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ABSTRACT

The overall aim of the study was to illuminate the meaning of living with pain of fibromyalgia (FM) 

type as narrated by affected men (I-III), their partners (IV), nurses and physicians (V). The study was 

based on interviews with men (n=l4), who fulfilled the 1990 American College of Rheumatology 

criteria for FM, their partners (n=l4) nurses (n=17) and physicians (n=4). The interviews were 

interpreted using content analysis and phenomenological hermeneutics. The results were discussed from 

a theory concerning enduring, suffering and a reformulated self in order to provide a deeper 

understanding of the pain experience. The symptom that dominated men’s life was pain that passed 

through difficult (enduring) and calm (suffering) phases. A metaphorical language was used to visualise 

the experience of pain that was difficult to express. The body was experienced as an obstruction, and 

this implied the feeling of being a different man. This was a threat to their integrity and they discerned 

a diminished freedom in life. Men struggled for a tolerable existence and reached a new and different 

being-in-the-world situation (a reformulated self) (I-III). Partners struggled to give men support and 

comfort to prevent isolation. Always being obliged to show consideration to men’s pain was experienced 

as being in the shadow o f long-term pain since personal needs were held back to avoid offending the ill 

partner. Partners struggle to keep going on led to the feeling of a transformed ‘we-ness’ in the meaning 

that the marriage relationship could never be the same again. Through the difficult life situation 

partners gained new insight and appreciation for life (a reformulated self) (IV). Nurses and physicians 

experience of encounters in health care was of great importance for men’s well-being. Men’s reluctance 

to express feelings made it difficult for both partner and health care staff to develop an understanding 

about the meaning of men’s pain and the possibility to support and comfort men (IV-V).
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lived experience, metaphorical expression, men, pain, phenomenological hermeneutics
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DEFINITIONS AND ABBREVIATIONS

ACR
American College of Rheumatology.

ALLODYNIA
Pain due to a stimulus, which does not normally provoke 
pain.

CHRONIC PAIN (synonymous with long-term pain)
Pain lasting for long periods. The ACR classification 
criteria for fibromyalgia require a period of at least 3 
months for the pain to be regarded as chronic (Wolfe et al. 
1990).

FM
Fibromyalgia.

PAIN THRESHOLD
The least experience of pain, which a subject can 
recognise.

PAIN TOLERANCE LEVEL
The greatest level of pain, which a subject is prepared to 
tolerate.

RA
Rheumatoid arthritis.

TENDER POINTS
Ache at pressure in the musculature where pain is created 
by moderate pressure.

TENS
Transcutaneous electrical nerve stimulation.
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T he meaning o f  living w ith  pain o f  fibromyalgia type as narrated by affected men, their 

partners, nurses and physicians

Margareta Paulson, Department o f Nursing, Umeå University, Umeå, Sweden 

ABSTRACT

The overall aim of the study was to illuminate the meaning of living with pain of fibromyalgia 

(FM) type as narrated by affected men (I-III), their partners (IV), nurses and physicians (V). 

The study was based on interviews with men (n=14), who fulfilled the 1990 American 

College of Rheumatology criteria for FM, their partners (n=14) nurses (n=17) and physicians 

(n=4). The interviews were interpreted using content analysis and phenomenological 

hermeneutics. The results were discussed from a theory concerning enduring, suffering and a 

reformulated self in order to provide a deeper understanding of the pain experience. The 

symptom that dominated men’s life was pain that passed through difficult (enduring) and 

calm (suffering) phases. A metaphorical language was used to visualise the experience of pain 

that was difficult to express. The body was experienced as an obstruction, and this implied the 

feeling of being a different man. This was a threat to their integrity and they discerned a 

diminished freedom in life. Men struggled for a tolerable existence and reached a new and 

different being-in-the-world situation (a reformulated self) (I-III). Partners struggled to give 

men support and comfort to prevent isolation. Always being obliged to show consideration to 

men’s pain was experienced as being in the shadow of long-term pain, since personal needs 

were held back to avoid offending the ill partner. Partners struggle to keep going on led to the 

feeling of a transformed ‘we-ness’ in the meaning that the marriage relationship could never 

be the same again. Through the difficult life situation partners gained new insight and 

appreciation for life (a reformulated self) (IV). Nurses and physicians experience of 

encounters in health care was of great importance for men’s well-being. Men’s reluctance to 

express feelings made it difficult for both partner and health care staff to develop an 

understanding about the meaning of men’s pain and the possibility to support and comfort 

men (IV-V).

Key words: content analysis, encounters, female partner, fibromyalgia, health care staff, 

interviews, lived experience, metaphorical expression, men, pain, phenomenological 

hermeneutics



ORIGINAL PAPERS

This thesis is based on the following papers that will be referred to in the text by their 

Roman numerals.

I. Paulson M., Danielson E., Larsson K. & Norberg A. (2001). Men’s descriptions of 

their experience of nonmalignant pain of fibromyalgia type. Scandinavian Journal o f  

Caring Sciences 15, 54-59.

II. Paulson M., Danielson E. & Söderberg S. (2002). Struggling for a tolerable 

existence: The meaning of men’s lived experiences of living with pain of fibromyalgia 

type. Qualitative Health Research 12, 238-249.

III. Paulson M., Norberg A. & Danielson E. Men living with pain of fibromyalgia 

type: Their experiences as patients in the Swedish health care system. Manuscript 

submitted for publication.

IV. Paulson M., Norberg A. & Söderberg S. The meaning of living in the shadow of 

long-term pain as narrated by female partners to men with pain of fibromyalgia type. 

Manuscript submitted for publication.

V. Paulson M., Danielson E. & Norberg A. (1999). Nurses’ and physicians’ narratives 

about long-term non-malignant pain among men. Journal o f  Advanced Nursing 30, 

1097-1105.

The papers have been reprinted with the kind permission of the respective journals.
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INTRODUCTION

This thesis focuses on the meaning of long-term non-malignant pain of fibromyalgia 

(FM) type from the perspectives of affected men, their partners, nurses and physicians. 

Due to experiences in my previous background as a nurse at an intensive care unit and 

my current post as a teacher in nursing, I am mindful of the fact that caring for patients 

with long-term, non-malignant pain is complicated. To my knowledge researchers 

seldom invite patients, their partners and health care staff to narrate their lived 

experience when someone falls ill in with a long-term illness. A multidisciplinary 

panel convened at the National Institutes of Health (NIH) in 1995 (p. 18) stated that, 

‘qualitative research is needed to help determine patients’ experience with /.../ chronic 

pain’. While planning this study I found no previous studies illuminating the meaning 

of living with pain of FM type from the perspectives of affected men, their partners, 

nurses and physicians. Therefore, it would seem meaningful to study this phenomenon 

from these different perspectives, as living with pain is a shared experience.

In the following chapters I will begin with a short presentation of long-term non- 

malignant pain and the experience of affected persons, partners and health care staff, 

followed by a short overview of men’s experiences related to health and illness. 

Thereafter, I describe FM as a common long-term non-malignant pain syndrome. The 

rationale shows that knowledge in regard to men’s lived experience with FM is 

limited. The aim of the study is therefore to elucidate the meaning of living with pain 

as narrated by men, their partners, nurses and physicians. This is followed by a 

presentation of material and methods that comprise narrative interviews, content 

analysis and phenomenological hermeneutics. Next, the results from the five papers 

are described separately. A comprehensive understanding with reflection, reflection on 

the methods, conclusion and a summary in Swedish follow.

Long-term non-malignant pain

When studying the phenomenon pain it is important to notice that until the early 

1920’s views on pain had been strictly physically orientated. From the middle of the 

1920 s, however, and for the next 25 years acceptation of psychological factors
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increased (Gamsa 1994a, b). The first researchers to integrate psychological and 

physiological factors were Melzack and Wall (1965) with the gate control theory. This 

theory suggests that ‘pain may be relieved by reducing unnecessary sources of anxiety 

about pain and by increasing the patient’s feeling of confidence and control with 

respect to pain relief (McCaffery & Beebe 1994 p. 47).

The International Association for the Study of Pain (IASP 1994) describes 

chronic pain, as persisting beyond the normal time of healing and a convenient point 

of diversion between acute and chronic pain is three months. Stembach (1974) 

introduced the term chronic benign pain in order to differentiate between pain 

associated with cancer and that, which is not associated with cancer. Moreover Boas 

(1976) pointed out that the word benign lends itself to misinterpretation as being 

totally non-pathological and emphasised that ‘chronic pain is certainly not benign’ (p. 

359). According to the Swedish National Board of Health and Welfare (1994:4 pp. 30- 

45) it is better to use the term ‘long-term’ than ‘chronic’ when referring to pain, as 

pain can often be alleviated.

Epidemiological studies in Great Britain, Sweden and Scotland show that long

term pain represents a major public health problem (Bowsher, Rigge & Sopp 1991, 

Brattberg, Parker & Thorslund 1997, Elliott et al. 1999). Pain seems to be an 

increasing problem in modem society and it is not clear whether this means that the 

prevalence is increasing, the tolerance is decreasing or the concept of pain has been 

broadened (Andersson et al. 1993, 1996). Many conditions of long-term pain are 

supposed to be the results of abnormal excitability in the central nerve system (CNS), 

involving both peripheral and central changes (Markenson 1996). Why some people 

develop persistent activation even in the absence of disease or repeated injury is not 

known. Long-term pain is often reported to be more common among women than 

among men (Bowsher et al. 1991) but in Swedish studies no difference between 

women and men has been found (Brattberg, Thorslund & Wikman 1989, Andersson et 

al. 1993). A review by Latham and Davis (1994) concerning socio-economic effects 

and human aspects of long-term non-malignant pain indicates that this is one of the
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most widespread and difficult problems the medical community has to face and 

enormous medical and social resources are spent on patients with long-term pain.

