitive defusion entails separating from the automatic 

assumption that our thoughts are logical, truthful, and valid, and focusing instead on 

learning to observe or ‘watch’ thoughts as an objective observer (Hayes et al., 2012).  

Cognitive defusion therefore creates space for individuals to make conscious values-

based decisions about how they will respond to in-the-moment contexts, rather than 

allowing their behavioural decision-making to be dominated by the desire to avoid fears 

that exist only as a product of individuals’ thoughts.  In the context of chronic pain, 

increased cognitive defusion has been associated with statistically significant 

improvements in social functioning and reduced depressive symptoms (Scott et al., 

2016). 

Acceptance (Experiential Avoidance): Generally, acceptance describes a 

willingness to experience unpleasant thoughts, feelings, or bodily sensations as they are 

without trying to modify, avoid, or escape them (the opposite of experiential avoidance; 

Hayes et al., 2012).  Acceptance is not tolerance, but rather entails voluntarily initiating 

or sustaining contact with unpleasant experiences or the contexts that cue them (i.e., 

willingness) and choosing to approach aversive experiences with an “open, receptive, 

and nonjudgmental posture” (i.e., psychological acceptance) based on one’s values 

(Hayes et al., 2012, p. 77).  In the context of accepting chronic physical pain, ACT’s 

acceptance dimension overlaps significantly with the concept of pain willingness, 
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defined as ‘disengaging from the struggle to control or avoid pain’ (McCracken et al., 

2004).  By practicing acceptance, individuals learn to acknowledge that experiencing 

physical/psychological pain is inevitable and avoiding it often incurs significant costs that 

can increase suffering (Hayes et al, 2012).  In the context of FM, for example, refusal to 

accept physical symptoms and consequent functional limitations could lead some 

individuals to misuse drugs or alcohol to avoid feeling pain, or to invest all available 

resources in trying to regain their pre-FM life.  Unfortunately, no amount of substances 

or resource investment will cure FM, and these experiential avoidance strategies are 

likely to make the individual feel even more isolated and emotionally distressed.  

Accordingly, being open to experiencing unpleasant sensations, thoughts, and emotions 

rather than struggling against them is associated with improved coping, self-efficacy, 

satisfaction with life, and less emotional and physical distress (Fish et al., 2013; 

McCracken & Gutiérrez-Martinez, 2011).  In the context of chronic pain, increased 

psychological acceptance has been associated with improvements in depressive 

symptoms, physical disability, and psychosocial disability (McCracken & Gutierrez-

Martinez, 2011). 

 Self-as-Context (Attachment to Conceptualized Self): This therapeutic process or 

dimension of psychological flexibility deals with aspects of self that contribute to self-

knowledge (Hayes et al., 2012).  People typically identify the self as the internal mental 

being that is constantly thinking, feeling, and sensing (Harris, 2019).  Hayes and 

colleagues refer to this as self-as content: the self that is derived from the content of our 

thoughts, feelings, sensations, and interactions with contextual information.  
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Accordingly, people construct their sense of personal identity based on their conceived 

roles, attributes, and other mental representations.  In this way, the self-as-content is 

essentially an identity based purely on a person’s unchecked, often biased thoughts 

(e.g., evaluations, beliefs, plans, judgments, memories) and the stories he or she 

generates to tie together and explain their experiences (Harris, 2019; Hayes et al., 2012).  

Attachment or ‘fusion’ to this conceptualization of self often leads people to adjust 

interpretations of events and even behaviour so that it is consistent with this self-view 

(Hayes et al., 2012).  This is especially problematic for persons with mental health 

problems (e.g., clinical depression), who often judge themselves in an overly negative 

light.  For example, the view of the conceptualized self as worthless makes it difficult for 

a person to recognize their valuable contributions without simultaneously admitting to 

being inconsistent – a threatening prospect (Harris, 2019).  Thus, the conceptualized self 

fosters distorted interpretations of contextual information, rigid adherence to a 

particular (and often biased) sense of self, and resistance to change (Harris, 2019; Hayes 

et al, 2012). In the context of an acquired disability or chronic illness, fusion with the 

conceptualized self may drive patients’ unrealistic hope to someday return to their ‘old 

self’ (Crump & LaChapelle, 2017). 

ACT strives to reduce fusion to the conceptualized self by helping people identify 

with their observing self, referred to as the self-as-context (Hayes et al., 2012).  Most 

people, particularly those in Western culture, do not identify with the observing self, 

that is the internal being that is both aware and bearing witness to the stream of 

thoughts, emotions, and physical sensations as well as responses to them that occur in 
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our moment-to-moment experiences without judgment (Hayes et al., 2012).  Developing 

the observer self implicitly involves developing perspective taking abilities, which allow 

for greater interpretive flexibility when processing contextual information as well as 

greater capacity for self- and other-directed compassion and empathy, and resiliency to 

prejudice and stigmatization (Harris, 2019; Hayes et al., 2012).  The observer self is also 

fundamentally disconnected from any conceptualized version of self, and thus is a 

continuous or persistent aspect of self that remains constant over time (Hayes et al., 

2012).  This is particularly important in the context of acquired chronic illness or 

disability, which for many people, threatens most if not all aspects of the conceptualized 

self (Yu & McCracken, 2016; Yu et al., 2015; 2017).  The urge to safeguard identity from 

threats is natural and profoundly important because our sense of self is what allows us 

to meaningfully connect the person we once were to the person we are now, and the 

person “we are on route to becoming” (Chandler & Proulx, 2006, p128; Heidegger, 

1953). Thus, identity allows us a sense of personal persistence across time. Losing sight 

of our past or future selves constitutes a crack in the lens through which we make sense 

of the world, potentially causing psychological distress and compromising our 

investment in our own well-being and longevity (Chandler & Proulx, 2006).  Illnesses like 

FM may challenge multiple attributes of a person’s conceptualized identity (e.g., 

healthy, athletic, breadwinner, super-parent), however, the observer self remains 

unaffected.  In this way, individuals with a well-developed observer self who are not 

fused to a conceptualized self can retain their sense of continuity across time and are 

better able to adapt their thoughts and behaviours to their new context (FM; Hayes et 
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al., 2012).  Recent research indicates that efforts to increase psychological flexibility can 

help decrease attachment to the conceptualized self among persons with chronic pain, 

facilitating better patient outcomes (e.g., less emotional distress and pain interference) 

and less perceived discord between an individual’s desired versus actual self (Kwok et 

al., 2016). 

Values (Lack of Values Clarity): Hayes and colleagues (2012) suggest that living 

according to one’s personal values, not socially dictated rules, is a core therapeutic 

process of psychological flexibility and a robust predictor of psychological well-being.  

Moreover, this focus on values is a key distinction between ACT and cognitive-

behavioural therapy which assumes a problem-solving, goal-based approach to inspiring 

behavioural change (Beck, 2011; Hayes et al., 2012).  Living in accordance with one’s 

values can take many forms and is not achievement driven (Harris, 2019).  That is, unlike 

goal driven behaviours there is no end-point that determines whether the value has 

been reached.  Instead, these values function as a guidance system, helping individuals 

choose behaviours that align with their chosen principles in life rather than behaviours 

that facilitate experiential avoidance or social compliance (Harris, 2019; Hayes et al., 

2012).  In this way, values clarity gives purpose to an individual’s willingness to 

experience unpleasant thoughts and feelings because these experiences are often 

necessary to remain faithful to one’s personal values (Hayes et al., 2012).  In the 

absence of values clarity, individuals are more susceptible to behaviours designed to 

avoid, escape, or modify aversive experiences (e.g., self-isolating, passivity, using 
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substances to numb unpleasant emotions) and are consequently more vulnerable to 

psychological problems including depression, anxiety, and addiction (Hayes et al., 2012).   

Committed Action (Inaction, Impulsivity, or Avoidance): This final therapeutic 

pillar entails choosing behavioural responses in one’s daily life that are congruent with 

one’s values.  As Harris (2019) writes, committed action involves “doing what it takes to 

live by our values even if that brings up pain and discomfort (p.11).” Committed action is 

essentially synonymous with the term ‘activity engagement’ used commonly in the 

chronic pain literature to describe the second key component of chronic pain 

acceptance (McCracken et al., 2004).  Under this core process, individuals must hold 

themselves accountable to their chosen path in life and apply behavioural skills in their 

daily lives to stay the course (Hayes et al., 2012).  Many of these skills overlap with those 

typically covered by cognitive behavioural or multicomponent psychotherapy programs, 

including behavioural activation (completing chosen behaviours regardless of motivation 

or emotional response), exposure and habituation to aversive experiences (e.g., 

attending social activities despite fears or stigmatization), goal-setting, distress 

tolerance, and assertiveness (Harris, 2019).  Taking responsibility for behaviours is 

especially important during “behavioural slips”, where extra effort is needed to take the 

steps to redirect oneself back onto the value-based course.  This is viewed as an 

essential part of an individual’s ongoing commitment to values-based action.  In the 

context of chronic pain, research indicates that increased engagement in committed 

action is associated with decreases in depressive symptoms (Scott et al., 2016).   
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Collectively, the practice of these psychological flexibility core components 

underlying ACT help individuals invest less in unsuccessful, counterproductive strategies 

to avoid, modify, or otherwise control physical/psychological pain and suffering (Hayes 

et al., 2012).  This is a critical distinction between ACT and CBT; ACT teaches individuals 

to accept physical/psychological pain rather than attempt to restructure thoughts and 

behaviours to reduce perceptions of pain (Beck, 2011; Hayes et al., 2012).  In addition, 

ACT promotes behaviours aligned with individuals’ life values (e.g., choosing spending 

time with loves ones despite pain over resting in hopes of reducing pain), which in turn 

improves quality of life (Hayes et al., 2012).   

1.2.4.4.4 Evidence for ACT. Thus far, research examining the efficacy and 

effectiveness of ACT interventions has, like CBT, focused almost exclusively on group-

based interventions.  Extant literature indicates ACT treatment programs have a 

moderate-large, enduring effect on persons with chronic pains’ perceived pain intensity, 

depression, anxiety, pain acceptance, physical disability, psychosocial disability, 

frequency of medical visits, and quality of life (McCracken & Gutiérerez-Martinez, 2011; 

Veehof et al., 2011).  Studies examining the impact of ACT specifically in samples of 

patients with FM have yielded similar results: ACT has a lasting medium-large positive 

effect on physical disability, quality of life, pain acceptance psychological flexibility, self-

efficacy, mental health (e.g., depression and anxiety), and pain intensity in persons with 

FM (Luciano et al., 2014; Wicksell et al., 2013). Further analyses indicate that improved 

psychological flexibility mediates improvements in many important outcomes like 

depression, anxiety, and functional abilities for patients with chronic pain conditions 
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including FM (McCracken & Gutiérrez-Martinez, 2011; Wicksell et al., 2013).   

Seeking to address the well-recognized issue of treatment accessibility for 

persons with pain (e.g., obstacles to transportation, access to trained providers, financial 

constraints), ACT researchers have recently begun exploring the viability of internet-

delivered ACT interventions for treating chronic pain conditions including FM.  Existing 

studies (including three RCTs) indicate online therapist-guided ACT can produce 

moderate to large effect size improvements in disability, fatigue severity, psychological 

flexibility, and impact of FM, and small to large effect size changes in anxiety, 

depression, coping strategies, pain acceptance and affective distress  that were stable at 

6 month follow-up in persons with chronic pain and FM specifically (Buhrman et al., 

2013; Ljótsson et al., 2014; Simister  et al., 2018; Trompetter et al., 2015).  In addition to 

being clinically effective, contemporary ACT researchers have also demonstrated that 

online or in-person ACT intervention programs can be cost effective – an important but 

often neglected consideration for clinical research (Ljótsson et al., 2014; Luciano et al., 

2017).  

ACT researchers have also recently begun to note potential factors that may 

influence the effectiveness of ACT interventions.  Thus far, researchers have emphasized 

degree of psychological distress as an important consideration (Ljótsson et al., 2014; 

Trompetter et al., 2015; 2016).  Specifically, Trompetter and colleagues (2016) suggest 

that self-directed interventions (e.g., interventions delivered online without face-to-face 

contact and its associated accountability) may overtax the limited psychological 

resources of individuals struggling with high levels of emotional or physical distress, 
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leading to nonadherence and dropout.  More intensive ACT programs (e.g., daily 

sessions, program duration of approximately 100 hours or more) also appear to have 

greater treatment effects (Baranoff et al., 2016; McCracken & Gutiérrez-Martinez, 

2011). 

Considering the growing evidence supporting ACT as an effective treatment for 

improving quality of life and well-being in patients with chronic pain, researchers have 

started to compare ACT and CBT programs in order to determine whether one is more 

advantageous than the other.  Results from these studies suggest CBT and ACT have 

similar effects on various patient outcomes at the time of treatment completion (Veehof 

et al., 2016; Wetherell et al., 2011; Williams et al., 2012). Despite these initial findings, 

however, further research suggests ACT is more advantageous for several reasons.  First, 

consistent with anecdotal reports that cognitive restructuring can be experienced as 

stigmatizing, patients with chronic pain found ACT to be more palatable and satisfying 

than CBT (Wetherell et al., 2011).  Second, ACT treatment effects may be more resistant 

to degradation and may in fact even increase over time (Veehof et al., 2011).  In 

accordance with these overall findings, the American Psychological Association’s clinical 

psychology division recently reported the evidence supporting ACT for chronic pain 

conditions is strong, indicating its status as an effective standard treatment for 

conditions like FM (APA, 2016).   

1.2.4.4 Problems of Access to Psychological Treatments for FM. Growth in 

research exploring online intervention delivery is especially encouraging given the 

external and patient-related obstacles that restrict persons with FMs’ access to 
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psychological services either in individual or group format.  These barriers are evident to 

some degree in most treatment studies.  For example, Bernatsky and colleagues (2005) 

indicated that a third of their community sample who passed initial telephone screening 

did not appear for their scheduled FM confirmation exam, resulting in their 

disqualification from study participation.  Although it is possible these individuals 

decided against participating, it is equally likely they experienced one or more access 

barriers. 

First among the external obstacles is proximity to service location.  In North 

America, most pain treatment centers or universities offering psychological 

interventions are located in major urban centers.  Consequently, individuals with FM 

who live in semi-rural or rural settings where housing and other living costs may be 

lower are forced to travel sometimes great distances to access these services (Cudney et 

al., 2002; van Koulil et al., 2010).  This presents a serious barrier to sustained 

participation, especially for individuals who cannot drive themselves or who live in 

geographical areas susceptible to adverse weather (e.g., significant snowfall).  

Participation in these programs is also restricted to a very small number of individuals 

who meet eligibility criteria for the program or study.  In reviewing the number of 

persons included versus the millions affected by FM, it is clear the potential demand far 

exceeds program capacity limitations.  In addition, program exclusion criteria can make 

programs inaccessible to persons with some mental or physical health problems (e.g., 

bipolar disorder, suicidal ideation, additional pain diagnoses), or who are unavailable at 

given times due to other commitments (e.g., work, medical appointments).  Financial 
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constraints, including the costs of travel to and from service delivery sites, the cost of 

psychological services which typically are not covered by socialized Medicare programs, 

or lost income due to time spent in the intervention can also hamper access to 

psychological services (van Koulil et al., 2010).  This is especially true for persons 

receiving disability compensation and the noteworthy number of persons with FM who 

are unable to work and whose disability compensation claims have been denied (Walitt 

et al., 2015; 2016).  Many persons with FM may also be poorly informed regarding the 

potential benefits of participation in psychological interventions.  Agarwal and 

colleagues (2017) found less than half the Canadian rheumatologists they surveyed 

recommended psychological intervention as a possible means of improving FM 

management, suggesting many persons with FM may leave medical provider offices 

unaware of the benefits of psychological services.  Those who do receive information 

regarding the utility of psychological treatment may subsequently struggle to find a 

clinician with relevant expertise and training to provide interventions deemed effective 

for FM (Goesling et al., 2013).  Finally, socially held beliefs that stigmatize persons who 

seek mental health services may make psychological interventions for FM less appealing 

and consequently less accessible. 

Patient factors can also impede access to psychological services.  FM symptoms 

themselves can constitute a serious barrier to participation in any planned activity 

including attending therapy appointments.  Given the high rates of pain-related fear in 

FM populations, it is possible individuals with FM may be reluctant to travel or attend in-

person psychotherapy if remaining in one position (e.g., sitting) for prolonged periods of 
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time is perceived to exacerbate pain (Turk et al., 2004).  Worries about the 

unpredictability of symptoms and concerns about having to frequently reschedule 

events may also prevent persons with FM from committing to regularly scheduled 

therapy appointments (Arnold et al., 2008; Soderberg & Lundman, 2001).  Furthermore, 

symptoms of comorbid mental or physical health problems (e.g., depression, anxiety, 

irritable bowel syndrome) may make travel to therapy and attendance itself difficult, 

unappealing, or anxiety-provoking especially at the beginning of therapy before 

experiential avoidance or coping skills can be addressed (Turner, 2017).  Finally, persons 

with FM struggling to prove the legitimacy of their symptoms may perceive a referral to 

psychological services as a sign of disbelief or invalidation (Sim & Madden, 2008).  Such 

perceptions are likely to engender resistance to accessing or participating in 

psychological interventions despite their known benefits.   

Existing research suggests internet technology can help reduce some of these 

barriers for persons with FM, for example, by removing the need to attend sessions in 

person and by allowing them to participate at more convenient times of day (Buhrman 

et al., 2013; Ljotsson et al., 2014; Trompetter et al., 2015).  Regrettably, availability of 

the resources required to administer these programs (e.g., therapists to guide the online 

intervention, funding) typically dictate when these programs are offered and limit the 

number of eligible individuals who can be admitted (e.g., only 41 women with FM in 

Ljotsson and colleagues’ (2014) study).  Moreover, program availability at this stage also 

appears contingent upon the availability and interest of a clinical researcher in a position 

to design and implement online treatment programs.  Given research-based programs 
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are generally only available for the duration of the study, many of these programs are 

unlikely to be available with any degree of consistency.  Noting the lack of accessible 

psychological services available for the millions of persons with FM, some clinical 

researchers have shifted focus away from structured, resource-intensive psychological 

group treatments and instead begun to evaluate the potential benefits of peer support 

groups, particularly those available online through various internet platforms. 

1.2.5 Peer Support and FM 

Face-to-face peer support or self-help groups have existed in various forms since 

the inception of Alcoholics Anonymous in 1935 (Oka & Borkman, 2000).  Millions of 

people across North America, particularly women, participate in face-to-face support 

groups targeting a plethora of various health conditions and life difficulties (Gottlieb, & 

Peters, 1991; Kessler et al., 1997; Yalom & Leszcz, 2020).  Relevant to this dissertation, it 

is noteworthy that coping with physical illness is the leading reason people participate in 

a peer support group and the primary way people attempt to change health behaviours 

(Davison et al., 2000; Lieberman & Snowden, 1993).  An estimated 15% and 19% of 

individuals with FM have attended an in-person support group at some point during 

their illness (Bennett et al., 2007).  These numbers far outweigh the number of people 

who were able to receive services from a mental health professional, suggesting peer 

support is more accessible and perhaps more palatable than professional interventions 

(Bennett et al., 2007; Kessler et al., 1997; van Uden-Kraan et al., 2008b).   

Researchers first noted the emergence of OPSGs in the early 1990s, coinciding 

with the rapid development and proliferation of internet technology (Finfgeld, 2000; 
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Sparks, 1992).  Early OPSGs typically allowed users to interact with one another via 

online bulletin boards or email list servs, and were particularly appealing to individuals 

with rare conditions, mobility restrictions or other limitations (e.g., rural residents) that 

prevented them from participating in face-to-face peer support groups (Chung, 2014; 

Sparks, 1992; Weinberg et al., 1995).  Today, illness-specific OPSGs addressing virtually 

any health condition including FM are readily available and accessible using internet and 

social media interfaces that most North Americans already use regularly (e.g., 

Facebook).   

OPSGs may be an accessible, cost-effective resource for persons with FM for 

several reasons.  First, OPSGs can be accessed from anywhere at any time (e.g., from the 

comfort and privacy of members’ homes, 24 hours a day), effectively nullifying 

geographical, mobility, and scheduling barriers and offering individuals an opportunity 

for support even during the night when persons with FM often feel especially alone and 

vulnerable (Barker, 2008; Chung, 2014; Gupta & Schapira, 2018; LaChapelle et al., 2008; 

van Uden-Kraan et al., 2008b).  Being able to join from home may also allow persons 

with FM to participate even when symptoms like pain are more pronounced.  Second, 

the cost of OPSG participation is limited to the cost of internet access and computer 

hardware which does not currently appear to be cost-prohibitive for most Canadians.  

According to the 2016 General Social Survey of Canadians at Work and at Home, nearly 

all Canadians under the age of 45 are already using the internet daily, and 86% of 

Canadians under 65 are using the internet at least a few times a week (Statistics Canada, 

2017).  Third, the virtual nature of OPSGs allow members to retain a high degree of 
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privacy over aspects of their identity or illness experiences that would be difficult to do 

in a face-to-face setting (Dosani et al., 2014; Gupta & Schapira, 2018).  Members may, 

for instance, choose not to reveal information indicative of their identity, age, gender, 

ethnicity, health, physical appearance, or socioeconomic status with little effort or 

consequence. This degree of anonymity may allow some persons with FM to be less 

inhibited or concerned about the judgment of others (Berger et al., 2005; Dosani et al., 

2014; Gupta & Schapira, 2018).  This in turn may make some individuals more open to 

joining an OPSG, and perhaps more forthcoming with requests for support, information, 

or advice than they would be in face-to-face settings (Allen et al., 2016; Chung, 2014). 

Research suggests persons with FM are aware of this potential resource.  

Bennett and colleagues (2007) internet survey of 2596 mostly American women with FM 

indicates approximately one in four persons with FM have participated in some form of 

OPSG.  These numbers have likely increased over the past ten years given the rise of 

social media and increased home-based and smartphone internet access (Statistics 

Canada, 2017; Turner, 2017; van Uden-Kraan et al., 2008a).  Moreover, health-related 

internet use (e.g., information seeking, OPSG use) appears especially common among 

individuals with FM in comparison to other illnesses such as breast cancer and diabetes 

(Chen, 2012; van Uden-Kraan et al., 2008a). 

Although peer-support groups often publicly advertise their existence, very little 

empirical research examining the content, processes, costs, and benefits of these groups 

is available because records of group discussion or membership is usually not collected 

in order to protect the anonymity of members (Yalom & Leszcz, 2020).  Thus, most of 
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what is known about peer support groups is based on survey results from participants’ 

who reported having participated in a peer support group at some point in their life and 

interview studies with volunteers willing to disclose about their experiences.  The lack of 

unbiased, empirical data on what occurs behind the “closed doors” of peer support 

groups creates a number of gaps in the knowledge required to determine whether they 

promote adaptive coping with FM (e.g., increased psychological flexibility, decreased 

catastrophizing).   

1.2.5.1 The Content and Nature of FM OPSG Discussions. OPSGs present a new 

opportunity to access the discussion content and group processes in peer support 

groups.  Within the context of OPSGs, member’s post digital content (e.g., text, pictures, 

short videos, emojis) to the online platforms’ discussion board or ‘wall’, effectively 

creating a working record composed of all materials group members post or interact 

with (van Uden-Kraan et al., 2008a).  Researchers have only begun to explore these 

organically developing datasets, focussing almost exclusively on improving the current 

understanding of what people talk about in peer support groups.  This is an important 

step; one must know what is being discussed before it can be evaluated.  Thus far, some 

generic themes have been noted in the posted content of OPSGs across health 

conditions such as sharing emotional support, experiential knowledge, and illness-

specific treatment information (Allen et al., 2016; Chen, 2012; Finfgeld, 2000).  Careful 

review, however, shows OPSG discussion content can vary considerably based on the 

nature of the group’s focal health condition and on the characteristics of participating 

group members (Chen, 2012; Finfgeld, 2000).  Members of breast cancer OPSGs, for 



59 

example, tend to engage in more discussions and knowledge sharing related to 

chemotherapy and prognosis, and offer emotional support less frequently than 

members of FM OPSGs (Chen, 2012).   

To date, only three published studies have explored the content of FM-specific 

OPSGs. First, van Uden Kraan and colleagues (2008a) conducted a content analysis of 

500 FM OPSG posts (randomly sampled from a larger pool of 11,281 posts) collected 

between December 2004 and February 2005 to determine, among other things, what 

topics are discussed in FM OPSGs.  This research team chose to apply a predefined 12 

category coding scheme based almost entirely on Perron’s (2002) content analysis of an 

online support group for caregivers of persons with mental illness.  Data were 

subsequently analyzed using eight of Perron’s predefined categories to determine what 

self-help mechanisms were presented to group members via the comments and 

discussion.  This strategy yielded results suggesting the majority of the discussion in FM 

OPSGs focused on conversational ‘chit chat’ (71% of content), with only a minority of 

content focusing on topics related to the consequences of being ill (e.g., financial or 

vocational issues) or FM itself (e.g., symptoms, medication).  Subsequent analyses 

indicate that sharing personal experiences, providing information, and expressing 

empathy or support were the three most common types of self-help mechanisms used.   

Next, Barker (2008) collected and examined all content (1814 posts) posted on 

an online FM bulletin board between February 2004 and February 2005.  Data were 

coded using three pre-established codes: illness reification (labelling clusters of 

symptoms a ‘real disease’ despite a lack of medical evidence); embodied versus 
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professional expertise (experiential knowledge is privileged and considered evidence of 

disease over and above medical expertise); and consumer demand for medicalization 

(patients as a driving force behind the pathologizing of nonclinical human experiences).  

Barker simultaneously coded the data using an approach similar to grounded theory that 

allowed additional “relevant and pronounced patterns” within the data to be identified 

(2008, p.25).  Results of these analyses confirmed the prominence of all three pre-

established themes, as well as two additional latent themes.  The first of these 

unpredicted latent themes was labeled ‘skeptical dependency on medical expertise’, 

whereby group members disparage and doubt medical experts while simultaneously 

acknowledging complete reliance on biomedical treatment.  The second, labelled 

‘empowerment without power’, describes group members’ somewhat futile efforts to 

enact empowerment within the confines of their heavy reliance on the medical system 

where physicians act as treatment gatekeepers. 

