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In this study, fibromyalgia was approached from the perspective of women 
with a long illness history. The purpose of the study was to explore how they 
described their experiences of functioning, work ability and rehabilitation and 
how they expressed and interpreted their life events and illness experiences as a 
life story. The data were collected through narrative interviews of twenty 
middle-aged women, who had participated in fibromyalgia-specific 
rehabilitation courses at Rheumatism Foundation Hospital in 1999-2001. A 
stepwise narrative analysis was conducted to elucidate what was the content of 
the life stories, and how the life stories were told. The results indicated that 
functioning and work ability of the participants had deteriorated substantially 
over the past years. Work ability was described as confusion, as coping with 
fluctuating symptoms, as being in-between and as falling over the edge of 
exhaustion. Fatigue was perceived as a transient, extreme and intensive 
experience, which caused major disability and distress, and which had 
consequences on every aspect of life. For many women the rehabilitation course 
and encounters with peers appeared to be a significant turning point after 
struggling with uncertainty and negative attitudes of colleagues and health care 
professionals for years. Peer support was described in terms of permission to 
talk, need for experiential knowledge, reciprocity and self-evaluation through 
comparison. Four different patterns of storylines were identified in the analysis 
process; narratives of mundane life, cumulative life and broken life and a 
counter-narrative. In conclusion, fibromyalgia appeared to have a substantial 
negative impact on work ability and functioning in patients with a long illness 
history. In order to plan and implement more effective and more individualized 
rehabilitation interventions for these patients in the future, it is important to 
acknowledge the diversity of life events and illness experiences experienced by 
persons with fibromyalgia. 
 
Keywords: fibromyalgia, functioning, work ability, rehabilitation, narrative 
research 
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1 INTRODUCTION 

Fibromyalgia is a significant health problem of women in working age. It is 
characterized by chronic widespread pain, muscular tenderness, sleeping 
disorders and daytime tiredness (Arnold et al. 2008; Wolfe et al. 2010). In the 
current paradigm fibromyalgia is understood as the most severe end of a 
continuum from acute local pain, through chronic regional pain, to chronic 
widespread pain (Aaron & Buchwald 2003). In addition to a decrease in 
functioning and work ability, fibromyalgia may be associated with increased 
cardiovascular mortality rates and with increased use of health care services in 
the long run (Macfarlane et al. 2001; McBeth et al. 2009; Lindgren & Bergman 
2010). Both the direct costs of treatment and the mean costs for absence from 
work due to fibromyalgia are substantial and comparable to those of 
rheumatoid arthritis and osteoarthritis (Silverman et al. 2009; Kleinman et al. 
2009). In western Europe alone, up to six million people may suffer from 
fibromyalgia (Branco et al. 2010), and it has been calculated that the annual 
incremental costs of fibromyalgia may be up to €12 billion in a population of 80 
million (Spaeth 2009). In Finland, this would mean annual costs of €79 million 
in terms of treatment costs and sickness and disability benefits caused by 
fibromyalgia. 

From an individual point of view, fibromyalgia does not seem to make 
sense; the symptoms vary from one day to another, and neither the cause nor 
the course of the illness is known. Research suggests that in a long perspective 
fibromyalgia patients adapt to the symptoms, and may thus function better 
although the symptom level remains the same (Mengshoel & Heggen 2004; 
Liedberg et al. 2006). However, despite the extensive research on fibromyalgia 
over the past two decades, there is relatively little knowledge about the long-
term impacts of fibromyalgia on functioning and how they are experienced by 
the patients.  

This doctoral study forms part of a multimethod long-term follow-up 
study of patients who participated in fibromyalgia-specific rehabilitation 
courses in the Rheumatism Foundation Hospital in Heinola during 1999-2001. 
The primary purpose of the follow-up project was to explore the level of 
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symptoms, functioning and health-related quality of life of fibromyalgia 
patients six to eight years after a multimodal rehabilitation course. This study 
brings together narrated life stories of twenty women with a long history of 
fibromyalgia and elucidates how the life events, rehabilitation and illness 
experiences are described, evaluated and re-constructed and what meanings are 
ascribed to these experiences.  

In Chapter 2 the epidemiology, etiology and diagnostic criteria of 
fibromyalgia are introduced. In addition to the core signs and symptoms, 
earlier research on functioning and quality of life is presented and the current 
evidence-based treatment recommendations for fibromyalgia are introduced. In 
Chapter 3, the purpose of the study and the research questions are explicated. 
This is followed by a review on narrative methodology that was used in 
collection and analysis of the data (Chapter 4). Chapter 5 summarizes the 
findings of the study, which are presented in greater detail in the original 
articles. In Chapter 6, the findings and methodology are discussed and, finally, 
in Chapter 7, the conclusions of the study are presented.  
 
  



  

2 FIBROMYALGIA AS A HEALTH CHALLENGE 

2.1 Epidemiology 

It is estimated that about 20-25% of adult population have chronic regional pain 
at any given time, and that 10- 11% of adults suffer from chronic widespread 
pain (Mäntyselkä et al. 2001; Clauw & Crofford 2003). Internationally the 
prevalence of fibromyalgia is estimated to be 2.2-6.6 % in the general population 
(Branco et al. 2010; Haviland et al. 2010), whereas in Finland the prevalence has 
been reported to be lower; only 1.9% (Kivimäki et al. 2007). Research suggests 
that perceived multiple symptoms in childhood may increase the risk of 
developing chronic widespread pain in later life (Jones et al. 2007; Jones et al. 
2009). There is sparse research among schoolchildren or adolescents on 
fibromyalgia, but the results of a follow-up study by Mikkelsson et al. (2008) 
indicated that the prevalence of chronic widespread pain increased steadily 
with age, from 7% in schoolchildren aged 10–12 years to 9% at 11–13 years, and 
then to 15% at age 14–16 years. In comparison, Jones et al. (2003) found in a 
population-based study that 7.7% of the non-symptomatic schoolchildren 
reported new onset of widespread pain in a one-year follow-up. 

The incidence of fibromyalgia seems to reach a peak in the age group of 
45-55 years, after which it decreases slightly (Gallagher et al. 2004). Because full 
remission is rare (Papageorgiou et al. 2002; Bliddahl & Danneskiold-Samsøe 
2007), the prevalence of fibromyalgia increases with age. In the age group 55-64 
years, up to 8%-10 % of women may suffer from fibromyalgia (White et al. 
1999). In a Finnish twin cohort study, 12-13% of the participants were 
categorized as ‘possible fibromyalgia patients’ but failed to fulfill the diagnostic 
criteria; they had a similar, albeit less severe symptom profile compared to 
those with a fibromyalgia diagnosis (Markkula et al. 2009). In the general 
population, fibromyalgia is estimated to be two to nine times more common 
among women than men (Gallagher et al. 2004; Branco et al. 2010). However, 
symptom severity may be worse in men than in women (Buskila et al. 2000).  
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2.2 Etiology  

The etiology and pathophysiology of fibromyalgia are not fully understood, but 
multifactorial etiology is plausible. In contrast to rheumatoid arthritis or 
osteoarthritis, in fibromyalgia there is no peripheral damage or inflammation 
within the tissues or muscles (Yunus 2007; Ablin et al. 2008). To date, the 
evidence suggests that genetics, disorders of the central sensitivity system, 
alterations of the stress-response system, and psychosocial distress are involved 
in the development and maintenance of the symptoms of fibromyalgia 
(Diatchenko et al. 2006; Ablin et al. 2008; Dadabhoy et al. 2008). 

2.2.1 Genetic factors 

Arnold et al. (2004) noticed that fibromyalgia aggregates strongly in families. 
The researchers collected information from 533 first-degree relatives of patients 
with fibromyalgia and from 272 relatives of patients with rheumatoid arthritis 
(RA). The risk for fibromyalgia was 8.5-fold for the relatives of a fibromyalgia 
patient compared to those of a patient with RA. Furthermore, they noticed that 
tender point count and total myalgic scores (measured with a dolorimeter) were 
strongly associated with fibromyalgia in families, and that this association was 
independent of mood disorders. 

In a review on genetics in fibromyalgia, the prevalence of fibromyalgia 
among blood relatives of fibromyalgia patients was estimated to be 26-28% 
(Buskila 2007). Furthermore, polymorphisms of genes in the serotoninergic, 
dopaminergic and cathecolaminercic systems have been suggested to play a 
role in the etiopathogenesis of fibromyalgia. However, these polymorphisms 
are not specific to fibromyalgia, and the mode of inheritance of fibromyalgia 
remains unknown (Buskila 2007; Ablin et al. 2008; Williams & Clauw 2009). 

2.2.2 Deficits in the central sensitivity system 

Studies indicate that the decreased sensory threshold that causes tenderness, 
hyperalgesia (i.e. increased pain in response to normally painful stimuli), and 
allodynia (i.e. pain in response to normally non-painful stimuli) in fibromyalgia 
patients may not be limited to cutaneous and muscular mechanisms, but may 
also occur with auditory, electronic or thermal stimuli. These findings suggest 
that people with fibromyalgia may have a generalized decrease in inhibitory 
control of noxious stimuli. In other words, the central nervous system seems to 
be unable to block the stimuli adequately (Geisser et al. 2007; Geisser et al. 2008; 
Dadabhoy et al. 2008). Similar central hypersensitization is also found in other 
chronic pain-related disorders, such as migraine, chronic fatigue syndrome, 
irritable bowel syndrome and regional soft-tissue pain syndrome (Yunus 2007).  

The deficits in the pain inhibitory system may be caused by 
abnormalities in the concentrations of the metabolites of serotonin and other 
neurotransmitters in the cerebrospinal fluid, which have been found to be 
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significantly lower in fibromyalgia patients than in healthy controls. 
Furthermore, increased level of substance P in the dorsal horn of the spinal cord 
results in amplification of nociceptive stimuli from the periphery leading to 
increased widespread pain. Evidence shows that in patients with fibromyalgia 
the level of substance P may be 3-fold higher in comparison to healthy controls. 
These biochemical abnormalities may also account for some other typical 
symptoms in fibromyalgia, such as sleep disturbances and depression (Gupta & 
Silman 2004; Julien et al. 2005; Dadabhoy et al. 2008; Williams & Clauw 2009). 

Data corroborating the veracity of fibromyalgia patients’ pain and 
sensitivity complaints have been collected using functional magnetic resonance 
imaging (fMRI). A study by Gracely et al. (2002) showed that the stimulus that 
was required to activate the pain processing areas in the brain was much lower 
in patients with fibromyalgia than in their healthy counterparts. When given 
the same objective stimulus intensity, the fibromyalgia patients showed greater 
brain activity compared to healthy controls. Furthermore, Giesecke et al. (2005) 
noticed that the clinical pain intensity corresponded with an increased regional 
cerebral blood flow in subjects with chronic widespread pain. 

2.2.3 Alterations of the stress-response system 

The human stress response has been closely examined for a causative role in 
fibromyalgia. The hypothalamic-pituitary-adrenal axis (HPA axis) along with 
the sympatho-adrenal system is the principal stress-response system in the 
human body. Acute stress prompts the hypothalamus to release corticotropin- 
releasing hormone (CRH) into the hypothalamic-hypophyseal portal system. 
Elevated level of CRH affects the release of adrenocorticotropic hormone 
(ACTH) from the anterior pituitary, which in turn stimulates the adrenal glands 
to release cortisol. Normally the elevated ACTH and cortisol levels return to 
normal level once the stressor has been dealt with (Gupta & Silman 2004; 
Dadabhoy et al. 2008). It has been suggested that the HPA axis is underactive in 
fibromyalgia. In comparison to healthy controls, decreased levels of plasma 
cortisol and 24-hour free cortisol in urine have been detected in patients with 
fibromyalgia. There is also indirect evidence supporting fibromyalgia as a low-
cortisol condition; it has several clinical features (e.g. fatigue, somnolence) that 
are common with other hypocortisolic states. However, the type of alterations 
in the HPA axis in fibromyalgia has not been consistent, and both hypo- and 
hyperactivity have been demonstrated (Clauw & Crofford 2003; Gupta & 
Silman 2004). 

In a study by McBeth et al. (2007), it was tested whether alterations of the 
HPA axis would mediate the relationship between psychosocial risk factors and 
the onset of chronic widespread pain among previously pain-free subjects. The 
results indicated that subjects who responded to an exogenous steroid by 
higher serum cortisol levels and who had lower morning and higher evening 
salivary cortisol levels than normal were at increased risk of developing new-
onset chronic widespread pain. However, high scores in the Illness Behavior 
Scale and reporting recent threatening life events remained independent 
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predictors of symptom onset. These results suggest that chronic pain has both 
psychological and physiological antecedents (McBeth et al. 2007). 

2.2.4 Psychosocial factors 

Although major stress or adverse life events do not cause fibromyalgia per se, 
they may account for increased susceptibility to alterations of the stress-
response system (Dadabhoy et al. 2008; Nicholl et al. 2009). Especially traumatic 
experiences in childhood or adolescence, or long-term psychological and 
emotional burden may increase vulnerability to chronic widespread pain, 
depression and fatigue, and hence precede or perpetuate the chronicity of the 
symptoms in fibromyalgia (Bailey et al. 2003; Hatcher & House 2003; Lampe et 
al. 2003; Jones, Power et al. 2009; McFarlane 2007).  

According to Imbierowicz and Egle (2003), physical violence between 
parents was reported roughly seven times more often by patients with 
fibromyalgia than by patients with organic pain. Moreover, in the fibromyalgia 
group, history of sexual abuse and frequent physical maltreatment in childhood 
was reported several times more often than in the control group. In a study by 
Anderberg et al. (2000), up to 48% of fibromyalgia patients reported at least one 
negative life event in childhood, compared to 24% reported by healthy controls.  
Also in adult age, both physical and sexual abuse is highly prevalent in chronic 
pain patients; rates as high as 47% for sexual abuse and 61% for physical abuse 
are presented for fibromyalgia patients in tertiary care. However, it is likely that 
in population-based samples the experiences of physical or sexual abuse are 
less prominent than in samples from tertiary care (Goldberg et al. 1999; 
Goldberg & Goldstein 2000; Bailey et al. 2003). 

Anderberg et al. (2000) noticed that fibromyalgia patients had experienced 
also other negative life events, such as divorce, serious illness of a family 
member or financial difficulties, significantly more often than their healthy 
controls. Furthermore, the patients with fibromyalgia experienced the impact of 
the adverse life events to be more negative and more severe in comparison to 
their healthy counterparts. By contrast, according to Haviland et al. (2010) only 
sexual and physical abuse was associated with the onset of fibromyalgia, 
whereas other major life stressors were not. Van Houdenhove, Neerinckx, 
Lysens et al. (2001) pointed out that no particular form of abuse is likely to be 
pathogenic as such; rather than that, psychosocial victimization can be seen as a 
global experience of being helpless and powerless in a long-lasting situation of 
neglect, abuse and unpredictability, which may lead to substantial long-term 
distress and thus increase the susceptibility to the symptoms that are typical in 
fibromyalgia. 
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2.3 Diagnosis and main symptoms 

In addition to widespread pain, patients with fibromyalgia often suffer from 
fatigue, sleeping disorders, mood disturbances, and difficulties in cognitive and 
memory functions. Patients may also complain of a rich variety of other 
symptoms, e.g. persistent headache, irritable bowel, impaired motor control, 
paresthesias, balance problems and sensitivity to sensory stimuli (Arnold et al. 
2008; Sim & Madden 2008; Watson et al. 2009; Wolfe et al. 2010). In the 
following, the diagnostic criteria for fibromyalgia from the year 1990 (ACR-1990) 
(Wolfe et al. 1990) and the updated version ACR-2010 (Wolfe et al. 2010) are 
presented. Thereafter, the core symptoms of fibromyalgia are introduced in 
detail. 

2.3.1 Diagnostic criteria for fibromyalgia 

Historically, conditions similar to fibromyalgia have been reported under 
different names for hundreds of years. In the late 16th century Guillaume de 
Baillou used the term ‘rheumatism’ to describe muscular pain. As early as in the 
mid-19th century it was noticed that when certain painful spots were palpated 
they produced pain in other regions. In 1904, Sir William Gowers suggested the 
word ‘fibrositis’ to be used for the condition, believing erroneously that 
inflammation was a key feature of ‘muscular rheumatism’. Later a wide range 
of terms has been used to describe the same phenomenon, e.g. myo-fibrositis, 
myofascitis, idiopathic myalgia, and psychogenic rheumatism. In the late 1970s 
the term ‘fibromyalgia’ was introduced, and since then attempts have been 
made to define it unequivocally (Chaitow 2000). However, it was not until 1990, 
that the first diagnostic criteria for fibromyalgia were published by the 
American College of Rheumatology (ACR). The criteria comprised two factors: 
widespread pain for at least 3 months and tenderness on digital palpation in at 
least 11 of 18 tender point sites located in all quadrants of the body (Wolfe et al. 
1990). The criteria are presented in detail in Table 1. 

Although the ACR-1990 criteria for fibromyalgia are widely accepted and 
used in both clinical settings and in research, several questions remain to be 
discussed. Firstly, although women are only more 1.5 times more likely to have 
widespread pain than men, they are 10 times more likely to have 11 or more 
tender points on digital palpation due to a lower threshold for pain. Moreover, 
population-based studies show that tender points are strongly associated with 
distress, which is also more prevalent in women. Thus, emphasis on the tender 
point count as a diagnostic criterion may have caused a gender bias in the 
prevalence of fibromyalgia (Clauw & Crofford 2003; Amital et al. 2006; 
Williams & Clauw 2009). 
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TABLE 1 Diagnostic criteria for fibromyalgia ACR 1990 (modified from Wolfe et al. 1990). 
 
Criterion Definition

 
History  
of widespread pain 

Pain is considered widespread when all of the following are present: 
• Pain on the left side of the body,  
• Pain on the right side of the body,  
• Pain above the waist,  
• Pain below the waist. 
• In addition, axial skeletal pain must be present (cervical, 

thoracic or low back pain).  
Widespread pain must have been present for at least 3 months. 

 
Pain on tender 
point sites 

Digital palpation should be performed with an approximate force of 4 
kg. Pain (not only tenderness) must be present in at least 11 of the 
following 18 tender point sites: 

• Occiput; bilaterally 
• Low cervical spine (C5-C7); bilaterally at the anterior aspects 

of intertransverse spaces 
• Trapezius; bilaterally at midpoint of the upper border 
• Supraspinatus; bilaterally at origins above the scapula spine 
• Second rib; bilaterally, at the second costachondral junctions 
• Lateral epicondyle; bilaterally 2 cm distal to the epicondyles 
• Gluteals; bilaterally in upper outer quadrants of the muscle 
• Greater trochanter; bilaterally posterior to the trochanteric 

prominence 
• Knee; bilaterally at the medial fat pad proximal to the joint line 

 
 

 
Secondly, it has been suggested that the cut-off point of 11 tender points does 
not take into account the fluctuating nature of fibromyalgia. In fibromyalgia the 
tenderness seems to change on a day-to-day basis, and thus some patients with 
severe symptoms but fewer than 11 tender points on palpation would fail to 
satisfy the ACR-1990 criteria (Wolfe 2010). Finally, tender points and 
widespread pain do not seem to be able to capture the essence of fibromyalgia; 
i.e. a disorder with multiple symptoms, which in most cases include fatigue, 
sleeping problems, depression and cognitive dysfunction (Katz et al. 2006). 

Therefore, in 2010 a suggestion for new diagnostic criteria was published 
introducing a combination of widespread pain index (WPI) and symptom 
severity scale (SS) (Appendix 1). The researchers suggest that a patient would 
fulfill the diagnostic criteria for fibromyalgia if the following three conditions 
were met: symptoms have been present for at least three months, WPI is at least 
7/19 and SS at least 5/12 and the patient does not have a disorder that would 
otherwise explain the symptoms (Wolfe et al. 2010). In the new criteria the 
tender point examination as a diagnostic tool would thus be abandoned, 
although a thorough physical examination is still recommended (Wolfe 2010). 
However, more research is required to implement the new criteria into practical 
work.  
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2.3.2 Chronic widespread pain  

Pain is an unpleasant and emotionally arousing sensory experience that signals 
the presence of damaging or life-threatening events, such as traumatic injury or 
infection. Acute pain promotes escape behavior, and thus contributes to 
survival, whereas chronic pain is maladaptive, evokes human suffering and 
decreases life expectancy (Diatchenko et al. 2006). Pain is considered to be 
widespread when it is present at least in three quadrants of the body, whereas 
chronicity is defined as experienced pain at the same level for at least 3 months 
(Aaron & Buchwald 2003). However, according to the diagnostic criteria for 
fibromyalgia, widespread pain must be present in all four quadrants of the 
body (Wolfe et al. 1990). 

The location of the pain in fibromyalgia is often difficult to pinpoint; 
patients describe the pain as deep, dull ’achiness‘ or ’hurt all over‘, and it is 
experienced both when active and when resting (Arnold et al. 2008; Sim & 
Madden 2008). Furthermore, individuals with fibromyalgia display muscular 
tenderness, diffuse hyperalgesia, and allodynia (Ablin et al. 2008). Fibromyalgia 
patients rate their level of pain intensity twice as high as patients with 
rheumatoid arthritis (Laursen et al. 2005). However, pain severity in 
fibromyalgia may vary between patients as well as fluctuate in a particular 
patient at different points of time (Ablin et al. 2008). Follow-up studies indicate 
that widespread pain in patients with fibromyalgia is difficult to treat and that 
these patients rarely show improvement. Baumgartner et al. (2002) noticed that 
the level of pain in fibromyalgia increased or remained at baseline level in the 
majority of the patients, whereas only 18% improved within the six-year follow-
up. Papageorgiou et al. (2002) noticed that participants, who were over 50 years 
of age and reported also other somatic symptoms and daytime tiredness at the 
baseline, were most likely to report chronic widespread pain (CWP) in the 
follow-up seven years later. In a qualitative study by Lempp et al. (2009) 
patients expressed that pain takes its toll both physically and mentally, and that 
they had no recollection of any pain- free time in their lives since diagnosis. 

2.3.3 Fatigue 

Fatigue can be defined as a subjective feeling of low vitality that ranges from 
tiredness to severe exhaustion and that disrupts daily functioning. Tiredness is 
a common short-lived physical experience, which in most cases disappears with 
rest, whereas exhaustion is labeled with depressive symptoms, work-related 
disability and physiological alterations of the endocrine functions 
(Sonnenschein et al. 2007). In fibromyalgia, fatigue is often characterized with 
non-restorative sleep, daytime tiredness and physical and mental exhaustion 
which affect different aspects of patients’ daily lives (Crooks 2007; Arnold et al. 
2008; Sim & Madden 2008). Fibromyalgia patients frequently show a pattern of 
day-to-day variability in vitality and fatigue, and they rate the overall level of 
daily fatigue higher than patients with rheumatoid arthritis or osteoarthritis 
(Zautra et al. 2007).  
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Crooks (2007) noticed that sleeping problems and fatigue force 
fibromyalgia patients to change their daily routines and to pace their activities 
to manage the symptoms. More than 80% of the participants reported that they 
needed to lie down and rest during the working day, and almost 70% napped 
during the day. Söderberg et al. (2002) emphasized that fatigue expressed by 
women with fibromyalgia is quite a different experience compared to the 
tiredness expressed by healthy women. In their study, women with 
fibromyalgia described fatigue as a bodily burden, as a feeling of being absently 
present, and as an invisible obstacle one constantly have to struggle with.  

The causation of fatigue in fibromyalgia can be explained in several ways. 
Theadom et al. (2007) pointed out that up to 99% of fibromyalgia patients 
reported poor sleep quality, which in turn significantly predicted increased 
pain and fatigue in a long perspective. However, the relation between sleeping 
problems and pain may be reciprocal; research shows that on the one hand, 
disturbed sleep causes increased pain, and on the other, increased 
musculoskeletal pain causes sleeping disorders (Haack & Mullington 2005; 
Moldofsky 2008).  

