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ABSTRACT 

Fibromyalgia (FM) is a cornplex, chronic, paintiil musailoskeletai syndrome which 

is characterized by extreme fatgue, disordered sleep, and other associated physical and 

cognitive probiems. Because its etiology is unknown, and because no specific 

pathophysiological mechanisms have been found to underlie the syndrome, making a 

diagnosis is very difficult. FM adversely afFects the quality of&, and the societal costs 

based on rnedid expenses, lost wages, lost tax revenue and compensation expenditures 

are very significant. 

The purpose of this phenomenological study was to desmbe, and enhance the 

understanding ofthe experience of living with FM. The participants included nine women 

ranging in age h m  30 years to 56 years who had been diagnosed with the condition for 

more than a year. The data were collecteci by rneans of unstnictured interviews. Thematic 

analysis, utilizing van Manen's (1990) methodology, identifieci eight themes: (1) pain - the 

constant presence, (2) fatigue - the invisible foe, (3) sleep - the impossible dream, (4) 

thinking in a fog, ( 5 )  dealing with a flare-up, (6) longing for a nomal Ise, (7) the power of 

naming - seeking a diagnosis, and (8) h g  within the boundaries. These themes were 

integraf parts of the whole story, and through their interrelationships, the essence 

"contionting an invisible disability" was captured. 

Those who administer the health care system will experience many challenges as 

they iàce the new miuemium, and one of these challenges will be how best to cope with 

the inmeashg number of persons with a chronic illness. The findings of this qualitative 

research study about fibromyalgia, a chronic hess,  have implications for fùture nurshg 

practice, &cation and research, and consequently for the health care system in generai. 



1 am udebted to the followïng people for the joy and personai satisfaction the 

completion of this project b ~ g s ,  because without them the completion would not be 

possible. 

To the women who participated in this study, who opened theu hearts and homes 

to me, and never seemed to tue fkom my endless quest to understand their expenence, 

thank you fiom the bottom ofmy heart. 

To my supervisor, Professor Shirley Solberg, 1 extend rny sincere gratitude for her 

direction, support, and for her beiief in my ability to complete this project even when 1 

doubted myseIf. 

To the other members of my cornmittee, Dr. Christine Way, nurse researcher, 

k d  and advisor, and Dr. M. Khraisbi, rheurnatologist, St. Clare's Mercy Hospital, thank 

you for your direction and encouragement. 

To the physiotherapy staff of St. Clare's Mercy Hospital, especidy Ms. M. Scott 

and Ms. K. Simmons, for their assistance in selecting participants, 1 gratetùlly 

acknowledge your contribution. To the staff of 7 East under the leadership of Ms. Carol 

Chafe and Ms. Bernice Benger, thank you for your encouragement and stress releasing 

stories. You are ali very special nurses. 

To Ms. Joan Williams for all her expert advice and encouragement in spite of her 

personal stniggle with FM, you wiil always be an important part of my Ee. 

Thank you seems inadquate in expressing my deep gratitude to my family because 

without thev endless love and support this study would not be completed. To Willis, my 



devoted husband, thank you for al your encouragement, and for your cornputer skilis, 

both were essential in seeing this project to its completion. To my children, Bradley and 

Amy, thank you for your love and undefstanding, especiaily at the times when I didn't 

understand m y d .  

To aii my fiiends, especiaUy Myma, thank you for your patience and understanding 

about last minute canceled plans, and metunieci telephone d s .  

To my coiieagues, who became niends and extended M y ,  thank you for 

touching rny Me, and for ail your encouragement and motivation. You helped "to keep me 

going when the going got rough." 



This work is lovingiy dedicated to the memory ofmy parents, Wfiam C. Sturge 

and Margaret (Sturge) White, teachers, preachers, and philosophers, who taught me mam/ 

valuable lessons. Two of these lessons have inspireci this project: (1) aim high and (2) 

Ieaniùig is a Melong acperience. Thank you especidy to mom for inspiring me to finish 

"my Paper-" 



CEAPTER 1: INTRODUCTION 

Chronic illnesses and disabilities represent major hedth chdenges and account for 

most of the heaith a r e  costs today (Lindsey, 1995; Thorne & Robinson, 1989). As a 

consequence, there is a vast amount of information pertaining to many chronic illnesses in 

general, and some chronic ilinesses C particular. The information addresses to a Limited 

degree what it is iike to live with these conditions. However, despite the abundance of 

information pertaùùng to many chronic fiesses, very little is known about what it is like 

to h e  with the chronic debilitathg condition offibromyalgia (FM). 

The purpose oftfüs study is to increase the understanding of what it is Iike to live 

with FM This understanding is fàciiitated by an exploration of individual experïences 

about iïving with this condition. ïhe women in this saidy describe their struggie to iive 

meanin@ lives. Daiiy they fke hurdles such as pain, fatigue and other related 

symptomatology, disruption in the+ plans, constant We style changes, continual £lare-ups, 

and impaireci physical and cognitive fùnctioning. As these women describe their 

expenences of dealing with the enigma of symptoms, symptoms which necessitate makuig 

changes Ui ail aspects of their lives, theu descriptions help to explain what it is iike to have 

this chronic üiness. 

Lack of knowledge about this syndrome is attributed to the fact that FM is a 

poody understood fom of a non articular rheumatic condition and consequently some 

medicd practitioners even question the existence of the syndrome. Therefore, FM is very 

difficult to diagnose and e q d y  difficult to treat. Additionaily, the treatment, 
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whüe intended to relieve the symptoms, ofken contributes signincantly to many disruptions 

of n o r d  daily king. The difficuity and uncertainty surrounding the diagnosis and 

treafment ofFM increase the complexity for persons dealing with the syndrome. Each day 

they face this chronic condition and the associated symptoms about which very little is 

known and even Iess understood. 

Background Information 

FM is characterized by symptoms of widespread musculoskeletal pain, fatigue, 

*es, and a sleep disorder (Bennett, Smythe, & Wolfe, 1989; Johnson, Coilo, Finch, & 

Felicetta, 1990). The hallmark of F M  is the absence of joint idammation in spite of 

persistent articuIar pain. The areas most comrnody afEected by the pain are the peri- 

articular regions of the muscles, at the insertion points of tendons and ligaments, and in 

the soft tissues surrounding the joints. The symptoms of pain, fatigue, stfiess, and a 

sleep disorder, dong with associated cognitive disabilities, bowel and bladder spasms, 

migraine headache, allergies, hghg  of hands and feet, rashes, biurred vision, and vertigo, 

make the process ofestablishing a definitive diagnosis very difncult. This ditnculty is 

understandable since many of these symptoms are aiso common in other conditions 

(Cohen & Quinter, 1993; Duna & W&e, 1993; Henriksson, 1994; Sherman, 1992; 

Smeltzer, 1987). 

FM wmmonly affects approximately 10% to 15% of the generd population but 

predominately affiects women with a ratio of 10: 1 as compared to men (Gerecz-Simon, 

Kean, & Buchanan, 199 1 ; Harvey, Cadena, & Dunlap, 1993). The age of onset varies and 
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it is usuaily reporteci to be w i t b  the age range of 20-50 years. This age represents the 

t h e  in one's We when the majoriîy of indMduals are very productive in tems of 

conmbuting to society. Nevertheless, eariy signs of FM may appear during childhood, and 

are presented as increased cornplaints of "growing pains" and unusually sore muscles &er 

playing sports (Johnson et al., 1990; Waylonis, Ronan, & Gordon, 1994; Romano, 1988). 

FM has been descllied in most counmes of the world, it has no hown ethnic bias, and its 

occurrence does not seem to be influenceci by the type of climate (Bennett, 1995). 

"Pain aiI over" is the primary cornplaint which causes clients to seek medical 

attention. The descriptions of the intensity of the pain Vary f?om being moderate to 

severe, and the pain is either intermittent or continual in nature. The pain is more severe 

at specific tender point sites located syrnmetrically throughout the body. Some clients also 

report feelings of swehg at particular joint locations, however, this swelling is not found 

on physical examination (Harvey et al., 1993; Romano, 1988; Sherman, 1992). Most 

disturbing for many perrons with FM is how to deal with the inability to concentrate, to 

compute simple problems and to remernber narnes, addresses or specifk dates. Many 

researchers atbibute this loss of cognitive ability to the profound and ever present fatigue 

that is being experienced (Bennett, 1989; Gerecz-Simon et al., 199 1). 

Each &y, persons diagnosed with FM fàce multiple challenges. These challenges 

include changes in lifestyles, threats to seffksteem, disruptions of usud roles, and 

decreashg physical, emotional, and financial resources. These daily challenges can cause 

the chronicaily ilI person to expenence many negative emotions such as anxiety, 

helplessness, anger, and lonehess. Frequently, these emotions are aiso experienced by 



other fâmily members since in a way they also iive with FM (Steinman-Kauhan, Fox, & 

Swearengen, 1990; Collier, IWO). 

KMwledge about FM and an understanding ofwhat c m  be  done to assist persons 

to live with FM are the cornerstones for any educationai program for the patients and 

signincanî others who are dso directly affecteci by the diagnosis (Be~et t  et al., 1991). 

Therefore, the vaiue of education programs should not be overlooked. My fiequent 

conversations with patients with FM revealed that learning about the condition and 

becomhg fhiliar with the symptoms gave them a new lease on Mie. Several articles 

supporteci the suggestion that a weiI-educated patient, one who is able to manage and 

make adjustments to schedules based on fiequent fluctuations of symptoms, is as essential 

to the chronic illness management team as any doctor, nurse, psychologist, or social 

worker (Benneît et al., 199 1; Masi, 1994; Cunningham, 1996). 

Long and H o h m  (1993) d d b e d  research studies which identified the positive 

outcornes of educational programs for arthntis patients. Lorig, Mazonson and Hoiman 

(1993) suggested that increased knowledge of one's illness resulted in long-term reduction 

in physician visits and health care costs for a d v e  program participants. The vaiue of 

education for patients with FM cannot be underestirnated since they must Ieam new ways 

of cuping, pacing dvities, and developing new means of changing the work environment 

for those who are gainfuiiy employed (Wolfe, 1993). Disability payments, as a result of 

FM, were estllnated to be $200,000,000 per year in Canada (McCain, Cameron, & 

Kennedy, 1989). With astounding costs such as these, research into FM is tirneiy. 



Rationaie for the Study 

The impetus for this partidar study cornes from three main sources: nursuig 

m e n c e s  mcountered durhg the advanceci clùucai p d c e  component of the Master of 

Nming Program, changes in the health care system which are placing more emphases on 

health promotion activities and patients as active participants in their care, and the scarcity 

of research on patients' perspectives of living with FM. In my nursing practice, on a 

rheumatology unit, I fiequentiy observed the frustrations caused by a lack of knowledge 

and undersfanclhg about the syndrome by both patients and health care providers. 

Patients became hstrated by the lack of a clûu diagnosis despite the seemuigly endless 

battery oftests and examinations, and sume patients felt that health care providers 

believed that th& symptoms were h g h r y .  Health care providers became fiustrated 

because complete remission fkom symptoms was rarely seen despite various treatrnent 

interventions. 

The second motivating factor for this particular research is to help patients become 

active participants in their care. Patients are ofien discouraged by a lack of response to 

their treatment reghen, and lack an understanding of what is happening to them. Many 

patients are often unable to r e m  to their employment, compounding the problems caused 

by FM. As n e ,  we must assist persons diagnoseci with chronic illnesses such as FM to 

become active, d e r  than passive, participants in the management of their 

symptomatology, as weil as in other areas of health promotion. Understanding the 

condition is a first step in this direction. 



In view ofthe need to help patients becorne active participants in their care, 1 

assisteci a muitidiscipiinary team to address the e d u d o n d  needs of patients with FM. 

The mdtidisciplllrary team developed an edudonal program, and 1 CO-fadtated the 

sessions with a physiotherapist and m occupational therapist. The topics we addressed in 

the program were generd information about FM, medications and altemate treatments, 

sieep disturbances, nutrition, relaîionships, sexuality, the pain cycle, stress management, 

exercise and posture, cornunication, lifestyle changes, and energy conservation. In 

addition to being involved in the education program, 1 also facilitated at a self-hetp group. 

This group met once a month with the aim of providing information and education to 

persons with FM and their f d e s  in a non-judgmental, non-threatening environment. At 

each meeting, tirne was provided for group discussion fotiowed by a question and answer 

penod to address the participants' concerns. 

Both my p d c e  and involvement with patients with FM led me to search the 

Merature for idonnation about the condition which would assist professionals and patients 

in undersfandimg this syndrome. This understanding was necessaiy in order to help 

patients becorne active participants in their own care. While there has been increased 

information about the incidence, etiology, pathophysiology, diagnosis and treatment of 

I found Iittie research into how this condition affectecf peoples' lives and what they 

experience as a result of having FU As a consequence, and because women are far more 

iikeiy than men to be diagnosed with FM, I planneci this phenornenotogical study. 



Purpose of the Study 

The purpose of this study is to provide nurses and others who read this text with a 

clearer understanding ofthe meanùig of h g  with FM f?om the women's perspective. 

This understanding may better prepare nurses and other health care providers in assisting 

women d i g  fiom this chronic, painfùl condition Ui making choices to enhance their 

quality of We. Naegele (1992) suggests that enhancing people's capacity to cope 

effectively with chronic conditions is perceived to be a major challenge, both for those 

who have the chronic condition and for those immediately involved with them. 

Smce this is the nrst study undertaken in Newfoundland which describes living 

with FM, the resuits will be very important in providing baseline information into how 

women have experienced living with the symptoms. It is hoped that an interest will be 

sparked for further research into areas of health promotional activities for persons with 

disabilities and chronic Unesses. Since Canada's health care system is undergohg major 

restnicturing, there is a gradua1 SM toward a greater emphasis on patient involvement, 

h d h  promotion, and seifknanagement of chronic ihesses (Jenny, 1990). Persons with 

chronic ihesses are living longer than they did in the past, therefore, nurses must be 

invoIved in developing eEective plans of care to assist persons with a chronic illness to live 

a heaithy life in spite of the illness (Firnfgeld, 1995). 

Nurses are in a pivotai position to contribute to health promotion and protection, 

not oniy for the hedthy and acutely il, but also for those with a chronic ihess. Therefore, 

we need to be sensitive to the physical, mental, emotionai, and spiritual needs of persons 

with a chronic f i e s .  Results of this research will provide information which wili assist 
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nurses in admowledgïng the importance of health promotion for persons with a chronic 

illness such as FM- 

Idionnation obtained fiom related lifé experiences may provide crucial data which 

can be considered when reorganizhg essential services for these persons. Clients need to 

have increased control over the condition ifthey are to become persondy involveci in their 

treatment. This personal involvement may improve their overail health. Accordmg to 

Lorig and Hoiman (1993) there are ovemll improvements in heaith of the chronicaiiy ü1 

persons when these individuals become actively involved in managing their own condition 

by rnaking uiformed choices, and adopting new outlooks and health behaviors. Two 

positive outcornes fiom personaiiy managing one's chronic ilhess are improved health 

status, and a reduction in the utilization of health care services. It is anticipateci that the 

results of this research study wiU contriiute in a meaningfùl way to this developing area of 

"health withlli iIlnessn (McWfiams, Stewart, Brown, Desai, & Coderre, 1996). 

Thereforq this study which will descnie the meanhg of living with FM nom the 

perspective of women who have this condition, will answer the research question "what is 

it Iike to iive with FM?" 



Just how long fibromyalgia (FM) has & i e d  hurnan beings is not known. 

However, we do biow îhat &y references to the triad of pain, sleep disturban~es~ and 

fàtigue have been around for a long the .  Accounts of these syrnptoms were d e s m i  in 

The Holy Bible, Job 7:34 & lob 30: 16-17 (Harvey et al., 1993). Accordhg to Power 

(1993)' Hipporrates (460BC - 377BC) also wrote about "Iighter pains" which did not 

cause swehg or appear to be associated with gout. She also suggested that tenderpoints, 

which are crucial in making an accurate diagnosis of FM, were first defined by Balfour in 

1824 but received little attention in the medical community for the next century. 

Eariy in the 1900s, Sir William Gowers used the term 'fibrositis' to classify the 

chronic soc-tissue condition (Wilke, 1996; WoKe, 1988). Gowers later acknowledged 

thaî the condition he had descriied did not meet the criteria for this definition since there 

was no evidence of infection or inflammation in the tissues. The terrn fibrositis was 

replaced by 'fibromyalgia' which means "a painfil state of muscles and fibrous tissue" 

(Cunningham, 1996, p. 33). Since the mid 1980s a number of mdies on FM or different 

aspects of FM have been conducted. However, most of the recent literature has been 

quantitative and foased on selected aspects of the condition such as pain, fatigue, 

sleeplessiess, psychological m o r s ,  and patients' perception about lack of pain control. 

AU these aspects influence the activities ofdaily living for persons with the chronic illness 

of FM. 

G e n d y ,  studies that examineci the cihical manifestations of FM, addressed how 

the symptorns aiZiected the quality of life for those dealing with the symptorns, and 



wmpared F M  with other heumatic condition. Accordhgiy, this chapter is divided hto 

four sections, The first section addresses the ciinical manifestations of FM- The second 

section examines research which specifidy focuses on the symptoms associated with 

h g  with FM. The third section is a review of the literature which compares FM with 

other heumatic conditions, whiie the fourth section discusses the Limitations of the 

researc h. 

Qinicai Manifestations of Fibromyilgia 

Etiolonv and oathophysioloqy 

The etiology and pathophysiology of FM are not fuUy understood. Rice (1986) 

postdateci that the generalized experience of pain and tendemess may be caused by 

refmed pain, muscle tension, and muscle spasm, and suggested that impaired pain 

modulation or aiteration in the ability of the central nervous system to inhibit pain stimuli 

may be implicated in the pain seventy. Subsequent to Rice's findings, Bengtsson and 

Henriksson (1 989) described severai studies which investigated muscle morphology, 

chemistry, and physiology in order to understand the most prominent symptoms of FM, 

pain and fhtigue. Their results indicated distuhed microcircuIation, mitochondrial 

damage, and a reduced content of high energy phosphates in persons diagnoseci with FM 

Persons suSering f?om FM demonstrateci abnormaiities in stage IV non-rapid eye 

movement (NREM) of the sleep pattern. NREM sleep stage is important for the restoring 

and replenishing neurotransmitters which are vital in rnaintaining the human body in a state 

of balance or homeostasis. It was hypothesized that the abnormal sleep pattern interfered 



with the reiease ofa growth hormone (GH), an essentid fiictor in the restoration of 

normal muscle. A decrease in GH may not only cause Mgue but may exacerbate muscle 

deterioration (Be~ett ,  1989). 

Russe& Michalek, Vipraio, Fletcher and Wail(1989) discovered that the serum 

levd ofserotonin was lower than nomial in patients with FM. When serotonin is depleted 

there is a decrease in NREM deep and an increase in somatic complaints. Deficit serotonin 

levels rnay also explain the increased presence of substance P, the neurotransmitter which 

interprets sensory stimuli and heightens awareness of pain perception. Painfiil muscles, 

muscle iesions, and spasms may also be caused by hypoxia which result nom an abno& 

v a d a r  perfusion of these muscles often referred to as "microtrauma" ( B e ~ e t t ,  1989; 

Duna & Wilke, 1993). Bemett fiirther suggested that the decreased perfiision may result 

fiorn either lack of exercise to these muscles or a genetic predisposition to muscle 

microtrauma 

Despite general uncertainty about causal factors, what is known is that moa 

persons are diagnosecf with FM following physical or emotional trauma, a viral or bacterial 

inféction, a gened anesthetic or the birth of an infànt (Boissevain & McCain, 199 1; 

Harvey et al., 1993). However, the exact role of these events in the development of FM is 

still very speailative. For years FM was mistakenly thought to be the result of a 

psychological condition; yet, evidence has shce demonstrated that patients with FM are 

no more depressed or anxious than those with other chronic, painfbl, debïiitating 

conditions. It is now believed that depression and anxiety, when present, are the result of 

and not the cause of FM (Bennett et al., 1989; Clark, Campbell, Forehand, ThdaiI, & 
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Bennett, 1985; Hudson & Pope, 1989; Goldenberg, 1986, 1989; Kirmayer, Robbins, & 

Kapusta, 1988). 

Diaanosis and treatment 

The uncertainty by members in the scientinc cornmunity as to the exact cause of 

F M  means the process of making a diagnosis is very ditficult. It is accepted, however, that 

there is an interplay between the biochemicai, immunologicai, psychic, and the 

neurological systerns (Boissevain & McCain, 199 1). Currently there are no specific 

laboratory or radiological tests available to assist in making a diagnosis. Therefore, the 

examinhg physician must rely on the client's medical history and the physical fmdings 

present during examination. Palpation of specific muscles and the surrounding area wili 

reveal tender points at specific locations in persons with FM. 