Finally, Chen (2012) assessed and analyzed 6100 posts from an FM-specific OPSG 

based on the DailyStrength social networking platform using a data crawling application 

(computer automated data collection).  Automated computer driven document 

clustering techniques were then used to determine the 20 most frequent word clusters, 

which were subsequently assigned a descriptive label.  Chen’s analyses identified ‘Lyrica’ 

(a FM medication), ‘light support’, ‘pain and depression meds’, and ‘fibromyalgia in daily 

life’ as the largest clusters within the collected content, suggesting these are the most 

talked about subjects in the OPSG Chen studied.   
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Collectively, these studies constitute a meaningful introductory effort to 

understand what is discussed in FM OPSGs.  Nevertheless, each study’s ability to 

contribute to our understanding of what is discussed in FM OPSGs is significantly limited 

in at least one critical way.  To begin, van Uden-Kraan and colleagues’ (2008a) decision 

to base their data analysis almost entirely on a coding scheme developed from OPSGs 

for caregivers of persons with mental illness is inherently predicated on the assumption 

that the coding scheme used in Perron’s (2002) study was transferable.  With no prior 

knowledge of what topics are discussed in FM OPSGs, it is not possible to know whether 

this coding scheme accurately captured the content and nuances of FM OPSGs or simply 

moulded the content to fit within the coding structure developed for mental health 

caregivers.   

Barker’s (2008) findings are also limited by her approach to data analysis.  Barker 

used a pre-established coding scheme that targeted only problematic OPSG discussion 

content (e.g., consumer driven medicalization) while concurrently analyzing her data for 

additional themes using a quasi-grounded theory approach.  By definition, grounded 

theory analysis cannot be conducted in tandem with an existing coding structure 

because the coding structure may bias the researcher’s interpretation of the data; such 

an approach violates the ‘tabula rasa’ (blank slate) mandate at grounded theory’s core 

(Glaser & Strauss, 1999).  Thus, Barker’s use of two simultaneous, incongruent data 

analysis approaches that only allowed for identification of problematic content arguably 

undermines the objectivity and the trustworthiness of her findings.   
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Chen’s (2012) mathematical approach to data analysis is arguably more objective 

but at the cost of interpretability.  That is, interpretation of the nature of conversations 

captured within a cluster (e.g., fibromyalgia in daily life) is difficult because the most 

frequent terms in each cluster (e.g., life, people, feel, told, support, hugs, head, hope, 

ago, understand) are provided without context and are generally not meaningful on 

their own.  Thus, Chen’s (2012) mathematical data analysis approach may constitute a 

limitation in that it enabled her to identify the most frequent terms used within the 

OPSG discussion content but did not provide sufficiently nuanced information to 

qualitatively appraise and assesses whether these terms were generally used to describe 

struggles, triumphs, questions, shared support, or other important contextual meanings.  

Moreover, these terms may be the most frequently used but may not represent the 

most meaningful topics discussed within the FM OPSG.  For instance, benign posts (e.g., 

general offers of ‘light support’) likely occur frequently but may not elicit the same 

interest or response from group members as posts featuring more emotionally charged 

topics (e.g., interpersonal difficulties with medical professionals or loved ones).  These 

more emotionally charged posts may appear less frequently but may be especially 

salient or meaningful to participants.   

Readers may also question the relevance of van Uden-Kraan and colleagues 

(2008a) and Barker’s (2008) findings because their data are reflective of content 

provided by internet users nearly 15 years ago, when internet access was less available 

and online message boards were less user friendly and more rudimentary (e.g., text-only 

posting options).  A similar criticism can be made of Chen’s (2012) study; she collected 
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data from a social networking site that is relatively unknown within contemporary 

society and that requires individuals to create a specific user account with associated 

profile security (e.g., passwords).  In contrast, current OPSGs often capitalize on more 

sophisticated social media platforms that adults have already integrated into their lives 

(e.g., Facebook) and that require no additional administrative work to participate 

(Facebook, 2021a).  Platforms like Facebook also offer users several easy-to-use ways to 

log on and interact with posted content including posting text, picture, video or emoji 

replies, or using simple one-click reaction options (e.g., like).  This shift towards social 

media-based OPSGs may have affected the types of users participating in FM OPSGs and 

subsequently may have affected the content discussed among members.  It is also 

possible, given recent advances in FM research and the increased ease of accessing and 

sharing information online, that the content of FM OPSGs now incorporates more 

scientifically based information sharing with less emphasis or privilege allocated to 

experiential expertise per Barker’s (2008) findings.   

It is clear at present that no published research has examined FM OPSG content 

using strategies other than software-based text mining and linguistic frequency analyses 

for almost 15 years, despite significant advancements in FM research (i.e., aetiology, 

diagnosis, and treatment), and the proliferation of easily accessible online interactive 

technology platforms (e.g., Facebook) within the last decade. Providing a more 

thorough, nuanced understanding of what is discussed in FM OPSG is required to 

facilitate research seeking to determine whether FM OPSGs may indeed be a valuable 

option for improving the well-being of patient populations.   
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1.2.5.2 Characterizing Potentially Helpful and Non-helpful Practices in FM OPSGs. 

Most peer support groups hold member privacy and group confidentiality as paramount 

values, epitomized by the common colloquial expression ‘what is said in the group stays 

in the group’.  Therefore, what is known about the costs and benefits of online peer 

support group participation (presented below) is based almost exclusively on research 

involving volunteers willing to discuss their experiences as well as expert speculation.   

1.2.5.2.1 Possible Helping Mechanisms in FM OPSGs for Persons with FM. OPSG 

participants have identified several important mechanisms that may explain how OPSGs 

may be helpful for persons with FM.  To begin, OPSGs are inherently more flexible than 

in-person, structured interventions.  OPSGs, particularly those on social media sites like 

Facebook are usually not time-limited and almost never require members to commit to 

regular attendance at a specific time (Gupta & Schapira, 2018).  Rather than imposing a 

program schedule (e.g., 7 consecutive weeks of structured intervention, Buhrman et al., 

2013), OPSG members can leave and rejoin the group as desired.  Group members can 

also choose how often they log on to an OPSG, who they interact with, and to what 

extent they wish to participate (Chung, 2014).  Within OPSGs, members are frequently 

permitted to peruse content posted by peers without the obligation of contributing or 

posting themselves (referred to as ‘lurking’; van Uden-Kraan et al., 2008c).  Lurking may 

allow members time to acclimatize to the group at their own pace without the 

expectation of immediate active participation as is typically the case in structured 

psychological interventions (van Uden-Kraan et al., 2008c).  Extant research suggests 

both posters and lurkers gain a sense of empowerment from participation in OPSGs, 
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although posters report more social benefits associated with their participation (van 

Uden-Kraan et al., 2008c). 

One of the key social benefits of OPSGs is the opportunity to rebuild social 

connections (Allen et al., 2016; Naslund et al., 2020; Turner, 2017; van Uden-Kraan et 

al., 2008a; 2008b).  As noted previously, FM can have a profoundly negative impact on 

an individual’s social network due to functional limitations and stigmatization (Armentor, 

2017; Grov et al., 2010; Lewandowski et al., 2007; Smith, 2003; Snelling, 1994; 

Soderberg & Lundman, 2001).  OPSGs may be especially appealing under these 

circumstances because they provide a ‘safe’ space where members can re-establish and 

benefit from social connections with others (Allen et al., 2016; Chung, 2014; Naslund et 

al., 2020; van Uden-Kraan et al., 2008a; 2008b).  When asked, persons with FM feel they 

can speak freely with fellow members of a support group about life, frustrations, 

worries, humourous events, and complaints without concerns about burdening family 

and friends or eliciting stigmatizing responses (Allen et al., 2016; Bartlett & Coulson, 

2011; LaChapelle et al., 2008; Sallinen et al., 2011).  Individuals with FM also describe 

how exposure to others experiencing similar difficulties can provide a sense of illness 

legitimacy or authenticity, validating their experiences and making them feel less 

isolated and alone (Allen et al., 2016; Barker, 2008; LaChapelle et al., 2008; Sallinen et 

al., 2011; Turner, 2017).  Similarly, peer support participants with FM report that they 

derive a sense of community, acceptance, and belonging from the group that is often 

absent in their day to day lives (Allen et al., 2016; Bartlett & Coulson, 2011; van Uden-

Kraan et al., 2008a).  Some participants have even referred to fellow members as their 
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“FM’ily”, indicating these online relationships provide a sense of closeness, connection, 

and support akin to a family (Allen et al., 2016; Barker, 2008; Sallinen et al., 2011). 

Members of a support group also appear to benefit at times from the 

opportunity to compare their experiences to those of similarly affected peers.  Aside 

from helping to normalize their illness experience, these comparisons may facilitate 

upward and downward social comparisons that may help to instill hope (Allen et al., 

2016; Prescott et al., 2020; Repper & Carter, 2011).  Exposure to positive peer 

experiences (e.g., successful improvements, adaptive coping success stories) may be 

motivating and provide new solutions in the context of adapting to FM (Allen et al., 

2016).  Conversely, exposure to peers in more dire circumstances may motivate 

individuals to act to avoid deterioration or development of comorbid health concerns 

like depression (Sallinen et al., 2011; van Uden-Kraan et al., 2008a).  Collectively, these 

experiences are purported by peer support group members with FM to have 

contributed to several positive outcomes such as less reassurance seeking from medical 

practitioners, increased self-esteem and empowerment, improved disease acceptance 

and illness self-management, reduced loneliness, and increased hope for the future 

(LaChapelle et al., 2008; van Uden-Kraan et al., 2008b). 

 The social connectedness of the group itself provides the necessary foundation 

for members to engage in and potentially benefit from information sharing within the 

group. OPSGs inherently facilitate members’ efforts to seek and share information and 

experiential knowledge about how to manage a chronic condition with similarly affected 

peers (Turner, 2017).  This type of information and knowledge sharing may help other 
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group members improve their health literacy and streamline self-management 

strategies more quickly and efficiently than might be possible on their own (Allen et al., 

2016; Bartlett & Coulson, 2011; Sallinen et al., 2011; van Uden-Kraan et al., 2008b).  

Information sharing may be especially important for individuals with contested or poorly 

understood illnesses like FM whose health providers are often overburdened and ill-

equipped to meet all of their FM patients’ information needs (Barker, 2008; Finfgeld, 

2000; Hayes et al., 2010; Sallinen et al., 2011; Turner, 2017).  Receiving information or 

advice from a peer living with FM (versus a professional) also seems to be more 

acceptable to persons with FM, who often report feeling misunderstood or dismissed by 

others (Allen et al., 2016).  For example, some members of FM OPSGs indicated 

information provided by peers convinced them of the usefulness of some medication 

over and above the impact of physician assurances, made them better informed about 

their condition, and made them feel more confident about their relationship with 

medical professionals (Allen et al., 2016; van Uden-Kraan et al., 2008b).  The opportunity 

to share information and knowledge to assist peers was also cited as a useful benefit of 

peer support groups.  Participants describe how helping others allowed them to find a 

sense of meaning and purpose in their suffering, promoting a sense of social 

contribution and self-valuation that can oftentimes be stripped away by illness (Allen et 

al., 2016; van Uden-Kraan et al., 2008b).   

1.2.5.2.2 Possible Disadvantages or Iatrogenic Effects of OPSGs for Persons with 

FM.   In contrast to these advantages, researchers have also noted some possible costs 

or detrimental effects of OPSG participation.  Specifically, both patients and health 
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professionals have expressed concerns about the quality of health-related information 

(or lack thereof) and advice circulated amongst OPSG members (Barker, 2008; Gupta & 

Schapira, 2018; Salzar et al., 2010; Tan et al., 2021; Turner, 2017).  Although assumedly 

well-intended, instances of medical advice being given by peers that contrasts with 

advice given by health professionals could detrimentally affect OPSG members’ well-

being and relationships with treatment providers (Barker, 2008; Gupta & Schapira, 2018; 

Salzar et al., 2010). Group members could also receive potentially misleading medical 

advice through exposure to advertisements for medication, assistive devices, etcetera.  

The easy-to-join nature of some OPSGs can make members vulnerable to the influence 

of advertising or sales representatives posing as group members in order to promote 

their product from the position of a peer rather than a sales associate (Turner, 2017).  

Alternatively, the appearance of an advertisement within the group’s page, could 

mislead group participants to believe the group had endorsed the advertised product 

(Turner, 2017). 

A second potential disadvantage of OPSG participation is exposure to peers’ 

negative experiences, complaining, or deteriorating health. In previous research, OPSG 

members have reported that exposure to these types of posts can increase their 

attention to somatic symptoms, create or worsen fears of their own mental or physical 

deterioration, and promote feelings of anxiety, hopelessness, and despair (Sallinen et al., 

2011; Tan et al., 2021; van Uden-Kraan et al., 2008a).  This is consistent with research 

findings suggesting support that increases attention to pain and suffering or reinforces 

maladaptive pain behaviours (e.g., avoidance or escape behaviours, overuse of rest or 
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medication) can have negative effects on physical and mental well-being, healthy 

identity formation, and pursuit of a meaningful life (Adams & Turk, 2018; Asbring & 

Narvanen, 2002; Romano et al., 2000).  OPSGs may also provide a platform for members 

to model and even promote unhelpful illness attitudes and behaviours that undermine 

adaptive coping (e.g., medicalization of non-FM symptoms, co-rumination; Adams & 

Turk, 2018; Barker, 2008).   

Researchers have also speculated that some of the purported advantages of 

OPSGs could actually have an iatrogenic effect on members.  First, the anonymity 

afforded in an online environment may allow or even promote inappropriate or mean-

spirited comments among members, especially in unmoderated peer support 

environments (Adams & Turk, 2018; Salzar et al., 2010).  Second, the unlimited number 

of possible participants and consequential high volume of posts being made every day 

may make it difficult for participants to follow and contribute to discussion and thus 

impede interpersonal relationship building (Han & Belcher, 2001).  Other researchers 

and clinicians have also expressed concerns that disparaging information about health 

providers or health centres circulated amongst peer support groups may prompt group 

members to delay seeking professional help and instead choose to rely on peer support 

alone (Finn, 1999; Mursch and Benke-Mursch, 2003).  Third, some research suggests 

that OPSG participation can encourage members to spend long periods of time online in 

a relatively sedentary state which may facilitate or exacerbate mental health symptoms 

and promote avoidance of real-world social relationships and responsibilities (Gupta & 

Schapira, 2018; Salzar et al., 2010; Tan et al., 2021; Turner, 2017)  Finally, concerns have 
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been raised about the possibility that patients’ may become overburdened by trying to 

occupy a helper role while attempting to manage their own illness, resulting in 

detrimental effects on health and coping capacity (Gupta & Schapira, 2018) 

1.2.5.3 Theory-Based Approach to Assessing Whether FM OPSGs Promote 

Improved Well-being and Functioning.  Despite the volume of points compiled above, it 

is important to remember that this patchwork review of the pros and cons of OPSGs for 

persons with FM is based on exploratory research involving OPSG member volunteers 

willing to discuss their experiences and expert speculation.  It is likewise important to 

note that no study to date has explicitly set out to determine whether FM OPSGs 

promote adaptive ways to improve well-being and functioning.  That is, no study has 

imposed any standards by which the content of FM OPSGs could be reviewed or 

compared to existing approaches to improving well-being and functioning (e.g., 

evidence-based psychological interventions).   

The absence of a dominant theory or model to organize and unify the available 

research findings further complicates this task.  While many studies included in the 

costs-benefits analysis of OPSGs completed in the previous section provided some 

theoretical explanation for their findings, none were able to explain why some aspects 

of OPSGs appear to promote positive adjustment, whereas others do not.  Given this 

information, it is important future research begins to establish theoretically sound 

standards by which the content of OPSGs can be assessed.  As a starting point, 

researchers may consider assessing whether elements of existing, effective, 

theoretically-based psychological interventions like ACT exist in the discussion content 
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of FM OPSGs.  ACT’s solid theoretical foundation and strong evidence base specifically in 

the realm of chronic pain make it an ideal choice for this pioneering endeavour.  Recall 

that in practice, ACT strives to help individuals behave in ways consistent with the six 

core interacting therapeutic processes of psychological flexibility, the theoretical model 

underlying ACT.  Recall also that psychological flexibility is associated with optimal 

functioning and emotional well-being, whereas psychological inflexibility is associated 

with suffering.  At a fundamental level, the purported goals of most OPSGs and ACT are 

the same: improving functioning and emotional well-being and reducing suffering.  Thus, 

psychological flexibility may be an ideal comparative, theory-based standard by which to 

evaluate in what ways OPSGs may promote improved well-being and functioning.   

1.3 Summary 

FM is a chronic pain condition comprised of a heterogeneous constellation of 

persistent, unpredictable, and often evolving somatic, mental health, and cognitive 

symptoms associated with significant or ‘severe’ impairments in physical, emotional, 

occupational, and social functioning. It contributes to significant reductions in quality of 

life via its impact on self-esteem, interpersonal relationships, and financial well-being 

(Arnold et al., 2008; Cunningham & Jillings, 2006; Sims & Madden, 2008).  FM’s 

unknown origins and invisible nature also makes patients more vulnerable to 

stigmatization which can exacerbate social and emotional difficulties (Arnold et al., 

2008; Asbring & Narvanen, 2002; Kool & Geenen, 2012; Kool et al., 2013).  Currently, 

treatment for FM focuses on symptom management and ideally incorporates patient 

education and pharmacological, exercise, and psychological therapies (e.g., Acceptance 
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and Commitment Therapy (ACT); Fitzcharles et al., 2013; Hayes et al., 2012; McCracken 

et al., 2004; 2005).  Although patients with FM appear to benefit from psychological 

interventions like ACT, access to these programs is rare (van Koulil et al., 2010). 

Accordingly, researchers have begun to evaluate the potential benefits of participating 

in online peer support groups (OPSGs).  Social media (e.g., Facebook) has made OPSGs 

very accessible, allowing users to electronically ‘log on’ at any time, from any place to 

discuss their illness-related experiences or to seek support or information from similarly 

affected peers. Patients anecdotally describe these groups as invaluable sources of 

information, support, and social connection (Allen et al., 2016; Turner, 2017; van Uden-

Kraan et al., 2008b).  Conversely, researchers, health professionals, and patients have 

expressed concerns that OPSGs may emphasize negative experiences/complaining, 

proliferate inaccurate medical information, and promote unhealthy coping strategies 

and noncompliance with treatment recommendations (Barker, 2008; Turner, 2017). 

Despite the relatively widespread use of OPSGs among FM patient populations 

(Bennett et al., 2007), only three studies have examined the content of FM OPSG 

discussions (Barker, 2008; Chen, 2012; van Uden-Kraan et al., 2008a).  Unfortunately, all 

three studies suffer from significant methodological limitations (i.e., the use of pre-

established, non-FM coding systems or computer automatic linguistic frequency analysis 

techniques to analyze data).  Consequently, the results of these studies may not 

accurately capture the breadth of themes present in contemporary FM OPSG discussion 

content and does not provide any depth or nuanced information about the nature of 

these themes.  Moreover, no study thus far has explicitly examined which aspects of FM 
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OPSGs may promote emotional well-being and optimal functioning to patients and 

which aspects do not despite increasing interest and speculation on this topic. 

1.4 Purpose 

Only three studies have explored the content of FM OPSGs (i.e., Barker, 2008; 

Chen (2012); van Uden-Kraan et al, 2008a), each with at least one significant limitation 

that negatively impacts the validity or relevance of the results.  Furthermore, no 

attempts have been made to determine whether the discussions that occur in FM 

OPSGs promote or deter illness management and adjustment.  Therefore, the 

overarching purpose of the research was to determine what themes best characterize 

the discussion content of FM OPSGs and which aspects of OPSG discussions may 

promote emotional well-being and optimal functioning (i.e., convey psychological 

flexibility) and which aspects might not (i.e., convey psychological inflexibility).  The 

project included two manuscripts representing two sequential studies conducted using 

one large primary dataset.   

1.4.1 Study/Manuscript 1: Research Questions (RQ)  

The primary objective of Study 1 was to obtain a nuanced understanding of the 

nature of discussions occurring within FM OPSGs (i.e., themes embedded in the content 

posted by members), to better understand which needs OPSGs may be addressing for 

persons with FM.  Initially, overarching themes within three different FM OPSGS were 

identified using inductive qualitative analysis.  The purpose of the analysis was to 

identify what themes best characterize the discussion content of the FM OPSGs 
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collectively (RQ1) and to compare these themes across the three FM OPSGs to explore 

whether a user’s decision to join a particular group may impact the type of thematic 

content (e.g., culturally specific) to which they are exposed (RQ2). Results of these 

analyses are presented in Manuscript 1.   

1.4.2 Study/Manuscript 2: Research Questions  

The goal of Study 2 was to determine whether aspects of FM OPSG discussions 

are poised to promote or discourage acceptance among persons with FM.  To achieve 

this goal, the same dataset used in Study 1 was subjected to a deductive qualitative 

analysis wherein the psychological flexibility/inflexibility theoretical model underlying 

ACT was used as a preliminary coding scheme (see Appendix A).  That is, the data were 

recoded according to the central pillars of the psychological flexibility/inflexibility model.  

Supplemental codes that provide more nuanced information about the nature of how 

and to what degree the psychological flexibility/inflexibility pillars were present, 

conveyed, or devalued within the FM OPSGs were also identified. The specific research 

questions included: (1) whether members make posts that reflect aspects of 

psychological flexibility or inflexibility (RQ1); (2) and whether and how group members 

respond to and discuss posts that reflect aspects of psychological flexibility or inflexibility 

(e.g., characteristics of resultant discussion; RQ2)? 
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Chapter 2: Overall Method 

2.1 Methodological Approach  

2.1.1 Non-Participatory Observation  

This research used non-participatory observation, a methodology that allows the 

researcher to silently observe participants’ behaviours and interactions without their 

knowledge (or in the context of online environments, ‘lurk’), thereby allowing the 

researcher to study participants’ natural interactions.  Non-participatory observation 

ensures participants’ behaviour is not influenced by the researcher (i.e., the researcher’s 

presence remains unknown) and the environment (e.g., the Facebook OPSG) is not 

manipulated or affected by the researcher. Experts in health research recommend non-

participatory observational field methods when studying online support groups and 

patient forums because the known presence of researchers in an OPSG fundamentally 

changes the peer-to-peer environment being studied (Barak et al., 2004; Barker, 2008).  

That is, group members are more likely to monitor or change their behaviour when they 

know they are being observed, presenting a distorted picture of group functioning to 

researchers observing the online environment. Because the proposed research seeks to 

examine the day-to-day communication among members of FM Facebook OPSGs, direct 

participation of the researcher in these groups would be counterproductive.   

2.1.2 Ethical Considerations in Non-Participatory Observation 

The use of non-participatory observational research methods requires careful 

consideration of ethical issues in the collection and analysis of data. Of upmost 
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importance in the current research is the thoughtful selection of appropriate Facebook 

FM OPSGs. In order to satisfy Article 10.3 of the Tri-Council Policy pertaining to 

qualitative research involving observation in natural environments or virtual settings, the 

researcher must substantiate the claim that members of the selected OPSGs “have a 

reasonable or limited expectation of privacy,” and must justify “the need for an 

exception to the general requirement of consent” (Canadian Institutes of Health 

Research (CIHR), Natural Sciences and Engineering Research Council of Canada 

(NSERCC), and Social Sciences and Humanities Research Council of Canada (SSHRC), 

2018, p. 145).   

 With respect to establishing a limited expectation of privacy, only Facebook FM 

OPSGs that were classified as public forums (and thus non-private) because they were 

easily accessible to anyone with a Facebook account were considered for inclusion.  

Although only approved group members can see these group’s posted content, 

membership was easily gained by requesting to join the group (i.e., clicking ‘join’). 

Although each groups’ administrators must approve requests to join the groups, there 

were no conditions or criteria that needed to be met for group membership.  Given 

membership in the selected groups was easily obtained, the content posted in these 

groups was considered accessible to any member of the public that requests to join the 

group. Groups that would have required the researcher to interact with group members 

or administrators or would have required the researcher to confirm an FM diagnosis to 

gain admission to the group were excluded. Moreover, given the large number of 

members in the selected groups (between approximately 550 and 13,500), it is 
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reasonable to assume group members were unlikely to consider their posts to be 

intimate or confidential. Lastly, to further guide the selection of appropriate groups, the 

researcher also reviewed the groups’ “netiquette” statements concerning who is free to 

use the material and who owns or has copyright to the posted materials. Any groups 

whose netiquette statements stipulated the discussion content was private, 

copyrighted, or cannot be used for research purposes were excluded from further 

consideration.   

In terms of justifying “the need for an exception to the general requirement of 

consent” (CIHR et al., 2018, p. 145), Article 3.7 of the Tri-Council Policy outlines five 

conditions under which alterations to the general requirement of consent can be 

granted. The first two criteria stipulate that the research must not exceed minimal risk 

of harm to participants and must be unlikely to adversely affect their welfare.  The 

methodology firmly satisfies these two criteria. First, the participants’ thoughts, feelings, 

and behaviours were in no way impacted by the researcher’s presence. Second, only the 

comments posted to the group (not user profiles) were analyzed and all disseminated 

results only identify the groups generically as “Facebook Fibromyalgia Groups” to 

protect the identity and welfare of the individual groups. Similarly, specific group 

members were not identified in any disseminated reports and all posts were organized 

into themes to protect group members’ anonymity and welfare. The third criteria for 

exemption from obtaining consent, was that it would be “impossible or impracticable to 

carry out the research and to address the research questions properly, given the 

research design, if the prior consent of participants is required (CIHR et al., 2018, p. 36). 
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This was certainly true in the case of non-participatory qualitative research. If the OPSG 

members knew researchers were evaluating group postings they may have altered their 

behaviour (e.g., abstained from posting or posted more socially desirable content). 