Secondly, fatigue can be aggravated by physical activities causing 
muscular fatigue even for several days afterwards. This may result in decreased 
activity due to fear of pain, which in turn leads to a vicious circle of decreasing 
muscle strength and increasing neuromuscular fatigue (Vollenstand & 
Mengshoel 2005). However, Valkeinen (2007) noticed that in fibromyalgia 
patients the time course of delayed onset of muscular soreness (DOMS) after 
fatiguing muscle strength exercise was comparable to healthy controls, which 
supports the view that neuromuscular fatigue may be caused by physical 
inactivity, rather than by fibromyalgia as such.  

Thirdly, it is suggested that psychosocial distress and depressive 
symptoms may have a mediating role in the development of fatigue in chronic 
widespread pain. Nicassio et al. (2002) showed that perceived depression 
explained 18% of the variability of fatigue. Hadlansmyth and Vowles (2009) 
noticed that depression and fatigue were significantly correlated to another and 
to perceived disability, especially in terms of decreased psychosocial 
functioning. Moreover, Theadom and Cropley (2008) noticed that participants 
with fibromyalgia had significantly higher levels of perceived stress than 
healthy controls. Stress, in turn, was significantly associated with higher 
daytime dysfunction, pain and general fatigue. 

2.3.4 Depression and anxiety 

Mental problems, such as depression and anxiety, are often present in 
fibromyalgia and other chronic pain-related conditions. Although these 
symptoms usually remain on a mild or moderate level, patients with 
fibromyalgia rate their severity of depression higher than patients with 
rheumatoid arthritis or osteoarthritis (Parrish et al. 2008). Among patients with 
fibromyalgia, the prevalence of depression ranges from 20% to 71% (Bradley & 
Alberts 1999; Fietta et al. 2007; Cöster et al. 2008; Fuller-Thomson et al. 2011). In 
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Finland, 67% of the female fibromyalgia patients of a rheumatology clinic had a 
depression diagnosis, in contrast to 26% of the controls with other rheumatic 
conditions (Rahinantti 1998), whereas in general population the prevalence of 
depression is estimated to range from six to nine percent (Lindeman, et al. 2001). 
Also gender differences in the prevalence and impact of depression in chronic 
pain are reported; women are not only more susceptible to depression, but also 
more vulnerable to depression-related disability than men (Hirsh et al. 2006; 
Keogh et al. 2006).  

Cohen et al. (2002) found significant overlap between fibromyalgia and 
posttraumatic stress disorder (PTSD). In their sample, 57% of patients with 
fibromyalgia had clinically significant levels of PTSD symptoms, such as 
flashbacks, re-experiencing, fear-avoidance behavior, or hypervigilance. Thieme 
et al. (2004) noticed that 32% of fibromyalgia patients revealed an anxiety 
disorder, whereas 35% reported a mood disorder. The researchers pointed out 
that these ratings are three times higher than the prevalence of psychiatric 
disorders in general population, but comparable to other chronic pain 
syndromes. However, several studies indicate that fibromyalgia patients with 
co-morbid PTDS seem to have more pain and distress and lower functional 
ability as well as lower health-related quality of life in comparison to other 
fibromyalgia patients (Amir et al. 1997; Taylor & Jason 2002; Cohen et al. 2002; 
Nicholl et al. 2009). 

2.3.5 Cognitive problems 

Chronic pain patients seem to perform poorly in complex cognitive tasks that 
require intensive attention and maintenance of concentration (Pirttilä & Nybo 
2004). When fibromyalgia patients’ ability to deal with stimulus competition (so 
called cognitive bias) was assessed, their performance declined markedly as the 
stimulus competition increased (Leavitt & Katz 2006). Similarly, Dick et al. 
(2008) noticed that in comparison to controls, individuals with fibromyalgia 
showed significant cognitive disruption, especially in demanding tasks. Deficits 
in psychomotor speed, memory problems and decline in language processing 
were also reported. When the pain scores were accounted for, the differences 
between patients and healthy controls disappeared, which refers to the 
significance of persistent pain in cognitive disruption.  

Park et al. (2001) studied memory functions in fibromyalgia patients and 
their age-matched and 20 years older healthy controls. Results showed that 
fibromyalgia patients’ memory was substantially impaired when compared 
with age-matched controls, and was comparable to controls that were 20 years 
older. In a qualitative study by Arnold et al. (2008), the participants with 
fibromyalgia explicated that they were not able to operate on their earlier level 
of acuity in work-related tasks. The participants felt more disorganized than 
before, and had difficulty with planning. Moreover, they were constantly 
worried over their work ability due to the cognitive and memory deficits. 
Parallel experiences were reported in a qualitative metasynthesis on illness 
experiences in fibromyalgia by Sim and Madden (2008). The complaints and 
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beliefs of impaired memory seem to be accurate in fibromyalgia patients; their 
perceived memory capacity correlates well with actual memory performance 
(Glass et al. 2005). 

2.4 Functioning and quality of life in fibromyalgia  

Several qualitative studies imply that living with fibromyalgia is a never-ending 
struggle with ‘an unwilling body’ as well as a struggle to maintain dignity 
(Söderberg, 1999; Mannerkorpi et al 1999; Werner et al 2004; Råheim & Håland 
2006). The results on the natural history and impacts of fibromyalgia on everyday 
life in a long perspective are conflicting. On the one hand, the symptoms are 
usually progressive for years and spontaneous remission is seldom found. On the 
other hand, symptoms may be relatively stable and the quality of life may 
improve over time as the patients learn to cope with the symptoms (Mengshoel & 
Heggen 2004; Baumgartner et al. 2002; Sim & Madden 2008).  

2.4.1 Functional limitations  

According to ICF Core Set for widespread pain, life areas such as mobility, self-
care and domestic life are largely affected by fibromyalgia (Cieza et al. 2004). In 
a study by Jones, Horak et al. (2009), middle-aged fibromyalgia patients (n=34) 
were compared with healthy age-matched controls to determine whether the 
patients differed in clinical tests of balance ability and fall frequency. It was 
noticed that fibromyalgia patients had significantly impaired balance in all five 
domains of the balance test; stability limits, anticipatory postural adjustments, 
reactive postural responses, sensory orientation, and stability in gait. The most 
difficult task for the patients with fibromyalgia was to quickly perform the Get 
Up and Go test with a secondary cognitive task (i.e. subtracting by 7’s 
backward from 100, while walking). The researchers concluded that significant 
slowing of the walking speed when dividing attention to a secondary cognitive 
task reveals the need for increased attentional resources on balance and gait, 
which are normally automatically controlled. Moreover, a total of 37 falls over 
the last six-months were reported by fibromyalgia patients compared to 6 falls 
reported by healthy controls.  

Jones et al. (2008) explored the self-reported physical functioning level of 
1,735 female patients with fibromyalgia (average age 47 years). Every fourth 
respondent reported difficulties in self-care, and more than 60% reported 
difficulties in light household tasks, carrying or lifting loads, climbing up or 
down the stairs, or walking half a mile. Furthermore, 90% of the women 
reported difficulties in heavy household tasks and strenuous activities. The 
researchers compared these results to findings from other large population-
based studies in which the same questionnaires were used, and concluded that 
functional ability of an average middle-aged fibromyalgia patient was worse 
than functional ability of an average community-dwelling woman in her 80s.  
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Lempp et al. (2009) pointed out that fibromyalgia affected not only the 
physical functioning, but also the social lives of the patients. Patients 
experienced loss of independence and a decrease in the amount and quality of 
social relationships due to fibromyalgia. Similarly, Råheim and Håland (2006) 
saw holding on to participation on important arenas to be an essential part of 
successful coping strategies. Crooks (2007) explored the daily geographies of 
women with fibromyalgia and noticed that for many women the loss of hobbies 
and a reduction of recreational activities and social engagements were in the 
core of changes in their life worlds and daily geographies. According to Arnold 
et al (2008), the unpredictability of fibromyalgia symptoms was perceived to 
cause difficulties in participating in regular social activities or maintaining 
friendships and making new friends. Moreover, the invisibility of fibromyalgia 
presented patients with an additional social difficulty: negative attitudes and 
perceived lack of acceptance by other people (Hieblinger et al. 2009). As a result 
of impaired physical and psychosocial functioning the patients with 
fibromyalgia may easily become home-bound (Crooks 2007). 

In the family context, fibromyalgia does not only have impact on sharing 
domestic duties or family responsibilities but also on emotional and intimate 
relations. Women find it challenging to take care of children or elderly parents 
due to the physical and mental fatigue and often express feelings of guilt and 
shame because of not having the energy to be emotionally involved in social 
relations (Hallberg & Carlsson 1998; Mannerkorpi et al. 1999; Johansson et al. 
1999; Arnold et al. 2008). In a narrative study by Smith (2003) the participants 
told how they needed to push themselves to continue with their obligations to 
care for others, and felt guilty about needing help and about sometimes 
focusing on themselves. Moreover, Ryan et al. (2008) noticed that two in three 
fibromyalgia patients reported limitations in intimate and sexual life due to 
fatigue and pain. In addition to loss of sexual desire or avoidance of sexual 
intercourse, negative self-image – loss of womanliness – is also frequently 
reported by women with fibromyalgia (Smith 2003; Ryan et al. 2008).  

2.4.2 Work ability 

Kivimäki et al. (2007) noticed that the risk for work absenteeism due to 
fibromyalgia was almost twofold in comparison to employees with no chronic 
conditions. Furthermore, the probability of sickness absence increased 
significantly if fibromyalgia was associated with other co-morbid chronic 
conditions, such as depression or osteoarthritis. According to Blyth et al. (2003), 
work performance may be severely disturbed merely by intensive, persistent 
pain. They concluded that the negative impact of chronic pain on work ability 
cannot be captured only by the days of absence, but decrease of work-
effectiveness should also be discussed. 

Although employed fibromyalgia patients have better health status than 
unemployed ones, employment as such does not seem to provide a protective 
health benefit in a long perspective (Reisine et al. 2008). Fibromyalgia 
symptoms are reported to cause difficulties in work performance even of young, 
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recently diagnosed patients. Both physical efforts and psychosocial distress at 
work increased the intensity of the pain and other symptoms causing spells of 
sick leaves. Substantial physical, psychological and social difficulties were 
constant in a one-year follow-up, but the older patients seemed to cope better 
than the young patients, who had small children and thus few opportunities to 
rest (Liedberg et al. 2006). In the studies included in a review by Henriksson et 
al. (2005), 34-77% of the patients were able to continue working despite 
fibromyalgia, especially with adjustments concerning work tasks and working 
hours. On the other hand, 20-50% of the patients were on permanent disability 
pension or other disability benefits. However, the researchers point out that it is 
difficult to compare results from different countries because of the differences 
in social benefit systems, which also influence the possibilities of remaining in 
the labor market in spite of disability. 

2.4.3 Quality of life 

Defining quality of life is not easy or unequivocal. Each individual’s unique 
circumstances and experiences shape the perception of quality of life, and 
assessment of quality of life is thus always subjective. The general or global 
meaning of quality of life may be anchored to an individual’s social or 
economic status or living arrangements, as well as to culture, personal values, 
happiness, or spiritual well-being (Schirm 2009). The concept of health-related 
quality of life is more specific, and is usually defined in relationship to physical 
health, emotional and mental well-being and functional status. Health-related 
quality of life has become an important outcome measure in chronic conditions, 
especially if full remission is not possible or if the condition threatens one’s 
functioning, work ability or perceived autonomy substantially (Walker & 
Littlejohn 2007; Schirm 2009). Walker and Littlejohn (2007) emphasize that 
assessment of health-related quality of life in rheumatic conditions is critical 
regarding the impacts that e.g. poor mental well-being has on the condition 
itself: poor treatment compliance and increased mortality. 

In fibromyalgia research, Medical Outcomes Survey 36 Items (SF-36) is 
commonly used as a generic instrument in the evaluation of health-related 
quality of life. SF-36 includes eight dimensions of health and well-being: 
physical functioning, role physical, role emotional, bodily pain, general health, 
vitality, social functioning and mental health (Ware & Sherbourne 1992). The 
SF-36 provides a possibility to compare the quality of life between healthy 
individuals and those with a chronic condition, or between different chronic 
illnesses (Walker & Littlejohn 2007). The Finnish 15D instrument, in turn, 
evaluates health-related quality of life in regard to mobility, vision, hearing, 
breathing, sleeping, eating, speech, elimination, usual activities, mental 
functions, discomfort and symptoms, depression, distress, vitality and sexual 
activity (Sintonen 2001). 

Several studies show that health–related quality of life is perceived as 
lower by people with fibromyalgia, in comparison to healthy controls or to 
those with other rheumatic conditions or musculoskeletal disorders (Ofluoglu 
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et al. 2005; Cöster et al. 2008; Wolfe, Michaud et al. 2010) or other chronic 
conditions (Burckhardt et al. 1993). Laursen et al. (2005) compared health-
related quality of life in four pain patient groups: fibromyalgia, endometriosis, 
low back pain and rheumatoid arthritis. Fibromyalgia patients rated their 
quality of life significantly lower than the other patient groups in all dimensions 
of SF-36, except for physical function and general health. The researchers also 
found a significant correlation between the pain intensity and quality of life 
ratings. Verbunt et al. (2008) noticed that patients with fibromyalgia experience 
a lower quality of life as compared to the general population, to patients with 
chronic low back pain and to patients with complex regional pain. In 
comparison with patients with rheumatoid arthritis, fibromyalgia patients 
seemed to be more affected, especially in terms of mental health and social 
functioning. Moreover, Nicholl et al. (2009) noticed that anxiety and depression 
were the strongest independent predictors of poor health-related quality of life 
in individuals with new onset of chronic widespread pain.  

Kukkurainen (2006) used the 15D instrument and noticed that patients 
with fibromyalgia rated their health-related quality of life lower than patients 
with diabetes, low back pain or hip surgery and almost as low as patients with 
spinal cord injury. However, during a one-year follow-up after a fibromyalgia-
specific rehabilitation course the ratings improved in terms of sleeping, mental 
functions, distress, discomfort and symptoms, usual activities and vitality, 
although the perceived level of pain and sleeping problems remained 
unchanged. Furthermore, it was noticed that the stronger the sense of coherence, 
the higher the health-related quality of life.  

2.5 Treatment  

As the etiology and pathogenesis of fibromyalgia are not fully understood, no 
single cure for the condition has yet been found. According to current evidence, 
tailored medication, moderate-to-high intensity exercises and cognitive-
behavioral education, or a combination of these are recommended to relieve the 
symptoms and to increase functional ability and health-related quality of life in 
fibromyalgia (Sarzi-Puttini et al. 2008; Buskila, 2009; Häuser et al. 2010).  

2.5.1 Pharmacological treatment 

Fibromyalgia has been treated by a wide range of drugs, such as 
antidepressants, opioids, relaxants and antiepileptic drugs, but only few seem 
to have clear-cut benefits in randomized controlled trials (Sarzi-Puttini et al. 
2008). Recently, three drugs were accepted for the treatment of fibromyalgia in 
USA and are also recommended in Europe: pregabalin, milnacipran and 
duloxetine (Buskila 2009; Häuser, Thieme et al. 2010). 

Pregabalin is an antiepileptic drug that limits neuronal excitation and 
enhances pain inhibition. Pregabalin reduces the release of several 
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neurochemicals, including noradrenalin and substance P. Patients treated with 
pregabalin showed significant improvement in pain, sleep and fatigue and in 
health-related quality of life in comparison to patients who were treated with a 
placebo (Crofford 2008; Buskila 2009; Williams & Clauw 2009). The adverse 
effects of pregabaline are dose-dependent dizziness, somnolence, weight gain 
and peripheral edema. Although the severity of the side effects is generally mild, 
they may limit the utility of antiepileptic drugs in some patients (Buskila 2009). 

Antidepressants have been used in the treatment of fibromyalgia for years. 
The most widely studied drug is amitriptyline, which is reported to help patients 
with fibromyalgia by improving sleep and reducing morning stiffness. It is, 
however, poorly tolerated by many patients (Sarzi-Puttini et al. 2008). The effects 
of milnacipran and duloxetine, which are dual reuptake inhibitors of serotonin 
and norepinephrine, were evaluated in patients with fibromyalgia in multicenter 
trials. Substantial improvements were demonstrated in physical functioning, 
level of fatigue and degree of self-reported disability as well as in self-reported 
pain when compared with baseline and with placebo treatment (Crofford 2008; 
Sarzi-Puttini et al. 2008; Buskila, 2009; Williams & Clauw 2009). The adverse 
effects of these drugs may include nausea and headache, although the side effects 
are in most cases reported to be mild or moderate (Crofford 2008). 

Anti-inflammatory drugs (NSAID) that are commonly used in treatment 
of pain in other rheumatic conditions are generally not beneficial in treatment 
of fibromyalgia (Williams & Clauw 2009). However, tramadol has multiple 
analgesic effects in addition to anti-inflammatory effect; it inhibits serotonin 
and norepinephrine reuptake and it has some opioid activity. Fibromyalgia 
patients treated with tramadol showed significant improvement in pain and 
daily functioning in comparison to those who were treated with placebo. 
Tramadol is usually well tolerated but it may cause nausea, constipation, 
dizziness and somnolence. The use of opioids is not recommended in 
fibromyalgia due to the lack of research-based evidence in the treatment of this 
particular condition and due to habit forming and relatively severe side effects 
(Sarzi-Puttini et al. 2008; Häuser, Thieme et al. 2010). 

2.5.2 Exercise therapy 

The symptoms of fibromyalgia, such as musculoskeletal pain, sleeping 
problems and fatigue, combined with activity-induced muscular pain easily 
lead to inactivity (Crooks 2007) and fear-avoidance behavior (de Gier et al. 2003) 
and may thus cause physical deconditioning. Therefore, physical exercise on a 
moderate intensity level is recommended for patients with fibromyalgia 
(Mannerkorpi & Iversen 2003; Häuser et al. 2010). 

Mannerkorpi et al. (2000) compared a six-month pool exercise combined 
with an educational program with a control group that was instructed to 
continue with their usual activities. The exercise group improved in aerobic 
performance, symptom rating, physical and social function and anxiety and 
depression when compared with the control group. The improvements 
remained in a six-month follow-up, and improvements in aerobic capacity, pain, 
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fatigue and social function remained even after two years (Mannerkorpi et al. 
2000; Mannerkorpi et al. 2002). 

Recently Mannerkorpi et al. (2010) studied moderate-to-high intensity 
Nordic walking in patients with fibromyalgia in a randomized controlled trial. 
The Nordic walking group (NW group) exercised under supervision twice a 
week with moderate to high intensity for 15 weeks. The control group 
participated in low-intensity exercise sessions once a week for 15 weeks. The 
NW group showed significant improvement in physical capacity measured 
with six-minute walking test, and a significantly reduced heart rate in 
ergometer test in comparison to baseline and to controls. Limitations in daily 
life and overall health status improved significantly in the NW group. However, 
in pain ratings there were no differences between the two groups. In follow-up 
after six months, a significant decrease in general and physical fatigue was seen 
in both groups, indicating that regular exercise over a long period of time, even 
when on low intensity level, is beneficial in reducing fatigue in fibromyalgia.  

Häuser, Klose et al. (2010) conducted a meta-analysis of randomized 
controlled trials (RCT) comparing different types of aerobic exercises in the 
treatment of fibromyalgia. Twenty-eight RCT studies totaling almost 2,500 
patients were analyzed. Aerobic exercise in general was found to be beneficial 
in regard to reduced pain, fatigue, depressed mood, and improved health-
related quality of life and physical fitness. However, aerobic exercise had no 
effect on sleep problems, and continuing exercise was found to be necessary to 
maintain the positive effects on pain in a longer perspective. Moreover, no 
differences were reported between different exercise types (e.g. walking vs. 
aerobics), and there was no evidence of superiority of water-based over land- 
based exercises. Very low intensity exercise (<50% of maximal heart rate, 
maxHR) was found to be ineffective, and even with moderate intensity (50-80% 
of maxHR) the positive effects on symptom reduction could be seen only after 
exercising 2-3 times a week for 4-6 weeks. These results confirm the earlier 
recommendations of the Ottawa Panel Guidelines for aerobic exercise in 
fibromyalgia (Brosseau et al. 2008a). 

Strength training is recommended for patients with fibromyalgia in order 
to avoid the decline of muscle strength and physical functioning that is caused 
by inactivity (Mannerkorpi & Iversen 2003). Häkkinen et al. (2002) compared 
fibromyalgia patients with healthy controls in a randomized controlled trial 
where patients either participated in a 21-week strength training program or 
continued with their usual activities. The results showed improvement in 
muscle strength, muscle-firing patterns (EMG activity) and in mood in the 
exercise group in comparison to controls. In comparison, Kingsley et al (2005) 
conducted a 12-week strength training program for patients with fibromyalgia 
and wait-listed controls. The results showed significant improvement in 
strength and in functioning in routine household tasks in comparison with both 
baseline measurements and the controls. Valkeinen et al. (2006) pointed out that 
regular strength training twice a week with progressively increasing loading 
(from 50% to 80% of maximum) led to significant improvements in muscle 
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strength in post-menopausal women, and that it did not exacerbate, but slightly 
attenuated perceived pain and fatigue. In a meta-analysis by Brosseau et al. 
(2008b) the positive effects of strength training were indicated in terms of pain 
relief, increased muscle strength and improved health-related quality of life and 
a decrease in perceived physical disability, depression and anxiety. They 
recommended individualized exercise instructions to increase exercise 
adherence and to avoid drop-out due to exercise-induced pain, which is a 
common problem, especially in sedentary patients with fibromyalgia. 

2.5.3 Cognitive-behavioural therapy 

Patients find fibromyalgia emotionally distressing and difficult to understand 
and they do not expect the medical treatments to be effective. There again, 
inability to understand the experienced symptoms seems to increase anxiety, 
desperation and tendency to catastrophic thinking (van Wilgen et al. 2008; van 
Ittersum et al. 2009). Research indicates that pain catastrophizing and pain-
related anxiety and fear are related to poor adjustment to pain. Patients with 
greater self-efficacy are more likely to respond favorably to treatment programs 
and to experience better outcomes (Keefe et al. 2004; Sowden et al. 2006; Sarzi-
Puttini et al. 2008).  

Cognitive-behavioral therapy (CBT) is a generic term that comprises a 
wide range of treatment modalities, all of which are designed to educate the 
patient, to facilitate self-management and to improve functioning. The therapy 
can include for example education for stress management, relaxation exercises, 
problem solving and cognitive re-constructuring. In fibromyalgia, cognitive-
behavioral approach aims at reducing anxiety, increasing treatment compliance, 
enhancing self-efficacy, improving coping skills and drawing attention away 
from the symptoms (Sarzi-Puttini et al. 2008). CBT as a stand-alone treatment 
has produced significant short-term effects on pain severity, pain beliefs, coping 
skills and self-efficacy in patients with fibromyalgia (Burckhardt 2005). 
However, cognitive-behavioral education is often combined with other 
treatment modalities, such as exercise or medication. In fibromyalgia, 
combining CBT and aerobic exercise seems to be effective, resulting in 
significant improvements in pain, pain behavior, fatigue, general wellbeing, 
distress and physical fitness (Mannerkorpi et al 2000; Gustafsson et al 2002; 
Williams 2003; Lemstra & Olszynski 2005; van Wilgen et al. 2007). Moreover, 
group-based interventions that combine educational issues (e.g. on etiology, 
symptoms and self-management of fibromyalgia) with moderate aerobic 
exercise have the additional benefit of peer support, which gives possibility to 
sharing experiences and knowledge as well as to social comparisons with other 
people with similar illness (Williams 2003; Kukkurainen 2006). Based on current 
evidence, cognitive-behavioral therapy is suggested to be an essential part of 
multiprofessional and multimodal rehabilitation interventions of patients with 
fibromyalgia (Burckhardt 2005; Häuser et al. 2009; Häuser, Thieme et al. 2010). 
 



