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Abstract

Background: Fibromyalgia (FM) is characterized by chronic, widespread musculoskeletal
pain, extensive fatigue and an array of other symptoms. Cure is not expected, and patients
have to learn to live with the illness. During the last years several studies have examined how
it is like to live with FM from a patient’s point of view. These findings may help
physiotherapists to better understand the challenges faced by patients.

Objective: To describe what it is like for patients to live with FM and discuss how this may
inform physiotherapy practice.

Design: A systematic literature search of qualitative studies up till May 2016 was conducted,
and 93 papers were read. The focus was on patients’ experiences of symptoms and how they
managed everyday life.

Results: Incomprehensible, unpredictable symptoms of FM intrude and disturb everyday life.
The body is constantly monitored by patients on a day-to-day basis according to fluctuations
in pain and energy levels, and habits and routines of daily life are adapted to these shifts. With
other words, the connection between body, self and daily life is ruptured. In contrast, those
having recovered from FM had found out what they could tolerate during a day and spent
long time in rebuiding a life worth living.

Conclusion: The present paper presents an argument that living with FM calls for a rather
complex personal healing process that should be recognized and supported by

physiotherapists.



Introduction

Fibromyalgia (FM) is a common condition being estimated to occur in about 3-4 % of the
adult population,® mostly among women. However, recent revised diagnostic criteria may
include more men in the future.” Accordingly, the prevalence rate is likely to rise. The main
characteristics of FM is widespread, chronic musculoskeletal pain, excessive fatigue, non-
restorative sleep, activity intolerance, irritable bowel, headache, cognitive problems,
depression and multiple limitations in daily life.>> The etiology is unknown, and the
pathogenesis is related to hypersensitivity of the central nervous system due to changes in
central pain modulation mechanisms.’ This means that patients may find normally non-
painful stimuli painful and normally painful stimuli to be more intensive than healthy people
do. The aberrant nociceptive processing can not explain the complexity of the complaints
reported by patients with FM, though.

FM can not be verified by any objective findings on laboratory and radiological
examinations. The diagnosis is set based on the presence and severity of symptoms,®’ and the
diagnosis is often arrived at after excluding several other diseases.® Evidence-based guidelines
recommend pharmaceutical management to modulate either ascending or descending pain
processing mechanisms within the central nervous system, conditioning exercise to improve
physical capacity and avoid a sedentary life style, and cognitive therapy to improve coping,
modify maladaptive thoughts and behaviors, and promote a healthy life style.® However, as
the effect sizes of these interventions are rather small with respect to symptom relief and the

12" the clinical relevance of these findings are questioned.™® The

effects do not last,
symptoms disturb patients’ daily life, and FM is a common cause of sick leave and disability
pension.* Thus, FM has considerable impact on official budgets, and better interventions are

highly needed.



In a previous paper in this journal published in 2000,**> we discussed physiotherapy
management for patients with FM based on the quantitative literature up till then. In line with
this review, today, physiotherapy modalities, such as exercise and health promotion programs,
are included in evidence-based clinical guidelines.” However, we often hear physiotherapists
tell that their patients’ do not comply well with such programs, and on the other hand patients
may tell us that physiotherapists do not quite understand how it is like for them to live with
FM. During the work of a meta-ethnography on diagnostic experiences of patients with FM
including 28 scientific reports,™ a broad systematic search on qualitative studies was carried
out in Medline (n=562), Psychinfo (n=430), Cinahl (n=290), AMED (n=95), and Social
Science Citation Index (n=486) up to May 2016. The search terms are given in table 1. The
present narrative review is based on our close reading of 93 identified qualitative studies
where we had a particular focus on patients’ experiences of symptoms and everyday life. The
objective of the present paper is to describe what it is like for patients to live with FM, and to

discuss how this knowledge may inform clinical physiotherapy practice.