Affected people’s experience of pain

Living with long-term pain is a multidimensional phenomenon that can affect every 

aspects of a person’s life (Bowman 1994). This means that pain dominates people’s 

consciousness and separates them from other people in the meaning that restrictions 

ear in daily life become apparent, both in leisure, work and the ability to carry out 

normal household tasks (Carson & Mitchell 1998, Smith & Friedemann 1999, Thomas 

2000, McHugh & Thoms 2001). The study by Carson and Mitchell (1998) among ten 

men and seven women with long-term pain show that each presentation was unique in 

its description of the meaning of living with long-term pain, while all the participants 

recounted, in similar words, the anguish and forbearance that shaped their day-to-day 

lives. Pain was experienced as having the power to destroy so much, but all 

participants found the strength to endure the subsequent discomforts. Peolsson, Hydén 

and Sätterlund Larsson (2000) found that patients often described how pain was 

initiated, worsened and alleviated. Pain disrupted the routine of affected people’s 

everyday lives and encouraged them to reflect over what really mattered most in their 

life (Miller et al. 1994). Among women with long-term pain conflicts with the children 

occurred when they could not participate in activities. Furthermore, women perceived 

depression and despair when the family abandoned them and they became angry if 

anyone commented about them being ill (Smith & Friedemann 1999). Thomas (2000) 

who interviewed 13 people (nine women and four men) with long-term pain 

illuminates that they experienced that their lifestyle had dwindled and their freedom 

was greatly constricted. Their body that was no longer active and productive was very 

much in main focus, which is a significant contrast to healthy persons’ relative lack of 

consciousness of their bodies. Feelings of hopelessness and thoughts of death among 

affected people led to speculations of whether they wanted to go on or not. This is not 

in line with findings reported by Miller et al. (1994) that showed that affected people 

who experienced much pain took it for granted and came to accept it. This can be
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related to the fact that pain is a subjective experience that cannot be measured 

objectively (Wells-Federman 1999). According to Peolsson et al. (2000) mastering 

pain is a balancing act between environmental circumstances and the affected 

individual’s inner resources.

People living with long-term pain usually try gaining relief from a variety of self- 

care measures, as well as from making use of a host of medical interventions. The 

gamut of physical examinations, diagnostic tests, exploratory surgeries and a 

bewildering array of remedies mean that long-term pain patients progressively become 

more discouraged, weary and angry. They find it difficult to distinctly express feelings 

of pain and become frustrated when treatments are ineffective and suffering is 

prolonged (Greipp 1992, Thomas 2000, McHugh & Thoms 2001). McHugh and 

Thoms (2001) show that patients had often been waiting years before being referred to 

a specialist pain clinic. The message that is all too often given by health care staff to 

people with pain is ‘wait and see’ (Brattberg 1998 pp. 52-56). It is quite usual for 

patients to feel misunderstood, especially when no organic defect can explain their 

symptoms (Burckhardt 1990, Brattberg 1995 pp. 103- 128). Brattberg et al. (1997) 

found that men with musculoskeletal pain rarely reported it, and when they did, the 

pain was in unusual locations compared to that reported by women. Brattberg (1991 

pp. 26-31, 1995 pp. 112-117) stresses that patients with long-term pain are sensitive 

regarding the low ranking status they have within medical care because the clinical 

findings are not distinct. Illnesses where the clinical findings, such as vascular spasm 

and kidney stones, are distinct and the person’s subjective experience is of a 

subordinate meaning have high status. Illnesses such as fibromyalgia and muscle pain, 

where the clinical findings are indistinct, have low status.

Bendelow and Williams (1996) show in a pilot study gender differences when 

women and men with long-term pain were asked what helped them most aside from 

medical treatment. Occupational status and marital advantages, particularly the ability 

to maintain their income level, were seen as the most important factors for men. For 

women these aspects were also important but social support was perceived to be of 

equal importance.

12



Healthy partners’ experience related to ill people’s pain

Long-term pain can be experienced as a crisis for the family involving cognitive, 

affective, behavioural, social, economic, and other consequences for both the healthy 

and ill partner. According to Shaw and Holliday (1992) a crisis can either be a threat 

or a challenge and how the family adapts to this dependent on the state the family is in 

when problems occur and how these problems affect the family members’ 

relationships and each person (Turk, Flor & Rudy 1987). Long-term pain can be 

psychically strenuous for healthy partners, due to the fact that daily life circles round 

the ill partner. This could be due to the fact that a healthy partner feels like a prisoner, 

unable to go one way or another (cf. Kuyper & Wester 1998). Healthy partners are 

often confronted with difficult choices. If they put their own needs first this may 

involve feelings of guilt and fear. On the other hand if they put their ill partner first, 

feelings of anger and resentment are involved. Surreptitiously family members feel 

guilty, due to their inability to help the ill partner. Privately they feel embittered, 

because there is so much to do in daily life, something that they hardly dare admit to 

themselves (Edwards et al. 1985, Corbin & Strauss 1988 pp. 289-317, Snelling 1994). 

For example, a healthy man experiences that his ill wife becomes dependent on him 

and that she has become a different person, like a child, who needs to be looked after. 

This means that the relationship is no longer on equal terms, instead it changed to the 

role of ‘mother-child’. Taking over the ill partner’s responsibilities in the home does 

not reduce the adverse effects long-term pain has on social relationship, as the ill 

partner may take more and more advantage of the illness.

The study by Kuyper and Wester (1998) that focuses on the partners of patients 

with long-term illness illuminates healthy partners’ feelings of exhaustion, depression, 

or strain due to relational problems but also that life can go on normally among other 

healthy partners. Healthy family members who have learned to cope with their own 

life to a greater extent are excellent help for rehabilitation of the ill partner living with 

long-term pain (Whelan 1994).
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Health care staffs experience of ill people’s pain

To alleviate suffering is the ultimate aim in nursing/caregiving (Eriksson 1993 p. 

115). According to Wells-Federman (1999) it is of great importance that the 

treatment of patients with long-term pain is individualised, depending on the quality 

and severity of the pain. A study by Thunberg, Carlsson and Hallberg (2001) 

concerning health-care professionals’ understanding of long-term pain, shows that 

their explicit aim was caring for patients with long-term pain in a perspective of 

wholeness. However, this was difficult to achieve, as there was lack of common 

strategy among the professionals. Although there was an organised teamwork 

around each patient, she/he still had to consult the professionals individually. Rather 

than viewing the patient in a perspective of wholeness focus was on one specific 

professional aspect at a time e.g. the physician focused on biological factors while 

the psychologist focused on psychological factors as causing the pain. Bragée and 

Bragée (1999 p. 51) have a similar view and illustrate long-term pain from various 

perspectives. Physicians’ experience is that the nervous systems’ normal 

communications are interrupted, while psychologists’ view is that pain is the body’s 

way of expressing repressed feelings, feelings that cannot be expressed otherwise. 

Physiotherapists’ experience is that the muscles gain a state of imbalance; while the 

acupuncturists’ is that there is a blockage of the energy supply to the meridians in 

the body. The experience of representatives of alternative medicine is that pain is 

caused by a faulty combination of different trace elements contained in the food you 

eat.

Bendelow and Williams (1996) used interviews at a pain-relief clinic in the UK 

and found that on the whole pain clinic staff perceived their patients’ conditions as 

complex with little chance of any possibility of helping them. The patients had spent 

years suffering from long-term pain and expected the staff at the clinic to provide a 

‘last ditch’ cure (p. 1135). Unfortunately, in the experience of the health care staff, 

limitations of current medical techniques led to the patients reaching ‘the end of the 

road’ (p. 1135). This can be related to the fact that health care staff became frustrated 

when treatments were ineffective and the cryptic message ‘learn to live with it’ (p.
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683) was the final piece of advice they gave the patients (Thomas 2000). However, 

according to Wells-Federman (2000) there are a variety of active self-management 

interventions that can help patients develop confidence in their ability to manage the 

daily pain, and which can increase the potential for healing and quality of life i.e. 

techniques such as progressive muscle relaxation and breath focus to name a few.

Shaw and Halliday (1992) suggest that some families will view the illness as a 

challenge while others will view the illness as a threat. Therefore it is important for the 

health care staff to be adequately informed regarding what plans in their life the family 

members have to cancel, postpone, or alter after the ill person is diagnosed.

Men9s experiences related to health and illness

In a review by Sabo (2000) providing a brief outline of the development of men’s 

health in the USA, the term gender refers to expectations and actions that people learn 

about femininity and masculinity. Variations in men’s health are understood as 

unfolding within the larger social, cultural, and political contexts of gender relations 

that have emerged historically. The view is that men experience high social pressure. 

Few researchers have attempted to identify what causes men to become engaged in 

actions that seriously threaten their health (Courtenay 2000). Men’s risk-taking and 

violence are taken for granted. A deep-seated assumption in European philosophy 

according to Connell (1995 p. 164) is that men are rational while women are 

emotional. However, Sabo and Gordon (1995 pp. 1-21) emphasise that all men are not 

alike.

Studies of how gender relations influence men’s health and illness are at an early 

stage of development. Charmaz (1995 pp. 266-291) illuminates men’s experience of 

living with a chronic illness. She means that men regard illness in four major ways 

such as; an enemy, an ally that makes the illness tangible, an intrusive presence, and 

an opportunity to reveal the connection between body and self. Men can view their 

illness as the enemy that ruins their life, but treat it as an ally deserving respect, when 

they attempt to obtain a disability benefit. Knowing self through illness can result in 

raising or resolving an identity dilemma. To my knowledge there has been little
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attention paid to men’s embodied experience of pain, in contrast to literature 

concerning women’s embodied experiences. My question is, what kind of meanings 

do men bring to lived experiences of pain? Is the body a central foundation of how 

men define themselves and how they think others define them?

Fibromyalgia

Patterns of diffuse musculoskeletal pain have been noted since the time of Hippocrates 

(Chadwick & Mann 1950). The German researcher Robert Froriep, 1843, was among 

the first to recognise distinctive areas of muscle hardness or ‘Muskelharten’ which 

evoked pain under palpation in some patients with soft tissue rheumatism (Simons 

1976). In the last century symptoms such as fatigue, diffuse muscle pain, energy loss, 

headache, concentration problems and behavioural changes began to be associated 

with various types of diagnoses that corresponded to FM such as ‘neurasthenia’ (Beard 

1869), ‘myitis chronica’ (Helleday 1876), ‘fibrositis’ (Gowers 1904), ‘psychogenic 

rheumatism’ (Boland 1947) and finally, ‘fibromyalgia’ (Yunus, Masi & Aldag 1989). 

In recent years literature on FM has increased. In Sweden the first study on FM was 

published in 1986 (Bengtsson et a l 1986).

Disease

Fibromyalgia (FM) has been described in most countries of the world (Bennett 1995). 

This is an uncommon disorder in men; most patients are women aged 50 or more and 

the disorder increases among elderly people by approximately 7% in those aged 70 to 

79 (Wolfe et a l  1995). Fibromyalgia (FM) also occurs among children, particularly 

girls (Buskila et al. 1993, Reiffenberger & Amundson 1996). In the Scandinavian 

countries, the prevalence of FM has been estimated to be 1-10.5% among women and 

0-0.5 % among men (Hilden 1996).