  

3 PURPOSE OF THE STUDY 

Despite the growing knowledge base on causes and consequences of 
fibromyalgia, the long-term effects, recovery (or non-recovery) and meaning 
making processes have rarely been studied from the point of view of the 
patients. In this study, fibromyalgia was approached from the perspective of 
patients with a long illness history. The purpose of the study was to explore the 
participants’ experiences of the impacts of fibromyalgia in their daily lives and 
functioning and to elucidate how they reflected upon the rehabilitation as part 
of their illness-recovery process from the vantage point of the present. 
Furthermore, the purpose was to investigate how the participants interpreted 
and re-constructed their life events and illness experiences in a life story several 
years after a fibromyalgia-specific rehabilitation course. The specific aims of the 
study were as follows: 

 
1. To explore how fibromyalgia patients with a long illness history 

describe and reflect upon their work ability and functioning in their 
life stories (Publications I-II).  

2. To explore which elements of rehabilitation are perceived as 
meaningful for the participants in their illness–recovery process 
(Publication III).  

3. To examine how fibromyalgia patients with a long illness history 
express, interpret and reconstruct their life events and their illness 
experiences as a narrative (Publication IV). 

 
 

 



  

4 RESEARCH METHOD 

4.1 Narrative approach as a theoretical frame  

The epistemological beliefs of how knowledge of reality can be achieved flows 
necessarily from the ontological beliefs that concern the nature of reality 
(Schwandt 2000; Giacomini 2010). In the narrative approach, the realm is 
understood as individually constructed, and it differs depending on time, place, 
context, culture, social status and earlier experiences of each individual 
(Heikkinen 2002). Narrative research has roots in the hermeneutic-
phenomenological tradition, more specifically in social constructivism that 
focuses on exploration of lived experiences of individuals as well as on the 
language that structures the experiences (Bury 1982; Polkinghorne 1996). 
According to Ricoeur (1984, 1992) narrative time and temporality are not 
limited to chronological time; narrative understanding of temporality comprises 
person’s expectations of the future, reflections of past experiences and the 
present time where the narrative is actually explicated as a story. Furthermore, 
the person is not merely the one, who tells the story, or merely the one about 
whom the story is told, but she "appears both as a reader and the writer of her 
own life" (Ricoeur, 1987). Therefore, narratives can be seen as a fundamental 
human way of giving meaning to one’s experiences and creating narrative 
identity. In both telling and interpreting experiences, narratives can mediate 
between the inner world of feelings and thoughts and the outer world of the 
observable state of affairs (Garro & Mattingly 2000). 

Hänninen (2004) discusses the told narrative as a reflection of an inner 
narrative, i.e. the story we tell ourselves. While the told narrative functions 
through communication, the inner narrative is linked to non-linguistic 
psychological processes regarding identity, conceptions of relations between 
events, moral commitments, or ways of understanding the past. On one hand 
the inner narrative can never be fully expressed in a told narrative, but on the 
other hand, dialogue with others may prompt the person to focus on previously 
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unnoticed experiences and hence the told narrative can shape the inner 
narrative (Hänninen & Valkonen 1998; Hänninen 2004).  

Bruner (1991) discusses the tellability of the story in terms of canonicity 
and breach: what happened and why is it worth telling? He also sees narratives 
of one’s own life as both privileged and troubled in the sense that they are 
reflexive; the narrator and the central figure of the story are the same. The life 
stories do not “happen” in the real world, but are constructed in people’s minds 
and therefore, they are both subjective and context-bound (Bruner 2004). 
Similarly, Riessmann and Speedy (2007) highlight that personal narratives can 
be differentiated from other forms of discourse in terms of sequence and 
consequence, through which the events are selected, connected and evaluated as 
meaningful for the particular listener. Moreover, Atkinson (2001) points out 
that a told life story is not meant to be understood as a historical reconstruction 
of life events; rather than that, it may give perspectives to how the individuals 
see themselves at a given point of their life and how they want others to see 
them. In summary, personal narratives do not reach for objectivity; rather than 
that they emphasize subjectivity and positionality (Riessmann 2001). 

Chronic illness, such as fibromyalgia, can be seen as a disruption in the 
anticipated life course that forces one to re-evaluate one’s life, identity and 
future with the illness and despite it. On the one hand, when the life story is re-
constructed and re-told over and over again, the illness also becomes a part of 
the account and new meanings can be given to illness experiences (Bury 1982). 
On the other hand, telling a life story helps the patient to repair the mental and 
physical damage the illness has done to the body. Therefore, illness narratives 
serve several purposes: to construct illness experience, to construct life history, 
to make illness understandable and to collectivize the illness experience. 
Through illness narratives, patients with a chronic illness try to find coherence 
and continuity in their self-perception and identity (Hydén 1997). Moreover, 
narratives can elucidate values, attitudes, and fears that are ascribed to various 
experiences, and thus reveal important issues linking the individual illness 
experiences, identity and culturally accepted conventions of talking about the 
given illness (Becker 1999).  

The narrative approach is well applicable to fibromyalgia, where the 
patients strive to make sense of the fluctuating symptoms and of the disruption 
in the life course that is caused by the illness and its consequences. In this study 
the participants are understood as active agents, who are not only describing 
their life events, but who are also actively negotiating and re-constructing their 
life story by choosing and interpreting the events and by emphasizing different 
aspects of their experiences. The relationship between narrator and researcher 
inevitably affects the type and depth of the co-constituted story, and 
interpretation and understanding the experiences assumes subjectivity of both 
the narrator and the researcher. In research interviews, the impact of the 
interviewer in the narrative process is hence inescapable (Polkinghorne 1996, 
Riessman 2001; Randall et al. 2006).  
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4.2 Study design and participants 

This doctoral thesis forms part of a wider follow-up study that was launched at 
the Rheumatism Foundation Hospital in Heinola in 2007. In the follow-up 
study both quantitative and qualitative data were collected in order to elucidate 
the level of symptoms, perceived current functioning, and health-related 
quality of life of patients with a long history of fibromyalgia. During 1999-2001 
seventeen fibromyalgia-specific rehabilitation courses were completed in the 
Rheumatism Foundation Hospital, and the participants (n=169) of these courses 
were approached in the follow-up study.  

The rehabilitation courses were funded by the Social Insurance Institution 
(SII), and the regional offices of SII selected the patients based on their own 
applications and a doctor’s referral. The fibromyalgia-specific courses were 
conducted in groups of 10-12 participants, and the entity of 17-20 days was 
divided into two or three intensive in-patient periods within six months. The 
program comprised lectures by professionals, group discussions, physical 
exercises, relaxation exercises and some individual treatments, but the 
emphasis was on education and counseling, instead of treatment as such (see 
also Kukkurainen 2006). 

A letter with information on the follow-up study, a consent form and a 
questionnaire was sent in May 2007 to all eligible participants (n=152) of the 
above-mentioned courses. Of those 17 who were not reached, one had died, one 
was unable to communicate due to other illness, four had denied access to their 
files, and the remaining 11 had no permanent address in Finland. Total 
response rate was 64%, and 47 respondents gave written informed consent to 
participate in the narrative interview study. For the narrative interview study a 
purposive sample of twenty women was recruited, aiming at maximal variation 
in terms of age, professional background and location (see also Curtis et al. 
2000). Sampling is presented in Figure 1. 

The sample consisted of women aged 34-65 years (mean age 54) from both 
urban and rural areas of the country. Their professional background can be 
considered to be typical to Finnish women: health care and social work in 
different settings, teaching, office or industrial work. All participants of the 
present study were diagnosed with fibromyalgia according to ACR-1990 criteria. 
Their reported symptom duration ranged from 10 to 30 years (mean 17 years), 
but the majority of the participants were not diagnosed with fibromyalgia until 
the late 90s; time since diagnosis was on average 11 years (range 10-15 years). 
Overview of the characteristics of the participants is presented in Table 2. 
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FIGURE 1 Sampling flow chart. 

 
TABLE 2 Overview of the participants. 
 

Age n
-45 2
46-50 3
51-55 5
56-60 5
61- 5

Educational background
Basic education 3
Vocational education 9
College or university degree 8

Location 
Rural 7
Suburban 6
Urban 7

Living  
Alone 5
With spouse 11
With family (incl. children) 4

Labour market status
Full time work 6
Part time work/ unemployed
In re-education

2
1

On sick leave 3
Disability pension 7
Retired (due to age) 1
 

 

Not reached n=17  

Respondents 2007 n=98  Refused to participate in follow-up 
n=2

Written informed consent to participate to 
an interview n=47 (2 men, 45 women) Men excluded for ethical reasons  

 Purposive sample of 20 women  

Eligible patients 2007 n=152 

Participants of rehabilitation courses 1999-
2001 n=169 (9 men, 160 women) 
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4.3 Ethical issues 

The study design and methods were approved by the Ethical Committee of the 
Joint Authority for Päijät-Häme Social and Health Care, and written informed 
consent was obtained from the participants before arranging the interviews. 
Only two men volunteered for the interview study, and because it was possible, 
although unlikely, that they could have been identified due to the small number 
of men in the rehabilitation groups, they were excluded from the interview 
study.  

At the beginning of each interview the context and the purpose of the 
study were explained and the participants were reminded of the right to 
withdraw from the study at any point. The participants were also asked if 
recording the interview was allowed and assured that the recording device 
could be switched off any time. However, only during two interviews did the 
participants ask that the recording device be switched off for a while when 
telling about severe, intimate life events. The recording was continued later 
following the permission of the participant. The author of this doctoral thesis 
conducted all the interviews and carried the main responsibility for the 
qualitative data analysis. Furthermore, the author wrote the drafts of the 
original articles and revised them after discussions with the co-authors.  

In the examples presented in the original articles all personal identifiers 
have been removed or disguised so that the persons described are not 
identifiable and cannot be identified through the details of the story. 
Furthermore, different pseudonyms are used in each publication to protect the 
identity and integrity of the participants. 

4.4 Data collection 

The interviews followed the ideas introduced by Rosenthal (2003) and Wengraf 
(2001), who suggested opening the interview with a spontaneous narrative and 
then continuing with open questions to expand the narrative. In this study the 
participants were given a short instruction to prompt spontaneous 
storytelling: ”Tell me your life story, you can start from the point of your choice 
and include whatever you find necessary.” The interviewer made conscious 
efforts to show active and empathetic listening and did not interrupt the 
narrative process until the interviewee signaled that she had finished.  

In the second part of the interview, the interviewer asked questions 
emerging from the account to expand and deepen the story-telling. Typical 
questions were: ”What happened after you…?”, “Could you tell me more 
about …” or “Can you give an example of…?” The interview session ended 
with an informal discussion, and the interviewee was encouraged to ask any 
questions concerning the research project or current treatment modalities of 
fibromyalgia or to comment on her own contribution. This discussion also gave 
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the interviewer a possibility to observe the interviewee for a while, and make 
sure that she was at ease, as reminiscence of earlier life events may be mentally 
burdensome. The length of the interviews varied from 2 to 4 hours; typically 2.5 
hours was used for the whole session. 

4.5 Data analysis 

The analysis of the data was inspired by the paradigmatic and narrative 
analysis introduced by Polkinghorne (1996), by the analysis of the episodes by 
Labov and Waletsky (1967/2003), and by the analysis of rhetorical means (such 
as entrance and exit talk) introduced by Riessmann (2001). According to 
Polkinghorne, paradigmatic analysis of narratives is used to produce 
taxonomies and categories out of the common elements across the database, 
whereas narrative analysis can be used to produce explanatory stories. 
Furthermore, he emphasizes that before narrative data can be coded and 
organized into paradigmatic categories, the stories need to be understood as 
stories. Therefore, in this type of hermeneutic process, the researcher must 
undertake ‘the to-and-fro movement from part to whole and from whole to part’ in 
order to reach deep understanding of the data (Polkinghorne 1996). 

In this study the interpretation of the data began already during the 
interviews where the interviewer was to be sensitive and alert to notice the key 
points as well as the gaps of the spontaneous narrative that needed to be 
fulfilled in the second part of the interview. The recorded material of each 
interview was listened to several times and transcribed verbatim within the 
following days. In the first stage of the analysis the orientation was towards the 
content of the data: what were the interviewees talking about? The topics and 
subtopics that emerged from the data were listed for further analysis. In most 
cases the life-stories were not represented as a single story, but rather as a series 
of small, parallel episodes. The episodes of each life story were identified and 
then organized chronologically in order to see the links between different 
events and experiences and to reconstruct a condensed core story of 1-2 pages 
of each life-story. The following example of Maija’s account illustrates the 
identification of episodes: 
 

1. Maija begins with a condensed idea of the episode: “The last year at 
work was awful! “ 

2. Then she describes the situation: “I could sleep the whole weekend to 
reach some kind of balance before Monday... to be able to go to work again… 
I was really in poor condition… all aches and pains, but nobody really paid 
any attention to it. I didn’t sleep at all or just maybe two hours, night after 
night. My head was buzzing and I felt dizzy but I tried to do my job all the 
same. The pain was awful. I couldn’t stay still either... because of the pain. 
You just forced yourself to go on, even when you were totally exhausted“.  
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3. Maija closes the episode with a reflection of the situation and repeats 
the idea: “Now afterwards I can admit that I was a fool to let it go so far. It 
was really nothing but agony, the whole last year!” 

 
In the final stage of the analysis main focus was towards the structure of the 
narrative i.e. how was the story told? Analysis aimed at narrative emplotment; 
finding common storylines or plots that combine the structure and content of 
several life-stories to a model-narrative. To do this, the storylines of all 20 
interviews were re-analysed and compared to find recurrent structures in the 
narratives. Moreover, the rhetorical means that the participants used to 
combine different episodes, to signal turning points and meaningful 
experiences in the account, or to highlight the subject position that they took, 
when telling about different events, were analysed (see also Hydén 2005). The 
whole analysis process is illustrated in Figure 2.  
 

 

 

 

 

 

 

 

 

 

 

 

 

FIGURE 2 The analysis process. 

 
 
 

Verbatim transcripts of 20 
interviews 

Identification of episodes of 
each life story and organization 
into a core story 

 

Analysis of the life 
stories; What was told? 

Comparison of the 
structures of the 20 life 
stories 

Narrative analysis;
How was the life story 
told?

Publication I Work ability 

Publication II Fatigue 

Publication III Peer support 

Publication IV 
Life events 



  

5 FINDINGS OF THE STUDY 

5.1 Fibromyalgia patients’ perceived work ability and 
functioning (I-II) 

The first purpose of this study was to explore how fibromyalgia patients with a 
long illness history describe and reflect upon their work ability and functioning 
in their life stories. In the interview data, work ability was a key issue through 
which the women reflected upon their experiences of illness and functioning. 
Four types of work ability experiences emerged from the data: ‘confusion’, 
‘coping with fluctuating symptoms’, ‘being in-between’ and being ‘over the edge’.  

The ‘confusion’ experience reflected uncertainty in a new situation, but 
was often solved when more information on the symptoms and diagnosis was 
available. Experience of ‘coping with fluctuating symptoms’ was a success story; 
even when the fibromyalgia symptoms continued, they caused no substantial 
problems in relation to work ability. The ‘in-between’ experience represented a 
more complicated situation, leaving the patient somewhere between work 
ability and disability, and sometimes even between paid work and disability 
benefits. In the ‘over the edge’ experiences, return to work was perceived as 
unrealistic not only because of the physical, psychological, emotional and social 
limitations the women had, but also because of the unbearable life situation as 
such. In the data, early vocational rehabilitation interventions were in many 
cases missing, inadequate or started too late to be successful. In some narratives, 
these four themes of perceived work ability were consecutive and created a 
linear storyline from work ability to disability. However, it was more common 
that during the past few years, work ability had fluctuated back and forth 
between these four types of experiences, often in association with the life 
situation in general.  

The functional limitations described by the participants included 
fluctuating difficulties in mobility and household tasks as well as in social and 
recreational activities. Moreover, memory problems and difficulties in 
concentration and cognitive skills were discussed by several participants. The 
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nature and intensity of the constant pain was vividly described in the 
interviews. However, fatigue was the most common symptom in the data and 
many women found it to be the most problematic and disturbing symptom, 
even in comparison with chronic pain. Five themes regarding fatigue could be 
identified from the data: ‘sleepless nights’, ‘physical weakness’, ‘loss of mental 
energy’, ‘social withdrawal’ and ‘overwhelming exhaustion’. Sleeping problems 
were common and continuous and caused increased pain and daytime 
tiredness. Physical weakness caused problems in performing physically 
strenuous tasks at work or at home, or in physical activities. Many participants 
described vividly the perceived lack of mental energy and social withdrawal 
that had both largely affected their work ability. The participants also described 
changes that they had noticed in themselves; the earlier happy and socially 
active hardworking woman had turned into a depressed and constantly tired 
woman who withdraws from social situations. Furthermore, in some of the 
narratives the experiences of fatigue and depression seemed to overlap. This 
was especially apparent in the narratives describing ‘overwhelming fatigue’ 
where depressive symptoms, hopelessness and despair formed a substantial 
part of the experience, and which led not only to permanent loss of work ability 
but also to poor functioning in all daily activities.  

The results indicate that fibromyalgia patients who are in a complicated 
life situation and suffer from severe symptoms may be at high risk of being 
permanently excluded from the labor market and would need innovative and 
well-timed rehabilitation interventions to support their empowerment, overall 
functioning and work ability. 

5.2 Experiences of rehabilitation and peer support (III) 

The second aim of the study was to explore which elements of rehabilitation 
were perceived as meaningful for the participants in their illness–recovery 
process several years after the rehabilitation intervention. The motifs and 
expectations for the rehabilitation course varied; some participants searched for 
more information, some wanted to ‘quit the rat race’ and some did not have any 
specific expectations. The majority of the women in the study had suffered from 
intense widespread pain and other symptoms for years or even decades before 
fibromyalgia diagnosis was confirmed. From the vantage point of the present, 
received peer support was acknowledged as the most important and 
meaningful element in the rehabilitation course. For many women the 
rehabilitation course was the first possibility to meet others with the same 
diagnosis. The encounters with peers appeared to be a significant turning point 
after struggling with uncertainty and negative attitudes of colleagues and 
health care professionals for years. One of the women put it clearly: “It was an 
amnesty”. 

The analysis revealed four themes regarding experiences of peer support: 
‘permission to talk’, ‘need for experiential knowledge’, ‘reciprocity’ and ‘self-
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evaluation through comparison’. ‘Permission to talk’ was seen as the most 
rewarding experience during the rehabilitation course; the participants were 
allowed and encouraged to talk about the symptoms, the diagnosis and about 
the functional and emotional consequences of the illness that they experienced 
in their daily lives. Although information given by professionals was highly 
appreciated, the experiential knowledge provided by peers was seen as crucial 
to make the information easier to understand and digest. However, many 
participants expressed that their functional capacity and work ability had 
changed over the past years due to other health problems and ageing, and they 
were eager to get more up-dated information about treatment options of 
fibromyalgia and to share their experiences with others with a long illness 
history.  

‘Reciprocity’ was an important element in peer support in the accounts of 
the participants. It included the idea of receiving support, comfort and 
understanding and giving those to others. The earlier experience of being odd, 
strange or an outsider was finally displaced by an experience of belonging to a 
group and not being alone with one’s problems. In particular, mental health 
problems that were noticed in others forced the women to evaluate their own 
situation from a new perspective. Interestingly, when comparing to other 
participants in the fibromyalgia peer group, all the interviewees expressed that 
their own situation was less demanding and that their functioning was better 
than that of some others in the group. Self-evaluation through comparison 
seemed to be a continuous process that was initiated during the rehabilitation 
course but continues even today. 

In summary, even if patients have a diagnosis, they often experience being 
‘not-heard’ or ‘not-believed’ in their daily encounters with lay people and with 
health professionals. The results show that the meanings ascribed to peer 
support were mainly positive: finally daring to be oneself, feeling a sense of 
community and enhancing empowerment through validation of the illness 
experiences. Although seeing others with more severe functional disabilities or 
depression also raised some contradictory thoughts, the rehabilitation 
intervention and peer support seemed to prompt the process of reconstruction 
of identity, illness acceptance and coping with fibromyalgia in a positive way.  

5.3 The narrative re-construction of life events and illness 
experiences (IV) 

The third aim of the study was to examine how fibromyalgia patients with long 
illness history express, interpret and reconstruct their life events and their 
illness experiences in the form of a life story (Publication IV). Because the focus 
was on the structure of the life story, also the rhetorical means and subject 
positions of the participants were explored in the narrative analysis, in addition 
to comparison of the storylines of the life stories. Three model-narratives were 
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identified from the data: narrative of mundane life, narrative of cumulative life 
and narrative of broken life. Furthermore, two participants took a subject 
position of ‘healthy’, thus creating a counter-narrative that challenges the view 
of fibromyalgia as a disabling condition that was expressed by all other 
interviewees. 

‘Narrative of mundane life’ described a life with no dramatic turns, but 
rather an expected life course. In this narrative, fibromyalgia was accepted as a 
part of life, and it only disturbed life from time to time. All the women with 
‘mundane life’ continued in a paid work role at the time of the interviews and 
had a positive view on functioning in the future. The ‘narrative of cumulative 
life’ was characterized by daily worries and cumulative vicissitudes that 
gradually led to a situation where one’s resources were no longer adequate for 
retaining wellbeing. The onset of fibromyalgia was perceived as a result of 
long-term distress and uncontrollable fatigue. The work history during the past 
years was fragmented by sick leaves, and all but two of the women with 
‘cumulative life’ were on temporary or permanent disability benefits at the time 
of the interviews.  

The ‘broken life narrative’ was characterized by traumatic experiences that 
had changed the course of life permanently, such as death of a child or severe 
physical, sexual or mental violence. The onset of fibromyalgia was seen as an 
inevitable result of years of fatigue, worry and fear, in addition to physical or 
mental traumas caused by the unbearable life events. In many cases the 
traumatic events were silent secrets that were not shared with health 
professionals, let alone with friends or colleagues due to feelings of shame and 
guilt. All the women with a ‘broken life’ narrative were on permanent disability 
pension and most of them suffered from depression. The findings of the 
narrative analysis are summarized in Table 3. 
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TABLE 3 Summary of the findings of the narrative analysis. 
 

 Mundane life 
 

Cumulative life Broken life Counter- 
narrative 

Life before 
illness 
 
 
 

normal, safe, 
expected 

cumulating 
daily hassles  
and worries 

 

traumatic events comparable  
with other 
participants 

Perceived cause 
of the 
symptoms 
 
 
 
 

overloading, 
sleeping 
problems 

fatigue, distress tension, fear, 
exhaustion, 
physical  
or/and 
mental traumas 

 

injury, 
overload, 
tension 

Metaphor for 
the 
rehabilitation 
course 
 
 

 

source of 
information 
and support 

time of one’s own escape  

Life after 
rehabilitation 
 
 
 
 

return to work fragmented 
work history 

depression, 
increasing 
disability, 
exhaustion  

 

full recovery

Perceived 
current 
functioning 

 

maintaining 
paid work role 
with the help of 
adaptations at 
work and with 
social support 

 

poor
work ability/ 
disability 

loss of control,  
lost work ability 
poor functioning 

healthy 



  

6 DISCUSSION 

6.1 Methodological considerations 

Before discussing the findings of the study, it is necessary to address some 
methodological considerations concerning the narrative approach that was 
applied in this doctoral thesis. 

Qualitative research can be evaluated through transparency, reflexivity 
and transferability of the whole research process. In this context, reflexivity 
refers to systematic and continuous evaluation of the effect that the researcher 
has on the research process (Malterud 2001). In this doctoral study, the 
sampling process, collecting and analyzing the data – i.e. the audit trail – are 
described in detail to enhance the transparency and reflexivity of the research 
process and to provide possibilities to evaluate the authenticity and relevance 
of the findings. The author of this dissertation was responsible for carrying out 
all the interviews as well as for conducting the preliminary analysis. The fact 
that the participants voluntarily included extremely intimate experiences in 
their accounts suggests that the interviewer was perceived as reliable and easy 
to approach. The preliminary findings were discussed and elaborated with the 
co-authors to ensure validity.  