Under circumstances where the researcher has no direct interaction with the individuals 

being observed (i.e., when covert or non-participant observation is used), Article 10.3 of 

the Tri-Council Policy states that consent is not necessary.  Condition four stipulates that 

whenever possible and appropriate, after participation, or at a later time during the 

study, participants will be debriefed and provided with additional pertinent information.  

In the case of this research, it was not possible to directly debrief participants because 

this would have required the researchers to post a debriefing message on the group’s 

wall, possibly compromising the anonymity of the groups being studied. Moreover, 

contacting the approximately 26,500 group members individually via private message to 

debrief them would have been impractical and would have increased the risk of 

identifying the specific groups used in the research (e.g., if privately messaged group 

participants subsequently discussed the study on the publicly accessible group page). To 

provide some feedback to users of relevant Facebook OPSGs, a link to the relevant 

open-access publications will be sent via private message to the administrators of any 

searchable Facebook FM OPSGs and they will be encouraged to share it with their group 

members. Finally, the fifth condition, which stipulates the research does not involve an 

intervention of any type, is met because the research did not involve the provision of 

any service such as assessment or therapy that could be considered treatment (i.e., the 

research was purely observational). 
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In addition to meeting the criteria outlined in Articles 3.7 and 10.3 of the Tri-

Council policy regarding ethical conduct for research involving humans, requests to alter 

or forgo the general requirement of consent must demonstrate that the research results 

will be of some benefit to individual participants, sub-populations, or society in general 

(CIHR et al., 2018).  In the case of this research the results have provided valuable 

information that may help patients with FM better understand the potential costs and 

benefits of FM OPSGS, and to decide whether they wish to participate in an OPSG. 

Likewise, the research results may help inform health professionals’ decisions about 

whether to recommend or caution against FM OPSG usage.   

Another important ethical consideration was how best to safeguard the privacy 

and confidentiality of the OPSG members (Section 5 of the Tri-Council policy; CIHR et al., 

2018).  To meet the requirements set out in this policy, measures were taken to 

anonymize the identity of the groups being studied and to protect the identities of the 

individual group members.  To protect the identity of the groups being studied, the 

names of the groups or group members have not been included in any publications or 

research summaries including this dissertation. Given the large number of FM OPSGs on 

Facebook it is unlikely the groups can be identified. All results were summarized and 

presented in a group format so as not to individualize any participant’s contributions.  

Where quotes were used to illustrate themes described in the results, all identifying 

information included within the quote (e.g., physicians’ names, geographic locations) 

was removed or altered to protect groups’ and group members’ privacy.   
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2.2 Procedure 

2.2.1 Selection of FM OPSGs 

The decision was made to select OPSGs functioning on the Facebook platform for 

several reasons.  To begin, Facebook was arguably the largest social media networking 

platform currently in use when this study was conducted, with more than 2.2 billion 

users as of April 2018 (Facebook, 2018).  Its continued popularity is likely due to its 

accessibility using a wide array of internet enabled devices (e.g., laptop computers, 

smartphones) and user-friendly interface.  In addition to its longstanding individual user 

options (e.g., creating an individual or business profile), Facebook also featured (and still 

features) a group option where users can create common-interest groups (e.g., FM 

groups) that others can join.  Thus, unlike standalone OPSGs or OPSGs affiliated with a 

specific health website, Facebook OPSGs did not require the user to create a separate 

user profile and password protection at the time this research was conducted.  Being 

able to access an OPSG through an account that most adults already use somewhat 

regularly was conceivably more attractive and feasible for persons experiencing high 

levels of stress or cognitive difficulties. (e.g., persons with FM). Thus, Facebook FM 

OPSGs were targeted in this research. 

Potential groups for this research were first identified using Facebook’s own 

group search function.  This initial search yielded almost 100 groups.  From this list, 

groups were subsequently excluded from consideration if their title indicated: (1) an 

affiliation to a country outside North America; (2) a clear religious persuasion; (3) 
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membership may be comprised of individual with FM and/or other illnesses (e.g., 

arthritis, myofascial pain, invisible illnesses); (4) specific goals beyond general support 

(e.g., weight loss, nutrition); or, (5) a specific coping stance (e.g., natural recovery, living 

positively).  The remaining groups were then reviewed to determine whether they met 

the remaining eligibility requirements (e.g., frequent activity, can be joined without 

having to provide any information, no requirement to post, no group netiquette 

indicating the content is restricted). Groups that did not meet these criteria were 

removed from the eligible groups for inclusion list.  Taking into consideration the ethical 

guidelines and criteria noted above (i.e., limited expectation of privacy in public forums, 

non-copyrighted nature of the data, non-interactive research design, impossibility/ 

impracticality of conducting planned research if participants’ consent is required, need 

to ensure protection of groups’ and users’ identities) three English-language groups of 

different membership sizes with active members (i.e., with postings posted within the 

previous seven days) were selected from more than 50 viable groups for inclusion in the 

research.   

2.2.2 Data Collection 

Access to the groups’ postings required members to have an established 

Facebook user profile to prevent advertisers or other malicious individuals (e.g., ‘trolls’) 

who may have been previously blocked from creating a new or secondary profile in 

order to access the group.  Thus, the researcher ‘joined’ the three selected Facebook 

FM OPSGs using her own Facebook profile.  All messages posted to each groups’ wall 

within a specified seven-day period each month for three consecutive months 
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(February-April) were then copied and pasted into separate word documents (i.e., one 

document per group per seven-day period).  The decision to collect the data for one 

week per month across a period of three months (rather than one entire month or the 

entire three months) was made to capture recurrent or continuous themes, as well as 

themes that emerged over time.  This time frame was also selected for practical reasons, 

given the volume of posts made daily within each group (e.g., hundreds in some groups).  

As predicted, many persons in the FM OPSGs participated actively by posting text, 

picture, and even short videos with relative frequency.  This resulted in the production 

of data files that were considerably larger than the typical datasets qualitative analysis 

software (i.e., NVIVO) is designed for.  Specifically, the dataset consisted of over 33,000 

kilobytes of data, including 591 original posts (i.e., messages, images, or other content 

that is not linked to previous posts). Facebook also permits users to comment on 

content posted by others and taking these comments into account; a total of 1121 

unique group members posted or commented on material posted to the group walls 

during the designated data collection period. 

2.3 Data Analysis  

Broadly, qualitative analyses allow for in-depth examination that can provide 

insights into participants’ (or in this case posters’) understanding of their lived 

experiences; such insights are rarely captured using quantitative methods (Griffin & 

Phoenix, 1994).  This may be especially true when rich, language-based datasets are 

translated or reduced to numerical quantities so that “big data” can be analyzed quickly, 

efficiently, and quantitatively (e.g., Chen, 2012).  Accordingly, and in keeping with the 
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goal of answering the research questions, the data analyses conducted for the purpose 

of this dissertation involved qualitative methods.   

Thus far, no guidelines or best practices for qualitative analysis of OPSG content 

have been established.  In fact, no studies examining illness-OPSGs using Facebook were 

identified within the literature. There are several potential reasons for this shortcoming.  

First, it is important to note that researchers have only recently begun to explore the 

role of social media in relation to health promotion and support seeking.  The majority 

of this research has taken either a survey approach (e.g., surveys asking individuals 

about their online activities and experiences; Wright et al., 2013) or has analyzed the 

content of ‘open’, mostly non-interactive fundraising or awareness-based pages whose 

primary purpose is not to provide support to those affected by a medical condition (e.g., 

Bender et al., 2011). The shortage of available research on OPSG content specifically 

may be due in part to the fact that historically access to support groups (versus 

fundraising or awareness-raising groups) has been denied to researchers.  The 

opportunity for naturalistic observation of a functioning support group has only recently 

become available to researchers via social media.  

Several approaches to qualitative analysis have emerged over the years, 

however, many were not appropriate for this dissertation.  The nature of FM OPSG data 

precluded the use of interpretative phenomenological analysis (a qualitative approach 

based on phenomenological epistemology theory) because this approach seeks to 

understand individuals’ everyday reality in supreme detail (Smith & Osborn, 2007).  

Given the researcher did not interact with thousands of group members to clarify the 
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nature and meaning of their posts, such an approach was ill-matched to this research.  

Grounded theory, another commonly used qualitative approach, was also unsuitable for 

conducting the proposed analyses.  At its core, grounded theory analysis involves a 

commitment to collect and analyze data with no preconceived assumptions to facilitate 

production of a complete theory that explains phenomena ‘grounded’ within the data 

(Glaser & Strauss, 1999).  This would have been problematic for this research because 

this researcher already had preconceived assumptions based on her life experiences and 

beliefs, knowledge gleaned from reviewing the literature, and her training in clinical 

psychology. Moreover, construction of a theory to explain the discussion content of FM 

OPSGs was beyond the scope of Study 1, which sought to obtain a more nuanced 

understanding of what is discussed in FM OPSGs and whether discussion content varies 

across groups despite having the same illness as their common focal point.  A grounded 

theory approach was similarly inappropriate for Study 2 given the use of ACT’s 

psychological flexibility model as a coding scheme and theory-based standard by which 

FM OPSG discussion content was analyzed.  Use of this coding scheme constituted a 

deductive approach to data analysis in direct opposition to grounded theory’s inductive 

nature. 

In contrast, Braun and Clarke’s (2006) thematic analysis methodology (TA) is a 

flexible yet systematic approach that is not wedded to any specific theoretical 

orientation. Historically, TA has been considered synonymous with content 

analysis/coding (University of Auckland, 2018). Braun and Clarke’s approach, however, is 

a more structured, systematic analytic method like Glaser and Strauss’ grounded theory 
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(1999), whereas content analysis remains “less clearly branded, with lots of different 

versions and varieties (none of which are particularly widely used, within the qualitative 

social/health research fields”; University of Auckland, 2018).  Unlike grounded theory 

approaches though, Braun and Clarke’s TA approaches coding “as an active and reflexive 

process that inevitably and inescapably bears the mark of the researcher(s) experiences 

and beliefs” (University of Auckland, 2018).  Accordingly, TA is well-poised to capture the 

valuable contribution intuition or heuristic judgment can make to any research 

endeavour (Malterud, 2001). Braun and Clarke also specify that “TA can be used to 

analyse most types of qualitative data… including printed materials, online and 

electronic materials” and that TA is suitable for research questions that “focus on what 

people say, on the content of the language used in the data” (University of Auckland, 

2018).  Given this alignment with the nature of the dataset (comments posted online by 

members of a FM OPSGs), the researcher’s pre-existing knowledge and assumptions 

that preclude a blank slate approach to analysis, TA’s lack of theory-imposed limitations, 

as well as TA’s flexibility to be either inductive (Study 1) or deductive (Study 2) according 

to the objectives of the research, Braun and Clarke’s TA approach was deemed most 

suitable for addressing the objectives of this dissertation.   

2.3.1 Researcher Frame of Reference 

A critical component of a credible qualitative analysis involves acknowledgement 

of the researcher’s experiences, values, and beliefs that shape research design and 

execution (Stiles, 1993; Ussher, 1999).  Although I am not affected personally by FM, the 

lens through which I approached this research was likely influenced by my own 
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extensive contact with the Canadian medical system and by my relationships with loved 

ones and clients who experience noteworthy chronic pain.  As a survivor of recurrent 

lymphoma, my family and I have experienced many of the interpersonal, financial, 

mental health, and identity-related difficulties associated with illness and disability.  I 

have also been privy to the ongoing, long-term struggles of many close family members’ 

and my spouse’s struggle with chronic pain.  These personal experiences may facilitate a 

deeper understanding of participants’ experiences with FM which could potentially 

impact data interpretation. 

My interpretative lens was also inevitably influenced by my interest in the 

interaction between mental and physical health difficulties and my knowledge and 

experience with gender-based social inequalities that contribute to the marginalization 

of women’s healthcare needs.  These beliefs may also have impacted how the content of 

FM OPSGs was interpreted and consequently have some bearing on any analytic claims 

made.  Finally, my approach has undoubtedly been impacted by my graduate training in 

the field of clinical psychology which emphasized emotional support and empirically-

based psychological therapies (e.g., CBT, ACT) as valid and important components of 

chronic illness treatment plans.  

To maintain the trustworthiness of my interpretations, a detailed account of the 

research process was kept to audit the accountability and trustworthiness of my 

findings.  Moreover, the presence of ongoing supervisory input further safeguarded 

against inferring more from the data extracts than was warranted.  
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2.3.2 Study 1 Analyses: Exploratory Inductive TA 

To begin, descriptive data about the groups’ content (e.g., number of unique 

posters) for each FM OPSG and for the collective dataset were determined.  An 

exploratory, inductive TA approach was used in Study/Manuscript 1, which enabled the 

researcher to produce a rich, data-driven description of the major themes that 

characterize the entire dataset (all three FM OPSGs’ content) as well as the themes that 

characterize each FM OPSG’ discussion content for comparative purposes.  In adherence 

with Braun and Clark’s (2006) six phases of TA, the researcher first became familiar with 

the data via multiple readings, during which time initial ideas or patterns within 

individual FM OPSGs and ultimately the entire data set were noted (Phase 1).  Next, the 

researcher systematically coded prominent or noteworthy features in the content of 

each OPSG, collating data under each code to form preliminary coding hierarchies 

(Phase 2).  Coding was completed electronically using NVIVO12, a qualitative data 

analysis software suite.   

The researcher then organized these codes into preliminary themes (Phase 3) 

and subsequently check that the themes were representative of the collated data within 

each theme by generating a thematic map of the analysis for each FM OPSG and 

ultimately for the entire dataset (Phase 4).  Within the thematic map, higher-order 

themes were reflective of overarching patterns within the data, while lower-order 

themes provided a more nuanced portrayal of the multiple dimensions subsumed under 

the higher-order themes.  Ongoing analysis further refined themes, which were then 

labeled and defined (Phase 5).  Throughout the coding process, codes and themes were 
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reviewed and discussed with the researcher’s supervisor and members of the 

rehabilitation lab at the University of New Brunswick - Fredericton to ensure themes 

were cogently assigned and operationalized.  This was an ongoing process throughout 

data analysis to maintain Lincoln and Guba’s (1985) criteria for trustworthiness of 

qualitative research.  Finally, a scholarly report of the analysis and its relation to the 

research questions and literature (manuscript 1) was produced (Phase 6).   

2.3.3 Study 2 Analyses: Deductive Theoretical TA 

For study 2 (manuscript 2), the aggregate dataset was reanalyzed using a 

deductive theoretical thematic analysis.  Unlike an atheoretical inductive thematic 

analysis, Braun and Clarke define theoretical thematic analysis as being “driven by the 

researcher’s theoretical or analytic interest in the area” (2006, p. 84).  In Study 2, the 

researcher determined which tenets of psychological flexibility or inflexibility (the 

theoretical model underlying ACT) were present, promoted, or devalued within the 

content of FM OPSG discussions and to what degree.   

In keeping with the six phases of TA (Braun & Clark, 2006), the researcher 

revisited phase 1 (familiarization with the data), then systematically coded features of 

the dataset through the theoretical lens of the psychological flexibility/inflexibility model 

(phases 2-5).  A preliminary coding scheme based on this model was devised for the 

purposes of this analysis (see Appendix A). This theoretically driven analysis determined 

whether a thematic map representative of the psychological flexibility/inflexibility model 

was reflected in the higher-order themes within the data. Lower-order themes were also 
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identified to provide a more nuanced portrayal of the multiple dimensions subsumed 

under the higher-order psychological flexibility/inflexibility themes.  The same steps 

outlined in Study 1 to ensure themes are cogently assigned and operationalized and to 

maintain Lincoln and Guba’s (1985) criteria for trustworthiness of qualitative research 

were followed.   
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Chapter 3: “My fibro family”: A Qualitative Analysis of Facebook Fibromyalgia Support 

Groups’ Discussion Content 

3.1 Abstract 

Fibromyalgia (FM) is diagnostically controversial syndrome characterized by chronic 

widespread pain, fatigue, sleep difficulties, cognitive dysfunction, and mental health 

symptoms. While online peer support groups (OPSGs) may help persons with FM access 

support and information, there are concerns that such groups can be iatrogenic. Using a 

non-participatory observational stance, we thematically analyzed discussions in three 

Facebook FM OPSGs to determine what themes best characterize the discussion content 

of the FM OPSGs collectively and whether a user’s decision to join a particular group 

impacted the type of thematic content to which they are exposed. Two themes 

representing explicit reasons group members participated in the OPSG (trying to 

understand FM and seeking/offering emotional support) and six themes representing 

underlying reasons members seek informational and emotional support (fighting FM, 

learning to live with FM, struggling with identity, distressing thoughts and feelings, 

judgment, empowerment-seeking) were identified. The findings suggest FM OPSGs may 

provide much needed psychosocial and emotional support while also inadvertently 

encouraging both helpful and unhelping coping strategies.  
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3.2 Introduction 

Fibromyalgia (FM) is a chronic pain condition comprised of a heterogeneous 

constellation of persistent, unpredictable, and often evolving somatic, mental health, 

and cognitive symptoms associated with impairments in physical, emotional, 

occupational, and social functioning (Bazzichi et al., 2020; Choy et al., 2010). Quality of 

life for persons with FM typically declines due to these symptoms and FM’s impact on 

self-esteem, interpersonal relationships, and financial well-being (Arnold et al., 2008; 

Sim & Madden, 2008). FM’s unknown aetiology and invisible nature also makes patients 

more vulnerable to stigmatization, which can exacerbate social and emotional 

difficulties (Asbring & Närvänen, 2002; Kool & Geenen, 2012). Typical treatment for FM 

focuses on managing symptoms with medication and physiotherapy/exercise, however, 

these are only mildly to moderately effective in reducing FM symptom severity and 

improving functioning (Agarwal et al., 2018; Arnold et al., 2018; Welsch et al., 2018). 

Thus, treatment ideally also includes patient education and psychological therapies (e.g., 

Fitzcharles et al., 2013; Hann & McCracken, 2014), which can foster improvements in 

symptom ratings, functioning, and mental well-being (Bazzichi et al., 2020; Bernardy et 

al., 2018; Glombiewski et al., 2010). Unfortunately, engagement in psychological 

interventions is limited by access issues such as cost, proximity to a competent provider, 

mobility, or transportation difficulties (Cudney et al., 2002).  

Online peer support groups (OPSGs) provide an opportunity to offer and receive 

support and information from similarly affected peers with minimal perceived threat of 

stigmatization. Thus, they seem an ideal social support platform for those affected by 
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controversial and difficult to treat illnesses like FM (Berard & Smith, 2019). Social media 

sites, such as Facebook, have greatly facilitated the accessibility of OPSGs, connecting 

thousands of people with shared interests or issues globally at little to no cost (e.g., 

Berard & Smith, 2019; Gupta & Schapira, 2018). Individuals can electronically ‘log on’ 

day or night to discuss their symptoms, illness-related experiences, or support needs 

from the comfort of their own home, mitigating access barriers that often make support 

resources inaccessible for persons with FM (Berard & Smith, 2019; Gupta & Schapira, 

2018). Facebook-based OPSGs may be especially popular among persons with 

uncommon issues or interests like FM because time, geographic, architectural, systemic, 

and technological barriers (including user accessibility) are easily overcome in 

Facebook’s online communities (Berard & Smith, 2019; Gupta & Schapira, 2018). 

Facebook OPSGs may also be uniquely appealing because they are exceptionally 

accessible to the large proportion of adults already using Facebook on a daily basis 

(Chou et al., 2021). Users can find and join a Facebook group using their existing 

Facebook profile (or, if preferred, a distinct profile created for OPSG participation) then 

engage with others using a variety of interaction styles (e.g., posting text, pictures, 

videos, web links; using one-click ‘like ‘or emoji responses) from virtually any internet-

enabled device (Facebook, 2021a). Users can receive notifications on their account 

dashboard and smart devices when others have posted content in the group or 

responded to their posts, potentially prompting them to revisit the group discussion 

each time they access their smart device or log on to Facebook (Facebook, 2021b). 

Another attractive feature of Facebook, particularly for individuals with a stigma-laden 
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diagnosis like FM, is the high degree of control users have regarding what personal 

information is shared. For instance, a Facebook OPSG member may choose not to 

disclose their real name or other identifying information in the group or may choose to 

casually consume but not contribute to the group’s discussion content (Ridings et al., 

2006; Sparks, 1992). Accordingly, Facebook OPSGs may help some individuals overcome 

a multitude of barriers that impede more formal help-seeking.  

Despite the proliferation of illness-related OPSGs on Facebook, no published 

research has examined what content is discussed by group members or whether the 

content discussed within Facebook FM OPSGs differs from the content discussed in 

technologically older OPSG platforms (i.e., OPSGs that predated the proliferation of 

social media and existed on independent, illness-specific online platforms). Three 

studies exploring what members discuss within these technologically older style FM 

OPSGs have been published. Two of these studies indicated group discussion focused on 

social connectedness (e.g., ‘chit chat’), treatment information, and sharing support, 

information, and personal experiences (Chen, 2012; van Uden-Kraan et al., 2008a) while 

the third study (Barker, 2008) found evidence of potentially harmful discussion topics 

(e.g., illness reification, derogation of professional expertise in favour of embodied 

knowledge). While these findings provide some insight into what is discussed in FM 

OPSGs, they are compromised by methodological limitations.  Specifically, van Uden-

Kraan and colleagues (2008a) and Barker (2008) both analyzed the extracted OPSG 

content using pre-established coding schemes (a deductive methodological approach), 

which significantly shaped and limited the types of themes that were identified. In the 
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third study (Chen, 2012) a computer automated linguistic analysis was used to identify 

the most common words and word clusters present in the extracted content. Without 

contextual or semantic information, however, the interpretability of Chen’s research 

findings is severely limited. Additional research is needed to address these 

methodological limitations and to determine whether the rise of social media based 

OPSGs has affected the type of content discussed among members. It is possible the 

integration of social media into people’s daily lives has impacted both the types of users 

who choose to participate in FM OPSGs and the type of content they discuss.  We 

therefore completed an inductive analysis of what is discussed in Facebook FM OPSGs 

with the goals of identifying what themes best characterize the discussion content of 

Facebook FM OPSGs (RQ1) and whether a user’s decision to join a particular Facebook 

FM OPSG impacts the type of thematic content to which they are exposed (RQ2).  

3.3 Methods 

3.3.1 OPSG Selection Procedures  

Potential Facebook OPSGs were first identified using Facebook’s group search 

function. This initial search yielded almost 100 English-speaking groups. From this list, 

groups were excluded from consideration if their title indicated: (1) an affiliation to a 

country outside North America; (2) a clear religious persuasion; (3) inclusion of persons 

with illnesses other than FM (e.g., chronic pain); (4) specific goals beyond general 

support (e.g., weight loss, nutrition); or (5) a specific coping stance (e.g., natural 

recovery, living positively). Groups that were inactive (i.e., less than one post per seven 
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days) were also excluded.  In compliance with Eysenbach and Till’s (2001)  three criteria 

for determining whether a group should be considered a private space in the context of 

online qualitative research, only publicly searchable Facebook FM OPSGs that could be 

accessed by clicking ‘join’ (Criterion 1) or that had more than 500 members (Criterion 2);  

were retained in the selection pool. Any group whose netiquette statements stipulated 

the discussion content was private or copyrighted was excluded from the selection pool 

(Criterion 3). Given our compliance with Eysenbach and Till’s (2001) criteria, the level of 

risk to participants was deemed to be minimal in compliance with Canadian federal 

research policies (see Canadian Institutes of Health Research, Natural Sciences and 

Engineering Research Council of Canada, and Social Sciences and Humanities Research 

Council, 2018) and in line with similar policies abroad (e.g., British Psychological Society, 

2014).  

Once this research was approved by the authors’ institutional Research Ethics 

Board, three English-language groups of different membership sizes (ranging from 

hundreds to thousands of members) that were deemed active (i.e., multiple posts per 

day) were chosen from the eligible pool of more than 50 groups and ‘joined’. From the 

time the researcher ‘joined’ the FM OPSG to the time the researcher left the group, a 

non-participatory observational approach was strictly followed to preserve the integrity 

and authenticity of the data.  Experts in health research recommend non-participatory 

observational methods when studying OPSGs because group members are more likely to 

monitor or change their behaviour when they know they are being observed, presenting 

a distorted picture of group functioning (Barak et al., 2004; Barker, 2008).  
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 All messages posted to each group’s wall within a specified seven-day period for 

three consecutive months were copied and pasted into separate documents. One group 

was so active that the authors were ultimately unable to access archived content posted 

to the group’s wall during the earliest designated month of our study (i.e., were only 

able to collect data from two rather than three months for this group). The dataset 

consisted of over 33,000 kilobytes of data, including 591 original posts (i.e., messages, 

images, or other content that is not linked to previous posts). Facebook also permits 

users to comment on content posted by others and taking these comments into 

account; a total of 1121 unique group members posted or commented on material 

posted to the group walls during the designated data collection period. 

3.3.2 OPSG Members  

The use of non-participatory observational methods prohibited the collection of 

verifiable demographic information. Nevertheless, across the estimated 15,000 group 

members, those who chose to disclose a gender/sex identity almost exclusively 

identified as female or women based on their pronouns, self-presentation (e.g., profile 

picture), or the content of their posts (e.g., reference to pregnancy, menstruation, 

mothering) with varying durations of illness experience (e.g., newly diagnosed to 20 

years or more of FM experience). Members who included demographic information in 

their posts also endorsed a range of relationship statuses (e.g., single, common-law, 

married, divorced), and were diverse in terms of age, spiritual beliefs, cultural 

backgrounds, and socio-economic status 
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3.3.3 Data Analysis 

Extracted content was analysed according to the six steps of inductive thematic 

analysis (see Braun & Clarke, 2006) using NVIVO 12 software. This enabled the 

researcher to produce a data-driven description of the major themes that characterized 

the entire dataset (all three FM OPSGs’ content) as well as the themes that 

characterized each FM OPSG’ discussion content for comparative purposes. Once 

familiarized with the data (via multiple readings; phase 1), the researcher systematically 

coded prominent or noteworthy features in the content of each OPSG, collating data 

under each code to form preliminary coding hierarchies (Phase 2). The researcher then 

organized these codes into preliminary themes (Phase 3). Iterative review of the content 

and codes subsumed within each theme as well as the themes in relation to one another 

was completed to ensure each theme represented a unique aspect of the data. The 

thematic map was subsequently generated (Phase 4) and each theme’s name and 

definition was refined and concretized (Phase 5). Throughout the coding process, codes 

and themes were reviewed and discussed with the researcher’s supervisor and other 

members of the research lab to ensure themes were cogently assigned and 

operationalized. This was an ongoing process throughout data analysis to ensure the 

trustworthiness (i.e., credibility, dependability, confirmability, reflexivity) of the findings 

presented here in Phase 6 (Korstjens & Moser, 2018; Lincoln & Guba, 1985). 
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3.3.4 Researcher Frame of Reference 

Credible qualitative analysis involves acknowledgement of the reflexive lens 

through which the research was conceptualized, designed, and executed (Stiles, 1993). 