There is probably not one single cause that can explain the pathogenesis of FM 

(Henriksson 1994, Sorensen et al. 1995). One theory regarding FM is that general pain 

and allodynia are from the beginning developed from a localised state of pain in the 

muscles (Bennett 1999, Henriksson 1999). Buskila et a l (1997) found that patients
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with neck injury developed FM shortly after a work accident. Other theories are that 

FM is primarily a stress syndrome (Olin 1995, Crofford 1996), or related to infections 

(Dinerman & Steere 1990, Rivera, De Diego, Trinchet & Monforte 1997) or 

associated with ongoing inflammatory diseases (Bonafede, Downey & Bennett 1995, 

Bennett, 1997). The aetiology of FM has sometimes been understood to be primarily 

psychological. Yunus et al. (1991) reported that the central features of FM are 

independent of psychological status, but pain severity might be influenced by 

psychological factors. According to Bengtsson and Henriksson (1996) there is no 

ground for believing that FM is a psychiatric disorder.

FM is often found to occur in patients with rheumatoid arthritis (RA) (Wolfe, 

Cathey & Kleinheksel 1984, Urrows et al. 1994) and low back pain (Borenstein 1995, 

Lapossy et al. 1995). A study by Buskila et al. (1997) shows a 22% (n=161) 

prevalence of FM one year after automobile accidents causing whiplash.

Over the years, different sets of diagnostic criteria have been used (Smyte & 

Moldofsky 1977, Bennett 1981, Wolfe & Cathey 1983, Wolfe 1986, Yunus et al. 

1989). In 1990 the American College of Rheumatology (ACR) defined the condition 

of FM as chronic widespread pain involving three or more segments of the body plus 

the finding of at least 11 of 18 designed tender-points (Wolfe et al. 1990 p. 171). 

However, failure to meet these criteria does not conclusively exclude the possibility of 

FM. This diagnosis, which is established on the basis of clinical observations, is a 

condition with signs and symptoms that exits on a continuum and often requires 

observation over time to firmly establish the diagnosis (Wolfe et al. 1990).

The symptoms that constitute the criteria for FM are long-term pain and 

allodynia (Wolfe et al. 1990). But the perception of muscle pain and allodynia may not 

be the same in all those fulfilling the ACR criteria for FM (Henriksson 1999). 

Allodynia means, ‘pain due to a stimulus which does not normally provoke pain’ 

(IASP 1994 pp. 209-214). People with FM live with almost continuous pain 

(Henriksson et al. 1992) in activity as well as in rest (Henriksson & Liedberg 2000). 

Characteristic is that the pain is widespread and occurs in the occiput, neck, shoulders, 

thoracic and lumbar spine, para-spinal regions, buttocks, hips, elbows and knees.
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According to Millea and Holloway (2000) not all areas may be involved 

simultaneously. A study by Henriksson and Liedberg (2000) indicates that people with 

FM experience pain at multiple sites but not ‘pain all over’. Affected people also 

report given periods as painless e.g. sometimes hours, sometimes days but also longer 

periods of time (Henriksson 1994). Symptoms besides pain, which are often reported 

are fatigue, sleeping problems, lack of muscle strength as well as tiredness, exhaustion, 

stiffness in the muscles especially in the morning, numbness, irritable bowel, anxiety, 

swelling, depression, difficulties with concentration and memory (Bengtsson et al. 

1986, Wolfe et al. 1990, Yunus et al. 1991, Prescott et al. 1993, Olin 1995, 

Reiffenberger & Amundson 1996, Walker & Soafer 1998, Borman & Celiker 1999, 

Hallberg & Carlsson 2000). Söderberg, Lundman and Norberg (1999) show that 

women with FM became fatigued without any strain and they even felt fatigued after a 

whole good night’s sleep. Güler-Uysal et al. (1995) and Strange (1999) reported a 

high prevalence of dyspnea in patients with FM. Changes in FM symptoms with worse 

symptoms in cold, rainy and windy weather and lesser symptoms in warm weather 

among people with FM are described by Bengtsson and Henriksson (1996), Schaefer 

(1997) as well as Prince, Bernard and Edsall (2000).

Yunus et al. (2000) found that men with FM had fewer symptoms and fewer 

tender points (TP) and they experienced ‘hurting all over’ or felt fatigued less often 

compared with women with FM. This is in agreement with a study by Wolfe et al. 

(1995) showing that women had more symptoms and a lower pain threshold than men. 

In a quantitative study by Buskila et al. (2000) concerning 40 men with FM, who were 

matched with 40 women at a rheumatology outpatient clinic in Israel, it is pointed out 

that men with FM reported a higher tender threshold than women.

Treatment

In Sweden, health centres with general practitioners (GPs) and/or family physicians, 

are generally the basic institutions for all investigation and treatment of long-term 

conditions. The Swedish National Board of Health and Welfare (1994: 4) recommends 

that if patients’ pain has not been eliminated within the expected period of time or 

within a maximum period of three months, the patients should be referred to a pain
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specialist for further investigation. Today many methods and techniques are used for 

treating long-term non-malignant pain such as pharmacological, psychiatric and 

psychological and cognitive therapies, remedial exercises in pain relief through 

electric stimulation, and surgical operation (Swedish National Board of Health and 

Welfare 1994: 4).

Alarcon and Bradley (1998) as well as Ledingham et al. (1993) state that there is 

no specific cure available for patients with FM. The treatment focuses on palliation 

(Bennett 1996) and the most effective management approach is a personalised, 

comprehensive, patient-involved programme (Masi & Yunus 1990). Since affected 

people may differ in the kind and severity of symptoms, the treatment strategies must 

be tailored to utilise the uniqueness of each patient (Rogers & Maurizio 2000).

Medical treatments are prescribed to alleviate pain, insomnia and psychological 

symptoms. When patients with long-term pain have received multidisciplinary pain 

treatment it has been shown to be effective e.g. increased physical functioning, 

decreased medication use, and an increased retum-to-work rate (Deardorff, Rubin & 

Scott 1991). Interdisciplinary group treatment is experienced as being effective for FM 

patients as anxiety, depression and well-being improved after a period of in-patient 

rehabilitation (Strobel, Wild & Müller 1998). Sandberg, Lundberg and Gerdle (1999) 

show that acupuncture can relieve FM patients’ pain during a restricted period of time. 

However, treatment of FM is largely based on clinical experience and none of the 

therapies used in FM are based on evidence from larger trials (Millea & Holloway 

2000).

People with FM often feel that health care staff do not take them seriously, which 

increases the burden of living with the illness (Bernard, Prince & Edsall 2000). A 

qualitative study by Hellström et al. (1998) shows that physicians tried to comply with 

the wishes and demands made by patients and took it for granted that patients were 

affected with something that needed to be managed medically. By giving patients a 

medical diagnosis physicians found a way to relieve their own feelings of inability. 

Nurses can help FM patients, by offering advice on pain control, sleep and other 

aspects of lifestyle adaptation (Ryan 1995). A study by Thomas (2000) shows that no
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participants mentioned nurses as being part of their support system, and none of them 

were involved in nurse-led support groups. According to Asbring (2001) it is 

important that health care staff understand the changes the ill individual is going 

through.

Experiences in daily life

No qualitative studies, to my knowledge, illuminate the meaning of men’s daily life 

when living with pain of FM type. A quantitative study by Buskila et al. (2000) shows 

that men consider themselves as being less healthy and report higher depression levels 

than women.

Living with a long-term illness means living a certain kind of life e.g. women 

with FM experienced that life changed from being active to more passive, 

characterised by having the will to do things, but not the strength (Söderberg & 

Lundman 2001). Women with FM experienced a poor quality of life (Henriksson et al. 

1992; Henriksson 1994, Gustavsson 1999) in comparison with women suffering from 

other chronic conditions (Burchardt et al. 1993). In-depth interviews with 30 women 

with FM illuminate that pain affects the whole human being in the meaning that 

women’s lives were controlled by fear of doing things that would cause more pain 

(Schaefer 1997). According to Henriksson (1995b) as well as Söderberg and Lundman 

(2001) women with FM felt misunderstood as, due to the symptoms they were 

prevented from carrying out their daily duties. Compared to women with RA women 

with FM experienced more negative feelings about themselves and about work 

(Gaston-Johansson et al. 1990), received more help from others, because they 

experienced limitations in daily life and were preoccupied with their pain (Gaston- 

Johansson et al. 1990, Gullacksen 1998 pp. 195-206). Living with FM leads to 

difficulties in daily roles at home and work (Henriksson 1995a, Walker & Soafer 

1998, Söderberg & Lundman 2001, Söderberg, Lundman & Norberg 2002). Söderberg 

et al. (1999) show that there were lots of things that women with FM could not do, 

such as running, kneeling, driving a car, and dressing their children. They had no 

energy left for activities so their social life had become restricted (Söderberg et al. 

1999). Fatigue was a heavy physical experience that brought about feelings of
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irritation for women with FM (Söderberg et al. 2002). A study by Bolwijn et al.

(1994) indicates that women with FM have very few close friends in comparison to 

women with RA. Söderberg and Lundman (2001) found that women with FM worked 

part-time as they did not have the strength to work more. Several studies show that 

women with FM often have jobs that have been adapted for them, have shortened 

working hours or are on sick leave (Henriksson et al. 1992, Henriksson & Burckhardt 

1996, Henriksson & Liedberg 2000). In a study about how patients with FM adapted 

to their illness in their everyday life, Henriksson (1995c) found that the pain 

component in FM markedly influenced these people’s activities with respect to both 

physical ability and endurance, when performing everyday chores. The affected people 

reported that their daily routines were frequently disrupted and that the pain radically 

altered their behaviour. They adjusted to the pain by dividing their activities into 

smaller entities, as well as altering the type of task to be performed or withdrawing 

from practical and social activities.

Hallberg and Carlsson (1998) show that women with FM progressed towards 

illness, rather than towards health and that many of them were 30 years old or younger 

and described traumatic life histories. However, women with FM often come to terms 

with a new identity by partly transforming their earlier identity in relation to their 

current situation, which comprises both losses and gains (Asbring 2000). This is in 

agreement with Hellström et al. (1999) showing that people with FM develop coping 

strategies and find ways to manage their thoughts of what the future will bring.

Rationale

The literature review shows that research about lived experience of long-term non- 

malignant pain is limited and that few studies are focused on men with FM. It is not 

surprising that research in this area is concentrated on women, as the majority of those 

with FM are middle-aged women (Wolfe et al. 1990). It is shown that men with FM 

reported more severe symptoms and a lower quality of life than women with FM 

(Buskila et al. 2000). A study by Yunus et al. (2000) shows that men with FM have 

fewer symptoms in comparison to women with FM. Living with FM can have negative 

consequences for women’s lives, particularly in relation to work and social life.
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However, they often come to terms with a new identity by partly transforming their 

earlier identity in relation to their current situation, which comprises both losses and 

illness gains (Asbring 2000).

