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Living with Chronic Obstructive Pulmonary Disease  
With focus on fatigue, health and well-being 

 
Caroline Stridsman, Division of Nursing, Department of Health Science,  

Luleå University of Technology, Luleå, Sweden 

ABSTRACT 
The overall aim of this thesis was to describe and evaluate experiences of living with chronic 
obstructive pulmonary disease (COPD), with focus on fatigue, health and well-being. A 
mixed method study design was used to reach the overall aim. All studies were based on data 
from the Obstructive Lung Disease in Northern Sweden (OLIN) COPD study. Papers I 
(n=1350) and III (n=1089) included participants (aged 35-88 years) with and without a 
spirometric classification of COPD. Bivariate, multiple logistic regression (I, III), and 
correlation (III) analyses were performed. Papers II (n=20) and IV (n=10) included 
participants (aged 59-77 years) with moderate to very severe COPD. Semi-structured 
interviews were conducted, and data were analysed through qualitative content analysis. The 
result showed that fatigue was worse among people with COPD compared to people without 
COPD. Fatigue increased with disease severity, and was already worse in COPD grade I 
among people with respiratory symptoms compared with the non-COPD group. COPD grade 
II with respiratory symptoms (OR 1.65) and grade III-IV with respiratory symptoms (OR 
2.66) were significant risk factors for clinically significant fatigue when adjusted for sex, age, 
heart disease, and smoking habits (Paper I). Fatigue was described to mainly be COPD-
related; it was accepted as a natural consequence of COPD, but it was unexpressed. Fatigue 
affected and controlled the daily life of these people, and with dyspnea, fatigue was described 
to be overwhelming. Planning physical activity was the most important strategy to manage 
fatigue (Paper II). Fatigue had a great impact on both physical and mental dimensions of the 
health status, irrespective of having COPD or not. Among people with clinically significant 
fatigue, those with COPD had significantly lower physical health scores. Fairly strong 
correlations existed between FACIT-Fatigue and physical as well as mental health dimensions 
in SF-36. Increased fatigue and decreased physical and mental dimensions of health, each 
predicted mortality, but only among people with COPD (Paper III). Identified aspects for 
increased well-being for people living with COPD were adjusting to lifelong limitations, 
handling variations in illness, relying on self-capacity and accessibility to a trustful care. 
People had to adapt to limitations and live forward by finding a balance between breathing 
and viability (Paper IV). In conclusion, increased fatigue can be experienced in COPD already 
at grade I when respiratory symptoms are present, and COPD grade II is a risk factor for 
clinically significant fatigue. Fatigue is common but seems to be unspoken, and an increased 
awareness of the symptom is necessary for an early identification. It is therefore important for 
health care professionals to take fatigue into consideration, to objectively assess and ask 
patients about it. This is important, since fatigue clearly worsens the health status among 
people living with COPD, and furthermore is associated with mortality in COPD. To enhance 
health and well-being, an increased viability may facilitate self-capacity and increase the 
strength for illness and fatigue management among people living with COPD.    

 

Keywords: co-morbidity, COPD, fatigue, health, mixed method, mortality, nursing, 
epidemiology, experiences, qualitative content analysis, well-being 
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ABBREVIATIONS 
 
ADL   Activities of Daily Living 
 
ATS   American Thoracic Society  
 
BMI   Body Mass Index 
 
CI    Confidence Interval 
 
COPD  Chronic Obstructive Pulmonary Disease 
 
FACIT-F Functional Assessment of Chronic Illness Therapy- 

Fatigue  
 
FEV1   Forced Expiratory Volume in 1 second 
 
FVC   Forced Vital Capacity 
 
GOLD Global Initiative for Chronic Obstructive Lung 

Disease 
 
MCS   Mental Component Summary 
 
MIDs   Minimally Important Differences 
 
mMRC modified Medical Research Council  
 
OLIN Obstructive Lung Disease in Northern Sweden  
 
OR   Odds Ratio 
 
PCC   Person-Centred Care   
 
PCI   Percutaneous Coronary Intervention 
 
PCS   Physical Component Summary 
 
QOL   Quality Of Life 
 
SF-36   The short-form 36 
 
VC   Vital Capacity 
 
WHO   World Health Organisation 
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DEFINITIONS	
 
Clinically significant fatigue  The FACIT-F score 43, corresponding to MID, using 

the score three units below median in the non-COPD 
group.  

 
COPD Spirometric defined as FEV1/FVC<0.70.  
 
COPD-rs Spirometric defined COPD as FEV1/FVC<0.70 and 

self-reported respiratory symptoms. The use of 
COPD-rs enables analysis of the impact of clinically 
relevant COPD. 

 
GOLD Stage/Grade   Spirometric classification of disease severity based 

on FEV1 percent predicted. In 2011, GOLD changed 
the concept Stage to Grade. 

 
Heart disease  Based on interview data: A self-reported history of at 

least one of the following: angina pectoris, 
myocardial infarction, cardiac insufficiency, 
coronary artery bypass or PCI procedure. 

 
Non-COPD   Spirometric defined as FEV1/FVC˃0.70. 
 
Respiratory symptoms Based on interview data: A self-reported history of at 

least one of the following: mMRC-dyspnea ≥2, 
chronic cough, chronic productive cough or recurrent 
wheeze. 
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PREFACE 
The idea of exploring what it is like for people to live with chronic obstructive 
pulmonary disease (COPD) began when I worked at a respiratory clinic in Northern 
Sweden. I met and cared for patients with COPD living with more frequent episodes of 
exacerbations and increased tiredness. We, the team around the patient, tried to relieve 
respiratory symptoms and infections to improve the objective measurements, physical 
functions and wellness, but oftentimes, the patients came back to the hospital ward. 
This negative spiral was difficult to handle not only for the patients, but also for those 
of us who worked at the clinic. The patients I met in the hospital were those with 
severe or very severe COPD, which is only the ‘tip of the ice berg’ in the context of 
COPD. The others, with mild and moderate COPD, I never met at the hospital since 
many of these people are undiagnosed1 and those who are diagnosed, are mainly cared 
for by primary care providers. When I then worked as a primary care nurse, this 
patient group was invisible for me because they most only sought health care for other 
diseases. Since I had met many patients seriously affected by COPD, I started to 
wonder how mild COPD affected people’s lives. Similarly, in my experience with 
COPD patients, the research in this field is often related to severe and very severe 
COPD, and there is a lack of knowledge regarding mild and moderate COPD. Owing 
to the epidemiological research program, the Obstructive Lung Disease in Northern 
Sweden (OLIN), this thesis will increase knowledge about experiences of living with 
COPD, taking all severity grades into consideration. 
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INTRODUCTION 
Florence Nightingale was the founder of modern nursing and one of the first 
epidemiologists. Through statistical analysis and with the aim to decrease risks and to 
prevent diseases, she performed public health research and made graphical 
presentations of the results.2 According to Olander,3 a nurse who follows in 
Nightingale’s footsteps uses public health knowledge to develop nursing practice to 
learn and implement nursing interventions on an organisational, population and 
individual level. Nurses are responsible for promoting health, preventing illness, 
restoring health and relieving suffering.4 To meet these responsibilities on an 
individual level, it is important for nurses to have knowledge about diseases and 
symptoms. Epidemiology can be used to study the natural history of diseases, 
progressions and risk factors5 and is therefore an important aspect of nursing research. 
 
A humanistic approach is evident in nursing research, when the human being is 
understood from an existential philosophic view, when people are active, creative and 
a part of coherence.6 It was the distinction between disease and illness that provided 
the basis for insider perspective research. In contrast to biomedical research, the 
insider perspective gives a deeper understanding of what it is like to live and manage 
different life situations and to recognise identity problems that arise within an illness.7 
Disease as a concept is described as the physiological explanation of a disorder. In 
contrast, illness tells us what the person living with the disease actually perceives, 
described by Toombs8 as lived experiences. When providing a window into the 
experiences, we can obtain invaluable information about the everyday life of those 
who live with an illness, which can facilitate social and emotional challenges in 
meetings. Charmaz9 notes that to reach an understanding about what living in this 
world means, an insider perspective must be applied.  
 
To increase the understanding about the experience of living with COPD, a mixed 
method design was used in this thesis. By using a mixed method design it is possible 
to both capture knowledge about the natural history of COPD with epidemiological 
studies (Papers I, III) and to provide a deeper understanding about experiences of 
living with COPD with insider perspective studies (Papers II, IV). 
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BACKGROUND 
Chronic Obstructive Pulmonary Disease 

COPD is a growing public health disease10 and is estimated to be the third most 
common cause of death in the world within the next few years.11 The Global Initiative 
for Chronic Obstructive Lung Disease (GOLD)10 defines COPD as “a common 
preventable and treatable disease, is characterized by persistent airflow limitation that is 
usually progressive and associated with an enhanced chronic inflammatory response in the 
airways and the lung to noxious particles or gases. Exacerbations and comorbidities 
contribute to the overall severity in individual patients” (pp. 2). The main risk factors for 
developing COPD are tobacco smoking and increasing age.1,12 Fifty percent of older 
smokers fulfil the spirometric criteria for COPD,12 and smoking cessation is the most 
important factor to prevent disease progression.10 COPD also exists among non-
smokers, with risk factors such as increasing age and a previous diagnosis of asthma.13 
Globally, other risk factors are recognised, such as outdoor and indoor exposure to 
biomass fuels.14 COPD has historically been more common in men, but nowadays 
COPD has increased among women. This shift is partly due to sex-related changes in 
smoking habits but also to the fact that women seem to be more susceptible to the 
lung-damaging effects of smoking.15  
 
COPD should be suspected among people with respiratory symptoms and history of 
tobacco smoke exposure, but spirometry is required to confirm the diagnosis. Forced 
vital capacity (FVC) is the total volume of air exhaled after maximum inhalation. 
Forced expiratory volume in 1 second (FEV1) is the volume of air exhaled in the first 
second during a forced expiration. A healthy person exhales at least 70% of the FVC 
volume during the first second, and the presence of a post-bronchodilator 
FEV1/FVC<0.70 confirms the diagnosis of COPD according to the GOLD spirometric 
criteria.10 The GOLD classification of severity of airflow limitation is based on post-
bronchodilator FEV1 (Table 1).  
 