In 1990, The Amencan College of Rheumatology estabtished specific classification 

criteria to assist in making a diagnosis ofFM. These criteria included the presence of 

tendemess in 1 I out of the 18 standard locations. The locations are identified as: 

Occiput: bilateral, at the suboccipital muscle insertions. 

Low cervical: bilateral, at the anterior aspects of the intertransverse spaces at CS- 

C7. 

Trapezius: bilaterai, at the midpoint of the upper border. 

Supraspinatus: bilaterai, at origins, above the scapula spine near the medial border. 

Second rib: bilaterai, at the second coaochondd junctions, just lateml to the 

junaions on upper sufices. 

Laîeral epicondyle: bilateral, 2 cm distal to the epicondyles. 
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Gluteal: bilaterai, in upper outer quadrants of buttocks in anterior fold of muscle. 

Greater trochanter: bilateral, posterior to the trochanteric prominence. 

Knee: bilaterid, at the media nit pad, proximai to the joint Luie (Woffe et al., 1990, 

p. 171). 

Apprownately four kilograms of pressure must be applied to a tender point by the 

physician, and the patient must indicate that the tender point locations are painful, and not 

merely tender. 

In addition to the presence of the requued number of tender spots, a history of 

widespread, mdoskeletal  pain lasting longer than three months in aii four quadrants of 

the body (widespread pain means pain above and below the waist and on both sides of the 

body) must be experienced. The absence of other systemic diseases, such as rheumatoid 

arthritis (RA), lupus, thyroid problems or cancer must be established, since any of these 

diseases wuld be the cause of the underlyhg pain (Woffe et al., 1990). Geel (1994) 

reported that the critena established by the American College of Rheumatology was 

adequate to identify FM with a sensitivity of 88% and a speçificity of 8 1%. 

Many of the cornplaints associateci with FM are so generai that they mùnic those of 

many more serious, We-threaîening conditions. Therefo re, making a correct diagnosis is 

t h e  consuming and stressw for both the client and physician. Many clients undergo 

complicated, and repeated clinical examinations and a seemingly endless battety of tests 

before a diagnosis is made. Discussions with clients diagnosed with FM c o b  that there 

are fiequent r e f d s  to several speciaiists. As weli, many of these clients sometirnes 

becorne fhstraîed with the lack of medical information they receive, and ofien report 
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fehgs ofnot king taken seriously by theù doaor as they report their many vague signs 

and symptoms. 

At present, treabnent for FM is directeci toward managing the symptoms. Since 

signs and symptoms, and the levels of seventy are highly ind~duaiïzed, the treatment plan 

musi be tailoced to meet indonridual needs. In terms of efféctive management ofFM, these 

different leveis of symptom severity make the treatment âustra~g for doctor and patient 

(Silvennan, 1994). The single most important treatment intervention is a comprehensive 

explanation of the condition (Doherty & Jones, 1995). This intervention, in effect, helps 

by creating a tnisting reiationship between doctor and patient and by deviating, for the 

patient, any previous misconceptions that the symptoms are "all in the head". It is helpfiil 

for the cihician to explah that FM is a wmmon, chronic, painful condition, thus infonning 

the patients that they are not aione with this condition. Additionaüy, whiie explaining that 

FM can decrease the quality of life, it is essential to explain that this condition wili not lead 

to joint destruction or deformities, and it is not life threatening (Carette, L996). 

FM is treated by the followuig classification of medications: medications that 

improve sieep such as a iow dose of a tricyclic agent, medications that promote muscle 

relaxation, and medications which are helpfiil in reducing pain, including the non-steroidal 

anti-inflammatory drugs. These latter drugs must be used cautiously since they can cause 

gastrohtestuial problems. Additiody, other analgesic medications may be used for 

chronic pain relief Narcotic analgesics are not recomrnended for pain control since FM is 

a long-term condition and extended use can contribute to dnig dependency. These drugs 

are reserved for severe, painfiil h e  ups of the condition. Likewise, dnigs classified as 

beiIzodiazepines, which effectively treat muscle spasms, are ais0 used cautiously. These 
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dmgs, as with narcotics, may cause physicai dependency. Additional interventions which 

assist patients and  the^ fiundies to cope with FM include exercise programs to improve 

muscle metchhg and cardiovascuiar fitness, reiaxation techniques, education, and seif- 

help programs (Rothenberg, 1995). 

The successfiil FM treatment plan involves the inclusion of a variety o f  medicai 

and other heahh care prof&onais. Patients benefit fkom a coordiated team approach 

which fosters realistic goal setting by the team memben in conjunction with the patient. 

Therefore, patients must remain active participants in the plan of care which has been 

devised to suit their spedc neeûs (Bennett et al., 199 1 ; Masi 1994). 

Symptoms Associated with Fibromydgia 

Pain is the hallmark characteristic syrnptom of M and must be present for a 

positive diagnosis (Bennett, 1995). Prior to the development of the 1990 diagnostic 

critena for FM, it was almost impossible to do comparative research with other 

conditions. A study by WoWe et al. (1990) laid the foundation for the criteria for the 

classification of  FM accordiig to The American College of Rheumatology, and expandeci 

on eariîer studies by Smythe and Moldofslq (1977) and Yunus, Masi, Calabro, Milier, and 

Feigenbaum (1981). Wolfe et ai. studied 588 consecutive patients who were recruited 

fkom 16 centres in the United States. Of this group, 293 participants had FM, and 265 

participants were used as a control group. Results indicated that 97.5% of patients with 

FM complained of widespread pain compared to 7 1.8% of the chronic pain control group. 

As well, 59.5% of patients with FM had more than 15 painfiil locations compared to 



13.3% of the control group. ûfthe patients with FM, 68.8% complained of generalized 

pain as comparai to 21.7% of patients in the control group. Reports indicated that the 

pain was ofken descriied as either axial or diffuse in location, either constant or  

intermittent, and either du& nagging or exhausting. 

Hagglund, Deuser, Buckelew, Hewett, and Kay (1994) investigated the 

relationships among weather conditions, disease seventy and symptoms for persons with 

FM. Eighty-four subjects completed the Weather and Pain Questionnaire (WPQ), the 

Aruuitis Impact Questionnaire (AIMS) and a Visual Analog Scde (VAS) assessing pain. 

Subjects reported that weather affecteci their musculoskeletal syrnptoms. The strongest 

relatiomhip was found between weather beliefs and ~e~repor t ed  pain scores. These 

hvdgators concluded that although patients with FM believed that weather worsened 

thek symptoms, it was unlikely that physiological changes were associated with achial 

weather conditions. These results were consistent with the effects of the changing 

weather conditions on patients with FM reported by Wolfe et al. (1990) and Yunus et al. 

(198 1). 

Pellegrho (1990) studied atypicai chest pain as an initial presentation of FM pain. 

Pain associateci with FM can have a variety of presentations and characteristics, so FM 

should be suspecteci in patients presenting with atypical chest pain. As weil, dyspnea is a 

common symptom in severe cases of FM. Caidahl, Lune, Baka, Johansson, and 

Wetterqvist (1989) investigated the prwalence of dyspnea accurding to a 5-grade score 

proposed by the Wodd Hedth Organizaton arnong 87 women diagnosed with FM The 

study suggested that dyspnea was common among patients with FM and was not 
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explaineci by carditac or puimonaxy causes, but may be partly due to diaphragmatic 

muscular insuflciciency and physical inactivity. 

Irritable bowel syndrome (IBS), another associated condition wtiich affects a large 

majority of perscm diagnosed with FM, has not received much attention in the research 

Iiteniture. Although many authors have referred to IBS when describing the complex 

condition of FM, ody two articles were found which specincally addressed this disease 

(Romano, 1988; Yunus, Masi & Aldag, 1989). Romano (1988) investigated the 

relationship between FM and IBS by examining 300 patients who were divided into three 

groups of 100. Group 1 consisted of patients who fiilfilleci the criteria for FM and who 

had no other associated condition Group II patients had an arthritis disorder as weii as a 

sleep disorder and some tender spots. Group III consisted of patients diagnosed with 

6 t i s  without any symptoms of FM. IBS was diagnosed in 49% of Group I, 19% of 

Group 11, and in 9% of Group III. Yunus et al. ( 1989) studied 1 13 patients with FM, 77 

patients with RA and 67 hdthy controls. These authors found evidence to support the 

increased prwdence of thtee fùnctional syndromes (imitable bowel, chronic headache, and 

dysmenorrhea) in the FM group as compared with RA and the normal control group. The 

r d t s  of these studies suggested that FM symptoms were not confineci solely to the 

musculoskeletai system. 

Although the majority of studies reviewed were concemed rnainly with the issue of 

pain and disabiIity, one study investigated the sleep cornplaints in FM. l e ~ u m ,  Mohr- 

Drewes, Andreasen, and Dremstnip-Nielsen (1993) evaiuated the sleep structure and 

complaints hcludhg s n o ~ g ,  mood, depression, memory, and concentration of20 patients 

with FM and compared h e m  to a healthy matched population. Findings of this study 



suggested that the patients with FM did not sleep as weli as the control group due to 

higher OccUcTences o f a r o d  which resulted in mood swings, depression, fatigue and 

decreased IeveIs of concentration, 

Effécts of qnmtoms on ddv living 

More recentIy, researchers have imrestigated how the symptoms of FM affected 

womenls activities of daily living (HeNiksson, 1994; Henriksson, 1995; Henriksson., 

Gundmatlg Bengtsson, & Ek, 1992; Ledmgham, Doherty, & Doherty, 1993; Schaefer. 

1995). In the study by Hentiksson et al. (1 992). they found that FM symptoms had a 

pervasive negative influence on activities of daily living. As a result of the pain, fatigue 

and associateci conditions, employment, personal care, and Ieisure activities were very 

difncult to perform, requiring respondents to modify habits and routines. 

Henriksson (1994) designed a descriptive correlational study to investigate how 

patients with FM perceived their symptoms and their consequences for everyday Hie. 

These redts were cornpared to a similar study performed by Bengtsson et ai. (1986). A 

convenience sample of 56 patients answered a demographic questionnaire and the 

Sickness Impact Profle. Results indicated that symptoms of FM influenced al1 aspects of 

everyday life and caused pronounceci negative physical, mental. social, and financial 

consequences on work, fhî iy  We, and Ieisure. 

Ledingharn et al. (1993) used a descriptive correlational study to examine 

outcomes in temis of symptoms, fhctional impact, and development of other diseases in a 

convenience sampIe of 72 patients previously diagnoseci with FM. Results indicated poor 

outcomes for patients with FM and an association with marked fiinaionai disability and 
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high levels of anxïeîy and depression. AU these factors had a negative impact on the 

hctioning of the M y .  Based on the nature of the shidy's design, findings did not 

coafirm whether or not psychological problems were causal W o r s  in FM, or influenced 

the abiIïty to cope with the consequences of the condition It was shown that amciety and 

depression positively correlated with the severity of the condition. This information 

confirmeci that more eEdve health interventions are obviously needed for this comrnon 

and disabhg syndrome. 

A study by Henriksson (1995) focused on the patient's perspective of living with 

chronic m d a r  pain and f m o n  that explained and gave turther understandhg of how 

the condition influenceci everyday Wee The participants included 40 women with FM who 

lived in two different cultures which had différent types of health care systems. The 

Amencan women, al white, were recruited fiom a rheurnatology ctinic and the Swedish 

group was matched from the files of a rheumatology clinic. or at a pain clinic of a 

university hospital. Results of the coding and sorting of the taped interviews revealed 

three typologies: (a) encounters, @) consequences, and (c) strategies. The analyses 

suggesteâ that family memben expenenced problems with accepting their changed 

MestyIe. Role incornpetencies were another problem because these women had to 

rehquish their role as primary homemaker. Martial relationships were strained as  a result 

of their &mg "too tired" plus the painful sensation of physicd contact by another. These 

problems iatewned the FM symptoms. Others reportai that as fiMIy members became 

infonned about the condition, more understanding and support were evident. This study 

by Henrilcsson confirmecf the necessity of getting an early diagnosis and the importance of 

educating the patient and the fàmily concerning FM. 
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Schaefer (1 995) used a grounded îheory sîudy to describe how 3 6 women Iived 

with FM The participants were obtallied through cornmunity programs on chronic fktigue 

syndrome and related disorders and through the use of snowbd sampling. Each 

participant was intervieweci, some interviews were taped recorded and transcnied 

verbatkn, others were imrnediatefy recorded h m  notes and memory. Data were analyzed 

using the constant comparative method of anaiysis. The findings describeci the constant 

struggle of patients with FM as they fought to maintain balance in theu lives. Not ody 

were the women's lives affecteci, but aiso the Iives offamly members and significant 

others. Several wornen gave up the struggie as their condition becarne unmanageable and 

out of control. Others, with the help of supportive family and friends, ailowed FM to be 

ody a small part oftheir lives, as they moved on. 

Other researchers were interesteci in how patients with FM viewed their lack of 

control over pain and other symptoms, and how they coped with the constant presence of 

symptoms (Buckelew n al., 1994; Buckelew et ai., 1996; Nicassio. Schoedield-Smith, 

Radojevic, & Schuman, 1995). One study of patients with FM focused on self-efficacy 

and adjustment to chronic pain and iiiness (Buckelew et al., 1994). In this descriptive 

correlational study, the relationships between pain behaviors and psychological variables, 

including seIf4cacy and depression, were exarnined with 73 participants who met the 

classification criteria for the diagnoses of FM by American College of Rheumatology. 

These participants were recniited by physician referral and by newspaper advertisements. 

Fmdings nom the study revealed that depression aione did not predict pain behavior over 

and above the myolgic scores and age. However, in three separate analyses, self-efficacy 

for fùnctional pain and other symptoms each predicted pain behavior over and above 
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myaigic scores and age. These resuits indicated that as seIf4cacy scores increased, the 

total pain behavior decreased. 

Nicassi0 et al. (1995) evaluated the pain copuig ability? ushg cognitive and 

behavior tendencies, of a group of 69 patients twice during a three month period. Results 

of this study showed the importance of pain coping strategies by these patients. Low 

perceived pain control negaîively contnauted to acaial pain control. Since treatment 

interventions for patients with FM were individudy tailoreci, it was suggested that 

intementions should address specific maiadaptive xtions. Therefore, cognitive 

restnicturhg strategies which enhanced self-efncacy and perceived controi over pain may 

affect a positive response for patients with FM. 

Buckelew et al. (1996) examinecl whether pretreatment seff-efficacy and pre to 

post treatment changes in self-efficacy predicted post-treatment tender point index, disease 

seventy, pain and physical activity among 109 participants with FM. Data were coiiected 

by assessing the patients before and after a 6-week training intervention. Methods of data 

collection included examination of the tender points, physicians' ratings o f  disease 

seventy, the Visuai Analog Scale for pain, the physicai activities subscaie of the Arthntis 

Impact Measurement Scaies and the Arthritis SeKEfficacy Scaie. Results of these tests 

reveded that higher levels of ~e~efficacy are associated with better outcornes and may 

mediate the eff'veness of treatment programs for FM. 

Social support is thought to be a mediating factor for the effects of FM. It has the 

potentiai to serve as a buffer for or protection fkom further negative life stressors inflicted 

by a chronic illness @eanloe Rubh, & Scott, L99 I; Fitzpatnck, Neuman, Lamb, & 

Shipley, 1989; JPmison & Virts, 1990; Lanza & Revenson, 1993; Revenson & Majerovitz, 
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1991). Two additiond articles were found which made specific reference to the value of 

social support for patients with FM. While Bolwijn et al. (1994) compared patients with 

FM to patients with Rq Bolwijn et ai. (1996) comparai patients with FM to healthy 

controls, 

Bolwijn et al. (1994) designed a descriptive study to investigate and d e s d e  

trends in the personal socid network structure of 10 patients with FM and 10 patients 

with RA. Data were collecteci by means of stnictured inte~ews. Findigs indicated that 

the social networks were comparable in most respects. mely .  smail number of intimate 

niends, reiiance for support on the spouse and physician, and fewer new social contacts. 

However, there was sorne evidence to support the Mew that social networks of patients 

with FM were more restricted than those of patients with RA. 

In another related snidy, Bolwijn et al. (1 996) investigated the social network 

characteristics and perceived loneliness in 25 patients with FM and 25 healthy controls. 

This cross-sectional, retrospective, case control design coiiected data using a stmctwed 

i n t e ~ e w  and seKreport questionnaire. UnWçe the previous study, the results of this study 

indicated that patients with FM have more intimate fiiends and more health care providers 

than the control group. Patients with FM initiated more fiequent contacts with f d y  

members than the control group and feelings of loneliness among patients with FM were 

not sigdicantiy different fiom the feelings of loneliness among members of the control 

gr0'JP- 
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Cornparison of Fibromyaigiri with other Rheumatic Conditions 

FM is classifieci as a heumatic condition (Gerecz-Simon et al., 199 1) and sùice 

many aspeas of FM resemble some of the aspects of RA, many research studies compared 

patients with FM and patients with RA dong a number of dimensions. Therefore, some of 

the literahire aiso hcluded other chronic pain conditions. 

Leavitt, Kat5 Golden, Giickman, and Layfer (1986) compared the pain properties 

of 50 FM subjects and 50 RA controls using the McGiil Pain Questionnaire (MPQ). This 

research found that patients with FM scored higher, which meant that the number of 

words chosen to desmie pain was higher than the number chosen by the RA group. 

Additionally, the FM group used more specific descriptors than the RA group to d m i e  

their pain. Perry, HeiIer, and Levine (1989) conducted a similar study using the MPQ 

with 19 polyarihntic patients and 17 patients with FM. In addition to the MPQ, Peny et 

al. adrninistered the Visual Analogue Scale (VAS) and used tems Iike "no pain" and 

"worst pain ever". Results of the study indicated that patients with FM scored higher or 

indicated a stronger disposition to pain than did patients with RA. These two studies 

indicated that FM was a more painfûl condition than Rk 

Other researchers were interested in how patients with FM felt about their pain 

control compared with other patients d e r i n g  from chronic rheurnatic conditions. The 

descriptive correlational study designed by Pastor et al. (1993) examined the beliefs about 

Iadc of pain control, and the relationship between locus of control and health aatus in both 

patients with FM and those suffering corn other chronic rheumatic diseases. Participants 

were recruifed nom an outpatient clinic of a rheumatology unit of a large hospital in 



Spain, and the sample was chideci as follows: FM = 32, RA = 32, semm lupus = 20, 

ankylosis spondylitis = 22 and osîeoarthritis = 3 1. Resuits indicated that patients with FM 

beIieved that they muid not control their symptoms nor could they influence the disease 

process by themseIves. AU subjects with FM, who demonstrated a tendency toward 

e x t e d  locus of control and low seff-efficacy, believed there was very LittIe that they 

codd do to affect changes in specific behaviors that could have positive effects on health 

outcornes. As we& these subjects exhibited a decreased sense of self-control which may 

explain the feelings of helplessness often reporteci by persons with FM. 

Burckhardt, Cla* and Bennett, (1992) and Martinez, Ferraz, Sato, and Atra 

(1995) reporteci that pain was a cornmon symptom in both FM and RA. Burckhardt et al. 

(1992) deviseci a study to replicate the work of Leavitt et al. (1986). The finding of their 

study revealed comparable pain descriptions to those identifieci by Leavitt et al. FM pain 

was d e s c r i i  very similady to RA pain, and both groups saw pain as a major contn'buting 

niaor to their Wgue. The main diifference between the groups was in the location of 

pain. Patients with FM indicated a more d f i s e  presentation as compared to those sites 

indicated by patients with RA. The extent of pain negabvely impacted on the quality of 

life for both groups. Similady, Martinez et ai. (1995) evaluated the quality of Life for 

patients with FM and RA In this study 44 women with FM and 4 1 women with RA were 

clinically evaluated at the beginning of the study, and at three and six month intervals. 

ResuIts discloseci that FM had a negative impact on the quality of life for F M  and RA 

Merers since both groups experienced chicai, tiinctional, and econornic problems 

related to theu conditions. 
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Burckhardt, Cl& and Bennett (1993) designed a descriptive correfational study 

that examineci and compared the q d t y  of life of women with FM to the quality of life 

arperienced by women with RA, osteoarthritis (OA). permanent ostomies (OST), chronic 

obstructive pulmonary disease (COPD), insuiin dependent diabetes (IDDM) and healthy 

controls. The 280 participants were taken fiom a subsample ofwomen who were part of 

a larger shidy of quality of life and divided accordingly; FM = 60, IDDM = 35; COPD = 

27, OA = 41, RA = 3 1, OST = 29 and healthy controis = 49. Results revealed that 

women with FM consistently scored lowest on the quality of life measures as compared to 

women in other samples. These results suggested that FM may adversely Sect quality of 

Me to an extent not previously recognU.ed, and possibly famiiy relationship may be akered 

as the women contend with muscle pain, fatigue and disturbed sleep on a daily basis. 