To summarise, FM is a long-term non-malignant pain syndrome and knowledge 

about women’s experience of symptoms, daily life, working life, and social life when 

living with FM has been gained in earlier research (e.g. Gaston-Johansson et al. 1990, 

Henriksson 1995c, Söderberg 1999b, Hallberg & Carlsson 2000). The literary review 

shows that no qualitative research focuses on the meaning of living with pain of FM 

type as narrated by men, their partners, nurses and physicians. Therefore, this thesis 

focuses on the meaning of this phenomenon.

THE AIM OF THE THESIS

The overall aim in this thesis was to illuminate the meaning of living with pain of FM 

type as narrated by affected men, their partners, nurses and physicians. The thesis 

comprises five papers with the following specific aims:

Paper I. To gather men’s descriptions of their experience of nonmalignant pain of 

fibromyalgia type and thereby gain a deeper understanding of this phenomenon.

Paper II. To elucidate the meaning of men’s lived experiences of living with pain of 

fibromyalgia type.

Paper III. To describe how men, living with pain of fibromyalgia type, experienced 

being patients in the Swedish health care system.

Paper IV. To elucidate the meaning of being a female partner living with a man with 

pain of fibromyalgia type.
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Paper V. To illuminate the meaning of nurses’ and physicians’ (caregivers’) lived 

experiences in their encounters with men suffering from fibromyalgia or symptoms 

similar to fibromyalgia of at least six months duration.

MATERIAL AND METHODS 

Setting

The setting was a rheumatic hospital (specialist clinic) situated in central Sweden and 

serving a sparsely populated area of 134 000 inhabitants. The hospital was established 

about 30 years ago and in recent years multidisciplinary rehabilitation programmes 

have also been drawn up for patients with long-term muscular pain but who do not 

have inflammation of the joints, cartilage damage, or whose pain is not the result of an 

accident. The hospital policy stated that its goal was to create care for patients from a 

comprehensive physical, psychosocial and cultural view.

Participants

The participants in this study were 14 men who fulfilled the ACR criteria for FM 

(Wolfe et al. 1990), 14 women who were the men’s wives or common law wives, 17 

registered nurses (RNs) (15 women and two men) and four physicians (two women 

and two men). The field investigation was performed during the period 1996-1998. An 

overview of the men and their partners is presented in Table I.
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Table I. Background data of the men and their female partners (I-IV)

Background data Men Female partners

Age (median/years) 48 44.5

Education:

Academic education 1 3

Secondary school 11 7

Nine-year comprehensive school 2 4

Employment:

Full-time 2 6

Part-time 5 6

Sick-listed 2 -

Temporary unemployment 1 -

Leave - 1

Disablement pension 3 -

Paternity leave 1 1

Men with pain of FM type

When I planned this study I had intended to ask men diagnosed with FM at primary 

health care centres in an urban district in the central of Sweden, to participate in the 

study. Therefore, I contacted the head physician at each health centre in this urban 

district (n=7) and gave information about the study. However, it was not easy to find 

men who were diagnosed with FM according to the ACR criteria (Wolfe et al. 1990). 

Therefore, I contacted and informed the head physician at the rheumatic hospital in the 

same urban district about the study, and requested access to the staff. Health care staff 

at the hospital had discussed FM among men but were aware that the medical 

diagnosis FM was seldom given to men, although there were men who fulfilled the 

ACR criteria for it (Wolfe et al. 1990).
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Men described in papers I-III were recruited from the specialist clinic. A 

purposeful sample of participants was selected (Patton 2002 p. 40). In order to be 

selected as participants the men had to be married or live together with a female 

partner, due to the fact that it was also planned for the men’s partner to participate in 

this study. Another criterion was that the men had had pain for at least six months. 

Nineteen men who were examined according to the ACR criteria of FM (Wolfe et al. 

1990) by the same specialist at the hospital were invited to participate.

The selected men were given a brief description about the study by one of the 

health care staff at the hospital and were asked if I could contact them in order to give 

them more detailed information. All, except one, were interested. I proceeded to 

contact the remaining 18 men and gave them more precise information regarding this 

research and the intended course of action. Subsequently four of these men declined to 

participate, due to the fact that their partners were not interested in participating. On 

the completion of this procedure the men and I agreed on a time for the interviews.

The selected men had had symptoms between four and 24 years. Six men lived in 

a city (two in houses and four in flats) and eight men lived in the country (four in 

houses and four in flats). The participants were Swedish, came from the same 

community, and had a homogeneous cultural background. Three men reported 

additional chronic health problem (asthma n=l, allergy n=l, whiplash n=l).

Female partners

The participants described in paper IV were partners (n=14) to the men who 

participated in this study. I contacted these 14 women by telephone, after their men 

had given their permission, and informed them of the nature of the study and invited 

them to participate. The women also received a letter to this effect. None of them 

declined. The participants came from the Scandinavian countries. Most partners 

referred to their physical health as being good but three of them reported having a 

chronic health problem themselves (back pain n=l, diabetes n=l, rheumatism n=l).
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Health care staff

I personally informed all nurses and physicians who worked at the specialist clinic 

about this research (V) and obtained the names of the nurses from the heads of the 

three wards at the clinic, while the head physician provided the names of physicians. 

Thereafter, I contacted these 21 members of the health care staff (17 nurses and four 

physicians) by telephone, and informed them more thoroughly about the study and 

invited them to participate. They also received a letter to this effect. Two men and 15 

women from a total of 17 nurses and two women and two men from all four current 

physicians participated. Four nurses who worked nights only declined participation. 

They declared that they did not have enough experience of men with FM or pain of 

FM type.

The nurses’ ages ranged from 26 to 62 years and the physicians’ from 36 to 53 

years (median=41 in both groups). The health care staff had been working at the clinic 

for more than two years and came from the Scandinavian countries.

Methods for data collection, analysis and interpretation

In order to reach the aim of the present thesis two qualitative methods were used. A 

summary as regards aims, participants, data collection and analysis (I-V) is presented 

in Table II.

26



Table II. Overview of the five papers in the thesis: aims, participants, data collection 

and analysis

Paper Aims Participants Data Analysis 

collection

To gather men’s descriptions o f their Men who fulfilled the Narrative Content analysis

experience of non-malignant pain o f ACR criteria for FM interviews

fibromyalgia type and thereby gain a (n=14)

deeper understanding o f this

phenomenon

To elucidate the meaning of men’s 

lived experiences o f living with pain 

of fibromyalgia type

The men described 

above

Narrative Phenomenological 

interviews hermeneutics

III To describe how men, living with pain The men described 

of fibromyalgia type, experienced above 

being patients in the Swedish health 

care system

Narrative Content analysis 

interviews

IV To elucidate the meaning of being a Female partners to the Narrative Phenomenological 

female partner living with a man with men described above interviews hermeneutics 

pain of fibromyalgia type (n= 14)

To illuminate the meaning o f nurses’ Nurses (n= 17) and Narrative Phenomenological

and physicians’ lived experiences physicians (n=4) who interviews hermeneutics

in their encounters with men suffering had at least two years

from fibromyalgia or symptoms experience o f long-

similar to fibromyalgia o f at least six term pain patients

months duration

Interviews

Narrative interviews were chosen to achieve description of the lifeworld of the 

participants in order to interpret the meaning of the phenomenon ‘living with pain 

of FM type’ (I-V) (Mishler 1986 pp. 52-59, Kvale 1996 pp. 124-135). The 

interviews with the participants were held individually and the interviewees were
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encouraged to narrate as freely as possible about their lived experiences related to 

pain of FM type. One interview was carried out with each participant. The 

interviews with the men presented in papers I-III were introduced with an opening 

question that focused on their lifeworld (symptoms, daily life, working life, family 

life and social life) (I-II) and the help that had been given in the health care (III). In 

the interviews with the female partners presented in paper IV the opening question 

was, ‘Please, tell me about your experiences of living with your man who is 

affected with long-term pain’. The opening question in the interviews with the 

nurses and physicians presented in paper V was, ‘Please, narrate your experience of 

men living with FM or long-term pain of FM type’. When necessary I asked 

clarifying questions, for example, ‘Can you tell me a little more’, ‘Can you say 

something more about that’ or ‘Can you give me a specific example’ (Mishler 1986 

pp. 52-59, Kvale 1996 p. 133).

Narratives have frequently been used in nursing research to illuminate 

meanings of people’s experiences. For example, in Swedish studies Söderberg 

(1999b) studied women’s experiences of living with FM, Svedlund (2000) used 

narratives for studying the meaning of experiences among women with acute 

myocardial infarction, their partners and nurses, Olofsson (2000) studied nurses’, 

patients’ and physicians’ narratives about coercion and Strandberg (2002) studied 

the meaning of the phenomenon dependency on care, as it is disclosed through 

patients’, nurses’ and relatives’ narratives.

Interviews with the men (lasting between 40 and 120 minutes) (I-III) took 

place in their home (n=4), at my office (n=9) and over the telephone (n=l), with the 

men’s partners (30-100 minutes) (IV) in their home (n=2), at my office (n=10) and 

over the telephone (n=2) and with the health care staff (45-90 minutes) (V) at the 

specialist clinic (n = 20) and at my office (n = 1), all according to the participants’ 

special requirements. All the interviews were tape-recorded after permission had 

been received from the participants and transcribed verbatim.
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Content analysis

Content analysis was used to analyse, respectively interpret the meaning of living with 

pain of FM type, as narrated by the interviewees when my intention was to describe 

characteristic themes of meaning and messages in the narratives (I, III). There is no 

single set of rules and procedures in qualitative content analysis but the method 

generally encompasses several steps (Downe-Wamboldt 1992, Baxter 1994).

The tape-recorded interviews with the men were transcribed and after that I 

listened to all the taped interviews. The interview text presented in paper I was 

analysed with the aim of identifying prominent themes and patterns of the data (Polit 

& Hungler 1999 pp. 576-583) (I). The content analysis was performed in several steps. 