Table 1. Classification of severity of airflow limitation in COPD. 
GOLD grade I Mild FEV1 80% of predicted values 
GOLD grade II Moderate 50%  FEV1 80% of predicted values 
GOLD grade III Severe 30%  FEV1 50% of predicted values 
GOLD grade IV Very Severe FEV1 <30% of predicted values 

 
The prevalence of COPD in adult populations (40 years and older) is approximately 
10-14%.1,16 A majority of all people with COPD have mild to moderate disease, and 
the distribution of disease severity in northern Sweden1 is reported to be in COPD 
grade; I 57.3%, II 31.7%, III 4.9% and IV 0.7%, which is similar to the levels reported 
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from international studies.16,17 It is also well known that COPD is an underdiagnosed 
disease.1,16,18 A Spanish population-based study found that only 27% of identified 
COPD cases had a previous diagnosis of COPD,16 and similar estimations are shown 
both in older1 as well as in more recent studies.19 Impairment in health status and 
reduced levels of activities of daily living (ADL) are also found among undiagnosed 
people with COPD grade I.16  
 
The underdiagnosis of COPD highlights the need for extensive use of spirometry, but 
there is a complexity due to patient and health care delay. In mild disease, respiratory 
symptoms seem to progress slowly over the course of many years,10 and people ignore 
the illness until the disease severity can no longer be denied.20 Thus, in mild disease, 
people seek initial treatment for an acute exacerbation rather than for early symptoms 
of COPD.10,21 However, a diagnosis can also be health care delayed, meaning that 
people are seeking health care due to respiratory symptoms but are rarely given the 
opportunity to undergo a lung function test.22 Nevertheless, respiratory symptoms are 
related to the development of COPD, and if health care professionals perform repeated 
lung function tests on patients with respiratory symptoms, early detection of COPD is 
possible.23  
 
Dyspnea is the medical term for breathlessness, and people with severe COPD 
describe dyspnea as the worst symptom.20,24 Other respiratory symptoms include 
phlegm, cough, wheezing and chest tightness.24 Aside from respiratory symptoms, 
fatigue is the most common symptom.25,26 Additional symptoms are xerostomia, 
anxiety, drowsiness, irritability and nervousness.26 During a COPD exacerbation, the 
symptoms often become aggravated. An exacerbation is described to be a constant 
worsening of the individual’s condition, from a stable state to beyond the normal day- 
by-day variation. Acute worsening of respiratory symptoms, fever, malnutrition and 
fatigue can characterise an exacerbation, which often requires medication change.27  
 
In addition to a high symptom burden, COPD also has a high prevalence of 
comorbidities, of which cardiovascular diseases are the most common.28-30 Examples 
of other co-morbid diseases are diabetes,28 osteoporosis,29 chronic rhinitis and 
gastroesophageal reflux.30 Furthermore, a high prevalence of anxiety and depression is 
reported31 already in mild to moderate disease, particularly among females.32 Cancer 
and cardiovascular diseases are the most important comorbidities related to mortality 
in COPD,33 and cardiovascular co-morbidity among people with COPD significantly 
increases the risk for mortality.34 Mortality in COPD is also associated with older age 
and disease severity, and long-term survivors most often have a normal or low annual 
decline in lung function.34   
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Experiences of living with COPD 
People living with COPD experience a complex life situation due to the illness. They 
are often aware of the relationship between smoking behaviour and illness 
development, and some people blame themselves for bringing the illness into their life. 
Therefore, guilt and self-blame can be common feelings.35,36 In contrast, some people 
deny any responsibility and make excuses for the smoking-related cause. They 
continue to smoke and describe that smoking reduces feelings of anxiety and enhances 
feelings of security, well-being and self-esteem.36  
 
People living with COPD experience good and bad days due to the unpredictability of 
the illness. Respiratory symptoms are described to vary in severity over days and 
weeks, but to generally be worse in the mornings.24 Good days are experienced when 
the breathing is easier, followed by bad days with severe dyspnea. COPD is therefore 
described as uncontrolled and a threat against the existing life style.20,21 Within the 
illness progression, there is an increased risk for social isolation and decreased 
performance of daily life activities.20,37,38 The decrease in activities is described to be a 
result of dyspnea and feelings of anxiety, panic and fear. These feelings are also 
expressed in relation to a strong fear of suffocation and death.38-40 Increased dyspnea 
can also be a common warning sign for a forthcoming exacerbation. During 
exacerbations people worry about getting worse and about death. Exacerbations can 
also lead to an increased need for help due to decreased capacity to perform ADL.41 
Once COPD progresses, it is not unusual that spouses become informal caretakers,42 
taking over daily activities and neglecting their own needs.37,43 When COPD becomes 
more advanced and people need long-term oxygen therapy, life becomes even more 
restricted due to the unpredictable illness and fear of being infected by other people.44 
At the end of life, decreased physical strength leads to social isolation as well as 
decreased performance of meaningful activities in everyday life.45  
 
Despite the complex life situation, people living with COPD often become experts on 
their own conditions. They cope by making strategies to manage everyday life, using 
different breathing techniques20,46 and proceeding with physical activities despite their 
impairment.46-48 Furthermore, they express a desire to take part in and be engaged in 
various activities.47,49 A sense of involvement and a belief in a meaningful life can also 
give people at the end of life the energy to continue living.45      
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Experiences of the symptom fatigue 
Fatigue is a common symptom experienced in chronic illness and the subjective 
feeling of fatigue is well studied.50-53 Fatigue is a complex and multifaceted 
symptom,54 but the causes are unknown. Piper55 published a nursing theory about 
fatigue in cancer that can be applied to other chronic illnesses. Triggers of fatigue were 
described to include: co-existing symptoms; the nature and effects of the treatment; 
psychosocial patterns; the disease pattern; environmental pattern; patterns of rest, sleep 
and activity; and life event patterns.  
 
Fatigue as a symptom lacks a universal definition,54 but differences between tiredness, 
acute fatigue and chronic fatigue are described in the literature. Tiredness is often 
associated with a specific situation and can be facilitated by rest or sleep.51 Acute 
fatigue is localised and temporary, protecting people from physical exhaustion and 
muscle damage, which are also facilitated by rest.56 Chronic fatigue, however, appears 
in relation to an illness or treatment. In this context, rest and sleep only partially 
provide relief.54,57 Nevertheless, Ream and Richardson published a definition of 
fatigue in 1996:57 “Fatigue is a subjective, unpleasant symptom which incorporates total 
body feelings ranging from tiredness to exhaustion creating an unrelenting overall condition 
which interferes with individuals’ ability to function to their normal capacity” (pp. 527). 
They suggest that irrespective of chronic obstructive airway disease or cancer, the 
descriptions of living with fatigue are alike.58 However, since fatigue is a subjective 
symptom; only the person experiencing it can describe the feeling.  
 

Experiences of fatigue in COPD 
Increased fatigue in COPD can be related to the deterioration of blood gas values, and 
muscular fatigue can be a result of the difficult respiratory work.59 Disturbed and poor 
quality of sleep are reported in COPD60 as well as among people with respiratory 
symptoms,61 and obstructive sleep apnoea should be taken into consideration as a 
possible cause of daytime sleepiness among people living with COPD.59 Modest 
correlations are also found between systemic inflammation and fatigue in COPD.62 A 
variety of questionnaires have been used to assess different aspects of fatigue in COPD 
and Table 2 shows an overview of a selection of fatigue questionnaires.   
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Table 2. Overview: A selection of fatigue questionnaires used in COPD 
 
Questionnaires Number of scale items/ 

Factors assessed 
Fatigue Impact scale (FIS)Cf.25,63 40/Functional, cognitive, 

physical and psychosocial 
dimensions 

Fatigue Severity Scale (FSS)Cf.64,65 9/Impact and functional 
outcomes 

Fatigue subscale of the Profile of Mood states 
(F-POMS)Cf.66 

7/Severity 

Functional Assessment of Chronic Illness Therapy-Fatigue 
scale (FACIT-F)Cf.67,68 

13/Severity and impact 

Manchester COPD fatigue scale (MCFS)Cf.69 27/Physical, cognitive and 
psychosocial dimensions 

Multidimensional Fatigue Inventory (MFI-20)Cf.70,71 20/General, physical, reduced 
activity, reduced motivation 
and mental dimensions 

Subjective Fatigue subscale of the Checklist Individual 
Strength (CIS)Cf.72 

8/Severity 

 
Recent studies of fatigue in COPD most often only include people with more severe 
COPD who are recruited from hospitals or primary care settings. However, the results 
show that fatigue is one of the most common symptoms in COPD,25,26,73 and it is 
associated with impaired pulmonary function,71 without any sex differences.25,63,70,74 
Fatigue and dyspnea are highly related,66,75-77 and fatigue may arise out of fear of 
dyspnea implying that people stop performing activities that result in increased fatigue. 
Reduced muscle strength resulting from inactivity may also worsen the feeling of 
fatigue.66 A higher symptom distress, including both dyspnea and fatigue, can 
contribute to functional impairment, which may negatively affect quality of life.26,75,76 
Increased fatigue is associated with impaired quality of life,71,78 and people with severe 
fatigue have more functional limitations and worse health compared to people 
suffering from moderate fatigue.72,79-81 During exacerbations, fatigue is aggravated 
even more,67,68 and both heart disease82-84 and depression68,73 seem to be associated 
with fatigue. Furthermore, pulmonary rehabilitation programs have positive effects on 
fatigue85,86 as well as on health status and exercise performance.86 Qualitative research 
studying experiences of fatigue in COPD are rare. However, Small and Lamb87 
published a study in 1999 in which the participants had severe COPD or asthma. They 
found that fatigue was described to be linked to laboured breathing, and it interfered 
with people’s abilities to carry out meaningful activities. People coped with fatigue by 
problem-focusing (e.g., energy conservation) and emotion-focusing (e.g., positive 
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thoughts). Furthermore, Small and Lamb emphasised the importance to identify both 
fatigue and coping strategies among patients with COPD.    
  