Personal suffering that intrudes and disturbs social life

In medical sociology the term ‘disease’ is defined as applying to the medical and ‘illness’ to
the subjective aspects of human suffering.!” Iliness covers both the experience of symptoms
and the ways in which symptoms interfere with life. Personal experience of suffering is
assumed to develop through reciprocal interactions between a patient, his or her social context
and life situation. Thus, illness can disrupt an individual’s biography and identity, as well as

social relationships and roles.*®?°

Incomprehensible and unpredictable symptoms. ‘People over years come to know their

bodies’ pecularities, to understand its needs and language’.?**?*® In health, people know their



body and trust the information the body provides, and the body is usually taken for granted in
daily life. In FM, bodily sensations, such as pain and excessive fatigue, make the body
unfamiliar as the sensations are not anchored in meaning. The sensations are interpreted to
signal that something is wrong. The sensations are experienced as diffuse and with a

fluctuating severity.??* Pain is experienced as aggressive, >

and many factors may trigger
pain, such as changes in the weather, unrefreshed sleep, physical and mental stress.? Pain may
also vary for no apparent reason, and although pain-free days may occur these days are not
foreseen.?” Despite that it is difficult to cope with pain, fatigue is often found the most
challenging to manage” and is perceived to be overwhelming.?® Fatigue is described like
‘heavy rain falling over them that is not possible to stop or relieve’,>"P"% and is experienced
quite differently from the usual tiredness they had before falling ill.*>! Often fatigue cannot
be explained by what the patients have been exposed to during a day or the time of the day.?*
3! Thus, both the symptoms as such and the unpredictable fluctuations in severity make it
difficult to keep up a normal life.** By overdoing on good days, pain and fatigue can be
rather bad the following day, and the body is perceived to take revenge.?” In other words,

patients cannot trust their body anymore. Therefore, patients may describe their bodies as

being treacherous®* or alien.*

A disrupted everyday life. In general, a number of daily activities are performed more or less

automatically, including habits and routines that are largely shaped by social roles, personal

values and life expectations. In order to avoid becoming worse, patients carefully monitor

their body and what they can tolerate to do on daily basis;*** so both pain itself and fear of

pain interfere with existing habits and routines.* Activities are planned in accordance with

day-to-day symptom levels, and halted if they become worse.*** The lack of energy makes it

26,36

challenging to carry out activities in everyday life, and the energy level is constantly



monitored to determine how to spend their limited energy.?’ Consequently, also everyday life

becomes more or less unpredictable and ruled by symptoms,**3’%

and to manage everyday
life has become a struggle.®® The altered life situation can lead to grief over undone tasks and
unfulfilled social obligations, and patients may be forced to delegate responsibilities to other
people, and thereby alternating between independence and dependency on others.*® Their
identity, social roles and relationships may be compromised; for example their identity as a

competent employee or housewife.**? In other words, the coherence between body, self and

society is ruptured.®?

Search for explanations and legitimation. In order to understand the illness experience ill

people usually seek medical explanations. They expect the diagnosis and medical knowledge
to make sense of unfamiliar bodily sensations, validate that the sensations are ‘real’ and
provide guidance on what to do.** The journey towards getting a diagnosis might be strenuous
and time-consuming for patients with chronic widespread pain as occasionally the diagnostic
process includes numerous consultations and medical assessments by various medical
specialists.*>*® In this process, several severe diseases are often excluded,*” and a European
multicentre patient survey demonstrated that it often takes years before arriving at a diagnosis
of FM. *® At last achieving the FM-diagnosis, patients are relieved that the illness is not
fatal.* But this relief wanes over time, as patients notice that there is not full consensus
among health professionals about how the condition should be understood and managed.*>*°
FM is invisible on medical assessments, and the validity of the diagnosis and realness of
symptoms may be questioned by health professionals, including physiotherapists.*”***
Moreover, patients with FM do not necessarily look sick, so the condition is invisible in this

way as well.?®49 Consequently, the patients’ altered behaviour and inability to meet their

former social obligations are difficult for others to understand and accept. Many patients are



accused of malingering, to exaggerate symptoms that people normally experience from time
to time, or to suffer from a psychological problem.”**® Thus, in addition to manage
inexplicable symptoms, the patients also have to manage the low legitimacy of the diagnosis
of FM in various social contexts.*