Firstly, all interviews were read and reread, in order to form a general impression of 

the text in its entirety. Secondly, parts of the text concerning the men’s descriptions of 

their experience of pain were marked and then extracted from the total texts, to form a 

new text (I). The rest of the material is presented in papers II and III. Thirdly, I 

concentrated on repeated readings of the text and made codes in the typed scripts. The 

text was thereafter divided into textual units. These units could contained a sentence, 

several sentences, or paragraphs. The coded textual units with similar content were 

sorted in order to describe aspects of the text with meaningful consistency that formed 

themes {cf Downe-Wamboldt 1992). Fourthly, two themes and three dimensions were 

formulated which together formed a pattern (I).

The interview text presented in paper III, which was about men’s experiences of 

being patients in the Swedish health care system, was text analysed by another kind of 

content analysis (Baxter 1994 pp. 239-254). The text was read through several times in 

order to obtain the sense of its message. Thereafter the text was divided into domains 

consisting of text about general, specialist, and complementary health care. These 

domains were analysed more thoroughly in order to create categories with meaningful 

consistency. To create categories was a way for me to organise and structure the text. 

In this text certain aspects of men’s experiences of being patients in the health care 

system were thereafter identified and five themes were formulated. The text as a whole 

was re-read confirming the themes.
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While I analysed the text, my co-authors read parts of the interviews and 

followed the paths shown in the analysis in order to address the question of 

trustworthiness. All the authors entered into discussions about how to interpret the 

text, until an agreement was reached (Patton 2002 pp. 566-576) which strengthened 

the credibility of the analysis.

Phenomenological hermeneutic interpretation (I. IL IV)

The phenomenological hermeneutic interpretation inspired by the French philosopher 

Ricoeur (1976) was chosen to interpret the meaning of living with pain of FM type as 

narrated by the interviewee’s in papers (II, IV, V), when my intention was to elucidate 

a deeper meaning in the narratives. This method has been developed and used at the 

University of Tromsö, Norway (e.g. Lindseth et al. 1994, Talseth et al. 1997) and at 

Umeå University (e.g. Rasmussen, Sandman & Norberg 1997, Söderberg, 1999a pp. 

18-23, Söderberg 1999b pp. 27-28, Strandberg 2002 pp. 26-28). Ricoeur (1995 pp. 

101-128) has combined the phenomenological basis in his philosophy with 

hermeneutics. He describes phenomenology as a prerequisite for hermeneutics (deals 

with mediation of understanding, i.e. interpretation) and hermeneutics as a prerequisite 

for phenomenology (aims to examine and describe the meaning of experiences of 

phenomena).

The overall aim in the phenomenological hermeneutic interpretation is, according 

to Ricoeur (1991a pp. 149-162, 1991b p. 332) to illuminate the world that is opened 

up in front of the text and to show interpretations of meanings of experiences. The 

interpretation is a process involving three phases: naive reading, structural analysis, 

and finally an interpretation of the text as a whole, leading to a comprehensive 

understanding. Using this method means a constantly progressing dialectic movement 

between the whole and the parts of the text, between understanding and explanation.

In the first phase, the naive reading I read the whole interview text as open- 

mindedly as possible in order to gain a naive understanding of the meaning of living 

with pain of FM type as narrated by affected men, their partners, nurses and
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physicians, which provided ideas for the forthcoming structural analysis (Ricoeur 

1976 pp. 74-75).

Structural analysis, the second phase, includes various objective examinations of 

the de-contextualised parts of the text aimed at explaining what the text says. The text 

was divided into meaning units, i.e. a sentence or several sentences with similar 

meaning in relation to the aims of the studies. Each meaning unit was condensed and 

abstracted to give a formulated meaning concerning the meaning of participants’ 

experiences. The formulated meanings were then related to each other, reflected on 

and organised into sub-themes and themes. The structural analysis involves several 

passages in order to explain the text. According to Ricoeur (1976 pp. 73-75) structural 

analysis is the objective part of the interpretation of the text, a kind of validation, to 

which all further interpretations can be referred.

The third phase, is a critical in-depth interpretation of the text as a whole, where 

the naive understanding and the results of the structural analysis, the literature together 

with my co-authors’ and my own pre-understanding were brought together into a 

comprehensive understanding. The aim was to achieve a deep understanding of what 

the text indicated, i.e. the world that was opened up in front of the text (Ricoeur 1976 

p. 88). In the interpretation process I interpreted the data and my co-authors read parts 

of the interviews and followed the paths in the interpretation process. All the authors 

entered into discussions about how to interpret the text, until an agreement was 

reached that enhances the credibility of the analysis.

Ethical considerations

Permission to carry out the studies was granted by the Ethics Committee at the 

Medical Faculty, Umeå University, Sweden (§ 60/96, No. 96-024). The participants 

were given personal and written information about the study and that participation was 

voluntary. The interviewees formally agreed to participate and were guaranteed 

confidentiality; including anonymity in the publication of the results and that they 

could withdraw from the study at any time. There was no previous relationship
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between the interviewees and me. Confidentiality was secured due to the fact that only 

I could identify the participants in the material.

RESULTS

The results of the five papers are presented separately. In the respective papers the 

themes are marked with italics.

Paper I

The first paper gathers men’s descriptions of their experience of pain of FM type. 

Living with the illness means men’s perceptions o f diversified bodily pain , which had 

largely progressed from being local to being widespread. The men experienced a 

difference between pain that worried them i.e. associated with weaker physical 

strength, and pain that did not worry them i.e. their experience of an unchanged ability 

to move if they did not overstrain themselves. Living with the illness also means 

men’s perceptions offluctuating pain that passed through calm and difficult phases. In 

calm phases daily life was described as being more relaxed; they could even believe 

that they were healthy i.e. they felt inspired to do things, which easily led to 

overstepping their physical capacity. During difficult phases of pain life was 

experienced as being dark and even frightening -  ‘one is without energy, totally 

exhausted’. Specific bodily pain was experienced, which men had difficulties to 

describe precisely. Therefore they used a metaphorical language in order to 

communicate their experience of living with pain of FM type. In order to strengthen 

the severity of their experience of pain words such as devilish, hellish, or damned were 

also used. The men expressed their experience that life oscillated between living an 

unendurable and endurable life, depending on the difficult and calm phases of pain, 

even if the pain always influenced their daily activities.
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Paper II

The second paper elucidates the meaning of men’s experiences of living with pain of 

FM type. Living with pain is a life full of limitations on a day-to-day basis and men 

experiencing the body as an obstruction, a reluctant, sluggish, and stiff body, which 

affected their lives. It was not possible to be as active as previously, due to the 

experience of pain that caused fatigue, weakness, and reduced movement. It was 

impossible to make plans, as they did not know from one day to the next if they would 

have enough energy to carry out their jobs or chores. This brought about feelings of a 

change in the body, self and relationships.

Being a different man is not feeling like the same person as before, for example, 

feelings of not being a whole person, as it was impossible to live at the same high 

tempo and manage things like they did when they were healthy. It means losing the 

feeling of being oneself, a sense of discontinuity with the world i.e. ‘being an outsider’ 

and sometimes having suicidal thoughts. Living with constant pain made men irritable, 

although they tried to control their bad temper, but it was not easy to master the pain. 

The feeling that family, friends, relatives, and employers believed that the pain was 

genuine was not the same as real understanding. According to men it was especially 

hard for the children to understand why their father could not participate in noisy 

games, and this made the men very unhappy indeed.

Men were striving to endure and during difficult phases of pain, they had no 

energy for social life, while during calmer phases they forced themselves to maintain 

contact with friends. It was a struggle to live as normally as possible. In contrast to 

social life, voluntary loneliness gave the men a sense of alleviation. Trying to be 

oneself again means having to accept a ‘changing me’, ‘having a different outlook on 

oneself and the world’ but also ‘feeling different’. Struggling to live a tolerable life 

despite the experience of constant pain was a process that required balancing life 

during calm and difficult phases of the illness. This process took a long time to come 

to terms with.
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Paper III

The third paper describes how men, living with pain of FM type, experienced being 

patients in the Swedish health care system. They endured a lot of pain before they 

sought help. Physicians prescribed painkillers and sometimes signed the men off sick, 

with a recommendation to take things easy. This procedure, ‘seeking help’, was 

repeated again and again and men were feeling afraid o f being looked upon as being a 

whiner. It was difficult for the men to find a receptive listener. They expressed a 

feeling o f  being like a guinea pig , as repeated unsuccessful treatments did not cure 

them but did temporarily relieve the pain. Men were feeling hopeful of being cured on 

being remitted to a specialist. Being treated by skilled and committed health care staff 

gave men feelings of being believed and respected as a unique individual and 

increased their well-being. At the same time treatment during a few weeks in the 

peaceful environment at a specialist clinic was experienced as gaining temporary 

relief. After completed treatment at a specialist clinic, the men were not cured. In 

encounters with uncommitted health care staff (in non-specialist care) men were 

feeling neglected, in the meaning that they felt they were not really taken seriously and 

that there was a lack of continuity and follow-ups in the care received. Men 

experienced a feeling o f  no recovery; they distracted themselves from the pain by 

carrying out various physical and intellectual activities.

Paper IV

The fourth paper elucidates the meaning of being a female partner to a man living with 

pain of FM type. Struggling to give support and comfort partners encouraged men and 

arranged activities they could carry out together, because otherwise the men easily 

became passive. Partners had to show constant consideration to men’s pain and life 

could no longer be lived so impulsively as before. After their husband became ill they 

kept company with a restricted circle of friends, as men’s symptoms increased when 

they were together with a lot of people. Sometimes this involved partners’ feeling fed 

up even if their feeling of compassion led them to make the best of things, so that their 

husband could experience a feeling of well-being. Because men’s pain swallowed all
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their energy they had no energy left to become involved in their partner’s laborious 

situation and were struggling to keep going on. Partners had to take most of the 

responsibility in the family’s daily life. The feeling of an enormous weariness made 

things almost unbearable for them, it was like being alone, although they were a 

couple. Comfort from a near relative or escaping from home by working lots of 

overtime helped them to distance themselves from their troublesome situation, even if 

men’s pain was always to the fore. Feelings of both hope and fear led them to wonder 

about the future, how life would turn out for them and their man. Partners were 

experiencing lack o f understanding and support from men as pain swallowed all their 

energy. Partners struggled to manage to become reconciled with the changed life i.e. 

life was viewed from a renewed perspective, involving feelings of both togetherness 

and separateness.