Both authors have personal experience with pain or other chronic illness within the 

context of the Canadian medical system. In addition, both authors have doctoral training 

in clinical psychology and share clinical and research interests in working with persons 

with FM specifically. These personal and professional experiences may impact our 

understanding of participants’ experiences with FM, which could potentially impact data 

interpretation. 

3.4 Results 

3.4.1 Reasons Group Members Participate in Facebook FM OPSGs (higher-order themes) 

Analysis of all three groups’ posts and their affiliated comments yielded eight 

themes (see Figure 1). We identified two higher-order themes in the content posted to 

the groups’ walls representing reasons group members participated in a Facebook FM 

OPSG (Trying to Understand FM and Seeking and Offering Emotional Support) as well as 

six second-order themes representing why members seek information and emotional 

support online (Fighting FM, Learning to Live with FM, Struggling with Identity, 

Distressing Thoughts and Feelings, Judgment, Empowerment-seeking). The higher-order 

themes are presented below, followed by details about the second-order themes. 

3.4.1.1 Trying to Understand FM.  Content in every group reflected members’ 

struggle to find reliable and accurate information about FM. That is, members expressed 
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a desire to better understand what FM is (and is not), why it develops, how to treat their 

specific symptoms, and how to navigate life with FM more generally. Content reflective 

of this theme included posts/comments questioning whether specific symptoms are 

caused by FM (e.g., rashes, types of pain, inflammation), descriptions of specific 

symptoms associated with FM (e.g., pain, brain fog), descriptions of other conditions 

that may be misdiagnosed as FM (e.g., Lyme disease, multiple sclerosis), web links to 

information about theorized origins of FM or particular symptoms (e.g., article 

suggesting “depression is an allergic reaction to inflammation”), and information about 

the developmental course and prognosis of FM. Some of the information provided 

about the symptoms associated with FM and recommended treatment was consistent 

with current scientifically based information (e.g., “I have heard of some people 

improving…enough to be able to call it a 'cure'. But they find they still get flare ups if 

they do too much”). Occasionally, information with a less credible scientific basis (e.g., 

article claiming FM pain stems from excess blood vessels in the hands), advertisements 

or endorsements for products (e.g., branded nutritional supplements), or information 

that would be difficult for consumers without advanced medical knowledge to interpret 

(e.g., article exploring mitochondrial enhancer replacing Cymbalta in treatment of FM) 

was also posted. In addition, severe symptom presentations (e.g., daily intractable pain, 

severe mobility limitations) were often characterized as typical of FM and additional 

symptoms that may be better explained as medication side-effects, concurrent health 

problems, or non-FM normative experiences were also presented as FM symptoms (e.g., 

irritable bowel, rashes, anxiety, hormone imbalances, dry mouth).   
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 Figure 1 

Higher and Lower Order Themes Identified in Three FM OPSGs 

 

Note. Higher order themes are indicated by black figures and lower order themes 

underlying the higher order themes are indicated by grey figures  

Fighting FM 

Learning to live with FM 

Struggling with identity 
Trying to understand FM 

Emotional support seeking 
and sharing 

Struggling with distressing 
thoughts and feelings 

Judgment 

Empowerment seeking in 
the context of FM 
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Along these lines, FM was regularly described as debilitating, all-encompassing, and 

progressive. For example, members posted: “…the pain is not comprehendible. I am 

frightened of what the future holds for me.”; “I only got worse. I am now deemed 

permanently disabled.” 

3.4.1.2 Seeking and Offering Emotional Support. Consistent with the nature of 

most support groups, seeking and offering emotional support (e.g., requests for or 

expressions of empathy, compassion, acceptance, belonging, and/or investment in 

others well-being) was identified as a prominent theme in the content posted in all 

three FM OPSGs. On occasion members solicited support directly (e.g., “I feel so guilty. I 

can't take care of my family and I don't want to share with them just how bad this is. 

Please I need someone that understands”). More often, however, emotional support 

was offered without prompting when members posted about a difficulty or ‘vented’. For 

example, one group member concluded her response to another member’s lengthy 

description of a stigmatizing experience by stating: “Don't stress yourself out. Know you 

are safe to say what you want here and know we will support and understand you!!” 

Additional supportive responses, including hope for reduced/no pain, general or 

personalized encouraging statements, affirmation statements (e.g., “Be happy. Be 

strong. Believe we will survive”) and offers of prayers were noted in all groups, though 

this latter form of support (i.e., prayer) was especially prominent in one group. Some 

participants also offered support by normalizing, legitimizing, or validating members’ FM 

experiences or life difficulties (e.g., “I really hope [your family] take your needs more in 
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consideration than theirs”) or by offering a sense of connection or belonging to 

members (e.g., “gentle hugs my fibro family”; “always an ear here and a virtual hug”). 

Venting, defined as expressions of strong, negatively valanced thoughts or 

emotions (e.g., anger, betrayal, helplessness) relative to a situation without a solution 

focus, was a prominent support seeking mechanism observed in the content collected 

from all groups and consistently elicited offers of emotional support from other group 

members. Members generally ‘vented’ about physical symptoms, medication 

ineffectiveness or side-effects (e.g., “[medications] make me so sleepy where I can’t do 

anything but yet I can’t sleep. It sucks”; “…the sharp electric pain is the worst I've ever 

felt! will it never end?”), FM’s impact on quality of life (e.g., “…living like this sucks and I 

hate it”), and feeling misunderstood/stigmatized by others who do not have FM (e.g., “I 

hear too often that I’m whining…”; “I’m so frustrated… people who don’t have FM will 

never understand.”). On some occasions, posters were also observed to vent about the 

same issue repetitively in their responses to others posts. The following quotes, 

spanning approximately two weeks, exemplify this process: 

Response to poster: “I am so thankful my ex took off before I was diagnosed and 

before things got as bad as they are now. I have enough pain and issues going 

on, I don't need to deal with him on top of it!” 

Response to different poster: “My husband was a hypochondriac who… expected 

me to be on call to care for him 24/7. I am so glad he is gone, he can be some 

other woman's problem now… 
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Responds to different poster: “I don't miss having a husband one bit…” 

Venting posts typically prompted other members to offer unsolicited advice or to 

‘vent’ about their own experience, which sometimes resulted in support being 

redirected towards a responder rather than the original poster. Often (but not always), 

members offered socioaffective support including validation, encouragement, 

normalization, and connection (e.g., “I am sorry that you have had this happen… it takes 

someone that actually experiences fibro to truly understand and have patience”; “I 

commend you for all the pain I know you are enduring you aren't letting it beat you.”). 

3.4.2 Reasons Group Members Seek Information or Support in Facebook FM OPSGs 

(second-order themes) 

 Collectively, Trying to Understand FM and Seeking and Offering Emotional 

Support were the reasons we intuited members joined and participated in the groups in 

this dataset (e.g., “This site has been so amazing for me since joining recently. Finally 

people that feel the same way I do… I find some comfort in knowing I am not alone or 

crazy”). Further examination of the content, however, revealed six additional themes 

representing reasons members may seek support or information from peers online 

rather than (or as an adjunct to) seeking to meet these needs offline with family, friends, 

or helping professionals. 

3.4.2.1 Fighting FM. Posted content indicates a large proportion of members 

were heavily invested in seeking and offering ways to “fight” FM. In our dataset, fighting 

FM was defined as efforts to eliminate or reduce symptoms or arrest their progression 
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to regain quality of life. Analysis of members’ posted content suggests they fought FM 

by seeking and offering advice about medication, home remedies, alternative therapies 

(e.g., acupuncture, aromatherapy), medical devices (e.g., TENS), vitamins, 

complimentary and alternative medicines, and other ‘treatment’ regimens for FM (e.g., 

gluten-free dietary regimens). Some members also discussed avoiding stressors or 

activities (e.g., “if I take a walk I pay for it for days”) that could potentially exacerbate 

their symptoms. Others expressed reluctance to adapt or pace their activities, viewing 

completing tasks regardless of FM-related limitations or symptom exacerbation as a 

form of fighting (e.g., “Definitely overdid it…Needed to get [task] all done. Unfortunately 

I've been up since 4am in excruciating pain”). Some members also used the term ‘fight’ 

in the context of raising awareness or fighting negative stereotypes about persons with 

FM (e.g., “I fight for my health every day in ways most people don’t understand”; “I’m a 

warrior”; “#FIGHTING4MYLIFE”). Content referring to members as “fighters” or 

“warriors” was commonplace in the dataset and was described as a way to validate and 

attribute valued qualities of courage, strength, resilience and persistence to members 

struggling to live with FM. Exemplifying this point, members posted: “Fibro is painful but 

as fighters we shall never give up or give in. Gentle hugs my fellow warriors”; “God Bless 

all of you for your support and the fight that we live”.  

3.4.2.2 Learning to Live with FM. Some posted material focused on adapting to, 

rather than fighting FM. Learning to live with FM encompassed content that conveyed 

members’ efforts to stop fighting FM-related current or anticipated changes in their 

lives (e.g., accepting reduced working hours or accommodations rather than struggling 
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to overcome limitations in the workplace) in favour of investing in activities that foster 

improved quality of life and self-acceptance. Group members contextualized this 

experience of investing in creating purpose and the capacity for joy in life with 

statements like: “There's nothing wrong with hope. I just think we just have to stop 

chasing it exclusively… and start to adjust to the life we have here and now.” 

 At a more nuanced level, members posted about cultivating joy in their lives by 

participating in pleasant activities (e.g., enjoying a hot bath, swimming, singing aloud), 

increasing time spent with loved ones (e.g., Poster: “in spite of pain, I still keep [my 

grandchildren] whenever possible…[they’re] just a joy”; Responder 1: “Cuties! I have 

three. They certainly encourage me to do as much as I can!!!; Responder 2: 

“Grandchildren help lessen our focus on pain!”) and adapting their surroundings to be 

more pleasant (e.g., “I put things I feel happy looking at where I’ll see them often”). 

Members also discussed learning to accept accommodations and to plan and pace their 

activities to complete meaningful tasks without exacerbating symptoms. For instance, 

one responder encouraged others to pace their activities in this way: 

On the worst days, try to do at least one thing that makes you feel good. On the 

better days, move as much as you can- swim, walk- even if it's just a little. The 

more you don't move, the less you will.  

 Lastly, members posted memes depicting self-acceptance (e.g., “Tell yourself 

gently: I love you, you did the best you could today, and even if you didn’t accomplish all 

you had planned, I love you anyway”) and gratitude for perceived positives (e.g., “I can 
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choose my attitude… to be grateful for all I can do, there are always people hurting far 

worse than I”). 

3.4.2.3 Struggling with Identity. Closely linked to the fighting and learning to live 

with FM themes was content detailing members’ struggle to find or regain a sense of 

self in the wake of FM. The struggling with identity theme prominently captured 

members’ descriptions of the person they were before FM, their struggle to continue 

living as that person, their experience of grieving or letting go of their pre-FM identity.  

On rare occasions, members also described their experience reconceptualizing their 

identity as a person with FM. Member’s often described themselves as active, health-

conscious, hardworking, and productive people before FM (e.g., “I was a health nut, 

vegetarian, athletic and clean living until the fibro started”) and expressed significant 

sadness and frustration at their perceived inability to embody those characteristics 

because of FM (e.g., “I miss the old me so much… realistically I'm never going to be 

100% again and I'm never going to be the me I used to be”). Frustration, despair, and 

fear were expressed in relation to the prospect of becoming their FM-self forever, which 

members described as a flawed, shameful identity (e.g., “Living like this sucks and I hate 

it. I want the old ME back”; I’m just tired of hurting, crying, missing people, missing out, 

feeling worthless, pretending I’m ok, I’m just tired of this illness”). For some, the 

emotional experience of this loss appeared to drive continued efforts to fight FM or self-

identify as an “FM survivor” or “warrior”. Others described adjusting their definitions of 

values like being fit and healthy so that it still resonated with their sense of self (e.g., 

“My new definition of TRUE HEALTH means …laughing (even at work), breathing, loving, 
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and just living my LIFE without letting illness and stress break me down”) or described a 

more gratitude- and present-focused approach to establishing a new sense of self. 

Exemplifying this latter point, one group member posted: 

We need to take joy in how much knowledge we have gained and how much we 

have learned to appreciate what we still do have. I look forward to discovering 

the person I am yet to become. 

3.4.2.4 Struggling with Distressing Thoughts and Feelings. Members often 

discussed experiencing distressing thoughts and feelings about a myriad of topics. The 

nature and severity of these difficulties varied greatly and were not always explicitly 

linked to members’ FM symptoms or illness experience (e.g., some members discussed 

difficult family situations). Members often posted about emotional responses to 

everyday events in the context of FM (e.g., fear of medical procedures, frustration with 

mobility limitations). Others discussed more general struggles with negatively valanced 

thoughts (e.g., worthlessness), heightened worries or fears, or intense emotions that 

may constitute mental health symptoms: “… as soon as my head hits the pillow I 

remember and worry about every thing I forgot to do… every hurtful thing that ever 

happened to me, every deed that I am sorry about…”; “I've been not motivated to do 

anything, way quicker to anger… crying…I haven't cooked or cleaned anything…getting 

out of bed only when I have to go to work…” 

  Oftentimes, members disclosed possible mental health symptoms or diagnoses 

in their list of health problems or as part of their question about whether these 
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difficulties are normative for persons with FM (e.g., “Does anyone one else find their 

anxiety levels are much higher during a flare...finding my anxiety is more difficult to deal 

with then the pains at this point...”; “Does anyone find that after a bad pain spell the 

depression hits?” Responses to these posts generally included support, information, or 

advice on how to address emotional difficulties. Support and endorsement of passive 

coping strategies (e.g., resting, praying, rescheduling activities, and waiting for pain to 

pass) was frequently noted in the content extracted from all groups. For example, one 

user posted: “If you’re struggling you deserve to make self-care a priority. Whether that 

means lying in bed all day, eating comfort good, putting off homework, crying, sleeping, 

rescheduling plans… or doing nothing at all.”. 

 Posts about mental health struggles often elicited discussion about the impact of 

mental health symptoms or stress on FM symptoms (e.g., “Thinking about things causes 

stress which causes pain...”). In some instances, content discussing past or present 

desire to die or escape life or previous suicide attempts was identified. Responses to this 

content generally urged the poster to seek professional help and offered support and 

encouragement. Posts of this nature did not occur often but were more prominent in 

the group that discussed religion more prominently. 

 References to mental health professionals (e.g., counsellors, psychologists, 

psychiatrists) were rare and suggested members may not fully understand the 

differences between various types of mental health services offered by various 

professionals (e.g., supportive counselling versus therapy for a mental health disorder).  

In one particularly salient discussion, group members suggested consulting a mental 
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health professional can be useful when attempting to make a disability insurance claim 

but indicated counselling was generally unhelpful, and that peers represent a superior 

option for mental health support (e.g., “[professional counselling is] not necessary, 

that’s what we’re here for”). 

3.4.2.5 Judgment. Content describing experiences of judgment (i.e., being 

negatively evaluated or discriminated against due to FM-related stigmatization and 

stereotypes) were posted in all groups and generally elicited considerable discussion 

amongst group members. Posters often described the negative stereotypes they 

encountered about persons with pain or FM (e.g., lazy, malingerer, attention-seeking, 

crazy), as well as their personal experiences of stigmatization and discrimination from 

spouses, family, friends, medical professionals, work colleagues/superiors, and 

insurance and government agencies (e.g., “My neurologist doesn’t recognize FM… says 

it doesn’t exist”; “Had a doctor tell me it was all in my head years ago”; “family and 

friends don’t get it. I try not to say I don’t feel good or tired… I get told we are sick of 

hearing it”; “Some of us can work and some of us can't. All of this does not make the 

person it doesn't work for lazy, crazy or unwilling for change”). At times, members also 

disclosed negative judgments or stereotypes they had internalized (e.g., “I'm actually 

called Crazy [name], I just raise my hand and say YEP”). Posts depicting judgement 

provoked strong emotional responses from group members as evidenced by the extent 

to which they generated comments (some posts received dozens of responses). 

Commenters typically offered support, advice, or descriptions of their own similar 

experiences of judgment (e.g., “I’m so tired of hearing how lazy I am… it breaks my 
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heart, I used to work from sun up until sun down”; “When people think I am faking, I 

always wonder why anyone would want to fake something like this”). Alternatively, 

some judgment posts were more general and declarative in nature (e.g., “Don’t always 

view someone’s complaints as a want for attention, sympathy, or validation. Sometimes 

one’s complaints are just them longing desperately for a normal day with no pain and 

limitations”). These posts received fewer responses but generally were well ‘liked’ (a 

Facebook feature that allows users to give a ‘thumbs up’ response to posted content). 

Responses to judgment posts were generally supportive and almost always validating. 

Responses also occasionally conveyed gratitude for the existence of “our site” which was 

described as a “safe place to go” to vent about experiences of judgment and to seek 

support from similarly affected others.  

3.2.4.6 Empowerment-seeking. Members’ sought empowerment for themselves 

and others with FM via efforts to improve their understanding of FM (e.g., causes, 

treatments), be assertive, identify with positive attributes, and practice self-compassion. 

Members of one group exemplified some of these points in their response to a peer 

struggling with family boundary-setting:  

Responder 1: Setting boundaries with others is NOT your "ugly side"…stand 

strong for yourself, you ROCK! 

Responder 2: Be as committed and loving to yourself as you have been to 

those around you…it's your life that you are fighting for. And you are worth it.  
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Labelling persons with FM as strong and courageous (e.g., “people with chronic illness 

are freaking awesome and courageous”, “we are true warriors…I certainly admire our 

strength”) and practicing self- and other-validating skills were other forms of 

empowerment-seeking commonly described by group members. Posts demanding 

compassion from health providers/family/friends and respect for patient experiences 

and expertise were present but less common. Exemplifying these sentiments, one 

prominent poster wrote: “Do not let anybody try to tell you they know best or what 

you should be doing… they do not know what works best… you know your body better 

than anybody else”. This type of empowerment seeking was often embedded in 

responses to peers’ descriptions of stigmatizing experiences with others. Stigmatizing 

encounters with medical professionals appeared to be particularly damaging to 

members’ willingness to strive for and place trust in patient-provider relationships, 

leading some members to describe the world outside their FM OPSG as hostile. In 

these cases, discussion typically shifted to advocacy (the final type of empowerment 

seeking we noted) with emphasis on uniting as a community to combat negative FM-

related attitudes and discrimination. The following responses to one member’s post 

about a stigmatizing experience with a health provider exemplifies this shift: 

Responder 1: United we stand… someday someone will listen and totally get it 

from our point of view. 

Responder 2: These archaic uninformed "Drs" need to get with the program. 

Don't put up with their smug BS. We know more about our condition than 

anyone else. We live it. We need to have our voice heard. 
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3.5 Discussion 

To our knowledge, the current study constitutes the first examination of a 

Facebook FM OPSG and the first non-automated, truly inductive effort to understand 

the nature of discussion content posted to any FM OPSG. An inductive analytic 

approach, which does not impose expectations or restrictions on to the analytic process, 

facilitated a deeper, multi-layered picture of what group members discuss in FM OPSGs. 

Specifically, our results indicate group members seek and offer FM-related support and 

information (first layer of the thematic hierarchy) but do so to address difficulties in six 

key areas: coping with judgment, identity, fighting FM, learning to live with FM, 

struggling with difficult thoughts and feeling, and empowerment seeking (second layer 

of the thematic hierarchy). This study is also the first to directly compare discussion 

content from multiple FM OPSGs and to determine that, despite stronger emphasis on 

religiosity and suicidal ideation in the content of one group, the nature of discussions 

was thematically consistent across groups.   

3.5.1 Reasons Group Members Participate in Facebook FM OPSGs 

Previous studies of non-social media based FM OPSGs have identified 

information and support-seeking as common discussion topics (e.g., Chen 2012; van 

Uden-Kraan et al. 2008a), suggesting persons with FM have, for at least a decade, 

turned to OPSGs to address unmet information and emotional support needs. This 

speaks to the resourcefulness and initiative of persons with FM while emphasizing that 

existing health resources may not be adequately meeting their information and 
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emotional support needs. Our findings further demonstrate that group members may at 

times be deferring to peers rather than professionals as primary sources of FM expertise 

and support. This is potentially problematic because, like others (e.g., Naslund et al., 

2016; Tan et al., 2021), we found the information posted in the OPSGs was not 

consistently interpretable by persons without medical or other relevant education and 

did not consistently align with current evidence-based diagnostic and treatment 

approaches for FM. In peer-led groups, group leaders (i.e., admins or moderators) may 

not possess the knowledge, training, skills, and resources to moderate discussions to 

ensure poor quality information is not propagated (Gupta & Shapira, 2018). For these 

reasons, reliance on OPSGs as a primary rather than adjuvant source of information 

about FM may carry unacknowledged risks.  

In addition to information, group members typically seek and offer emotional 

support (e.g., empathy, compassion, connection, acceptance, encouragement, 

validation, belonging) in FM OPSGs. Emotional disclosures that have been validated by 

others is associated with resilience to FM-related stigmatization and modest emotional 

(e.g., reduced depressive symptoms and interpersonal sensitivity), cognitive (e.g., 

perceived loneliness), and physiological benefits (Lepore et al., 2000, 2004; Nils & Rimé, 

2012; Ochocka et al., 2006; Radcliffe et al., 2007; Repper & Carter, 2011). Our findings 

suggest, however, that responses from group members may not always be perceived as 

validating, have lasting positive effects, or be universally helpful. For example, group 

members often responded to posts soliciting emotional support with unsolicited advice 

without concurrently conveying emotionally supportive sentiments. Given persons with 
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FM often feel stigmatized and invalidated by others’ coping suggestions (Armentor, 

2017; Kool et al., 2009), these types of responses may be perceived by the support-

seeker as invalidating, unsupportive, and generally unhelpful.  

Emotional disclosures or support seeking in the form of venting, which was 

common in the FM OPSGs, may also be unhelpful or lead to responses perceived to be 

invalidating or unsupportive. Venting may occur commonly in FM OPSGS because offline 

audiences often respond intolerantly to pain-related venting (Armentor, 2017; Herbette 

& Rimé, 2004). Following a distressing experience, venting to others is a relatively 

normal behaviour motivated by a desire to receive socioaffective support (e.g., 

validation, comfort, bonding, empathy,) and cognitive support (e.g., help clarifying the 

meaning and significance of an experience, reframing/ reappraising it, modifying 

associated goals and schemas; see Rimé, 2009). Responses to venting posts in the FM 

OPSGs examined herein conveyed socioaffective support associated with short-term 

emotional relief but rarely provided the cognitive processing supports  provided in bona 

fide psychological interventions that are typically necessary for sustained emotional 

recovery (Kennedy-Moore & Watson, 2001; Nils & Rimé, 2012; Rimé, 2009).  

Moreover, frequent or collective venting among members may promote co-

rumination, defined as “extensive and frequent discussion, speculation, and focus on 

negative feelings related to personal problems with a close friend” (Carlucci et al., 2018, 

p.133). Co-rumination can increase perceived friendship quality and satisfaction but can 

concurrently amplify anxious and depressive symptoms (Calmes & Roberts, 2008; 

Haggard et al., 2011). This may be true even for members reading but not participating 
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in venting discussions, resulting in an affective distress ripple effect within the group 

that extends beyond only those members posting content.  Collectively, these findings 

suggest FM OPSGs can provide much-needed socioaffective support and friendship to 

persons with FM but should not be considered as an equivalent substitute for 

professional intervention which generally address both socioaffective and cognitive 

support needs in a co-ruination free environment (Antony & Barlow, 2020).   

3.5.2 Reasons Group Members Seek Information or Support in Facebook FM OPSGs 

Although persons with FM have been seeking/offering information and support 

in FM OPSGs for at least a decade, little information exists describing the nature of 

group members’ informational and emotional support needs. That is, little is known 

about what issues or topics underly persons with FMs’ information and emotional 

support needs.  This study addresses this gap in the literature by identifying content-

focused themes that characterize FM OPSG users’ information and emotional support 

needs (i.e., fighting FM, learning to live with FM, struggling with identity, struggling with 

difficult thoughts and feelings, judgment, and empowerment-seeking).   

Our results indicate many group members frequently sought/offered information 

and support to bolster their ability to fight FM or learn to live with FM. Engagement in 

discussions focused on fighting FM (i.e., resolving or minimizing symptoms of FM, 

especially pain) could promote activities that delay adjustment processes such as 

adaptive coping ad acceptance (Hayes et al., 2006). That is, the time and resources 

members expend discussing and experimenting with techniques to reduce symptoms 
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(fighting FM) likely detracts in some ways from their capacity to invest in activities that 

give their life meaning and purpose, and thus may be unintentionally iatrogenic.   

In contrast, learning to live with FM posts reflected members’ investment of time 

and resources in meaningful activities that foster improved quality of life and self-

acceptance. These types of posts were far less frequent in our data and also have not 

been identified by previous researchers, perhaps because of methodological limitations. 

It is possible this theme has only recently arisen in FM OPSGs or is unique to Facebook 

FM OPSGs. In this case, our results may indicate a small minority of persons with FM use 

contemporary OPSGs as a resource for promoting and supporting each other’s journey 

towards illness acceptance. 