The concepts of health and well-being 
The concept of health, quality of life (QOL) and well-being are commonly used in 
health research. However, the concepts lack general definitions and are often confused 
with each other. This means that clarification of the concepts is requested.88-91 In this 
thesis, a questionnaire describing generic health (Paper III) and qualitative interviews 
describing the subjective feeling of well-being (Paper IV) were used, and the concepts 
are discussed below.  
 
The World Health Organization (WHO) has the most commonly used definition of 
health.92 The WHO has a holistic view of health, suggesting that “health is a state of 
complete physical, mental and social well-being and not merely the absence of disease or 
infirmity” (pp. 100). Health is a resource for everyday life, not the object of living. It is 
a positive concept emphasising social and personal resources as well as physical 
capabilities.93 Health includes both subjective and objective interpretations,91 and 
health status questionnaires differentiates poor health from some ‘standard of health’ 
in relation to different life domains. Nevertheless, health has an effect on overall QOL, 
but QOL is also highly influenced by psychosocial factors (i.e., self-esteem, social 
support), which is central in the concept of QOL.90 To clarify, health is not 
synonymous with QOL, though decreased health can be seen as a surrogate marker of 
impaired QOL.  
 
Well-being is previously studied in qualitative research of different chronic 
illnesses.94-97 To define the concept of well-being, a deeper description of QOL is 
necessary. Haas88 states that QOL is a subjective sense of well-being encompassing 
physical, psychological, social and spiritual dimensions. Furthermore, when people are 
unable to subjectively perceive, objective indicators serve as a proxy in the assessment 
of QOL. This means that well-being and QOL are not interchangeable because QOL 
involves both subjective and objective aspects, while well-being is merely the 
subjective aspect of QOL. According to Todres and Galvin,98 there is more to well-
being than merely health, and well-being is possible to perceive in illness. Dahlberg et 
al.99 describes that well-being and illness constitute a core foundation for our 
humanity, and they cannot be considered apart from each other. People invariably 
recognise well-being and its absence in their heart and mind.  
 

Experiences of health and well-being in COPD 
Different instruments for measuring health status are used with the aim of 
standardising and objectively quantifying the impact COPD has on people’s daily life 
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and health.100 Examples of common generic health questionnaires are the EQ-5D,16,101 
the Short Form 36 (SF-36)102-104 and the Short Form 12 (SF-12).105,106 A number of 
COPD-specific health status questionnaires have been developed, such as the St. 
Georges Hospital Questionnaire (SGRQ),32,107 Clinical COPD Questionnaire score 
(CCQ)108,109 and a more recent shorter test, the COPD Assessment Test (CAT).110,111 
Furthermore, there are symptom-specific questionnaires, such as the modified Medical 
Research Council (mMRC)-dyspnea scale.112,113 Regardless, the purpose of all of the 
questionnaires is to address a wide range of health experiences that affect people living 
with COPD.100  
 
Studies about health status in COPD show that a poor state of health is more strongly 
associated with respiratory symptoms than with the severity of COPD as assessed by 
lung function.103,105,114 Nevertheless, health status is significantly impaired across all 
severities, beginning in mild disease.16,67 When assessing physical and mental health, 
COPD severity seems to only be related to decreased physical health,115 and some 
studies indicate that women have poorer health than men.32,107 Studies with selected 
populations recruited from health care show that the components that have an impact 
on physical health are dyspnea, physical impairment and inactivity.26,116 Dyspnea and 
negative emotions such as anxiety and hopelessness have a negative impact on mental 
health.116 Furthermore, concomitant heart disease seems to have a negative impact on 
both physical and mental health.106 Regardless of COPD severity, hospitalisations and 
exacerbations are related to decreased health,117 and decreased health is also associated 
with mortality.108,118,119  
 
Research reflecting the insider perspective of well-being in COPD is rare, but 
nevertheless, it is often discussed and interpreted in research conclusions. 
Consequently, we still lack knowledge of experiences of well-being from an insider 
perspective. However, established conclusions state that the abilities to perform 
physical exercise48,120,121 and to take part in positive psychosocial interactions47,122 are 
important factors which seem to increase well-being for people living with COPD.    
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RATIONALE 
Previous research often describes the complex life situation of living with COPD in 
selected study populations recruited from health care settings. The majority of studies 
involve people living with more severe disease, and the well-known underdiagnosis of 
COPD contributes to a lack of knowledge regarding mild and moderate COPD. 
Furthermore, respiratory symptoms such as dyspnea are highlighted in the literature, 
but fatigue as a symptom as well as overall health, are not explored to the same extent. 
There is also a lack of knowledge regarding experiences of well-being among people 
living with COPD. To meet and understand people’s needs, it is important to know 
how people living with COPD experience fatigue, health and well-being. By 
performing epidemiological studies, increased knowledge can be achieved regarding 
risk factors and natural history of COPD, while insider perspective studies can 
increase the understanding about what it is like to live with COPD. Through these two 
perspectives, in the form of a mixed method design, this thesis can develop important 
knowledge for nursing, specifically about how fatigue, health and well-being affect the 
lives of people living with COPD.  
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THE AIMS OF THE THESIS 
The overall aim was to describe and evaluate experiences of living with COPD, with 
focus on fatigue, health and well-being.  

 
Specific aims in the different Papers are as follows: 
 

 To describe fatigue in relation to COPD, by disease severity, and in comparison 
with subjects without COPD. Further, to evaluate the impact of respiratory 
symptoms and heart disease (Paper I).  
 

 To describe people’s experience of fatigue in daily life when living with moderate 
to very severe COPD (Paper II). 
 

 To describe the relationship between health status, respiratory symptoms and 
fatigue in COPD and non-COPD subjects. Further, to determine whether fatigue 
and/or health status can predict mortality in subjects with or without COPD (Paper 
III). 
 

 To describe experiences of well-being among people with moderate to very severe 
COPD (Paper IV).  
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METHODS 
Design 

To achieve the overall aim of this thesis, a mixed method design was used. Mixed 
method research can involve qualitative and quantitative data in one single study or, as 
in this thesis, in a series of studies.123,124 The purpose of selecting a mixed method 
design is to gain a rich variety of information and/or to look at different aspects of a 
phenomenon. Sequential strategies in mixed methods can be to start with a quantitative 
approach to explore relationships, and then a qualitative approach can be added in 
order to explore experiences.125 This method can expand quantitative results with 
qualitative data, and the interpretation is based on these results together.124 In this 
thesis, quantitative methods have been conducted in Papers I and III to evaluate 
population-based data about fatigue and health in COPD, in comparison to people 
without COPD. Furthermore, qualitative methods have been conducted in Papers II 
and IV to provide an increased understanding of the experience of fatigue and well-
being when living with COPD.  
 

The OLIN studies 
The participants were recruited from the Obstructive Lung disease in Northern Sweden 
(OLIN) studies, which is an epidemiological research program on-going since 1985. 
The OLIN data-base includes more than 50,000 persons, from children to elderly 
living in Norrbotten. The OLIN studies have four fields of research: 1) Asthma and 
allergies among adults, 2) Asthma and allergies among children, 3) COPD, and 4) 
Health economics of obstructive lung diseases and allergies. The Papers in this thesis 
were based on data collected from the OLIN COPD study. 
 

The OLIN COPD study 
The OLIN COPD study is a prospective longitudinal population-based case-control 
study. A case-control study is an observational study in which people are sampled 
based on the presence or absence of disease.5 There is always a clearly defined 
population, i.e., source population, and within the OLIN COPD study, the participants 
are sampled from Norrbotten in Sweden (Figure 1). 

 

 
 

Figure 1. The study area: Norrbotten in Sweden. 



17 
 

The OLIN COPD study population was recruited during the years of 2002-2004, when 
four previously identified population-based adult OLIN cohorts were invited for re-
examination including a structured interview and spirometry. Out of approximately 
4,200 participants, all people with COPD according to the GOLD spirometric criteria 
(FEV1/FVC <0.70) were identified (n=993). Additionally, 993 age- and sex-matched 
controls without obstructive lung function impairment were included in the OLIN 
COPD study. Since 2005, the study population (n=1,986) has been invited to annual 
examinations with a basic program including a structured interview, spirometry, 
measurement of oxygen saturation and health status questionnaires.126  
 

Study population, participants and procedure 
The study population in this thesis consists of people participating in the OLIN COPD 
study (Figure 2).  

 

 
 

Figure 2. A flow chart over the study population (Papers I-IV). 
* Interviewed in 2008 and 2010 ** Interviewed in 2012-2013. 

 
Papers I and III 

Papers I and III are based on cross-sectional data from 2007. Since baseline at 
recruitment in 2002-2004 (n=1,986), 143 had died and 180 did not participate due to 
personal reasons or because they moved out of Norrbotten. Furthermore, 277 
participants were unable to attend the annual examination; instead, they were 
interviewed by telephone with the structured interview questionnaire. In the annual 
examination, 1,386 participated, and of those, 1,350 had sufficiently completed the 
Functional Assessment of Chronic Illness Therapy- Fatigue (FACIT-F) scale (Paper I) 
and 1,089 had sufficiently completed the Short Form 36 (SF-36) (Paper III) (Figure 2). 
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For Paper III, mortality data were collected from the national mortality register from 
the date of examination in 2007 until February 2012. The characteristic of the 
participants is shown in Table 3. 
 