For the narrative interviews, a purposive sample of twenty women was 
selected, aiming at maximal variation in regard to age, professional background 
and location in order to reach a rich variety of different experiences. The data 
may be skewed by the characteristics of the sample: the participants were all 
women and a majority of them were no longer in a paid work role. Life stories 
of men with fibromyalgia – and of aging women who manage to stay on at 
work – might bring new aspects into the discussion and should therefore be 
explored in the future. It is possible that in a bigger sample or in serial 
interviews some different or additional experiences could have emerged than 
those described in this study. Bearing in mind that narrative research aims at 
reaching a deep knowledge on the data through a thorough and versatile 
analysis (Curtis 2000; Malterud 2001), the amount and quality of the data in this 
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study can be considered to be more than sufficient for the purposes of the study. 
Overcash (2003) pointed out that narrative method may not only answer the 
study question but also reveal additional aspects of life that were not identified 
as a primary focus of the research project. In the life stories of the present study, 
the participants included experiences such as domestic violence, financial 
problems or personal losses, thus creating forceful and evocative data for the 
analysis. The reminiscence and re-interpretation of these adverse experiences in 
relation to illness and functioning was acknowledged as an interesting and 
empowering experience by the interviewees. 

In this study, possible memory bias was counteracted by the interview 
method, where the spontaneous narrative was deepened and completed by 
questions that emerged from the account. Nonetheless, it is recognized that 
personal narratives should not be seen as verification of facts; rather than that, 
narratives are interpretations of events that present the point of view of a 
particular narrator (Bruner 1991; Atkinson 2001). Although the results of a 
qualitative research cannot be generalized at large, it is possible to discuss the 
transferability of the results (Malterud 2001). Because a majority of patients 
with fibromyalgia are women in mid-life, it is possible that similar stories to 
those described in this study could be told by numerous fibromyalgia patients 
in other rehabilitation settings or other situations. Moreover, patients with other 
chronic conditions with obscure etiology and unpredictable illness course (e.g. 
chronic fatigue syndrome or chronic low back pain) might acknowledge some 
of the experiences described in this study. However, by taking a qualitative 
approach it is acknowledged that different interpretations of the data are 
possible and that both the interviewee and the interviewer have contributed to 
the nature and content of the data (Randall et al. 2006).  

6.2 Perspectives on work ability and functioning in fibromyalgia 

The results showed that work ability in fibromyalgia could not be captured in a 
single definition, but a spectrum of different ones (Publication I). Work ability 
of the participants had deteriorated over the years due to other health problems 
and aging. It is noteworthy that in all the narratives of this study health, illness 
and functioning were predominantly reflected through the ability or inability to 
work. This mirrors the importance of paid work role in Finnish women’s lives, 
not only from an economic standpoint, but also as a definer of identity 
(Publication IV). This is in accordance with Crooks (2007), who pointed out that 
women with fibromyalgia often experience a loss of identity due to work-
related disability, which changes their life worlds and social networks 
significantly.  

Confusion that was explicated by the participants of this study reflects the 
uncertainty that the onset of fluctuating symptoms caused. The participants 
were uncertain of the nature and severity of the symptoms, and worried about 
their work ability and future perspectives. Moreover, the invisibility of the 
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symptoms caused problems in liability and legitimation of the illness in social 
contexts. The feeling of uncertainty has also been well established in earlier 
studies on fibromyalgia (Hallberg & Carlsson, 1998; Madden & Sim, 2006; 
Arnold et al. 2008).   

In the narratives of the present study, loosing grip of working life did not 
happen suddenly, but gradually, over a long period of time. Some of the 
participants of the present study fell between the systems when paid work was 
no longer possible and disability benefits were rejected. Others would have 
been able to continue working but suitable work, considering the limitations 
they had, was not available. Moreover, in the data the experience ‘over the edge 
of exhaustion’ represented a situation where little or no work ability was left, 
and the patients were reluctantly drifting towards long-term work disability 
without having any control over the situation. Similar experiences of despair 
and giving up were described by Mannerkorpi et al. (1999) when they studied 
the daily life of patients with fibromyalgia.  

The findings of the present study concord with and add knowledge to the 
results of Löfgren et al. (2006) who studied fibromyalgia patients who were still 
working 6-8 years after a rehabilitation course. They concluded that a low 
return-to-work rate demonstrates the difficulties fibromyalgia patients face in 
getting work after long or repeated sick-listings and lack of flexibility and 
support in the work place. Henriksson et al. (2005) pointed out that work 
rehabilitation should begin early so that preventive measures can be taken. 
However, in the narratives of the present study early rehabilitation 
interventions were either missing or started too late to retain participants’ work 
ability. Kivimäki et al (2007) pointed out that a fluctuating level of disability is a 
key disadvantage related to fibromyalgia in the world of work, and that the risk 
for work absenteeism increases significantly if fibromyalgia is associated with 
another chronic health condition, e.g. osteoarthritis or depression. This 
tendency could also be seen in the descriptions of the changes of work ability in 
the present study.  

The functional limitations described by the participants of this study are 
comparable to those described by earlier studies: difficulties in mobility, 
household tasks and in social life (Crooks 2007; Arnold et al. 2008; Lempp et al. 
2009). Although numerous signs and symptoms of fibromyalgia were 
mentioned by the participants of this study, fatigue appeared to be the most 
disturbing symptom in regard to daily functioning and work ability 
(Publication II). Fatigue was perceived as a major cause of disability and 
distress, and it had consequences on every aspect of life. In the data of this 
study, psychosocial elements of fatigue were highlighted and in some of the life 
stories the experiences of pain, fatigue and depression seemed to be so tightly 
interwoven that they could be perceived as one entity instead of separate 
experiences. This is in concordance with the results of Hadlansmyth and 
Vowles (2009), who pointed out that depression and fatigue were significantly 
correlated to perceived disability, especially in terms of decreased psychosocial 
functioning. Moreover, in the modern society, it may be more socially 
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acceptable to complain of fatigue and tiredness than depression or anxiety due 
to the heavy negative stigma that mental health problems have.  

Bearing in mind that the average age of the participants of this study was 
54 years and that they should on average be able to remain in paid work for 
nine more years before retirement, the impact of fibromyalgia on work ability in 
a long perspective seems to be detrimental. Based on the findings of the present 
study and those of earlier studies, it is justified to say that effective vocational 
rehabilitation interventions in the early stage of fibromyalgia are essential both 
from an individual and societal perspective to prevent spells of sick-listings and 
pre-term retirement among patients with fibromyalgia. 

6.3 Perspectives on rehabilitation and peer support in 
fibromyalgia 

Fibromyalgia has a major impact on people’s lives, particularly on how they 
view themselves and how they think others view them. As Aldrich and 
Eccleston (2000) emphasize, what is important about chronic pain is not the 
pain itself, but the threat it causes to self-identity. According to Madden and 
Sim (2006), patients with fibromyalgia struggle to make sense of the fluctuating 
symptoms and give meanings to the diagnosis to enhance coping with the 
illness. Lack of knowledge about fibromyalgia may mean that the diagnosis as 
such offers neither a meaning nor a socially acceptable explanation and thus 
leaves the patient without acceptance and support in their social contexts 
(Madden & Sim 2006). Rehabilitation of fibromyalgia patients is generally 
aimed at responding to at least some of these challenges. 

The participants of this study had participated in a multimodal 
rehabilitation course six to eight years prior to the interviews. The findings of 
the study highlight the importance of peer support in the rehabilitation process 
of patients with fibromyalgia (Publication III). Earlier studies on peer support in 
chronic pain conditions argue for substantial health benefits, especially in terms 
of increased self-efficacy and decreased pain and depression (Franks et al. 2004; 
Kukkurainen 2006; Lopez-Martinez et al. 2008). In the narratives of the present 
study, the women viewed the encounters with peers as a significant turning 
point in their lives; they were finally heard, believed and accepted. The 
interviewed women positioned themselves as ‘hardworking’ and ‘work-
oriented’ to emphasize the contrast to the general attitude they confronted daily, 
in which their symptoms were ignored or belittled, and they were often labeled 
as ‘work-dodgers’ or ‘whiners’. This finding is in accordance with Werner et al. 
(2004), who pointed out that in the medical discourse women with chronic pain 
are bound to repeatedly convince themselves, their colleagues and the 
professionals about the veracity and legitimacy of their symptoms.  

In the present study, it was noticed that although the meanings ascribed to 
the rehabilitation course and peer support were mainly positive, not all patients 
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were ready to discuss their problems or to receive support from their peers and 
thus implicitly showed a need for advanced, individual counseling instead of a 
group intervention. Similarly, according to Kukkurainen (2006), about 10% of 
the participants of the fibromyalgia–specific rehabilitation courses found the 
group intervention to be mentally burdensome and would have preferred a 
more individual approach. In the future, more attention needs to be paid to 
informing the patients about the goals and methods of the rehabilitation 
intervention as well as to exploration of individual paths in group interventions. 

Suoyrjö et al. (2009) found that a fibromyalgia-specific rehabilitation 
course provided no benefit in comparison with a non-specific rehabilitation 
course in terms of occurrence of sick-leaves and disability pensions in a six-year 
follow-up. However, according to the results of the present study, the group-
based fibromyalgia-specific rehabilitation course was in general found 
beneficial in a long perspective, although the need for updating the knowledge 
on fibromyalgia was apparent in the data. The seemingly obvious contradiction 
between these results can be explained in several ways. Firstly, since one 
motive for participation in the interviews of the present study was the wish to 
help others by sharing one’s own experiences, it is possible that the participants 
did not want to bring adverse experiences of rehabilitation into discussion. 
Secondly, it is possible that people with negative experiences of group 
rehabilitation in general opted out of the follow-up study. Finally, also in the 
narratives of this study work histories of many participants were fragmented 
by sick leaves, and in several cases this had eventually lead to disability pension. 
However, the impact of the rehabilitation course and peer support was 
interpreted on a more psychological level: daring to be oneself, feeling a sense 
of community and enhancing empowerment through validation of experiences. 
A practical implication of the findings of the present study is that the 
psychosocial elements of rehabilitation, which can be provided and supported 
through a peer group, should be more purposively utilized and developed 
further in the rehabilitation interventions in the future. 

6.4 Perspectives on life events  

The rationale behind the narrative approach in health research lies 
fundamentally in the human desire to reach for coherence and continuity of 
self-perception (Hydén 1997). As Rimmon-Kenan (2002) expressed it: the 
narrators tend to emphasize elements of their past history that they did not 
stress before the illness in order to create new connections among events, and 
this is motivated by a conscious or unconscious desire to establish continuity 
between the present and past.  

The narrative analysis revealed three model-narratives describing life and 
functioning before and after the onset of fibromyalgia and perceptions of 
current functioning and work ability. In addition to the model-narratives, a 
counter-narrative that questions the existence of fibromyalgia per se or as a 
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chronic condition was identified. In the counter-narrative the women 
positioned themselves as ‘healthy’ or as ‘former fibromyalgia patients’. Beaton 
et al. (2001) studied what patients mean by recovery and found that recovery 
was interpreted as resolution of the disorder, as readjustment or as redefinition 
of self and health. Resolution of disorder was reflected either through 
possibilities to continue in one’s normal activities or through external 
evaluations, such as dosage of pain medication. Readjustment was explicated as 
learning to avoid situations that would aggravate the symptoms. Redefinition 
in turn included the idea of accepting the pain as a part of life. These elements 
may also be seen in the counter-narrative of this study, and it can be stated that 
the interpretation of the symptoms is largely affected by the individual 
situation and by the self-efficacy and coping style of each patient. In the future, 
it is important to explore the meanings and perceptions ascribed to recovery 
from fibromyalgia and whether or not they can be transformed or adjusted 
through rehabilitation interventions. 

In the narrative reconstruction, the onset of widespread pain and fatigue 
was discussed in relation to other life events, perceived distress and physical 
burden. The rehabilitation course was seen metaphorically as a source of 
information, as time of one’s own or as an escape; again in relation to the life 
situation in general. It is noteworthy that although women with ‘broken lives’ 
referred to the rehabilitation course as an escape, and although the positive 
effects of rehabilitation could be wasted away in a couple of months due to the 
demanding life situation, it was nonetheless interpreted as a meaningful event 
in their illness process.  

Hatcher and House (2003) emphasize that not only traumatic events but 
also daily hassles may have impact on the onset and maintenance of the 
symptoms of fibromyalgia. Also in this study, cumulation of daily vicissitudes 
and worries was perceived as a cause of stress and sleeping problems that 
eventually resulted in uncontrollable fatigue and agonizing pain. This finding is 
in line with Van Houdenhove, Neerincxk, Onghena et al. (2001) who pointed 
out that ‘action-proneness‘ may lead to overburdening of the body by 
musculoskeletal overuse or sleep deprivation, and that inability to set limits 
may lead to self-handicapping strategies, and could thus increase the 
susceptibility to fatigue, depression and widespread pain. Wilson et al. (2009) 
highlighted that the subgroups of fibromyalgia patients who report high levels 
of psychological or cognitive problems associated with moderate to high level 
of physical symptoms tend to use more health care services and to cope poorly 
with their symptoms. They concluded that these patients might benefit the most 
from psychological treatment aimed at improving coping skills. The findings of 
the present study support this view. 
 In the ‘broken life’ narratives the life course was permanently changed 
due to traumatic events and the onset of fibromyalgia was seen as an inevitable 
result of years of fatigue and fear. Although a narrative study cannot show 
causalities or the prevalence of violence or other traumatic events among 
fibromyalgia patients, it has the power to highlight the individual suffering 
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behind these experiences. The experiences of mental, physical and sexual 
violence are in many cultures perceived as taboos that are not brought into 
discussion in social situations and are rarely shared even with professionals. 
Also Hänninen (2004) points out that in social storytelling settings narratives 
that are dramatic and coherent and that present the narrator in a favorable light 
are preferred, whereas problematic experiences that carry potential stigma are 
often kept private and remain untold. In this study, however, also experiences 
labeled with guilt, shame and fear were explicated by several participants, 
which can be seen as strength of the present study. Campbell (2002) emphasizes 
the fact that violence and abuse are risk factors for many health problems, 
notably depression, anxiety and chronic pain, but we are only beginning to 
understand the extent and nature of such risks. The present study accords with 
and expands the knowledge of the impact of traumatic life events reported in 
several quantitative studies on fibromyalgia and thus gives some novel 
perspectives to the ongoing general discussion on the etiology, development 
and maintenance of the symptoms of fibromyalgia (Anderberg et al. 2000; 
Campbell 2002; Kendall-Tackett et al. 2003; Haviland et al. 2010). To the best of 
the author’s knowledge, narrative analysis on experiences of life events of 
patients with fibromyalgia has not been reported earlier. 
 
 



  

7 MAIN FINDINGS AND CONCLUSIONS  

The main findings of the study can be summarized as follows: 
 
• Work ability and functioning of the women with a long history of 

fibromyalgia had deteriorated substantially over the years. Work 
ability and functioning were not only challenged by the fibromyalgia 
symptoms but also by other health problems and psychosocial 
burdening caused by the life situation. Fatigue was described as the 
most disturbing symptom in regard to daily functioning and it had 
consequences on every aspect of life.  

 
• Peer support was perceived as the most meaningful element of the 

rehabilitation. Meanings ascribed to peer support and rehabilitation 
were predominantly positive. However, it was also noticed that not 
all patients were ready to accept help and support from others. The 
long-term impact of peer support was expressed as daring to be 
oneself, as feeling a sense of community and as enhancing 
empowerment through validation of the illness experiences. 

 
• Three different model-narratives and a counter narrative were 

revealed through the narrative emplotment. The main characteristics 
of the model narratives differ from each other in regard to life events 
before the symptoms, perceived cause of illness and rehabilitation 
metaphors as well as in terms of work ability after rehabilitation and 
perceived current functioning. However, fatigue, exhaustion and 
distress are described as a cause or a consequence of the illness in all 
of them. The counter narrative challenges these interpretations of life 
events. It also reflects the variety and fluctuation in symptom 
severity in fibromyalgia and highlights the possibility of recovery. 

 
In conclusion, the results of the study show that severe pain and fatigue 
symptoms combined with a demanding life situation and aging may lead to 
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substantial decrease of work ability and functioning in patients with a long 
history of fibromyalgia. It is essential that health professionals gain a deeper 
understanding on the multidimensional nature of the core symptoms of the 
patients with fibromyalgia in order to improve the quality of the health services. 
In health care and rehabilitation settings, it is important to recognize patients 
with a complex or traumatic life history, who may suffer from more severe 
psychological symptoms and may need a different rehabilitation approach 
compared to those with a less burdening background. However, it is equally 
important to acknowledge the diversity of life events and illness experiences 
associated with fibromyalgia in order to plan and implement more effective and 
individualized rehabilitation interventions. Furthermore, the reconstructed 
narratives presented in this study highlight the importance of storytelling in 
exploration of the possible causes and consequences of fibromyalgia.  
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YHTEENVETO 
 
 
Naisten elämäntarinallisia kokemuksia fibromyalgiasta, toimintakyvystä ja 
elämäntapahtumista  
 
Fibromyalgia on krooninen laaja-alainen kipuoireyhtymä, jonka syytä ei tunne-
ta ja johon ei ole parantavaa hoitoa. Keskeisiä oireita kivun lisäksi ovat tavan-
omaisesta poikkeava väsymys ja unihäiriöt, mielialaoireet sekä kognitiivisiin 
toimintoihin liittyvät oireet, kuten keskittymis- ja muistivaikeudet. Valtaosa fib-
romyalgiaan sairastuneista on naisia ja tavallisimmin oireet alkavat 40 ikävuo-
den jälkeen. Eurooppalaisissa selvityksissä fibromyalgiaa on arvioitu esiintyvän 
2-6.6 %:lla väestöstä ja esiintyvyyden on todettu lisääntyvän iän myötä. Eräiden 
tutkimusten mukaan 55–60 –vuotiailla naisilla esiintyvyys voi nousta jopa 8-
10 %:iin. Moninaiset oireet haittaavat toiminta- ja työkykyä ja alentavat koettua 
elämänlaatua. Erityisesti fibromyalgia näyttäisi vaikeuttavan liikkumista ja ta-
sapainoa, fyysisesti raskaista kodinhoito- tai työtehtävistä selviytymistä sekä 
sosiaalista kanssakäymistä. Tutkimusten mukaan fibromyalgiapotilaat kokevat 
elämänlaatunsa huonommaksi kuin esimerkiksi reumapotilaat, diabeetikot tai 
kroonisesta alaselkäkivusta kärsivät potilaat. Fibromyalgian hoidossa vahvinta 
näyttöä on osoitettu olevan hoito- ja kuntoutusmuodoista, joissa yksilöllisesti 
räätälöityyn lääkitykseen yhdistetään kohtuullisesti kuormittavaa aerobista lii-
kuntaa tai voimaharjoittelua sekä sairauteen liittyvää tietoa ja hallintakeinojen 
kehittymistä tukevaa ohjausta. 

Tämän tutkimuksen tarkoituksena oli selvittää pitkään fibromyalgiaa sai-
rastaneiden henkilöiden näkökulmasta, millaisia vaikutuksia fibromyalgialla on 
heidän päivittäiseen elämäänsä ja toimintakykyynsä ja valottaa kuntoutuksen 
merkitystä heidän sairastumis-kuntoutumisprosessissaan useita vuosia fibro-
myalgiapotilaille suunnatun moniammatillisesti toteutetun kuntoutuskurssin 
jälkeen. Lisäksi haluttiin tarkastella, miten osallistujat tulkitsivat elämäntapah-
tumiaan ja sairauskokemuksiaan ja miten heidän kertomansa elämäntarinat ra-
kentuivat. Tutkimus on osa Reumasäätiön sairaalassa vuonna 2007 käynnistet-
tyä laajempaa seurantahanketta, jossa selvitetään fibromyalgian oireiden kehit-
tymistä pitkällä aikavälillä, koettua toimintakykyä ja siinä tapahtuneita muu-
toksia sekä koettua terveyteen liittyvää elämänlaatua. Vuosina 1999–2001 Reu-
masäätiön sairaalassa järjestettyihin fibromyalgiakuntoutuskursseihin osallis-
tuneista 169 henkilöstä lähes sata vastasi seurantakyselyyn ja 47 henkilöä antoi 
suostumuksensa myös haastattelututkimukseen osallistumiseen. Haastateltavi-
en valinnassa käytettiin harkinnanvaraista otantaa, jonka avulla pyrittiin mak-
simaaliseen variaatioon eli tavoittamaan monipuolisesti erilaisia kokemuksia. 
Valintakriteereinä pidettiin ikää, ammatillista taustaa sekä asuinpaikkaa. Näin 
haastateltaviksi valikoitui 20 eri-ikäistä naista eri puolilta Suomea niin suurilta 
kuin pieniltäkin paikkakunnilta. Keski-iältään haastateltavat olivat 54-vuotiaita 
(vaihteluväli 34-65v) ja ammattitaustaltaan he edustivat suomalaisille naisille 



52 

tyypillisiä työtehtäviä, kuten sosiaali- ja terveydenhuollon ja kasvatuksen am-
matteja sekä erilaisia toimisto- ja teollisuustöitä. 

Tutkimusaineisto kerättiin elämänkertahaastattelujen avulla. Aluksi haas-
tateltavaa pyydettiin kertomaan vapaasti oma elämäntarinansa, jota täydennet-
tiin haastattelun toisessa osiossa tarkentavilla ja laajentavilla kysymyksillä. 
Haastattelun lopuksi käytiin vielä keskustellen läpi haastateltavan esiintuomia 
kysymyksiä, kuten esimerkiksi fibromyalgian nykyisiä hoitosuosituksia tai kun-
toutusmahdollisuuksia. Haastattelujen kesto vaihteli kahdesta neljään tuntiin 
ollen tavallisimmin noin kaksi ja puoli tuntia. Haastattelut tallennettiin digitaa-
liselle sanelimelle, josta ne litteroitiin sanasta sanaan tekstiksi.  

Narratiivisessa eli kerronnallisessa tutkimuksessa mielenkiinnon kohteena 
on kokemus ja siitä kerrottu tarina, jonka kautta kokemusta rakennetaan, uudel-
leenarvioidaan ja reflektoidaan. Narratiivisuutta voidaan pitää väljähkönä meto-
disena viitekehyksenä, jonka puitteissa voidaan ajatella käytettävän lukuisia eri-
laisia aineiston analyysitapoja. Tässä tutkimuksessa aineisto analysoitiin vaiheit-
tain. Ensimmäisessä vaiheessa analyysin painopiste oli tarinoiden sisällöissä; 
mistä haastateltavat puhuvat? Esiinnousseet teemat ja alateemat kirjattiin ylös 
jatkoanalyysejä varten. Toisessa analyysivaiheessa aineistosta pyrittiin erottele-
maan episodeja, jotka sinällään kuvasivat jotakin tiettyä elämänvaihetta. Tunnis-
tetut episodit järjestettiin kronologisesti, jotta voitiin tarkastella niiden välisiä yh-
teyksiä ja saatiin tarkennettua käsitystä kyseisen henkilön elämänkulusta. Ana-
lyysin kolmannessa vaiheessa painopiste oli tarinan rakenteessa; miten haastatel-
tavat kertoivat elämäntarinansa? Aineistosta pyrittiin löytämään toistuvia juoni-
rakenteita ja lisäksi tarkasteltiin haastateltavien käyttämiä retorisia keinoja sekä 
sitä, millaisesta näkökulmasta haastateltavat kulloinkin puhuvat.  

Koetut toiminta- ja työkyvyn muutokset näyttäytyivät aineistossa toistu-
vina sairauslomina, vaikeuksina päivittäisistä toimista selviytymisessä ja ajoit-
taisena täydellisenä uupumisena sekä ennenaikaisena eläköitymisenä. Kahdes-
takymmenestä haastatellusta vain kuusi oli edelleen kokopäiväisesti työelämäs-
sä ja kaksi teki osa-aikatyötä. Vain yksi haastatelluista oli jäänyt työeläkkeelle 
ns. normaali-iässä. Loput haastatelluista olivat haastatteluhetkellä joko pitkäai-
kaisella sairauslomalla tai työkyvyttömyyseläkkeellä.  