Gaston-Johansson, Gustafsson, Felldin, and Sanne (1990) designed an exploratory 

study to examine psychological factors associated with the consequences of chronic pain 

in patients with FM. The study compared 3 1 patients with FM with 30 patients with RA 

on feelings about self pain, support from significant others, psychosomatic symp toms, 

activities of daily living, job satisfaaion and future expectations. Results dernonstrated 

that patients with FM had more negative feelings about themselves, were more occupied 

with the disease, experienced more limitations with activities of daily living and 

errperienced more negative pessimistic feelings about fiture employment than patients with 

R A  These hdïï demonstrated that support from significant others was not only similar 

for both groups but was dso important in decreasing some of the stress. Social support 

was also us& in £b&tating effective coping and in adjusting to the ihess. This findgig 

was of partïailar interest for patients with FM and others with an arthritic condition. The 
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value ofthe cunmcbution others can rnake in affecting positive attitudes to increase health 

and weU-being must not be underestimateci. 

Limitations of the Literature Rtview 

In reviewing research on FM, severai limitations are &dent. Amcles which 

demibed research of a ciïnical nature did not aiways cIearIy identG the particular 

outcome measures that were being used. As weU, the method of measurement for the 

outcorne measure was not always identined Most o f  the studies were descriptive 

correlationai or exploratory in design, therefore, it was not possible to infer causal 

relationships. In some cases, terms or concepts were not always defined and many studies 

Med to inform the reader about the validity and reiiability of  the measurement 

instruments. ûther Limitations of the studies included failure to identfi a conceptual 

Wework and the utilkation of s m d  samples. As weU, studies which particularly focused 

on other M y  member's reaction ofken did not identi@ the developmental stage of the 

fiimily. The devdoprnentai stage of the M y  needs to be addressed ifrelationships 

between chronic illness, individuais, and Evnily life span development are to be understood 

(SWergen, IWO). 

In many cases the data pertauiing to pain severity were obtained solely by self- 

reports. Whüe it is recognized that seff-reports are most important in identifjing severity 

of pain, for comparative purposes in research this fonn of data collection needs to be 

augrnented by other objective or standardid measures of pain behavior. As weU, some 

of the seifkeport questionnaires only measured improvement and did not consider whether 



or not the condition had deterÎorated. In those studies where data were collectai at 

various intervais, it is unclear whether or not dropouts were included in the finai data 

analysis. Cleariy, fiiture -dies must address these Iimitations in order to increase 

confidence in the tesearch fmdings. 

Summuy of the Literatun Rcview 

Much reswch has been done on trying to deiineaîe the symptoms, etiology am 

pathophysiology of FM especially loo king for p hysical changes. Review of the fiterature 

uidicates that the persistent pain, muscular €&igue and sleep disturbances have serious 

negative consequences for the q d t y  of Iife for d patients with FM. It has been 

discovered that the semm level of serotonin is lower than normal in patients with FM and 

may be the p r h a q  reason for disturbed sleep patterns. 

While there is uncertainty in the medicai community as to the exact cause, and 

though a definitive diagnostic test does not exist, much has been done in an effort to 

establish diagnostic aiteria The classification criteria estaûlished by The Amencan 

Coiiege of Rheumatology require the presence of tendemess in 1 1 out of the 18 standard 

locations, and the individual also must have a history of widespread, musculoskeletai pain 

in aii four quadrants of the body lasting longer than three rnonths. 

Various studies involving patients with FM have focuseci on the symptoms 

associateci with F M  Pain is the hallmark characteristic syrnptom and has received 

si&cant emphasis in most studies including research on the e E i s  of weather conditions 



on  pain seventy and intensity. Research has aiso examineci the relationship between 

associated conditions such as dyspnea and IBS. 

Another focus ofresearch studies is an examination of the dects  of symptoms on 

daily M g .  In terms of both pain and global debility, those s u f f e ~ g  with FM experienced 

more severe symptoms than those having other chronic pain syndromes. The Senous 

consequences o f N  negatively iduenced other members of the h e d i a t e  f d y  in 

regards to social, leisure, and workhg activities. The other family memben often took on 

additional responsibilities and adjusteci to altered traditional f d y  roles and duties. The 

literature, to a limited extent, addresseci the concepts of social support and seKefficacy. It 

was suggested in the fiterature that aii persons diagnosed with FM should adopt an 

a h s e  program ifthey hoped to controi the symptoms. To be successfil in achieving 

some degree of behavioral change, these patients must be goal-directed and persistent and 

must have some fom of social support. SeKrnanagement of pain and cornpliance with a 

treatment program is highly dependent upon enhancing expectations about how to cope 

and adjust to the condition, rather than merely educating them about how these factors 

affect the condition (Taai et ai., 1993). 

A more recent focus ofresearch is on the relationships between FM and other 

rheumatic conditions. There are indications that patients with FM have greater intensity 

and severity of pain that is more dfiseiy presented than patients with other rheumatic 

conditions such as R A  In the study by Gaston-lohansson et al. (1990), they indicated that 

patients with FM had more negative feelings about themselves, were more occupied with 

the disease, experienced more limitations with activities of daily living and were more 

pessimistic about future ernployment than patients with RA. 
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However, it should be noted that most of the studies which addressed FM were 

cross d o n a l  and quantitative, and the dominant focus was on the short to long term 

consequences of FM, or its clinical nature. More qualitative research, such as that 

presented in this thesis, needs to be done tu descnie and hterpret the core of the lived 

experience. This is one way to enhance hedth care providers' knowledge of the individual 

perspective of living with F M  and should help to fill the gap lefi vacant by the existing FM 

research literature. 



CHGPTER 3: METEODOLOGLCAL APPROACEI AND METHODS 

This phenomenologicai study is designed to describe and to interpret the meaning 

of h g  with the chronic illness ofFM for a group ofNewfoundland women. This 

chapter consists oftwo major sections: methodologicd approach and rnethods. The first 

section presents phenomenologicai research as a methodology, and more specificaiiy as a 

mode ofinqujr desmibed by van Manen ( 1  990). The second section describes how 1 

used phenomenology as a method to Uivestigate the expenence of women living with the 

chronic illness of FM- 

Methodologicai Approach 

Phenomenolo~cai research 

Phenomenology, as a research methodology, is a rigorous, critical, sy stematic 

investigative methodology which has gained recognition in recent years and is viewed as 

"a qualitative research approach applicable to the study of phenornena important to the 

discipline of nursing" (Streubert & Carpenter, 1995, p. 29). Bergum ( 1989) describes 

phenornenoiogical research "as a 'human' science which strives to ' interpret ' and 

'understand' raîher than to 'observe and explain"'(p. 43). B a d  on these concepts, 

phenomenology appears to provide a closer fit conceptudy with the types of research 

questions that anse in a cluucai setting (Be& 1994). 

Professonai nursing practice based upon scientific research requires a 

methodology which does not reduce the person being studied to an object with many 
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e f f i d y  serve the nursing research goals ofunderstanding the whole human lived 

arperïence. 05r (1982) suggested that s h c e  nursing was concemed with iïved 

experiences, phenomenology should focus on interpersonal techniques and the individual 

as being "author of his own worid; definet of his own reality" (p. 178). The 

phenornenoIogid researcher needs to describe the bue meaning of the lived experience 

and bransform the essence into a written phenornenologid account made possible by the 

researcher's reflections and the participants' descriptions (Streubert Br Carpenter, 1995). 

The aim of phenomenology is to exemple the meaning of human phenornena 

while understanding the rneanings of lived experiences of everyday situations and 

rehiions. Research of this nature must begin in the life world, the world described by 

Husseri as the world of naairal attitude ofeveryday We, original and pre-reflective (van 

Manen, 1990). In other words, phenomenologicai research attempts to question and gain 

insightfbl refleçtive descriptions into personal perspectives on a particular incident or on 

particular incidents. To successfùlly accomplish this process, van Manen ( 1990) described 

four existentials that can assist the researcher's inquiry into the ways expenences are 

perceived: lived space, lived body, lived time, and lived human relations. Simply 

descriied, these existentials fonn the foundation for ail phenomenological inquiry. Lived 

space refm to the space felt within which a person moves; lived body refers to the 

physicai bodily presence of sorneone in the world, that presence c m  both reved and 

conceal something about the self at the same tirne; lived time refers to the temporal 

dimensions of the past, present and future. These three form the foundation of being in 

the real worid, whereas lived relations are those relations maùitained with others in s h e d  
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interpersonal space. According to van Manen, these four existentiais are dimensions ofa 

h e d  experience that resist separation. They are the link which allows the researcher to 

tmly understand the richness of meaning in a particdar lived Laeworld or experience. In 

my study, the "iived body" and "lived relations" are ofutmost importance to its very 

essence. 

Phenomenology identifies this inseparable connedon to the world of Iived 

experience as the principle of "intentionrlity." van Manen (1990) described 

"htentionality" as the way a person is co~ec ted  to the world. Gainhg a deeper 

understandimg of the nature or meaning of everyday expenence by way of the principle of 

htentionality is at the core of phenomenological research. Although persons are not 

always aware of the principle of "intentionaiity," consciousness or awareness is the only 

access human beings have to the world. Through reflecting, the basic characteristics of 

consciousness are discovered, since "to be conscious is to be aware, in some sense of 

some aspect of the world" (van Manen, 1990, p. 9). Reflection on a lived expenence is 

always recdective, and phenomenology attempts to extract meaning Eom expenences as 

describeci by Uidividuals. 

"Reduction" as discussed by van Manen (1990) is also integrd to my research. 

Reduction involves the need to overcome subjective feelings, previous expenences, 

thenries or scientSc concepts that would prevent me from corning to terms with an 

experience. According to van Manen, reduction is "the ambition to make reflection 

errmlate the umefiective üfe of consciousness" (p. 1 85). 

In applying the p ~ c i p l e  of reduction, that is, by corning to terms with personal 

beliefk, understandings and biases, 1 developed a closer understanding of the phenomenon 
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which ailowed for tme phenomenological research to begin van Manen (1990) refen to 

this conscious effort to do "reductionnas "bracketing." Bracketing, the suspension of 

petsonal beli& and values about the phenomenon, is necessary in order to study essentid 

structures ofthe participants' world. van Manen M e r  suggests that since 

presuppositions and assumptions may creep back into the researcher's thoughts, mereiy 

tryîng to forget them would Ucely be impossible. Therefore, he suggests that holding 

presuppositions and assumptions at bay while exposing them as barrien to an 

understanding, helps in assisting a researcher to come to tenns with personal assumptions. 

Bracketing is an exercise that the phenomenological researcher works at consciously and 

vigorously whüe the Lived experience is being investigated. 

Many sources of experiential material in the fom of interviews, observations, 

literature and art may assist the researcher in the quest to describe and understand the 

lived experience while bracketing occun. To assist with this process, 1 read a variety of 

novels including Ine siient (Murphy, 1990), Yar me not your illness (Topc I995), 

Pain - The gifr nobody wmts  (Brand & Yancey, 1993). and n e  man who mistook his wife 

for a hrrr d otkr clznzcal d e s  (Sacks, 1984) and a poem entitled Imzsible persun: 

IiMsiblepah (Turnbull, 1995). These examples assisted me with the act of understandimg 

and hterpreting the phenornena of living with FM. 

van Manen (1990) describes phenomenological research as consisting of six 

dEerent dvi t ies  which form a dynamic interplay within human science research. In 

following his six different research advities, for the initial step 1 chose a phenomenon of 

interest fiom my clinical area and formulated a phenomenologicd question. It was during 

this step in the phenomenological process that I 'bracketed' personai feelings and 
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presuppositions and theona. Next, I exploreci the phenomenon by generating data while 

obtaining experiential descriptions fiom the research participants and not by personal 

coaceptualization ofthe event. FoUowing this activity, I attempted to identifL essentiai 

themes which descrîîed the lived experience. This activity involved reflecthg on the 

descriptions given by the participants, and requïred me to read and reread the text as the 

tapes played. I andyzed the thematic statements by utiliring the selective highlighting 

approadi. This process is descntbed by van Manen as identifjing by highlighting, phases 

or statements which speak to or reveal something about the phenomenon being studied. 

While 1 identifieci thematic statements, I wrote and rewrote the phenomenological 

text that descriied the Lived expenence. Throughout this activity, 1 remained focused on 

the research question and its purpose, thus not permitting myself to move too fw f?om the 

purpose and intent of the research This assisted me in not settling for anything less than 

that desaibed by the participants. The final activity suggested by van Manen (1990) is 

"balancing the research context by considering the whole" (p. 3 3). It was this activity that 

assisted me to see how the parts fit together to describe the more complete picture of 

living with FM. It heiped me not only to isolate concepts but to see a phenomenon as a 

Iived experience. 

In this phenomenological research the emphasis was always on the meaning of 

lived experience. Phenomenological research "borrows other people's experience and thek 

rdection on their expenence" (van Manen, 1990, p. 62). Therefore, this activity aiiowed 

me to understand more M y  what living with FM meant in the context of these women's 

experiences. Thus, in this study I continuaily asked what something was r edy  fie.  To 
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accumplish this activity, 1 chose to engage in an unstnictured i n t e ~ e w  or conversational 

relationships. This is the means through which experientid narrative materid which 

dowed for a deeper understanding of the human phenornenon emerges as the 

converdon unfoldeci. It is essentid that questions remain open and opinions are not 

given by the researcher (Carson, 1986). This type of data g a t h e ~ g  assisted in developing 

a closer reiationship with the participant concerthg the meaning of the experience. As 

weU, personai observations were use& while other foms of iiterature previously 

identified were used to a lesser extent. 

The inteMew was purposely unstructured and questions did not direct the 

participant to a specific response. The phenomenological interview was an attempt to gain 

the necessary information by prompthg the participant to reveal the aory as it is 

acpenenced (van Manen, 1990). Silence throughout the interview was not considered 

detrimental to the inte~ewing process, but rather as a hrther attempt at reflection by the 

participant. 

Seff-discussion by the participant was only possible in as much as I communicated 

interest in understanding the participant's expenence while suspending persond views of 

judgement (Knaack, 1984). Therefore, 1 consciously remained aware of the question and 

was not swayed or influenced by conversation which did not serve a specific purpose. 

Observation, properly utiljzed in this phenomenological research, ailowed me to enter the 

real wodd ofthe persons being investigated as 1 became a direct participant of these 

persons' lifeworld. As weU, as describexi by van Manen (1990). 1 maintaineci a close 

relationship and remaineci aiert to situations which allowed for distancing and refleaing. 
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In human science research, it is necessary to write and rewrite the text to aUow for 

refledon into the nature of parti4a.r lived expenences. Refiection can be best 

understood nom two main sources; the participant's and the researcher's. While the 

participants refiected upon their iife expenences by recaiiing and recounting the 

experiences, I reflected on the topic fiom the moment the specinc phenornenon was 

chosen for study. The activities of bracketing personai feelings, iistening to the taped 

interviews, writing the script, rewrÏting the written scripts, formulating themes, reviewing 

and discussing the meanings ofthe themes with others, and revealing the essence ofthe 

participants' meaning required my rdection on the particular life experiences. 

Since it is not enough merely to reflect upon the meaning of the phenomenon 

under study, 1 searched for an understanding of the phenomenon. This understanding was 

accomplished by viewing the phenomenon by means of extracthg themes. Themes, 

according to van Manen (1990) may be understood as the basis of the expenence. As 1 

anal@ a p d d a r  phenomenon, 1 engaged in the activity of uncovering the theme or 

themes that made the experience what it really was. Themes are seen as the tools which 

give "control and order to Our research and writing" (van Manen, 1990, p. 79). W1th 

thernselves, themes cm only shape and help to describe the content of the experience. 

Therefore, as a separate entity, themes wiil never completely capture the lived experience 

but wili assist in the expression of an emerging notion or essence in a temporary and 

exemplary fonn In other words, themes within thernselves are the precursors to the 

essence of the life experience (van Mang 1990). 

As 1 identifid the themes, I coffaborated with the participants and other 

researchers to ver@ and generate deeper insights and understanding of the identifieci 
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themes. By utüieng hermeneutic phenomenology, 1 attempted to develop the intenial 

meaning ofthe lived experience to capture the essence of living with FM for a group of 

Newfoundland women 1 endeavoured to be exact by aiming for interpretive description 

which totally descriied the most subtle details of living with the chronic painfil condition 

of FM. However, I am aware that capturing total iived experiences is a complex process 

and accordhg to van Manen (1990) definite descriptions are unlikely to be attained. 

Methods 

van Manai (1990) desaibed methods as a "certain mode of inquiry" (p. 28). This 

mode of inquiry is the particular way which allowed me an understanding into the nature 

of the phenomenon The detaiied description of phenomenology as a human science 

approach descnied by van Manen served as the tool which guided me in this study in 

explorhg the experience of women in Newfoundland Living with FM. Data were analyzed 

foilowing interviews with Nne women who hed with the condition. This section 

desc~cbes methods of participant selection, i n t e ~ e w  procedures, theoretical consideration, 

and data analysis techniques. 

Partici~ants 

Participants in this study were women who had been diagnosed with FM. The 

inclusion aiteria required that the women (1) be diagnosed with the condition for at least 

one year; (2) be in the age range of 20-57; (3) have a primary diagnosis of FM; and (4) 

understand spoken English, as weli as be fluent in English. Rationale for these criteria was 
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based on the foiiowing as~umptions: (1) FM predominantly affects women, therefore, 

women were more reacüiy access~ile; (2) being diagnosed with the condition for a period 

of at least one year ensureci that the participant had lived with FM long enough to give 

insight and meaning into the eXpenence of h g  with EU; (3) the age range selected 

corresponded with the age tited in the literature for women afflicted with FM; (4) the 

primary condihion was FM which ensured that the area studied was the phenomenon of 

iiving with F M  rather than some other condition; and (5) the participants understood and 

spoke English since it was the language of the researcher. The Ias t  critenon reduced the 

possiibility of confùsing or misunderstanding information being conveyed throughout the 

interviewhg process. 

According to Streubert and Carpenter (1 9 9 9 ,  purposehl sampling is used most 

commody in phenomenological research Through this method of sarnpling individuals 

are selected for the study based on their particular knowiedge of the phenomenon. It was 

important for this study that the participants were introspective and self reflective about 

their experiences. As well, it was necessary for them to articulate clearly these 

experiences to me. 

The nine participants involved in the W y  were selected fiom names of women 

who attendeci a six-week educationai program offered as an outpatient program at a 

tertiary case hospital in St. John's, Newfoundland. I, dong with staff fkom physiotherapy 

and occupationai therapy departments, CO-fàcilitat ed this education program. Hence, 

accessing appropriate participants was no t a pro blem since records of these participants 
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were kept in the nles of the Physiotherapy Department. This sarnple s i z e  was considered 

adequate for a phenomenological shidy, since a study of this nature involved a large 

volume of narrative &ta wilected through i n t e ~ e w s  and observation (Morse, 1989; 

Sandelowski, 1995; Streubert & Carpenter, 1995). A physiotherapist, who CO-fiditateci 

this education program, was consulteci for participant seleaion. Approval for the 

involvement by the physiotherapist was obtaùied nom the Director of the Physiotherapy 

Department (see Appendix A). 

The prospective participants were contacted by the physiotherapist either at a 

schedded appointment or by telephone. At this time, the physiotherapist ascertained the 

potential participants interest in taking part in the study. For those who agreed, names 

and telephone numbers were released to me and permission for me to contact them was 

obtained by the physiotherapist. Subsequedly, these nhe participants were contacted by 

telephone. At that the, the study was briefly explained and a convenient i n t e ~ e w  

scheduie was arranged for the participant. 

Ethicai considerations 

Permission to conduct this sîudy was granted by the Human Investigation 

Cornmittee of the Health Science Centre, Mernorial University of Newfoundland foiiowing 

a review of the proposal (see Appendix B). Approval was also obtained from the ethics 

cornmittees of the hospital involved and the Health Care Corporation of St. John's, 

NewfoundIand. 

A signed and witnessed consent f o m  was obtained fiom each participant after a 

thorough explimation of the foUowing information: purpose of the study, data collection 
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procedures, approximate time required fiom the participant, and the ability to withdraw 

f?om the study at any tune without der ing any repercussions. Permission to tape the 

imexvïews was also part of the consent. Verbal consent was obtained pnor to note taking. 

Before signing the consent fonn, each participant was given the oppominity to read the 

consent fom and ask questions (see Appendur C). 