Papers II and IV 
A purposive sample of 20 people in Paper II and 10 people in Paper IV with COPD 
grade II-IV were recruited from the OLIN COPD study (Figure 2). This sample 
method was chosen to achieve diversity in the experiences of fatigue and well-being. 
A purposive sampling selects participants that will most benefit the study, and a 
criterion sample involves selection of participants that meet a criterion of importance, 
such as experiences of a phenomenon. Furthermore, it is preferred to explore a variety 
of experiences.123 The selection criteria in Paper II were the following: experience of 
fatigue in daily life, five women and five men with spirometric COPD grade II, and 
five women and five men with spirometric COPD grade III-IV. In Paper IV, the 
criteria were the following: a spirometric classification of COPD, reported respiratory 
symptoms in the structured interview questionnaire, and stated feelings of fatigue in 
daily life. Other selection criteria were: five women and five men in different grades of 
COPD. The coordinating research nurse for the OLIN COPD study selected potential 
participants based on the selection criteria. She contacted them either in person at the 
annual examination or by phone. The nurse gave verbal and written study information 
and invited them to participate. Twenty out of 25 accepted participation (Paper II). All 
of the participants in Paper II gave permission to be contacted again for participating 
in Paper IV. Eight people participated in both studies. After acceptance of further 
contact, I contacted each person by telephone in order to schedule an interview. An 
overview of the characteristics is shown in Table 3. 
 
Table 3. Overview: Characteristics of participants (Papers I-IV). 
 
Characteristic    Paper I Paper II Paper III Paper IV 
 Non-COPD COPD COPD Non-COPD COPD COPD 
 n=786 n=564 n=20 n=655 n=434 n=10 
GOLD I, n 
GOLD II, n 
GOLD III-IV, n 
Age 
Female, n 
FEV1% pred***  
Current smokers, n 

- 
- 
- 

66.4* 
340 

97.8* 
68 

294 
242 
28 

67.5* 
262 

80.4* 
153 

- 
10 
10 

73.0** 
10 

50.0** 
8 

- 
- 
- 

65.0* 
280 

97.6* 
59 

225 
189 
20 

65.4* 
196 

80.5* 
117 

- 
4 
6 

64.5** 
5 

44.5** 
1 

Ex-smokers, n 324 269 12 266 214 9 
*Mean value.  
**Median value. 
*** FEV1% pred, Forced expiratory volume in one second, % of predicted value. 
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Data collection 
In this thesis, quantitative and qualitative data collection methods were used, and an 
overview is presented in Table 4.  

 
Table 4. Overview: Data collection and data analysis (Papers I-IV). 
 
Paper Data collection Data analysis 
I Spirometry Chi-square test also testing for trend  
 The structured interview questionnaire Independent sample t-test 
 The mMRC-dyspnea scale Mann-Whitney, Kruskal-Wallis 
 The FACIT-F scale  Post-hoc Mann-Whitney tests with  
  Bonferroni correction 
  Multiple logistic regression 
 
II 

 
Semi-structured interview 

 
Qualitative content analysis 

   
III Spirometry Chi-square test  
 The structured interview questionnaire Independent sample t-test 
 The mMRC-dyspnea scale Mann-Whitney, Kruskal-Wallis 
 The FACIT-F scale  

The SF-36 
Post-hoc Mann-Whitney tests with 
Bonferroni correction 

  Multiple logistic regression 
Spearman's rho 

 
IV 

 
Semi-structured interview 

 
Qualitative content analysis 

 
Spirometry 

A set of the dry-volume spirometers, the Dutch Mijnhardt Vicatest 5, were used by 
specially trained research nurses within the OLIN COPD study. The spirometers were 
calibrated every morning with the same procedure. The American Thoracic Society 
(ATS)127 recommendations for the test procedure were followed, except that the 
participants were standing during the tests and a nose clip was not used. Furthermore, 
Swedish reference values by Berglund128 were applied for FEV1 (Papers I, III). 
 

The structured interview questionnaire  
The structured interview questionnaire used in the OLIN COPD study was initially 
developed from the British Medical Research Council questionnaire on respiratory 
symptoms.129 Furthermore, a set of questions was added to cover co-morbidity, 
exacerbations, health economics and current medication. The questionnaire has been 
used and validated in several studies, both within the OLIN study30,34,130-132 as well as 
in international studies.133,134 Questions used in this thesis cover smoking habits, heart 
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disease co-morbidity and respiratory symptoms such as cough, sputum production and 
wheeze.  
 

The mMRC-dyspnea scale 
The modified Medical Research Council dyspnea (mMRC) scale (Table 5) is included 
in the structured interview questionnaire and is a common instrument used in 
COPD.112,135 The mMRC-dyspnea scale provides a simple and valid method of 
categorising people in terms of their disability due to dyspnea. The scale includes a 
five-point scale (0-4) based on degrees of various physical activities that increase the 
dyspnea.112 The first two statements correspond to mild disability due to dyspnea, and 
the last three statements correspond to moderate to severe disability due to dyspnea113 
(Papers I, III).  
 

Table 5. The mMRC-dyspnea scale. From ATS News. 1982;8:12-16136 

Grade 
0 Not troubled with breathlessness except with strenuous exercise. 
1 Troubled by shortness of breath when hurrying on the level or walking up a slight hill. 
2 Walks slower than people of the same age on the level because of breathlessness or 

has to stop for breath when walking at own pace on the level. 
3 Stops for breath after walking about 100 yards or after a few minutes on the level. 
4 Too breathless to leave the house or breathless when dressing or undressing.  

 
The FACIT-F scale  

The Functional Assessment of Chronic Illness Therapy Fatigue (FACIT-F) scale 
(Appendix I) was designed for assessing subjective fatigue in chronic diseases. The 
13-item self-completed questionnaire was translated and validated into Swedish by the 
FACIT translation project. The questionnaire asks about people’s experiences during 
the last seven days and consists of items with a 5-point Likert scale format. The 
questions ask about the intensity of fatigue as well as its impact on daily life.137,138 
According to the FACIT manual,137 all negatively worded items were reversed, and to 
generate a total score, the scores were pooled together. Lower scores represent ‘worse 
fatigue’ (0-52). The FACIT-F has been used in studies related to cancer139,140 and 
rheumatoid arthritis,141 as well as in studies related to COPD.67,68 The scale has been 
evaluated and is a reliable and valid scale for COPD.142 To distinguish between 
statistical and clinically significant differences, it seems reasonable to use the 
Minimally Important Differences (MIDs) when evaluating clinically significant 
fatigue. A change of 3-4 units in the FACIT-F score has been considered as a clinically 
significant difference, MID,143 and has also been used when evaluating fatigue in 
COPD67 and in cancer.139 In this thesis, clinically significant fatigue is defined 
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corresponding to MID, using the score three units below median in the non-COPD 
group (FACIT-F score 43) (Papers I, III). 
 

The SF-36 
The short-form 36 (SF-36) is a generic short-form health survey, demonstrating an 
individual’s conditions and limitations in daily life during the last four weeks.144,145 
SF-36 is used both in International and Swedish conditions and has a high validity and 
reliability.104,145-147 The instrument contains 36 questions, comprising an eight-scale 
profile of scores, as well as a summary of physical and mental measures. The eight 
domains include: Physical Functioning (PF), Roll-Physical (RP), Bodily Pain (BP), 
General Health (GH), Social Functioning (SF), Role-Emotional (RE), Mental Health 
(MH) and Vitality (VT). The Physical Component Summary (PCS) includes PF, RP, 
BP and GH, and the Mental Component Summary (MCS) includes SF, RE, MH and 
VT. Lower scores represent ‘worst imaginable health’ (0-100). In this thesis, primarily 
the summary scores PCS and MCS have been analysed and were calculated according 
to the manual guide144 (Paper III). 
 

Semi-structured interviews 
With regard to Papers II and IV, the data collection was conducted through qualitative 
research interviews, described by Kvale and Brinkmann148 as a discourse between two 
people about a topic of interest. In the interview meeting, the interviewer is 
responsible for presenting the topic and posing questions to encourage the narratives. 
Semi-structured interviews are one type of qualitative research interview that gives the 
interviewer time to prepare and then be guided by a topic guide (i.e., a list of questions 
to be covered).123 In Paper II, the semi-structured topic guide had the aim of covering 
various aspects of experiences of fatigue and consisted of the following questions: 
How would you describe your fatigue? What causes your fatigue? What are the 
consequences of your fatigue on daily life? How do you manage your fatigue? How do 
you want to be treated by people in your social surroundings (home, health care) when 
it comes to fatigue? The questions were inspired by Repping-Wuts et al.52 and were 
chosen because the essence was considered to be transferable to the current research 
question. To evaluate the interview guide, pilot interviews were performed with four 
participants. As the interview questions worked well, no changes were made in the 
guide. Regarding Paper IV, to cover various aspects of experiences of well-being, the 
semi-structured topic guide included the following questions: How does it feel when 
you feel good/less good? What are you doing when you feel good/less good?  What 
are you thinking when you feel good/less good? What is important for well-being 
when living with COPD? What is health for you? What is well-being for you?  
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Beyond these two semi-structured topic guides (Papers II, IV), follow-up questions 
were asked to clarify the participants’ experiences (i.e., ‘can you tell me more about 
that’, ‘what do you mean’, ‘can you explain’, etc.). These questions gave the 
participants opportunities for reflection and deeper narratives. To minimise 
misunderstandings and to give opportunity for clarifications, the participant’s answers 
were repeated and ended with the questions ‘have I understood you correctly?’. The 
participants selected the interview location, and the meetings took place either in their 
homes, in a medical facility near their home or at the OLIN premises. The interviews 
lasted between 20 and 60 minutes each. All of the interviews were audio filed and 
transcribed verbatim, and the transcribed text and audio files were compared to verify 
that no mistakes had been made.   