Paper V

The fifth paper illuminates the meaning of nurses’ and physicians’ experiences in their 

encounters with men living with FM or pain of FM type. The health care staff 

experienced that men with diffuse muscle pain often demanded much of themselves in 

their working and private life, they were needing to be manly. Men were struggling for  

relief and tried to find an explanation for their pain, e.g. related to a trauma. Physicians 

were cautious about giving the diagnosis FM to men because it could be preconceived 

as being unmanly. Nurses and physicians conveyed their experience that men found it 

difficult to express their pain more exactly. Physicians related that men described their 

pain in specific bodily locations while nurses got another picture i.e. they noticed that 

men felt pain all over their body, which came and went depending upon what they 

were doing. Health care staff stated that men did not spontaneously talk about their 

feelings, instead they withheld their feelings, while at the same time they were needing 

human support. Health care staff expressed their experiences that men had difficulty in 

carrying on with their everyday lives if their pain was not cured, and noted that men 

had an urgent need of confirmation.
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COMPREHENSIVE UNDERSTANDING AND REFLECTIONS

The comprehensive understanding is based on an interpretation of the results of the 

five studies comprising the thesis. The meaning of living with pain of FM type 

discloses changes in daily life, family life, working life and social life (I-III). Similar 

results are also described among women with FM (Henriksson et a l 1992,

Henriksson 1995a, b, Hallberg & Carlsson 1998, Söderberg & Lundman 2001). Living 

with pain of FM type is much more than just living with physical symptoms, one loses 

feelings of belonging to a world. Just being was no longer taken for granted, as 

feelings of living with pain involved the fact that the one’s surroundings were 

experienced as limiting (I-III).

As I became convinced during the interpretation process that men could not 

endure at the same time as suffer, it seemed suitable to use Morse’s and Carter’s 

‘theory’ (1996) regarding enduring, suffering and a reformulated self. Morse and 

Carter (1996) identified three types of enduring: enduring to survive - occurring during 

physiological jeopardy; enduring to live -  occurring with untenable psychological 

stressors; and enduring to die -  occurring with inevitable degenerative and terminal 

disease. Suffering is defined as a highly emotional response to that which is endured, 

to the changed present, or to anticipating the altered future. According to Morse and 

Carter (1996) as well as Morse (2000) it is not possible for people to experience 

enduring and suffering simultaneously but it is possible to switch between these states. 

When affected people have suffered through a state and are able to accept the changed 

reality, they gain new insights and appreciation for life (Morse & Carter 1996, Morse

1997).

Being affected by pain was living a life that oscillated between calm and difficult 

phases. The experience of pain was difficult to describe more precisely and a 

metaphorical language was used to make the invisible pain more discernible (I). 

Söderberg and Norberg (1995) as well as Hallberg and Carlsson (2000) show that 

women with FM also used metaphorical expressions to disclose tacit knowledge of 

their experiences of pain and fatigue. During difficult phases men appeared to be in the
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state ‘enduring to live’. They were in an untenable life circumstance, which was 

impossible to get out of and they felt that their physical and psychological integrity 

was threatened. According to Morse (2000) enduring occurs at various levels of 

intensity, depending on the severity of the threat. Living through the pain and 

maintaining control requires all of the individual’s energy (Morse 1997). Men 

expended extraordinary amounts of energy, holding themselves together and fought 

with the pain so that it would not overwhelm them. Their energy was absorbed and the 

smallest physical task became an exertion (I-III). While in the state of enduring a 

person may act by focusing on such things as the hands of a clock, or breathing in and 

out, and this can facilitate just being (Morse & Carter 1996). In the present study men 

expressed that deep breathing temporarily relieved pain (III). When no longer able to 

bear the pain men relieved it by ‘loosing it’, e.g. by becoming angry with others (II). 

Partners were afflicted by men’s unstable temper and this gave rise to fraction in the 

family (IV). Dewar and Morse (1995) as well as Morse (2000) relate that people who 

are in the state of enduring often lose control and erupt with anger over something 

trivial.

Men required all their strength to keep themselves together; subsequently they 

had no energy left for family and social life. They were wholly engaged in taking care 

of themselves, which can be seen as building up a wall around them as a strategy to be 

able to bear the pain. Men remained focused on the present with suppressed emotions 

and they lived one day at a time, sometimes minute by minute (II). Morse and Carter 

(1996) and Morse (2000) state that enduring results in emotion being squelched, 

sealed off and blocked. It seems that being alone was one way for men to distance 

themselves from the tormenting pain and gave them a feeling of rest and pain relief

(II). This can be understood as communicating the severity of distress by delivering a 

message ‘do not come too close’ to others (Morse 2000 p. 5). Charmaz (1997 pp. 279- 

285) states that isolation allows people to reduce pressure and to live at a more 

tolerable pace. Men’s loneliness influenced their partners in such a way that made 

them feel lonely, although they lived as a couple. However, during men’s difficult 

phases of pain, partners comforted men by ‘being there’ and giving them
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encouragement (IV). This gave men the feeling that the family was being tolerant with 

them (II). According to Morse (2000) giving silent support is one way of comforting a 

person who is enduring.

My interpretation is that in calmer phases of pain men were in the state of 

suffering, related to experiencing lesser symptoms, even if pain was always present. 

Men could imagine that they were healthy as their ability to move increased and 

sleeplessness decreased (I). Struggling to live with the pain gave a feeling of being a 

different man, because of a sense of diminished freedom in life. Toombs (1992) 

describes the meaning of the lived experience of illness as a loss of wholeness and 

bodily integrity, control, certainty, freedom to act and the familiarity of one’s world. 

For men self had become vulnerable, because of having to live in a pain-racked body 

and not being able to act as before (I-III). During calm phases of pain men forced 

themselves to maintain contact with friends and continue with activities they could 

perform, which was a way to escape from a tedious daily life (I-III). However, they 

experienced their body as being an obstruction (I-III) that involved their sense of no 

longer ‘fitting in’, as not being able to express previous aspects of self (II). During 

periods of being sick-listed men insisted on getting back to work as quickly as possible 

because it felt important for them to manage their tasks, even if they tormented 

themselves almost to death. This can be related to the fact that, in our culture, work is 

considered to be the most important human activity (Kemp 1991 pp. 116-119). The 

fact that, according to social norms, men should be productive and economically 

responsible for their family might, as was suggested by nurses and physicians, 

contribute to the fact that men felt without value. Men wanted to be strong and 

effective and did not want to be looked upon as being worn out (V). When returning to 

work after being sick-listed for a longer period of time, men were sometimes given 

meaningless tasks and this made them feel like an outsider. They just worked their 

number of hours, without anyone commenting on how they came and went, and 

sometimes thought of suicide thoughts (II). For suffering people suicide seems to 

become a viable option, when emotional forces become overwhelming (Morse & 

Carter 1995). The fact that identity is associated with work corresponds with other 

studies showing that work is given high priority among long-term ill people (Charmaz
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1997 pp. 134-166, Gullacksen 1998, Ware 1998). Nurses’ and physicians’ experience 

was that men with long-term pain found it difficult to carry on with their everyday life 

if  they did not get pain relief. Men more plainly than women expressed that it was 

difficult to endure pain and it seemed that the only solution for them would be to end 

their life (V). According to Morse and Carter (1996) as well as Morse (2000) suffering 

implies expressing experience. However, men in the present study did not share their 

innermost feelings and shunned away from complaining about how they felt, mainly 

because they were afraid of being looked upon as being a whiner (I, III) and of making 

things worse for their partners (II, IV).

This study shows that partners were also suffering (IV). Feelings of compassion 

implied that partners were ‘holding back’ their own needs in order to avoid offending 

the ill partner, which brought about a loss of their own rhythm and diminished their 

circle of friends. This can be seen in this study as keeping men from becoming 

isolated. Thus men’s pain was experienced as being an ‘unwelcome family member’ 

that became a burden, as partners had to take over men’s duties, which gave them 

feelings of being lonely despite being together (IV). Rees, O'Boyle and MacDonagh 

(2001) point to healthy partners’ reluctance to reveal the true burden they are 

experiencing, maybe for fear of seeming disloyal to their ill partner. Partners struggled 

to give men support and comfort through being together. According to Morse (2000 p. 

4) it is as ‘though the comforting person -  the comforter -  is needed to help absorb the 

person’s distress and to literally hold him or her together’. That people with FM need 

consolation (in this connection synonymous with comfort) is also emphasised by 

Söderberg (1999b p. 39) who relates that when women with FM were not regarded as 

being credible persons they felt abused and distressed and consolation was one way to 

relieve their suffering. In the present study distancing themselves from men’s pain, 

through profound talks with a close relative or by escaping to work overtime gave 

partners a feeling of being comforted, which made life more endurable. Experiencing 

lack of support from men and lack of knowledge about men’s pain, as well as lack of 

support from health care staff made it undoubtedly difficult for partners to bear this 

burdensome life (IV).
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This study reveals that men struggled to live as normally as possible to prevent 

isolation. Receiving comfort from partners (IV) and those health care staff who 

showed commitment (III) provided them with new insight and appreciation of life. 

Men could recognize the fact that their life had been irrevocably altered and they had 

learned to see the world through ‘new eyes’. Reaching a new way of living meant 

looking differently at oneself and at the world (I-III). This meant becoming reconciled 

to a changed life and a reformulated self (Morse & Carter 1996). According to Madjar 

(1997 pp. 58-73) it is a struggle to come to terms with the ill body and the altered self 

when living with pain. Strangely enough men experienced well-being despite ill-being, 

when they reached a new and different state of ‘being-in-the-world’ (II). This kind of 

experience is also described by Svenaeus (1999 p. 189) as ‘a new form of being-in- 

the-world and regained homelikeness’. Men hoped that their pain would not get worse. 

While realizing that a man does not need to be a hero, they had given up hoping for a 

life without pain and felt contented because they knew things could have been worse

ai).
The meaning of being a female partner living with a man with pain of FM type is 

interpreted as a struggle to be reconciled with a changed life, due to men’s continuous 

pain, which was experienced as being a threat to the whole family. According to 

Corbin and Strauss (1988 p. 314) healthy spouses can feel as if  they are being tom 

between two conflicting sets of feelings, i.e. whether to give priority to self or the 

other. It seems that through their difficult life situation partners gained strength and 

wisdom, which led to a new insight and appreciation for life. This can be understood 

in accordance with Morse and Carter (1996) as living a life as a reformulated self, and 

viewing life in a renewed way. This relates to Söderberg’s (1999a p. 15) conclusion, 

‘consolation makes us available to others, helps us fulfil the demands of life, which 

inspires hope and regains the power to be’. Men’s pain was like an uninvited guest that 

had to be incorporated into the partner’s life, which gave her a feeling of a transformed 

‘we-ness’. Rolland (1994) describes that a relationship achieves a balance between 

togetherness and separateness, especially for couples facing chronic conditions. Being 

distanced from another person can help lead the way back into a relationship, but can
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also be a barrier in a relationship (Buber 1962 pp. 411-423). However, many taxing 

years together had provided partners with deep feelings for their relationship. The 

interpretation of togetherness in this study is related to partners’ feelings of 

compassion that led them to comfort their men. This was however, not easy due to the 

men’s reluctance to express their feelings. This might be a gender-related phenomenon 

that needs to be studied further. The interpretation is that separateness is related to 

partners’ strength in planning for their own future so that they can protect self by 

reaching out and creating more room for self, while knowing that their marriage 

relationship can never be the same as before.

