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Abstract

Fibromyalgia is a musculoskeletal syndrome which mostly affects middle-aged
women. The aim of this study was to describe women’s experiences of fi-
bromyalgia. Seven scientific qualitative articles were analyzed according to quali-
tative content analysis and resulted in six categories. The categories were wide-
spread pain invading the whole body, sleeplessness and fatigue, problems with
concentration and depression, not being understood, changed relationships, re-
ceiving diagnosis means relief and acceptance. The result gave a picture of
women’s experiences of living with fiboromyalgia. The women felt an everyday
pain and fatigue connected to their illness. They had a hard time being understood
in their illness. Many of the women realized that their relationships changed in
various ways. Being diagnosed meant relief for most women and a way to accept
the illness and their new life.

Key words: pain, fatigue, depression, sleeplessness, changed relationships, quali-
tative content analysis



Fibromyalgia (FM) is a painful long lasting musculoskeletal syndrome. Characterizing for fi-
bromyalgia are fatigue and a constantly present pain throughout the whole body. Living with
fibromyalgia means living with a long-term illness. We chose to focus our literature study on
women’s experience of fibromyalgia. The American College of Rheumatology (ACR) set in
1990, diagnostic criteria for FM. The criteria were of two basic points; history of widespread

pain for at least 3 months and pain in 11 of 18 tender point sites (Peterson, 2005).

To live with a long-term illness means a changed life that leads to many difficulties for the
person. Lived experiences of women suffering from a long-term illness where feelings of se-
vere pain, limited physical activities, negative feelings, and support of family and others. The
women often reflected over their past healthy lives before they developed a long-term illness
and the things they used to be able to do but could not do anymore (Hwang, Kim & Jun,
2004). Feelings of coping with daily pain and confronting negative feelings such as anger,
fear and frustration are other experiences by people with a long-term illness (laquinta & Lar-
rabee, 2004). There are also feelings of fear of not being believed by doctors and others, and
to have a hard time finally accepting the illness (Glenton, 2003). Being diagnosed with a
long-term illness is an experience that can be absolutely devastating for a person. Often there
is no conversation from the doctors and little exchange of information which could lead to
feelings of humiliation and distress. Although receiving a diagnosis was filled with negative
feelings, there is at the same time a relief, because it meant that doctors were finally forced to
take the symptoms seriously (Kralik, Brown & Koch, 2000). Toombs (1992) described the
experience of living with a long-term illness as a procedure were the relation between body
and self is paradoxical; my body appears to be others-than-me, yet | cannot escape my im-
paired embodiment (s. 75). It is essential for people, struck by a long term illness, to try to
understand the changed life situation and gradually learn how to live with the illness. This
gives feelings of well-being in spite of their long-term illness. People express feelings of
hopelessness but also of cautious hope. Living with long term illness means living a life hov-
ering between suffering and enduring (Ohman, Soderberg & Lundman, 2003). Enduring is
the blocking of the emotional response and it occurs as a response that enables the individual

to function. Suffering means that emotions are released and one can recognize that the future



is changed. People may move back and forth between enduring and emotional releasing and
when they have “suffered enough”, hope can be seen (Morse, 2001).

Going from a healthy life to a life with fibromyalgia is invisible to almost everyone except to
the women themselves. They suffer from hidden handicaps such as invisible symptoms and a
huge lack of strength. The transition is experienced by women with fibromyalgia as gradually
changes that occur in their daily life pattern, in working life, in social life and in family life.
The central themes in the transition are the women’s will to do things and in contrast their
lack of strength. Life changes inevitably from an active to a more passive way of life (Soder-
berg & Lundman, 2001).

For women, who are struck by fibromyalgia, quality of life is reported to be lower than
among people with other long-term illnesses and among healthy people. Women with FM
feel more hopelessness, depression and illness than healthy women, but there is no signifi-
cant difference concerning self-esteem (Séderberg, Lundman & Norberg, 1997). Men living
with fibromyalgia mainly endure pain during a long period of time before they look for a
cure. They experience living with a slow body with constantly aching muscles and feelings
of not being the same man as they used to be. They have difficult times finding a receptive
listener, and when they do they are afraid to talk openly about their pain because of fear of
being looked upon as troublesome (Paulson, Danielson & Séderberg, 2002). The whole fam-
ily life is influenced and limited when a family member is affected by fibromyalgia (Séder-
berg & Lundman, 2001). The husband’s role in the family changes. Husbands describes how
they have to learn to see the women’s changing needs and the difficulties in the balancing act
to get the women to feel good both mentally and physically. They experience an increasing
responsibility and workload in the home which leads to fewer recreational activities for
themselves. Life becomes centered on the women’s illness. On the other hand the husbands
feel that they become more involved in the family and that their relationship deepens with the
children (Soderberg, Strand, Haapala & Lundman, 2003).