The participants were uiformed of measures which would be taken to assure their 

anonymity, such as the use of codes for identifjing the tape recordings and transcriptions 

rather than the use of names. Each taped interview was erased after transcription and I 

sewed the transcriptions in a locked cabinet. As well, participants were infomed that 

their experiences would be described in a manner by which their identification would be 

impossible. To assure them of anonymity, a copy of the initial data analysis was made 

available to dl participants. 

There were no identifieci physical nsks as  a result of this study and none of the 

women demonstrateci any evidence of being upset d u ~ g  the interview process. 

Participants were also informed that even though they might not benefit directly eorn the 

study, it was anticipateci thai the information could enhance nursing research. This 

information wuid also benefit ail health-care consumers, especiaiiy those experiencing the 

phenornenon of living with FM. 

Interview approach/data collection 

The uflst~ctured interviews were audiotaped and conducted at a tirne and place 

wnvenient for the participant. AU but one interview was conducted in the participants' 

homes, while the other interview was conducted in rny home. As indicated earlier, the 
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mdy was fiilly explaineci prior to the beguuiing of the first UiteMew. Since many persons 

who d e r  fiom FM find t uncornfortable to sit for extendeci penods of the,  each 

participant was uwited to move around and stretch as she saw necessary. These masures 

were implemented in an effort to promote physical cornfort. 

Primarily, data were collecteci through one or two tape-recorded sessions which 

lasted approximateIy s ix ty  to ninety minutes for each participant. Foiiowing these 

interyiews, at two week and four week intervals, each participant was contacted by 

telephone either for the purpose of obtaining further information or for clarification and 

elaboration of existing information. This process allowed me to obtain a M e r  description 

of the experience. 

Interview technique 

Data were collected by the use of unstructured inte~ews.  This format eiicited 

both definitive and broad statements fiom the participants as they provided information 

fiom personal experiences. At the beginnllig of the i n t e ~ e w  the participants were 

informeci that 1 was interested in obtaining their thoughts and feelings, and any other 

informafion they might feel would be helpftl in describing the expenence of Living 4th 

FM* 

The participants were encouraged to describe theu expenences as thoroughly as 

possible without intemption. At times I needed to redirect the participants to cornments 

which required elaboration. In these situations 1 used prompts and refiective techniques, 

such as " y w  mentioned fâtigue, would you like to elaborate a little more on that aspect of 

yout life?" or "when you hear wmments Wre that, how does that make you feel?" These 
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techniques helped the participants to elaborate on areas that they had raised and were 

important to them. The session ended when the participant exhaustecf descriptions of the 

phenornenon, and new idofmafion did not emerge. or if the participant appeared tired. 

Additiody, throughout the interview 1 recorded observations regarding non-verbal 

communication mes, and interactions between a participant and her husband for the one 

intewïew where the husband was present. 

Data anaiysis 

Imrnediately following the interview each participant's taped i n t e ~ e w  was coded 

with a label and transcribed verbatim. This process of seKtranscn'bing the interviews. 

allowed me to become immersed in the data by iistening to the participant's verbal 

descriptions. This step dso aiîowed me to get a sense of the whole or to gain an 

impression of the context of the conversation. Re-listening aided me to pick up cues of 

"how" the participant was sayhg "what" was said. Reading and rereading the verbatim 

transcription as the correspondmg tape was played ensured accuracy of the written 

description and aided me to corne to a better understanding of each participant's 

experience. Following transcription, each participant was given a typed copy ofthe 

interview and asked for feedback. Each participant indicated that there was nothing new 

to add, however. some participants wished to cl* certain statements. Consequently, 

the transcriptions from the audiotapes were then reviewed for emerging themes. 

van Manen (1990) descriied themes as "knots in the webs of our expenences, 

around which certain Iived experiences are spun and thus Lived through rneaningful 

wholes" (p. 90). For this research, the specific approach used to reveal the thematic 
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aspects of lMng wîth FM was that of the selective or highiighting approach outlined by 

van Manen, In the selective highlighting approach used in this study, the text was read 

several times and s p d c  statements which reveaied something about the phenornenon 

were underlùied or bighlighted. Fofiowing this process, I took each of the highlighted 

phrases or sentences and attempted to capture them as clearly as possible. M e r  the 

summary of themes was completed, participants were contacteci conceming the emerghg 

themes and asked ifthese themes refiected their true expenences. The intention was to 

ascertain the participants' perception of the data and to have them corne to a consensus 

about the emerging themes. As a result of this exercise, some participants suggested 

minor changes in naming a theme in a particular marner, hence, most of the titles of the 

themes came f?om the participants' own words. This collaborative approach to data 

analysis was necessary to ensure that my interpretations were tmly reflective of the iived 

experiences of the participants. 

Foiiowing the initial readhgs and mutuai identification of thernes in each i n t e ~ e w  

by the participants and myself, 1 met with my research supervisor to discuss these themes. 

Dwing that meeting, themes which needed fùrther examination and eiaborations were 

identified. The other identified themes were refined and comparisons of themes fiom each 

interview were made. 

Mer the i n t e ~ e w s  were fii11y analyzed and themes identified, 1 met with the 

research supervisor and one other member of the thesis conunittee. At that tirne 1 

presented the identified themes and discussed why 1 had chosen these themes. The other 

committee member could not be present, however. he was provided with a copy of the 

transcnieci htewiews and subsequent emerging themes. This process of collaboration 
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Participants were once again randody selected and cded to ascertain whether or not any 

new infiorniaton was available. No new themes were identifieci as a result of these caiis, 

however, conversatons with the participants helped me describe and understand the 

preliminary themes in more detail. 

Thematic statements that emerged fkorn this process were used in developing the 

text used to de~crtie the meanhg and sigdicance of the participants' experiences of living 

with FM. Each theme was wrïtten severai times and discussed with my thesis supervisor 

until the phenomenon under study was described as accurately as possible. Finally? the 

essence, or that which gave a mie meaning to the lived experience was captured and 

describecl in text. 

Credib- 

Crediibility, in human science research, measures how wel1 and tme the descriptors 

of the phenomenon are performed, and should not be evaluated against the same criteria as 

quantitative research (Beck, 1994; Sandelowski, 1986). A qualitative research study is 

credible when the people having the experience being studied immediately recognize it as 

their own (van Mimen, 1990). 

To ensure credibility of this research study, the following measures were used: (1) 

the research study was supenised by two faculty members proficient in phenomenologicd 

methodology, and by a rheumatologist who acted as the content specialist; (2) themes 

were discussed with faculty members and analyzed accordiig to van Manen's highiighting 

or selective approach; (3) 1 retumed to the participants and confinned the essence or 
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hidden messages. Atnnnative statements such as "it seemed k e  everything was written 

about me", *I couldn't te1 what I had said f?om others' statements", "this was unreai, I 

felt Iüce my life was on paper in fiont of me", and ''thank you for teiling it iike it is" 

indicated that the participants believed the descriptions; (4) my i n t e ~ e w  technique was 

closely monitored by the research supe~sor  to determine if areas required further 

exploration; and (5) ail participants who shared their expenences of living with the 

condition had a dennite diagnosis of primary FM. 

In addition to the latter masures to ensure credibility, 1 consciousiy attempted to 

control any bias by recording personal perspectives about the condition before, and during 

data coiiection Frequent consultation with the thesis s u p e ~ s o r  and other cornmittee 

members afso sewed to keep me focused and mindfiil of the research question. 



The findings are divided into three sections. Section one is a brief description of 

the participants' chiuacteristics; section two is a presentation of the themes with 

descriptive and interpretative materiai; and d o n  three is the interrelationships arnong 

the themes, dong with the essence of the iived experience. 

Participants' Characteristicr 

Although the women in this study have many similar characteristics including 

martial status, diagnosis, and nationaiity, there was a Eÿr amount of diversity as to 

personality and specific d e M g  characteristics such as social involvement, mental 

capacities, values, Life style, and h d t h  status. The combination of these similar and 

unique features dows me to capture the rich diversity of expenences applicable to this 

study. 

Nme women ranging in ages fiom twenty-nine to fifty-six years participated in this 

study. Just as their age varies, so does the duration of their experiences of living with FM. 

Some had been diagnosed just over a year at the time of the interview, while others had 

their diagnosis for three to five years. SIiU others suggested that they had been deaiing 

with F M  since they were adolescents or young adults. A number of participants refated 

stories about "the revolving door syndrome" since they were referred to numerous 

specialists and had various evasive and non-evasive medical procedures performed in 
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attempts to get a diagnosis. Two participants said that they could not remember a t h e  

when FM was not a part oftheir S ~ e s .  

Se- ofthe participants are mamed and live with their husband. While some 

participants have young childrrn living at home, others have children who have moved 

away fiom the M y  home. The ages of the children Vary from two years to adulthood. 

Of the two single participants, one has two young children, and the other woman's 

children are grown and have moved away. 

The educational level ofthe participants range fkom completion ofhigh school to 

completion of a postsecondary education degree. As such, the occupations of these 

participants Vary and entd areas such as the s e ~ c e  and hancial sector, business 

administration, secretarial, and heaith Gare provider positions. Some of these women are 

no longer employed outside the home, while several of those who are employed have 

reduced their houn of work to part-the. 

The foilowing thematic analysis provides a more complete picture of what these 

women fkced daily as they confionted their illness. Their stories which provided the 

themes for analysis had unique aspects, yet many components were interrelated. Each 

experience was not viewed as a story about an Ïllness, but instead, as a descriptive account 

about bafning symptomatologies of the chronic condition of FM. 

For the most part, the experiences of living with FM were nItered through the 

descriptions and interpretations of the main symptomatology. However, some themes also 



emerged which were not part of the syrnptoms being experienced, but were wider 

implications of king with FM. These themes assisteci me to move toward a richer 

understandllig of the experience of living with the symptomatology of FM. The order of 

presentation should not be considered to have special sigpificance since ail themes have 

equal importance in capturing the phenornenon under study. 

Pain: The constant Dresence 

Pain, as a constant presence, was a prominent theme throughout the interviews. AU 

the participants in the study descnbed the constant nature of their pain. Webster (1982) 

defined constant as "fàitffil, fixed, hinn, not changing, remaining steady in nature, 

persistent, or going on aii the tirne" (p.390). Participants stated: 

I was cray with pain aiI the tirne, absolutely crary. It never stopped. I've not had 

five minutes of being cornfortable since the accident 

Today 1 am a c h g  ail over with no one spot been any worst than another. 1 am 

achhg nom the top of my head to the soles of my feet. Even on a good day there 

is pain. There is never a day when 1 am pain fkee, never, there is aiways some pain 

somewhere. 

You have to understand the pain is always there, there is always pain somewhere, 

not always as severe but always there . . . painfi11 areas are always devdoping 

somewhere. It seems as if1 have pain somewhere almost aii the tirne. 
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For the participants who rarely experienced a &y without some degree of pain, 

and for those who experienced pain every &y, the real challenge was in d e t e m g  how 

to cope with the constant pain and regainhg a measure of control over something that was 

very subjective with few objective signs. Pamcipants stated: 

Iust look at me. Can you see any aches or pallis? My God, 1 look wonderfui 

don? I? So how can you beiïeve me when I say this whole body hurts ail over, al1 

the tirne- 

You know al1 these repetitive movements that everyone takes for granted, tike 

reaching, and which before this FMJ 1 did automatidy, will now, rny God when 

I reach 1 can feel the tightness and stiflhess in my anns and back. Ail these things 

are considered chores. Just sethg here reaching across the table reading the 

newspaper is a monumental task for me. Reading a paper is not supposed to be a 

difncult job so i f1 say "my God, 1 was in some pain when 1 was reading the 

paper", how can 1 expect anyone to believe or understand what I'm taking about? 

The acute pain was a protective mechanism for the women which helped them 

monitor their acfivities. However, for some women in this study chronic pain also had a 

p r o t e e  mechanism. One participant related that on a good day, that was a day when 

she felt less than usual pain, she would tackie household chores that she had deferred 

indefiniteiy. It t during these situations, as her pain i n c r u  she acknowledged her 

heightening pain sensation as a waming to 'back off. Thus, pain was telling her to rest 



and not to overextend herself Pain for this participant acted as a meter by which she 

measured her abiüty or inability to perform daiiy acfivities. 

ûthers did not consider pain in such a positive iight and viewed pain as serving no 

us& hction since it causeci untold misery and dering, and limited their ability to 

h d o n  adequately. They associateci their pain with enormous physical, psychosocial and 

economic distress, and its ever constant presence exerted a negative influence over these 

women's hes. Thus, chronic pain, with its continuous presence, steady in nature became 

overwhehhg as it demandeci constant attention and interfered with normal activities of 

1Mng actiMties that were once considered routine. 

Just getting halfway through tasks is now a reality. Trying to sweep the Boor is 

impossible. Not being able to complete tasks that 1 had planned to do is very 

upsetting. Generaüy 1 can't finish them because of the pain. This pain can be 

anything fiom a duil ache to extreme. 

AN participants related stones of their perceptions of how members of the health 

care teams negatively stereotyped them as hdividuals with chronic pain. This negative 

stereotyping conmibuteci to the discounthg of their cornplaints of pain. This lack of 

validity, by the health care team members and significant others, ody served to compound 

their M o n  and anguish. 
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I find that there is a constant battle for me and my condition to be validateci. 1 

constantly have to repeat my symptoms bain], to him [doctor] so hefU take me 

seriou* 

AU the participants felt that many professionals did not give credence to their pain 

expenences since there was no identifiable pathology. One participant surnmed up these 

feelug when she stated "if1 had cripphg arthritis or something disfïguring, things would 

be different." Another stated: 

Because the pain is something they can't see, 1 don't feel it is legitimate. 1 feel Wce 

1 am always making excuses. 1 feel that my whole Life is an excuse now. 

Pain is very personai, no one can see it or feel it. The medicai profession, not aii  of 

them but some, believes that ifit doesn't show up on an x-ray or blood test or 

MRI, then it is not real or not there. But that's not the case. I told one [doctor] 

that I wished 1 had a meter to measure my pain and discodon by. Some of them 

look at you as if you are crazy, or look at you as if you are looking for something 

to be wrong so you don't have to do thïngs. 

Afbnation of the negative duences  of pain was related by the participants. 

These n@ve ffeiings were evident as the participants described the variation in the 

severity of the painfiil experience. 
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There's crazy signais going through your body. Everything hurts, everything feels 

like, they say, "a truck nui over you". I feel iike rny body has gone through a 

major physid exertion, Wce maor exercisïng, ninning a marathon . . . . 1 feel Wce 

Rre abused my body. 

I feel lilce h e  been beaten, that's how I fd, idce someone has taken me, shaken 

and twisted me and everything hurts . . . that's how I describe my pain. 

Trying to be productive on the job despite the pain was a reality for several 

participants. Many related concems about this painful intrusion and womed how it would 

affect their abïility to maintain their jobs. Fear of losing their job based on less than 

standard performance was very real. One participant stated: 

When 1 feel the pain in my hands and thumbs, I know I won't be able to hoid a 

pend, therefore, if1 can't hold a pencil, then there's not a lot 1 can do for that day. 

I know that rrn not gohg to manage well that day. 

Despite the variation in the pain severity, there was an underlying relative 

uniformity in the pain pattern. The pain was usually dintse and widespread, and tended to 

be axial in location especidy involving the neck, shoulders, back, pelvic girdle, buttocks 

and upper thighs. 
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It couid be anything fiom an ache in my shouider or an ache in rny ankle to being a 

severe pain anywhere in beîween. Those pains rnay corne and go quickly or they 

rnay stay al1 day. 

Some participants had d ï d t l y  acairately descniing the location of the pain and were 

Lely to say that "1 hurt ad over." Severai participants related that for them "there was 

never a &y wiîhout pain." Howwer, some noted that occasionally the pain was 

intermittent. Other words which were used to descnïe the constant presence of pain were 

"burnuig," "gnawing"' "shooting"' "duii"' and "spasms." The pain's actual location and 

degree of severity v*ed fiom day to day, and in some cases fiom hour to hour, and this 

caused much Fustration, 

Yes, and it happens in muscles that nomally wouldn't be affectecl WFe the back of 

my ean, my jaws, my whole neck area, the pads of my hands, and the soles of my 

feet, and also my shoulders. 

Another problem that I am experiencing is eye pain. My eyes pain something 

ternie. I can't attrïbute it to any one thing. It could occur when 1 am trying to 

read or sew, or for no reason. 

On sorne days, there was Iittle pain and mild discomôrt. During these tirnes, rare as they 

seerned to be, the women were able to move around fieely and participateci in us& f a d y  

and social routines. 
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On a partidar good day [with Little pain], afker 1 shower, L'U make sure the house 

is tidy, probabiy I'U pick up a few grocenes, drop in on a Enend for a cup oftea, 

and then be able to have supper on the table for my husband. 

On a good &y, 1 won't be too stiffand me.  1 can get going then, and do a bit of 

housework and act nonnally. 

The next day, or even for some participants the next hour, the amount of 

uncontrollable dïfiûse pain made doing anythuig impossible. Pain with its limitations 

caused tempers to flue and increased feelings of helplessness. 

Some &ys when Fm so bad, the pain becomes so intense. It starts in my jaw and 

travels d o m  to my heels. It's the most homble, sharp pointed pain. It makes nie 

üke a savage. I'm not fit to Live with anymore! 

There've been days when I've gotten to work and yet have not remembered how I 

got there; partly because o f  some medication and partly because everything hurts 

so much at the tirne. Focusing on the pain, everything else just takes a back seat. 

Pain with its diversity of location and seventy was difncult to control. O h  pain 

mers were ineffective, and what worked one day was useless another day. Being unable 

to contd this aspect of FM lefi these women feeling helpless and not in control of their 
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Iives. Pain, with its constant presence, assumed more importance in each woman's Iife as 

she felt out of control. 

On a bad day when I awake, rrn so &and sore, fidl of aches and pains. rd just 

as soon get on the chesterfield and stay there al1 &y. 

Touchmg, which satisfied the need to feel and make contact with another human 

being, takes the fom of caressing, cuddhg, holding or stroking with the hgers or whole 

hand. For many participants this was a dreaded activity because most days they 

experienced total body pain, and any fonn of physical contact accelerated pain sensations. 

This factor caused them to avoid areas where large numbers of people meet, Wce shopping 

malls and elevators, where there was the possibility of being accidentaiiy bumped or 

touched by another person. One participant dated: 

M y  body hurts ali over, ail the t h e .  I'm afrad someone is going to squeeze me or 

bump into me or that Pm going to bump into something. 

Another participant described how she c ~ g e d  when her robust son gave her a hug 

because no matter how gentie he was, the embrace was always painftl. She longed for 

this expression of love and ciuing, yet she was fearfùl of the pain she knew she wouid 

expenence. Another participant explained how painhl her skin was when she was 

examined by her doctor. 
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When he touched my back in a specinc area, I nearly flew across the room. There 

are times now when 1 don? want my husband to press hard when he is putthg 

cream on my back. 

Most participants needed to undergo a profound change in their usud daily 

activities as they confronteci their pain These activities, which uicluded being d e ,  

mother, grandmother, niend, lover, employee, and so on, were gradudy eroded. As weli, 

most participants related stories which spoke about an inability to cany out routine 

household tasks. These tasks were associateci with the homemaker de, a role which they 

no longer enacted. Stones related by the participants included: 

Just pushing my son's little stroiier, that was something to do. 1 couldn't even 

push it. Just pushing this Little stroiler, I'd be constantly complaining to my 

husband. I was having ail those aches and pains. 

Last s p ~ g  1 had a man and woman corne in to ciean and paint for two weeks. 

Can you imagine how 1 felt having to get someone to do that when 1 dways did if 

and enjoyed it? 

AU my aches and pains were blamed on that Dow estrogen level]. At that tirne my 

husband felt that 1 had Iost di interest in him and our little son, 1 was in so much 
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pain all the the, so miserable, so draineci, and it seemed as if no one was believing 

me- 

The participants ofken felt that many of their families, niends and health care professionds 

saw than as rnahgers suice they did not understand the extent of their pain. One 

participant stated "1 looked so good, yet 1 feel so rotten. This makes me feei Oce a b d . "  

Several of the participants believed that the presence of constant pain placed undue 

stress on martial reiaîionships. One participant believed that her constant pain was a 

contributing fador in the breakup of her mamage. 

Mer this IFM] and I was in so much pain and rnisery, so withdrawn compared 

with what 1 was Like before, well t affectecl or took its toU on our marriage, and 1 

just didn't are .  In the beghing, and even afler 1 couldn't do anything anyway 

[engage in sexual activity] because of the pain. 

This bain] causes relationship problems. I'm so cranky, I'm in so much pain that 

aii I want to do is pound my fist through the wall. 