Toimintakyvyn heikentymistä kuvattiin ensinnäkin hämmennyksenä, joka 
liittyi oireiden alkamiseen ja siihen, että toistuvista lääkärissä käynneistä huo-
limatta oireille ei tahtonut löytyä syytä ja selitystä. Diagnoosin löytyminen koet-
tiin helpotuksena ja se mahdollisti myös lisätiedon hankkimisen ja paransi 
mahdollisuuksia oireiden hallintaan ja tulkintaan. Toiseksi toimintakyvyn ale-
nemista kuvattiin pärjäämisenä vaihtelevien oireiden kanssa, jolloin tilanteen 
koettiin olevan kutakuinkin hallinnassa. Kolmanneksi kuvattiin välitilaan jää-
misen kokemusta, jossa haastateltavaa ei ollut voitu määritellä sen paremmin 
työkykyiseksi kuin työkyvyttömäksikään. Muutamissa tapauksissa tämä oli 
johtanut myös taloudellis-sosiaaliseen väliinputoamiseen, jolloin palkkatuloa ei 
ollut, sairauspäiväraha-aika oli käytetty eikä oikeutta työttömyysetuisuuksiin 
tai työkyvyttömyyseläkkeeseen ollut. Neljänneksi haastateltavat kuvasivat täy-
dellisen uupumuksen kokemusta, jota edelsi sinnittely huonokuntoisena ”vii-
meisin voimin” työelämässä ja joka johti lopulta henkiseen ja fyysiseen romah-
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tamiseen ja pitkäaikaiseen työkyvyttömyyteen. Tarinoissa oli silmiinpistävää 
ammatillisen kuntoutuksen toimenpiteiden puuttuminen tai myöhästyminen 
siten, että työkyky oli jo menetetty eikä paluu työelämään enää onnistunut. 

Kaiken kaikkiaan väsymys näyttäytyi aineistossa hankalimpana ja vai-
keimmin ennakoitavana oireena. Väsymystä kuvattiin paitsi unenpuutteena tai 
fyysisten voimien ehtymisenä, myös henkisenä väsymisenä, sosiaalisena jaksa-
mattomuutena ja vetäytymisenä sekä kokonaisvaltaisena uupumisena. Aineis-
tossa korostuivat väsymyksen psykososiaaliset piirteet. Fibromyalgiaa pitkään 
sairastaneilla naisilla väsymys, masennus ja kipu näyttäisivät kietoutuvan tii-
visti yhdeksi kokonaisvaltaiseksi kokemukseksi, jossa niitä on vaikea erotella 
toisistaan. Aineiston perusteella näyttää myös mahdolliselta, että fibromyal-
giapotilailla masennusoireet peittyvät väsymyksen taakse ja näin ollen masen-
nuksen tunnistaminen ja asianmukaisen hoidon aloittaminen voivat viivästyä. 

Tarkasteltaessa kuntoutuskurssiin liittyviä kokemuksia tämänhetkisestä 
näkökulmasta vertaistuki nousi kaikkein merkityksellisimmäksi elementiksi 
kuntoutuksessa. Useimmat haastateltavat olivat kärsineet erilaisista kipu- ja vä-
symysoireista jo vuosia, jotkut jopa vuosikymmeniä. Arkielämässään he olivat 
joutuneet usein selittämään sairauttaan ja puolustelemaan oireitaan, jotka eivät 
näy ulospäin. Monille kuntoutuskurssi oli ensimmäinen kohtaaminen samaa 
sairautta sairastavien kanssa ja erityisen merkityksellisenä pidettiin lupaa pu-
hua ja jakaa kokemuksia fibromyalgiasta, sen oireista ja koetuista haitoista. Asi-
antuntijatiedon rinnalla toisilta kuntoutujilta saatu kokemuksellinen tieto näh-
tiin tärkeäksi. Vastavuoroisuus vertaistuen antamisessa ja saamisessa sekä ai-
kaisemman ulkopuolisuuden kokemuksen muuttuminen joukkoonkuulumisen 
kokemukseksi korostuivat aineistossa. Vertaiskohtaaminen antoi myös mahdol-
lisuuden vertailla ja punnita omaa tilannettaan toisten kanssa, mikä toi monille 
uusia näkökulmia oman toimintakyvyn arvioimiseen. Vertaistukeen liitetyt 
merkitykset olivat pääasiassa positiivisia: omana itsenä oleminen, kuuluminen 
joukkoon ja voimaantuminen kokemusten tunnustamisen ja vahvistamisen 
kautta. Monille motivaatio haastatteluun osallistumiseen oli halu auttaa toisia 
fibromyalgiapotilaita, jolloin on mahdollista että vertaistuen kielteisiä puolia ei 
tuotu haastattelussa esille. Tulosten perusteella voidaan kuitenkin päätellä, että 
vertaistuki koetaan merkityksellisenä vielä useita vuosia kuntoutuskurssin jäl-
keen etenkin oireiden oikeutuksen ja sitä kautta identiteetin uudelleenrakentu-
misen näkökulmasta. Kuntoutuksessa tulisikin jatkossa pohtia vertaistuen 
suunnitelmallisempaa ja tavoitteellisempaa käyttöä ja sitä, miten kuntoutujia 
valmennetaan kohtaamaan myös sairauden kielteisinä koettuja piirteitä. 

Tutkimuksessa tunnistettiin juonirakenneanalyysin kautta kolme mallita-
rinatyyppiä sekä niiden vastakertomus. Tavanomaisen elämän tarinoissa elä-
mänkulku eteni odotetusti ilman dramaattisia käänteitä tai odottamattomia ta-
pahtumia. Kipu- ja väsymysoireet alkoivat vähitellen ilman suoranaista syytä, 
eikä niihin kiinnitetty aluksi huomiota, vaan niiden tulkittiin olevan seurausta 
fyysisestä kuormittumisesta, flunssasta tai muusta tavallisesta sairaudesta. Oi-
reiden jatkuminen pidempään ja asteittainen paheneminen sai haastateltavat 
lopulta hakeutumaan hoitoon. Diagnoosin saaminen koettiin helpotuksena ja 
kuntoutuskurssille hakeutumisen motiivina kuvattiin halua saada lisää tietoa. 
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Toimintakyky koettiin vaihtelevaksi mutta oireiden koettiin olevan hallinnassa 
ja näissä tarinoissa tulevaisuus nähtiin valoisana. Kasautuvien huolien tarinois-
sa puolestaan elämänkulku muuttui erilaisten huolien ja vastoinkäymisten 
myötä. Fibromyalgian oireiden nähtiin olevan seurausta valvotuista öistä ja jat-
kuvasta pitkäaikaisesta stressistä, jolloin mahdollisuudet huolehtia omasta hy-
vinvoinnista heikentyivät. Kuntoutuskurssia kuvattiin oman ajan metaforalla. 
Kasautuvien huolien tarinassa toistuvat sairauslomat pirstaloivat työhistoriaa ja 
johtivat monissa tapauksissa työkyvyttömyys-eläkkeeseen ja heikentyneeseen 
toimintakykyyn arkielämässä. 

Rikotun elämän tarinoita leimasi traumaattinen elämänkokemus, kuten 
läheisen kuolema tai koettu henkinen, fyysinen tai seksuaalinen väkivalta. Fib-
romyalgia oireiden kuvattiin olevan seurausta fyysisistä ja henkisistä vammois-
ta, joita raskas elämäntilanne oli aiheuttanut. Kuntoutuskurssia kuvattiin pako-
metaforalla ja paluu takaisin ahdistavaan tilanteeseen kotona tai työssä kulutti 
voimavarat nopeasti loppuun. Rikotun elämän tarinoissa olivat tyypillisiä ko-
kemukset täydellisestä uupumisesta ja vaikeasta masennuksesta tai koetusta 
ahdistuneisuudesta, jotka olivat johtaneet lopulta pysyvään työkyvyttömyyteen. 
Jopa tavanomaisista arkitoimista ja itsestä huolehtimisesta selviytyminen koet-
tiin ajoittain haastavaksi. Nykyistä toimintakykyä luonnehdittiin hallitsemat-
tomuuden kokemuksena sekä suhteessa omaan elämään että omaan kehoon ja 
mieleen. 

Tutkijan rooli laadullisessa tutkimuksessa on paitsi analysoida aineistoa, 
myös osallistua sen tuottamiseen yhdessä haastateltavan kanssa. Tutkijan tu-
leekin tarkastella ja tiedostaa omia ennakkokäsityksiään käsiteltävissä olevista 
asioista voidakseen pystyä erottamaan ne haastateltavan esille tuomista ajatuk-
sista. Tässä tutkimuksessa tutkimuksen kulku aineiston hankinnasta raportoin-
tiin saakka, on pyritty selostamaan tarkasti. Alkuperäisartikkeleihin on sisälly-
tetty runsaasti sitaatteja haastatteluaineistosta, jotta lukijalla on mahdollisuus 
arvioida tehtyjen tulkintojen ja päätelmien paikkaansa pitävyyttä ja autentti-
suutta. Kuten kaikessa laadullisessa tutkimuksessa on tässäkin tutkimuksessa 
kuitenkin todettava, että aineiston tulkintaan liittyy tutkijan subjektiivisuus ja 
että toiset tutkijat voisivat tehdä aineistosta erilaisia tulkintoja ja johtopäätöksiä.  

Vaikka narratiivisen tutkimuksen tulokset eivät ole yleistettävissä laajem-
piin väestöryhmiin, voidaan pohtia, millä ehdoin tulokset ovat siirrettävissä 
niihin konteksteihin, joissa fibromyalgiaa sairastavat henkilöt toimivat. Tämän 
tutkimuksen haastateltavat olivat keski-ikäisiä naisia ja edustavat siten hyvin 
tyypillisiä fibromyalgiapotilaita, joten on todennäköistä että samantapaisia tari-
noita voitaisiin kuulla muissakin toimintaympäristöissä. Samantyyppisten ko-
kemusten ja tarinoiden kertautuminen aineistossa antaa viitteitä esimerkiksi 
sairauskokemusten jaettavuudesta. Traumaattisiin elämänkokemuksiin liittyy 
usein häpeää, pelkoa ja syyllisyyden tunteita. Tässä tutkimuksessa esiinnous-
seet tarinat saattavat rohkaista muitakin potilaita kertomaan vastaavanlaisista 
kokemuksista ja täten lisäämään tietoa esimerkiksi henkisen tai fyysisen väki-
vallan seurauksista. Narratiivisen tutkimuksen avulla voidaankin nostaa esiin 
kertojille merkityksellisiä näkökulmia ja antaa siten ääni vaietuille kokemuksille, 
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joiden kautta on mahdollista ymmärtää sairastumiseen ja sairastamiseen liitty-
vää inhimillistä kärsimystä.  

Tutkimuksen johtopäätöksenä voidaan todeta että vaikeat kipu- ja etenkin 
väsymysoireet yhdistettynä haastavaan elämäntilanteeseen ja ikääntymiseen 
saattavat johtaa työ- ja toimintakyvyn merkittävään alenemiseen fibromyalgiaa 
pitkään sairastaneilla naisilla. Terveydenhuollossa ja kuntoutuksessa on tärkeää 
tunnistaa fibromyalgiapotilaat, joilla on taustalla haasteellinen tai traumaatti-
nen elämänhistoria, sillä he saattavat kärsiä psyykkisistä oireista ja saattavat si-
ten tarvita erilaista hoitoa ja kuntoutusta kuin henkilöt, joilla on vähemmän 
kuormittava tausta. On kuitenkin yhtä tärkeää tunnistaa ja tunnustaa, että fib-
romyalgiaa sairastavien toimintakyky ja taustalla olevat elämäntapahtumat 
vaihtelevat laajasti. Kuntoutusinterventioissa tulisikin pyrkiä nykyistä parem-
min huomioimaan osallistujien yksilölliset tarpeet ja voimavarat sekä käyttä-
mään vertaistukea hyväksi tavoitteellisesti. Fibromyalgiaa sairastavien työter-
veyshuollossa ja ammatillisessa kuntoutuksessa on olennaista riittävän varhai-
nen puuttuminen, jotta jatkossa vältyttäisiin pitkiltä sairauslomilta ja ennenai-
kaiselta eläköitymiseltä.  
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Appendix 1 

Preliminary diagnostic criteria for fibromyalgia ACR-2010 (modified from Wolfe et al. 
2010). 

Criterion Definition
Widespread pain 
index 
WPI (0-19) 

The number of areas in which the patient has had pain over the last 
week. Score between 0 and 19. 

Shoulder girdle left / right 
Hip left / right 
Jaw left / right 
Upper arm left / right 
Lower arm left/ right 
Upper leg left/ right 
Lower leg left/ right  
Neck 
Upper back 
Lower back 
 
    

Symptom severity 
scale 
SS- score (0-12) 

The SS scale score is the sum of the 3 symptoms plus the extent of 
somatic symptoms in general. Final SS- score is between 0-12 
 
Fatigue, waking unfreshened, cognitive symptoms;  
for each of the three symptoms above indicate the level of severity 
over the past week following the scale: 

• 0=no problems 
• 1= slight problems, generally mild or intermittent 
• 2= moderate, considerable problems, often present an / or 

at moderate level 
• 3= severe; pervasive, continuous, life disturbing problems 

 
Somatic symptom severity * ; 
indicate whether the patient has  

• 0= no somatic symptoms 
• 1= few somatic symptoms 
• 2=a moderate number of symptoms 
• 3= a great deal of symptoms 

 
Diagnostic criteria  

1) WPI at least 7 and SS-score at least 5 or WPI 3-6 and SS-
score at least 9 or more 

2) symptoms have been at similar level for at least 3 months 
3) the patient has no other disorder that would otherwise 

explain the symptoms 
 

 
*= muscle pain, irritable bowel syndrome, fatigue/ tiredness, thinking or remembering 
problem, muscle weakness, headache, pain / cramps in the abdomen, numbness / tingling, 
dizziness, insomnia, depression, constipation, pain in the upper abdomen, nausea, 
nervousness, chest pain, blurred vision, fever, diarrhea, dry mouth, itching, wheezing, 
Reynaud’s phenomenon, hives/ welts, ringing in the ears, vomiting, heartburn, oral ulcers, 
loss/ change of taste, seizures, dry eyes, shortness of breath, loss of appetite, hearing 
difficulties, easy bruising, hair loss, frequent urination, painful urination and bladder 
spasms 
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Abstract

Background. Fibromyalgia is a signifi cant health problem for women of working age. However, little is known 

about the long-term effects of fi bromyalgia in everyday life or on work ability. Methods. A narrative interview 

study was conducted to explore the experiences of work ability and functioning of patients with a long history of 

fi bromyalgia. Twenty women, aged 34–65 years, were purposively chosen for the interviews, to reach a wide range 

of patients with different social and professional backgrounds. Results. Four types of experience concerning work 

ability were identifi ed in the narratives: confusion, coping with fl uctuating symptoms, being ‘in between’ and being 

over the edge of exhaustion. Severe pain and fatigue symptoms, combined with a demanding life situation and 

ageing, seemed to lead to substantial decrease in work ability and functioning over the long term. In the narratives, 

vocational rehabilitation or adjustments to work tasks were rarely seen or were started too late to be effective.

Conclusions. Exploring the life stories of women with fi bromyalgia can reveal the perceived causes and conse-

quences of fi bromyalgia related to work ability or disability, which can be utilized in developing client-centred 

rehabilitation approaches and effective interventions to support work ability and avoid premature retirement in 

fi bromyalgia patients. Copyright © 2009 John Wiley & Sons, Ltd.
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concentration and memory problems (Clauw and 

Crofford, 2003; Dick et al., 2008). The prevalence of 

fi bromyalgia is estimated to be 1–2% in the general 

population, but a prevalence as high as 8% has been 

reported in women aged 55–64 years (White et al., 

1999a).

The aetiology and pathophysiology of fi bromyalgia 

are not fully understood. In addition to central sensitiv-

ity syndromes, genetic disorders and psychosocial stress 

Introduction

Fibromyalgia is a signifi cant health problem in women 

of working age. The work ability of fi bromyalgia patients 

is challenged by chronic widespread pain, allodynia, 

sleeping disorders and daytime tiredness. Although in-

tensive, fl uctuating pain and fatigue are the most pro-

minent symptoms, patients can also have numerous 

other symptoms, such as depression, irritable bowel or 
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might be involved in the development of fi bromyalgia. 

In the modern paradigm, fi bromyalgia is seen as being 

at one end of continuum from no pain, through regional 

pain to widespread chronic pain (Ablin et al., 2008; 

Buskila, 2007; Yunus, 2007). Since the pathophysiology 

of fi bromyalgia is unknown, no specifi c treatment is 

available. Various symptoms can, however, be alleviated 

with tailored medication, physical low-intensity exer-

cises, cognitive-behavioural interventions or a combi-

nation of all of these (Mannerkorpi and Iversen, 2003; 

Sarzi-Puttini et al., 2008; Williams, 2003).

The natural history and long-term impact of fi bro-

myalgia on everyday life are confl icting. The symptoms 

can be relatively stable and the quality of life can improve 

over time as patients learn to cope with the symptoms. 

However, the symptoms can be progressive over a long 

period, and spontaneous remission seldom occurs 

(Baumgartner et al., 2002; Mengshoel et al., 2001; Sim 

and Madden, 2008). In a review by Henriksson et al. 

(2005), 34–77% of patients were reported to be able to 

continue working in spite of fi bromyalgia, especially 

when adjustments had been made to their work tasks 

and working hours. By contrast, 20–50% of patients 

were on a disability pension or other benefi ts. According 

to Liedberg et al. (2006), fi bromyalgia caused substantial 

diffi culties in the work performance even of young, 

recently diagnosed patients, whereas older patients 

seemed to cope better in a one-year follow-up.

The purpose of the present study was to explore the 

experiences of long-term fi bromyalgia patients, in 

terms of their work ability and functioning, through 

their life stories. The specifi c issues addressed were how 

patients described their work ability and how changes 

in their work ability and functioning were connected to 

life events in their narratives. This study formed part of 

a multi-method follow-up study that was launched in 

2007 at the Rheumatism Foundation in Finland to elu-

cidate the long-term effects of fi bromyalgia. The Ethical 

Committee of the Joint Authority for Päijät-Häme 

Social and Health Care approved the study design and 

methods.

Methods

Narrative research has its roots in the hermeneutic phe-

nomenological tradition, focusing on the lived experi-

ences of individuals, as well as the language that 

structures the experience (Bury, 1982; Polkinghorne, 

1996). Polkinghorne (1996) also states that through 

‘narrative knowing’ people come to understand the sig-

nifi cance of past choices and events in relation to how 

things eventually turned out. As McAdams (1996) says, 

a life story ‘explains how Me of yesterday became 

Me of today and will become the anticipated Me of 

tomorrow’.

Patients’ narratives give voice to suffering in a way 

that lies outside the domain of biomedicine. Telling a 

life story helps the patient to explore the meanings of 

the experiences, reconstruct his or her identity and 

repair the mental and physical damage that the illness 

has infl icted on the body (Hydén, 1997). Moreover, 

exploring life stories may reveal important issues 

linking the illness experience, identity and cultural con-

ventions of talking about the illness (Bury, 2001; Becker, 

1999).

Participants

During 1999–2001, 169 patients participated in fi bro-

myalgia rehabilitation courses at the Rheumatism 

Foundation Hospital. A letter containing information 

on the follow-up study and a consent form had been 

sent to all eligible patients in May 2007 (Figure 1). Age, 

professional background and location were used as 

selection criteria in purposive sampling, to reach infor-

mants in different life situations and hence to bring 

different aspects of functioning and work ability into 

discussion. Ultimately, 20 women, aged 34–65 years, 

participated in the interviews (Table 1).

Data collection

The fi rst author (M.S.) conducted the narrative inter-

views following the ideas of Rosenthal (2003) and 

Wengraf (2001). Participants were reminded of the 

purpose of the study and reassured that they had the 

right to withdraw from the study at any point. They 

were also asked if they agreed to the interview being 

recorded and told that the recording device could be 

stopped later, if they found it disturbing.

Participants were fi rst invited to tell their life story. 

A time limit of 30 minutes was suggested, but some 

participants took almost an hour to complete their 

account. In the second phase, participants were encour-

aged to elaborate their story through questions that 

emerged from the account. Typical questions were: 

‘What happened after you . . .?’ or ‘Would you tell me 

more about this experience?’ The interview ended in 
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free discussion. The interview session took two to four 

hours to complete.

Data analysis

The data were analysed in stepwise fashion, applying 

the ideas of Polkinghorne (1996) and Labov and 

Waletzky (2003). The fi rst author had the main respon-

sibility for the process, and the fi ndings were peer 

reviewed by the second and third authors and then 

elaborated further. In the fi rst stage of the analysis, the 

recorded material was listened through and the tran-

scripts were read several times. The story was divided 

Not reached n = 17  

Respondents 2007 n = 98  
Refused to participate in follow-up  
n = 2 

Written informed consent to participate in an 
interview n = 47 (2 men, 45 women) 

Men excluded for ethical reasons  

Purposive sample of 20 women   

Eligible patients 2007 n = 152 

Participants of rehabilitation courses 1999–2001 
n = 169 (9 men, 160 women) 

Figure 1 Sampling fl ow-chart

Table 1. Characteristics of the participants

Pseudonym Age Labour market status Years with

fi bromyalgia-symptoms

(years since diagnosis)

Occupation or

type of work

Maria 53 Sick-listed 13 (12) Assistant pharmacist

Aila 61 Disability pension 16 (15) Cleaning

Raija 51 Sick-listed 25 (10) Care of the elderly

Mirjam 52 Full-time work 20 (15) Social work

Anna 52 Unemployed 15 (13) Bank clerk

Terttu 63 Disability pension 28 (12) Nanny

Laila 46 Full-time work 15 (10) Nanny

Helena 45 Adjusted full-time work 15 (10) Practical nurse

Taina 61 Disability pension 10 (9) Pharmacist

Marita 51 Adjusted full-time work 25 (9) Nanny

Lilli 34 Part-time work 14 (9) Cleaning

Paula 65 Disability pension 20 (12) Industrial work

Maija 57 Disability pension 18 (15) Industrial work

Katri 58 Full-time work 10 (9) Farming

Liisa 63 Pension due to age 20 (12) Nurse

Anni 58 Disability pension 15 (10) Nanny

Taru 49 Sick-listed, in re-education 15 (10) Clerical work

Sara 49 Adjusted full-time work 25 (9) Pre-school teacher

Iiris 59 Sick-listed 13 (10) Pre-school teacher

Rita 60 Disablity pension 15 (10) Practical nurse



Musculoskelet. Care 8 (2010) 18–26 © 2009 John Wiley & Sons, Ltd. 21

Sallinen et al. Experiences of Work Ability in Fibromyalgia

into identifi able episodes, which were then organized 

chronologically and a one-page core story of each inter-

view was constructed. Finally, all the episodes and core 

stories were re-analysed to fi nd repeated, recurrent or 

forceful expressions of work ability and functioning 

(Overcash, 2003).

Results

All but one of the 20 participants of the study could be 

considered to be of working age, but only six of them 

were still working full time. The women who were not 

in a paid work role at the time of the interviews were 

on permanent disability pension, on sick leave or 

unemployed. The narratives of the participants were 

powerful descriptions of life events, work and family 

life as they had experienced and interpreted them. They 

also included sensitive themes, such as mental health 

problems, family violence or death of a family member 

in their life stories and thus created intensive and 

evocative narratives.

In the analysis, four types of experience concerning 

work ability emerged: confusion, coping with fl uctuat-

ing symptoms, being ‘in between’ and being over the 

edge. In some narratives, these episodes were consecu-

tive, creating a linear storyline from work ability to 

disability. However, more commonly a dynamic move-

ment back and forth between the four experiences was 

seen, often linked to the life situation in general.

Confusion

The experience labelled as ‘confusion’ was also expressed 

in the narratives as ‘knowing but not knowing’ or 

‘being lost’. The women had fi rst paid little attention to 

waxing and waning symptoms, which were interpreted 

as temporary aches and pains that everyone has occa-

sionally. Gradually, the symptoms became more intense 

and unpredictable, and began to disturb their working 

life. It was diffi cult to keep up a normal work perfor-

mance because of tiredness and pain, described by par-

ticipants as being somewhere and everywhere at the 

same time. The women knew that something was 

wrong but could not pinpoint what it was, as the extract 

from Anna’s account illustrates:

‘I was working long days, especially at the time of 

the bank mergers [in the beginning of the 

1990s] . . . you always thought that it was the reason 

for being constantly tired and painful here and 

there . . . I could not sleep . . . there was this constant 

pain that you didn’t know where it came from . . . it 

was travelling all the time; one day it was the left 

arm and the next day the right leg or back or 

neck . . .’ (Anna, 52)

The women had visited medical doctors several times, 

complaining of decreased work ability, pain and other 

symptoms, but to no effect. The comment ‘there is 

nothing wrong with you’ was repeated time after time. 