Men with a long-term illness visiting physicians, express feelings of not being taken seri-
ously about their symptoms. They feel that as time goes by the physician’s loose interest in



them. The men’s experience is that it takes a long time before they are examined and treated
by specialized staff. After meeting with specialized staff the men expressed feelings of being
understood, believed and respected (Paulson, Norberg & Danielson, 2002). The same feel-
ings of not being taken seriously for their symptoms are expressed by women with long-term
iliness. They experience that physicians question the very existence of their symptoms of ill-
ness (Kralik, et al., 2000). Women with long-term illness express that nurses lacked a deep
awareness about long-term illness. The women want the role of the nurse to include provid-
ing support during difficult times and encouraging patients to verbalize their concerns
(laquinta & Larrabee, 2003). Toombs (1992) means that it is vital to pay attention to the in-
dividual’s story, if one is to understand the individual’s illness (p. 104).

Because fibromyalgia is an invisible long-term illness linked with a lot of pain related symp-
toms (Peterson, 2005), it is important to make fibromyalgia visible within the health care sys-
tem. This way, nurses can gain knowledge and understanding about the individual’s illness,
and offer the best care for women with fibromyalgia. The aim of this literature study was

thus to describe women’s experiences of fibromyalgia.

Methods

Literature search

The literature search has been done in the databases Academic search, Cinahl and Pub Med.
Words used in the search process were experience, pain, fibromyalgia and chronic pain. All
the search words were combined. Since we already knew that pain and fibromyalgia are re-
lated, we used the word pain in our search. We searched for peer-reviewed scientific articles
to gain the most reliable knowledge. Our search had no limits concerning publication year.
There were no limits made in the search process. The search process resulted in three hits in
Academic search, 36 hits in Cinahl and 68 hits in Pubmed. Articles that did not correspond
with the aim were sorted out and seven qualitative articles corresponding with the aim re-

mained. They were analyzed according to qualitative content analysis (tablel).



Analysis
Qualitative content analysis is a process when you organize and integrate a story’s qualitative

information according to qualitative themes and ideas (Polit & Hungler, 1999, p. 714).
Downe-Wamboldt (1992) argues that content analysis is a research method in order to de-
scribe specific phenomena and that the goal of content analyses is to enhance quality of pro-
duced results. Burnard (1991) means that analyzing qualitative data is a stage-by stage proc-
ess consisting of fourteen steps that can be followed during the analysis. Graneheim and
Lundman (2004) describes the procedure of qualitative content analysis as different steps of
meaning units, condensation with preserved core, identified content areas and creating cate-
gories which is the core feature of qualitative content analysis. They mean that the final result

of the categories should be answering the aim of the study.

In our literature study the chosen articles were analyzed using qualitative content analysis
based on Graneheim and Lundman (2004). We started by reading the seven articles several
times. After that we coded the articles with letters. Our next step was to mark content units in
the text that described the aim we were looking for. We worked a long time marking content
units going back and fourth in the text in order to find the right meaning of the lived experi-
ence without interpreting the text. In the end we marked 244 content units. The content units
were coded with letters and numbers to make them easy to find, and then they were con-
densed. To be sure that we didn’t loose or change the content in the units we used the English
language during the condensing process. The content units were then examined, and those
with similar content were put together and coded. Out of this we created categories; groups
of content that share commonality. At first we ended up with nine preliminary categories. We
examined the categories and brought them together into larger categories until we finally
couldn’t bring them together anymore. Six final categories were emerging as the final result.
Holloway and Wheeler (2002, s. 160) meant that by comparing concepts and subcategories it
is possible to group them into major categories and label them. We still had the text in Eng-
lish, and we strongly felt that we should keep it that way to be sure to maintain the core.
Throughout the process of the content analysis we checked each content unit with its particu-

lar article to secure the content of the units. We based our qualitative content analysis on



phenomenology, this means that we studied and captured the essence of the content units

(Holloway & Wheeler, 2002, s. 185). The final results are presented in table 2.

Table 1 Summary of analyzed articles included in the result (n=7)

Author/s Method Participants Method of data Main findings  Quality
collection and
analysis
Cudneyetal.  Qualitative 10 Data collection, Rural women High quality.
(2002) content analysis and their ex- Distinct aim,
perience of liv-  method, samp-
ing with FM le, social status
and age. Reli-
able result
Hallberg & Qualitative 22 Interviews, Coping strate-  High quality.
Carlsson grounded theory gies by women  Distinct aim,
(2002) living with FM  method, sam-
ple, social
status and age.
Reliable result
Hellstrém et Qualitative 10 Phenomenological  Patients wanted Average qual-
al. (1997) interviews their illness to ity. Indistinct
be confirmed aim and result.
Distinct age
and social
structure
Schaefer Qualitative 36 Grounded theory Women with Average qual-
(1995) interviews FM and their ity. Distinct
struggle to aim, time and
maintain a bal-  result. Indis-
ance tinct method
Schaefer Qualitative 10 Phenomenological ~ African Ameri-  High quality.
(2005) interviews can women Distinct aim,
with FM ex- result, method,
perience their sample, age,
symptoms time, social
similar to other  status. Reliable
women result
Sturge-Jacobs  Qualitative 9 Phenomenological A complete High quality.
(2002) interviews picture of daily  Distinct aim,
faces of FM, method, sam-
told by women  ple, age, social
status. Reliable
result
Sdderberg, Qualitative 14 Phenomenological- Description of  High quality.
Lundman & Hermeneutic inter-  women’s life Distinct aim,
Norberg views with FM and its  method, sam-
(1999) influence in ple, age, social

various ways

status. Reliable
result




Result

The following categories are the result of the analysis (table 2).