Fatigue: The invisi'ble foe 

Fatigue was another definhg feature of the expenence of living with FM. Ali 

participants descrieci episodes of fatigue as being insidious, a feeling that crept upon them 

ummounced and without waming. This feting could occur at any time of the day or 



night, exhibithg the same orninous characteristics of an enemy or a foe. While no one 

knows why Mgue  is such a prominent characteristic symptom of lW, it is, and the 

participants in this study had rnany adverse consequences as a result of fatigue. Fatigue 

had drastidy reduced the positive quality of the We for aii participants in regard to 

employment and social activities. Hence, fatigue was a very debilitating feature ofFM as 

it interfèred with essentiaily every aspect of their iives. 

Webster (1 982) describeci a foe as "an enemy, one who hanns or restricts" (p. 

710). AU the participants descnbed fatigue in simi1a.r language or terms. Several 

participants desaibed their fâtigue as "the ghastly sensation of being totally drained of 

every fibre of energy." They had a prevailing feeling or premonition that if they did not sit 

or lie down, then they were in immediate danger of coiiapsing. Many participants rated 

the fatigue component of FM as a greater disability than any of the other symptoms since 

there was nothing they w d d  do to prevent it. For these women, the fatigue experienced 

was not the kuid which resuited from busy daily activities. This fatigue did not disappear 

der a good night's sleep but engultéd the person with an ovenvhelming sense of total 

e?chmiotl, 

1 get so tireci, so drahed out when 1 do anything even for half an hour. My whole 

body feds cornpletely drained of energy; not the tired feeIing tiom being sieepy, 

but a totally exhausteci, drained feeling . . . just like you're going to drop down. 



Fatigue, as a prominent feature ofFM, was a major fkctor limiting many 

participant's ability to do routine tasks. Others stated that Mgue made it much more 

Mcult to do anything extra. 

I've gone from working 10 to 12 hours a day, and dcing ali the house work ater 1 

came home &om work, and stil had energy to go out in the evening. From that to 

now, with just about any little thing exhausting me. 

The htigue descnied in these namatives was not the type of fatigue most people referred 

to as they saw themselves as "being tired" &er a day's work or some other form of  intense 

activity. These participants describeci a Eitigue which severely hampered the quality of  

their lives. The &ects or symptoms of fatigue for these women were evident in some 

lifestyie changes necessitateci by the overwhelming presence of fatigue. As one participant 

stated: 

I have to push myselffor everythg. Everything is push, push, push. Sometirnes it 

seerns üke there is no energy left to push anymore. 

Fatigue, for the most part, was precipitated by usual activities entailed in performing 

everyday activities. A participant explaineci: 
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Fatigue is v q  much a part of this condition for me. The Linlest thgs  exhaust me. 

Just helping to prepare dinnw or helping to clear away, 1 get totally exhausted, 

totaiiy wiped out. 

The expenditwe of any energy for these zctivities resulted in undue fatigue. For many, 

social and leisure aaivities had to be canceled. A participant stated: 

You have to give up things because it's so hard on you now to continue with old 

habits - you don't have it [energy]. I loved Company, I loved having people in, 

havhg parties and dinners. Now just the thought of it, rnakes me think twice, am 1 

up to it. LXe [social] for me has changed d&caiIy. 

Hence, a generai lack of energy and feelings of unsurrnountable fatigue often dictated that 

certain activities and tasks had to be avoided. Activities and tasks had to be prioritized to 

permit expenditure o f  precious and limiteci energy on more vaiued activities. For most of 

these womem planning ahead for the short term had become a way of We, and not 

wcessarily the way they would bave chosen ifthey had the option of other choices. 

If1 am going out now in the evening 1 have to make sure that by 1 or 2 p.m. 1 have 

my bath. If1 lave it for later in the day, l know I am not going to get there 

because 1 know 1 can't rush for anything. EI do. 1 become totally exhausted and 

then I'd have to lie down. 
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The narratives substantiated that symptorns of fatigue dictateci the performances ofmost 

or aii activities normaiiy undertaken in d d y  Living. 

1 went for a waik today, I did it because I thought 1 should. There's not supposeci 

to be a reason theoreticaüy that I can't do it, except that 1 don't have the energy. 

It seems to take more and more energy for every step, more than I've got to put 

into it, 

Since the presence and level of fatigue fluctuated the degree of the severity was certainly 

the standard by which aU physical aaivity was measured. What was manageable one day, 

was impossible the next. One participant wondered "how corne one day you c m  leap over 

high fences, and the next day you can't pick up the vacuum cleaner and do the family 

room? Ofken tasks which were considered routine, and were hardiy given a second 

thought, now were considered in a dïerent iight. Extra time and energy were required to 

accompiish the tasks at hand. One participant stated, "even Wing the kettle off the stove 

is very difficuit. Who in their nght mind can believe that?" Another stated: 

1 do just about everything there is to be done around the house, it's j u s  that now 1 

am more reluctant to do it. 1 don't feel that 1 have that much energy to spend. 

When both M g u e  and pain were present, al1 participants reported incidents of 

increased dependency on other f d y  members. Others reported limited physical 

endurance since they becarne tired more quickly. For many, after a day's work outside the 



62 

home, there was h i e  energy lefi for the famiy or M y  related activities. Feelings of 

Wgue caused a wife and mother to feel guilty as she saw her husband attempting to 

prepare suppa after he acrived home fiom a busy &y at work. 

1 have hectic schedules and d d e s  at work. Then sometimes when 1 corne 

home ifthe kids are tired and upset, they might get on my nerves more eady. To 

d e  the day worse is when my husband is also tired, he's had a hard &y, he's 

worked ai i  &y too. 

Fatigue and its consequences also meant that participants relinquished some of the 

roles which they nonndy held. This meant changing old habits and routines, and 

negotiathg new ones. These changes were not made without a sense of loss of 

ownership. AU phcipants shared stories of relinquishing home-maker roles, some 

parenting rotes, d e  roles, sociai roles and employment. As with dl other interventions 

which were necessary to manage living with FM, adapting to or accepting changing roles, 

was more ~ c d t  for some than others, 

1 look around this house and see things that need to be done and 1 can't do it. 1 

don't want dways to be keeping on either. I cm't do it and I don't expect my 

husband to do it either. 

1 don? work the way 1 used to [ai the job]. 1 aiways expected a lot f?om myself, 

especially in my job. 1 felt 1 was very good at what 1 did and L expected to 
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continue king good. rrn not as good as I was before and that is a major stniggle 

for me. 1 found this part of my H e  very diicult to handle. 

IncrenPing dependency created a cyclic response of fear of abandonment and l o s  

of independence, a sense of being a burden to others. They felt that they were always on 

the receiving end and not on the gîving end. One participant echoed the feelings ofothers 

as she stated "you can't always be burdening your tnends with your troubles and needs ail 

the time." Another stated "because you can't do things iike before, you make your fiends 

uncornfortable. Therefore, you don't want to burden thern by being in their company." 

Fatigue robbed and resaicted the closeness of established relationships. Being too tired to 

take part in usual activities curtailed friendships for several of the participants. 

1 love k i n g  with people but it doesn't seem to be enjoyable anymore. 1 feel so 

tired all the t he .  It seems that 1 have to spend so much energy even to have a 

conversation. 

Another participant related: 

1 don't see several of my old fiiends anymore. Actually, 1 feel they became tired of 

calhg me when 1 wouldn't be able to do what they wanted me to do. Because 1 

am so tired di the the, 1 am not the same person that they once knew. 
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Leisure acfiyities, such as dancing or going to a movie, were modified or adapted 

by the participants and signincitnt others. Instead ofgoing out to a movie sorne 

participants rented a movie. The need to move around would be distracthg and irrîtating 

to others in the theatre. Since many participants reported that they were sensitive to 

cigarette smoke and noise, they avoided visithg places where these activities occurred. 

However, fewer strenuous acfivities that required social contact were initiated. These 

activities inciuded meeting niends for coffee or lunch, going for leisurely wdks and often 

watching fiom the sidelines as their children participated in swirnming and hockey. Others 

reporteci enjoyrnent Iiom reading and listenllig to tapes. 

The overwhelming nature of htigue was describeci by some of the participants as 

devastahg as a flash-fire, it was ail consuming. When the foe, fatigue, reared its ugly 

head, all other aspects of iife were altered or comprornised. For many participants the 

symptom of fatigue was often closely associated with pain. Many believed that the 

overwhetming feeling of exhaustion occurred as a direct result of using extra energy to do 

the very simple tasks because of the constant presence of pain. One participant stated 

"believe me7 it takes every bit of energy and effort 1 have to keep going Cafter I get home 

from work] ." Others stated: 

1 get up in the moming now, and f-1 as i f 1  was on a cold boat ail night. 1 fée1 so 

tVed. 1 slough my way to the bathroom, and then 1 slough myself to the kitchen 

and sit at the table and wonder i f1  have enough energy to get a cup oftea. 
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Even when 1 have done my bit ofwork in the rnonllng, dishes and tidying up, and 

then do rny exercises, 1 reaiiy do need to lie down again. There is no energy left 

for anything else. 

Fatigue caused contlia in other husband-Me relationships, and one participant 

anguished about the negative efféct Eitigue had on her marriage. 

Fatigue causes relationship problems because I become so craw. I'd be the 5rst 

to say Fm so cranky when rrn tired, 1 dont know what is wrong with me. I wasn't 

nomially so irritable. 

From the narratives it was easy to  understand that the amount o f  fatigue dEered 

firom one participant to another. Since the symptoms changed so tiequently, al1 

participants had concems about mmhg the risk o f  overextending the physical boundaries 

imposed by FM, whïch resulted in their becorning over fatigueci. This was especially true 

for women who were successfùlly employed outside of the home before they had FM. 

Their careers were exciting and chdenging, both physicaiiy and mentdy, and thinking 

about &igue was never an issue. But now, the reaiity of becoming overtired and 

exhausteci was attacheci to every activity they undertake. A participait stated: 

If1 go to the mall or supermarket and waik around for 20 or 30 minutes 1 begin to 

feel üke "Oh my God, I'm gone again". I have to look for a place to sit d o m  or 

go home. Before this [FMI, 1 could spend 24 hours in the mal1 without a hitch. 
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My God, I could jump over the moon, now I can't even shop in pleasure. Nothing 

is p l d i e  anymore because 1 am so tired all the tirne, and seem to Iack so 

much energy. 

Slee~: The  possible drearn 

Each participant idensed sleeplessness as  having a major impact upon their kes. 

According to Roget (1990) all words assoàated with sleep are restfil and quiet, denoting 

a seme of -bachity or inertness or motionless, a time of restttiness. For di these 

participants their descriptions of sleep were anything but restfiil. Sleep was different for 

each person, however, most experienced many of the same sleep characteristics and rihials 

of preparing for, and going to sleep. Despite the use of proven non-medicai sleep 

remedies such as takulg a warm bath, eliminating caffeine early in the aftemoon, and 

reading a good book, many of the women described their inabiiity to get a "good night's 

rest-" 

Two h d s  o f  sleeplessness prevailed throughout the narratives. Initial insomnia 

occumed when a person went to bed and could not f d  asleep, whereas terminal insomnia 

occurred when the person fell asleep quickly but awoke after only a few hours of sleep, 

and could not resume sleeping. The participants experienced both types of insomnia and 

the end r d t s  were the same. Thek perceptions were altered, reaction time became 

slower, efficiency, judgement, aîtentiveness and the ability to complete tasks were 

diminished. 
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Faiiing deep is a major problem. 1 on go to bed at 10:30 p.m. and d l  be awake 

at 3 a m  

Staying asleep is next too impossible. I'm never tmly asleep. Pm Wce rm in the 

twilight zone, aware of everything, can't get pass it. 

Some participants reported that they appeared to sleep through the Nght, but upon 

awakening felt unrefieshed and as  tireci as they were upon retirùig for the night. Several 

participants reported wandering around the house, becoming more and more fiustrated as 

moniing approached, and knowhg all too well the end result of a sleepless Nght. 

Sleep, or lack of it, is the worst thing about this condition for me. I have 

chnstened my bedroom "the tomire chamber." Most nights it's üke playhg 

musical beds! I'U end up sitting on the edge of the bed, trying to relax, deep 

breafhing, tryhg anything to make myself sleepy! 

Many of the participants betieved that the sleep disorder was caused by their 

experiences of chronic pain. Some wondered if the stress they were expenencing due to 

FM had them in the downward spiral effect ofa stress-sleep related disorder. One 

participant stated: 

Somehes 1 get hto a cycle of not sleeping. Then everything [symptoms] gets 

worse and worse, and it becomes some reai cnsis. I'm never reaiiy rested when 1 
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get up, rm k e  rrn still aware of what is going on around me. It's Wte being in the 

twiljght zone [when sleeping]. 

Several participants suggested that if they could get a 'good sleep' maybe the pain 

and fatigue wouid be lessened. However, most had resigned themselves to the fm that a 

good night's sleep was 'an impossible ciream'. One participant indicated that probabiy 

three or four nights a week she seemed to sleep for the most part, through the night. 

However, her body and rnind did not consider it a good quality sleep. Even on these 

mornings, upon awakening she felt as ifshe has just gone to bed. Others who related 

sirnilar feeluigs, aU agreed that it was vexy ditficult to &ce a whole day when stiil 

experiencing exhaustion fiom the prevïous day. Life was very difficult when these perïods 

of minimal deep continued for months. In their descriptions of sleeplessness, many 

participants feft that this was another way in which their bodies continued to betray them. 

It was not working Like it used to, or as it was supposed to work. 

Thinkin~ in a fog 

Throughout the interviews, participants descnied difliculties with problem soivhg, 

includhg a&- thinking and making appropnate judgement c d s  or decisions. These 

cognitive losses were very dficuit to accept. This was evident from examples &en 

about memory los% forgetfùlness, contiision and sometimes disorientation. 
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Another serious challenge for me is the loss, a major los, of my cognitive abiiîties. 

My mentai state has really cfianged. FM has altered my brain, . . . it feels like it is 

wrapped in cotton wool. 

1 nnd that my memocy is really bad, and if Pm really tired 1 just can't figure things 

out. My head fels tight-headed a lot. It seems to take a lot more attention to 

concentrate. 

For these participants, it seemed as if their body and rnind were constantly on a 

battle field, unable to work together and to harmonize for a meaningful existence. Most 

participants described the problems with their cognitive abilities as behg scary and 

frightenùig since they had not discovered any measure or intervention to help them cope 

with these problems. For pain, there was pain medication and other types of rebec for 

fktigue resting helped for a while, but for cognitive difnculties there were no solutions. 

Many descrtcbed feeling as if they had fallen through a deep dark chasm. There were no 

lights, no distinguishable sounds, only darkness and the feeling of falling, falling. The war 

continueci, the body and mind were not comecting. 

Before 1 was diagnoseci with since that process took awhile, it was though 

suddenly my body wasdt mine anymore. It was as though my body and my mind 

worked uidependently of each other. My mind wanted to do one thing, but my 

body couldn't. 



Actions became confùsed and motor abilities were spastic. In a normal 

conversaiion words were heard but they had no meanuig. These ditnculties made it 

impossible for one participant, a university student, to attend regular classes. She was 

futnlling her degree requirements by means of correspondence studies. Aithough she 

needed longer time to complete her degree, this method was the only way she could cope 

with, and absorb the required material. Another participant who held a chdenghg 

executive position prior to her diagnosis stated: 

FM takes away my ability to concentrate and remember. Sometimes I know what 

t is 1 want to Say, but 1 can't seem to find it. When 1 think about what I used to 

do, and what I had to remember and be responsible for, 1 really don? think I could 

do it today because 1 can't concentrate long enough. My mind just seems foggy 

ail the tirne. 

Memory lapses often lasted for hours, weeks or months. Dealing with short term 

me- lapses was most difncult for aii participants. They constantly misplaceci grocery 

lists and left mdk cartons fUed with milk on the laundry room shelf. One participant 

r d e d  how embarrassed she was when she could not c d  her best fiend by name. She 

ais0 recalled another situation where she expenenced profound panic because she did not 

remember where she had parked her car on a shopping mall lot. 

Rre come out of the mail and have literaliy forgotten where my car is parked. 1 

can't find my car! Now 1 might come through the right door, but I still couldn't 
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h d  my car, might know what direction, but not be able to h d  the car. Now that 

is nightening. 

It had become constantiy necessary to make lists. This was described by a 

participant who worked in a secretand position. Recently, she had become very forgetful 

which was somethuig she could not allow to happen in her job. Even when she made lists 

and placed in prominent places, she often forgot to look at them. Another participant 

recded how scared she becarne when her short tenn memory f ~ l d  her. One &y while 

she was walking d o m  her haiiway she forgot where she was, nothing looked familiar, and 

momentarily she felt lost and alone. Almost in a panic state by now, she remembered it 

was her home, but why she was in the haiiway sa eluded her. 

This feelug of being disconnecteci to time and place wi happen to anyone. This 

fàct was acknowledged by ail participants, however, they felt that these occurrences of 

bodyhind disco~ection happened more often to them because of FM. Many recailed 

embarrassing situations when the next word in a sentence would not come out. One 

participant relateci: 

What should have been a very simple sentence now becomes a snarled group of 

words without any meaning for others, however, to you it makes sense. The very 

word that you have been groping for makes you stutter and stammer, it rnight be a 

simple word like "the," and not an unfamiliar word or object. 



The bodyhind disconnedon ofîen caused physical discodort. This was evident 

as one participant described a situation where she forgot to implement activities that she 

would n o d y  do to minimize her physical discornfort. This happened on a day when she 

felt less pain and fatigue when she briefly forgot the need for pacing activities. She 

overstepped the boundaries of her limitations and was confhed to bed for several days. 

For many participants, the loss of former cognitive abilities was more difncult to accept 

than the physicai limitations imposeci by FU Some participants revealed that this 

"fkzhess of the brain" had a deleterious effect on their ability to be gaintùliy employed. 

My job is one of an anaiyticd position. I dont work the same way as 1 did before. 

Fm not as good as 1 was before, and that is a major stniggle for me. 

Another participant, who kept a journal while on a trip, revealed that she 

constandy referred to notes to remember where she had been the day before. The calibre 

of her wriîïng had changed, her sentences ran together and she had difficultly reading the 

notations. This was a shocking revelation to her and immediately she figured she had the 

syrnptoms of Alzheimer's disease, especidy since her father had developed this condition. 

S e v d  of the participants, who prior to being diagnosed with FM loved to read 

for p l e a ~ u ~ e ,  now found it dficult to concentrate long enough to get enjoyrnent f?om 

reading. Others found it diflicult to focus their eyes. 
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Tm not able to read as 1 like to and 1 find it &der to read. That really fhstmes 

me. 1 used to read a lot, but not anymore. Besides the problem with concentration 

1 have trouble with my eyes. 

Anather fiuspation is my inability to read for any length of time. I used to love to 

r d .  1 read everything 1 could get my hands on. Now it takes so much effort to 

read. 

Deahg with a ff a r e w  

Deahg with a flare-up was a major theme addressed throughout the interviews. 

h unpredictability of symptoms was part o f  living with the ihess, especiafIy since the 

symptoms were of such a fluctuating nature. A prirnary concem for dl these participants 

was to control the physical and mental attacks. This was especially tme concerning which 

symptom would flare-up, the areas of involvement, the length of tirne the flare-up would 

last, and symptom severity. 

Some participants voluntady restricted their tives because of the unpredictabiiity 

of symptoms. Many suffered fiom disruptions in theu lives that went beyond physicaf 

discodort; many individuals were reluctant to make long-tenn plans. Unpredictability of 

flare-ups made it necessary for some to rehquish their jobs, limit social engagements and 

avoid activity. The participants hoped that these actions wouid b ~ g  some stability to 

their condition. However, for some this hope was dashed as the loss of a job curtailed 

other social activities generating fear of social isolation. 
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Not being able to go to work was the worst result of this condition for me. Most 

of my social life was intertwirted with my job, therefore that was also taken £iom 

me. 

When symptoms became aggravateci by some unusual stress or activity, 

participants felt as if every ceil in their body was screaming, d at the same time, for relief 

and attention. Some participants described how a "flare-up" of symptoms dismpted their 

Iives. This flareup could be caused by something very simple, like a change in 

tempenihue or weather, or something more serious Iike a viral infeaion or a family crisis. 

During these flare-ups, participants describeci the exaggeration of minor older symptoms 

and the experience of having to deai with newer ones. These new symptoms ranged in 

severity &om a mild rash to the inability to walk or take care of personal needs. 

During a flare-up all participant described a decrease in muscular strength and 

some ditnculty in walking. One participant descnbed her pattern of waking as "the FM 

shu88e." Others related stories of brief disorientation and fnghtening situations which 

ùicluded bumping into objects, experiencùig difficultly pouring liquids without spiilage, 

and judguig distances or sizes. Another participant stated "If you have cognitive problems 

before, when you are expenencing a fiare-up, these problems are really greater." 