Group members’ struggle with identity represents another novel finding 

regarding OPSG discussion content. Extant research indicates persons with chronic pain  

often view pain as shameful, which hinders their ability to incorporate pain into a 

positive sense of self or identity (Crump & LaChapelle, 2017; Ferguson et al., 2000; 

Reynolds & Vivat, 2010; Richardson, 2005; Risdon et al., 2003). The prominence of this 

type of content in the OPSGs suggest difficulties reconceptualizing a positive identity in 

the context of FM is common, distressing, and potentially an issue that is neglected by 

both researchers and support providers. The rare posts describing efforts to 

reconceptualize a positive identity that incorporates FM indicates a select few members 

may be using the Facebook group as a source of information and support while 

navigating identity loss and reconceptualization.  
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FM-related shame and identity threat undoubtedly contribute to distressing 

thoughts and emotional upset (Crump & LaChapelle, 2017; Russell et al., 2018; Smith & 

Osborn, 2007). Chen (2012) and van Uden-Kraan and colleagues (2008b) observed that 

members frequently described struggling with difficult thoughts and feelings. Our more 

nuanced findings, however, indicate there was considerable variability in the severity of 

distress group members described (e.g., mild anxiety and frustration versus despair and 

suicidal ideation). Posts depicting severe psychological symptoms may reflect 

contemporary society’s increased comfort with online communication and the degree of 

unmet mental health needs among FM populations. Group members experiencing 

emotional difficulties or psychological problems may view their FM OPSG as the only 

accessible safe place to express their emotional distress and to seek advice and support. 

The provision of socioaffective support (e.g., validation) without concurrent cognitive 

supports may also make OPSGs appealing and beneficial in some ways because this type 

of support may be more palatable to persons who have been pervasively stigmatized 

and invalidated (Lepore et al., 2004; Nils & Rimé, 2012; Rimé, 2009).  For instance, group 

members are not required to participate in group discussions, adopt or practice skills, or 

make changes to palliate distress in an OPSG and can disengage (e.g., stop posting, 

delete their post, disengage from the group altogether, or delete their profile) if they 

feel pressured to do so (Ma et al., 2016). Thus, this ‘support without pressure to take 

action’ environment may attract persons struggling with emotional difficulties who are 

in the early stages of change (i.e., precontemplation, contemplation, and determination) 
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more so than those who are ready to actively make changes to address mental health 

problems (Prochaska et al., 1994, 2015).  

This environment may concurrently and unintentionally facilitate disclosure of 

symptoms like suicidal thoughts and despair even though timely, supportive responses 

are not guaranteed. This is problematic because OPSG members are not typically trained 

in mental health intervention and are unlikely to possess the physical and emotional 

resources to respond to such disclosures (Ma et al., 2016). Expressions of intense 

emotional distress without opportunities for upward social comparison can lead to 

increased hopelessness, emotional distress, and focus on symptoms within OPSGs 

(Salzer et al., 2010; Tan et al., 2021). Thus, we argue these posts were unlikely to 

adequately address the needs of the poster and may unintentionally produce stress, 

sadness, helplessness, and worry in readers who, based on our findings, joined the FM 

OPSG primarily to seek support themselves (Naslund et al., 2020; Salzer et al., 2010; Tan 

et al., 2021). 

Many of the distressing thoughts and feelings members described were 

connected to experiences of FM-related stigmatization and discrimination which 

underscored our eighth theme: Judgment. These experiences were a frequent topic of 

support-seeking (especially venting) posts, which suggests members may find judgment 

especially difficult to cope with. Frequent and chronic exposure to judgment may cause 

some members to internalize stigmatizing beliefs about themselves and FM and 

withdraw from social contact, inadvertently creating the ideal conditions for depressive 

symptoms to flourish. Thus, our identification of more severe psychological symptoms 
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may reflect the mental health consequences of chronic exposure to FM-related 

stigmatization and discrimination combined with a lack of accessible, available resources 

to help persons with FM build and maintain their psychological resiliency. These findings 

emphasize the importance of reducing FM-related stigma and discrimination and 

highlight judgment as an important yet rarely addressed discussion topic for many 

persons with FM. 

 Like Barker (2008), we noted that FM group members often discussed obstacles 

(including judgment) they encountered while striving to (re)gain a sense of 

empowerment. Generally, empowerment in the context of illness and disability requires 

role clarity in patient-health provider relationships, patients’ capacity to understand 

their condition and engage in a collaborative health relationship, and a supportive 

environment (World Health Organization, 2009). FM’s unclear aetiology and stigmatized 

status may render these empowerment milestones out of reach for many FM OPSG 

members (Chiauzzi et al. 2016). Instead, our findings suggest FM OPSGs provide a 

setting where members can begin rebuilding a sense of empowerment within the 

constraints imposed by their stigmatized illness. Using an FM OPSG as a platform to 

advocate for compassion/respect may help to validate and normalize others 

‘experiences of disempowerment’ and fuel adaptive empowerment-seeking action (Ball 

& Nario-Redmon, 2014; Latrofa et al., 2009). In some cases, however, advocacy posts 

conveyed (intentionally or not) an us-versus-them mentality. This is potentially 

problematic because this stance may negatively bias members’ capacity to reframe their 

own or others’ negative interpersonal experiences, prompting members to view 
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individuals without FM (e.g., physicians, employers) as a threatening outgroup (Barker, 

2008; Cruwys & Gunaseelan, 2016; Latrofa et al., 2012). FM OPSGs may unintentionally 

foster this type of mentality because they permit members to commiserate about 

negative interpersonal experiences, effectively creating a digital anthology of perceived 

mistreatment by outgroup members. Participation in the group may therefore instill or 

strengthen negative views about persons outside the OPSG (including helping 

professionals). 

3.5.3 Limitations and Future Directions 

The veracity of our findings is bolstered by our decision to examine posted 

content across three unique FM OPSGs using a non-interactive, observational approach 

that did not impose an evaluative lens. A consequence of this method (i.e., not 

interacting with participants), however, is an inability to collect demographic 

information that would help to further contextualize our findings and the inability test 

whether the OPSG discussions produce adaptive or maladaptive coping in members’ 

offline lives. Likewise, our analyses did not incorporate a process viewpoint; we focused 

on understanding what was discussed overall and did not examine the interpersonal 

nuances of members reactions to one another. Having credibly established what 

members discuss in FM OPSGs, follow-up research could help to determine how the 

support and other benefits offered by the group as well as the costs of participation 

(e.g., exposure to venting, others’ experiences of judgment) affect group members’ 

offline behaviour. This follow-up research may also help to identify additional costs and 

benefits of participation that are undetectable by reviewing discussion content alone. 



164 

Interactive research (e.g., interview studies) could also improve our understanding of 

how FM OPSG participation influences (or doesn’t influence) members’ offline illness 

experience which was beyond the scope of this study.  

Additional follow-up research may be especially important for establishing how 

men, who are less frequently diagnosed with FM, experience FM OPSGs. The majority of 

content examined in this research was posted by individuals who appeared to be 

woman (based on their picture, name, or information they disclosed). It is very possible 

men’s experiences of FM OPSGs differs from women’s experiences and that the 

discussion content of a group established for men with FM would differ from that of the 

groups we reviewed.  

3.5.4 Conclusions 

Our findings indicate participation in an FM OPSG has potential benefits and 

pitfalls. From a positive standpoint, FM OPSGs appear to provide members with 

opportunities to receive much-needed emotional support (e.g., validation, acceptance, 

connection), which may be lacking in many members’ offline lives. Our findings also 

suggest the FM OPSGs provide socioaffective support, which is easily digested by 

persons who have been pervasively stigmatized or invalidated, but do not provide 

cognitive supports, which are typically needed for sustained emotional recovery. The 

groups simultaneously provide members the chance to offer support and information 

(including experiential knowledge and empowerment strategies) to others, which may 

allow members to feel empowered and useful and help them to find meaning in their 
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FM experience. Sporadically, members also shared their experience of learning to live 

with FM and formulating a positive with-FM identity which may encourage other 

members to adopt practices that align more closely with chronic pain acceptance. On 

the other hand, our findings suggest members of an FM OPSG may be exposed to 

content that is misleading or inaccurate (e.g., regarding the causes and treatment of 

FM), generates or intensifies distressing emotions, thoughts, and feelings (e.g., posts 

depicting experiences of judgment, suicidal ideation, or anger), promotes more negative 

attitudes towards people without FM, and supports maladaptive coping strategies (e.g., 

“fighting” adjustment to FM).  

These findings will be useful to patients considering the potential costs and 

benefits of joining an FM OPSG and to health providers helping patients navigate to 

resources that can address their emotional or psychological support needs. These 

results also provide insight for professional and governmental organizations seeking to 

improve services for persons with FM. Our findings point to several possible areas for 

targeted services such as improving patients capacity to evaluate and identify evidence-

based online information shared about FM (see evaluation tool for patients suggested 

by Bailey et al., 2013) and psychoeducation for family members and health providers on 

FM and FM-related stigmatization. Our findings also emphasize the importance of 

providing explicit emotional support (e.g., validation) and space to discuss important 

issues (e.g., FM’s impact on identity, finding empowerment in the context of FM) when 

supporting members of this clinical population both professionally and informally.  

Based on our findings, however, we suggest mental health care is the most pressing 
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need for this population. Our results indicate persons with FM are seeking information 

and emotional support in relation to serious mental health issues (e.g., suicidal ideation, 

despair) from online peers who are likely ill-equipped to provide the level of support and 

intervention needed for recovery. This implies an acute need for access to appropriate 

mental health services for this population. Given persons with FM are already accessing 

peer supports online and OPSGs are and accessible and potential cost-effective resource 

for patients, further investigation of FM OPSGs and their potential clinical utility could be 

very fruitful. 
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Chapter 4: Does Content Posted in Fibromyalgia Facebook Support Groups Convey 

Psychological Flexibility? 

4.1 Abstract 

Introduction: Acceptance and Commitment Therapy (ACT) is an evidence-based 

psychological approach recommended for treating pain conditions like fibromyalgia 

(FM), however, it is often inaccessible due to individual or systemic barriers.  The lack of 

accessible treatment for FM may be contributing to the proliferation of online peer 

support groups (OPSGs) among persons with FM seeking ways to address unmet 

psychological needs.  

Objectives: We assessed whether discussions held within OPSGs align with an ACT 

mindset and thus could potentially address persons these needs. 

Methods: We analyzed discussion content collected from three Facebook FM OPSGs 

using a deductive Thematic Analysis approach to determine whether and to what 

degree tenets of psychological flexibility or inflexibility (the theoretical model underlying 

ACT) are present, conveyed, or valued within FM OPSG discussions. 

Results: Content aligning with the psychological flexibility pillars occurred infrequently in 

each group and generally did not generate discussion. In contrast, content aligned with 

the psychological inflexibility pillars occurred frequently, was more salient in the content 

extracted from all groups, and generally elicited responses that conveyed agreement or 

solidarity with the poster or validated the poster’s inflexibility-aligned stance.   
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Conclusions: FM OPSGs content was generally incongruent with the psychological 

flexibility model underpinning ACT. Given the prominence of psychologically inflexible 

content, it is possible the consumption of this content may deter persons with FM from 

adopting psychologically flexible practices that promote acceptance of FM and positive 

patient outcomes. Clinically, these findings have important implications for clients and 

health providers who are considering or involved in ACT, or for FM OPSG group 

members who are struggling to adopt more psychologically flexible approaches to FM 

management.   

Keywords: Acceptance and Commitment Therapy (ACT), psychological flexibility, 

fibromyalgia, Facebook, online support group, peer support  

  



181 

4.2 Introduction 

Fibromyalgia (FM) is a relatively common and often debilitating disorder 

affecting 1-5% of adults worldwide, the majority of whom are women (Rusu et al., 2015; 

Statistics Canada, 2015; Walitt et al., 2015). The hallmark symptoms of FM are chronic 

generalized pain accompanied by fatigue, sleep problems, mood difficulties and a 

degree of cognitive dysfunction that collectively hinders global functioning and quality of 

life (QoL; Arnold et al., 2008; Bair & Krebs, 2020; Choy et al., 2010; Galvez-Sánchez et al., 

2019; Sim & Madden, 2008). Given there is no cure, FM treatment guidelines 

recommend a multimodal approach incorporating education and pharmacological, 

exercise, and psychological therapies to improve patients’ coping, emotional/physical 

functioning, and QoL (Bazzichi et al., 2020; Bernardy et al., 2018; Fitzcharles et al., 2013; 

Macfarlane et al., 2017).  

Acceptance and Commitment Therapy (ACT) is an evidence-based psychological 

approach recommended for treating pain conditions like FM (American Psychiatric 

Association, 2016; Pérez-Aranda et al., 2017).  Hayes and colleagues (2006; 2012) 

created ACT to help individuals live a full, meaningful life despite the inevitability of 

psychological pain. To do this, individuals must develop psychological flexibility, defined 

as the ability to accept moment-by-moment experiences without judgment and behave 

in ways that align with personal values (Hayes et al., 2012). Psychological flexibility can 

be deconstructed into six core interacting processes (defined in italics in Table 1) which 

are associated with improved physical and mental health functioning, reduced medical 

service seeking, and improved QoL among persons with chronic pain (Hayes et al., 2006; 
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Kashdan & Rottenberg, 2010; McCracken & Gutiérerez-Martinez, 2011; Veehof et al., 

2011). In contrast, psychological inflexibility, which has six processes that directly 

contrast with the psychological flexibility processes (see Table 1) is defined as an 

unwillingness or inability to adapt to new contexts due to an excessive influence of 

internal experiences (e.g., thoughts and feelings) and engagement in activities that do 

not align with personal values (Hayes et al., 2012). Psychological inflexibility is associated 

with increased suffering and psychopathology (Doorley et al., 2020; Hayes et al., 2012; 

McCracken & Vowles, 2014).   

Unfortunately, psychological therapies including ACT are often inaccessible to 

persons with FM due to individual and systemic barriers (Cudney et al., 2002; van Koulil 

et al., 2010). Accordingly, researchers have begun to evaluate the potential benefits of 

peer support groups. Approximately one in four persons with FM have participated in an 

online peer support group (OPSG) and persons with FM seek information or support 

online more than individuals with other illnesses (Bennett et al., 2007; Chen, 2012; van 

Uden-Kraan et al., 2008a). OPSGs may be popular among FM patient populations 

because they allow patients to access and share information or support with peers 

anytime, from any place with internet access with no direct costs and minimal perceived 

risk of stigmatization (Chung, 2014; LaChapelle et al., 2008; van Uden-Kraan et al., 

2008b). The virtual nature of OPSGs also offers more anonymity than in-person services, 

which may make OPSGs seem safer and more palatable (Allen et al., 2016; Chung, 2014; 

Ma et al., 2016). 
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As a precursor to this study, we analyzed content posted to three Facebook FM 

OPSGs to determine why members join an OPSG and what needs FM OPSGs may 

address (see Chapter 3). In that study, struggling with difficult thoughts and feelings 

(e.g., suicidal ideation, anxiety) was identified as a prominent topic of discussion, 

suggesting persons with FM may be using OPSGs to address unmet mental health needs. 

To date, however, no study has assessed whether content from OPSGs could foster 

psychological flexibility to help meaningfully address the unmet psychological needs of 

persons with FM. Therefore, we reanalyzed our complete data set using a deductive 

Thematic Analysis approach (Braun & Clark, 2006) to determine whether tenets of 

psychological flexibility or inflexibility are present, conveyed, or valued within the 

groups’ discussions.  

4.3 Methods 

4.3.1 OPSG Selection 

Following approval from the University Research Ethics Board, Facebook FM 

OPSGs were reviewed for inclusion in the study. OPSG titles that conveyed a religious or 

non-North American affiliation, a specific focus for discussion, or that did not mention 

FM were excluded. In accordance with Eysenbach and Till’s (2001) ethical guidelines 

outlining the qualities of public versus private groups for the purposes of qualitative 

research, we also excluded groups that could not be accessed by simply clicking ‘join’ on 

the group’s publicly searchable page as well as groups that had less than 500 members 

or posted privacy stipulations in their rules of conduct.  
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Three English-language groups of varying membership sizes (approximately 

15,000 members collectively) whose members posted content at least once weekly 

were randomly selected and ‘joined’. The researchers did not post any content in the 

groups in keeping with a non-participatory observational approach. All content posted 

by users to the group ‘wall’ over a designated week each month for three consecutive 

months was copied to a secure file for analysis. We were unable to access posts for the 

earliest month in one group due to technical problems linked to the groups’ high activity 

level. Across all groups, we collected 591 original posts by 286 unique members. We also 

collected all responses to these original posts and identified 1121 unique responders.  

Due to the non-participatory observational approach, verifiable demographic 

information about each groups’ members is not available. Based on the information 

posted in discussions (e.g., posts, comments, pronouns), we surmised participants were 

mostly North American women whose illness duration, relationship status, age, culture, 

spirituality, ethnicity, and socio-economic status varied.  

4.3.2 Data Analysis  

This study constitutes a novel exploration of OPSGs using a theory-driven 

framework that has, to our knowledge, not been done before. Thus, in keeping with the 

exploratory nature of this work, we posited the following research question: Does 

content posted in FM OPSGs convey psychological flexibility or inflexibility? Given the 

novelty and exploratory nature of this study, no specific hypotheses were made. In 

accordance with the six phases of thematic analysis (see Braun & Clark, 2006) and 
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guidelines to ensure trustworthiness in qualitative research (see Lincoln & Guba, 1985; 

Nowell et al., 2017), the first author initially immersed herself in the content extracted 

from the three FM OPSGs. Next, the authors developed a coding template that defined 

each pillar of psychological flexibility and inflexibility (Harris 2019; Hayes et al., 2012; see 

Table 1). This framework was reviewed by the first author’s dissertation committee to 

ensure its dependability and transparency (Nowell et al., 2017). Next, initial codes 

reflecting the presence of psychological flexibility or inflexibility pillars were identified 

using NVIVO-12 software and organized to determine whether a thematic map 

representative of the psychological flexibility/inflexibility model (or at least some of its 

components) was present. Throughout this process, the first author kept an audit trail to 

capture and document coding decisions, reflexive thoughts, or other field notations. 

Debriefing with the second author and research laboratory colleagues occurred 

throughout the research process to uphold trustworthiness criteria (Korstjens & Moser, 

2018; Lincoln & Guba, 1985; Nowell et al., 2017). 

Table 1 

Psychological Flexibility/Inflexibility Operational Definitions and Coding Rules 

 Psychological flexibility Psychological inflexibility 

Contact vs loss of 
contact with the 
present moment 

Contact with the present 
moment content reflected 
connection and engagement 
with present-focused 
experiences or efforts to 
direct attention to the 
present and away from past 
or future. 

Loss of contact with the present 
moment content reflected 
connection and engagement with 
past- or future-oriented 
experiences. 
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Cognitive 
defusion vs 
fusion 

Cognitive defusion content 
was indicative of the ability to 
observe one’s thoughts 
without automatically 
believing them to be truthful, 
valid, or logical and without 
them limiting one’s 
prospective behavioural 
repertoire. 

Cognitive fusion content was 
indicative of entanglement with 
thoughts such that they are 
automatically accepted 
irrespective of their logic or 
veracity and increase behaviours 
that interfere with pursuit of a 
rich, meaningful life. 

Acceptance vs 
experiential 
avoidance 

Acceptance content reflected 
openness and willingness to 
experience unpleasant 
thoughts, feelings, or bodily 
sensations without trying to 
modify, avoid, control, or 
escape them. 

Experiential avoidance content 
reflected refusal or unwillingness 
to experience unpleasant 
thoughts, feelings, or bodily 
sensations and effort to avoid, 
modify, or escape them. 

Self as context vs 
fusion with a 
conceptualized 
self 

Self as context content 
reflected connection with a 
stable, present-focused self 
that transcends experiences 
or self-descriptive thoughts 
and/or notices and observes 
both internal and external 
experiences.  

Fusion with a conceptualized self 
content reflected attachment to 
a particular conceptualization of 
self that restricts how new 
experiences are interpreted 
(sometimes referred to as fusion 
with negative self-concept). 

Values vs lack of 
values 

Values content illuminated 
what truly matters or is 
fundamentally important and 
meaningful in life to group 
members. 

Lack of values clarity content 
reflected living according to 
socially dictated rules, fused 
beliefs, or experiential avoidance, 
or that was indicative of a 
“remoteness from values”. 

Committed 
action vs 
unworkable 
action 

Committed action content 
reflected efforts to live 
according to one’s values 
rather than socially dictated 
rules or expectations and 
despite the increased chance 
of encountering unpleasant 
thoughts, feelings, or 
sensations. 

Unworkable action content 
reflected choosing behaviors 
incongruent or in conflict with 
personal values to avoid 
unpleasant thoughts, feelings, or 
sensations. 
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Note. Operational definition for each psychological flexibility and inflexibility pillar based 

on Hayes and colleagues’ (2012) and Harris’ (2019, p. 17-32, 76-77) definitions is 

presented in italics 

4.2.3 Researcher Frame of Reference 

Credible qualitative analysis involves reflexive acknowledgement of personal 

beliefs, judgments, and biases that may colour the lens through which the research was 

designed and executed (Stiles, 1993). Both authors have completed doctoral training in 

clinical psychology and have experience living as women with pain and providing health 

services (including ACT) to individuals affected by chronic pain.  

4.4 Results 

4.4.1 Psychological Flexibility Versus Inflexibility 

 Content aligning with psychological flexibility occurred infrequently in our 

dataset and generally elicited responses that were short and vaguely supportive (e.g., 

posting a smiley emoji, “thank you for sharing”). Review of these posts showed a select 

few group members posted content reflective of one or more psychological flexibility 

pillars either in the same post or across multiple posts (e.g., values and committed 

action). In contrast, content that aligned with the six psychological inflexibility pillars 

occurred frequently and was more salient. We observed a high degree of 

interconnectivity between the psychological inflexibility pillars: posts reflective of one 

inflexibility pillar were often simultaneously reflective of another inflexibility pillar (e.g., 

cognitive fusion and experiential avoidance). This content often provoked multiple 
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responses that conveyed a sense of agreement or solidarity with the poster or validated 

aspects of psychological inflexibility.  A more nuanced description organized by each 

pillar of flexibility/inflexibility is provided below (see Table 1 for coding definitions for all 

pillars). 

4.4.1.1 Contact vs Loss of Contact with the Present Moment.  Posts reflecting the 

psychologically flexible process of connecting to the present moment were often brief in 

nature (e.g., picture of a sunset) and typically elicited brief responses (e.g., “peaceful 

picture, thank you”). On a few occasions, lengthier posts reflecting connection with the 

present were noted. For instance, a member posted “I will not be on [the OPSG] over 

the weekend because I will be celebrating with my husband” inferring that spending 

time partaking in an OPSG would conflict with efforts to be connected with her in-the-

moment life offline. Similarly, during a heated discussion about ‘curing’ FM, a group 

member posted “I can’t just keep chasing the future all the time (a cure) without at least 

focusing some time and energy coming to grips with my present health 

circumstances…”. 

In contrast, content indicative of loss of contact with present moment 

experiences occurred frequently.  Group members frequently described thinking about 

past or future-oriented events or experiences and, at times, impeded efforts to remain 

attentive to present-oriented tasks. For instance, one group member took time from her 

workday to post a lengthy description of her anxiety and frustration about being 

pressured to host her family for an upcoming holiday dinner.  In one excerpt, she 

explained, “Family Day.…I will be in so much pain and so cranky that I will be an awful 
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hostess. I was getting all worked up (I may have started crying on the phone)”.  She went 

on to explained that her partner had recommended she “find something fun to do at 

work” to help calm herself down so that she could refocus (e.g., regain contact with the 

present) on her workday. Posts focused on future-oriented events like this one were 

relatively common and often focused on worry about anticipated symptoms (e.g., “I am 

afraid if I do anything I will be screwed tomorrow”) or hope for a less symptomatic 

future (e.g., “have faith to believe there will be an end to all the suffering one day”). 

Posts describing attention to the past were also prominent, and at times also appeared 

to interfere with present-oriented tasks.  For example, one group member wrote that 

she had made a post about a difficult conversation with her husband “the other day” 

and subsequently “couldn’t sleep. I was up from midnight to 5am. Then I felt so 

terrible… my husband is upset that I didn’t even wake up and shower for the kids.” Many 

other posts also described a sense of longing and chronic revisiting of life before FM that 

was classified as being representative of attention to the past rather than present (e.g., 

“I want [my life] back so I can do the things I used to do…”). Responses to posts 

depicting attention being designated to the past or future often also included 

descriptions of other members’ negative past experiences or worries about the future.  

Thus, inadvertently, these posts and responses created a group process that appeared 

to encourage increased attentional contact with the past and future rather than the 

present. 

4.4.1.2 Cognitive Defusion vs Fusion. Cognitive defusion posts were rarely 

identified and tended to occur in response to other members’ fusion with problematic 
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beliefs. For example, one member described setting boundaries with a relative as 

“showing [her] ugly side”. In response, two group members pointed out that setting 

boundaries others may not like should not automatically be seen as ‘ugly’ or ‘selfish’ 

(e.g., “setting boundaries with others is NOT your ugly side”, “I’ve learned that I have to 

take care of myself… and that doing so DOES NOT make me selfish”). Based on their 

comments, these responders were able to recognize cognitive fusion in the original post 

and disentangle from the poster’s fused belief sufficiently to refute her assumption.  

 In contrast, content indicative of (cognitive) fusion occurred spontaneously and 

frequently across the three FM OPSGs. Although not explicitly tied to time orientation 

(as is the case with the ‘contact/loss of contact with the present moment processes), we 

observed members often described fusion to negatively valanced perceptions of past 

experiences or catastrophized expectations for the future. Fusion with the content of 

these thoughts was often depicted alongside emotional and somatic distress and 

restricted behavioural response options. Illustrating these points, one group members 

wrote: 

“A huge storm is due in a few hours. I'm worried we'll lose power… it'll be cold 

and that affects me…just so many stressful things going through my head… it's 

still stressing me to the point that I am crying and angry and upset and hurting 

and feel awful!” 