Table 2 Summary over categories (n= 6)

Categories

Widespread pain invading the whole body
Sleeplessness and fatigue

Problems with concentration and depression

Not being understood

Changed relationships

Receiving diagnosis means relief and acceptance

Widespread pain invading the whole body

All studies showed that the women were more or less in pain the whole time and that the pain
changed from day to day (Cudney, Butler, Weinert & Sullivan, 2002; Hallberg & Carlsson,
2000; Hellstrom, Bullington, Karlsson, Lindqvist & Mattsson, 1999; Schaefer, 1995; Schae-
fer, 2005; Sturge-Jacobs, 2002; S6derberg, Lundman & Norberg, 1999). In several of the
studies most women described a widespread pain that invaded the whole body (Hallberg &
Carlsson, 2000; Schaefer, 2005; Sturge-Jacobs, 2002; Séderberg et al., 1999). In two studies
some women described that the pain varied as the pain itself in terms of intense, unbearable,

dreadful, tingling, stiffness and burning (Hallberg & Carlsson, 2000; Sdderberg et al., 1999).

| had a terrible pain in my whole body...even in my skin....I couldn’t wear any
clothes. My feet were aching....it was impossible to walk. | had an intense gnaw-
ing pain....and | had a high fever too...and my pain was so sharp and dreadful
that I thought that | was going to faint (Hallberg & Carlsson, 2000, p. 32).

In one study many of the women’s bodily pain were experienced as inability to function ade-

quately and the women said that exertion gave pain (Soderberg et al., 1999). In another study



many women avoided physical contact because of pain sensations (Sturge-Jacobs, 2002).
Some of the studies showed that the women experienced that the muscles were the problem
because the muscle pain was almost unbearable with pulsating, tense aching muscles the
whole time (Schaefer, 1995; Schaefer, 2005; Séderberg et al., 1999).

You cannot pin point one spot because you got it all over. You can tell it is like in

the muscle, not in the bone. The muscles are the problem (Schaefer, 2005, p. 19).

In one study, one woman related long-term pain as being a protective mechanism because it
was a warning to “back off” (Sturge-Jacobs, 2002). Some of the women in another study ex-
perienced having days when their pain made them feel that there is nothing to do than just
stay in bed and wait for the pain to disappear (Hallberg & Carlsson, 2000). Cudney et al.
(2002) said that some women described that they were in such pain that it made them want to

scream, and when the pain were in the extremities it could impact mobility:

My pain was especially bad yesterday and today, but prior to that | had 4 days
where | could walk up and down stairs without dragging myself with my arms
(Cudney et al., 2002, p 39).

Several women in one study perceived that psychological stress increased their pain and that
it was impossible to relax mentally because of severe pain (Hallberg & Carlsson, 2000). In
one study, women felt that pain served no useful purpose but causing misery and suffering,
while other women expressed pain as difficult to control because of its diverse location and
severity (Sturge-Jacobs, 2002). In one study most women said that they took analgesics, only
when they planned something important for the day, to decrease their pain sensations, and
one woman expressed that she felt less pain when she was drinking (Hallberg & Carlsson,
2000). Some of the women in the studies ignored and denied the pain symptoms and just
went on as if pain sensation were part of normal life (Hallberg & Carlsson, 2000; Schaefer,
1995). Several women experienced that coping with pain was physically demanding (Hall-
berg & Carlsson, 2000).
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Sleeplessness and fatigue

Many women expressed sleeplessness and fatigue as common experiences in their illness.
Sleeplessness was experienced by some of the women as not being able to sleep for long in
spite of tiredness, and waking up with severe fatigue (Cudney et al., 2002). Stuge-Jacobs
(2002) said that many women experienced sleeplessness to be a major impact in their life.

One woman said:

Sleep, or lack of it, is the worst thing about this condition for me. | have chris-
tened my bedroom ““the torture chamber.” Most nights it’s like I’m playing musi-
cal beds. I’ll try anything to help me relax, deep breathing and visualization any-
thing to make me go to sleep. But nothing works. It’s just another way my body
has betrayed me (Sturge-Jacobs, 2002, p. 25).

The women in some of the studies related pain, fatigue and external factors like stress and
working conditions to sleeping problems, and they felt that problems with sleep affected fam-
ily relationships. They also expressed feelings that the sleeplessness was worse than fatigue
(Cudney et al., 2002; Schaefer, 2005; Sturge-Jacobs, 2002). Fatigue was experienced by
women in the studies as a constant tiredness that made them extremely tired and wanting to
nap at any time (Cudney et al., 2002; Hellstrom et al., 1999; Schaefer, 2005; Sturge-Jacobs,
2002; Soderberg et al., 1999). One woman said:

| often become unbelievably tired and just want to lie down and cry
(Hellstrom et al., 1999, p. 14).