Men’s experiences of ‘good’ and ‘bad’ encounters in health care influenced their 

well-being/ill-being (III). In health care staffs encounters with men with pain of FM 

type, an understanding of the pain was considered to be of great importance for men’s 

well-being (V). According to Svenaeus (1999 p. 261) the goal of clinical encounters is 

to develop a homelike being-in-the-world atmosphere. Nurses and physicians related 

that it was difficult for men to talk about their feelings. This made it difficult for them 

to develop an understanding of the meaning of men’s pain (V), which could maybe 

lead to treatment being delayed (III). Strandberg, Norberg and Jansson (2002) revealed 

that patients withheld their feelings, needs and thoughts because they did not want to 

be too troublesome for fear that nurses would not help them. This can be compared 

with the results in this study, revealing that men tried to avoid being a ‘troublemaker’

(III). Toombs (1992) describes how physicians’ and patient’s lifeworlds are 

significantly different in clinical encounters. The physician’s world is primarily one of 

disease, while the patient’s world is one of lived illness (cf. Hellström et al. 1998). 

Difficulty in developing a shared understanding between the ill person and health care 

staff can be associated with two voices, the voice o f medicine and the voice o f the real 

world (Mishler 1984 pp. 95-185). These two worlds can never completely overlap 

(Leder 1990). LeShan (1964) considers that if patients are to be helped, health care 

staff must be aware of their own feelings concerning the patients’ illness. If health care 

staff believe that men’s pain has some meaning, even if no cause can be found, then 

they have a better chance of helping them. This is congruent with nurses’ and
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physicians’ expressed experiences that men with pain of FM type need to have 

someone to talk with, to be noticed and understood (V). This can be understood when 

seeing men struggling for endurance. In comparison with women with FM who were 

struggling for dignity (Söderberg et al. 1999) the men in this study were struggling for 

a tolerable existence (II).

The present study reveals how men and their partners experienced a lack of 

engagement and interest from the health care system, related to feelings that there was 

no continuity and a lack of follow-ups in the care received foremost in primary care 

and general hospitals (III-IV). Strandberg et al. (2002) show that patients who are 

dependent on care cannot choose between good and bad care and they cannot afford to 

be too particular about the care received. This study elucidates that partners did not 

become involved in men’s treatments (IV). According to Rees et al. (2001) it is 

important that healthy partners are given an opportunity to express difficulties they 

may experience. Men themselves narrated that they felt neglected because the health 

care staff lost interest in them as time went by (III). This reminds us of results, which 

showed that women with FM experienced a negative attitude and a lack of 

understanding among health care staff and had to struggle to achieve understanding 

and relief (Söderberg et al. 1999). Encounters with engaged and skilful health care 

staff at the specialist clinic gave men the feeling of being understood, believed and 

respected and the encounters promoted their well-being despite the fact that no cure 

was available (III). This is the same as gaining confirmation i.e. being recognised and 

endorsed by other people, e.g. receiving the message, ‘to me, you exist’, ‘we are 

relating’, ‘to me, you are significant’ and ‘your way of experiencing your world is 

valid’ (Cissna & Sieburg 1981 p. 259). On the contrary, not being respected or taken 

seriously led to a feeling of being neglected despite the care received (III). Men’s well

being increased when they were given a likely cause for the pain and/or participated in 

a treatment programme in a peaceful environment (III). This can be seen as health care 

staff easing men through the experience i.e. facilitating it by making the suffering 

more bearable. According to Morse (2000) suffering must be worked through.
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This study points to the difficulty of reaching a mutual understanding of the 

meaning of living with pain of FM type as narrated by men, their partners, nurses and 

physicians. Men’s reluctance to express their feelings made it difficult for both 

partners and health care staff to gain real understanding about men’s ‘living with pain 

of FM type’, and this in turn hindered them from helping men in the best possible way. 

Withholding one’s feelings is an important phenomenon and might be a gender-related 

phenomenon and needs to be subjected to future research.

A reflection is that if specialist nurses, working in primary care, had a key 

function of giving support and education to patients with long-term non-malignant 

pain in an early phase of the illness this would lead to satisfied patients. This should be 

a subject for coming research, and it should be considered to see if costs in the health 

care system can be reduced for these patients.

REFLECTIONS ON THE METHODS

This study illuminates the meaning of living with pain of FM type as narrated by 

affected men (I-III), their partners (IV), nurses and physicians (V). The men who 

participated in this study were selected by the same physician at the specialist clinic 

after they had fulfilled the ACR criteria for FM (Wolfe et a l 1990), had had pain for at 

least six months and were living with a female partner who was also willing to 

participate (IV). The fact that the men fulfilled these criteria does not mean that they 

all had been diagnosed with FM. It implies rather, that physicians seem to be cautious 

in giving men the diagnosis FM (V).

According to Sandelowski (1995) the sample size in qualitative research should 

be big enough to achieve variation of experiences and also small enough to permit 

deep analysis of data. In the studies presented in the five papers I found that the 

number of participants selected by a purposeful sampling was adequate, because all 

narratives gave rich information {cf. Patton 2002 p. 40) and all interviewees expressed 

their satisfaction of being given an opportunity to narrate their lived experiences.
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Nurses and physicians who worked at the hospital were selected to participate 

due to their experience of caring for patients with long-term non-malignant pain. The 

criteria for including health care staff were that they had more than two years’ 

experience of working at a specialist clinic. The participants consisted mainly of 

women but included four men (two nurses and two physicians) (V). As the intention in 

this thesis was not to describe how female and male health care staffs experiences 

varied, to speculate if it has influenced the results is therefore not worth considering.

Narrative interviews, {cf. Mishler 1986), were carried out by me. The use of 

narratives has many advantages that need to be taken into consideration. The 

participants were also encouraged to tell their story. Thus I listened to the 

interviewees’ narratives with as little interruption as possible, in order to inspire them 

to narrate in their own words. I had no previous relationship to the interviewees. 

Söderberg (1999a p. 44) emphasises that she was familiar with the interviewees in her 

thesis and therefore she could easily relate to and understand what they were narrating. 

However, she also referred that there was a risk in being too familiar with the 

interviewees i.e. that the interviewees would narrate situations to please her. As the 

fact that I did not know the participants before the study started, this fact may have 

removed the risks of being too familiar with them.

The interviews were analysed by two qualitative methods with a common factor, 

namely to describe and elucidate the meaning of living with pain of FM type.

However, meanings have been interpreted at different levels and with different foci in 

the analyses. When using a content analysis my intention was to describe characteristic 

themes of meaning and messages in the narratives (I, III). With the use of 

phenomenological hermeneutics my intention was to elucidate a deep meaning of the 

participants’ experiences (II, IV, V). The results of the phenomenological hermeneutic 

interpretation consist of opening up the world in front of the text to show 

interpretations of meaning in the text that the interviewees may be unaware of. To 

understand another person’s experience as experienced is not possible but it is possible 

to understand the meaning of an experience based on the text i.e. the experience 

remains private, but its meaning becomes public. Thus the focus of the structural
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analysis is on the meaning of experience expressed in the text (Ricoeur 1976 pp. 15- 

16). So what is interpreted is what the text is saying, what it talks about and what 

possibilities it points to (Ricoeur 1991a pp. 149-162, 1991b p. 332).

Throughout the interpretation process from the interviewing to the presentation 

of the results I have been the research tool and have become co-author to the text due 

to my questions and reactions during the interviews. During the interpretation of the 

text I remembered the participants and the interview situations. In this way the 

participants were also ‘present’ in the interpretation of the text (cf. Talseth 2001 pp. 

30-31). I have been conscious of my pre-understanding and tried to interpret the text 

as open-mindedly as possible. My understanding of the method has increased 

continuously during the whole interpretation process through reading other studies 

using phenomenological hermeneutics (e.g. Benzein 1999, Ekman 1999, Söderberg 

1999b, Rasmussen 1999, Hellzén 2000, Pejlert 2000, Svedlund 2000, Sundin 2001, 

Talseth 2001, Strandberg 2002), other literature (e.g. Hansebo & Kihlgren 2001, Frid, 

Bergbom & Haljamae 2001) and through my participation in research seminars.

To validate the trustworthiness of the five papers I have tried to make the 

research process visible, from the context to the written report (cf. Riessman 1993 pp. 

54-77) and provide the reader with information about how the descriptions and 

interpretations were constructed. The reader will then be able to determine the 

trustworthiness of my study. My co-authors ensured the trustworthiness of the 

interpretations by reading the interviews, following my thoughts and helping me to 

open up my mind to possible and alternative interpretations of the texts and by making 

sure that my descriptions and interpretations were grounded in the text. Ricoeur (1976 

pp. 75-88) states that it is always possible to argue for and against an interpretation, to 

confront interpretations and to mediate between them. He states that in 

phenomenological hermeneutics the interpretation is only one of several possible and 

the results should be judged on the basis of the researcher’s pre-understanding. There 

is not one correct interpretation of meanings of narratives according to Bailey (1996). 

For my co-authors and me the results in my thesis represent the best way to understand 

and make use of the meaning of living with pain of FM type as narrated by affected
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men, their partners, nurses and physicians. The results cannot be generalised but reveal 

the possibilities of understanding meanings of experiences, and provide a basis for 

reflection about the complicated phenomenon ‘living with pain of FM type’ (cf. Koch

1998).

The strength of this study is that an important area has been illuminated from 

different insider perspectives that can make it easier for health care staff to support 

men with pain of FM type and their partners, and encourage them to lead a life that 

reaches beyond the illness. A weakness in the study is that men who lived alone were 

excluded, but this was definitely a conscious choice, as the aim was also to gain an 

understanding of the meaning of being a female partner living with men affected by 

pain of FM type. Perhaps men’s experiences would have been different if  they had 

lived alone. In the future it is important to study single men living with FM. Future 

studies, which include children in families affected by FM, are also needed in order to 

broaden the family perspective.