 
Data analysis  

In this thesis, quantitative and qualitative data analysis methods were used, and an 
overview is presented in Table 4.  
 

Statistical methods 
The statistical software Statistical Package for the PASW statistics (SPSS), versions 18 
and 20, was used for statistical analysis (Papers I, III). Due to a low number of 
participants in COPD grades III and IV, they were grouped together. Chi-square tests 
were used for bivariate comparisons of categorical variables and tests for trend. 
Independent sample t-tests were used when comparing means for continuous variables. 
Due to a skewed distribution of FACIT-F and SF-36 scores, the non-parametric Mann-
Whitney and Kruskal-Wallis tests were used to test for score differences between 
groups. To adjust for multiple testing, post-hoc analysis was conducted using the 
Mann-Whitney test with Bonferroni correction. When adjusting for confounders, the 
Odds Ratio (OR) was estimated by multivariate logistic regression models. In Paper 
III, the multivariate logistic regression models were stratified by COPD and non-
COPD. Furthermore, Spearman’s rho was used to examine the degree of correlation 
between the SF-36 and FACIT-F. A p-value of <0.05 was considered statistically 
significant for all tests, and 95% confidence intervals (CI) were used to illustrate 
uncertainty of OR estimates.   
 

Qualitative content analysis 
For the purpose of providing knowledge and describe experiences of fatigue and well-
being, the qualitative research interviews were analysed by qualitative content analysis 
(Paper II and IV). Graneheim and Lundman149 provided a method of manifest and 
latent content analysis that guided me through the analysis. Regarding Paper II, the 
analysis started on a manifest level in different steps. First, all of the interviews were 
read through several times to obtain a sense of the whole. Guided by the research 
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question, meaning units were identified in the interview texts and were thereafter 
condensed and coded. Then, according to differences and similarities, the codes were 
sorted into sub-categories, which were further sorted into four categories. This process 
refers to the manifest analysis on a descriptive level, describing messages close to the 
text. Both manifest and latent content address interpretations, but they differ when 
considering the depth and level of abstraction.149 During the latent analysis, a thread of 
an underlying meaning was captured when the content of the categories was embraced 
on a more abstract and interpretative level. The analysis revealed one theme.  
 
In Paper IV, the focus was on a latent approach in order to achieve a higher abstraction 
and a deeper interpretation of the result. However, the analysis started similarly as in 
Paper II, including reading the interview text to obtain a sense of the whole, to identify 
meaning units, to condense meaning units and to develop codes. The codes were 
compared based on differences and similarities and then abstracted on a higher level of 
interpretation and sorted into sub-themes. A reflection and abstraction of the final four 
sub-themes revealed one theme. The analysis process (Papers II, IV) consisted of a 
back and forth movement between the whole and parts of the text, which was reflected 
on and discussed until all authors reached an agreement.  
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ETHICAL CONSIDERATIONS 
The current studies were approved by the Regional Ethical Review Board at Umeå 
University, Sweden. In the OLIN COPD study, relevant information about the study 
aim, confidentiality and right to withdraw from the study have been given to all 
participants. This information promotes freedom of choice.123 Both oral and written 
study information was provided, and informed consent to participate in the studies was 
obtained. All quantitative data distributed to researchers is anonymous and coded with 
a serial number. The key code, between personal identification and the serial number, 
is stored within the OLIN premises. Regarding the qualitative data, the participants 
were notified that researchers other than the first author were going to work with the 
interviews, but confidentiality was assured. Private data including names would not be 
reported, and the audio files would be kept locked away by the first author.  
 
The ethics of research that involves humans must always consider risks for 
participants. For participants in epidemiological studies a risk can be a sudden and 
perhaps undesired diagnosis of disease. For example, people can participate in 
examinations within the OLIN COPD study, resulting in spirometry classified COPD. 
In such a situation, a benefit is that the participant may be referred to the study 
physician or advised to contact their regular physician, providing further assessments 
and getting support in their new health situation. Being a participant in qualitative 
research can also include ethical risks. The interviewer has to be aware of the risk of 
coming too close to the participants’ life, which can increase mental stress or fatigue 
and create feelings of fear about the questions asked.123 Thus, a benefit can be that the 
participants start to reflect over their experiences of fatigue and well-being, which can 
lead to better self-care and management of symptoms.  
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RESULTS 
An integration of the results of the four included Papers is presented in the following 
section. Papers I and III are based on population-based cross-sectional data; Paper III 
also includes mortality data collected from 2007 until February 2012. Papers II and IV 
comprise qualitative interview data.  
 

Fatigue in relation to respiratory symptoms  
FACIT-F scores were significantly lower among people with COPD (defined by 
spirometry) and COPD-rs (defined by spirometry and self-reported respiratory 
symptoms) than among people without COPD (Figure 3) (Paper I).  

 

 
Figure 3. FACIT-F median scores in the non-COPD, COPD and COPD-rs (with 

respiratory symptoms) groups. FACIT-F score 0-52; lower scores represent worse fatigue. 
 

When comparing the non-COPD group with people with different severity grades of 
COPD, the FACIT-F scores decreased significantly in grade II (46.0 vs. 43.7, 
p<0.001). When respiratory symptoms were taken into account, the score decreased 
significantly already in COPD-rs grade I (46.0 vs. 44.0, p=0.048). Analyses of 
clinically significant fatigue (MID, cut-off at 43 in the FACIT-F questionnaire), 
revealed that the following groups had a median score below 43: COPD grade III-IV 
(37.5), COPD-rs (42.0), COPD-rs grade II (42.0) and COPD-rs grade III-IV (37.0). In 
a multiple logistic regression model, COPD-rs grade II remained a significant risk 
factor for clinically significant fatigue compared with non-COPD, even after 
adjustments for sex, age, heart disease and smoking habits (Paper I).  
 
People living with COPD described that COPD-related causes were the main sources 
of their fatigue. COPD-related causes were described as resulting in dyspnea, which 
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sometimes raised feelings of panic, anxiety and stress, which in turn affect the feeling 
of fatigue even more negatively (Figure 4). Therefore, in combination with dyspnea, 
fatigue was described to be overwhelming and even more difficult to manage (Paper 
II).   
 

 
 

Figure 4. COPD-related causes to fatigue. 
 

Fatigue in relation to other causes 
Heart disease worsened fatigue among people in all severities of COPD as well as 
among those without COPD. People having both COPD grade III-IV and heart disease 
had the lowest FACIT-F scores (30.5). In the multiple logistic regression analysis, 
heart disease almost doubled the risk for clinically significant fatigue. In the same 
model, (in addition to heart disease and COPD-rs grade II) other risk factors for 
clinically significant fatigue were female sex, increasing age, ex- and current smoking 
(Paper I). The participants in Paper II described causes of their fatigue, including 
comorbidities, aging, medications, pain, sleep disorders, weight gain, laziness, 
boredom and social responsibilities.  
 

Health in relation to respiratory symptoms  
When assessing health with the SF-36, people with COPD-rs grade II (46.9) and III-IV 
(30.3) had significantly lower physical health scores compared with the non-COPD 
group (50.1, p<0.001 and p<0.001). No differences were found regarding mental 
health when comparing COPD and COPD-rs with non-COPD. In the non-COPD 
group, people with respiratory symptoms had significantly lower physical and mental 
health scores compared to people without respiratory symptoms. Among people with 
COPD, physical, but not mental health was significantly affected by respiratory 
symptoms. When comparing physical and mental health scores among people with 
respiratory symptoms (COPD vs. non-COPD), no statistical differences were found 
(Figure 5A) (Paper III).  
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Figure 5. Median SF-36 physical (PCS) and mental (MCS) component summery scores 
among people with and without COPD by respiratory symptoms (A) and by clinically 

significant fatigue (B). 
Only significant differences between non-COPD and COPD are shown. 

Lower SF-36 scores represent decreased health. 
 

Health in relation to fatigue  
People with COPD and clinically significant fatigue; COPD grade I (43.5), II (37.8) 
and III-IV (26.4) had significantly lower physical health scores (SF-36) than those 
without COPD (50.1, all p-values <0.001). Similarly, when analysing mental health, 
people with COPD and clinically significant fatigue; COPD grade I (48.2), II (48.8) 
and III-IV (48.0) had significantly lower scores than those without COPD (54.9; 
p<0.001, p<0.001 and p<0.030). Clinically significant fatigue affected physical and 
mental health negatively among people with COPD, in all grades of COPD and among 
people without COPD. Among people with clinically significant fatigue, those with 
COPD had significantly lower physical health scores than those without COPD (39.0 
vs. 42.0, p=0.027) (Figure 5B) (Paper III).    
 
Spearmen’s correlation analysis between the FACIT-F scores and physical (PCS) 
respective mental (MCS) component summary scores assessed by the SF-36 showed 
fairly strong correlations both among people with and without COPD. The correlations 
were all significant; became stronger when respiratory symptoms were present and 
increased with increasing COPD grade: FACIT-F by SF-36 PCS among people with 
COPD grade I, 0.55; grade II, 0.60; and grade III-IV, 0.65: FACIT-F by SF-36 MCS 
grade I, 0.48; grade II, 0.53; and grade III-IV, 0.72 (Paper III).  
  

Health and fatigue in relation to mortality 
The non-response analysis between the group answering the FACIT-F but not SF-36, 
showed that people not answering the SF-36 were older (mean 73.7 vs. 65.2, p<0.001) 
and had a higher prevalence of COPD (49.4% vs. 39.9%, p=0.005) heart disease 
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(27.2% vs. 16.0%, p<0.001) and higher mortality (22.6% vs. 6.4%, p<0.001) (Paper 
III).  
 