In spite of the unpredictability of the flare-ups, others managed to maintain their 

jobs and felt a sense of satisfàdon that their income contributed to putting the 'cream on 

the cake' and aiiowed for the extras that would not be possible for a family on one incorne. 

Some participants indicated that the unpredictability of the fiare-up rneant that it was 

necessary to receive adequate rest prior to going to work. For these persons, in order to 
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hction at wo* di spare tirne was spent resting and sleeping. In the words of one 

participant: 

My life right now seems to centre around sleep and work, sleep and work E h  

going to work, then that's how it has to be. That's exactly what 1 have to do. 

Loneinn for a normal life 

Generaily speaking, persons suffering corn a chronic illness or disabiliw make a 

conscious effort to convey to others that their [ives and that of their families are no 

dinerenî from other fàmilies not deaiing with a chronic illness (Knafe & Deatnck, 1986). 

So it was with these women who were suffering fkom FM. Their comrnon goal was a 

desue for a nomial life and the ability to do things for themselves and their familes even if 

it required a stniggie. Despite the intensity of the pain and the reduced ability to maintain 

normai daily activities, each participant demonstrated ways in which they attempted to 

nonnalize or to convey to others that their family Mie was really no different. Ail 

participants reiated the importance of "doing f a d y  things" and of "keeping up a good 

fkont." Those attempts at nodizing were often achieved at great physical and emotional 

expense to the participant. However, aiI participants felt these expenses were a smd pnce 

to pay for King seen as a person rather than a disease. 

1 dont know, it's just that when you hear about someone with a particular disease 

or condition, it's like they're not the same person anyrnore or something. 

Somehow they're just changed, or people change the person with the disease to 
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suit how they see the condition, People fed diierent toward you, they treat you 

dinérently and act Merentiy when they are around you. They thllik you're not the 

same person anymore. 1 don't want that, you know. 

Many participants believed that conceaihg the ihess was necessary to avoid being 

stigmatized or treated differently. To maintain this illusion of nonnaiity some of the 

participants relateci how it was necessary to "cover up" or to "keep it fkorn others". 

1 don't let on to anyone just how badly I feel except to my husband. 1 don't want 

anybody to know. We ahvays have company, and you know with company 1 

waste so much energy to hide this FMJ from them. 

I get in the most trouble when 1 am in a fienzy of aaivity trying not to go over, yet 

ûyhg to be normal. Nobody wants to be labeled disabled or different. 

Even though participants disclosed how supportive and valuable Eends were to 

them, some felt it diffxult to reveal the reai nature of their problem to those fiiends. One 

participant stated: 

Our niends know there's somethuig wrong with me, but 1 never reaily talk about it 

to them. I still try to keep my diagnosis to myself. 
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For marrieci participants, and especially those with young children, the desire to do 

no& things was critical to the hctioning of the f d y  unit, although the act of 

maintahhg nonnality was often an energy drainhg experience. One young mother related 

that der rehuning home nom a &y at the office she was exhausted, but because of the 

immediate needs of her two young children, she had to keep gohg and do things that were 

important for her children She stated, "believe me, it takes every bit of energy and effort 

1 have to keep going, but doing normal fàmily things is important to me." Another related: 

1 have two small children, and I dont want them to say when they're older, we 

couidnt do this or that because my mom was sick. They're entitled to better than 

that. So as fir as 1 cm possibly do it, we live a normal Iife and do normal family 

things. 

For these women, engaghg in normal activities of daily living, fostered a sense of self 

worth and allowed them the joy of feeling and living a " n o r d  Me. 

The oower ofnarning - seekinn a diagnosis 

For many participants, numerous visits and consultations to specialists and other 

p d t i o n e r s  resulted in a diligent quest for a diagnosis. These visits ofien added to the 

corhion and chaos. Often inappropriate treatments were presaibed. in one case, a 

participant was p W  on a cardiac regùnen, prescribed cardiac and asthrna treating 

medication. As well, she underwent an angiography procedure. This incident and others 

simply reSuIted in the emsion of their trust in the physician and compounded their feelings 
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of uncertainty. The complexity ofsymptoms that the participants expenenced, coupled 

with the poor understandimg ofthe syndrome by many of the physicians they came in 

contact with, made it difncult to obtain a proper diagnosis. None of the individuais could 

tell me about theif experience of living with FM without t e h g  me about this aspect. 

niere were long recountings of gohg âom doaor to doctor undergohg a varïety of 

diagnostic tests and procedures. As one participant stated: 

People with FM have to prove to the doctor that there is something wrong with 

them rather than the doctor saying 'les, based on this and this you have a 

problem" . 

Lt was wondehl to find out what 1 was experiencing was really a condition and 

that it was not ali in rny mind. Every symptom that 1 read about in the literature, 

my God, 1 had it ali. There it was on paper, so it couldn't be ali in my head. 

These women knew that there was sornethuig wrong with them and for many they 

lived with this knowledge for a long tirne. The rnissing piece that they couldn't figure out 

was <k.hatm was wrong. Their experiences were not so dïerent nom other people who 

e>rpenence health problems because Like most other people, they wanted to know what 

was wrong with them. Participants stated: 

1 read through the iîttle pamphlet [on FM] and thought "that's me". Anyway, 

wben the specialist put a name on what 1 had, you cannot imagine or believe the 
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relief1 fît even though 1 didn't know what FM was, and even though she said 

V i s  is forevei'. She put a name on if you know. Before this I thought 1 was 

gohg aay, going absolutely out of my rnind. 

M y  wish for anybody diagnoseci with FM is for hem to become informed, reach 

out to support groups, look at videos, etc. For me, seeing the video was Iike "the 

sun corning up for me," ail the unexplaineci symptoms. 1 didn't know what was 

what before. 

Many of the participants related that Iack of tnia and confidence in their physitian 

r d t e d  in high levels of another kind of uncertainty for them. Not knowing what to 

expect in ternis of causes and consequences of symptoms made life dinicult. Knowing as 

weil that many of their primary health care providers were not f d i a r  with the condition 

fùrther compounded the feeling of not knowing. 

ïhe society that 1 grew up in told me if there is something wrong with you 

physkdly or emotionally you go to your doctor. explain the problem and he 

figured out what was wrong and told you how to fix it. Now 1 have to educate my 

doctor. 1 look to my doctor and expect him to help treat my condition, but how 

can he treat me if he doesn't know. 

Others rdated incidents which increased their uncertainty when the primary care 

physician, who could not find a reason for the complex symptomatology, dismissecl them 
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as behg physidy dl, but rather as needing psychological help. One participant stated 

that 1 was r d y  begllullng to believe it was all in my mind." Another participant related: 

1 wish I had been diagnosed earlier. 1 wish 1 would have been given a prograrn to 

foiiow. When 1 I diagnosed 1 wasn't given any information. 

Another expresseci the view that being a woman in a predominantly male health care 

system, and having a condition that afflicted mostly women was another reason for the 

uncertainty thaî existed among women perpetuated by the physician. 

I think that women are generdy looked dom upon by the male medicd 

professon. 1 don? think that with my disease women are treated, or are as wel  

served, as thev male counterparts. I have seen it happen. When a woman cornes 

into the emergency department with chest pain, the doctof s [male] first reaction is 

that it is caused by hysteria or %ad nerves'. or someone is Iooking to get off work 

or it's an imaginary symptom, there's no such thing, etc. But if a man cornes in 

with the same cornplaint, regardless of the age, al1 aops are pufled and the action 

begins. 

Was there a clash between two forces here? A clash between the male dorninated 

technical worid of medicine and the view so often perpetuated by society that women are 

Erail, emotional beings. Was FM seen d y  as a woman's issue since the negative 

attitudes of so many male pcacfitioners were describeci. 
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The doctor who diagnosed me was very negative. He just said "ifyou get fit, get 

some Bcercise, you'd be fine." 1 felt it was Wre a pat on the head diagnosis. In 

other words, the problem with you is that you're too fat, and you are depressed. If 

you weren't depressed and fat you'd be just fine. This was very negative for my self 

image. 

Many felt that the uncertainty they experienced in regards to not knowing what to 

expect was also affected by the way some of their physicians perceived the degree of 

severity they were expenencing. In this instance, the doctor felt there was something 

wrong, but felt that the degree of severity was really less than that being reported. This 

attitude by physicians, whom the participants respected and held in hi@ esteem, caused 

them to  be discouraged, depressed and often disenchanteci with the health w e  they 

received. This message was evident in the context of the following statement, "1 constantly 

have to repeat my symptoms to hirn so he'l take me seriously . . . I feel discounted a lot." 

While each participant stressed the importance of being inforrned about FM for 

themselves and si@cant others, they dso reiterated the value of education about the 

condition for theu primary care physicians. For the most part, many of the participants 

were not infonned about the condition by their primary care physician. Moa obtained 

initial information ftom private sources, or later as they consuiteci a rheumatologist. This 

awareness of a lack of knowledge regarding FM by the primary care physician was a 

source of concem for many. As one participant stated "1 look to my doctor and expect 

him to help treat my condition, but how can he treat me if he doesn't know how?" 



Most expressed fehgs similar to that captured by the participant who stated 

"hop keeps me going even though 1 don? know what is happening to me." When 

questioned about this statcment, the generai consensus was that hope made everything 

worthwhile. Hope assisted in protecting her against despair, and in preserving some 

resemblance ofmeaninBfuhess in her Me. For others hope was the motivator which 

propeiled them to carry on in spite of personal, physical, and cognitive limitations. 

Participants also descriied hope, not Ïn absolute temu, but as somethg with an aura of 

uncertainty about it. The uncatahty of hope was related to the unknown nature of the 

outcorne, or as one participant stated "hope and FM, you c m  never say anything with 

certainty." 

These participants were used to Iiving with uncertainty? therefore. the uncertahty 

associated with hope was not difticult to understand and accept. Many participants 

expressed a hope that a cure would be found or at least an effective treatment that wodd 

give them some smdi measure of cornfort. As one participant poignantly stated: "ail I 

hope for is a linle cornfort." 

Most participant expressed hope that circumstances would improve or that 

remission wodd occur. Many hoped that the remission would mean that the condition 

had ended. For di participants this hope was dashed as they expenenced a flare-up. Most 

pamcipats related that maintaining hope helped them to produce the energy that allowed 

them to p h  to some extent, to a a  and to stay involved in family activities, even if on a 

reduced level. Some participants were able to forge ahead and to look positively toward 

the future, FM was viewed as one obstacle that couid be overcome. 
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Despite the cuntroversies and difnculties involved in detemiining the diagnosis, all 

participants found an immense sense of relief in being given a name for what they were 

experiencing. Reliefwas evident as they realized th& symptoms were not di imaginary. 

For many this infionnation was the impetus to take control of FM. As one participant 

aptly descricbed the situation: 

1 know what I have. 1 know basically what can be done about it. Life goes on, 

and 1 have to move on with it. 

Living within the boundaries 

For the women in this shidy, this therne, living within the boundaries, was part of 

their daily We. For some, more than others, there was a realization that this 

achowledgment was vital to their being in control of the condition., rather than have the 

condition control them. They reported that there came a time when they had to 

acknowledge that they were indeed h g  with a chronic illness that was different fiom 

anything they had ever known. The Uitemaiïzation of this information forced participants 

to make choices. The choices were to give up and let FM control their tives since so often 

they felt they were "running against the wind"' or to take control of the challenges 

presented by FM. Participants relateci poignant stories of attempts to nse to the challenge 

of controhg FM and not leîting FM control them. 

Now 1 never biow what to take on, how much is enough, how much is too much, 

what are the boundaries? 1 do know that i f 1  over do 4 1 pay big for it. 1 have to 



fiad out how rnuch 1 can do. What are my boundanes? If1 can walk one 

küometre and feel go&, shouid I try to walk two?" 

You must remember that self-pty is your worst enemy. The worse, it will make 

you ten times worse. 1 am determineci that's [seKpity] not going to happen to me. 

By accepthg the challenge to control FM by living within the boundanes, precious 

energy was no longer used to moum losses, but rather, channeled into positive adVities 

which made it easier to Iive with FM. Acknowledging the physicd, cognitive, and social 

limitations dowed each participant t o  make adjustments as they leamed to adapt to a 

diffiLnt way ofWee This did not imply, however, that while participants were leaniing to 

Live within the boundaries that they did so without mouniing losses which they had 

experienced. For aii these women, losses had varying consequences. One participant 

revded that her family and fnends unknowingiy disallowed her to moum her losses. 

I had to leam that the body I have now is not the body 1 had before. I moum for 

the loss of my life as 1 knew it. However, recogninng that you are going through 

this mouming penod is n o r d .  Even though you know it is normal you have a lot 

of guil. when people inadvertently make you feel guilty for mouming your losses 

and for feeling sorry for yourself. 

These weil meaning fhdy  and fnends insisteci that since FM was neither We threzttening 

nor uuised disfigurement, the extent of  her mouming was out of proportion to the loss 
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behg experienced. Losses related to ill health, but which do not include death, tend to be 

. .  . 
muiimized by othas (Locke, 1994). It was somewhat diïcult  for others to acknowledge 

the extent of the motional, psychological, physical, and financial losses which were due to 

ill health, These women ail experienced similar losses, yet for each, invisible losses were 

persody dehed and for the most part not openly discussed. Many of the women fek as 

this participant did. 

They'U ask how are you feeling, but you l e m  very quickly they redy don? want 

to h o w  how you are feeling. Sometimes people won? ailow you to verbaiize 

how you f e  they don't understand your needs for this, your need for the .  

Most participants questioned their personal values since they relinquished rnany of 

theif roles. There was a loss of "seifhess" since who we are, is often defined by the roles 

we play. Some of the women, however, realized that living within the boundaries meant 

that this was how life would be for hem fiom now on, 

AU participants related stories of personai growth as they leamed to live with FM. 

Now thcy viewed their Iives as ifthey were looking through a magnifjing glass, and 

important choices were easier to make since they were easier to see. A renewed sense of 

inner strength and charaaer permeated the sones as each participant related expenences 

of how they "lived within new boundaries." Each participant had becorne vigilant about 

feelings offatigue and pain, now they were aware of when to take proper actions to 

aileviate or to modify symptoms. Knowing the condition by living within the boundaries 

gave participants control over their lives. 



86 

When 1 get home [from work] 1 have nothing left [energy]. 1 have to rest, take 

time for myseff and rebdd, not only rny energy, but aiso my attitude. 

Rre leamed through a lot of f i u t d o n ,  a lot of self honesty, a lot of seIf-analysis 

and through taiking with others about i t  and by reading. I may never control 

it, but I can have more control over what 1 aiiow it to do to me. I know now 1 can 

be more in control of this, more than some people give me credit. 

Knowing the patterns and limitations of FM meant that participants' expenences of 

daily living were filleci with the persistent and unpredictability of the associated conditions 

of FM. These conditions included pain, fatigue, stifniess, sensitivity to heat, col& 

perfùmes, smoke, noise, mood swings, bowei and bladder problems, usuai problems, 

headaches, thgling in hands and feet, physical and cognitive deficiencies. In spite of aii 

these difficuities, one participant acknowledged that since FM was going to be with her 

for a long time she must become fiiendly with the condition, and leam to live with if 

despite its disadvantages. 

It's no sense in being angry, I must accept the tact that 1 have to make these 

changes, accept it - the anger goes away then and it's easier to accomplish 

whaîever it is you have to do. Now instead of being angry, you use this energy to 

p h  how you are gohg to do [what you want to do]. Therefore, you make it 

d e r  by accepting it. 
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Each participant related that knowing the limitations was pivotal to managing day 

by day lifé with FM. Acceptance ofthe limitations imposed by the condition was very 

dBicuit for one participant. She realited this characteristic within herself and wondered 

whether or not it impeded her abiiity to move on. 

My biggest hstration with aii this besides the constant pain, the fatigue, the sleep 

disorder and d the other associated conditions is my ability to accept what has 

happened to me. I tniiy have not accepted what has happened to me. 1 know that 

to tnily accept this wiil take forever for me, forever. 

Living withui the boundaries meant that to manage FM and to live a Iife that was 

meanin& aii participants had to rearrange or reschedule specific daily activities. 

Participant related Stones about how it was necessary to be organized so that specific 

times throughout the day were scheduled for rest and relaxation. Other family members 

absohed the more difncult physical tasks, such as vacuuming and laundry. Living within 

the boundaries meant that no matter which activity they undertook, it was vital to pace 

adVities. The tirne dimension had changed dramatically. The Pace for performing aIi 

acfivities was slower, but pacing gave a sense of control, and control was vitai when 

making Mestyle changes. Changes in work patterns were also reported. Some 

participants no longer worked outside the home, however, for those who did, hours of 

work were reduced and the work environment was rnodified to meet their needs. For 

those who were unable to return to work, their Mestyle changes had a profound impact on 

self-esteem as weil as the M y  incorne. Although pacing was viewed as a necessary 
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strategy to manage FM, not dl participants were happy with having to implement this 

-%Y- 

I know I should pace myseff but I hate that word, I canft stand the thought of 

having to pace myseif. It just goes against my grain. 1 can't handle if but 1 know 1 

have to leam respect for that word. 

Another related that she understood pacing was necessary but she found it fiustrating 

when it took so long to accomplish specific tasks. She stated "1 used to be able to do 

more on my lunch break than 1 can now do in two weeks." 

By M g  within the boundaries most participants related strategies that were 

initiated to maintain a healthy lifestyle despite living with the chronic illness. These 

activities induded taking naps, maintainhg or increasing physical activities, avoiding 

alcohol and tobacco. They modifieci diets in response to an understanding of FM and 

included such changes as decreasing fats, monitoring salt and sugar intake. Other 

participants regularly visited massage therapists or a chiro practor. Some participants 

reported taking stress management courses. While some participants reported the use of 

prescribed medication, others reported the benefits received f?om altemate treatments of 

aqua pressure, muki vitamin preparations and visits to speciality clinics. Another 

participant disclosed that üvhg within the boundaries motivated her to "exercise 

religiousiy, eat a high fibre diet and appreciate the good times more." As weii, the value 

of personai exerçise programs was vividly describeci in the foUowing manner. 
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Every arercise 1 can fhd I1I do. rm reaüy motivated to do my exercises. 1 reaily 

believe &out the exercise 1 wouldn't be able to get out of bed. I start stretching 

More 1 get out of bed. 

Each participant related how important it was to monitor health and to know what 

to expect with regards to a heaithy Iife style in spite ofFM. Several participants voiced 

fears that despite their personai health monitoring, whenever they experienced new 

symptomg rnany physicians attributed these new symptoms to FM. These participants 

related that this attitude fiom their primary care physician placed them in a vuherable 

position. 

You r d y  wony that all those syrnptoms you are experiencing, are they related to 

FM? Or is there something else going on that rnight get overlooked . . . You fhd 

now thai you get put off by the doctor. 

We a l l  have to remember that there could be other things wrong with your body. 

HaWig FM puts you in a vuhierable position to have everything attributed to FM. 

I have to keep reminding my doaor of that. It's so easy to have FM the reason for 

everything. You could end up with something senous being overlooked. 

Initially, participants knew little, ifanything about FM, therefore another step in 

living within the boundarïes was to become self-eduaited and thereby educate others 

including fàmily, fiiends, physicians, employers and cofleagues. 
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I do believe now, though, that through reading about FM, 1 understand and know 

when things are wming 6om . . . . Like h e  learned to change my attitude too, . . 

- now L know why some of these things are happening to me. 

AU participants believed that the key to dealing with FM was first to acknowledge its 

presence, by living within the boundaries. Living with FM was easier once you knew what 

you were dealing with. Most participants acknowledged that initidy most of the fears 

associateci with being diagnoseci with FM was not knowing anything about the disease. 

Fear can paralyze. AU the participants were seeking hrther support and information 

through the local FM self-help group and discovered that the group provided pradcal 

advice and moral support. The faciltators provided education and information. 

Psychological needs were met by the group members as the participants found others Wce 

themselves. The education program administered by the physiotherapy and occupational 

therapy department at a local city hospitai initially provided Uiforrnation in a formai 

settllig. Participants acknowledged that the self-help group and the education program 

were Iike "iifehes" for them. 

It was great knowing that someone else knows how you feel because they feel it 

tw. Attendhg the group meetings help you h d  out that there are many others 

féeling just iike you, they have feelings so similar to yours. You know now that 

you are not aione. 
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The awareness that resulted ftom leamhg about the condition and living wiuiin the 

boundaries heiped hem redirect precious energy into activities that enhanceci their ability 

to cope with FM Many contrasteci their present feelings about the illness with these 

following the initial diagpsosis. ReceMng the diagnosis was compared to "stripping away 

the very fabric of their behg." Many related that they felt their future was orninous, and 

stili others wondered if in fàct they would even have a tùture. 