Fatigue caused an everyday struggle for the women with loss of energy and strength that
hampered quality of life (Cudney et al., 2002; Hellstrom et al., 1999; Sturge-Jacobs, 2002;
Soderberg et al., 1999). In one study one woman expressed how she couldn’t get out of bed
because of fatigue (Schaefer, 2005). Cudney et al. (2002) said that one woman expressed
feelings of hate because of not being what she used to be, as fatigue made her unable to meet
expectations from herself and others. Other women expressed feelings of envying people that

had more energy than themselves. Fatigue was sometimes more severe than the pain, and it
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was seen as an enemy or foe (Sturge-Jacobs, 2002; Séderberg et al., 1999). Some women ex-
perienced fatigue as a total drain of energy and some even thought that fatigue was a greater
disability than any other symptom and nothing could be done to prevent it. This made the
women feel that fatigue was a major component of fibromyalgia, and for some the worst of it
all (Cudney et al., 2002; Sturge-Jacobs, 2002; Soderberg et al., 1999).

Problems with concentration and depression

Many women in the studies expressed impaired concentration, having a hard time remember-
ing things, high blood pressure, vertigo and lack of strength (Hallberg & Carlsson, 2000;
Schaefer, 2005; Soderberg et al., 1999). One woman in one study tried to ignore her experi-
ence of forgetfulness with explanation that it was just part of normal aging (Schaefer, 1995).

Another woman expressed her experience of impaired concentration like this:

| often forget things and | am quite absent-minded..and | am shut off...all of me
you are actually drowsy. | feel that I am no longer involved in things...and that |
don’t respond adequately when people talk to me (Hallberg & Carlsson, 2000, p.
32).

Areas of concern for the women in one study were problem solving, abstract thinking and in-
ability to make judgments. This experience of cognitive loss were difficult for the women to
accept and they felt that body and mind were not connecting and that gave them a feeling of
falling in darkness (Sturge-Jacobs, 2002). Many women felt like the brain were wrapped in
cotton wool and that fog clouded their mind (Schaefer, 2005; Sturge-Jacobs, 2002). One
woman expressed that she was not able to continue her work because of her inability to con-
centrate and remember details (Sturge-Jacobs, 2002). In our studies we found that many
women experienced depression. Some of the women experienced feelings of being out of
control of the illness and of life, and they experienced a mental struggle to find moments of
happiness at times (Cudney et al., 2002; Sturge-Jacobs, 2002). One woman clearly stated that
depression is real, not imagined (Schaefer, 1995). Some women in other studies said that de-
pression made them unable to go to work because they couldn’t function, they lost all desires

to do things and they were not able to leave the house (Hallberg & Carlsson, 2000; Schaefer,
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1995). One woman in one study described that depression often is the consequence of pain,
and that depression is common when being sick listed for a long period of time. She also ex-
pressed feelings of being a burden to her family (Hallberg & Carlsson, 2000). Another

woman said that she did not want others to see her depression (Cudney et al., 2002).

I know that I always feel if I let people see how depressed I get they will very
soon start to avoid me, and that thought in itself can really get you down (Cudney
etal., 2002, p. 41).

Not being understood

Many women experienced a lot of feelings of not being understood by others in their illness.
Several studies showed that even within the health care system many women experienced
that there was a lack of understanding among doctors when searching for help and many
women felt that they were not being believed or that their complaints were not taken seri-
ously (Hellstrém et al., 1999; Schaefer, 1995; Sturge-Jacobs, 2002; Soderberg et al., 1999).

When searching for help, I felt as though I was classified as an ant. | went home,
it is almost unbelievable, and I cried... and that is really the worst thing; this
(FM) is not anything visible (Soderberg et al., 1999, p. 581).

In one study the women expressed the feeling of not being believed related to the invisibility
of the illness with; if you do not look as a sick person you can not be sick. One woman ex-
pressed the feeling of not being understood as if she was suffering from an imaginary com-
plaint (Séderberg et al., 1999). Some women had thoughts about that the illness must be all
in their heads (Schaefer, 1995; Sturge-Jacobs, 2002; Stderberg et al., 1999). The women in
one study had feelings of not being respected as human beings, and they pointed out that if
they would have been disfigured, they would have been believed (Helllstrom, 1999; Schae-
fer, 1995).

If 1’d had just one leg or one arm, how much easier wouldn’t it have been? (Hell-
strom, 1999, p. 13).
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As one woman experienced it; she was given a negative reception, she had feelings of not be-
ing a good enough person and she described loss of credibility in various ways (Soderberg et
al., 1999). Because of the feeling of not being understood, the women in the studies kept the
diagnosis to themselves as they were being treated differently by others (Cudney et al., 2002;
Hallberg & Carlsson, 2000; Schaefer, 2005; Sturge-Jacobs, 2002). In one study women said
that trying to explain the illness took more energy than just leaving it alone. The women felt
no support from others and they expressed a lack of understanding from people at work
(Schaefer, 1995). One woman described how people asked her about how she felt, and that
she quickly learned that they didn’t really want to know because they didn’t give her the time
to verbalize her feelings (Sturge-Jacobs, 2002). In one study one woman said that only an ill

person can understand an ill person.