A diagnosis is expected to be followed by efficient therapy leading to cure or at least
palliation of symptoms. However, the strenuous time of searching for a diagnosis is now
replaced by a period of trials and errors to find something that can help. However, when
therapies are found inefficient, patients experience that health professionals lose interest and
start to distrust them.>* By not becoming better, it is questioned whether the patients are
following the therapeutic prescriptions and doing their best to recover.* This means that
patients have become a difficult case,” and they can feel humiliated by health professionals™
and others.”® This situation may deprive patients of credibility and dignity,”® and the

stigmatizing attitudes may add to the burden of living with FM.>’

A personal process of remaking a life beyond illness

Recovery from acute illness usually means returning to the life before falling sick. But in
chronic illnesses a disrupted life has to be healed implying that a patient has to create or
remake a new normal life within the boundaries set by illness.”®*® For the patient, this
involves finding out what kind of life is possible, restructuring patterns of living, getting used

to new habits and routines, and redefining social roles and obligations.

Re-establishing coherence between body, self and daily life. Patients with FM are often

told that they have to learn to live with their illness.?® In order to do this they need to make
sense of the altered body and how it interferes with daily life. For the individual, illness raises

questions like: What is happening to me? What should 1 do? How can | get my life together



again? What can | expect of the future? Such questions need to be answered for a patient to
get on with their life.°*®* The patients with FM had expected medical explanations to their
bodily sensations and receive guidance on how to act.®” However, health professionals,
diagnosis and clinical assessments provide little explanation enabling a patient to understand
how to reconnect the strange body to a daily life and social roles.***°

Both health professionals and lay persons interpret acute pain as a signal of bodily
injury or pathology, and often this interpretation is transferred to a chronic pain condition.
Patients with FM are told by health professionals to listen to their body signals in order to
learn what they can and cannot do. There are a number of daily activities that can aggravate
pain in FM, and what is easy to do one day can be impossible the following day.* In
interpreting aggravation of symptoms as a signal of injury it does not necessarily provide any
definite answer about how to reconnect body and daily life.® It might lead to avoidance of
several activities and be constantly on guard to balance daily life to symptoms, ** and patients
may strive to find a balance to make each day tolerable. 2"*"** This means that patients apply
a number of strategies to accept the new situation, perform several adjustments in daily life
that in turn may alter social roles and identities. Thus, patients undergo profound and complex
processes. When health professionals consider them as malingerers and more or less give
them up, they feel rather lonely in their strive to manage.*® Mannerkorpi and co-workers®
have described different patterns of living with FM. Some patients overachieve by struggling
to live more or less as before, by mobilising all their physical and mental strength to fight
their symptoms. Others adapt their everyday activities to pain from day to day, and some give
up and allow pain to immobilise them. These findings suggest that either the patients spend
their efforts to live a life to meet what is socially expected of them, or they give up and let

symptoms rule their lives.



Despite that FM is an incurable illness that patients have to learn to live with, it is
reported that in clinical samples, almost half of the patients with FM no longer fulfil the
criteria at a later follow-up.®*® One epidemiological study from UK® and another from
Sweden®” show that about 15% of those with chronic widespread pain at a particular time no
longer had widespread pain two or three years later.®” Thus, at least in some patients, pain
may either vary considerably or disappear, and accordingly there can be a better prognosis for
patients with FM than usually assumed. Those having succeeded to become healthy again
have also been approached in qualitative studies; and twenty-three former female patients in
three different countries have been interviewed.?*3**%70 |n one study, the women who had
recovered refused to view pain as a signal of injury, but reinterpreted it as the body’s way of
warning about too much mental and physical strain over time.*® This interpretation helped
them to apply the body signals as a resource to evaluate their life situation in a time span and
adjust everyday life for a while to recover again.*® Also Wentz® and Sallinen et al®® suggest
that modifying stress was important for recovering. Recently, the process of being in recovery
was examined.*! When falling ill, the life situation became chaotic and unmanageable,®® but
by exploring own experiences the informants gradually found out what could be tolerated of
daily exposures.®* In this way, the informants developed a body awareness that helped them
to recover and stay healthy.*®® The women had spent years to recover, but during the time
they experienced good days in between which they had to enjoy, and they noticed that a
normal tiredness gradually replaced their fatigue.** These insights created hope for further
improvements and motivated them to carry on. Hope could also be raised by doctors telling
that they had seen patients becoming healthy again.*® The process of exploring what their
body could tolerate and how life could possibly be lived was both lonely and strenuous.?® One
may say, however, that over time a coherence between body, self and social life were

recreated.
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Possible implications for physiotherapy practice

This narrative review reveals how complex and challenging it is to live and become better
from FM from patients’ perspective. Unfamiliar, unpredictable symptoms disturb everyday
life and makes daily life unmanageable. The patients are told to live with it, but the challenge
is to understand how symptoms intersect with everyday life in order to get the life back on
track again.