My imrnediate reaction and concem were about what it IFM] would mean for me 

in years to corne. What was it going to do to me, and what would 1 feel Iike as 1 

got older. 

LMng withui the boundaries was a result of being ùiformed and knowledgeable, 

and was another means of control. Each participant revealed how knowùig what to 

expect assisted them in making choices about how they lived with FM. Some of these 

choices may be viewed as simple by the casual observer, however for these participants, 

making an inappropriate choice had devastating effects on their well being. An example of 

such a simple choice for one participant was whether to Wear high heeled or flat shoes, 

since high-heeled shoes precipitated extreme back and knee pain and caused problems 

with her sense of balance. 

Living within the boudaries Unproved cornpliance to regimens hence health and 

weU being were improved. The participants reported that educating themselves and 

significant others about the condition played a vitai role in how they accepted the 

condition a d  tried to live a productive Me in spite of the limitations of the illness. 



Acceptana in this sense, was not viewed by the participants as submitting to FM, or 

loosiag control of the situation, but rather as a means of achowledging what was 

Occumng within themselves and understanding the limitations hposed by FM. 

One participant recornmended that others M g  with FM should focus on their 

strmgths and not on the challenges they îàced. She recognized that FM was a chronic 

Lifeong illness and therefore wMe "living within the boundaries" she would not allow FM 

to be the central focus in her Me. She stated: 

1 have to be aware of what is gohg on in this area - but 1 can't let it consume me. 1 

have to move on with my life as best 1 cm 

This pmkipant, in sharing hope for the future for herseif and others with l34, 

gave soiid advice. 

You have to be strong, you have to take control of this and yoursell: and do what 

you can for yourself because you are your own best fnend . . . You are the oniy 

one who can make a difference for the good in this cornplex condition which you 

have to live with on a daily basis. 

Otha participants, as they tived within the boundaries, hoped that their 

experiences of rnanaging to live productive lives with FM would be used to communicate 

advice to others who were stniggluig to live with the condition. The participants who 

beliewed thq. were coping well, felt they had worthwhile advice to share. As one 
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participant stated: "sometimes I wkh 1 could help other people develop a positive attmide 

about it m." Without this strength ofcharacter and detemination, as the participants 

lived within the boundaries, hope for a bener tomorrow could only be a mirage, a dream. 

Rclrtionships Amoag Thematic Statements 

Each theme previously discussed had a co~ection to the whole of these women's 

lived experience as they confionted FM daily. As such, the themes cannot be viewed as 

separate parts or segments but rather they must be seen as being intertwined with each 

other to fonn a total picture of the phenornenon, the expenence of living with FM. 

Thedore, d of the themes fonned an integral and interrelateci pichtre of what it was Wce 

to live with the cornplex condition. AU participants in assessing their expenences of h g  

with FM relaîed stories about the constant presence of pain. Pain, constant or 

intermittent, was always present, sometimes less severe than other times, nevertheles, 

aiways there. For ail participants, learning to live with the pain was a major challenge. 

M m e s  which aileviated pain one day would not necessarily control their pain the next 

day or the next how. One participant revealed that it was necessary to become fiiendly 

with the pain because it was aiways going to be around, to some degree. 

Fatigue - the invisible foe was closely associateci with the constant presence of 

pain. Fatigue was described as a total body feeling of exhaustion, and not merely a tired 

feeling. Lke pain, fatigue was not predictable in its occurrence or severity, and Iike pain, 

pretending t did not exist, did not rnake it disappear. Like pain, fatigue was always there 



in some measure. So  it was with these women's lives, the pain and the fatigue severely 

aEècted how they approached Fe. 

Another prominent theme throughout the study was the participants' concem over 

the many sleepless nights. U&e most persons, it was impossible for those women with 

FM to arpaience a good N a t ' s  sleep. Sleeplessness for them was associated with many 

hours ofbeiig aione wMe other M y  mernbers siept. Sleeplessness was as much a part 

oftheir L i .  as pain and fatigue. Many referred to the sleeplessness as a factor which 

precipitated the pain and fatigue and viewed these factors as spokes in the pain/stress 

cycle. 

As weU, mental dficulties or "thinking in a fog" were viewed by many to be in 

direct proportion to the fatigue brought about by pain and sleeplessness. As some of the 

participants descntbed their brains as "being wrapped in Cotton wool" or "being in a fog," 

many wondered if having a good night's rest would decrease these undesirable feelings. 

The unpredictability of a flare-up, or when some symptom was going to occur, 

was eXpenenced by each participant. The certainty of the unpredictability of symptorns 

oRen caused anger and hstration. For most, they could not even entertain spontaneous 

actions, nor could they make long-term plans. This was a source of endless hstrations 

since under nomial conditions most people participated in either or both of these actions. 

Thereforr, k i n g  niced with this diiemma forced many to evaluate how successfiil they 

were in M g  a "normai life." Unpredictability of a fiare-up was a n o r d  pattern of life 

for them. The unpredictability of howing when a flare-up would occur was also 

cornpromised by the uncertainty of  mixed messages being sent by many hedth care 

providexs. 



Despite the pain, fatgue, sleeplessness and mental confision, ali participants 

expressecl a desire for a retuni to no& life for themselves and their family. Measures to 

conceal the illness &en resuited in srpendmue ofprecious energy causing hcreased 

fatigue levek, wtiich in tuni, precipitated the pain to a greater degree of severity. M e r  

the condition had been named or a diagnosis @en, the participants al1 reaiized that theu 

symptoms were not imaginary. Participants then attempted to regain some measure of 

control over thei. Iives. This control was facilitated by acknowledging the condition and 

by lMng within the boundaries imposed by FM- 

LMng within the boundaries assisted the participants to change iifestyle habits, to 

become educated conceniing the condition, and to Pace activities. This knowledge 

assisted pafticipants to deal successfuiiy with the limitations and challenges brought by 

FM. Being aware, allowed them to plan and to take meanires which reduced pain, 

Wgue and sieeplessness. By living within the boundaries these women understood that 

the uncertain or unpredictable nature of the symptoms was a "normal" course of events for 

patients with FM. For all, the intemaikation of this information ailowed them to exert 

some degree of controi over theu iives in the? persistent struggie to conf?ont and 

overcome the challenges presented on a daily, and for some, an hourly basis. A desire to 

help others similarly afllicted, and a hope for a satisfactory treatment, ifnot a cure, was 

the momentum thai pressed these women fonvard. 



The Essence 

The essence or "what makes this expenence what it is" was captured as " M g  

with or conthuaily confionting an invisible disability." nie batfling and complex 

symptomatology of this condition was the fondation of what it was Wre to live with FM. 

These symptoms of pain, Mme, sleeplessness, mental confbsion, and other features of 

the condition such as unpredictability and uncertainsr, and the need to iive within 

boundaries, and longing for a normal life as they searched for a diagnosis were thernes 

which succînctly captureci living with FM'S symptomatology and resultant invisible 

disability. 

The developing awareness that something was wrong was subtle and gradua1 for 

some participants, whereas for others it was more pronounced. The multiplicity of some 

vague symptoms, while others were more intense, did tittle to assist the physician in 

making a diagnosis. How could one person have so many ill symptoms and yet visibly 

present a picture of health? One participant reported "1 feel like a fiaud." No one saw her 

pain, her mental confusion and the extreme fatigue that reduced the quality of her me. 

Another participant expenenced feelings of low ~ e ~ e s t e e m  and saw herselfas 

'good for nothing'. Unsure of spousal support, she had assumed he also thought she was 

just being iay. Her husband was very contùsed, shce outwardly she looked so well and 

appeared disinterestad in her home and theu life together. M e r  all, she was contùlually 

visiting the doctor and those visits did not result in a diagnosis. " Surely," he said, "if there 

was something physicaiiy wrong with her, al1 the tests and x-rays would have shown it by 

now." But how can anything invisible be seen? 
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Little did her husband, and others k e  him, realize that FM is a condition which is 

not readily or easily seen by the casuai observer. Often this condition is elusive even to 

the primary care physician. FM provides no atypical appearance, no readily observable 

physicai limitatons and often cues are not visible by other individuals. Having FM has 

dual connotations. On one side, derers desperately try to conceal the condition., while 

on the other side, fhstration is paramount because they sometimes perceive a lack of 

support or belief from others conceniing the condition. However. ail participants 

wondered how others who had no parameters to measure the iüness could be expected fo 

believe its seriousness. AU participants experienced the misunderstanding of many fiiends, 

some M y  members, CO-workers, employers and health care providers. Each participant 

mentioned that the reason for these misunderstandings lay in the Uicongniencies between 

how weli they looked and how badly they felt. niese participants believed "that ifthey 

had been disfigured, used a c h e s  or needed a wheelchair the reaction and acceptance 

tkom others wodd be diierent." They f M y  believed that the reaction would be more 

conciliatory and accepting. Their stories related these observations: 

Ifyou have something wrong that people can see Wce a broken arm, surgery or 

something else that can be seen, then its okay. yes they can see the problem, but 

for others, ifthey can't see something, they need "'blind fkth" to believe thaî there 

is someuiing wrong . . . . It's almoa impossible for them to understand. 

Nobody really understands this condition. You do your best to look as good as 

you caq then somebody look at you and says "what in the heil is wrong with you, 
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there's nothing wrong with you." This makes me v q  angry, because no one 

understands how long it takes me to look decent. 

AU the participants related that the degree of discemable disability was dependent 

upon the amount of interaction with the individual. For rnany, while they concealed sorne 

of the symptoms fkom fiiends, it became more diflucult as time went on to conceal the 

symptoms nom M y  and work associates. Close acquaintances noticed the innsible 

disability when it became more visible as physical and cognitive disabilities became 

recognizable. In the meanwhile, these women, dong with the other challenges, coped 

with a society which viewed them as "malingers" or "looking for attention" whiie they 

aîtempted to adjust and to acknowledge the limitations of FM with its outward invisible 

disability. 

One participant revealed that because of FM she felt as if she did not "fit in" with 

her old acquaintances anymore. Prior to being diagnosed with FM she was labeled "the 

life of the party," now she felt useless, listless and tired all the t h e .  She remembered the 

profound f-gs of not fitting in, of not king asked to participate in a group. Even 

though her fiends did not openly verbalize their confusion and disbelief at the severity of 

her symptoms, she felt a distinct distancing tiom her as  they wondered why it was she 

could do volunteer w o k  yet could not retum to her former job. Little did they realize 

that because of her invisible disabüity and the intense physical demands of her job, it was 

impossible for her to continue her career. However, she personally controlled the amount 

of t h e  spent on volunteer activities. 
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Coming to t e m  with the invisible disability was particuiarly difiïcult for the single 

mother of two adolescent children. Most of the physical and emotiond support expected 

fiom her spouse was now provided by her children. She regretted havhg to place so 

much respoc~sliüity on them for physical chores. She felt that casual observers, unaware 

of her condition and considering she looked so weQ criticized her for having her children 

perfonn more than the usual amount of household chores. Often she chose to ignore her 

invisible disabiIity and attempted to carry out tasks she knew only too weil were 

detrimentai to her condition. It was when a "£lare-up" occurred she knew the strength of 

her invisible disability. 

On times 1 feei that 1 am not able to give my children what they deserve; what rd 

üke to give them and what 1 can give are two different things . . . but 1 do as 

much as 1 can. I have to make adjustrnents. 

Because of the nature of FM, with its lack of physical signs being discemable, 

many fiends, M y  and physiciaw expected the participants to "get on with it". 

Someâhes these quaintances coverty expressed the view "she could do more ifshe 

wanted ton or "she looks perfectly heaithy to me." Such remarks and attitudes ofien 

discouraged the individuai with FM fiom seeking treatment or from adhering to the 

limitations of the condition. 

Another participant reporteci that because most of her losses were discernable ody 

to her, mouming those losses was not condoned by her family and Wends. To moum for 

a loss, people getiefauy expezted the loss to be visible iike the loss of a spouse, the 105s of 

a h b ,  the loss of a cherished object, or the loss of a job (Fitzgerald & Pattemon, 1995). 
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The person with FM had losses which were less visible to the onlooker, subtle tiinctiond 

losses, subtie cognitive losses, social losses, Ioss ofyouth and a fuhre, loss offî-iends, loss 

of the abiliiy to be spontaneous, loss of a good night's sleep and the loss of the ability to 

"just enjoy We". Even when she aiiowed herselfto moum br her losses, one participant 

recaiied how she fek. 

Some days rd be so bad I wouldn't be able to get out of the chair and rd say to 

myself "how dare you." " How dare you feel sony for yourself you're not going to 

be deformed or die. You cm learn to live with it. Here is your friend who has 

cancer , , . and she is detennined to beat this." So how can I turn around and 

cornplain about FM. 

ûthers felt guiIty mourning the losses brought about by the invisible disability as they 

r&ed that there were other conditions with more serious effects. One participant 

related "1 know multiple sclerosis is so much more catastrophic than FM." 

The invisible disabilities encountered as one lived with EM, made FM different 

tiom other conditions. The person with FM needed to be aware that there was a danger in 

personally i g n o ~ g  invisible disabilities. Aliowing perceptions of roles and expectations of 

others to influence personal howledge of the condition often pushed them beyond their 

normal capacity, and subsequently hindered acceptance of the condition and its limitations. 

These readons had fàr reaching effécts on the FM sufferer and her f d y ,  since 

acknowledgment of FM aliowed one to exert cornmitment and courage to meet the 

challenges of living with FM. 



CHAJTER Sr DISCUSSION 

The aims of this phenomenologicd study were to describe and understand how 

women live with FM. The understanding or interpretive sense was made by examining 

each theme in relation to current literahire. For aii the participants, the knowledge that 

"somethùig was wrong," caused them to be discourageci and created misunderstandings 

about the nature of the illness. For many, the search for a diagnosis necessitated many 

fiequent and u~ecessary tests and examinations. Subsequently, when they could not find 

or provide a physicai explmation for the symptoms, many ~ra~t ioners  suggested 

psychotherapy and stress management. S imilar negative tests and examination results 

were also described in the study by Schaefer (1995). 

For those who received a diagnosis, knowing the condition did not exist ody "in 

their head" was a relief. However, for many, d e r  being aven a diagnosis, they sa 

needed to fhd a cause or meaning for what had happened. These fhdings were consistent 

with pr&us studies which examined women's perspectives on chronic ilinesses 

(Anderson, Blue, & Lav, 199 1; Fife, 1994). Fitzgerald and Patterson ( 1995), Skevington 

(1986), and Teks and Pollack (198 1) also reported that persons with chronic pain will go 

to considerable lengths to seek legitimization of their illness corn M y ,  ftiends and 

physicians and the fear that others perceive them as rnalingers was always present. So it  

was with women in this study. The participants reported that they were not taken 

serioudy either by heaith care providers, M y ,  or fnends, and they felt that no one 

believed the severity of symptoms because they looked so well. 
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The findings from this study show that FM with its chronic, relentiess, generalized 

muscular pain caused profound negative changes in di the participants' lives. For those 

who performed physical tasks and who worked outside the home, extra time and effort 

were required, often at a cost ofincreased pain seventy. Sùnilar findings were disaisseci 

by Yunus et al. (1981). In terms of pain and global debility, FM was expenenced as more 

severe than any 0th- chronic pain syndrome (Boissevain & McCain. 199 1). In this 

current study, pain was outlined as one of the main sources of considerable distress for 

each of the participants. 

In a study by Hagglund et al. (1 994), patients with chronic pain fiequently 

reported that weaîher condition negatively afEected their pain. In a similar study by 

Shutty. CundEand DeGood (1992), cold and damp variables were cited to be the most 

probledc. In this study, however, most of the participants believed that their pain was 

Uinuenced by actual changes in atrnospheric pressure rather than by the cold damp, wann 

or dry conditions. 

Stuifbergen (1987) indicated that the stress of chronic illness could dissolve a 

M y  unit. Henriksson (1995) reported that fear of physical contact by the FM seerer 

strained martial reiationships. In this study, many participants recounted stories of 

strauied fàmily reiationships. In one incident, a mamage dissolved and the participant 

attniuted this in part to the stress of the chronic iliness, and the pain she continuously 

expenenced dong with the fear ofbeing touched. As weli, many of the participants 

avoided anas such as shopping mails and elevators because of the possibility ofbeing 

accidentdy bumped or touched. 
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Watson (1992) suggested that the fàmily's ability to cope and adapt to a chronic 

h e s s  was probabiy influenceci by its developrnental stage. For parents of young children 

there were mare physid tasks related to thek m e .  If one parent was chronicdy il, extra 

demands were piaced on the other parent. n i e  findings of this study are consistent with 

the l i t m e  since women who had young children beiieved that they had more demands 

piaced on them Such demands were often le8 unfbltïiIed udess the other parent assumed 

that obligation. 

Loss of the ability to fiuiction physically and mentally necessitated many role 

changes within the M y  structure. It was harder for some than others to accept help for 

specinc tasks, and more dZEcult for other tamily members to adapt to changing roles. 

Inability to relinquish former roles and to take on new ones was a source of hstraîion and 

anger for some of the participants in this study. These observations were consistent with 

other hduigs on chronic illness and role adaptions (Brown & Williams, 1995; LeGallez, 

1993; Revenson & Majerovitz, 199 1). 

Fatigue, sleeplessness, and mental confùsion were also identified as core themes in 

the analysis. One study which examined the fàtigue expenenced by persons diagnosed 

with MS describeci Mgue as a feeling of total bodily exhaustion (Hubsky & Sem, 1992). 

These hdings related to fàtigue for patients with MS were consistent with the views 

expressed by participants in this study. hterestingly, several of the participants in this 

study were screened for MS in eariier stages of the diagnostic process. Hubsky and Sears 

dso Uidicated that sleeplessness and mental confusion were interrelated and negatively 

ùifluenced subjects diagnosed with MS. These fhdings related to MS were also consistent 

with the hdïngs in this study. 
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Dealhg with the unpredictabiiity of the symptoms associateci with FM caused 

much aiaiety and fhmation for the participants in this study. The unpredictabifity of 

accelerakd symptoms made Me unbearable for some. However, others slowly learned to 

accept this charactesistic of the iiiness as something they had to deal with on a daiiy basis. 

Others found the unpredictabiky of their symptoms caused confiict in the e n m e n t  of 

their roles, rehtionship to M y  and niends, and in theù ability to hold a job. Lambert 

and Lambert (1987) and Stuifbergen (1990) presented similar findings. 

The uncertainty of not knowing what was happening, or why it was happening, 

was a therne which was threaded throughout the interviews. Uncertainty was seen as a 

major source of stress for persons with chronic illnesses. The concept of uncertainty was 

descrtibed by Hilton (1988). In her study, women with breast cancer found that a major 

source of uncertainty was not being able to rely or count on someone. Women in this 

study reported similas feelings of uncertallity. For the most part, the uncertainty of not 

howing what was happening was experienced because many believed that their primaty 

health care providers did not understand their condition. Staternents such as "how can my 

doctor help me help myselfifhe doesn't understand the condition" and "one doctor wiIi 

say do this or do that while another wül condemn that treatment" were evident throughout 

the interviews. This type of uncertainty was consistent with the findings by Mishel(1988) 

since the uncertainty in this study also stemmed from ambiguous symptoms, inadequate 

infornation, and delay in receiving a diagnosis. 

How weii persons with a chronic illness adapted to limitations imposed by the 

illness wos influenced by the interpersonal relationship of social support. Social support 

promoted weii-king and helped persons cope with challenges during stressfil life 
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circumstmcesces Results fkom this study indicated that persons with FM appeared to adjust 

better ifthere was support nom signincant others. This support was not Unmediate as an 

understanding of the condition was needed by the supporter. This Uifonnation is 

consistent with research by Bloom (1990), Fitzpatrick et al. (1989), Lanza and Revenson 

(1993), and Primomo, Yates, and Fugate-Woods (1990). Participants in this study also 

descrîibed the benefits of knowing that they were not aione with this condition, and how 

they looked forward to group meetings and educationd sessions. These encounters 

provided them with a conducive forum for relating to others with similar expenences. 

These fidings are consistent with Marr (1 995). 

In addition to the positive Muence of social support on the heaith and weii-being 

of persons with a chronic ihess, the importance of the concept of self-efficacy was 

evident to some degree in this study. This was suggested as participants related that they 

believed they could control FM and not Iet FM control them. For othen the strength of 

their convictions to be efficacious was illustrated as they expressed a desire to move on 

and to be a M p M  influence to others newly diagnosed with M. Literature discioseci 

seKefficacy's importance in relation to coping with chronic pain (Gonzdez, Goeppinger, 

Br Lorig, 1990; Jensen, Tumer, Romano, & Karoly, 199 1; Kores, Murphy, Rosenthd, 

Ellias, & North, 1990). 