Now my husband understands me. He has become ill (Hellstrom et al., 1999, p. 13).

Changed relationships

Several women in the studies experienced changes in their social relationships and in their
family relationships due to their illness. In some of the studies the women expressed how
their family relations changed in various ways. Several of them became dependent on family
members for help with housework while others were grateful they had a partner who could
massage them and help them with shopping (Schaefer, 2005; Soderberg et al., 1999). One

woman said:

You are social as long as the person is not trying to be affectionate...Your attitude

is so bad that you don’t care about the relationship (Schaefer, 2005, p. 20).

One woman said that her husband left her because he could not deal with her illness, and an-
other woman expressed that her husband were not supportive (Schaefer, 1995). Another
study expressed how many women felt the importance of trying to keep up an illusion of
normality and to do family things in spite of the illness. This made them waste energy trying

to hide their illnesses, which lead to physical and emotional expense for them. Although,
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they felt it was a small price to pay for being seen as a person rather than a disease (Sturge-
Jacobs, 2002).

I don’t know, it’s just that when people hear about someone with a particular dis-
ease or condition, it’s like they’re not the same person anymore or something.
Somehow people think they’ve changed, or people change them to suit the condi-
tion. People feel different towards you, they treat you differently when they are
around you. They think you are not the same person anymore. | hate that (Sturge-
Jacobs, 2002, p. 26).

Schaefer (2005) said that many women kept their illness to themselves and chose not to be

around close relatives when they felt really ill. The women expressed how they did not want
to be a burden to family members. In another study women expressed similar feelings of not
wanting to burden to their friends because they felt that the illness restricted the closeness of

their established relationships. One woman said:

Because you can’t do things like you used to, your friends feel uncomfortable.
Therefore, you don’t want to burden them by being in their company (Sturge-
Jacobs, 2002, p. 25).

Receiving diagnosis means relief and acceptance

In our study we found that receiving a diagnosis was very important for the women. Several
studies showed that many of the women experienced that being given a diagnosis was the
beginning of a whole new process, it meant something positive. The women expressed feel-
ings of relief (Hellstrom et al., 1999; Schaefer, 1995; Soderberg et al., 1999). In one study

two women expressed the feeling of relief with the words:

It is a relief to know that one, anyway, doesn’t have MS (Hellstrom et al., 1999, p
13).

It was like winning the first prize...(Hellstrom et al., 1999, p. 13).
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In one study several women said that they felt they were being taken more seriously after get-
ting a diagnosis. They stated that to be credible was to be given a diagnosis (Séderberg et al.,
1999). Even if receiving a diagnosis was a relief for the women one study showed that ac-
cepting their illness took a long time (Sturge-Jacobs, 2002). After receiving diagnosis
women in some studies search for answers. They wanted to find out why fibromyalgia had
strucked them. To live a life of dignity and acceptance was possible for some of the women
when knowing why the illness had struck them (Schaefer, 1995; Sdderberg et al., 1999).
Cudney et al. (2002) showed that many women found new ways to do things and that helped
them to take control over the disease and not give up hope. They were convinced that using

positive thinking helped them surmount and accept the illness.

Discussion

The aim of our literature study was to describe women’s experiences of fibromyalgia. The
content analyzes of the seven articles resulted in six categories; widespread pain invading the
whole body, sleeplessness and fatigue, problems with concentration and depression, not be-

ing understood, changed relationships, receiving diagnosis means relief and acceptance.

In the first category: widespread pain invading the whole body, it appeared that the women
more or less always were in pain and that their pain was described in various ways. To have a
body that aches almost every day is a syndrome that according to Denison (2004) can be
treated with therapeutic touch (TT). Denison’s study (2004) suggested that TT could be a
beneficial treatment for fibromyalgia patients to decrease pain and improve quality of life.
According to Widerstrom-Noga and Turk (2003) a high percentage of people with chronic
pain use medication to decrease their pain. The same study also indicated that other treat-
ments to decrease the pain were massage, heat therapy and ice therapy. It is important for a
nurse to use different strategies to help a person with his/her pain invaded body in order to
find out what is best for that individual. Wikstrom (2002) showed the aesthetic needs for pa-
tients and different strategies that nurses can provide for them. Examples of aesthetic strate-

gies were painting, music and humour. Some of the important aspects of why nurses should
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use aesthetic strategies were that it distracted the patients from their pain, it helped the patient

to relax and it enriched nursing.

Our second category describes the women’s experience of sleeplessness and fatigue. Many
women in our study expressed that the feelings of sleeplessness was a major impact in their
life and that fatigue caused a total drain of energy for them. According to Olsson, Lexell and
Sdderberg (2005) several women with multiple sclerosis (MS) felt the same experiences of
fatigue. They said that fatigue was present all of the time and did not disappear following rest
or sleep. Some women with MS expressed fatigue as being a total drain of energy; exactly
the same feelings that some of the women in our study expressed. Some people suffering
from sleep disturbance experienced loss of concentration and loss of temper (Brostrom,
Strémberg, Dahlstrom & Fridlund, 2004).