Often, healthcare staff and employers had directly said 

that the women had a mental health problem. The 

invisibility of fi bromyalgia was experienced as an obsta-

cle for being recognized as a real patient. Paula said:

‘We had our own physician and a nurse, but they 

thought it was just . . . uhmm . . . you didn’t really 

want to talk about it,’cause you would be seen as 

one of those who just think they are ill . . . they let 

you understand that it doesn’t really exist . . . that is 

why it was diffi cult to seek help . . . they thought it 

was all in your head . . .’ (Paula, 65)

Coping with fl uctuating symptoms

The women used phrases like ‘learned to live with it’ or 

‘I can manage’ to express the experiences named here 

as ‘coping with fl uctuating symptoms’. In these experi-

ences, the symptoms did not fade away but did not 

disturb the women’s everyday life or work. Both formal 

and informal adjustments were made to support work 

ability and avoid spells of sick leave. Prioritizing work 

tasks and working at one’s own pace were examples of 

informal adjustments. The women had also discussed 

their problems with colleagues and superiors in more 

formal situations. In some cases, it had led to adjust-

ments concerning working hours or physically demand-

ing tasks, which in turn helped them to continue at 

work. The effect of adjustments on work ability is 

described in the following extract:

‘It was last spring when I stopped working night 

shifts for good . . . before that, it could be two to three 

night shifts in a row . . . then I spent the days taking 

painkillers to be able to work the next night . . . and 

we agreed to change it, because there were others 

who wanted to do nightshifts . . . it has been much 

easier for me ever since . . .’ (Helena, 45)

Participants compared their current work ability 

with that of their younger days, and identifi ed their 
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fi bromyalgia symptoms as being as bad or even worse 

than they had been in the past. Other chronic health 

problems, such as arthrosis or cardiac symptoms, had 

developed with age, and these had also decreased their 

work ability. When a disability pension had fi nally been 

granted, it had been experienced as a relief, or, as 

one of the women put it, an amnesty. It gave them 

the opportunity to break down their activities into 

smaller tasks and to ‘listen’ to their bodies, both result-

ing in better coping. This is elucidated in the following 

extract:

‘I also have other pains . . . degeneration of the joints 

and such . . . but now I of course cope fi ne, because 

I am just at home [on disability pension] . . . every-

thing has changed for the better . . . I sleep better, 

with the proper medication . . . I have almost no 

symptoms now, only if I do something, I get 

sore . . . it is probably the whole thing that 

helped . . . the decrease in physical and mental 

burden, you know . . .’ (Aila, 61)

‘Coping with fl uctuating symptoms’ gave participants 

a positive view of the future. They were able to continue 

in their social roles and activities, although some com-

promises were necessary. Coping was expressed as an 

acceptable goal of recovery, thus recognizing that full 

remission might not be possible.

In between

The experience that is labelled here as ‘being in between’ 

refers to the process of moving back and forth between 

full work ability and work disability. In the narratives, 

two types of ‘in-between’ experiences could be identi-

fi ed. Firstly, the women described situations where they 

were working in poor health, exceeding their cap acity, 

which then led to sick leave due to overloading. The 

pain and sleeping problems caused a vicious circle of 

tiredness and muscular pain, which could no longer be 

relieved with sleep or painkillers. Their superiors 

did not always understand how much pain these 

women were experiencing, and behaved accordingly. 

Marita says:

‘You were wondering at the gate of the workplace 

whether you should go to work or to see the 

doctor . . . the boss we had back then didn’t under-

stand at all . . . I had heavy medication then, like 

Tramal for the pains . . . and then she demanded 

that I return to work . . . two weeks was the maximum 

sick leave that she accepted . . .’ (Marita, 51)

Secondly, being ‘in between’ was explained at a more 

societal level. The women described how fi bromyalgia 

combined with other symptoms had gradually forced 

them to take long-term sick leave, since adjustments to 

their work had not been made or had failed. Their 

previous work was no longer an option for maintaining 

the paid work role, yet access to permanent disability 

benefi ts was denied. This caused not only distress and 

anxiety, but also severe fi nancial diffi culties. Maija 

describes her situation:

‘I was so angry; I had used the 300 days of tempo-

rary sickness benefi ts [maximum], and then I got a 

decision that said “you may be disabled but not in 

the sense that is meant in the legislation” . . . I cried 

my eyes out for weeks . . . what more did they 

want? . . . I was not unemployed, so I could not have 

any employment benefi ts either . . .’ (Maija, 57)

Maija’s account also refl ects the inability of the authori-

ties to communicate with their clients in an understand-

able language and to offer advice on how to proceed 

after a negative decision has been made. Lack of early 

rehabilitation interventions was typical in the narratives 

and, for example, vocational rehabilitation was either 

not suggested or it had started too late to be effective. 

For some women, being ‘in between’ meant frustrating 

and depressing years of unemployment or part-time 

jobs, as suitable full-time work was not available.

Over the edge

The participants of the study discussed tiredness not 

only as a physiological lack of sleep, but also as a mul-

tidimensional, overwhelming exhaustion, where pain 

was intolerable, sleeping was seriously disturbed and 

their mood was depressed. Work was experienced as an 

extra burden, sapping their last drops of remaining 

energy. However, the women struggled on at work until 

they were physically and mentally too exhausted to con-

tinue. They described this experience as ‘falling over the 

edge of exhaustion’.

The experience of being ‘over the edge’ was closely 

linked to diffi cult life situations in the women’s accounts. 

Death of a close relative was often mentioned as a 

triggering event for exhaustion. In some cases, an 

accumulation of unwelcome events, such as domestic 
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violence, divorce and loss of home, had eventually 

pushed the women over the edge. Iiris describes her 

situation:

‘I was still going through the divorce process 

myself . . . and then at work, there were two kids that 

had experienced a violent divorce at home and I 

was supposed to take care of them . . . I told my boss, 

that I couldn’t manage this . . . I don’t have the 

resources now . . . and at the same time my ex 

wanted to move back in and when I did not agree 

he began to call me names and do all the other 

things . . . and then my son came down with a 

mental illness . . . I just ploughed through the 

autumn . . . I was so horribly tired and in pain and 

felt that I just couldn’t take any more . . . then even-

tually one day I just could not go . . . [crying] . . . I sat 

with my winter coat on in the hall to go to 

work . . . but I just could not . . . my feet couldn’t even 

carry me to the door . . .’ (Iiris, 59)

Many women referred to suicidal thoughts that they 

sometimes had, thus revealing moments of despair, 

even if the thoughts were quickly rejected. The fear that 

something bad might happen was concrete, as illus-

trated by the following quote from Anni’s narrative:

In that sense, it was a relief that nothing dramatic 

happened . . . I was afraid that something might 

happen or I might do something . . . lose my grip and 

drop [a child] . . . if something had happened it 

would mean grief for evermore . . . I would never 

have forgiven myself had I hurt the children . . . or 

myself . . . you see, when you are totally exhausted, 

something can happen . . . (Anni, 58)

The ‘over the edge’ experience undoubtedly repre-

sented the worst possible scenario in the narratives, and 

all participants had experienced it at some time. 

However, in the accounts, the time span varied indi-

vidually, from days or weeks to several months. In some 

cases, return to work and recovery had been possible 

after the problematic life situation had been solved or 

after substantial reorganization of working hours and 

tasks had been carried out.

Discussion

Work ability, as experienced by women with a long 

history of fi bromyalgia, could not be captured in a 

single defi nition, but in a spectrum of different ones. 

The ‘confusion’ experience refl ected uncertainty in a 

new situation but was often resolved when more infor-

mation was available. The experience of ‘coping with 

fl uctuating symptoms’ was a success story; even when 

the symptoms continued, they caused no substantial 

problems in relation to work ability. The ‘in-between’ 

experience represented a more complicated situation, 

leaving the patient somewhere between work ability 

and disability. The fourth experience, ‘being over the 

edge’, was strongly associated with lack of control and 

overwhelming fatigue. These four experiences have 

similarities to the three themes of illness experiences 

that Sim and Madden (2008) found when reviewing 

qualitative studies on fi bromyalgia: searching for diag-

nosis, legitimacy and coping. In the present study, 

however, participants’ experiences of not coping in 

their working life were emphasized. The impact of 

ageing on fi bromyalgia symptoms was frequently per-

ceived as negative and the symptoms were experienced 

to be the same or even worse than before. Several 

chronic health problems had developed with age, which 

of course challenged work ability further. Many of the 

participants were already outside the labour market and 

their mean age was higher than that in previous studies, 

both of which might partially explain the impression of 

progressive deterioration in work ability in this study 

(Arnold et al., 2008; Liedberg et al., 2006; White et al., 

1999b).

According to Undeland and Malterud (2007), receiv-

ing a diagnosis may be a turning point in the lives of 

people with unexplained symptoms. However, after the 

initial relief of having a diagnosis, uncertainty and stig-

matization continue, since fi bromyalgia does not seem 

to invoke recognition from either doctors or lay people. 

In a recent article, Yunus (2008) criticized the dualistic 

distinction of  ‘diseases’ based on structural pathology 

and ‘illnesses’ based on experience. He pointed out that 

this distinction causes negative impacts on the care of 

patients, in terms of false attitudes and under-rated 

symptoms, which eventually increase the confusion of 

the patients. The present study supports this idea. 

Bearing in mind that most the participants of this study 

had received their diagnosis in the mid-1990s, when 

fi bromyalgia was not well known, their experiences 

were strongly associated with a lack of credibility and 

legitimacy. Many women had suffered uncertainty for 

several years before the diagnosis was confi rmed and 

appropriate treatment and rehabilitation was started.
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The fi ndings of this study confi rm the results of 

Löfgren et al. (2006), indicating that rehabilitation 

measures are poorly adapted to supporting women 

with chronic pain conditions and that the lack of fl ex-

ibility and support in the work place makes a return to 

work challenging, if not impossible. In the present 

results, early rehabilitation interventions were in many 

cases completely lacking, and the necessary adjustments 

to working tasks or hours had been started too late 

to be successful. Moreover, Nordenfeldt (2008) points 

out that work ability requires not only manual and 

intellectual competence for the specifi c task, but also 

suffi cient physical, mental and social health and that 

the organizational work environment is acceptable or 

adjustable to the needs of the individual. The wish to 

be seen as a whole person with individual needs, instead 

of being fragmented by numerous diagnoses, was also 

forcefully expressed in the narratives of this study.

In the narratives describing the ‘over the edge’ expe-

rience, a return to work was perceived as unrealistic, 

not only because of the physical, psychological, emo-

tional and social limitations of the women, but also 

because of the unbearable life situation. This fi nding is 

in accordance with the results of Henriksson et al. 

(2005), who remind us that not only the prominent 

symptoms, but also the whole-life situation should be 

considered when determining whether a person can 

continue to work.

Methodological considerations

According to Malterud (2001), the rigour of qualitative 

research can be evaluated through refl exivity and trans-

parency, as well as transferability of the research process. 

The data from this study were collected and transcribed 

by one researcher. The fact that the majority of the 

participants were middle-aged women might have had 

a positive effect on the conduct and content of the 

interview sessions. The fact that the women voluntarily 

included sensitive and intimate life events in their 

stories suggested that the interviewer was perceived as 

reliable and easy to approach. This enabled rich and 

evocative narratives to be produced.

The study was open to both men and women, but 

only two men volunteered for the interviews. It was 

possible, but unlikely, that they would have been able 

to be identifi ed, owing to the small number of men in 

the original rehabilitation groups, so we therefore 

decided to include only women in this study. Although 

fi bromyalgia and chronic widespread pain are more 

common in the female population, men should be 

included in future studies, to assess the impact of fi bro-

myalgia on their work ability, as their occupational 

demands might be very different from those of women.

It is possible that the narrated life stories were biased 

because of memory distortion or emotional loading. 

This was counteracted by asking questions concerning 

life events later in the interview, and thus deepening the 

meanings and connotations of these events in the par-

ticipant’s life. Although the fi ndings of a narrative study 

should not be generalized for population groups at 

large, it is possible to discuss the transferability of the 

results to another group of patients (Malterud, 2001). 

It is likely that numerous middle-aged women with 

fi bromyalgia could tell similar stories to those included 

in this study. The inclusion of authentic extracts was 

intended to give the reader the possibility of assessing 

the relevance of the fi ndings in relation to other situa-

tions and settings and thus to refl ect on the credi bility 

and trustworthiness of the fi ndings.

This narrative analysis concerned a relatively small 

number of cases, and further research is needed to 

establish the long-term effects of fi bromyalgia on func-

tioning and work ability. It is possible that women with 

more severe problems in functioning were more eager 

to participate in the interviews than those who were still 

working. Most of the participants in this study were 

already out of the labour market and only a few were 

working full time. The question of whether this refl ects 

the development of work disability in fi bromyalgia on 

a more general level remains to be elucidated.

Conclusions

The fi ndings of this study show inter- and intraindi-

vidual variation in functioning and work ability in 

women with a long history of fi bromyalgia. Severe pain 

and fatigue symptoms, combined with a demanding life 

situation and ageing, seem to lead to a substantial 

decrease in work ability and functioning in the long 

term. Recognizing the experiences of being ‘in between’ 

and ‘over the edge’ is essential in occupational health 

care, in the work place and in rehabilitation settings. 

These fi ndings indicate that fi bromyalgia patients with 

complicated lives are at high risk of dropping out of the 

labour market permanently and need innovative and 

well-timed rehabilitation interventions to support their 

empowerment, overall functioning and work ability.
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 Abstract 
 The aim of the study was to explore how fatigue was experienced and explained in life stories of women with a long history 
of fi bromyalgia to gain a deeper understanding of fatigue as a phenomenon. The data was drawn from the narrative inter-
views of 20 purposively chosen women with fi bromyalgia. In the analysis, the ideas of episodic reading and paradigmatic 
analysis of narratives were used to fi nd recurrent and repeated experiences of fatigue from the data. Five main themes 
emerged from the data: sleepless nights, physical weakness, loss of mental energy, social withdrawal and overwhelming 
exhaustion. The narratives indicated that in fi bromyalgia, fatigue is a transient, extreme and intensive experience, which 
causes major disability and distress and which has consequences on every aspect of life. A deeper understanding of the 
multi-dimensionality of fatigue may help physiotherapists and other health professionals to increase the relevance and 
effectiveness of the interventions aimed at fi bromyalgia patients who complain of fatigue.  
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pain and fatigue. The overall level of daily fatigue is 
rated higher in fi bromyalgia, and the patients show 
greater day-to-day variance in fatigue and vitality 
compared with patients with rheumatoid arthritis or 
osteoarthritis (10). Crooks (11) in turn noticed that 
sleeping problems and fatigue force fi bromyalgia 
patients to change their daily routines and to pace 
their activities to manage the symptoms, thus decreas-
ing their ability to work and to participate in hobbies 
and recreational activities. 

 Although neither a single cause nor cure for fi bro-
myalgia has yet been found, there is growing evidence 
that physiotherapy interventions such as aerobic exer-
cise, strength training and balance and coordination 
exercises are benefi cial in the treatment of fi bromyalgia 
(12,13). However, research suggests that dropout rate 
may be high and exercise adherence may be low among 
this patient group (14), and this may in part be a result 
of perceived fatigue. In this qualitative study, we 
explored the narrated life stories of women with a long 

Introduction 

 Fatigue as a chronic symptom is a well-known man-
ifestation of a number of chronic diseases like cancer, 
multiple sclerosis and stroke (1 – 3), but it is also 
prevalent in pain-related disorders, such as rheuma-
toid arthritis (4) and chronic widespread pain (5). 
According to Sonnenschein et al. (6), fatigue can be 
defi ned as a subjective feeling of low vitality that dis-
rupts daily functioning and that ranges from tired-
ness to severe exhaustion. They defi ned tiredness as 
a common short-lived physical experience, which in 
most cases disappears with rest, whereas exhaustion 
is labelled with depressive symptoms, work-related 
disability and physiological alterations of the endo-
crine functions. 

 In fi bromyalgia, fatigue is one of the core symp-
toms, in addition to chronic widespread pain, tender-
ness and allodynia (7,8). Theadom et al. (9) noticed 
that up to 99% of fi bromyalgia patients report poor 
sleep quality, which signifi cantly predicts increased 
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participated in fi bromyalgia rehabilitation courses at 
Rheumatism Foundation Hospital during 1999 – 2001 
(the Hospital was closed down in April 2010). In addi-
tion to specialized hospital care and orthopaedics, the 
Rheumatism Foundation Hospital provided rehabili-
tation courses for patients with various rheumatic con-
ditions, including fi bromyalgia. The rehabilitation 
courses were funded by the Social Insurance Institu-
tion (SII), and the regional offi ces of SII selected the 
patients based on application and doctor ’ s referral. 
Each fi bromyalgia-specifi c rehabilitation course of 
10 – 12 patients was completed in 17 – 20 days, divided 
into two or three intensive inpatient periods within 6 
months. The daily programme comprised lectures, 
group discussions, physiotherapy group exercises, 
relaxation exercises and some individual treatments. 
However, the emphasis was on education and coun-
selling instead of treatment of symptoms as such. 

 After the local ethics committee approved the 
study design and methods of the follow-up study, all 
eligible participants ( n   �  152) were approached with 
an information letter, a questionnaire on personal 
information and a consent form. Ninety-six respon-
dents gave their informed consent to the follow-up 
study and 47 volunteered for the interview study. 
Age, professional background and location were used 
as criteria in purposive sampling aiming at maximal 
variation. The sampling process is presented in detail 
in the fl ow chart (Figure 1). 

 The sample consisted of 20 middle-aged women 
from both rural and urban areas from different parts 
of the country. The mean age of the participants was 
54 years, ranging from 34 to 65 years. The duration 
of fi bromyalgia symptoms was on average 17 years 
(range 10 – 30 years), but in most cases diagnosis had 
not been confi rmed until several years later; the time 
since diagnosis was on average 11 years (range 10 – 15 
years). The professional background of the participants 

history of fi bromyalgia in order to gain a deeper under-
standing of the meanings of fatigue in their everyday 
life and functioning. The purpose was to illuminate 
how fatigue was experienced and explained in the nar-
ratives, and what was the perceived impact of fatigue 
on functioning in a long-term perspective.   

 Methods and participants  

 Narrative approach 

 According to Bruner (15), we tend to organize our 
experiences in a form of a narrative to make sense of 
life and to construct our identity. Narrativity assumes 
active agency of the narrator in order to re-interpret 
one ’ s life events and to reconstruct a coherent life 
story. Moreover, it has the potential of showing how 
participants link events and experiences together and 
what the signifi cance is attributed to the experiences 
(16). However, as Atkinson (17) points out, a per-
sonal narrative is not meant to be read as an exact 
record of events; rather than that, it reveals a certain 
unique point of view. Narratives can be seen as a 
co-constructed result of interaction between the nar-
rator and the listener, in which the intentions, beliefs, 
desires, fears and values of the narrator are explicated 
in the form of a story (18,19). Furthermore, dialogue 
with the interviewer may open new perspectives and 
prompt the individual to focus on previously unno-
ticed experiences (20). In this study, narrativity was 
used both as a philosophical approach and as a 
method of collecting data, which gives a voice to the 
participants ’  experiences and interpretations.   

 Participants 

 The present narrative study forms part of a multi-
method follow-up study of patients ( n   �  169) who 

Not reached n = 17

Respondents 2007 n = 98
Refused to participate in follow-up

n = 2

Written informed consent to participate in an
interview n = 47 (2 men, 45 women)

Men excluded for ethical reasons

Purposive sample of 20 women

Eligible patients 2007 n = 152

Participants of rehabilitation courses 1999-2001
n = 169 (9 men, 160 women)

 

 Figure 1.     Sampling fl ow-chart.  
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 Experiences of fatigue in fi bromyalgia 13

represented professions that can be considered typi-
cal among Finnish women, such as nursing, teaching, 
offi ce or industrial work. However, at the time of the 
interviews only six of the participants were full-time 
workers, seven were on a permanent disability pension, 
three were part-time workers or unemployed, another 
three were sick-listed and one participant had retired 
because of old age.   

 Data collection and analysis 

 Data were collected by a narrative interview method 
inspired by Rosenthal (21) and Wengraf (22). The fi rst 
author conducted all the interviews in August – Octo-
ber 2007 at the time and place chosen by the partici-
pants, in most cases in their homes. At the beginning 
of the interview, the participants were reminded of the 
purpose and context of the study and of their right to 
withdraw at any point. The participants were fi rst 
invited to tell their life story in their own words, 
including events of their own choice. Then the account 
was refl ected upon and enriched through questions on 
the themes emerging from the account. The interview 
was closed with a general discussion, which gave the 
participant a possibility to discuss her own situation 
further and ask about e.g. current advances in the 
treatment of fi bromyalgia or to comment on the study 
in question. It also gave the interviewer a possibility 
to observe the participants for a while and make sure 
that they were at ease after sharing their life stories, 
which were often emotionally loaded. The whole 
interview session thus took 2 – 4 h. 

 The data analysis was built on methods described 
by Polkinghorne (23) and Riessman (24). The 
recorded material was listened to and the verbatim 
transcripts were read through several times to cap-
ture the  “ whole ”  of each interview. Each life story 
consisted of a series of episodes describing important 
life events and interpreting causes and consequences 
of the events. In the second stage of the analysis, 
these episodes  –  the stories within the story  –  were 
identifi ed (25). The identifi ed episodes were orga-
nized chronologically to reconstruct a core story of 
each narrative. In the fi nal stage, the episodes and 
the core stories were re-analysed across the data of 
20 interviews to fi nd repeated, recurrent and forceful 
experiences of fatigue.    

 Results 

 Fatigue was the most common topic of discussion in 
the data, and many women described it as the most 
problematic symptom of fi bromyalgia, even when 
compared with chronic pain. The intensity of fatigue 
varied on a day-to-day basis and fatigue was there-

fore perceived as a severe and unpredictable prob-
lem. In the narratives, fatigue was not only linked to 
pain or sleeping problems, but to demanding life 
events in general. In the following, the results of the 
analysis are represented under fi ve themes that 
emerged from the data: sleepless nights, physical 
weakness, loss of mental energy, social withdrawal 
and overwhelming exhaustion. 

 In the extracts, pseudonyms are used and some 
identifying details have been deleted or changed to pro-
tect the integrity and anonymity of the participants.  

 Sleepless nights 

 Sleeping problems were familiar to all participants. 
In the narratives, the severity of sleeping problems 
varied from occasional problems to a constant lack 
of sleep. Fatigue was perceived both as a cause and 
a consequence of chronic pain, and many women 
found it diffi cult to say which had started fi rst. In 
many narratives, sleeping problems were connected 
to workload, especially if the working hours were 
irregular, as in nursing or industrial work. The fol-
lowing excerpt highlights this issue: 

 [After a night shift] I slept maybe an hour or 
hour and a half a day  …  you know how it is when 
you don ’ t sleep practically at all for weeks and 
months  …  In fact, I was practically sleepless for 
years  …  I don ’ t know how I managed to drive 
the car with all that medication I had back 
then  …  and the pain  …  it was like some spike 
or thread was pulled through every joint of the 
body …  once I woke up in the middle of the 
nightmare where I was tortured by the Nazis  …  
(Liisa, 63) 

 Over the years, the participants had developed 
various methods to increase the amount and quality 
of sleep. Some of them had started for example win-
ter swimming or exercising in the evenings to help 
them fall asleep. Using sleeping pills was usually not 
seen as an option because of side-effects, such as 
 “ foggy mornings ” . Medication was described as the 
last option, used only if nothing else seemed to help. 
The participants who were not in paid work because 
of disability or sickness benefi ts pointed out that pac-
ing of activities was now possible. On the one hand, 
knowing that you do not have to concentrate on 
working tasks reduced the stress caused by sleepless-
ness. On the other hand, disability pension or sick 
listings were perceived as giving in to fatigue.   