LMng within the boundaries was another coping procedure used by the 

participants to exert control over FM. Having a name appiied to the symptoms dowed 

them to make adjustments in plans and to move on. ûthers living with chronic finesses 

made the same kind of concession described by Howeli (1994) and Schaefer (1995). 

Attempts to have a normal frunily lXe, and to be seen as having that kind of We, were 
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ewident throughout aii acwunts by the participants. To accomplish this task, women in 

this study applied tactics such as concealing or wvering up, dohg normal things at a 

substantiaI cost, making tradesfEs, p&g. and eliciting assistance. These measures were 

exploreci in the literature pertaining to living with other chronic illnesses Wafe & 

Deatrick 1986; Marr, 1992; Robinson, 1993; Wiener, 1975). Likewise the women in this 

study sometimes made important problems seem insignifiant to their hedth care 

providers, and as a result, on occasions, the necessary support was withdrawn. 

The stress of dealing with an invisible disability added to the frustration and 

k e t y  for each of the participants. The dilemma of how well they looked in relation to 

how unwell they felt was a cause of codlict not oniy for themselves but also other M y  

memben, fiends, physicians, and employers. Moa participants reported that negative 

statements and unf5endly looks were often given when they talked about their inability to 

meet expectations and act as thqr previously did. mer dl, they looked the same. The 

results of these interactions negatively influenced persons with FM as they tired of 

explauiing their behavior. These readons resulted in lower self-esteem and social 

isolation as the nwnbers of close fnends and social contact diminished. Falvo, Ailen and 

Maki (1982), and Fitzgerald and Patterson (1995) discussed similar hdings as they 

raiewed diabetes, epilepsy and other medicai conditions which did not provide an atypical 

appearance or readily observable functional limitations. 

As weil, rnany participants felt that being diagnoseci with FM was an irnpediment 

to saàsf'sictoty health care regarding other health and personal issues. This feeling of 

mistrust toward the medical profession had the potential of having devastathg effects 

because other serious illnesses often went u n d e t d  as all symptoms were perceived to 
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be related to FM. Some participants believed this attitude was due in part to the tact that 

most patients with FM are fernales in a mostly male medical society. This feeling of 

mistnirrt is supportai by Brown and Wfiams (1995) 

Summay 

The findings of my rrsearch study are similar to those found in other research 

studies which investigated FM and other chronic illnesses. HaWig a label or name 

attached to the symptoms is very important since validation of the symptoms legitirnatites 

the illness. In terms of pain and fatigue, research consistentiy identified FM to be more 

debilitating than other chronic ilInesses. These symptoms were intensfied by fluctuations 

in weather conditions and other stressfiil iifie situations such as dealing with the 

unpredictability of symptoms, the uncertainty of knowing what to expect, and losses 

associated with the condition. This study reveds that the stresses associated with FM 

have negative outcornes for the family. Younger farnilies seem to more negatively 

affected. 

The d u e  of social support and selfefficacy on health and weli being for persons 

with FM is evident throughout the study. These concepts assist persons with FM to have 

control over the ihess. As well, living within the boundaries and acknowledging the 

condition allow participants in this study to exert control over the condition. While the 

participants fdt thDt they were moving on by becorning knowledgeable about FM, many 

beiieved that deahg with an invisible disability had many negative connotations. 
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CHAPTER 6: LIMITATIONS, IMPLICATIONS FOR FZTTURE NCTRSING 

EDUCATLON, PRACTICE AND RESEARCH, AND CONCLUSION 

Facing a lifé with the chronic iüness of FM is a signiscant crisis for participants in 

this mdy because of the major challenges presented by this condition. Therefore, the 

findings ofthis study, despite its limitations, have implications for fuhire nursing practice, 

education and research- 

Limitations 

h this study, &ta were collecteci by means of unstructured i n t e ~ e w s  whereby 

participants were inviteci to give an account of their experiences. These participants were 

selected to be in the study, based on their knowiedge oc and ability to articulate, the 

experience of living with FM. While most participants were able to articulate distinctiy the 

meaning ofthis experience for them, othen required prompts. This promptho may have 

forced sorne participants to say what they thought I wanted to hear rather than provide 

reflective descriptions of the experience. 

There was a wide range in the age of the participants, as weii as a variation in the 

number of years each had lived with the condition. The age range placed them at difKerent 

developmental stages in their tives, and hence may have Muencesi how they perceived 

their qeriences As weil, having experienced the condition for a longer period of the 

rnay have influenad coping interventions used to manage the condition. 
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The shidy compriseci o f  women who had vay  Young, adolescent, and teenageci 

children at home, and adult children k g  at or away f?om home. These differhg ages in 

children may have been Won that ïnfiuenced the perception of the severity of the 

condition for some participants more than others. Certainiy younger children place more 

physical demands on parents than most older children- 

Additionaity, this study was conducted with a group of women who resided in an 

urban area. The results may have been different ifthe study had taken place in nird 

NeYYfounâ1and. The perceptions o f  support systems and access to information may be 

different betweeri the two areas, 

F d y ?  the results of this shidy c a ~ o t  be generalized to the total population living 

with FM, nor can it be used to provide a definite model for fbture care. However, its 

message regarding support systems, the value of having some control, and the impact of a 

mother's chronic f i e s  on the tamily cannot go unheeded as primary care nurses provide 

holistic, individiralized care to women with FM and their f d e s .  

Nwsina ~ractice and education 

ProfesSional nursing practice implies that caring is the essence of nursing and the 

unique and unifyug focus of the profession (Leininger, 1985). Nurses can be pivotai in 

b ~ g i n g  about interventions through their caring, and they can limit the powerfui impact 

that chronic illness has on individuals and their families. Literature indicated that dealing 

with a chronic ilhess not ody & i e d  the person with the illness but aiso the whole M y  
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(Revenson & Majerovitz, 199 1; S n e h g ,  1990; Stuifbergen, 1987). W e  the notion that 

nurses make a ciiflierence for chronicaily ili persons and their fàmilies, there have been 

suggestions that nurses do not appear to value working with patients whose conditions are 

not amenable to aire, that iq those with a chronic ihess (Nolan & Nolan, 1995). 

Chronicity hows no age Wts, and no cultural or financial boundaries. 

Therefore, nursing care and planning must be guided by practices suitable to  deal with a 

variety of ages, cultures and situations, and supported by research. This 

phenornenologid study was directed toward a better understanding of living with the 

chronic, painni1 muscular condition of  FM, while at the same time remaining sensitive to 

each wornan's uniqueness. Furthemore, this study highlighted many needs for the 

participants. These participants had been diagnosed with a condition for which there are 

no fum pathophysiological underpinnings, a cure is not available, and diffierent treatment 

modaiities exist. To address these needs in practice, patient education with seK-help 

techniques, pain management techniques, stress reduction, and the value of exercise need 

Education is necessary to understand the disease characteristics. AU the 

participants spoke about the importance for heaith professionals to be able to teach 

patients about whaî is happening. Intewentions specifically focused toward increasing 

symptom control for patients with FM and for famiy members are crucial. Prior to  

educating clients about FM, the nurse involved in the practice must first be educated in the 

unique feafures of this condition, as weU as in the broad concepts surroundhg the ihess. 

Nurshg cumaila is required to address these issues in more depth. Despite the alanning 

number of cases of F M  behg diagnod, and its cost in terms of work disability, a review 
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of m e n t  nursing texts revealed that the amount oftiI0rmation pertaining to this 

debili- condition is m i n d e .  

Nurse ducators teaching about FM need to reexarnine the meaning of chronicity 

as weil as the wntext of the illness and the unique position of those who have the 

condition Nurse educators need to deai with chronic Unesses in a holistic manner by 

being aware of questions thaf seek meaning and sisnificance fiom the phenornena of that 

illness. On a broder praaice levei, nurses couid be involved in influencing health policy 

related to resource allocation and disability claims. Nursing practices can also educate the 

public about worlrplace discrimination and provide information about the accessibility of 

relevant programS. 

The vdue of socid support and its positive effects on health and weli-being have 

been demo~~~tcated in the research literature (Cohen Br Syme, 1985; Hubbard, 

Muitienkamp & Brown, 1984; Kutner, 1987; Norbeck & Tilden, 1988). Likewise in this 

study, these positive effects of social support were evident. Participants related how 

important it was for them to feel comected to f h l y  and fiiends. Therefore, nurses need 

to be aware of the type of support systems these persons have in place, and be able to 

detennine ifthere is a need for future intewentions. A sound knowledge is needed of 

community resources, and how to access these resources H) that appropriate refeds  can 

be made. The nurse has an obligation to match the person's needs with an appropriate 

support. Knowledge OS and involvement with, self-help groups are other assets nurses 

could use in assisting people with FM to live a better quality We. InteMews with the 

participants reveaied that rnany have taken over the responsibility of managing their own 

condition &er they have received ir60rmation about FM. These participants related the 
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vahe of being connecteci to the self-help group shce it made them feel more in control of 

the condition. 

Nursina research 

A phenomenologicai study of this nature aiiowed for exploration, description and 

an understanding of hwnan qeriences. This research was undertaken in ways that 

acknowledged "the value of ail evidence, the inevitability and wonh of subjectivity, the 

value of a holistic view, and the integration of al1 patterns of knowing" (Chinn, 1985, p. 

175). 

Frorn the present study it is obvious that further nurshg research into situations 

which affécts women's health and M e  is necessary. These continuing and extensive studies 

need to be unaffected by gender bias. It is important to the future of women's health 

issues that femaie perspectives and views be acquired. Further phenomenological studies 

are suited to this purpose. 

Throughout the research, few reports describeci how FM influenced the everyday 

Me for the participants and their families. These individuals' illness expenences, the 

mediahg factors or symptomatology, and the concerns and fears for the fùture aii have a 

say into how FM is managed. However, very often these aspects of a person's life are not 

seen as an integrai part of ilIness management (Mcw'tlliams et al., 1996). Issues of this 

magnitude are W y  lacking in the research literature. Such a description, and 

interpretive derstanding of what it is that the women said, is of uttermost importance for 

understanding the consequences of FM. It is also considered very important to advise and 

support patients as they attempt to gain some control over their symptoms. Issues of 
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importance, such as ability to return to employment and supportive measures that assist 

persons with FM in their adjustment to a good quaiity life, are needed. In exarnining the 

illness contexî ofm relationships with têmily members, fiiends, and work associates 

need to be exanrinecl. 

Future research is required into how patients with FM adapt to physical and mental 

discomforts. This type of human eqerience research will add to the paucity of research 

which considers people's evexyday life in spite of living with FM. Such research will 

contnbute to the understanding of the meaning of living with FM. This new Somation 

will add to the scientific and humanitarian forms of knowledge. Both these forrns of 

knowledge are essentid to the profession of nursing. 

This research study couid lay the groundwork for f'ùture qualitative research 

studies. Subsequent to this study, the experiences of women could be examined over a 

penod of several years to capture the picture of how their lives have been affected by their 

ihess. Use of health diaries kept by the women would be a means of data collection since 

it would show b o r s  which affect the symptoms, and whether or not there is a typical 

course of events associateci with the illness over the .  

Future research could attempt to investigate the psychosocial concepts of social 

support, seif-efficacy, and the impact of FM upon the family. For example, future 

investigations into social support could examine the importance of support in reinforcing 

adaptive strategies for coping with pain and fatigue and other syrnptomatology. 

Additionally, social support needs to be examined in regards to the extent to which 

acceptability and e££ècts of various types of support depend on the provider of support 

(Woods, Yates, & Prùnomo, 1989). Self-efncacy research has demonstrateci that changes 
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in seff4cacy are associateci with changes in behavior and hedth status. Therefore, 

research into successftl rehabilitation of patients with FM ushg selfefficacy strategies 

needs to be mipiementeci as e f f d v e  rehabilitation of these persons c m  lead to positive 

attitudes, better health habits and possibly a retum to work (Gonzalez et al., 1990). 

Future research of wornen with Fh& while investigating similar themes to those 

identifiai in this study, could address larger groups of participants and provide M e r  

support and credibility to this initial study. Also, fùture research into the impact ofFM on 

the Eimily would take into consideration the developmental tasks of the fhly 

(Stuifbergen, 1990). Therefore, longitudinal studies that examine specific age cohorts 

would indicate whether or not perceptions of the impact of FM are consistent among age 

groups. Research, specificaliy of this nature, is sensitive and needs to address, not ody 

the ilI individual, but also the spouse and other family members. Results of such research 

could be used to implement intementions which teach the patient and farnily how to 

control the complex symptomatology, and thus enhance positive outcornes. 

Summary 

This phenomenological study investigated the question - what is the meaning of 

living with fibromyaigia for wornen in Newfoundland? Nie women participated in one 

fhce to fàce interview, and either one or two telephone interviews. Al1 participants 

descnied their unique experience of living with the chronic illness of FM. From these 

intezviews, analyses of the transcripts revealed the foUowing themes: (1) pain - the 

constant presence, (2) Mgue - the invisible foe, (3) sleep - the impossible dream, (4) 
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thinking Ïn a fog, (5) dealing with a fiarwp, (6) Ionging for a normal Me (7) the power of 

naming - seebng a diagnosis, and (8) M g  w i t h  the boundaries. From these themes the 

essence ''confionting an invisible disabiiity," was identifieci. FM, with its severity and 

complexity of symptoms, fhquentiy cast the participants in malingering roles as there were 

uicongruencies Ui how iU they felt and how well they looked. 

Resuits fkom this study will conm%ute to the body of knowledge about individuals 

and factors that iduenced how they iive with the chronic debilitating ilhess of FM. This 

study is a step in understanding how women lived with FM. This knowledge rnay assist 

nurses and other health care professionals who work with women who have FM in 

understanding individual CiifFerences and sirnilar symptomatology. It may innuence 

interventions which rnay conmbute to positive symptom control and positive outcornes for 

adaption and management of FM. 

Currently, there is no cure for FM. but symptomatic treatment and measures to 

control the condition are avaiiable. Provided with adequate care from the health care 

community and support fiom M y  and Eends, persons with FM can live a better q d t y  

lifé. We can provide holistic m e ,  focused toward pain and fatigue managing techniques, 

role and WestyIe changes for sufferen of FM and their families. Care provided in a non- 

threatenhg, nonjudgmental atmosphere wili promote self-esteem and wel1-being, and thus 

positively influence the p hysicai, mentai, emotional, and economic situations of persons 

with FM and th& hndies. 
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APPENDIX A: APPROVAL FROM PENSIOTKERAPY DEPARTIMENT 



Sî. W s  W o r q  Horpitai 
LeMarchant Road 
Si. John's, Newfoundand 
Canada A1C SB8 
Phone (709) 778-3 1 1 1 
Fax (709) 738-0080 

Physiotherapy Department 
J u l y  27, 1995 

Ms. Marilyn Jacobs 
Graduate Nursing Student 
14 Forde Drive 
St. John's, NF 
AIA 4YI 

Dear Ms. Jacobs, 

I have received your let ter  of July 24, 1995 requesting 
permission for one of Our staff members to contact some 
members of Our Fibromyalgia Education Classes to ask if they 
would be willing to participate in your research study. 

As you requested, let me confirm that we have discussed 
your study and, pending approval £rom the Human 
Investigations Committee, and St. Clare's Ethics Committee, 
one of our staff has permission to make the initial 
contacts. Ms. Jill Seviour will select the potential 
participants for your study, and you may w i s h  to contact her 
at your convenience. 

In cornpliance with our department's policy regarding 
release of information, we shall be asking participants to 
sign a form indicating they are willing to have their name 
submitted to you. 

1 wish you al1  the best with your research study, and 
w e  look forward ta seeing you in the Autumn when we start 
our Fibromyalgia Classes again. 

Yours sincerely, 

Ms. Maude Scott d 

Director of Physiotherapy 

OWNED AND OPERATED BY THE CONGREGATION OF THE SISTERS OF MERCY 



APPENDIX B: HUMAN INVESTIGATION COMMIT'IXE CONSENT 



Mernorial 
University of Newf oundland 

Human InveSagation Cornmittee 
Office of Research and Graduate Studics i Medicine) 
Fadty  of Medicine, The H d t h  Sciences Centre 

September 14, 1995 

Reference #95.107 

Ms. Marilyn Iacobs 
14 Forde Drive 
ALA LSYI 

Dear Ms. Jacbos: 

This will acknowledge receipt of your correspondence dated August 28, 1995, wherein you 
provide a revised consent form for the research application entitled "The Meaning of Living 
with Fibromyalgia for Women in Newfoundland: A Phenomenological Study". 

At a meeting held on September 7, 1995, the Human Investigation Committee reviewed the 
revised consent form and recommended hiiî approvai of the application. 

W e  take this opportunity to wish you every success with your research shidy. 

S incerely yours ,/ 

/chairman 
C Human Investigation 

cc Dr. K.M.W. Keough, Vice-President (Research) 
Dr. Iohn Simpson, Chairman, Human Investigation Committee, St. Clare's 
Dr. S. C m y ,  Medical Director, St. Clare's Hospital 

St. John's. Ncwfoundland, Caaach A1B 3V6 Tei.: (7091 737-6762 -Far: (709) 737-6746 œTcicx: 016-4101 



APPENDIX C : CONSENT TO PARTICIPATE IN NUIRSING RESEARCE 



Sehool of Nursing 
Mernoriai Univusity of Newfoundhnd 
St. John's, Nedoundland AIV 3V6 

Consent to Participate in Nursinp; Research 

Title: The meaning of living with fibromyaigia for women in Newfoundland: A 
phenornenologid study 

Investigator: M d y n  Jacobs, RN., B.N., B. Voc. Ed. 
Phone 754-78 10 

You have been asked to participate in a research study. Participation in this study 
is entirely voluntafyuntafy You may decide to withdraw at any tirne without affecthg your 
normal treatment. 

Confidentiality of information conceming participants wiU be maintained by the 
researcher by ensuring that aU identïfying information is coded. AU infiormation obtained 
thruughmt the study wiU be kept under lock, and will be accessible to the researcher 
alone, untii ali identifjhg idionnation has been coded. The investigator wili be available 
duMg the shidy at all times should you have any problem or question about the study, 
please contact the researcher. 

Purpose of the Study: The purpose of this study is to gain a greater understanding of 
what it is like to live with fibrornyalgia. The information obtained nom your experience 
will be added to a data base for exploring nursing measures which may assist you and 
other persons diagnosed with FM. 

Description of Procedures: You are asked to participate in 2 or 3 interviews. These 
interviews wiU be conducteci in your home or at a setting of your choosing and will last 
approhte iy  1 hour each. Interviews will be audiotaped. If clarification is needed, 
anothex interview will be scheduled at a tirne which is convenient for you. You will be 
informeci at the begùuiing of the interview that the researcher is interesteci in obtaining 
your thoughts, feelings, and any other information you feel is helpfùl in describing the 
experience of living with FM. 

Duration of Participation: Your interviews should be completed within a two-month 
period. 



ForeseeabIe Risks: There are no foreseeable physical risks as a result of this study, 
however, shouid you become upset wtiile revealing personal experiences and feelugs, 
arrangements wiii be made with your prirnary caregÏver for follow-up consultation. You 
may reqwst temination of the interview at any tirne. 

Benefitr o f  Putieipntion: You wiU have the opportunity to express feelings and ernotions 
in a compassionate nonjudgmental environment. Aithough you may not benefit direaly 
fiom this study, aii health-care conswners, especially those suffering nom M. , may 
benefit fkom the uicreased knowiedge. 

Lïability: Ywr signature on this form indicates that you have understood to your 
satisfàcîion the information regarding your participation in the research project and agree 
to participate. In no way does this waive your legal rights nor release investigators, 
sponsors, or involveci institutions ftom their legal and professionai responsibilities. 

1 , the undersigned, agree to participate in the research study 
described. Any questions have been answered and 1 iûUy understand what is involveci in 
the study. 1 realize that participation is voluntary and that there is no guarantee that 1 wiü 
benefit Corn my involvement. 1 acknowledge that a copy of this form has been oEered to 
me. 

Signature of Participant: 

Date 

Date 

k the undersigned, also agree to the audiotaping of the 
interviews which will be conducted as part of this research saidy. 

Signaîurc of Participant 

Date 

Sipahvt of Wiîness 



To be signed by the investigator: 
To the best of my abi1ity 1 have fully explained to the subject the nature of this research 
study. I have imrited questions and provided answen. 1 beîieve that the subject ftily 
understands the implications and voluntary nature of the study. 

Signature of Investigator 

Date 



TEST TARGET (QA-3) 

APPLlED IMAGE. Inc 
1653 East Main Street - -. - Rochester, NY 14609 USA 

I -- - - Phone: 71 âI~8SXMû -- -- -- Fax: 71- 