Sleep can be important for human beings. Nadolski (2005) stated that sleeplessness is the
second most common complaint after pain and a public health problem. She meant that sleep
is of most importance for leading a physically and mentally healthy lifestyle and with poor
sleep quality the consequences could be reduced performance, impaired quality of life, con-
tribution to illness and less enjoying of activities. According to Lai and Good (2004) elderly
adults used music therapy to get a better sleep. This improved their sleep quality. The inter-
vention is easy to learn and can be successfully used by nurses in helping patients with their

sleeping problems.

Our literature study’s third category shows the women’s problems with concentration and
feelings of depression. They had a hard time remembering things and they experienced cog-
nitive loss. Several women expressed feelings of being out of control because of their illness
and of life and that made them at times depressed. Similar experiences could be found in the
study by Jumisko, Lexell and Sdderberg (2004). Their study expressed that to live with a
traumatic brain injury was to have a bad memory and experiences of not being able to follow
discussions and to feel as they lived on a lower level. Jumisko et al. (2004) showed that many
of their participants struggled to find a way of living with the injury and that they most of the
time longed for a normal life, to be healthy and to be independent. Not being able to achieve
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this made them sometimes depressed with thoughts like it would have been better to die. An
intervention that could be used between nurses and patients in times of depression could be
laughter and humour. Beck (1997) meant that humour is an important resource in a nurse-
patient role. She presented that humour could be used by nurses in situations to break up ex-
tremely tense situations involving nurses and patients. She also meant that it could decrease

depression and anxiety among patients when using humour as a nursing intervention.

The fourth category describes the women’s experiences of not being understood. We found
that many women were not taken seriously by others about their illness. This made them feel
as if they were not respected as human beings. Nettleton’s study (2006) of people with
medically unexplained symptoms (MUS) concludes that other people do not give people
permission to be ill with symptoms that are not visible. Nettleton (2006) meant that society
generally was uncomfortable and sometimes fearful of medically unexplained symptoms, and
that it could generate ambivalence among people. From our result of the category not being
understood and from Nettleton’s (2006) study, we can see the importance of the nursing

strategy to try to meet individuals with the distinct approach of believing them.

Changed relationships are our fifth category. The result showed that many women expressed
that they became dependent on family members in various ways and that they did not want to
be a burden to friends or family. Ohman and Soderberg (2004) described the experiences of
close relatives living with someone that is chronically ill. Their study showed that close rela-
tives had similar feelings of being dependent as the ill person had. Close relatives also felt
the struggle for strength and the force to take responsibility. Lindholm, Rehnsfeldt, Arman
and Hamrin (2002) presented that relatives experienced similar feelings of being a prisoner
of the situation like the result of Ohman and Soderberg (2004). Lindholm et al., (2002) also
showed that close relatives placed their own suffering in second place.

It is important for the nurse to support the relatives in the situation of being a close relative to
an ill person. According to Jumisko et al. (2004) people with brain injury often became de-
pendent on their close relatives and experienced a lack of understanding from them. Jumisko

et al. (2004) also described that people with brain injury experienced that support from peo-
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ple closest to them kept them alive. Nurses can provide good care by understanding the rela-
tionship between patient and his/her relatives by increasing information about fibromyalgia
symptoms to them and the importance of believing the ill person. Sylvain and Talbot (2002)
suggested that helpful interventions from close relatives to women with fibromyalgia could
be some sort of psychological support, but relatives felt that this type of support was difficult
to establish and to manage.

The sixth category’s result shows that receiving diagnosis meant relief and acceptance and
that many women felt they were taken more seriously after receiving a diagnosis. We believe
that when long-term illness patients need nursing care it is important for nurses to provide
care in the terms of support and conversations for the patient, whether the patient has got a
diagnosis or not. According to Neville (2003) uncertainty in illness appears when diagnosis,
symptoms or treatments are not distinct. She meant that uncertainty could be experienced as
a danger or as an opportunity by people with a long term illness. Sylvain and Talbot (2002)
showed that for women with fibromyalgia it was important to receive a diagnosis and to be

believed by health care professionals because it enabled them to improve their health.

The advantage of content analysis that has been used in this study is that it secures the valid-
ity because of its closeness to the text in the articles. Downe-Wamboldt (1992) means that
the coding procedure can enable fault in the calculation. According to Holloway and Wheeler
(2002, s. 94) data collection based on in-depth interviews gives the advantage of obtaining
the insiders perspective directly. The strength in our literature study was that we kept the
English language throughout our analyzing process. By doing so we kept the speculation of
interpretation directly grounded to the data, as Holloway and Wheeler (2002, s. 148) sug-
gests. The articles chosen for our study were mainly of high quality and that strengthen the
result of our study. Because of not including quantitative articles in our study we may have

lost vital information.