Members similarly posted content indicative of fusion with perceived 

helplessness or hopelessness (“…at the mercy of the docs n lawyers”; “every single 
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things I do makes me burst into flames”) and fusion with pain-related rules, negative 

judgments, and reasons physical or mental rehabilitation is not possible (e.g., “if u don’t 

have [FM] you can’t understand”; “drs are either too scared to give you anything or they 

don't believe the amount of pain you're in”; “I cannot get off my couch for hours during 

the day”; “all exercise HURTS”). The content of these posts often conveyed high levels of 

perceived disability and referenced fused beliefs as a contributor to difficulties engaging 

in social or physical activities and increased reliance on medical 

interventions/medication.  In response to these posts, other group members generally 

offered emotional support (e.g., normalizing, validating comments).   

4.4.1.3 Acceptance vs Experiential Avoidance. Some posts overtly mentioned 

acceptance (e.g., “accept and express the painful feelings you have”) but more typically, 

members referenced acceptance without using the term explicitly.  The following meme, 

depicting a well-known quote by Les Brown, illustrates this point: “It is easy to 

replay…how much you lost, how angry you are... you are wasting valuable time and 

energy that could be used to regain a new normal and start another version of your life.”  

Content depicting or discussing acceptance was not identified frequently and generally 

elicited few responses or, in rare cases, contentious verbal reactions from other group 

members (e.g., “why do you get defensive when people tell you how they get better?”).  

Conversely, content reflecting experiential avoidance was prominent in all 

groups.  We categorized experiential avoidance three ways: avoidance salutations, 

advice focused on modifying/escaping FM symptoms, and reluctance to accept FM 

experiences. The avoidance salutations category captured members’ tendency to end 
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their post response with sentiments conveying a desire to modify or escape symptoms 

(e.g., “praying that pain subsides very soon”; “hoping tomorrow's a more pain free day 

for all of us!”). Members also frequently offered advice (whether solicited or not) 

regarding how to modify or eliminate symptoms in their responses to posts depicting 

FM symptoms. This advice often included reference to medication or supplements (e.g., 

melatonin, narcotics, topical pain relievers, marijuana), applied therapies or products 

(e.g., heating pad, Epsom salts, massage, TENS), and validation of resting and avoidance 

of stressors even when those stressors may constitute valued activities (e.g., family 

events, social activities). For example, one responder wrote, “a beautiful day out and I’m 

on the couch” while another commented, “you must rest as much as possible.” 

Members also conveyed reluctance to accept FM and associated unpleasant thoughts, 

feelings, and sensations and desire to escape FM and return to their previous ‘normal’ 

life (e.g., “I just hate [FM] with a passion”; “Mowed the yard today and it took 2 hours 

longer than last year… Hate this disease!!”; “I wanna be NORMAL again!”). Oftentimes, 

posts and responses included elements from more than one experiential avoidance 

subtheme.  

4.4.1.4 Self as Context vs Fusion with a Conceptualized Self. Discussion content 

reflecting self as context was scarce within our dataset and typically occurred as a 

contrasting response to other members’ descriptions of feeling alienated from their 

sense of self. For instance, in response to the post “I no longer am the person I once 

was,”, a peer wrote “we are the same as before you can't let a disease define you, only 

let it build your character and compassion for others”. In select cases, one member’s self 
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as context post galvanized others to post similar content. For example, one member 

posted “I am a nurse, mother, wife, animal-lover, naturalist …” which elicited comments 

that included self as context sentiments like “It's not healthy to live in the past. We need 

to take joy in how much knowledge we have gained and how much we have learned…I 

look forward to discovering the person I am yet to become”. 

 Posts that reflected fusion with a conceptualized self were more salient and 

common within the dataset. We observed three types of this psychological inflexibility 

process: fusion with negative self-concept (unacceptable, shameful), fusion with pre-FM 

self, and fusion with the fighter/warrior conceptualization. Fusion with a 

conceptualization of self that was unacceptable and shameful (e.g., “worthless”, 

“useless”, “unattractive”, “lazy”, “pathetic”, “weak”, “old”, “drug-seeker”, 

“hypochondriac”, “cry baby”, “whiner”, “drama queen”) or to a conceptualization 

defined by FM entirely (e.g., “we are fibro”) was noteworthy in the content we collected 

across all groups.  This content was often identified in overt statements about self-worth 

(e.g., “FM has basically destroyed my sense of self worth”; “hate myself because I feel so 

worthless and useless”), expressed via self-deprecating humour (“I think the clutch in my 

butt has gone because I can’t get my ass into gear”) or, on some occasions, evident in 

the pictures of members’ tattoos representing FM that group members posted. Fusion 

with a shameful conceptualization of self was especially apparent in discussions of paid 

and domestic work (e.g., “feel worthless because I can’t work anymore”) and need for 

accommodations and disability status (e.g., “I still put off getting a cane for myself. Just 

can’t bring myself to do it…”). Content reflecting attachment to a pre-FM 
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conceptualization of self often included comparisons that depicted this self positively 

and the self with FM negatively.  Illustrating this observation, one member posted: 

“…piles of dirty clothes…late to work every other day...this isn't me. I always kept a clean 

house, was a model employee, energetic mother and good friend. This. Isn't. Me.” I will 

get my life back. KEEP FIGHTING WARRIORS!” 

 As exemplified above, posts reflecting fusion with the pre-FM self often also 

conveyed a sense of identification with the “fighter” or “warrior” identity. Posts 

depicting fusion with the warrior conceptualization of self often referenced a need to 

stoically fight to minimize or escape stressors (e.g., FM) and to advocate for compassion 

and improved services from providers (e.g., “when [doctors] say [FM] doesn’t exist show 

them… DEMAND good service…Be the warrior. Fight for your right….” Of note, some 

members described significant distress resulting from perceived failure to embody their 

fused conceptualization of a ‘strong’ (stoic) self.  One poster wrote, “[family] have told 

me I'm strong and I can handle the pain but I'm tired of trying to be strong because I'm 

in pain…I have actually been contemplating what is there to live for…I'm not strong!”  

Collectively, we observed that fusion with the fighter/warrior identity, pre-FM sense of 

self, or unacceptable/shameful conceptualization of self was often described alongside 

distressed affect, suicidal ideation, social withdrawal, and difficulty employing activity 

planning/pacing and assistive devices like canes.  

4.4.1.5 Values vs Lack of Values Clarity. Content reflecting values was the least 

prominent theme identified in our dataset.  Within these posts, members described a 
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range of different personal values (e.g., family, health, autonomy) that were usually 

couched in content explaining increased or anticipated FM symptoms resultant from 

values-based activities (e.g., “I worked Thursday and then ran into town to watch my 

son's badminton finals. He was so happy I came so it was worth [extra pain]…”; “I am 

going to cook everything [for Family Day dinner] and have fun doing it even if it kills 

me…I will take the [pain] flare up!”  Responses to these posts were consistently 

supportive while encouraging the poster not to overextend themselves to the point that 

resultant symptoms became intolerable.  

Posts reflecting lack of values clarity were also less prominent than the other 

inflexibility pillars but were more noticeable than content reflective of contact with 

values. Group members often described struggling to uphold socially dictated standards 

for financial contribution, body weight and shape, housekeeping, and relationship 

maintenance activities (e.g., physical intimacy) without indicating why these standards 

were personally valued or important. Members also frequently described a sense of 

alienation from values like creativity or sexuality because of FM (e.g., “I am a crafter but 

I don't even do that anymore…now I do what is necessary then lay on the couch”) or 

conveyed a loss of purpose or meaning in their life due to the absence of these 

activities. Exemplifying some of these points, one member posted: “….[I] just can't sit or 

stand to work. [I] just lay and suffer everyday. I am worth more dead than alive. At least 

if I died my husband wouldn't have to lose everything we have worked for.” 

Disconnection from values was described alongside social withdrawal, affective distress - 
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namely anger, despair and hopelessness –and difficulty articulating purpose or meaning 

in life.   

4.4.1.6 Committed Action vs Unworkable Action. Group members periodically 

described practices or experiences that implicitly reflected efforts to live in accordance 

with their values (i.e., committed action). Typically, the content of these posts alluded to 

cherished values that underscored their reasoning for participating in the action. For 

instance, in alignment with a poster’s comedic story about waking her children up in the 

morning a responder wrote: “I want my kids not to remember me as a lump in the bed I 

make memories wherever I can”. Similarly, in response to a post debating whether to 

engage in activities that might exacerbate pain, a responder wrote, “think about what 

you are doing today and how you will feel tomorrow by doing it. If it is worth it, go for 

it!”.  In general, responses to these posts were brief but supportive (e.g., “great story”, 

smiley emoji). 

Posts reflective of unworkable action were more prominent and usually 

identified current or anticipated FM symptoms or interpersonal conflict as the impetus 

for impulsive decisions, avoidance, and inaction (e.g., “I need to get [dental procedure], 

but have already cancelled twice. It's a pain thing”; “My physio just doesn’t understand 

FM – she keeps telling me to exercise but I can’t - it just hurts too much the next day”). 

In many cases, group members described prioritizing efforts to eradicate or avoid pain 

and, as a result, struggling to pursue activities that aligned with personal goals and 

values. This excerpt of a lengthier post illustrates this finding: 
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… do nothing but lay in bed moaning… finding a heating pad and crashing. I 

understand we have to compromise our lives to stay on a somewhat even keel, 

but … I have so many things I think about making. Or to go somewhere. But… 

diarrhea can strike with no notice and I could end up crying in public. I wanna be 

NORMAL again! 

 Generally, posts that described unworkable action also described passive coping 

(e.g., resting, avoidance of stressors), emotional distress, and social and relationship 

difficulties. 

4.5 Discussion 

To our knowledge, this study is the first effort to analyze posts from Facebook 

FM OPSGs to determine whether posted content aligns or contrasts with an evidence-

based psychotherapy for chronic pain (ACT).  Results of our exploratory thematic 

analysis using the psychological flexibility/inflexible model underlying ACT indicated 

content posted in the three FM OPSGs we assessed generally reflected aspects of 

psychological inflexibility more so than the psychological flexibility pillars. This is 

troubling because psychological inflexibility has been consistently associated with 

negative patient outcomes for persons with chronic pain (Hayes et al., 2006; Kashdan & 

Rottenberg, 2010; McCracken & Gutiérerez-Martinez, 2011; Veehof et al., 2011). No 

notable differences were identified between the psychological flexibility or inflexibility 

thematic maps observed within each FM OPSG. That is, individuals encountered roughly 

the same type of content in all three groups which suggests our findings may be 
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transferable to FM OPSGs beyond those included in this study (Korstjens & Moser, 2018, 

Nowell et al., 2017). 

4.5.1 Factors Underlying the Prominence of Psychologically Inflexible Content 

To our knowledge, no published research has examined FM OPSGs through the 

lens of an evidence-based psychotherapy before. Having determined the clear 

prominence of psychologically inflexible content in the FM OPSGs we assessed, we 

conducted a post hoc literature review spanning the broader areas of adjustment to 

chronic illness, chronic pain, mental health, and group interventions to identify possible 

ways to contextualize or explain our findings. This review suggested a combination of 

individual characteristics, group mechanisms, and the interconnectivity of the 

psychological flexibility/inflexibility pillars likely contribute to the prominence of 

psychologically inflexible content in the FM OPSG discussions we examined.   

4.5.1.1 Individual Characteristics.  Our methodology prohibited direct 

assessment of members’ demographic information or levels of flexibility/inflexibility.  

Nevertheless, the strong emphasis of language as a predictor of flexibility/inflexibility in 

Relational Frame Theory (the theory upon which the psychological flexibility/inflexibility 

model and ACT are founded) suggests the language an individual uses is a powerful 

indicator and predictor of internalized psychological flexibility/inflexibility (Hayes et al., 

2012). Accordingly, group members’ internalized degree of psychological flexibility or 

inflexibility is presumably consistent with the degree of psychological flexibility or 

inflexibility conveyed in the content they posted. Based on this supposition it is likely 
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many of the individuals in the FM OPSGs we assessed generally possessed a high 

internalized level of psychological inflexibility. Several aspects of the FM illness 

experience may help to explain why individuals from this subgroup were active in the 

OPSGs we observed. 

 Persons living with FM may be more inclined to seek support and information 

online to offset the mental and physical health strain imposed by their illness (Ashe et 

al., 2017; LaChapelle et al., 2008; Sim & Madden, 2008; van Uden-Kraan et al., 2008b).  

Stigmatization, which is often perpetrated by a variety of sources including family and 

health providers in the context of FM, undoubtedly compounds this strain by limiting the 

availability of offline supports. Among persons with chronic pain and illness, 

stigmatization has been positively associated with higher vulnerability to emotional 

strain, inflexible practices, psychopathology, and increased physical impairment (Krafft 

et al., 2018; McCracken & Gutiérrez-Martinez, 2011; Waldeck et al., 2017, Wicksell et 

al., 2008; 2013). Stigmatization may drive persons with FM to invest great effort into 

proving the legitimacy of FM and their suffering. This quest for legitimacy and validation 

inadvertently appears to lead persons with FM to invest in the sick role which likely 

impedes efforts to engage in illness self-management practices including those 

congruent with psychological flexibility (Glenton, 2003). Persistent exposure to 

stigmatization can also foster self-stigma, defined as “shame, evaluative thoughts, and 

fear of enacted stigma that results from an individual’s identification with a stigmatized 

group that serves as a barrier to the pursuit of valued life goals” (Luoma et al., 2008, 

p150). Adoption of self-stigmatizing beliefs is common among persons with concealable 
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illnesses like FM (as evidenced in our findings) and is often associated with inflexible 

responses (e.g., social withdrawal, delayed help-seeking) and negative patient outcomes 

(Abbey et al., 2011; Drapalske et al., 2013; Herek, Gillis, & Cogan, 2009; Krafft et al., 

2018; Picco et al., 2016; Topkaya, 2014). Individuals who have lacked opportunities to 

learn psychologically flexible practices or who are invested in proving the legitimacy of 

their FM and suffering may approach unwanted experiences in inflexible ways that 

emphasize solving/avoiding rather than accepting unpleasant experiences.  These 

individuals may be especially vulnerable to these effects because inflexibility is 

associated with lower resilience to social adversity (e.g., stigma). Collectively therefore, 

it appears likely the stigmatization and self-stigma component of the FM illness 

experience limits offline support and cultivates or further entrenches psychologically 

inflexible practices in the lives of persons with FM. 

Given psychological inflexibility is associated with increased mental and physical 

health problems, this subgroup of persons with FM may understandably develop a 

significant need or desire for emotional support and information that is not easily met 

offline due to geographic, financial, mobility, and other barriers (Cudney et al., 2002; van 

Koulil et al., 2010). In addition to being easily accessible, FM OPSGs may also be more 

palatable to persons with FM because of the validation, empathy, and symmetrical 

power distribution typically found in peer-to-peer relationships (Repper & Carter, 2011).  

Thus, persons who have a high internalized level of psychological inflexibility may be 

more inclined to seek out and use this type of resource to problem-solve FM and 
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address emotional and information needs, possibly resulting in the prominence of 

psychological inflexibility in FM OPSG discussions.  

In contrast, psychological flexibility is associated with positive patient outcomes 

and improved overall wellbeing (e.g., McCracken & Gutiérrez-Martinez, 2011; Twiselton 

et al., 2020; Vowles & McCracken, 2008). It is therefore conceivable that those who 

possessed or have learned to practice psychological flexibility are more resilient to FM-

related stressors and have less need for the supports typically offered by peers.  

Consequently, this subgroup of individuals with FM may be less inclined to participate in 

a FM OPSG resulting in the underrepresentation of psychologically flexible content on 

the groups’ walls. Alternatively, this subgroup of persons with FM may still join but 

participate more sporadically in FM OPSGs.  The lack of discussion and sometimes 

contentious responses to posts depicting psychological flexibility that we observed may 

also deter FM OPSG participants from describing psychologically flexible practices and 

instead promote lurking behaviours that were indetectable within the scope of this 

research (Ridings et al., 2006; van Uden-Kraan et al., 2008c).  As a result, there are 

potentially fewer members in the groups who have naturally or effortfully developed 

psychological flexibility or who are willing to describe these practices to the membership 

of an FM OPSG.  

4.5.1.2 Group Mechanisms and Dynamics. Facets of the OPSG may also 

unintentionally cultivate content reflective of psychological inflexibility. All three OPSGs 

included in this research indicated that members must be kind and supportive to one 

another in their rules or ‘netiquette’. Given the highly stigmatized nature of FM, these 
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rules were likely imposed to protect group members from being criticized or further 

stigmatized within a presumedly safe peer-to-peer environment (Gupta & Shapira, 2018; 

Naslund et al., 2020; Turner et al., 2017). Unintentionally, this requirement may 

discourage group members from posting some types of flexible content (e.g., 

encouragement to shift attention to the present rather than to past/future-oriented 

events; alternatives to unworkable action) because of fear it could be perceived as 

invalidating, oppositional, or otherwise unsupportive. These fears are not unfounded; 

previous research has indicated that persons with FM often perceive alternative coping 

suggestions as invalidating and stigmatizing (Armentor, 2017; Kool et al., 2009). 

Corroborating this point, we observed that group members sometimes posted 

contentious responses to comments challenging psychological inflexibility. Chronic 

stigmatization and invalidation likely contribute to this sensitivity as well as the 

pronounced need for emotional support (e.g., validation, empathy, acceptance) persons 

seek to address in FM OPSGs (see Study 1). Under these circumstances, it is possible 

persons with FM use OPSGs to address deficits in basic emotional support that, until 

remedied, act as a barrier to readiness to address psychological inflexibility.  

Accordingly, responses and particularly suggestions that convey psychologically flexible 

practices may exceed the degree of change persons in FM OPSGs are ready for and 

consequently be perceived as invalidating. Group members- particularly those who have 

witnessed previous contentious responses to more flexible suggestions- may therefore 

be reluctant to post psychologically flexible posts or responses due to fears of being 

perceived as unsupportive or of upsetting the cohesion of the group discussion and 
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being ostracized from the group (Yalom & Leszcz, 2020). This reluctance may contribute 

to the prominence of psychologically inflexible content in the FM OPSGs we observed.  

Although beyond the scope of this study, it is possible that validation offered in response 

to posts depicting psychological inflexibility may unintentionally encourage these 

practices.   

The structure of OPSGs and the time group members invest to formulate their 

posts or responses may also unintentionally promote psychologically inflexible posts. We 

observed that members often described, for example, fusion with negatively valanced 

perceptions of past or future-oriented experiences. While writing about these 

experiences, group members must inherently direct attention to the past or future 

which hinders contact with moment-to-moment offline experiences. Notification that 

others have responded to their post or comment (a feature on Facebook groups) may 

further encourage members to disengage from their offline life and engage with others’ 

input on their past- or future-oriented experience, recapitulating loss of contact with the 

present moment. These posts also appear to prompt other group members to revisit 

and post about their own similar examples and fused cognitions.  Thus, the structure 

and mechanisms that make FM OPSGs accessible and popular may also inadvertently 

cultivate posts reflective of psychologically inflexible practices. 

4.5.1.3 Interconnectivity of the Psychological Flexibility/Inflexibility Pillars. The 

interconnectivity of the psychological flexibility/inflexibility pillars may further contribute 

to the prominence of psychological inflexibility in the FM OPSG discussion content. 

Oftentimes, we noted a post or response simultaneously met coding criteria for more 
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than one psychological flexibility or inflexibility pillar (e.g., posts coded under cognitive 

fusion were often cross coded with experiential avoidance). Consistent with Hayes and 

colleagues’ (2012) model, this suggests there is a high degree of interconnectivity 

between the six pillars of psychological inflexibility such that endorsing one 

psychological inflexibility pillar may facilitate endorsement of others in FM OPSG posts. 

We observed a similar pattern within the psychologically flexible content. 

In contrast, we identified some posts that simultaneously met coding criteria for 

a psychologically flexible and inflexible pillar. These posts may be considered evidence 

for Hayes and colleagues’ (2012) theory that psychological flexibility and inflexibility 

represent polar ends of a singular dimension or continuum between which most 

people’s mental and behavioural practices exist. Thus, posts reflective of both 

psychologically flexibility and inflexible content (e.g., self-as-context and unworkable 

action) may reflect the poster’s unsteady placement on the flexibility-inflexibility 

continuum.  

4.5.2 Clinical Implications 

We found the content that members encounter in the FM OPSGs is often 

incongruent with the tenants of ACT, an evidence-based therapy for persons with FM 

(Buhrman et al., 2013; Ljótsson et al., 2014; Simister et al., 2018; Trompetter et al., 

2016). This finding suggests these, and potentially other FM OPSGs, may not represent 

an ideal support for persons attempting to develop psychological flexibility in their lives. 

FM OPSGs may, however, serve an altogether different and valuable purpose for some 
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individuals with FM. Specifically, because FM OPSG members are not required to 

participate in group discussions and are not held accountable for adopting or practicing 

skills, FM OPSGs as a better fit for persons not yet ready for an active intervention (Ma 

et al., 2016). That is, FM OPSGs may be better poised to provide foundational emotional 

support to persons in the early stages of change (i.e., precontemplation, contemplation, 

and determination; Prochaska et al., 1994, 2015) who may not be ready to engage in the 

active work associated with an evidence-based psychotherapy like ACT (Nils & Rimé, 

2012; Prochaska et al., 1994, 2015; Rimé, 2009). Future research is needed to determine 

whether the emotional support provided in FM OPSGs may help persons with FM move 

towards more active stages of change and whether the provision of validation and other 

forms of emotional support provided in FM OPSGs helps members prepare for 

engagement in more formal and cognitively challenging psychological interventions like 

ACT or CBT.  

Ideally, the results of this study will prove useful to patients who are actively 

using or considering joining an FM OPSG and to health providers whose patients may be 

participating in an FM OPSG.  The results of this study suggest the content presented in 

an FM OPSG may conflict with that provided in the context of ACT. Thus, for those who 

identify improved psychological flexibility or acceptance as an illness management goal, 

participation in an FM OPSG may be iatrogenic. Similarly, we hope our findings will help 

health providers better understand what patients may encounter in OPSGs and how it 

may conflict with the goals of ACT. Given the popularity of FM OPSGs, we also hope our 

findings will encourage providers to initiate discussions about the pros and cons of FM 
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OPSGs with their patients to help patients make informed choices about whether to join 

or participate in such groups. 

4.5.3 Limitations and Future Directions 

Several limitations of this study underscore the need for additional research in 

this area.  To begin, our observational methodology prohibited us from interacting with 

group members. As a result, we were not able to collect demographic information that 

could help further contextualize the type of FM OPSG user these results are likely to be 

transferable to. We were also not able confirm members’ internalized degree of 

psychological flexibility/inflexibility, although the linguistic theory upon which ACT and 

the psychological flexibility/inflexibility model is built (i.e., Relational Frame Theory) 

indicates the language individuals use (e.g., posts) is a valid and usually reliable indicator 

of a person’s internalized degree of psychological flexibility/inflexibility (Hayes et al., 

2012). Finally, our observational methodology did not permit us to directly assess 

whether or to what degree FM OPSG participation impacts members’ offline functioning 

and emotional wellbeing, or whether members posted content that aligned with the 

psychological flexibility pillars outside of the data collection periods. Put simply, our 

dataset is comprised of snapshots of the FM OPSG discussions that may change and 

evolve over weeks, months, and years.  

It is also important to note that analysis of this data based on other psychological 

interventions with established or growing empirical support (e.g., Attachment-Based 

Compassion Therapy; Pérez-Aranda et al., 2017) may find greater congruency. Similarly, 
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it is possible FM OPSGs with more abundant psychologically flexible content exist but did 

not meet the screening criteria for this study or were simply not selected for inclusion.  

Future research exploring these limitations as well as group members’ perceptions of 

the costs and benefits of OPSG participation would help determine whether FM OPSGs 

help or hinder positive adjustment to FM. 

Research exploring whether and to what degree persons with FM may benefit 

from participation in a Facebook OPSG moderated by an ACT-trained provider instead of 

(or in addition to) participation in a peer-moderated online group is warranted. If 

participants emotional support needs are sufficiently met it is possible they may be 

better equipped to engage in a professionally moderated Facebook FM OPSG designed 

to demonstrate, educate, and empathically address the mental and behavioural health 

symptoms that often detract from persons with FMs’ quality of life and overall well-

being using the ACT framework. If successful, this type of professionally led OPSG may 

represent a novel, accessible, cost-effective resource for this underserviced clinical 

population. Given the overwhelming strain currently placed on health resources, 

research exploring the potential value of professionally led OPSGs utilizing accessible, 

user-friendly platforms like Facebook is strongly recommended. 
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Chapter 5: Overall Discussion 

Research conducted approximately 15 years ago indicated a significant 

proportion of persons with FM have utilized an OPSG (see Bennett et al., 2007). Given 

the proliferation of internet enabled devices (e.g., smartphones) and the now ubiquitous 

use of social media, persons with health conditions are accessing OPSGs more than ever 

before (Parikh & Huniewicz, 2015). Although some researchers have argued FM OPSGs 

may help address social isolation and emotional needs (e.g., Chen, 2012; van Uden-

Kraan et al., 2008b), others have expressed concerns that participation may have 

iatrogenic effects (e.g., Barker, 2008; Turner, 2017). In this dissertation, inductive (Study 

1, Chapter 3) and deductive (Study 2, Chapter 4) analyses of three Facebook FM OPSGs 

were undertaken to examine the content discussed in the groups and whether this 

content aligned with the psychological flexibility constructs underlying ACT (e.g., 

constructs that have been linked to improved physical and mental health functioning 

and QoL; Hayes et al., 2006; Kashdan & Rottenberg, 2010; McCracken & Gutiérerez-

Martinez, 2011; Veehof et al., 2011). Overall, the results of this dissertation indicate 

Facebook FM OPSG members seek and offer information and socioaffective (but rarely 

cognitive) support to address six main areas of difficulty, most notably, psychological 

distress. The reanalysis of the content, however, found members’ posts often did not 

align with the tenants underlying ACT.  Collectively, these findings suggest FM OPSGs 

provide foundational socioaffective support helpful for coping with acute stressors but 

do not provide adequate support to foster sustained emotional recovery from the more 

significant and chronic difficulties discussed by members of the OPSGs. 
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These findings enhance our knowledge of FM OPSGs by providing the first 

examination of FM OPSGs housed within a ubiquitous social media app (i.e., Facebook) 

and the first non-automated, truly inductive effort to understand the breadth and depth 

of discussion content posted to any FM OPSG. This analytic approach facilitated the 

creation of a singlular, multi-layered framework describing the complex nature of FM 

OPSG discussion content, as well as the consistency of this content across three 

different Facebook FM OPSGs. The completion of a secondary deductive analysis 

furthered our understanding of the potential costs and benefits of participation in these 

OPSGs. Consistent with concerns about the potential iatrogenic effects of OPSGs (e.g., 

Barker, 2008; Turner, 2017), we found the nature of the discussions do not align with 

the principles of psychological flexibility, which is known to support improved physical 

and mental health among persons with pain. These findings will be useful to patients 

and health providers seeking to better understand FM OPSGs as potential resources to 

address emotional or psychological needs, and to governmental organizations seeking to 

improve support services for persons with FM. 