 Physical weakness 

 The participants often described fatigue as physical 
weakness, especially in connection with early pain 
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symptoms. Muscular weakness or loss of strength 
developed gradually and was at fi rst explained to be 
caused by temporary pains and aches or physical 
overloading. In many narratives, the experience of 
physical weakness had increased over the years and 
caused substantial diffi culties in leisure time activi-
ties and household tasks. The following extract elu-
cidates how Taina anticipated the consequences of 
physical loading in her daily activities: 

 I have to decide, you know  …  for example if 
there is a heavy cleaning job to be done, I have 
to decide that  tomorrow  is the day  …  then I do 
it and suffer from it later on  …  because it takes 
time to recover  …  (Taina, 61) 

 The experience of physical weakness was strongly 
linked with work ability and disability. The partici-
pants told how they constantly struggled to complete 
their work tasks, and how worn out they were after 
a working day. The following extract describes Arja ’ s 
situation just before a long sick leave: 

 Well, I will remember that Saturday forever  …  
one of us used to work on Saturdays, you see  …  
it was always a busy day anyway  …  and we have 
residents ’  accommodation at one end of the 
building and our locker room is at the other end, 
and the corridor in between is maybe a hundred 
metres long  …  I could barely cover that distance 
at the end of that day  …  I was so tired once and 
for all  …  so tired  …  (Arja, 61) 

 After the rehabilitation course, many participants 
had taken up light exercising to improve their physi-
cal fi tness. However, they confessed that over time, 
their motivation had decreased and exercising had 
become more irregular. They had noticed that recov-
ery of the muscles took longer and muscular pain 
after physical activity was worse than earlier. This 
easily led to giving up physical loading, such as exer-
cising and heavy household work, although many 
participants had recognized the risks of inactivity. It 
was also perceived as challenging to fi nd the energy 
for exercising when the pain and fatigue were 
intense.   

 Social withdrawal 

 In the narratives, social relations were largely infl u-
enced by fatigue. Many of the participants worked in 
fi elds where social interaction with colleagues and 
clients was expected. However, sometimes even talk-
ing or listening to others was found to be too demand-
ing because of fatigue. The following excerpt sheds 
light on this perspective: 

 I was quiet and withdrew from the work team  …  
it was a huge effort for me to chat  …  I preferred 

to visit places [in elderly care] where I knew that 
I would not need to talk  …  (Ritva, 51) 

 The demands of social life were sometimes seen to 
be beyond one ’ s capacity, and some participants had 
therefore decided not to invite people over or to visit 
friends. In some cases, relationship with husband or 
other family members was also disrupted because of 
fatigue. The women felt that they were no longer able 
to be the wife or mother they used to be because of the 
constant fatigue and pain. Not only had the responsi bi-
lities for domestic work, but also emotional and intimate 
life changed. Some participants used social withdrawal 
as a method to protect their family members instead 
of burdening them. Pirjo explains this as follows: 

 As the poet says:  “ into the peace of the gorge /I 
creep like a beast/ to die  …   ”   …  You see, it is 
easy to shut the door from the rest of the world  …  
it is not only that I want to wallow in self-pity  …  
but more like  …  I don ’ t want to be a burden to 
anyone  …  you see  …  I can be a real bitch some-
times  …  especially when I am tired and in pain  …  
(Pirjo, 60)   

 Loss of mental energy 

 The experience named here as  “ loss of mental energy ”  
was described in the narratives as a process labelled 
with loss of initiative and joy or with depressive 
thoughts and low self-esteem. The participants pointed 
out the inner change they had noticed. The former 
energetic, happy and hardworking woman had turned 
into a constantly tired, sad and depressed woman with 
diffi culties in fi nding the energy to get dressed, not to 
mention managing a working day. The following 
excerpt highlights this kind of transition: 

 I got a trip to City X as a gift  …  I spent 10 days 
there and all the time I felt that I was in the 
wrong place  …  I did not enjoy it at all  …  what 
has happened to me that I cannot enjoy things 
like this anymore?  …  I don ’ t prepare food for 
days  …  and I don ’ t fi nd the energy to clean the 
house  …  I used to be a hard-working woman, 
you see  …  and active in society, too  …  but now  …  
all that has changed  …  (Ritva, 51) 

 Many participants shared openly their experi-
ences of mental health problems like depression, 
which was often explicated as a form of excessive 
fatigue. Loss of mental energy was perceived as an 
unwanted, neglected and rejected form of fatigue, 
which was seldom discussed with health profession-
als. This was because of the experience that such 
discussion would only lead to more medication 
instead of other types of help or support. Moreover, 
they explained that the loss of mental energy was 
frequently belittled with comments such as  “ if you 
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are tired, you should go to bed earlier ”  or  “ pull your-
self together ” . The participants were annoyed and 
frustrated by these comments, especially when hear-
ing those from health professionals, who might be 
expected to be aware of the participants ’  situation.   

 Overwhelming exhaustion 

 The experience named here as  “ overwhelming 
exhaustion ”  was also expressed as  “ fi bro-days ”  or 
 “ collapse ” . Many participants explained how the 
situation deteriorated when disturbed sleep or exces-
sive workload was combined with a complex life 
situation or cumulating daily hassles. The partici-
pants continued to work when in poor condition, but 
eventually sick leave was inevitable because of exhaus-
tion. The whole narrative of  “ Irene ”  represented the 
overwhelming exhaustion that she was suffering from 
at the time of the interview. Her narrative was cha-
otic, extremely emotional and she burst into tears 
several times during the interview. However, she was 
determined to tell her whole life story, which included 
tragic events in her family, diffi culties at work and 
fi nancial problems. As a result of her demanding life 
situation, her pains and aches and fatigue had 
increased dramatically and she had been practically 
bed-ridden for weeks. In the following quotation, she 
summarizes the situation: 

 At this moment I think  …  with all the children 
living on their own  …  that my situation is  …  that 
nobody needs me anymore  …  there isn ’ t anything 
[crying]  …  I have no strength to go on  …  I don ’ t 
expect anything  …   if  there is a future  …  if only I 
could recover  …  but now I feel that I have no 
resources now  …  I am too exhausted  …  I ’ m  so  
tired of being tired, you see  …  (Irene, 59) 

 In most cases, the sick listing for exhaustion could 
last for weeks or months, and the participants were 
convinced that the development of the situation 
could and should have been intervened with earlier. 
They found it confl icting that physicians often only 
focused on blood tests or X-rays instead of discussing 
the functional limitations or the entire life situation 
when evaluating work ability. As a result nothing 
 “ infl ammatory ”  was found, no interventions were 
started, and over time, the exhaustion evolved into a 
comprehensive and crushing fatigue experience, 
which not only caused work disability, but also severe 
limitations in daily functioning at home.    

 Discussion 

 The purpose of this study was to shed light on the 
experiences of fatigue in fi bromyalgia. We will fi rst 

address some limitations of the study before discuss-
ing the substantial fi ndings. 

 In this study, purposive sampling was used to 
reach a rich variety of experiences. The main limita-
tion regarding the sampling is that we were not able 
to recruit men to our study. Only two men volun-
teered for the interviews, but they were excluded for 
ethical reasons. It was possible, yet unlikely, that they 
could have been identifi ed because of the small num-
ber of men in the original rehabilitation groups. 
However, our sample of 20 middle-aged women with 
fi bromyalgia can be considered representative of the 
patient group in question; the majority of fi bromyal-
gia patients are women in midlife (8,26). Secondly, 
the sample size of 20 participants is relatively small, 
and it is possible that in a bigger sample some other 
experiences might emerge than those described here. 
In narrative study, the aim is to reach a thorough 
analysis and deep knowledge on the study material 
and on what in the data is relevant to the research 
question (27). In this study, the amount of data 
served our purposes more than suffi ciently, enabling 
versatile and rigorous review and analysis of the data. 
We believe that fatigue experiences similar to those 
described here could also be elicited from other 
patients with fi bromyalgia. The results are thus trans-
ferable to other situations and settings with fi bromy-
algia patients, although they cannot be generalized 
to the population at large (17,27). Finally, in this 
study every third participant was on permanent dis-
ability benefi t, which is a substantially higher rate 
than in earlier qualitative studies (28 – 30). This dif-
ference could be partially explained by the older age 
and long illness history of the participants in the 
present study. It is also possible that people who were 
not in paid work were more eager to participate in 
an interview study compared with those in full-time 
work. 

 The most striking fi nding of the present study 
was the sheer diversity and intensity of the experi-
ences of fatigue. The evocativeness of the narratives 
can be seen as a strength of the study. Fatigue was 
perceived as an unpredictable symptom that decreased 
substantially work ability and functioning in every-
day activities. As some of the participants explicated, 
one can learn to tolerate the pain, but combined with 
fatigue it changes one ’ s whole life into suffering. In 
the narratives, fatigue was seen as the most disturb-
ing problem, whereas pain was fi rst and foremost 
referred to as an early sign of fi bromyalgia or as a 
 “ lifelong companion one has to deal with ” . In the 
present study, fatigue was often discussed in the con-
text of working life and work-related disability. Work 
ability was not only threatened by daytime tiredness 
after a sleepless night or decrease in physical endur-
ance, but also by decrease in vitality and by  challenges 
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in social interaction, which were perceived as results 
of constant, uncontrolled fatigue. These fi ndings 
accord with, and add more detailed knowledge to, 
earlier fi ndings by Henriksson et al. (31), who pointed 
out that perceived fatigue predicts physical impair-
ment and work disability, and could thus be an even 
more dominant disabler than chronic pain in work-
ing-age patients with fi bromyalgia. 

 In our data, psychosocial elements of fatigue were 
emphasized, and in some of the narratives, the experi-
ences of fatigue and depression seemed to overlap. 
This was especially apparent in the narratives describ-
ing overwhelming fatigue where depressive symptoms, 
hopelessness and despair formed a substantial part of 
the experience. In modern society, mental health 
problems carry a heavy negative stigma, and therefore 
it can be more socially acceptable to discuss tiredness 
and fatigue than anxiety and depression. It is also pos-
sible that in fi bromyalgia, depression, pain and fatigue 
are so tightly interwoven that they can no longer be 
perceived as separate experiences but as one entity. 
Moreover, our results suggest that depression among 
fi bromyalgia patients may be insuffi ciently recognized 
and treated, and the severity of the symptoms may be 
underrated or belittled by professionals. 

 Rijk et al. (32) pointed out that fi nding and 
engaging in pleasurable activities may have a positive 
effect on a wide variety of fatigue sensations, whereas 
reduction of overload can only have impact on phys-
ical fatigue. In physiotherapy, the physical elements 
of fatigue, such as muscular fatigue and sleeping 
problems, are often emphasized, whereas psychoso-
cial elements and the multi-dimensional nature of 
fatigue are rarely appreciated. In physiotherapy, we 
have tools to help these patients by combining exer-
cise therapy with creative movement therapies, dance 
or various outdoor activities, thus increasing the ele-
ments of joy and pleasure in their daily life. It may 
also be necessary to apply therapy interventions 
according to the type of fatigue to gain better results, 
e.g. patients who suffer from social fatigue may not 
benefi t from group exercises or educational groups 
but from a more individual approach. Furthermore, 
as our results show, we must fi rst understand what 
the patients with fi bromyalgia actually mean when 
they talk about fatigue.   

 Conclusions 

 The narratives of the present study indicate that in 
fi bromyalgia, fatigue is a transient, extreme and inten-
sive experience, which causes major disability and 
distress, and which has consequences on every aspect 
of life. The long-term impacts of fatigue can be 
expressed in terms of gradual deterioration of work 
ability and physical functioning, decrease in mental 

resources as well as decrease in participation in social 
activities. Moreover, fatigue may bias the identity and 
self-perception of patients with fi bromyalgia, which 
may in turn have a detrimental impact on their treat-
ment compliance and exercise adherence.  

 Practical implications 

 Fatigue should and could be recognized early to pre-
vent severe fatigue-related problems and deteriora-
tion of overall functioning. A deeper understanding 
of fatigue as a multi-dimensional phenomenon may 
help physiotherapists and other health professionals 
to address problems that are hidden behind the 
phrase  “ I ’ m too tired ”  and may thus help them plan 
and implement more relevant and effective interven-
tions for fi bromyalgia patients.    
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Fatigue, worry and fear – Life events in the narratives of women with fibromyalgia 

Abstract 

In this article we explored narrated life stories of twenty women with a long 

history of fibromyalgia to reach a deeper understanding of how people interpret the causes 

and consequences of different life events and illness experiences. Based on narrative analysis 

we identified three model narratives that illustrate the different life courses of women with 

fibromyalgia. In addition, we described a counter-narrative that questions the existence of 

fibromyalgia as a chronic disease. This narrative study gives insights to the invisible 

symptoms and unheard experiences that are associated with fibromyalgia. Hence, this study 

contributes to the ongoing discussion on the etiology and maintenance of fibromyalgia. 

Introduction 

During the past decade there has been a growing interest in the narratives of 

people with chronic illnesses. In social and health sciences, narratives have been used to 

illustrate patients’ illness experiences, for example in advanced cancer (Coyle, 2004), low 

back pain (Vroman,Warner;& Chamberlain, 2009; Campbell & Cramb, 2008) or chronic 

regional pain (McGowan, Luker, Creed & Chew-Graham, 2007; Lonardi, 2007). Regarding 

fibromyalgia, life stories have previously been explored in terms of identity transformation 

(Åsbring, 2001) and biographical disruption (Richardson, Ong & Sim, 2006), as well as in 

terms of work ability and fatigue (Sallinen, Kukkurainen, Peltokallio & Mikkelsson, 2010;  

Sallinen, Kukkurainen, Peltokallio & Mikkelsson, 2011). However, fibromyalgia patients’ 

life-stories as such have rarely been studied. We wanted to learn more about how 



fibromyalgia patients interpret their life events and illness experiences and how they 

explicate these experiences in a life story. In this article, we explore the structure and content 

of narrated life stories of women with fibromyalgia to elucidate the different life courses 

patients with fibromyalgia may have.  

Fibromyalgia, stress and live events 

Fibromyalgia is a significant health problem as well as economic burden in all 

contemporary societies. In a recent epidemiological study in five European countries, the 

overall prevalence of fibromyalgia in a general population was 2.9-4.7%, which means that 

there are more than six million fibromyalgia patients in Western Europe alone. The majority 

of fibromyalgia patients are women in mid-life, and the prevalence increases with age. 

(Branco et al., 2009.) Fibromyalgia is characterized by fluctuating, widespread 

musculoskeletal pain, fatigue and general malaise. The patients also suffer from a variety of 

other symptoms, such as persistent headache, morning stiffness, sensory sensitivity, 

depression or impairment of memory and concentration skills. (Wolfe et al., 2010; Arnold et 

al., 2008.) Patients find fibromyalgia emotionally distressing and difficult to understand, and 

they do not expect medical treatments to be effective. Inability to understand the experienced 

symptoms seems to increase anxiety, desperation and tendency to catastrophic thinking. (van 

Ittersum,van Wilgen, Hilberdink, Groothoff & van der Schans, 2009; van Wilgen, van 

Ittersum, Kaptein & van Wijhe, 2008.)   

The precise pathophysiology and etiology of fibromyalgia are yet unknown, 

but according to the current paradigm, dysfunctions of the autonomic central and peripheral 

nervous systems, genetics and alterations of the stress regulatory system may explain 

increased sensitivity to pain and stress in this patient group (Bliddahl & Danneskiold-

Samsøe, 2008; Buskila, 2007; Yunus, 2007). Although major stress or adverse life events do 



not cause fibromyalgia as such, they may account for increased susceptibility to alterations 

of the stress-response system (Nicholl et al., 2009; Dadabhoy, Crofford, Spaeth, Russel & 

Clauw, 2008; Gupta & Silman, 2004). Research suggests that especially traumatic 

experiences in childhood or adolescence or long-term psychological and emotional burden 

may increase vulnerability to chronic widespread pain, depression and fatigue, and hence 

perpetuate the chronicity of fibromyalgia symptoms (Jones, Power & Macfarlane, 2009; 

McBeth et al., 2007; Bailey, Freedenfeld, Sanford Kiser & Gatchel, 2003; Hatcher & House, 

2003; Lampe et al., 2003). 

In a study by Anderberg, Marteinsdottir, Theorell and von Knorring (2000), up 

to 48% of fibromyalgia patients reported at least one negative life event in childhood, 

compared to 24% by healthy controls. Fibromyalgia patients had also experienced physical 

or mental abuse, financial problems and illness or death of a close relative in adulthood 

significantly more often compared to controls. Moreover, fibromyalgia patients experienced 

the impact of adverse life events to be more negative and more severe than their healthy 

counterparts. (Anderberg et al., 2000.) In a recent study, however, only two traumatic 

experience types – sexual and physical abuse– were associated with the onset of

fibromyalgia, whereas other major life stressors, such as serious illness, divorce or 

miscarriage were not (Haviland, Morton, Oda & Fraser, 2010). Kukkurainen (2006) on the 

other hand noticed that in patients with fibromyalgia the number of life events correlated 

negatively with a sense of coherence, which is an important health resource. The more 

severe life events they had, the lower was the sense of coherence. 

  However, we must bear in mind that the majority of fibromyalgia patients have 

presumably not experienced dramatic life events, but have rather lived a life with joys and 

vicissitudes similar to any other people. Therefore, the purpose of the present study was to 



reach a deeper understanding of how people with a long history of fibromyalgia express and 

interpret the causes and consequences of different life events and illness experiences from 

the perspective of a life story. In particular, we were interested in how the life stories were 

constructed, and whether or not different types of storylines – so-called model narratives – 

could be identified from the data.  

Methodology 

Narrative approach  

   Illness narratives as such serve several purposes: to construct illness 

experience, to construct life history, to make illness understandable and to collectivize the 

illness experience. Illness narratives do not have a clear and foreseeable end; they build upon 

the possibility of different endings. In that sense illness narratives are constantly renegotiated 

depending on changes in the illness process or on the situations or settings where they are 

told. (Hydén,1997.) Bruner (2004, 1991) states that life stories do not “happen” in the real 

world, but are constructed in people’s minds, and are therefore both subjective and context-

bound. Each time a life story is told, the person telling it can find new or additional 

meanings of events depending on the context and the audience. Riessman and Speedy (2007) 

in turn differentiate narratives from other forms of discourse in terms of sequence and 

consequence, through which the events are selected, connected and evaluated as meaningful 

for the particular listener. In research interviews the impact of the interviewer in the 

narrative process is hence inescapable (Randall, Prior & Skarborn, 2006; Bruner, 2004; 

Riessman, 2001). In this study the participants are understood as active agents, who are not 

only describing their life events, but who are also actively negotiating and reconstructing 



their life-story by choosing and interpreting the events, and by emphasizing different aspects 

of their experiences. 

Study design and participants  

We conducted individual narrative interviews as part of a wider follow-up 

study of the participants (n=169) of fibromyalgia-specific rehabilitation courses that were 

completed during 1999-200 in a rehabilitation hospital in Finland. The regional offices of the 

Social Insurance Institute (SII) selected the course participants based on application and 

doctor’s referral. SII was also responsible for covering the costs of rehabilitation. The 17- to 

20-day courses were conducted in groups of 10-12 participants, divided into two or three 

intensive in-patient periods within six months. The program comprised lectures by various 

specialists, group discussions, exercise and some individual treatments, but the emphasis 

was on education and counseling instead of treatment as such. 

  In 2007, we recruited a purposive sample of twenty women with fibromyalgia, 

aiming at maximal variation in terms of age, professional background and location for 

narrative interviews. The sample consisted of women aged 34-65 years (mean age 54) from 

both urban and rural areas of the country. Their professional background can be considered 

to be typical to Finnish women: health care and social work in different settings, teaching, 

office or industrial work. The reported symptom duration ranged from 10 to 30 years (mean 

17 years), but the majority of the participants were not diagnosed with fibromyalgia until the 

late 90s. 

The study design and methods were approved by the local ethics committee. 

Furthermore, we asked and obtained a written informed consent from the participants before 

arranging the interviews. The first author (MS) conducted all the interviews at a place and 

time convenient for the participants, in most cases in their homes. At the beginning of each 



interview the researcher explained the context and the purpose of the study and reminded the 

interviewee of the right to withdraw from the study at any point. She also asked if recording 

the interview was allowed and assured that the recording device could be switched off if the 

interviewee found it disturbing. 

Collection and analysis of the data 

The interviews followed the ideas introduced by Rosenthal (2003) and 

Wengraf (2001) who suggested opening the interview with a spontaneous narrative and then 

continuing with open questions to expand the narrative. In this study the interviewer gave a 

short instruction to prompt spontaneous story telling: ”Tell me your life story, you can start 

from the point of your choice and include whatever you find necessary”. The interviewer 

made conscious efforts to show active and empathetic listening and did not interrupt the 

narrative process until the interviewee signaled that she had finished. In the second part of 

the interview, the interviewer asked questions emerging from the account to expand and 

deepen the story telling. Typical questions were: ”What happened after you…?”  or “Can 

you give an example of…?” The interview session ended with an informal discussion where 

the interviewee was encouraged to ask any questions concerning the research project or 

current treatment modalities of fibromyalgia or to comment on her own contribution. This 

also gave the interviewer a possibility to make sure that she was at ease, since reminiscence 

of earlier life events might be perceived as mentally distressing. The length of the interviews 

varied from 2 to 4 hours; about 2.5 hours was typically used for the whole session. 

The analysis of the data was inspired by the narrative analysis and episodic 

reading introduced by Polkinghorne (1996) Labov and Waletsky (1967/2003) and 

Riessmann (2001). The interpretation of the data begun already during the interviews where 

the interviewer was to be sensitive and alert to notice the key points as well as the gaps in the 



spontaneous narrative that needed to be filled in the second part of the interview. The 

interviewer listened to the recorded material of each interview and transcribed the data 

verbatim within the following few days. 

In the first stage of the analysis the orientation was towards the content of the 

data: what were the interviewees talking about?  We listed the topics and subtopics that 

emerged from the data for further analysis. In this study, however, our main focus was on the 

structure of the narrative i.e. how was the story told?  In most cases the life stories were not 

represented as a single story, but rather as a series of small, parallel episodes. In the second 

stage of the analysis we identified these episodes and organized them chronologically in 

order to see the links between different events and experiences and to reconstruct a 

condensed core story of 1-2 pages of each life story.  

In the final stage of analysis we aimed at narrative emplotment: finding 

common storylines or plots that combine the structure and content of several life stories to a 

model narrative. To do this, we re-analyzed and compared the storylines and episodes of all 

20 interviews to find recurrent structures in the narratives. We also explored the rhetorical 

means that the participants used to signal the beginning or end of an episode (entrance and 

exit talk, see Riessmann 2001) or to point out the subject position that they took when telling 

about different events (Hydén, 2005). The analysis process is illustrated in Figure 1. 

[insert Figure 1 here] 

Results 

We found three different model narratives concerning life with fibromyalgia: 

narratives of ‘mundane life’, ‘cumulative life’ and ‘broken life’. Moreover, we were able to 

identify a counter-narrative that resists and takes distance from the common ways of talking 



about fibromyalgia (see Hyvärinen 2008). In the following we illustrate these three model 

narratives with extracts from interviews with three women respectively, in order to retain the 

narrative nature of the data. We selected these particular women (Maire, Riitta and Marja) 

because they, more clearly than others, approached their life events from several different 

angles, thus producing versatile narratives for analysis. In each section of the findings the 

pseudonyms of other participants with predominantly similar narratives are mentioned in 

brackets. Although the details of the life stories differ individually from those presented 

here, the narratives of 18 women can be understood as variations of the three model 

narratives. The remaining two life stories can be perceived as presentations of a counter-

narrative questioning the existence of fibromyalgia as a disease in general.  

In the following examples we use pseudonyms to protect the integrity and 

identity of the participants. In the quotations we marked pausing in speech with dots (...) and 

emphasis of words with underlining. We also provide some additional information in square 

brackets to help understand the contents of the quotation [e.g. context]. 