Conclusion
Fibromyalgia is a long term illness that has no known cause and no cure. Therefore it is im-

portant to treat fibromyalgia palliative. We strongly believe that nurses in the health care sys-
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tem should offer women with fibromyalgia support and education about their illness, its in-
fluence on daily life activities, possible treatment, medication, and how to undertake actions
regarding pain, stress and energy. It is important as a nurse to work in a team with other pro-
fessions in order to achieve the best results for the person with fiboromyalgia. Mease (2005)
stated that to achieve optimal outcomes in fibromyalgia patients it is suggested to design an
individualized treatment program and to combine that with medication and nonpharma-
cological treatment, for example exercise, acupuncture and therapy. Similar results could be
seen by Schaefer (2004) who meant that support groups strengthen women with fibromyalgia
by making them feel believed in their illness. She also meant that exercise like pool training
and strength training improved fibromyalgia symptoms severity, physical function and social
function. Schaefer (2004) clearly stated that to achieve best results from the treatments on

persons with fibromyalgia it must be individually adapted.

We can apply the results of our literature study in the health care system as nurses and inform
other colleges about women’s experiences of fibromyalgia in order to understand these
women’s situation better. From our study we can also provide nursing interventions that can

be used in situations with women living with fibromyalgia.



20

References

*) included in the content analyses.

Beck, C. T. (1997). Humor in nursing practice: a phenomenological study. International
Journal of Nursing Studies, 34, (5), 346-352.

Brostrém, A., Stromberg, A., Dahlstrom, U., & Fridlund, B. (2004). Sleep difficulties, day-
time sleepiness, and health related quality of life in patients with chronic heart failure. Jour-
nal of Cardiovascular Nursing, 19, (4), 234-242.

Burnard, P. (1991). A method of analyzing interview transcripts in qualitative research.
Nurse Education Today, 11, 461-466.

*Cudney, S. A., Butler, M. R., Weinert, C., & Sullivan, T. (2002). Ten rural women living
with fibromyalgia tell it like it is. Holistic Nursing Practice, 16, (3), 35-45.

Denison, B. (2004). Touch the pain away. Holistic Nursing Practice, 18, (3), 142-151.

Downe-Wamboldt, B. (1992). Content analysis: Method, applications and issues. Health
Care for Women International, 13, 313-321.

Glenton, C. (2003). Chronic back pain sufferers — striving for the sick role. Social Science &
Medicine, 57, 2243-2252.

Graneheim, U. H., & Lundman, B. (2004). Qualitative content analysis in nursing research:
Concepts, procedures and measures to achieve trustworthiness. Nurse Education Today, 24,
105-112.

*Hallberg, L. R.-M., & Carlsson, S. G. (2000). Coping with fibromyalgia. Scandinavian
Journal of Caring Sciences, 14, 29-36.



21

*Hellstrom, O., Bullington, J., Karlsson, G., Lindgvist, P., & Mattsson, B. (1999). A phe-
nomenological study of fibromyalgia. Patient perspectives. Scandinavian Journal of Primary
Health Care, 17, 11-16.

Holloway, 1., & Wheeler, S. (2002). Qualitative research in nursing. (2" ed.). Oxford:
Blackwell Science Ltd.

Hwang, E. J., Kim, Y. H., & Jun, S. S. (2004). Lived experience of Korean women suffering
from rheumatoid arthritis: A phenomenological approach. International Journal of Nursing
Studies, 41, 239-246.

laquinta, M. L., & Larrabee, J. H. (2004). Phenomenological lived experience of patients
with rheumatoid arthritis, Journal of Nursing Care Quality, 19, (3), 280-289.

Jumisko, E., Lexell, J., & Sdderberg, S. (2004). The meaning of living with traumatic brain
injury in people with moderate or severe traumatic brain injury. Journal of Neuroscience
Nursing, 36, (6), 20-28.

Kralik, D., Brown, M., & Koch, T. (2001). Women’s experiences of ‘being diagnosed” with a
long-term illness. Journal of Advanced Nursing, 33, (5), 594-602.

Lai, H. L., Good, M. (2006). Music improves sleep quality in older adults. Journal of Ad-
vanced Nursing, 53, (1), 134-146.

Lindholm, L., Rehnsfeldt, A., Arman, M., & Hamrin, E. (2002). Significant others’ experi-
ence of suffering when living with women with breast cancer. Scandinavian Journal of Car-
ing Science, 16, 248-255.

Mease, P. (2005). Fibromyalgia syndrome: Review of clinical presentation, pathogenesis,

outcome measures, and treatment. The Journal of Rheumatology, 32, 6-20.



22

Morse, J. M. (2001). Toward a praxis theory of suffering. Advances in Nursing Science, 24,
(1), 47-59.

Nadolski, N. (2005). Getting a good night’s sleep: Diagnosing and treating insomnia. Plastic
Surgical Nursing, 25, (4), 167-175.

Nettleton, S. (2006). "I just want permission to be ill”: Towards a sociology of medically un-

explained symptoms. Social Science & Medicine, 62, 1167-1178.

Neville, K. L. (2003). Uncertainty in illness. Orthopaedic Nursing, 22, (3), 206-214.

Olsson, M., Lexell, J., & Soderberg, S. (2005). The meaning of fatigue for women with mul-
tiple sclerosis. Journal of Advanced Nursing, 49, (1), 7-15.