In the following sections, an in-depth discussion of the findings is provided. 

Following a brief overview of the research results, the discussion focuses on how 

psychological inflexibility influences information and support-seeking processes within 

FM OPSGs and in turn, how participation in an FM OPSG potentially maintains 

psychologically inflexible practices. This is followed by a discussion of the clinical 

implications of the findings and a review of methodological limitations and suggestions 

for future research. 
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5.1 Summary of Results 

Results of the inductive analysis (Study 1) of the FM OPSGs discussion content 

revealed eight themes in a two-level hierarchy. Consistent with previous research (e.g., 

van Uden-Kraan et al., 2008a), two primary reasons appeared to drive group 

membership: a desire for information and to seek and provide emotional support (level 

one of the proposed hierarchy). The needs underlying these reasons (represented in 

level two of the hierarchy) included a desire to better understand FM and how to treat 

specific symptoms or navigate stressors in the context of FM as well as a desire for 

validation, empathy, legitimization, acceptance, belonging, and spiritual encouragement. 

More specifically, members frequently sought information and support related to 

experiences of judgment and stigmatization, emotional difficulties and mental health 

symptoms, alienation from identity, and shame associated with being a person with FM. 

Venting was especially common in content addressing judgment, mental and physical 

symptoms, and alienation from identity. Members sought support but more so 

information to inform their efforts to survive/control/fight FM (e.g., rest, medicate, 

avoid perceived stressors; more prominent) or, less commonly, to learn to live more 

qualitatively satisfying and self-accepting lives with FM (e.g., implementing planning and 

pacing). Emphasis within the OPSG discussions was also placed on building a sense of 

empowerment, adoption of an identity characterized by strength and courage (e.g., 

fighter, warrior, survivor), and advocacy for improved awareness and supports for 

persons living with FM. Support-seeking usually elicited socioaffective (e.g., validation, 

acceptance) but not cognitive (e.g., reframing or meaning-making) support. 
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The findings of Study 1, particularly the finding that persons with FM use OPSGs 

to seek emotional support for concerning symptoms of emotional distress, underscored 

the importance of follow up research to determine whether the content posted in 

OPSGs is poised to help or hinder persons with FMs’ rehabilitation. As a step in this 

direction, we deductively reassessed the content posted in the FM OPSGs to determine 

whether it conveyed, valued, or devalued the psychological flexibility constructs 

underlying ACT (Study 2; refer to Table 1 in Chapter 4 for a summary of the tenants 

underlying ACT and the deductive coding scheme). Development of psychological 

flexibility has been linked to improved physical and mental health functioning, and 

improved quality of life (QoL) among persons with chronic pain (Hayes et al., 2006; 

Kashdan & Rottenberg, 2010; McCracken & Gutiérerez-Martinez, 2011; Veehof et al., 

2011). In contrast, psychological inflexibility, defined as an unwillingness or inability to 

adapt to new contexts due to an excessive influence of internal experiences (e.g., 

thoughts and feelings) and engagement in activities that do not align with personal 

values, is associated with increased suffering and psychopathology (Doorley et al., 2020; 

Hayes et al., 2012; McCracken & Vowles, 2014). Psychological inflexibility is comprised of 

six processes that directly contrast with the psychological flexibility processes (see 

Chapter 4, Table 1). 

Results of Study 2 indicated that, although content reflective of each 

psychological flexibility pillar was identified within the dataset, content posted in the 

three FM OPSGs more prominently reflected the pillars of psychological inflexibility. 

Specifically, group members frequently described fusion with past- and future-oriented 
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rumination/anxiety/worry, perceived helplessness, hopelessness, self-limiting rules, 

negative judgments, and reasons physical or mental rehabilitation is not possible. All of 

these may contribute to loss of contact with the present moment (Hayes et al., 2012).  

Fusion with a shame-laden FM identity, a version of self that existed before FM, and a 

fighter/warrior construct was also prominent within the data. Group members provided 

frequent, salient descriptions of their efforts to control or escape FM and reluctance to 

accept the chronicity of FM (experiential avoidance) that were often accompanied by 

descriptions of impulsive decisions, avoidance, and withdrawal from meaningful, values-

based activities. Content reflecting lack of values clarity was scarce yet more noticeable 

than content reflecting connection with values, suggesting group members are either 

less inclined to discuss values or are unable to articulate them (lack of values clarity). 

Generally, content reflecting psychological inflexibility was prominent and engaging to 

members while content reflecting psychological flexibility was inconspicuous and 

generally provoked only short, vague responses from other members.  

It is important to note that the inductive analysis used to determine the nature 

of FM OPSG discussions (Study 1; Chapter 3) was deliberately completed before the 

deductive psychological flexibility/inflexibility informed analysis (Study 2; Chapter 4) to 

preserve the authenticity and trustworthiness of the inductive analysis results. 

Subsequent comparison of the results of studies, however, reveals considerable 

similarities between the reasons people seek information and support in FM OPSGs 

(Study 1) and the pillars of psychologically inflexibility explicated in Study 2. That is, 

results of both the atheoretical inductive approach and the deductive theory-informed 
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analytic approach revealed group members seek emotional support and information to 

assist them in their struggle or fight against FM symptoms and associated distress. 

Consideration of this content using the psychological flexibility model provides an 

empirical basis for understanding why the information and emotional support-seeking 

observed in OPSGs, which previous researchers have conceptualized as being both 

potentially helpful (e.g., van Uden-Kraan et al. 2008a) and harmful (e.g., Barker, 2008), 

may be ill-poised to produce sustained reductions in distress and functional 

improvements for people with FM. More nuanced exploration of the results 

underpinning these conclusions is provided below. 

5.2 How Psychological Inflexibility Influences Information and Support-seeking in FM 

OPSGs 

5.2.1 Experiential Avoidance/Fighting FM 

Despite differences in the analytic approach, the fighting FM (Study 1) and 

experiential avoidance (Study 2) themes both represented content reflective of posters’ 

investment in eliminating or reducing unpleasant FM symptoms and associated 

emotional distress (e.g., opinions about the efficacy of medications, medical devices; 

support for avoiding activities/objects/situations that could produce symptoms or 

distress). Research on chronic pain acceptance (McCracken & Gutiérrez-Martínez, 2011) 

has shown that these efforts to fight/experientially avoid FM by repetitively seeking 

treatment from medical or other health providers or by avoiding activities/situations 

believed to exacerbate symptoms, are associated with high levels of psychological 
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inflexibility and detracts from relationships with close others (including health providers) 

and QoL.  This style of coping with FM (i.e., fighting/avoiding) alongside stigmatization 

may explain some of the frustration and dissatisfaction patients with FM have reported 

in their relationships with offline providers and close others (Armentor, 2017; Arnold et 

al., 2016; Choy et al., 2010; Hayes et al., 2012; Homma et al., 2018; Oldfield, 2013; 

Undeland & Malterud, 2007). Persistent efforts to fight/escape may also lead these 

individuals to seek information about FM’s pathogenesis and treatment options virtually 

despite the risk of encountering misinformation online (Study 1; Tan et al., 2021).   

5.2.2 Cognitive Fusion/Distressing Thoughts and Feelings 

Experiential avoidance is often closely intertwined with cognitive fusion which 

amplifies affective distress and functional impairment, reduces contact with the present 

moment, creates suffering, and increases risk for serious mental health problems 

(Faustino, 2021; Hayes et al., 2012; Krafft et al., 2018; Rueda & Valls, 2020; Tyndall et al., 

2020). Within the OPSGs, members’ posts reflected fusion with several distressing 

cognitions (categorized as distressing thoughts and feelings in Study 1) including 

catastrophized, shame-laden, stigmatized, and otherwise distressing and pathogenetic 

beliefs related to self, FM, others, and the world.   

FM-related judgment or stigmatization, which constituted its own theme in 

Study 1, was an especially ripe source of painful beliefs/cognitive fusion. Previous 

research has linked fusion with stigmatizing or shame-related beliefs and experiential 

avoidance to negative outcomes including excessive rumination, social withdrawal, and 
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emotional distress (Dinis et al., 2015; Tyndall et al., 2018; Wesselmann et al., 2013). 

Responses to these posts typically provided validation and other forms of emotional 

support but not the cognitive supports necessary to develop cognitive defusion or 

sustained emotional recovery (see Study 1 and 2; Hayes et al., 2012; Nils & Rimé, 2012; 

Rimé, 2009). Responders also sometimes shared stories of their similar experiences 

which may normalize and validate the poster’s experience. Inadvertently, this type of 

response may also contribute to unhelpful co-rumination (extensive discussion and 

revisiting of distressing experiences and their affective sequelae; Carlucci et al., 2018) 

Posters may benefit from sharing these and other painful experiences with 

responsive, validating peers because it affords them the opportunity to contact and 

acclimatize to their painful thoughts and feelings and to receive emotional support from 

others rather than experientially avoiding/suppressing them (Lepore, 2000; Lepore et 

al., 2004; Repper & Carter, 2011). This supported desensitization process has been 

shown to have modest positive effects on emotional well-being (e.g., reduced 

depressive symptoms and interpersonal sensitivity) as well as physiological and cognitive 

symptoms (Lepore, 2000; Lepore et al., 2004; Radcliffe et al., 2007). Further research 

suggests that experiencing emotional support in response to disclosures in a peer 

support environment (including those online) can also positively impact the discloser’s 

self-esteem, resilience to FM-related stigmatization, and sense of connectedness with 

others (Davidson et al., 1999; Nils & Rimé, 2012; Ochocka et al., 2006; Prescott et al., 

2020; Repper & Carter, 2011).  
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Nevertheless, although this type of support may be sufficient to address 

emotional responses to everyday stressors, it is unlikely to address the significant and 

sometimes severe mental health symptoms that were concurrently identified in Study 1.  

The appearance of posts depicting severe psychological symptoms (e.g., previous suicide 

attempts, suicidal ideation, despair, and hopelessness) was a unique and important 

finding relative to previous research exploring FM OPSGs (Chen et al., 2012; Barker, 

2008; van Uden-Kraan et al., 2008a). This may reflect contemporary society’s increased 

comfort with online communication and a rising degree of unmet mental health needs 

among FM populations. This is problematic because OPSG members are not typically 

trained in mental health intervention and are unlikely to possess the physical and 

emotional resources to respond to such disclosures (Ma et al., 2016). Validation or 

normalization in response to this type of content may provide temporary emotional 

relief, however, over time it may unintentionally entrench fused beliefs like “I am worth 

more dead than alive”, “exercise always hurts”, or “no one understands” resulting in 

adoption of an ‘us [FM ingroup} versus them [non-FM outgroup]’ mentality’ (Brewer, 

1979; Zernitsky-Shurka, 1988). This ‘us versus them’ attitude was prominent in posts 

describing empowerment in the context of FM and was often implied in posts describing 

judgment and distressing thoughts and feelings. Fusion with this type of belief system 

may prompt persons with FM to retreat from or avoid professional supports and instead 

favour members of the FM ingroup (e.g., online peers or “my fibro family”). 

This is particularly problematic because fused cognitions, which often 

constituted distressing thoughts and feelings in Study 1, increase a person’s risk of 
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developing and maintaining a variety of psychopathologies (Hayes et al., 2012).  

Recognition that these symptoms likely require help or intervention beyond peer-

support was sometimes noted in responders’ comments, underscoring the reality that 

OPSGs serve a different purpose than empirically supported interventions like ACT. That 

is, FM OPSGs appear to provide much-needed empathy, validation, acceptance, and 

other facets of basic emotional support that may be beneficial to many persons with 

FM, but are not situated to address more severe psychological difficulties typically 

targeted by professional interventions (Antony & Barlow, 2020).  

5.2.3 Fusion with a Conceptualized Self/Struggling with Identity  

Across both studies, difficulties appeared to stem from fusion with the notion 

that having FM is incompatible with health and other valued characteristics. Within the 

FM OPSGs, group members described their current self as inadequate in comparison to 

their former, pre-FM self and described struggling to continue living as that person or to 

accept a with-FM identity they perceived as unacceptable and shameful (Study 1). 

Fusion with these similarly defined versions of self (pre-FM self; shameful with-FM self, 

respectively) were observed in Study 2. Recognition of this theme using an inductive and 

theory-informed deductive analytic approach emphasizes the salience of this issue in the 

FM OPSG discussions, and suggests identity-related concerns may be an important issue 

to address for helping professionals working with members of the FM community  

Fusion, or a desire to resume life as the pre-FM conceptualized self, typically 

involved linking this version of self to socially prized characteristics (e.g., active, 
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hardworking, fit, conscientious) and was often described as an impetus to ignore or 

fight/experientially avoid FM. Previous researchers have described this stance in which 

“chronic illness is rejected as part of one’s identity and is viewed as a threat or as being 

unacceptable to the self” as rejection illness identity (Oris et al, 2016, 2018, p. 430; 

Tilden et al., 2005; Van Bulck et al., 2019). In many ways, rejection illness identity is 

synonymous with fusion with the pre-FM conceptualized self; both constructs represent 

rigid adherence to a singular, obsolete view of self and are associated with negative 

patient outcomes (Hayes et al., 2012; Oris et al, 2018; Tilden et al., 2005; Van Bulck et 

al., 2019).  Similarly, fusion with a with-FM conceptualization of self appears 

synonymous with engulfment illness identity whereby “individuals completely define 

themselves in terms of their illness, which invades all domains of life, at the expense of 

other important self-assets” (Oris et al., 2018; p.430).  Adoption of this type of identity 

may be especially problematic for individuals with FM who have internalized 

stigmatizing beliefs about FM (e.g., beliefs labelling persons with FM are “worthless”, 

“lazy”, “pathetic” “hypochondriac”, “cry baby”, “drug-seeker”) because it equates these 

negative characteristics as being the sole defining features of the individual’s identity.   

Of note, both illness identities allude to fusion with the belief that self with FM is 

unacceptable or shameful as well as the understandable desire to live unencumbered by 

FM in keeping with the concept of psychological inflexibility (Hayes et al., 2012; Oris et 

al., 2016, 2018; Tilden et al., 2005; Van Bulck et al., 2019). Exposure to FM-related 

discrimination or judgment, which was a prominent topic of discussion in Study 1, would 

be expected to further solidify fusion with these beliefs (Krafft et al., 2018). FM OPSGs 
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may be highly attractive to this subgroup of persons with FM because, based on the 

results of Study 1, they often offer emotional support (e.g., validation, acceptance) in 

response to descriptions of the distress caused by disconnection from an identity 

perceived to be worthy of love and belonging (e.g., self without FM). Results of Study 1 

and 2 also suggest FM OPSGs often provide an abundance of treatment-related content 

which may be perceived as useful for persons investing in fighting/experientially 

avoiding FM in order to resume life as “the old me”.  

The distress that arises from being defined by a highly stigmatized illness (Morea 

et al., 2008) or efforts to reject it may motivate individuals fused with ‘pre-FM’ or 

‘stigmatizing with-FM’ identities to seek out and align with online peers who identify as 

“fighters” or “warriors”. Content identifying members as “fighters” or “warriors” was 

commonplace across all three OPSGs studied and was conceptualized in Study 1 as a 

means by which socially valued qualities like courage, strength, resilience, and 

persistence can be adopted or reclaimed by persons struggling to live with FM. 

Identifying as a warrior/fighter may similarly help persons with FM by challenging the 

validity of negative stereotypes and stigmatization (Latrofa et al., 2009). Identifying this 

way may also help individuals find a sense of empowerment (noted in Study 1) in their 

new identity as a person with FM and become more assertive in advocating for 

compassionate care from health providers (Johnston et al., 2013; van Uden-Kraan et al., 

2008b). In sum, this social identity may be helpful because it may represent a coping 

effort to self-stereotype or rebrand a shaming illness identity as an identity that centers 

around strength and courage during adversity (Latrofa et al., 2009).   
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Through the ACT lens, however, persistent attachment to the FM warrior/fighter 

identity could lead to more negative patient outcomes in the long-term because of its 

inherent emphasis on fighting rather than accepting FM. Determining group members’ 

rationale for adopting the fighter/warrior identity (validation, empowerment versus 

investment in fighting/controlling/curing FM) and the persistence of this identity was 

beyond the scope of this dissertation. Based on the results of Study 2 (Chapter 4), 

however, it is likely exposure to the FM OPSGs’ discussion content would contribute to 

maintenance of fighting/experiential avoidance rather than flexibly accepting painful 

experiences and moving towards valued activities.  

Although this is problematic from an ACT perspective, it is possible that efforts to 

fight FM and adoption of the warrior/fighter identity may be conceptualized differently 

from other therapeutic intervention perspectives that were beyond the scope of this 

authors expertise (e.g., Attachment-Based Compassion Therapy). It is also important to 

consider that OPSGs may function as a space to receive and offer foundational 

emotional support (e.g., validation, acceptance, connection, encouragement) that is not 

available elsewhere which, although not adequate to address psychopathology, may still 

be beneficial.   

5.2.4 Unworkable Actions  

Within Study 2, posts reflective of the unworkable action psychological 

inflexibility pillar generally identified current or anticipated FM symptoms or 

interpersonal conflict as the impetus for impulsive decisions, avoidance, and inaction. 
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This theme did not overlap as obviously with any of the themes identified in Study 1 but 

may be observed in the content depicting venting behaviours. Venting related to 

emotional distress or mental health symptoms was frequently observed and was 

classified in Study 1 as a facet of the support seeking and offering theme. Within the 

literature, venting is described as a common response to emotional distress and ideally 

solicits both socioaffective attention (e.g., comfort, bonding, legitimization) and 

cognitive support (e.g., help making meaning of an experience, reframing/reappraising 

it; see Rimé, 2009). Venting may occur more commonly in peer environments because 

non-peer audiences are usually less tolerant and impose social constraints to curb this 

behaviour (Armentor, 2017; Herbette & Rimé, 2004).  

It is important to note that the lens through which a poster interpreted and 

described a vent-inducing event may have been influenced by fused cognitions. From an 

ACT perspective, posting fused perceptions of an event to an online group for the 

purpose of soliciting emotional relief from painful thoughts and feelings can arguably be 

conceptualized as a psychologically inflexible practice (Harris, 2019; Hayes et al., 2012). 

When an individual engages in venting behaviours instead of engaging in values-

congruent activities like spending time with family or working on creative endeavours, 

venting behaviours can cogently be labelled unworkable action. This may be especially 

true in instances where group members engage in repetitive venting. 

As explicated in Study 1, responses to venting posts typically offered 

socioaffective support (e.g., comfort, validation), which is an appropriate first response 

that would be expected to help the venter feel less isolated, invalidated, insignificant, 
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and generally less distressed (Lepore et al., 2000, 2004; Radcliffe et al., 2007). These 

responses rarely, however, included the cognitive supports that have been indicated as 

necessary for sustained emotional recovery from a general clinical perspective (Nils & 

Rimé, 2012; Rimé, 2009) and for developing cognitive defusion skills associated with an 

ACT-specific perspective (Hayes et al., 2012). Thus, venters likely experience short-lived 

emotional relief from peers’ offers of socioaffective support but remain vulnerable to 

rumination and emotional distress when reminded of their vent-inducing experience 

because they have not received cognitive supports to facilitate processing and recovery 

from this event (Kennedy-Moore & Watson, 2001; Nils &  Rimé, 2012; Rimé, 2009).  

Responders in the FM OPSGs may be reluctant to provide cognitive supports for 

many reasons. First, responders who expect to elicit only socioaffective support when 

they vent are less likely to provide cognitive supports to others (Christophe & Rimé, 

1997; Rimé, 2009). Second, responders are less likely to provide cognitive supports 

when, as is typical in venting episodes, the speaker’s distress is interpreted to be intense 

(Chistophe & Rimé, 1997). Given the severity of emotional distress and the 

ubiquitousness of FM-related judgment and self-stigma noted in Study 1, posts depicting 

vent-inducing experiences may frequently be interpreted as intense and thus responded 

to in an emotionally rather than emotionally and cognitively supportive manner. Third, 

responders may fear efforts to provide cognitive support will be interpreted as coping 

suggestions, which are often perceived as invalidating by persons with FM (Armentor, 

2017; Kool et al., 2009). Finally, responders in FM OPSGs are presumed to be laypersons 

who have no formal training in the provision of psychological interventions. As a result, 
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they may not understand the concept or value of cognitive supports nor how to provide 

this type of response. Typically, socioaffective and cognitive supports are conveyed 

within the context of an empirically supported psychological treatment. 

5.3 How FM OPSGs Potentially Maintain Psychologically Inflexible Practices 

5.3.1 Group Mechanisms and Dynamics 

Joining an FM OPSG on a social media platform like Facebook, which is highly 

integrated in participants’ daily lives, may unintentionally reinforce psychologically 

inflexible practices. First, the process of describing and posting content about events 

that have already transpired or that have yet to occur inherently detracts from a focus 

on the present moment. Further, notification that others have responded (a Facebook 

group feature) may also encourage members to disengage from their offline life to 

consume others’ input on their past- or future-oriented post, perpetuating loss of 

contact with the present moment. Second, OPSG “netiquette” rules indicate all posts 

must be ’supportive’, thus, responders readily offered emotional support but appeared 

more reluctant to offer cognitive support presumably because of the risk of being 

perceived as oppositional or invalidating (Armentor, 2017; Kool et al., 2009). Third, 

members moving towards increased psychological flexibility and wellness may become 

disengaged from the FM OPSG because of diminishing need for emotional support, 

rather than limiting themselves to the psychologically flexible support-provider peer 

role. If so, this is unfortunate because psychologically rehabilitated role models are 

important in effective peer-support systems because they function as sources of upward 
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comparison that help instill hope and empowerment to facilitate positive change in 

those seeking support (Davison et al., 2000; Soloman, 2004). Without these role models 

to act as support providers, struggling group members engaging in psychologically 

inflexible practices may assume both support seeker and support provider roles. In this 

scenario, well-intentioned group members may share emotional support and 

experiential knowledge (e.g., advice) that normalizes and validates behaviours that 

unintentionally reinforce psychologically inflexible practices that engender emotional 

distress (Lieberman & Goldstein, 2006; Salzer et al., 2010; Tan et al., 2021). 

In most cases, FM OPSG members’ distress and behavioural responses were 

validated but not reframed or otherwise cognitively challenged regardless of whether 

the behaviours described represented psychologically flexible or inflexible behaviours. 

There is some research suggesting the act of writing about a difficult experience and 

receiving validating emotional support may be sufficient to help some group members 

become emotionally and psychologically desensitized to a painful experience (Lepore et 

al., 2000; Radcliffe et al., 2007) or may meet group members’ emotional needs in other 

ways (Naslund et al., 2020; Soloman, 2004). Nevertheless, the severity of the mental 

health symptoms documented in Study 1 (distressing thoughts and feelings and 

struggling with identity themes) and the prominence of psychological inflexibility, 

particularly pathogenic fused cognitions, experiential avoidance, and unworkable action 

noted in Study 2, suggests the emotional support offered in FM OPSGs may be ill-

equipped to address group members’ psychological needs (Beck, 2011; Hayes et al., 

2012; Nils & Rimé, 2012; Rimé, 2009).   
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Taken together, the results of Study 1 and 2 suggests FM OPSGs may be helpful 

in addressing the need for emotional or socioaffective support (e.g., validation, 

acceptance) presumably not available offline but may simultaneously be harmful when 

FM OPSG members normalize and validate psychologically inflexible beliefs and 

behaviours. Combined, these results suggest that although FM OPSGs can provide vital 

emotional support to members’ during their illness journey, they may be less beneficial 

for persons with FM experiencing more substantial mental health problems and are not 

a viable substitute for professional intervention. 

5.3.2 Social Identity 

Results of Study 1 (struggling with identity) and Study 2 (fusion with 

conceptualized self) suggest the FM OPSGs included in this study may foster a social 

identity that does not align with health and rehabilitation. Specifically, the FM social 

identity norms exhibited in the FM OPSGs often involved distressing, fused thoughts 

(e.g., FM always engenders progressive severe functional impairment and physical and 

mental distress; persons with FM are sufferers/disabled; one cannot live a healthy, 

meaningful life with FM; one must fight against FM/be an FM warrior), distressed 

feelings (e.g., anger, powerlessness, sadness, rejection/abandonment, shame), and 

behaviours aligned with efforts to fight/avoid/control FM symptoms (experiential 

avoidance), all of which would be expected to worsen symptoms. Although beyond the 

scope of this study, self-defined social identification with a group purporting these 

norms could have a negative impact on coping and general wellbeing (Cruwys & 

Gunaseelan, 2016; Koski, 2014). 
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This hypothesis is supported by previous research, which indicates that while 

social identification is beneficial for some medical populations (e.g., persons with 

multiple sclerosis; see Wakefield et al., 2013) it can deleteriously impact the wellbeing of 

those with stigmatized conditions like depression because of “group norms (the content 

of a social identity) that endorse thoughts or behaviours that are likely to worsen… 

symptoms” (Barker, 2002; Cruwys et al., 2014; Cruwys & Gunaseelan, 2016, p.37; Koski, 

2014). Stigmatization may drive persons with FM to invest heavily in identifying and 

living as a chronically ill person to prove that FM and their suffering is legitimate. This 

quest for legitimacy and validation likely impedes efforts to engage in illness self-

management practices like those captured under the psychological flexibility model 

(Glenton, 2003). Those who identify as members of a stigmatized population or illness 

group like depression or FM are more likely to adopt this type of identity (Cruwys et al., 

2014; Cruwys & Gunaseelan, 2016). Cruwys & Gunaseelan (2016), for example, describe 

a “depressed person social identity” characterized by the absence of wellbeing, 

hopelessness, negativity, and depression-maintaining behaviours, all of which align with 

the social identification norms observed in the FM OPSGs included in the current study.  