Among people completing the SF-36 (n=1,089), there were no significant differences 
in mortality between those with and without COPD (n=31 (7%) vs. n=39 (6%) 
p=0.434). All analysis presented in Table 6 were based on the 1,089 participants who 
answered both FACIT-F and SF-36 questionnaires. In three different multiple logistic 
regression models (A-C), different risk factor patterns emerged when stratifying by 
non-COPD and COPD. In all models, mortality was used as a dependent variable, 
while the independent variables were sex, age, BMI, heart disease and FACIT-F 
(Model A), SF-36 PCS (Model B) or SF-36 MCS (Model C). Lower FACIT-F, SF-36 
PCS and SF-36 MCS scores were only significant risk factors for mortality in the 
COPD group (Table 6). The different risk patterns in non-COPD and COPD persisted, 
even when the covariates FEV1 and smoking habits, respectively, were included in 
models A-C. Furthermore, the result in model A remained when all participants who 
responded to the FACIT-F in 2007 were included (n=1,350, mortality: COPD n=65 
and non-COPD n=62) (Paper III).    
  
Table 6. Multiple logistic regression analysis of risk factors for mortality, stratified by 
non-COPD and COPD. 
 
                                                       Non-COPD                           COPD  
    OR 95% CI OR 95% CI 
Model A Male 2.50 1.12-5.59 1.98 0.86-4.56 
 Age  1.13 1.08-1.18 1.05 1.00-1.10 
 FACIT-F  1.02 0.98-1.02 1.06 1.02-1.10 
  

 

   
Model B Male 2.49 1.11-5.58 1.98 0.86-4.58 
 Age  1.13 1.08-1.18 1.05 1.00-1.10 
 SF-36 PCS  1.00 0.97-1.04 1.04 1.01-1.08 
  

 

   
Model C Male 2.48 1.11-5.55 2.06 0.88-4.82 
 Age  1.13 1.08-1.18 1.05 1.00-1.10 
  SF-36 MCS  1.00 0.96-1.04 1.06 1.02-1.10 
 

1Entered as continuous variables. 
The models also included the non-significant covariates heart disease and BMI. 
This table was also presented in Paper III. 
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Fatigue and health in relation to sex 
In each of the non-COPD, COPD and COPD-rs groups, females had lower FACIT-F 
scores then males, but the differences did not reach statistical significance. However, 
in a multiple logistic regression analysis, female sex was a significant risk factor for 
clinically significant fatigue (Paper I). Sex differences in relation to health assessed by 
SF-36 were only found in the non-COPD group; females had significantly lower 
physical health scores than males (Paper III).  
 

A life controlled by fatigue and decreased well-being 
People living with COPD describe that the feeling of fatigue always was present, 
affecting and controlling their daily lives. They had to exclude or postpone activities 
due to fatigue, including quit working, not practising hobbies and cancelling visits to 
friends (Paper II). Worse days were described as accompanied by increased fatigue 
and decreased well-being. These days were also connected with worse breathing, 
inactivity, and bad mood, including feelings of anxiety and fear of the future (Paper II, 
IV). Exacerbations were also described to result in increased fatigue, which was stated 
to control the participant’s life to an even greater extent. These events aroused fearful 
feelings of a total loss of energy and led to an increased need for support. Further, the 
participants expressed that being controlled by fatigue made them lose their sense of 
motivation, which created feelings of anger, hopelessness and being incapable (Paper 
II). On worse days, the participants described that they actively tried to use emotional 
adaptation strategies against negative feelings, aiming to increase their well-being 
(Paper IV).   
 

Illness and fatigue management 
To achieve increased well-being while living with COPD, the participants expressed 
that they had to adapt to their limitations and live on. This was interpreted as a theme, 
creating a balance between breathing and viability which was conducted by: adjusting 
to lifelong limitations, handling variations in illness, relying on self-capacity and 
accessibility to a trustful care (Paper IV). Fatigue was managed similarly, and physical 
activity was described to be the most important strategy for managing fatigue, in spite 
of the paradox that physical movement triggered dyspnea, which in turn triggered 
fatigue (Paper II). The participants in Papers II and IV described important aspects for 
illness and fatigue management, which are summarised in Table 7. 
 

Fatigue and well-being in relation to health care 
The participants in Paper II described fatigue as an unexpressed symptom, both in 
health care meetings and with family and friends. Fatigue was expressed to be 
accepted as a natural consequence of COPD and the participants described that fatigue 
therefore remained unexpressed. This was also expressed to contribute to a lack of 
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information (Paper II). Access to trusted care was described as important for increased 
well-being, and continuity in care increased feelings of safeness and support. 
Appropriate medication was expressed to improve performance, such that the 
participants dared to face their daily activities. Particularly during exacerbations, 
access to medication was seen as a lifeline (Paper IV), and due to the persistent 
fatigue, it was also important to know where to turn for fast access for these 
medications (Paper II). COPD rehabilitation groups with follow-up visits (Paper II) 
and COPD nurses (Paper IV) were requested in support of fatigue management to 
increase well-being (Table 7). 
 
Table 7. A summary of aspects that may increase well-being when living with COPD. 
Illness and fatigue management, as well as health care support.  
 

Illness management Fatigue management Health care support 
Engaging in meaningful activities Physical activities Continuity in care 

family, friends, work Interesting activities Access to medications 
Accepting but not capitulating Non-physical activities COPD nurses 

Replacement of activities Planning daily life Rehabilitation groups 
Taking advantage of good days Being prepared to change plans Follow-up visits 
Learning emotional adaptation- 

strategiers 
Prioritizing 

Resting 
 

Ceasing smoking Sleeping  
Engaging in physical activity Seeking support when needed  

Being outdoors/fresh air   
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DISCUSSION  
The overall aim of this thesis was to describe and evaluate experiences of living with 
COPD, with focus on fatigue, health and well-being. The main results of Papers I-IV 
were that when living with COPD, fatigue greatly impacts health and well-being. 
Increased fatigue may occur already among people with COPD grade I when 
respiratory symptoms are present, and people with COPD grade II has an increased 
risk for clinically significant fatigue. Although fatigue was described as controlling 
peoples’ lives, it often seemed to be unexpressed and considered as a natural 
consequence of COPD. An active fatigue management plan was described as being 
important in daily life. When assessing health in this context, fatigue seems to have a 
great impact on both physical and mental health for all severities of COPD. Decreased 
health and more severe fatigue also increase the risk of mortality among people with 
COPD. Moreover, adjusting to lifelong limitations, handling variations in illness, 
relying on self-capacity and accessibility to a trustful care seem to be important 
aspects for improving well-being when living with COPD. These results together 
indicate that the transition between health and illness may begin in the early disease 
grades of COPD, probably often long before a diagnosis is set, due to the well-known 
underdiagnosis of COPD.1 The changes in life that arise during the illness can be 
understood as transition between health and illness. Schumacher and Meleis150 
describe the transition theory as a change in health, a movement from one state to 
another. A transition can be a gradual role change from wellness to illness or it can 
occur conversely.151 Kralik152 explains that the transition process in chronic illness is a 
nonlinear movement of changes forward and sometimes back, from extraordinariness 
(i.e., confronting life with illness) to ordinariness (i.e., reconstructing life with illness). 
The results of this thesis will therefore further on be discussed in the context of 
confronting and reconstructing life with illness. 

 
Confronting life with illness 

The results of paper I showed fatigue to be more common among people with COPD 
than among those without. The population-based design broadens the applicability of 
these results beyond that of selected study populations.25,68 When respiratory 
symptoms are present, cases of mild COPD experience more fatigue compared to 
those without COPD (Paper I). Correspondingly, Jones et al.67 reported a prominent 
fatigue among people with mild COPD within a primary care setting. The severity of 
fatigue is also related to decreased health among people with COPD recruited from 
hospital settings.72,79 Additionally, the results of Paper III show fatigue to have a great 
impact on physical as well as mental health, both among people with and without 
COPD, and in all severities of COPD. Paper III also showed that physical health is 
more affected among people with COPD compared with those without. In line with 
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these results, when disregarding the impact of fatigue, a former study reported that 
physical, but not mental health is associated to disease severity in COPD.115   
 
Another important result of this thesis was that the participants in Paper II did not 
speak about their fatigue with relatives or with health care professionals, despite the 
high prevalence of clinically significant fatigue among people with COPD (Paper I; 
grade I 42%, grade II 50%, and grade III-IV 70%). Instead, fatigue was accepted as a 
natural consequence of COPD which seems to follow the precepts of Thoombs,153 who 
noted that symptoms can become a part of those living with an illness; as the 
experiences of symptoms does not occur on a reflective level. Furthermore, when the 
transition into illness is slow, it can be difficult for people to accept changes to the self. 
They become confused, struggling to absorb bodily changes, control their symptoms 
and learn what the new situation means to themselves and their families.154 Similar 
findings have been shown previously, implying that people with milder COPD ignore 
their respiratory symptoms20 and sometimes their limitations are not discussed since 
they believe others will be unable to understand their situation.155  
 
The fact that fatigue remains unexpressed (Paper II) can also be related to feelings of 
shame due to the self-inflected nature of the disease.36,156-158 Feelings of shame and 
guilt from smoking can be a hindrance to seeking proper health care156,158 which in 
turn may delay the diagnosis.156 A medical diagnosis can generate feelings of relief 
when the patient realises that their experienced symptoms exist in reality.152 
Consequently, it is important that health care professionals perform repeated lung 
function tests on patients with respiratory symptoms.23 Moreover, COPD is described 
as an invisible disease,38 and spouses of people with mild COPD express little need to 
provide support, as long as their ill spouses can manage self-care.42,159 This can be an 
additional cause of fatigue remaining unexpressed to relatives (Paper II). Accordingly, 
awareness of the illness facilitates the transition process151 and is also related to better 
adaption to the illness.160  
 