CONCLUSION

This thesis illuminates the meaning of living with pain of FM type as narrated by 

affected men, their partners, nurses and physicians. These results were interpreted 

within the perspective of the theory of enduring, suffering and reformulated self as 

expressed by Morse and Carter (1996). Men oscillated between enduring and suffering 

related to difficult and calm phases of pain. They struggled for a tolerable existence in 

a different state of being in the world, a reformulated self. Partners also suffered and 

struggled to reach a reformulated self and give support and comfort through being 

together with men. They also experienced a changed marriage relationship and a 

transformed we-ness. Nurses and physicians found it difficult to reach an 

understanding of men’s lifeworld. Men’s reluctance to express their feelings made it 

difficult for both partners and health care staff to gain real understanding of the 

meaning of men’s pain and the possibility to support and comfort men.
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SVENSK SAMMANFATTNING

Innebörden av att leva med smärta av flbromyalgityp utifrån drabbade mäns, 

deras partners, sjuksköterskors och läkares berättelser.

Det övergripande syftet med avhandlingen är att utifrån drabbade mäns, deras 

partners, sjuksköterskors och läkares berättelser belysa innebörden av att leva med 

smärta av fibromyalgi-(FM) typ. Studien är baserad på intervjuer med 14 män som 

uppfyllde kriterierna för diagnosen fibromyalgi (FM) enligt American College of 

Rheumatology, deras kvinnliga partners samt 17 sjuksköterskor och fyra läkare, totalt 

49 intervjupersoner. De intervjuade ombads att så fritt som möjligt berätta om sina 

upplevelser och endast klargörande frågor ställdes. Intervjuerna spelades in på band 

och skrevs ut ordagrant. De utskrivna texterna analyserades och tolkades utifrån två 

kvalitativa metoder; innehållsanalys och fenomenologisk hermeneutik. Det totala 

materialet redovisas i fem delstudier. Ingen studie har tidigare belyst innebörden av att 

leva med smärta av FM-typ utifrån drabbade mäns, deras partners, sjuksköterskors och 

läkares perspektiv. För att förstå och reflektera över resultaten har Morses och Carters 

(1996) teori om ’uthärdande’, ’lidande’ och ’omvärdering av sig själv’ använts.

Resultaten visar att det symptom som dominerar männens liv är smärta som 

pendlar mellan lugna perioder som beskrivs som uthärdliga och svåra perioder som 

beskrivs som outhärdliga. Den kroppsliga smärtan är svår att uttrycka i ord och 

beskrivs ofta med hjälp av dramatiska metaforer t.ex. en känsla av att vassa nålar skär 

genom kroppen och en känsla av att bli bränd. Under svåra perioder, då männen har en 

känsla av att vara totalt utmattade och helt utan energi, upplever de att livet är mörkt, 

skrämmande och outhärdligt. Dessa perioder omfattar tillstånd av uthärdande, en 

livssituation som upplevs som svår att ta sig ur. Att befinna sig i tillståndet uthärdande 

innebär att mycken energi måste spenderas i kampen för att smärtan inte helt ska ta 

överhanden. Livet upplevs som begränsat då kroppen upplevs som motsträvig, trög 

och långsam och som ett hinder i stället för att vara en resurs. Det är inte längre 

möjligt att delta i aktiviteter som tidigare på grund av tröttheten och kraftlösheten. 

Männen kan inte planera det dagliga livet då de inte kan veta vilken ork de har
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följande dag. Detta beskrivs som en känsla av att leva dag för dag och ibland minut för 

minut. Ingen ork finns kvar för familjeliv, arbetsliv och socialt liv. Perioder av vald 

ensamhet är ett sätt för männen att distansera sig från smärtan och uppleva känslor av 

vila och lindring. Då det inte längre är möjligt att bära den besvärande smärtan brister 

tålamodet vilket framför allt drabbar familjen.

Under lugna perioder beskrivs livet vara uthärdligt och männen befinner sig i ett 

tillstånd av lidande. Smärtan upplevs då som mindre besvärande även om den ständigt 

är närvarande. Upplevelse av ökad rörlighet och förbättrad sömn innebär att männen 

vissa dagar känner sig friska. Det är då lätt att överskrida kroppens kapacitet då 

ambitionen under lugna perioder är att försöka leva ett socialt bra liv. Känsla av att 

vara en annorlunda man påverkar samspelet med omgivningen. Detta uttrycks som en 

känsla av att inte längre fungera som en hel människa, eftersom friheten i livet 

minskat. Att inte längre ha förmåga att arbeta i samma takt som tidigare upplevs som 

en stor förlust i livet och känslan av att vara en outsider kan leda till uttalade tankar 

om självmord. För att inte belasta omgivningen undviker männen att berätta om sina 

känslor/krämpor och uttrycker att de inte vill bli uppfattade som kverulanter.

Med tiden lär sig männen att uppskatta andra kvalitéer i livet än de som enbart 

förknippas med den egna kroppsstyrkan. På något vis försonar de sig med rådande 

förutsättningar vilket innebär förmåga att leva ett drägligt liv trots smärtan. Det är en 

ständig kamp för att kunna leva ett uthärdligt liv genom lugna och svåra perioder. Att 

omvärdera sig själv och bli försonad med ’det nya livet’ är en process som det tar lång 

tid att förlika sig med. Det är lättare att uthärda och acceptera ett liv med ständig 

smärta om kroppen inte utsätts för stress.

Kvinnliga partners (maka/sambo) berättelser visar att kvinnorna befinner sig 

också i ett tillstånd av lidande. De beskriver männens långvariga smärta som ’en 

ovälkommen familjemedlem’ som ständigt hotar familjeliv och socialt liv. Kvinnorna 

känner medlidande med sina män och kämpar för att ge dem stöd och tröst. Att 

ständigt ta hänsyn till att männen ska må så bra som möjligt medför att kvinnorna 

åsidosätter sina egna intressen. Upplevelse av att leva i en krävande livssituation 

förvärras av att de inte får förståelse och stöd från männen då den ständiga smärtan
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slukar all deras energi. Männens bristande tålamod som ofta även drabbar barnen 

upplevs som frustrerande och svårt att leva med. Att som kvinnlig partner alltid vara 

huvudansvarig i familjen innebär känslor av utmattning och ensamhet. För att kunna 

uthärda ett liv med denna ständigt ’ovälkomna familjemedlem’ distanserar sig 

kvinnorna från den betungande livssituationen genom att samtala med någon 

närstående som de känner stort fortroende för. Ökat övertidsarbete kan ge tröst och 

känslomässig lindring då kvinnorna upplever distans till den ’den ständigt närvarande 

ovälkomna familjemedlemmen’ dvs. männens smärta. Männens ovilja att berätta om 

hur de mår skapar en känsla hos kvinnorna att inte kunna hjälpa till på bästa sätt. Detta 

tillsammans med avsaknad av stöd från hälso- och sjukvårdspersonal gör det dubbelt 

svårt för dem att kunna förstå vad männens smärta innebär för dem. Ett gradvis 

accepterande av den förändrade livssituationen har givit ökad insikt om de egna 

behoven.

Kvinnorna upplever en ständig kamp för att försonas med den förändrade 

livssituationen vilket medfört en förändrad vi-känsla i relationen till mannen såväl 

känslor av närhet som distans. Många års samlevnad har medfört en känsla av djup 

samhörighet samtidigt som det finns behov av att planera den egna framtiden utifrån 

insikten att relationen aldrig kan bli som tidigare.

Som regel har männen genomlidit mycken smärta innan de sökt hjälp i hälso- 

och sjukvården. Behandlingen i tidigt skede har resulterat i förskrivning av 

smärtstillande läkemedel och sjukskrivning med uppmaning att ta det lugnt. Denna 

procedur, att söka hjälp, har upprepats gång på gång och rädsla att bli uppfattad som 

en som klagar i onödan har uttryckts. Varken medicinska eller andra behandlingar har 

inneburit någon direkt bot. I själva verket har läkemedlen istället resulterat i 

biverkningar vilket gett kroppsliga obehag som krävt behandling. Männen har upplevt 

svårigheter att finna hälso- och sjukvårdspersonal som verkligen haft tid att lyssna till 

deras berättelser. Männen har upplevt en lång väntan innan de fått träffa ’riktiga 

smärtspecialister’. Dessa möten har givit hopp om bot samtidigt som kunnig och 

engagerad personal skapat en känsla hos männen av att vara respekterade. Detta 

tillsammans med den avstressande atmosfären som männen upplevt i samband med
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specialistbehandling/rehabilitering har resulterat i en allmän känsla av att ’må bra’. 

Varma bad och massage har männen upplevt som välgörande då dessa behandlingar 

kräver lite tillskott av den egna energin. Kroppsövningar som kräver energi har de 

upplevt kunna förvärra smärtan.

Efter avslutad behandling på en specialistklinik har männen upplevt att de blivit 

utkastade i vardagsjäktet igen. Möten med oengagerad och ibland ohövlig personal har 

givit männen en känsla av att inte vara respekterade och att inte bli tagna på riktigt 

allvar. De måste acceptera att inte bli botade. Utifrån den egna orken har de upplevt att 

fysiska och intellektuella aktiviteter lindrar smärtan.

De intervjuade sjuksköterskorna och läkarna anser att män med långvarig smärta 

oftast beskriver smärtan i relation till något trauma. Hälso- och sjukvårdspersonalen 

uttrycker svårighet att få grepp om mäns smärta eftersom de enligt personalen 

undanhåller känslor på ett helt annorlunda sätt än kvinnor drabbade av FM som 

mycket lättare berättar hur de mår. Vidare uttrycker personalen att män ofta har svårt 

att beskriva smärta. Läkarna uttrycker att män oftast beskriver en avgränsad kroppslig 

smärta. Sjuksköterskorna beskriver att mäns smärta varierar i intensitet och 

lokalisation beroende på hur de anstränger kroppen. Sjuksköterskor och läkare berättar 

att de upplever att män som regel uppvisar en yttre fasad av styrka och effektivitet och 

undviker att klaga. Vidare uttrycker de att män troligen har svårt att uthärda det 

dagliga livet om smärtan inte undanröjs och att det är betydelsefullt att kunna skapa en 

relation där de känner sig bekräftade. Det underlättar för män att på ett uppriktigt sätt 

kunna berätta om sin livssituation.

Sammanfattningsvis öppnar resultaten av avhandlingen förståelse utifrån olika 

perspektiv för vad det innebär att leva med smärta av FM-typ. Männens motvilja att 

uttrycka känslor gör det svårt för deras kvinnliga partners och hälso- och 

sjukvårdspersonal att förstå hur de upplever smärtan och att finna möjligheter att 

stödja och trösta.
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