Barker’s (2002, 2008) research also concluded that social identification with FM may 

lead to medicalization (pathologizing of common or normative nonmedical symptoms), 

illness reification (efforts to legitimize FM as a medically-based disorder), and 

prioritization of experiential knowledge from others over professional knowledge; these 

facets of FM social identity were characterized as likely to be detrimental to wellbeing.  
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Notably, social identification with FM has been associated with knowledge 

contribution in patient online FM communities, indicating that patients whose self-

concept aligns with the FM identity are more likely to contribute knowledge in online 

peer groups (Zhao et al., 2013). Thus, individuals with an existing FM focused identify 

including those who identify as FM fighters or warriors (see section 5.2.3) may be more 

likely to join a FM OPSG and then subsequently accept/perpetuate the group’s social 

identity which aligns with psychological inflexibility practices.  

5.3.3 Intertwined Nature of Psychological (In)flexibility Pillars 

In many instances, we noted a post or response simultaneously demonstrated 

more than one psychological flexibility or inflexibility pillar (e.g., posts coded under 

experiential avoidance were often cross coded with unworkable action). This suggests, 

consistent with Hayes and colleagues’ (2012) model, there is a high degree of 

interconnectivity between the six pillars of psychological inflexibility such that endorsing 

one psychological inflexibility pillar may pave the way for the emergence of others. The 

same interconnectivity process was observed in the psychologically flexible content.   

We also identified some posts concurrently representing aspects of both 

psychologically flexibility and inflexibility (e.g., values, unworkable action). These posts 

may be considered evidence for Hayes and colleagues’ (2012) theory that, rather than 

being separate entities, psychological flexibility and inflexibility represent polar ends of 

the same singular dimension or continuum. From this perspective, posts simultaneously 

classified under a flexible and inflexible pillar may be indicative of vacillation or potential 
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for change in the poster’s position on this continuum in either direction (i.e., towards or 

away from psychological flexibility).  

Hypothetically, this may represent a turning point for many OPSG participants 

where, based on the issues discussed herein, members may choose to move in the 

direction of psychological inflexibility in keeping with the group identity and general 

discussion content or elect to move towards a more psychologically flexible approach.  

Movement in this latter direction, however, could challenge the member to adopt 

practices that conflict with the group identity and norms which may in turn decrease the 

member’s sense of connection, solidarity, or belonging within the group (Cruwys & 

Gunaseelan, 2016; Yalom & Leszcz, 2020). Given emotional support seeking (e.g., 

empathy, acceptance, belonging) is a prominent reason persons with FM appeared to 

participate in these FM OPSGs, members could be reluctant to adopt practices that 

threaten this sense of connection and belonging. Thus, it is possible that ongoing 

participation in this type of FM OPSG is more likely to foster movement in the direction 

of psychological inflexibility than psychological flexibility.  

5.4 Clinical Implications  

The popularity of OPSGs among persons with FM suggests these groups are 

perceived to offer something valuable that patients are assumedly not able to access 

sufficiently offline. Results of Study 1 indicate FM OPSGs likely help to address the need 

for emotional support (e.g., connection, validation, belonging, empowerment) that is 

often perceived as painfully absent in the offline lives of this highly stigmatized clinical 
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population. For clinicians, this finding emphasizes the importance of providing validation 

and other forms of emotional support when working with persons with FM, regardless 

of intervention approach.  

Support offered in an FM OPSG may be easily digestible to persons with FM for 

several reasons. First, members were permitted to express feelings in their own way 

(e.g., venting) in the FM OPSGs rather than in ways that conform to social constraints or 

intervention curriculums. Second, FM OPSGs afford members the opportunity to initiate 

discussion about topics that, although important, may rarely be discussed in their offline 

lives. Struggle with identity/fusion with conceptualized identity was noted in both 

Studies 1 and 2, suggesting this issue is an important topic to persons with FM. Noting 

the salience of this topic, it is likely that efforts to initiate and support discussions about 

identity and several other second tier themes identified in Study 1 (e.g., learning to live 

with FM, judgment, empowerment-seeking) would be well received in more formal 

therapeutic contexts as well.  

Third, the groups offer members the chance to share both support and 

information (including experiential knowledge and empowerment strategies) with 

others, which may allow members to feel empowered and useful, and help them to find 

meaning in their FM experience (Davidson et al., 1999; Repper & Carter, 2011). On some 

rare occasions, members also shared their experience of learning to live with FM (rather 

than fighting it) and formulating a positive with-FM identity.  These posts, although 

scarce, may provide a positive rehabilitative example for persons with FM that facilitates 
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the installation of hope and upward comparisons needed in effective peer-support 

systems (Davidson et al., 1999; Repper & Carter, 2011). 

Fourth, it is possible that FM OPSGs are especially attuned to the needs of 

persons struggling with emotional difficulties who are in the early stages of change (i.e., 

precontemplation, contemplation, and determination; Prochaska et al., 1994, 2015).  As 

a result of stigmatizing and invalidating experiences, this subgroup of persons with FM 

may not yet be prepared to engage in the active, cognitive work necessary for sustained 

emotional recovery (Lepore et al., 2004; Nils & Rimé, 2012; Prochaska et al., 1994, 2015; 

Rimé, 2009). Because cognitive support is infrequently provided and there is no 

requirement to participate in group discussions, adopt or practice skills, or stay engaged 

(e.g., post regularly, stay in the group; Ma et al., 2016), FM OPSGs may provide much-

needed emotional support to a subgroup of persons with FM that are less likely to be 

seen by more formal helping professional (e.g., psychologists, psychotherapists, clinical 

social workers) because of their level of readiness (Kerns & Habib, 2004). Future 

research is needed to determine whether the emotional support provided in FM OPSGs 

may help persons with FM move towards more active stages of change and whether the 

provision of validation and other forms of emotional support provided in FM OPSGs 

helps members prepare for engagement in more formal and cognitively challenging 

psychological interventions like ACT or CBT.  

The results of this research also found a high level of personal disclosure about 

significant affective distress and mental health symptoms (e.g., noteworthy anxiety or 

depressive symptoms like despair, suicidal ideation or descriptions of previous suicide 
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attempts). This highlights the pressing and unmet need many FM OPSG users may have 

for mental health services. This is troublesome because OPSG members, who are not 

typically trained in mental health intervention, do not appear to provide the cognitive 

supports necessary for sustained emotional recovery and, due to their own distress, 

typically lack the physical and emotional resources to respond to such disclosures (Ma et 

al., 2016; Rimé, 2009). Unfortunately, exposure to descriptions of others’ psychological 

distress and negative experiences and attitudes may validate unhelpful pain behaviours 

and generate or intensify affective distress in those reading or responding to these posts 

(Lieberman & Goldstein, 2006; Salzer et al., 2010; Tan et al., 2021). As a result, these 

posts may unintentionally have an iatrogenic impact on other group members.  

From a mental health intervention standpoint, the results of Study 2 indicate the 

content members encounter in FM OPSGs generally describes and validates 

psychologically inflexible practices (e.g., rumination, catastrophizing, suicidal ideation, 

fighting to escape/cure FM, medication reliance, and social withdrawal) that are 

incongruent with the psychological flexibility model underlying ACT (Buhrman et al., 

2013; Hayes et al., 2012; Ljótsson et al., 2014; Simister et al., 2018; Trompetter et al., 

2015). This finding suggests these, and potentially other FM OPSGs, are likely not a 

helpful resource for persons attempting or needing to cultivate psychological flexibility 

in their lives. Health providers, especially those working with persons with FM using an 

ACT approach, will benefit from a better understanding of the content and experiences 

their patients may encounter if they are a member of a Facebook OPSGs in order to 

facilitate an open discussion of the potential risks and benefits of such groups. 
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Results of this dissertation may also provide valuable insights for governmental 

and other organizations endeavouring to improve access to quality services that may 

help to improve the health, QoL, and functioning of persons with FM. Specifically, results 

of this dissertation that indicate persons with FM are discussing severe symptoms of 

mental distress online with peers lacking mental health training emphasize the urgent 

need for mental health services for persons with FM including more services that can be 

accessed online. In addition, wider usage of bona fide tools aimed at helping patients to 

differentiate between high- and low-quality health information could help patients to 

avoid pitfalls associated with the uptake of misleading or unreliable FM-related 

information (e.g., see Bailey et al., 2013).   

5.5 Methodological and Theoretical Contributions 

The methodological and theoretical contributions made by this research are 

timely given online support seeking and online patient communities are widespread, 

increasingly popular among patients, and thus likely to garner future research interest 

from both health and social researchers (Zhao et al., 2013). Historically, researchers 

have struggled to explore what occurs behind the “closed doors” of peer support 

groups, however, the introduction of easily accessible online groups has created greater 

opportunities for support seekers and clinical researchers to access and better 

understand these communities. From a methodological perspective, this research 

demonstrates how non-participatory (observational) approaches to data collection and 

the use of flexible analytic strategies such as Thematic Analysis can be used to explore 

and evaluate the nuances of how peers seek and offer health-related information and 
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emotional support in support groups. Within the realm of clinical research and 

particularly mental health, researchers and clinicians often rely heavily on self-report as 

a means of understanding and measuring patients’ experiences. This approach 

inherently relies upon patients’ ability to recognize and communicate their experiences 

or perceptions accurately, honestly, consistently, and meaningfully in a manner free 

from conscious or unconscious bias. Use of a non-participatory observational approach 

allowed for collection of data that were not constructed or otherwise influenced by the 

known presence of a researcher and thus presumably free of the biases that may affect 

persons knowingly participating in clinical research (e.g., responses affected by social 

desirability). Accordingly, we were able to collect detailed and more reliably authentic 

information explaining how and why the FM OPSGs may be perceived as a helpful, 

valued space by group members as well as information indicating participation in the 

groups may have unacknowledged risks. This finding exemplifies how the inclusion of 

non-participatory observational methods can provide nuanced information that may not 

be available through patient interviews, focus groups, or other self-report methods (e.g., 

Tan et al., 2021).  

From a data analytic standpoint, Studies 1 and 2 help validate the use of 

Thematic Analysis to non-participatory observational data as well and unconventional 

language-based data sources. Thematic Analysis is well situated to capture the valuable 

contribution intuition or heuristic judgment can make to any research endeavour 

(Malterud, 2001) in part because it does not stipulate frequency (e.g., how often a word 

or concept is mentioned) as the only indicator of salience (University of Auckland, 2018). 



246 

The flexibility of this approach, which can accommodate inductive, atheoretical (Study 1) 

as well as deductive, theory-informed (Study 2) research objectives, allowed for a 

unified analytic stance within this research that may be helpful with regard to 

knowledge translation. 

 The findings of Studies 1 and 2 also highlight the need for diverse sampling 

methods. It is possible that many persons who seek information and emotional support 

in OPSGs represent the highest level of psychologically inflexible, emotionally distressed, 

and functionally impaired persons with FM. Research involving persons with FM 

recruited solely from treatment centres is potentially vulnerable to the same sampling 

bias because persons with FM who have high internalized levels of psychological 

inflexibility are presumably more likely to attend treatment centres frequently and seek 

services across medical specialties. Thus, an important consideration for future research 

may be the risk of psychological inflexibility as a confounding variable in research based 

solely on samples recruited from medical and support group settings. 

This research also extends the use of ACT theory, particularly the psychological 

flexibility model, to research examining OPSGs and potentially other contemporary 

online patient communities. Specifically, this research suggests the psychological 

(in)flexibility model can be used as a framework for assessing whether the content 

posted in OPSGs is likely to promote practices known to be helpful or unhelpful to 

persons with FM and potentially other chronic health conditions. Use of an established 

model (e.g., psychological (in)flexibility) also provides the necessary framework to use 

known psychopathology risk and maintenance factors (e.g., psychological inflexibility) to 



247 

understand why persons in FM OPSGs describe emotional and psychological difficulties 

(Chen, 2012; van Uden-Kraan et al., 2008a; Studies 1 and 2).  

5.6 Limitations and Future Research 

Despite the strengths and contributions outlined above, there are several 

limitations that highlight the need for additional research in this area. First, the non-

participatory observational approach, while having several strengths, did preclude the 

ability to directly gauge whether and to what extent group members’ online and offline 

functioning was impacted by participation in the OPSG. Future research examining the 

actual impact of FM OPSG participation on patient outcomes offline is therefore needed 

to determine whether FM OPSGs help or detract from a variety of patient outcome 

variables including emotional and physical wellness, functioning, perceived disability, 

and QoL.  

In addition, the non-participatory methodology coupled with the potential for 

identity misrepresentation on Facebook also prohibited any collection of demographic 

information that could help contextualize the type of FM OPSG user these results are 

likely to be transferable to. Research exploring potential differences or nuances in FM 

OPSG experiences based on individual characteristics (e.g., age, gender, financial status, 

symptom severity, participation frequency) is therefore warranted. Specifically, further 

study is needed to determine whether the findings of this dissertation are transferable 

to men or lurkers in FM OPSGs. Almost all of the content captured in this dataset was 

contributed by individuals who appeared to be North American woman (based on their 
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picture, name, or information they disclosed). The virtual absence of men in these FM 

OPSGs may be because they are less likely to be diagnosed with FM and thus represent a 

smaller sample relative to women with FM (Branco et al., 2010; Rusu et al., 2015; 

Statistics Canada, 2015; Walitt et al., 2015). Alternatively, men and lurkers may have 

different motivations for joining and participating (or not participating) in FM OPSGs 

which could not be captured in this research. In either case, future research exploring 

lurkers and men’s experiences of FM OPSGs is needed.   

Exploration based on geographic and geopolitical location was also not possible 

due to methodological limitations, however, previous research has indicated that illness 

experiences are greatly impacted by proximity to resources (e.g., health providers, 

treatment centres) and costs associated with healthcare (Cudney et al., 2002; van Koulil 

et al., 2010). Thus, the experience, distress levels, coping capacity, and FM OPSG usage 

characteristics of persons living in geographic or geopolitical locations where services 

are more available (e.g., nations with universal healthcare versus those without; rural 

versus urban persons with FM) may vary greatly from those living in areas where 

services are less available. The possibility that FM OPSGs attract more members who 

lack access to professional health resources should be considered and investigated to 

determine whether this underlies the high levels of distress observed in this sample. 

It is also important to acknowledge that any content that was shared between 

members by means other than posting on the group’s wall was not included in this 

research. Research examining group members’ private discussions (which would require 

members consent and thus a different methodological approach to data collection) 
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would further extend our understanding of what members discuss in FM OPSGs and, to 

some degree, what function participating in a FM OPSG might serve for persons with 

FM.  

Although the consistency of our findings across three different FM OPSGs 

suggests they may be transferable to other Facebook FM OPSGs, it is possible that these 

findings were influenced in some ways by selection bias. First, we only included data 

collected over one week per month for three consecutive months (two months in one 

group due to access difficulties tied to the volume of content posted in this group).  

Thus, the dataset was comprised of snapshots of the FM OPSG discussions that may not 

capture moment-by-moment changes in the nature of group discussions and whether 

they evolve over time as various members come and go from the group. Second, groups 

that advertised a specific focus or coping approach to FM were disqualified during the 

group selection process because of concerns the discussion would focus solely on these 

topics. As a result, it is possible groups with more adaptive social identity norms and 

where members report milder emotional distress, more psychologically flexible 

practices, or a less pronounced need for emotional support were inadvertently 

excluded. Similarly, these criteria may have eliminated groups based in cultures that do 

not promote the typical Western illness narrative (i.e., diagnose and cure; Hamilton & 

Thomas, 2016; Manjikian, 2008). Thus, research exploring other types of OPSGs is 

needed to determine the potential transferability of the findings. 

Analysis from a process (e.g., dynamics describing how group members interact 

with one another) rather than content orientation was also beyond the scope of this 
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project. In the future, researchers not limited by a non-participatory methodology could 

enquire or even monitor how group members’ experience interactions with others in 

the OPSG (e.g., their interpretations and reactions to others’ posts). This research is 

essential to determine how group members experience posts depicting severe levels of 

distress or chronic venting, which has been framed as potentially deleterious in our 

conclusions. This would also be particularly helpful in determining whether 

socioaffective support is construed as helpful and whether and to what extent cognitive 

or some forms of socioaffective support (e.g., when peers vent about their own 

experiences in response to a poster’s vent) is experienced as invalidating or otherwise 

helpful. This follow-up research may also help to identify additional costs and benefits of 

participation that are undetectable by reviewing discussion content alone. More 

broadly, improved understanding of the group processes in OPSGs from members’ 

perspectives could be useful for professionals endeavoring to facilitate or moderate 

groups for persons with FM. Process research is also needed to empirically assess 

whether endorsing one psychological inflexibility pillar paves the way for the emergence 

of others and whether posts simultaneously demonstrating aspects of psychological 

flexibility and inflexibility are indicative of vacillation or potential for change in the 

poster’s position on the psychological flexibility/inflexibility continuum (Hayes et al., 

2012). Responses to these questions would further validate the psychological 

flexibility/inflexibility model and help inform ongoing research endeavouring to improve 

the efficacy and effectiveness of ACT interventions. It is also important to note that the 

scope of Study 2 was limited to the psychological flexibility/ACT approach. Analysis of 
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this or similar data using other supported therapeutic interventions with established or 

growing empirical support for persons with FM (e.g., Attachment-Based Compassion 

Therapy; Pérez-Aranda et al., 2017) may generate alternative conclusions about the risks 

and benefits of FM OPSGs and may provide insights into which types of therapy are 

likely to be well-received by FM OPSG users. Similarly, longitudinal studies on FM OPSGs 

are needed to overcome gaps in the current literature that cross sectional research has, 

by design, been unable to address. Specifically, a longitudinal approach would be well 

poised to determine the average amount of time members remain active in a FM OPSG 

and whether the content of their posts trends towards either adaptive or maladaptive 

coping (e.g., psychological flexibility or inflexibility) over time. Longitudinal research may 

also be able to capture when and why members choose to leave an FM OPSG. 

Finally, given the growing popularity of online patient communities among 

persons with FM (Zhao et al., 2013, van Uden-Kraan et al., 2008a), future research 

exploring the benefits of structured and unstructured FM online support groups 

moderated by peers or professionals is needed to determine whether FM OPSGs can 

simultaneously provide emotional support while facilitating more adaptive coping and 

illness self-management. Professionally moderated OPSGs may be an especially fruitful 

avenue of research because a professional (e.g., a psychologist, clinical social worker) 

could help: a) provide education and answer questions about unhelpful practices on and 

offline; b) shape the group’s social identity to align more closely with adaptive qualities 

and practices; and c) empathically explain and model how to provide cognitive and 

socioaffective support without validating maladaptive behaviours. In this scenario, group 
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members striving to develop more adaptive practices may be more able to connect with 

the group’s social identity. This may lead to greater or sustained engagement in the 

group and, consequently, the increased prominence of adaptive (e.g., psychologically 

flexible) content in the group’s posted discussions. If successful, this type of 

professionally led OPSG may represent a novel, accessible, cost-effective resource for 

persons with FM.  

Overall, the findings discussed herein provide new and valuable insights for 

patients, clinicians, and researchers about what is discussed in FM OPSGs and what 

purpose these discussions likely serve. Ideally, future research will help determine 

whether and to what extent FM OPSGs impact members lives and wellness offline. Given 

the accessibility and potential cost-effectiveness of OPSGs as a resource for patients and 

their growing popularity, continued investment in research exploring patient usage of 

FM OPSGs and the potential clinical utility of these groups is warranted.  

5.7 Conclusion 

This dissertation offers a novel, comprehensive, and balanced examination of the 

content posted in Facebook FM OPSGs and the results have implications for persons 

with FM, health providers, and health service organizations. First, the results challenge 

previous examinations of FM OPSGs by suggesting discussions in FM OPSGs are deeper 

and more complex than the explicit desire to seek or offer information and support to 

similarly affected others. Specifically, the results indicate persons with FM use OPSGs to 

seek information and support relevant to struggles commonly experienced within the 
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context of the FM illness journey including (but not limited to) stigmatization, identity 

loss, and, most notably, difficultly coping with distressing thoughts and emotions. The 

severity of emotional and psychological symptoms described in the FM OPSGs examined 

herein was not noted in research conducted over ten years ago (e.g., Barker, 2008; van 

Uden-Kraan et al., 2008b). This suggests that the need for emotional support and mental 

health services has increased among those with FM, Facebook OPSGs are more likely to 

attract those with more severe emotional distress, or group members have become 

increasingly comfortable with disclosing mental health struggles in the online 

environment. Regardless, this information emphasizes the significant mental health 

difficulties experienced by persons with FM and highlights their need for access to 

information and supports to address social and emotional needs that go beyond services 

targeting their physical health symptoms. 

These findings also provide important information about FM OPSGs potential 

capacity to address group members’ noteworthy emotional and psychological needs. 

Results of this dissertation suggest peers in OPSGs rarely provide information and 

cognitive support to members struggling with psychological or behavioural symptoms in 

a manner consistent with ACT- an evidence-based therapy for chronic pain conditions.  

These findings suggest FM OPSGs likely are ill-poised to address the more substantial 

psychological symptoms described by some members in the FM OPSGs; these members 

would likely benefit from professionally administered psychological services that 

explicitly address cognitive and behavioural symptoms and support needs (Antony & 

Barlow, 2020). 
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Nevertheless, the results of this dissertation suggest FM OPSGs may serve a 

qualitatively different purpose than empirically supported mental health interventions 

like ACT. That is, FM OPSGs may simply exist to offer foundational socioaffective support 

that, although not positioned to foster recovery from psychopathology, helps persons 

with FM manage the daily stressors of living with an invisible, stigmatized, and painful 

condition. This information will ideally be useful to persons with FM and their health 

providers attempting to identify and access appropriate emotional or psychological 

supports, and for strained health service organizations endeavouring to better 

understand what needs these accessible and cost-effective groups may be able to 

address. 
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Appendix A 

Preliminary Coding Scheme for Study 22 

Psychological Flexibility 

Contact with the present moment: posts that reflect connection and engagement with 

present-focused experiences (e.g., thoughts, feelings, sensations) or efforts to direct 

attention to the present. 

Example: “I find lavender oil really helpful- I put it on at night and close my eyes and try 

to just focus on how good it smells.  It gives me a few moments of peace.” 

Cognitive defusion: posts that reflect acknowledgement that thoughts are often not 

logical, truthful, or valid, or an ability to observe thoughts without automatically 

believing them. 

Example: “When I think about dating, I have a lot of thoughts like ‘no one could ever 

love someone with fibromyalgia’ even though I know these thoughts aren’t true.” 

Acceptance: posts that reflect a voluntary willingness to experience unpleasant 

thoughts, feelings, or bodily sensations as they are without trying to modify, avoid, or 

escape them. 

Example: “Over the years I’ve come to terms with the fact that sleep just doesn’t come 

easily for me.  I don’t sleep well and I’m often tired, and that’s just something I’ve 

learned to live with.”   

 
2 NOTE: All examples are hypothetical posts created by the researcher 
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Self-as-context: posts that reflect connection with the stable, observing self who 

notices/observes one’s inner and outer world, or engagement with a present-focused, 

transcendent sense of identity. 

Example: “I’m still the same person I have always been, I just have fibromyalgia now so 

my life looks different than it did 10 years ago.” 

Values:  posts that reflect living according to one’s personal values rather than socially 

dictated rules or achievement-driven goals.  

Example: “I’m thinking about cutting back at work. I only have so much energy now with 

FM and spending time with my kids is more important to me than being the best 

bookkeeper on staff” 

Committed Action:  posts that reflect choosing behaviors congruent with personal values 

despite the increased chance of encountering unpleasant thoughts, feelings, or 

sensations. 

Example: “Tonight I took my son to hockey and actually watched the first half of the 

game.  I know I’m going to have more pain tomorrow from the cold arena and hard 

bench, but I just thought, ‘it’s worth it’.”  

Psychological Inflexibility 

Conceptualized past and feared future: posts that reflect attending and/or responding to 

past or future-oriented experiences (e.g., rumination about the past, worry about the 

future). 
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Example: “I worry my pain is going to get worse and that fibro brain fog is an early sign 

of dementia- does anyone else worry about this?” 

Cognitive fusion: posts that indicate an inability to observe thoughts without 

automatically believing them to be truthful, valid, or logical. 

Example: “I’m just not attractive anymore. Who would want to date someone with all 

my health issues?” 

Experiential Avoidance:  posts that reflect efforts to avoid, modify, or escape unpleasant 

thoughts, feelings, or sensations. 

Example: “I just can’t tolerate living like this anymore! I find I’m smoking a lot more 

marijuana than I used to even though my husband hates it- I just can’t shut off my 

thoughts without it.” 

Attachment to the conceptualized self:  posts that reflect attachment to a view of self 

that is based on the unchecked content of thoughts, feelings, or sensations and that 

fosters distorted interpretations of new experiences, rigid adherence to a particular 

version of self, and resistance to change. 

Example: “I’ve always been a really active productive person, and now I can’t even keep 

up with small household chores.” 

Lack of values clarity:  posts that reflect living according to socially dictated rules or 

goals/expectations set by others rather than personal values 

Example: “I know volunteering for every bake sale isn’t required to be a good mom, but I 

feel a lot of pressure to keep doing it even though it’s really hard for me.” 
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Inaction, impulsivity, or avoidance: posts that reflect choosing behaviors incongruent 

with personal values in order to avoid unpleasant thoughts, feelings, or sensations. 

Example: “My physio just doesn’t understand FM – she keeps telling me to exercise but I 

can’t - it just hurts too much the next day.” 
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