The results of Paper III highlight the positive impact of awareness, indicating that 
among people with respiratory symptoms, those without COPD had poorer health than 
people with COPD. Similar results are found by Voll-Aanerud et al.103 who speculated 
that respiratory symptoms without a recognised pathological origin may generate a 
greater sense of worry than awareness of the cause of the symptoms does. According 
to Meleis et al.161 awareness is related to the perception, knowledge and recognition of 
a transition process, and the level of awareness influences the level of self-engagement 
in this process.  
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Cardiovascular comorbidities are common in COPD28-30 and Paper I revealed that 
heart disease affected fatigue both among people with and without COPD. Likewise 
worse fatigue have been reported by people with heart disease,82,83 and according to 
the result of Paper I fatigue was most affected among people with both heart disease 
and COPD grade III-IV (Papers I). Not only fatigue (Paper III), but also heart disease 
affects physical and mental health among people with COPD. These patients also have 
more frequently health care visits compared to people with merely COPD.106 The 
coexistence of other chronic illnesses in COPD may be of importance since it seems to 
influence fatigue and health even more. This could contribute to a feeling of having a 
controlled life, as was experienced by the participants in Paper II and IV. A sense of 
physical as well as social loss due to limitations in ability to work, practising hobbies 
and visiting friends was particularly described. This phenomena have also been 
described by people living with advanced COPD20,37,45 and according to Toombs,153 
living with a chronic illness may include feelings of loss of the familiar world. The ill 
person can be unable to routinely perform their normal activities, which can lead to 
isolation due to both existential loneliness and the disruption of embodied capacities. 
Likewise, in advanced COPD, refraining from activities is described as a result of 
lacking strength, which effectively reduces peoples’ life worlds.44,45 The loss of control 
is also related to the experience of having to rely on others to do things that were 
formerly done by oneself,153 and according to the results of Papers II and IV, this was 
particularly evident during COPD exacerbations. Furthermore, the results reflect that, 
as the participants’ vulnerability increased as they became increasingly dominated by 
fatigue, dyspnea and decreased well-being. Vulnerability is strongly linked to 
transitional experiences,152,161 which can expose people to potential damage, 
problematic or extended recovery periods and delayed or unhealthy management 
strategies.161  
 
Decreased physical health predicts mortality among people with COPD,119 as do 
dyspnea118 and COPD-specific health status questionnaires.108,119 Nevertheless, Paper 
III introduced novel results regarding fatigue and health status in a population-based 
sample. Not merely physical health, but also fatigue and mental health predicted 
mortality. Furthermore, fatigue and decreased health were only associated with 
mortality among people with COPD, not among those without. One explanation to the 
different risk factor patterns may be due to symptom adaption among people with 
COPD. It is therefore possible that they do not attain a worse health status until their 
disease has progressed further and restricted their lives considerably. Similarly, when 
people have lived with COPD for a long time, they may adapt to their limitations 
which results in an increased need for encouragement and reactivation.155 According to 
Kralik,152 some people may remain in a state of extraordinariness, unable to project 
themselves into a more optimistic future. Thus, when living with COPD, it is 
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important to recognise when the illness begin to escalate because not only fatigue and 
decreased health (Papers I, III) but also a high degree of impairment, including 
physical disabilities and detriments to daily living, may already exist in moderate 
COPD.162 According to Meleis et al.161 transitions are characterised by movement over 
time, and a long-term process can reactivate a latent transition. This variability over 
time may require the reassessment of consequences since surfacing awareness involves 
noticing what has changed in the illness throughout the entire transition process.152,161  
 

Reconstructing life with illness  
The participants in Paper IV expressed that despite the loss of their familiar world, 
they knew that they had to accept the illness; still, they could not capitulate to their 
own limitations. For that reason, meaningful life projects were described as being 
important enhancing their viability and well-being. However, if the illness experience 
is not accepted when living with COPD, there is a risk that the focus will be on 
limitations rather than on manageable activities, leading to a risk of isolation.155 
Reconstructing a life with illness involve a successfully altered perception of oneself; 
suffering is reduced through increased awareness and regaining of control.152,163,164 
Kralik152 describes this process as a transition toward ordinariness through 
improvements by which people may gain a sense of the future. Furthermore, according 
to Charmaz,165 when people accept their suffering, it is seen as a challenge to 
overcome on a path of learning and self-discovery; it is on this path a new self-
awareness can be achieved. 
  
Self-awareness can also be understood from the perspective of transition theory, as it 
involves turning points that are described as experiences or realisations166 which in 
turn can lead to lifestyle changes.161,167 A distinct turning point was expressed in Paper 
IV, within which the participants quit smoking due to a fear of death. Thus, feelings of 
illness change into an increased sense of well-being. A turning point can also be 
initiated by the receipt of a diagnosis, making sense of the illness experience, setting 
goals and taking control over life.166 Earlier research has shown that people with 
COPD seem to be more willing to stop smoking when they have received a 
diagnosis,156 or when performing lung functions tests that views the extent of the 
disease.168 Although, effective smoking cessation require a structured program 
including both self-care education and conventional care.169 Furthermore, according to 
the result of this thesis, both ex- and current-smokers are at risk for developing 
clinically significant fatigue. However, current smokers had a higher risk of fatigue 
(Paper I), as well as an increased risk of mortality (Paper III), compared with ex-
smokers. These results indicate that if people with COPD reach self-awareness 
regarding the outcomes of health transitions, they may muster the motivation to quit 
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smoking at an earlier grade of COPD, before the illness reaches more severe stages 
and a distinct turning point has appeared.  
 
Although COPD is a progressive illness, the results of Papers II and IV show that the 
participants undergo a transition from illness to some grade of recovery through illness 
and fatigue management. This result was particularly expressed together with physical 
activity and smoking cessation (Paper II, IV). Similar health transitions have 
previously been described in the body of research on COPD48,120,121 mainly in the 
context of physical activity. Self-management is related to transitions and can be 
understood from the activities people undertake to create order, discipline and control 
in their life.164 In Paper IV, the participants had to find a balance between breathing 
and viability, to have the power to perform self-management. Further aspects involved 
in illness and fatigue management included planning, prioritising, resting, taking 
advantage of good days and attempting emotional adaption strategies (Papers II, IV). 
These results show that in spite of the fact that fatigue was unexpressed, the 
participants were aware of the self-care they performed and monitored themselves for 
the severity of their fatigue daily, in a similar manner as women with fatigue related to 
other chronic illnesses.53  
 
Engagement in a transition influences the level of awareness; examples of engagement 
include the points at which people begin seeking for information and using role-
models.161 The participants of Paper II requested COPD rehabilitation groups, a 
request that can be interpreted as a desire to seek information and belonging. Role-
models can facilitate the transition process,161 and feelings of kinship and belonging 
with others can increase feelings of well-being.170 Furthermore, social support is 
highlighted as a necessity for a healthy transition.163 However, similar to other 
studies,42,159,171 the participants in Papers II and IV requested continuity of care, 
including more rapid access to care and more frequent meetings with nurses and 
COPD rehabilitation groups. Accordingly, to support people in the transition phase of 
ordinariness, the level of teamwork among different professionals is important, as 
pulmonary rehabilitation can have a great benefit on the level of fatigue.85,86 This is 
also evident among people with moderate COPD and a low level of impairment.85 
Nevertheless, long-term follow-up visits are essential to maintaining these gains,86 and 
the participants in Paper II showed a high level of engagement when they requested 
follow-ups regarding COPD rehabilitation groups. Thus, these results (Papers I-IV) 
support earlier findings, showing that fatigue is an important symptom of COPD 
which require proper evaluation and management.71 This should be initiated already in 
cases of mild and moderate disease to counteract decreased health, since Paper III 
reported that fatigue greatly impact both physical and mental health among people in 
all severities of COPD. 
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In this thesis, it was obvious that conversations about fatigue and well-being initiated a 
reflective process among the participants. The narratives facilitated the finding of 
‘keys’ for managing illness and the achievement of an increased sense of well-being 
(Papers II, IV). To increase peoples’ awareness during transitions, Meleis151 states that 
nurses should assess patients’ needs and provide necessary interventions. On the basis 
of the results in this thesis, a COPD diagnosis in an early grade of disease is a 
prerequisite for an increased awareness of the transition process when living with 
COPD. Fatigue and illness experiences can be assessed by health care professionals, 
both at occasional meetings and in follow-up visits, through face-to-face conversations 
(Papers II, IV) and by the use of instruments as the FACIT-F (Papers I, III). FACIT-F 
evaluates both the physical and mental dimensions of health status and seems to have a 
prognostic value in COPD (Paper III). Furthermore, nurses should give support in this 
extraordinary phase of tumult and distress, which can arise in the beginning of the 
transition process152 and they should recognise the latent transition phase that may 
occur within a long-term process.161 Like diabetic specialist nurses,167 COPD specialist 
nurses may increase patient’s awareness, facilitate the transition process and further 
identify turning points as important steps toward illness and fatigue management. If 
nurses understand their patients’ experiences, they may be able to facilitate the 
transition to the ordinary phase, at which the patient can reflect on the changes over 
time and achieve a sense of progress and mastery.152 In line with the result of Paper 
IV, a successful transition between health and illness can be indicated by expressions 
of well-being and a functional social life.150 
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METHOD DISCUSSION 
Relying upon the well-substantiated conclusion that quantitative and qualitative data 
can be combined, in the form of a mixed method,123,124 the studies in this thesis 
together enhance the knowledge about the complex life situations of those living with 
COPD. The concepts of reliability and validity are used to describe the trustworthiness 
of studies within quantitative research, while there is an ongoing discussion about 
appropriate concepts in qualitative research. Some qualitative researchers use the 
concepts of reliability and validity,172,173 while others use the traditional qualitative 
concepts of credibility, dependability and transferability.149,174 In this thesis, the 
epidemiological studies (Papers I, III) will be discussed using the concepts related to 
the quantitative tradition, while the insider perspective studies (Papers II, IV) will be 
linked to concepts related to the qualitative tradition.  