Mundane life  

The storyline of the life stories of five women (Maire, Pirkko, Linda, Sari and 

Heli) describe a ‘mundane life’; a life with no dramatic turns, but rather an expected life 

course. We condensed the storylines of these accounts as follows: 

1. Expected life course including school, studies, marriage and family life 

2. Onset and worsening of pain and fatigue  

3. Diagnosis after a lengthy search 

4. Rehabilitation course as a source of information 

5. Return to work; adaptations of working tasks or hours to improve 

functioning and work ability 



6. Moderate limitations on work ability 

7. Positive view on the future 

 Maire’s narrative is an example of ‘mundane life’. Maire begins her story by 

describing her childhood, her family, friends and neighborhood. She uses wordings like 

‘happy life’ or ‘safe childhood’ when talking about her early years. The following excerpt 

draws a picture of an expected life course: 

I had a safe childhood … there were a lot of kids in our neighborhood…  After 

high school I was interested in working with teenagers, so I studied to become 

a youth leader, and thought that I would later continue studies in social or 

education sciences… but then I got my first permanent job here and met my 

husband…

At first, participants had paid little or no attention to the waxing and waning 

symptoms of fibromyalgia, interpreting the pain and fatigue to be caused by e.g. overloading 

at work or by common flu or some other health problem. Gradually the symptoms became 

more debilitating and could no longer be considered temporary. The women described the 

search for diagnosis as a long and frustrating journey, and in many cases it took several years 

before the diagnosis was confirmed. Maire elucidates this period of life as follows: 

… I did not know what was bothering me… I just thought that it was the  flu 

and  work stress….I was tired all the time and had no initiative…I was 

enthusiastic about my work, but the pain made me so tired… I did not sleep… I 

did not realize what it was... I just became more and more tired… Then a 

friend of mine, a nurse, said that I should go and see a rheumatologist instead 

of being shunted between doctors year after year… and he gave me the 

diagnosis right away… 



Many women initially perceived the diagnosis as a relief; finally the suffering 

had a name. However, over the years they noticed that the diagnosis was not very helpful 

because often every health complaint they had was seen as a consequence of fibromyalgia 

and was treated accordingly, which often meant no treatment or medical examination at all. 

Moreover, the participants perceived fibromyalgia diagnosis as a burden due to the negative 

attitudes of health care professionals. Maire phrases this politely:   

The diagnosis was a relief, of course… but this much I must say… later when I 

went to the health care center or occupational health care to complain about 

something else… the doctor would not listen but say that it is because of your 

fibromyalgia... that was frustrating… 

The women searched actively for more information about fibromyalgia and its 

treatment, although there was little information about fibromyalgia available for the general 

public in the mid- 90s. Therefore, the participants’ main motivation for applying for a 

fibromyalgia-specific rehabilitation course was search for information. The participants 

experienced both the lectures and exercises provided by professionals and the discussions 

with other patients with the same illness as important and beneficial in terms of legitimating 

the symptoms and increasing coping skills and self-care resources. Meeting others whose 

situation was even worse helped to put one’s own situation to a new perspective, like in the 

following excerpt: 

I had thought that I was miserable…but when comparing to the others, I 

noticed that I was actually doing pretty well…I felt sorry for some of the people 

there… maybe they had received the diagnosis too late, they were in such a 

terrible condition…



The participants described warmly the support and help they had received from 

their family, friends and colleagues when their functioning began to deteriorate. They had 

been able to share their domestic work load as well as their duties at work, and felt that their 

motives to do so were not questioned. Maire sheds light on this issue: 

My family has been great… the children are living on their own now, but they 

come home to help me… even without asking… and he does part of the heavy 

cleaning work…they understand… I have a good job… my boss is very 

understanding; he often reminds me that I should take it easier… 

 At the time of the interviews, all the women with ‘mundane life’ continued in 

a paid work role and were able to participate in various hobbies and other activities. Some 

adaptations were made concerning work tasks or working hours to support the work ability 

in a longer perspective. The women described their current work ability and functioning to 

be limited, but expected to be able to live a ‘normal life’ in the future as well. Maire says: 

Well, you see… I am like a barometer… [laughing]… I always know in my 

bones when the weather changes… I don’t use too much medication, only some 

mild painkillers occasionally…  I have about ten more years at work … And 

now [after a 6-month sabbatical] I feel that I can make it… I really can… 

In summary, women with a ‘mundane life’ seemed to cope well with their 

symptoms; they had learned to live with fibromyalgia. The social support from family, 

colleagues and friends helped them to continue with their normal activities, and although 

fibromyalgia disturbed their life, it did not have a major impact on the expected life course.  



Cumulative life  

Seven life stories (Riitta, Kaisa, Aili, Ulla, Mailis, Anu and Eeva) were 

characterized by cumulative daily hassles; i.e. difficulties that everyone encounters now and 

then and that can normally be tackled. When they appear simultaneously however, one may 

not have the resources to solve them. The life events could include minor and major 

difficulties in the family, divorce, work-related problems, starting a new job, financial 

difficulties or taking care of elderly parents. Each ‘cumulative life’ narrative was constructed 

of different combinations of life events, but the development of the storylines was 

comparable to the following example, which is based on Riitta’s story.  

1. Normal life including family life, work and hobbies 

2. Serious illness and death of a close family member, unemployment and re-

education 

3. Increase in unexplained pain and fatigue 

4. Domestic problems, difficulties finding a job, mother’s illness 

5. Intolerable pain symptoms   

6. Rehabilitation course as ‘quitting the rat race’ 

7. Return to work 

8. Fluctuating difficulties in functioning and work ability 

9. Retirement 

In the ‘cumulative life’ narratives the onset of fibromyalgia was perceived as a 

consequence of disruptions in life. Often the life events caused sleeping problems and 

fatigue in addition to constant worrying. The women drew a picture of a hard-working 

woman, who would continue with her work and home duties at the cost of her own health 



and well-being. They described vividly how they muddled their way through difficulties, day 

by day. The following excerpt illustrates the problems Riitta encountered at the time of the 

onset of symptoms: 

… At that time my brother died of cancer, my elderly mother had to be taken 

care of… I lost my job and started to study for a new degree…my husband was 

drunk most of the time… there was not too much time to ask how I felt… I just 

began to wonder, when did I become so lazy, shiftless and feeble... you see I 

was tired all the time but I could not sleep at all...but it  took years before I 

finally got the diagnosis... and it has been nothing but jubilation ever 

since...[laughing]

Riitta uses the wording ‘jubilation’ ironically to point out the daily difficulties she has today. 

In the following excerpt she summarizes her current functioning: 

Fibromyalgia plays all these tricks on you, it makes you stiff and aching... I 

had been wondering why I needed to go to the bathroom all the time, but then I 

read somewhere that urinary urgency is part of this, too.... then there are all 

kinds of... [symptoms]; tingling, numbness, swelling, stiffness, and difficulty 

moving... I am used to the pain, though...but I pray for some help with 

sleeping… 

In the narratives fatigue was perceived as the most disturbing symptom, 

because it was so overwhelming, beyond control and often came unexpectedly. Many 

women described in detail the despair and sinister thoughts they had, especially when their 

life situation was complicated and the symptoms seemed invincible. The following quote 

sheds light on this issue: 



When it [agonizing pain and fatigue] lasts long enough one begins to lose 

hope... one gets desperate… and then anxiety and depression begin to creep 

up… one thinks about taking pills or something… but realizes that ‘I don’t 

have any because I did not want any medication’…and thinks that this will 

never get any better and that one would be better off dead… …but then when 

the pain eases, even a little ... one begins to think that it is not that bad after 

all…those days do not occur often, thank God… but sometimes..

In this quote Riitta distances herself from the situation by using ‘one’ instead 

of ‘I’. Moreover, she brings the situation closer to the listener by using the present tense 

when describing past events and experiences. Also other women used similar rhetorical 

means, especially when referring to shared, yet individual experiences or difficult life 

situations.

The rehabilitation course offered an opportunity to rest and concentrate on 

one’s own wellbeing instead of taking care of others. The women referred to the 

rehabilitation course as ‘quitting the rat race’ or as ‘time of my own’. They met peers whose 

life situation was even more demanding than their own, which helped them to re-evaluate 

their life from a new perspective. However, because the life situation continued to be 

complicated, the benefits of the rehabilitation were in many cases lost in a couple of weeks 

or months. Riitta reflects on the benefits of the rehabilitation course as well as on her life 

situation back then: 

It was of course also important that I was accepted as a patient… until then I 

was always considered a hypochondriac… or a work dodger… but they took 

me seriously… but it was even more important to find others who have 

experienced the same things in their life and in their body… and who 



understood almost without words… However, I was worried all the time about 

things at home … that is perhaps why I could not really enjoy and relax at the 

rehabilitation course…  

After the rehabilitation most of the interviewees with ‘cumulative life’ returned 

to work. Maintaining work ability was, however, difficult if the life situation in general 

continued to be as problematic as before. Over the years work ability deteriorated, and in 

many cases work history was fragmented by co-morbidities and long sick leaves. At the time 

of the interviews, five of the seven women were not working due to disability pension or 

difficulty finding a suitable job in view of their functional limitations. Riitta explains:

…When I finished my studies [mid-90s] suitable work was not available…later 

I was considered a job seeker with functional limitations due to fibromyalgia, 

but with my education and these limitations there were few jobs that I could 

manage …it was always about looking for the next temporary job… wondering 

how to pay your bills and whether you are entitled to unemployment or 

sickness benefits or not… uncertainty was constant, it gnaws away at you, you 

know … but that ended now in February when I was granted a pension…it was 

a relief…a big relief… 

At the time of the interviews all the women with ‘cumulative life’ perceived 

their functioning to be better than a few years earlier due to an easier life situation. However, 

they saw fibromyalgia as a chronic disease from which one can never fully recover, but has 

to struggle with for the rest of one’s life. In the following excerpt Riitta elucidates her 

attitude towards fibromyalgia: 

You have to be caring enough… and hard on yourself so that you force yourself 

to get up and moving… You must not ask first thing in the morning what is 



aching now…I am often so stiff in the morning that it’s difficult to get up, but at 

least I know I am alive… [laughing]… This is not the end of the world… there 

are others who have much worse diseases than this… 

Broken life 

The storylines of six life stories (Marja, Aino, Eila, Teija, Sisko and Vuokko)

were characterized by dramatic and traumatic life events, such as death of a child or severe 

physical, sexual or mental violence. We named these ‘broken life’ narratives. They were 

emotionally loaded, intensive descriptions of life events that had permanently changed the 

expected course of life. The condensed storyline of Marja’s life story is an example of 

‘broken life’: 

1. Marriage at an early age, birth of children 

2. Husband’s alcohol abuse begins; repeated physical violence and 

battering for several years 

3. Divorce followed by mental violence and threatening  

4. Husband moves from the city; sense of relief 

5. Onset of fibromyalgia symptoms, diagnosis 

6. Limited work ability, depression, exhaustion 

7. Rehabilitation course as an escape 

8. Experienced disability, several rejected applications for disability  

pension  

9. Disability pension; balancing between functioning and disability 

In many accounts describing ‘broken life’, the beginning was characterized by 

hesitation or doubts concerning the ability to tell a ‘good’ story. Marja, for example, started 

with the phrase “I am not much of a story teller”, which was then followed by a coherent 



and rhetorically vivid account that took almost an hour and a half. In some life-stories the 

beginning already implied difficulties in later life, such as Eila’s very first sentences after the 

invitation to tell her life story:  “Ok, then it is best to start from childhood..., because I think 

it explains a lot... “. Similarly, later in the narratives, dramatic turns in life course were 

signaled with a ‘warning’ at the end of the previous episode. Wordings like “until then 

everything was fine” or ”now I will certainly begin to cry” anticipated the negative events 

that followed. This is highlighted in the following extract by Marja: 

… everything went pretty well until then, but then... while I was in the hospital 

giving birth to my first baby my husband found King Alcohol and began to 

drink heavily… and with time he became more and more violent and more 

jealous over me... for five years I was battered by him...uhmmm... at least once 

a month he beat my brains out...  

Later she continues with a more detailed description of battering and closes the episode with 

a sentence that reveals the extreme severity of the situation: 

After the divorce I was always on the alert and always scared…for several 

years…. because he had said that if he ever saw me with any other man he 

would shoot me dead… and I believed him… [silence] 

In many cases the first symptoms of fibromyalgia did not break out until after 

the dramatic life situation was over. In some narratives the time span between the traumatic 

events and the onset of symptoms could be years or even decades. The onset of fibromyalgia 

symptoms was perceived as an inevitable result of years of distress. In the following excerpt 

Marja discusses her views on the onset of fibromyalgia: 



I strongly believe that my husband’s behavior caused it… I had so many 

sleepless nights during those years of marriage and even after the divorce… 

and the distress … it certainly has an impact… Even now when I tell about it 

[the battering] … it gives me the creeps… I have that fear and horror so deep 

inside me… not to mention the physical traumas… lately I have noticed that I 

have these odd, unexplained headaches and I have been wondering if that is 

caused by the battering too… 

Moreover, many women revealed that they had not talked about their painful 

experiences with their friends or colleagues and in some cases not even with their family 

members. For example, domestic violence was perceived as an issue that was only discussed 

with health professionals, if at all. The participants explained this decision by not wanting to 

burden others and by feelings of guilt and worthlessness. The rehabilitation course was for 

many women an escape or vacation from a difficult and depressing life situation, ‘a second 

heaven’ as one of them put it. 

All the women with ‘broken life’ narratives suffered from depression, and none 

of them were working at the time of the interviews. Marja had applied for disability pension 

already before the rehabilitation course, but her application had been rejected. In the 

following extract she reflects on the process: 

I actually quit working in 1999… I was in such terrible pain and totally 

exhausted that I decided that this had to stop… but it took four years to get 

disability pension… it was first denied, and I did not get money from anywhere 

and nobody told me what to do…I was sent to work try-outs [as  part of 

vocational rehabilitation] but after two or three days I was in so much pain that 

I could barely move… eventually, the psychiatrist prescribed a lengthy sick 



leave and later I was granted disability pension, but it was due to depression 

[and not due to fibromyalgia]

Loss of control over one’s body and one’s life in general was a prominent 

feature in the ‘broken life’ narratives. Although the traumatic events described in the 

narratives were different, substantial similarity could be seen in the perceived consequences 

of the events, such as constant fear, worry and overwhelming fatigue. In these narratives 

coming down with fibromyalgia did not play a significant role; it was rather seen as an 

inevitable result of the bodily and mental traumas caused by the unbearable life situation. 

One of the interviewees put it clearly: “My body collapsed because my mind could not afford 

to do so”.  

Counter-narrative

In the narratives of Lea and Laura, the existence of fibromyalgia as a disease or 

as a chronic disease was questioned. We describe this phenomenon as a ‘counter- narrative’. 

In these life stories the descriptions of pain and fatigue symptoms were similar to those of 

other participants. However, the connotations of the experiences were different from those 

explicated by other interviewees 

Lea positions herself as a ‘former fibromyalgia patient’. She was a victim of 

severe bullying at her earlier workplace, and sees this as the main reason for her symptoms. 

In the following extract she reflects on her illness and recovery after changing her work 

place: 

There is no other possibility… I was so tense that all my chemistry went upside 

down… it was such hell of a life, I say… with distress and pain and strong 

painkillers… then the rheumatologist finally examined me, I had 17 out of 18 



tender points.… but I don’t have it anymore... now I am completely healthy... of 

course sometimes I have pains and aches but it is nothing compared to what it 

used to be... everyone has pain sometimes.... Now that I think about it, I should 

have left [the job] much earlier… but back then I just did not have the 

resources… at that time I was ready to apply for disability pension, because I 

saw no other option ... but now the situation has changed completely.... and I 

expect to be able to continue working until I am 62...  

Lea emphasizes the difference between ‘now’ and ‘back then’ and points out 

the normality of occasional pains and aches (“everyone has...”). Furthermore, she refers to 

disability pension to highlight how difficult the situation was earlier. In the last sentence of 

the quote Lea draws a picture of another 15 years at work, in contrast to her earlier thoughts 

of the inevitability of disability. 

In Laura’s narrative the confrontation with other narratives was even clearer. 

She had worked in elderly care and had retired after ‘full service’ about two years prior to 

the interview. In the following example Laura positions herself as ‘healthy but overloaded’: 

I fell and got a shoulder injury ... it was the late 80s… and that pain remained 

ever since… of course I had to use the other arm more [at work] and it also 

began to ache… the shoulder was operated on last year and now it is fine… of 

course the pain caused sleeping problems back then, but I never needed a lot of 

sleep …   I used to work in a geriatric ward, which was physically heavy work, 

because you had to transfer patients, who could not move at all … but I have 

always enjoyed using my strength, so I did not mind… but maybe during the 

last years I overloaded myself a bit… now that I am retired, I feel better than 

ever…  



In the quote above, Laura sees the shoulder injury as the original trigger of her 

pain, which got worse due to physically demanding work. She also gives other arguments to 

strengthen her views; the shoulder operation and retirement have led to a non-symptomatic 

situation. Later she continues: 

I’m not sure if fibromyalgia really exists… I doubt it… it’s probably just 

another trash-basket diagnosis that the doctors give you when they cannot find 

anything else; just to get rid of you… I doubt if I ever had it…the symptoms 

matched, yes…but still… I wonder…

In this quote in particular, Laura questions fibromyalgia as a disease, and juxtaposes it 

implicitly to backlog of work in health care, due to which the doctors have little time to go 

deep into individual patients’ problems.  

Summary of results 

 The main characteristics of the three model narratives and the counter-

narrative differ from each other in terms of life before symptoms, perceived cause of illness 

and rehabilitation metaphors as well as in terms of life after rehabilitation and perceived 

current functioning. However, they all contain and sometimes even focus on the participant’s 

fatigue, exhaustion and perceived distress either as a cause or a consequence of the illness. 

(Table 1) 

[insert table 1 here]

Discussion 

It is necessary to address some methodological considerations before a 

concluding discussion. Firstly, all the participants were interviewed only once. It would have 

been preferable to conduct several interview sessions to better reach different aspects of life, 



but this was not possible due to financial reasons and the timeframe of the follow-up project. 

Hänninen (2004) points out that in social storytelling settings narratives that are dramatic 

and coherent and that present the narrator in a favorable light are preferred, whereas 

problematic experiences that carry potential stigma are often held private and untold. In this 

study the interviewees shared extremely difficult and sensitive life events, such as divorce, 

domestic violence or serious illness of a family member and reinterpreted these experiences 

from the vantage point of the present. This refers to experiencing the interview situation as 

safe and the interviewer as trustworthy and easy to approach. Based on this, we find one long 

interview session with each participant to be sufficient for the purposes of this study. 

Secondly, the data may be skewed by the characteristics of the sample. The 

participants were all women and the majority of them were no longer in a paid work role. 

Life stories of men with fibromyalgia – and of women who manage to remain at work– 

might bring new aspects into the discussion and should therefore be explored in the future. 

Thirdly, it is possible that the narratives are biased by memory distortions, especially when 

describing events that happened decades ago. In this study, memory bias was counteracted 

by the interview method where the original narrative was fulfilled and deepened by 

questions that emerged from the account. Moreover, we must bear in mind that in narrative 

research the focus is not on verification of events as facts, but rather on the interpretation of 

meaningful events (Atkinson, 2001; Bruner 2004, Bruner, 1991). Finally, taking a qualitative 

approach, we recognize that different interpretations of the data are possible and that both 

the interviewer and the interviewee have contributed to the nature and content of the data. 

Hence, the results presented here cannot be generalized as such; rather than that, they should 

be seen as particular points of view on fibromyalgia patients’ life stories that evolved during 

this study.  



The present study brought together the experiences of twenty middle-aged 

women with a long history of fibromyalgia. This study provides insights into how women 

with fibromyalgia interpret their life events and how they link them to their illness 

experiences. It is noteworthy that in all the life stories health, illness and functioning were 

predominantly reflected through the ability to or inability to work. This mirrors the 

importance of paid work role in Finnish women’s lives, not only from an economic 

standpoint, but also as a definer of identity. This is in accordance with Crooks (2007), who 

pointed out that women with fibromyalgia often experience a loss of identity due to work-

related disability, which changes their lifeworlds and social networks significantly.  

  Although all the life stories of the study are to be appreciated for 

their own merit, we were able to find similarities and differences in the storylines and to 

create three model narratives. Moreover, the counter-narrative presented in this study gives 

us the possibility to emphasize the fluctuating nature of fibromyalgia; recovery is possible! It 

also challenges us to see that categorization of life experiences can never be conclusive or 

consistent, but can be countered by different interpretations and by individual frames of 

discourse, as suggested by Bamberg (2004).  

The narrative of ‘mundane life’ resembles the restitution narratives described 

by Arthur Frank (1995). In this narrative, normal life was temporarily disrupted by 

fibromyalgia, but continued later as expected. Frank condenses this: ”I was healthy, then I 

fell sick and now I am well again”. In the ‘mundane life’ narratives, fibromyalgia is accepted 

as a part of life, and it only disturbs life from time to time. The second model narrative was 

labeled with cumulative life events that gradually led to a situation where the persons’ 

resources were no longer adequate for retaining wellbeing. The onset of fibromyalgia was 

perceived as a result of long-term distress and uncontrollable fatigue. Hatcher and House 



(2003) suggest that not only traumatic life events but also daily dilemmas may be associated 

with the onset chronic widespread pain. They defined dilemmas as situations where a person 

is challenged to choose between equally undesirable alternatives. In our data, several such 

situations were described; e.g. whether to take care of one’s elderly mother and ignore one’s 

own fatigue or to rest and ignore the needs of others? Van Houdenhove, Neerinckx, 

Onghena, Lysens & Vertommen et al. (2001) point out that an overactive lifestyle  and 

‘action-proneness‘ may lead to overburdening of the body by musculoskeletal overuse or 

sleep deprivation  and that inability to set limits may lead to self-handicapping strategies, 

and thus predispose and perpetuate  the symptoms in fibromyalgia. Similarly, the recurrent 

complaints of fatigue, worry and fear that were vividly described in the narratives of this 

study can be understood as emotional states where the whole body is tensed and where the 

life situation gives no possibilities to relax and to recover and which may thus lead to onset 

of widespread pain and other symptoms that are typical in fibromyalgia. Hence, this 

narrative study also contributes to the ongoing general discussion on the etiology, 

development and maintenance of fibromyalgia. 

The ‘broken life’ narratives were characterized by traumatic experiences that 

had changed the course of life permanently. The onset of fibromyalgia was seen as an 

inevitable result of years of fatigue, worry and fear, in addition to physical or mental traumas 

caused by the unbearable life events. In many cases the events were ‘silent secrets’ that were 

not shared with health professionals, let alone with friends or colleagues. In many cultures – 

ours included– family violence and abuse are perceived as taboos. Although narrative study 

cannot show causalities or give prevalence of violence or other traumatic events among 

fibromyalgia patients, it has the power to highlight the suffering that lies beyond these 

experiences and to give voice to stories that have not been heard before. Thus, the present 

study accords with and expands the knowledge of the impact of traumatic life events 



reported in several quantitative studies on fibromyalgia. (Haviland et al., 2010; Kendall-

Tackett, Marshall & Ness, 2003; Campbell, 2002; Anderberg et al., 2000.)  

In conclusion, the present study gives insights into invisible symptoms and 

unheard experiences, which may help us to understand the individual suffering that is 

associated with fibromyalgia. The power of narratives lies not only in their ability to provide 

an experience of sameness with other patients with similar experiences or a similar illness, 

but also in their ability to reach for the meanings that people give to their illness and 

recovery. In health care and rehabilitation settings it is important to recognize fibromyalgia 

patients with a complex or traumatic life history, because they may suffer from more severe 

psychological symptoms and may therefore need a different therapeutic approach compared 

to those with a less burdening background. It is, however, equally important to emphasize 

that fibromyalgia patients must not be labeled as victims of violence or abuse. The model 

narratives and their counter-narrative presented in this study reflect the diversity of meanings 

ascribed to fibromyalgia, which in turn highlight the importance of storytelling in 

exploration of the possible causes and consequences of chronic illnesses.  
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Figure 1.  The stepwise process of analysis 
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Table 1.  Descriptive summary of the main findings
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