Paulson, M., Danielson, E., & Soderberg, S. (2002). Struggling for a tolerable existence: The
meaning of men’s lived experiences of living with pain of fiboromyalgia type. Qualitative
Health Research, 12, (2), 238-249.

Paulson, M., Norberg, A., & Danielsson, E. (2002). Men living with fibromyalgia-type pain:
Experiences as patients in the Swedish health care system. Journal of Advanced Nursing, 40,
(1), 87-95.

Peterson, J. (2005). Understanding fibromyalgia and its treatment options. The Nurse Practi-
tioner, 30, (1), 48-57.

Polit, D. F., & Hungler, B. P. (1999). Nursing research. Principles and methods (5th ed.).
Philadelphia: J. B. Lippincott Company.

*Schaefer, K. M. (1995). Struggling to maintain balance: A study of women living with fi-
bromyalgia. Journal of Advanced Nursing, 21, 95-102.



23

Schaefer, K. M. (2004). Caring for the patient with fibromyalgia: The rehabilitation nurse’s
role. Rehabilitation Nursing, 29, (2), 49-55.

*Schaefer, K. M. (2005). The lived experience of fiboromyalgia in African American women.
Holistic Nursing Practice, 19, (1), 17-25.

*Sturge-Jacobs, M. (2002). The experience of living with fibromyalgia: Confronting an in-
visible disability. Research and Theory for Nursing Practice. An International Journal, 16,
(1), 19-31.

Sylvain, H., & Talbot L. R. (2002). Synergy towards health: A nursing intervention model
for women living with fibromyalgia, and their spouses. Journal of Advanced Nursing, 38, (3),
264-273.

Sdderberg, S., & Lundman, B. (2001). Transitions experienced by women with fibromyalgia.
Health Care for Women International, 22, 617-631.

Sdderberg, S., Lundman, B., & Norberg, A. (1997). Living with fibromyalgia: Sense of co-
herence, perception of well-being, and stress in daily life. Research in Nursing & Health, 20,
495-503.

*Soderberg, S., Lundman, B., & Norberg, A. (1999). Struggling for dignity: The meaning of
women’s experiences of living with fibromyalgia. Qualitative Health Research, 9, (5), 575-
587.

Soderberg, S., Strand, M., Haapala, M., & Lundman, B. (2003). Living with a woman with
fibromyalgia from the perspective of the husband. Journal of Advanced Nursing, 42, (2),
143-150.

Toombs, S. K. (1992). The meaning of illness: A phenomenological account of the different

perspectives of physician and patient. Philosophy and Medicine, 42, 1-161.



24

Widerstrom-Noga, E. G., & Turk, D. C. (2003). Types and effectiveness of treatments used
by people with chronic pain associated with spinal cord injuries: influence of pain and psy-
chosocial characteristics. Spinal Cord, 41, 600-609.

Wikstrom, B. M. (2002). Nurses’ strategies when providing for patients’ aesthetic needs.
Clinical Nursing Research, 11, (1), 22-33).

Ohman, M., & Soderberg, S. (2004). The experiences of close relatives living with a person

with serious chronic illness. Qualitative Health Research, 14, (3), 396-410.

Ohman, M., Séderberg, S., & Lundman, B. (2003). Hovering between suffering and endur-
ing: The meaning of living with serious chronic illness. Qualitative Health Research, 13, (4),
528-542.



	Qualitative content analysis is a process when you organize and integrate a story’s qualitative information according to qualitative themes and ideas (Polit & Hungler, 1999, p. 714). Downe-Wamboldt (1992) argues that content analysis is a research method in order to describe specific phenomena and that the goal of content analyses is to enhance quality of produced results. Burnard (1991) means that analyzing qualitative data is a stage-by stage process consisting of fourteen steps that can be followed during the analysis. Graneheim and Lundman (2004) describes the procedure of qualitative content analysis as different steps of meaning units, condensation with preserved core, identified content areas and creating categories which is the core feature of qualitative content analysis. They mean that the final result of the categories should be answering the aim of the study. 
	Widespread pain invading the whole body 
	Sleeplessness and fatigue 
	Not being understood  
	Many women experienced a lot of feelings of not being understood by others in their illness. Several studies showed that even within the health care system many women experienced that there was a lack of understanding among doctors when searching for help and many women felt that they were not being believed or that their complaints were not taken seriously (Hellström et al., 1999; Schaefer, 1995; Sturge-Jacobs, 2002; Söderberg et al., 1999).  
	In one study the women expressed the feeling of not being believed related to the invisibility of the illness with; if you do not look as a sick person you can not be sick. One woman expressed the feeling of not being understood as if she was suffering from an imaginary complaint (Söderberg et al., 1999). Some women had thoughts about that the illness must be all in their heads (Schaefer, 1995; Sturge-Jacobs, 2002; Söderberg et al., 1999). The women in one study had feelings of not being respected as human beings, and they pointed out that if they would have been disfigured, they would have been believed (Helllström, 1999; Schaefer, 1995). 
	 
	Receiving diagnosis means relief and acceptance 