In accord with medical tradition, also within physiotherapy, interventions are tailored
to normalize losses and promote healthy behaviour. For example, exercise programs are
directed to reduce muscle weakness, deconditioning and to change an inactive life style. It is
beneficial to increase physical capacity and stay physically active despite a chronic illness.
However, as displayed in the present review, for a patient it might, at least in an early stage of
FM, be pressing to find out how to make sense of the unfamiliar body and messy life situation
caused by FM. In order to claim a life beyond illness, we suggest that it is important for the
patient to find out how their body relates to routines, habits and social role expectations. It
seems plausible that life cannot continue as before, but has to be adjusted to capability at the
present and advance from there when the activity tolerance increases. In such an experiential
personal learning process, we suggest that patients have to solve out what they can tolerate,
what they will prioritize to do and what is not needed to do. This means that the patient has to
play an active role, and the physiotherapist’s role will be to act as a supportive councillor with
the main focus on the patient’s personal and social resources in remaking a tolerable life
situation. A patient should become aware of and be encouraged to learn from own failures and
success. Accordingly, the aim is not to normalize deficits, but to find opportunities to solve

barriers met in the process of remaking a tolerable daily life. It does not necessarily mean that
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the aim is to return to what life was like before falling ill, but in terms of Mattingly’* personal
healing means to a create a life worth living.

The findings reported from interviews of women having recovered from FM suggest
that they have benefited from exploring own experiences to make sense of symptoms and how
they intersect with activities in everyday life. This explorative process aligns with models of
recovery-oriented practice.”> The patient must accept the new limitations of daily life,
temporarily adjust their lives, and try to use this as a starting point for gradually rebuilding a
tolerable life worth living. Based on their expert knowledge about body and functioning,
physiotherapists can give patients appropriate advice and support in the process of finding
ways to make sense of body sensations and to manage or overcome obstacles in daily life.
However, it is the patient who must determine the kind of life they will lead. This call for
mobilisation of the patient’s strengths, motivation and resources, and increasing the physical
capacity by exercise might be appropriate to implement when the connection between
symptoms and daily life becomes more comprehensible and manageable. Physiotherapists
may find the counsellor role a challenge, since the patient’s personal recovery process
requires taking the complexity of being ill into account. The recovery process is not
necessarily predetermined, nor does it follow a linear path.*® Patients may have to make up
the rules as they go along, and their paths may take different turns over time. Seen in this
light, a relapse does not necessarily have to be interpreted as a failure or aggravation of
illness, but rather a breakthrough of developing new insights that opens up new possibilities
for further progress.>® Of importance is to recognize and celebrate the small improvements to
encourage the further process. For the patient, recovery includes self-development and
personal growth.

Both patients and physiotherapists may become disappointed by the inefficacy of

recommended therapies for FM, and physiotherapists may even become dismissive of patients
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with inexplicable pain conditions.” In the previous paper,® it was suggested to exercise and

educate patients in pain-coping skills. Presently, this position is revised by suggesting that

physiotherapists have to acknowledge that for a patient it is much more at stake than can be

helped by practising pain-coping skills and exercise programs. Our close reading of

qualitative studies has inspired us to highlight the importance that physiotherapists focus on

the patient’s explorative process in remaking an everyday life worth living.
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Table 1. Literature search terms

Search terms were; fibromyalgia AND qualitative OR lived OR life OR living OR interview*
OR narrative* OR narration* OR semi structured OR thematic OR focus OR open ended OR
grounded OR emic OR etic OR hermeneutic* OR semiotic* OR data saturation OR social OR
post structural* OR poststructural* OR cooperative inquir* OR co operative inquir* OR
humanistic OR existential OR experiential OR paradigm OR field OR ethnonursing OR
action research OR observ* OR phenomenol* OR subjective OR story OR stories OR

experience*.