 
Papers I and III 

Reliability and validity 
A high reliability indicates that the results of a test are reproducible under various 
conditions.175 Validity, on the other hand, describes whether the results of a study 
reflect the truth, that is, whether the study measures what it is intended to measure.5,123 
Internal validity represents the degree to which the results of a study truthfully reflect 
the true situation of the study population. External validity reflects the degree to which 
the results of a study are applicable to other populations, i.e. whether the results can be 
generalised.5  
 
The questionnaires used in Papers I and III, the SF-36 and FACIT-F, are considered to 
be both reliable and valid since they have been tested and judged to be reproducible 
and measure what they are intended to measure also in the context of COPD.104,142,175 
The structured interviews questionnaire has also been validated, both within the OLIN 
studies30,34,130-132 and in international studies.133,134 Furthermore, as in this thesis, the 
use of well-validated and standardised instruments (e.g., questionnaires and 
spirometry) enables comparisons with other studies. For example, the external validity 
in the use of FACIT-F was considered to be high because the scores in our control 
group were similar to those in a general sample from the US.139 Similarly, when 
comparing the SF-36 PCS and MCS scores in our control group with Swedish norms 
from the general population,176 our group had slightly lower SF-36 PCS mean scores 
(47.3 vs. 50.0)  and slightly higher MCS mean scores (51.5 vs. 50.0). SF-36 PCS is 
strongly correlated with age,147 and our control group was older than the general 
Swedish population,176 which may be the reason for the differences. Another strength 
is that the participants with COPD were identified through lung function tests. This 
also enables inclusion of people without COPD diagnosis, in contrast to using self-
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reported or registry data. Furthermore, in Papers I and III, the prevalence of COPD and 
the distribution of disease severity were similar to those in international studies.16,17 
Thus, a high external validity can be assumed, which strengthens the possibility of 
generalising the present results to all cases of COPD in the general population.  
 

Bias 
Systematic errors (bias) can distort the results.5,123 Selection bias refers to errors in the 
selection of study participants. In Papers I and III, a selection bias related to loss of 
study participants during follow up cannot be neglected; there was a loss of 
participants when comparing baseline 2002-2004 with 2007. Non-participant analyses 
were conducted, and a healthy survivor effect could not be ignored because the oldest 
and those being most ill had died or could not participate. Hence, we may have 
underestimated the impact of fatigue and health on COPD. Further analysis of the 
participants in 2007 showed that the distribution of disease severity among participants 
with COPD was similar to the general population; thus the sample can still be 
considered representative. Moreover, there were no significant differences between 
sex, age, or reported heart disease between the COPD and non-COPD groups. This 
similarity increases the precision of case-control comparisons and provides 
reassurance that the matched variables cannot explain the differences in the risk factors 
of interest.5    
 
Recall and interviewer bias are two types of information bias.5 Recall bias results from 
the participant’s ability to remember previous activities or exposures. To reduce recall 
bias, the instruments were limited to questions four weeks (SF-36) and seven days 
(FACIT-F) back in time. SF-36 also provides an acute version asking only seven days 
back in time, but the standard version was chosen in Paper III. The study design in the 
OLIN COPD study was based on annual examinations; consequently, one limitation is 
that the structured interview questionnaire investigates 12 months back in time. This 
extent of time can introduce some uncertainty regarding the participants’ ability to 
remember the past. A further limitation that cannot be ignored regarding recall bias is 
that in case-control studies, cases are more likely to remember exposure than controls.  
 
Bias can also occur when participants do not want to answer a question or do not 
notice reversed questions. To avoid cases in which the participant answers routinely 
without properly reading a question, FACIT-F was designed with two reversed 
statements. Within the OLIN COPD study, data collection with the FACIT-F was 
initiated in 2006 and piloted during six months in order to be tested in an 
epidemiological setting. In 2007, the study nurses began to observe the questionnaires, 
and when suspecting routine-like behaviour, the nurses asked the participants to look 
through the form by themselves once again. Questionnaires can also be too extensive 
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and exhausting, leading to information bias. It should be noted that FACIT-F does not 
measure different dimensions of fatigue, as for example the Fatigue Impact Scale 
(FIS), which comprises 40 different items measuring the functional, cognitive, 
physical and psychosocial dimensions of fatigue.25 However, FACIT-F is comparable 
and brief, including only 13 items while still measuring both the severity of fatigue 
and its impact on daily life.137 Regarding the SF-36, more missing data was observed 
among subjects 75 years and older146 and in Paper III, fewer participants answered the 
more extensive SF-36 compared with the briefer FACIT-F. This difference illustrates 
the importance of non-responding analysis, and information bias is important to 
consider when planning a study, analysing the data and evaluating the outcomes. 
Moreover, interviewer bias affects how the interviewer collects and classifies 
information. Within the OLIN COPD study, the same research team has performed 
lung function tests and the structured interview questionnaire each year. The 
spirometers and performance of lung functions tests also remained the same over time. 
During examinations, the team listens continuously to each other to ensure that the 
survey is performed in the same manner. By minimising interviewer bias, the internal 
validity may increase.  
 
A confounding factor is related to both the outcome and the exposure in a study.5 For 
instance, heart disease is a confounding factor related to both COPD29,30 and 
fatigue.82,83 Confounders can be controlled for in multivariate logistic regression 
analysis by including the confounders as covariates, which was done in Papers I and 
III. However, a further limitation was that data on other possible confounders, such as 
exacerbations, depression and social factors, were not included in the analysis.    
 

Clinically significant fatigue 
In studies with large sample sizes, there is a risk of statistical significance without 
clinical importance. Clinical significance is one way to distinguish a clinically 
important change in peoples’ health statuses from a merely statistical one.143  Cella et 
al.139 reported a cut-off point of 43 in the FACIT-F as the best cut-off to distinguish 
between anaemic cancer patients and the US-based general population. People in the 
general population were consequently expected to have FACIT-F score higher than 
this cut-off. Data from the US-general population agreed well with Papers I and III 
control group; therefore, to identify people with ‘clinically significant fatigue,’ the 
established Minimally Important Differences (MIDs) in FACIT-F143 was used in this 
thesis. In Paper I, clinically significant fatigue was prominent already in moderate 
COPD, in agreement with other studies demonstrating a high degree of impairments in 
this COPD grade.162 These findings support the selection of MID to identify clinically 
significant fatigue.   
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Papers II and IV 
Credibility 

Credibility refers to how well the data and analysis address the intended focus.123 The 
use of a purposive sample contributes to a richer variation of the phenomena under 
study which establishes credibility.149 Furthermore, in qualitative studies, the size of 
the sample should be large enough to achieve data with variations in experiences but 
small enough for a deep analysis.177,178 In this thesis, to strengthen credibility, a 
purposive sample was chosen to encompass a variety of experiences of fatigue and 
well-being. Twenty people participated in Paper II, while 10 people participated in 
paper IV, and the amount of data and data quality were judged by the researchers to be 
sufficient to answer the study’s aims. The data quality in these studies was considered 
to be high, which may also have been influenced by the interview situation. During all 
of the interviews, I, as the interviewer, attempted to have a listening and thoughtful 
approach, both to the desired knowledge and to the interpersonal relationship within 
the interviewee’s situation. Thus, the inclusion of eight participants in both studies 
(Papers II and IV) was not considered a problem. On the contrary, this circumstance 
led to comprehensive interviews, as they took place as second meetings in a similar 
context.  
 
According to Graneheim and Lundman,149 one issue that arises when performing 
qualitative content analysis is the decision whether the analysis should be focus on a 
manifest or latent level. Consequently, Paper II contributed with descriptive categories 
on a manifest level, and one theme on a latent level. Before the research process began 
for Paper IV, a decision was made to reach a higher level of abstraction; therefore, the 
analysis focused on the latent content. To further achieve credibility in the studies, 
quotations from the interview texts illustrate that the categories and themes cover the 
data.149 Furthermore, the ongoing discussion in the research team during the research 
process may have increased the trustworthiness of the studies.   
 

Dependability 
If data collection extends over an extensive period of time, there is a risk of 
inconsistency that can decrease the dependability.149 In Paper II, four interviews had 
already been conducted in 2008, which can increase the risk of inconsistency during 
data collection. However, to ensure dependability, the same semi-structured interview 
guide was also used in 2010, when the other 16 interviews were conducted. To verify 
that the interview content was consistent, the research team maintained an open 
dialogue throughout the process.  
 

 



41 
 

Transferability 
The aim of insider perspective studies is not to generalise; instead, the focus is on 
generating evidence that can be transferred to similar situations.123,149 To ensure 
transferability, the sample and research process were described in detail to facilitate 
for the readers to decide whether these results are transferable to another setting.149 A 
highly selected study sample recruited from a hospital may have a more difficult 
illness experience compared to non-hospitalised people,179 and there can be a risk for 
elite bias since people agreeing to participate often represent the most articulate and 
high-status members of a group.177 The recruitment of participants from an 
epidemiological study strengthens the possibility of including people with COPD from 
the general population. This may decrease the risk of including participants 
representing a highly selected study population and the risk for elite bias. Due to the 
yearly examinations in the OLIN COPD study, the participants were used to talking 
and reflecting on their illness experiences, which could have been a further reason for 
the profound nature of these interviews. Furthermore, some of these results can be 
recognised in other studies in the context of illness experiences, which may also 
increase the transferability of the results.  
 
In the planning phase of this thesis, there was a desire to enable the transferability of 
the results to all grades of COPD. Unfortunately, in an epidemiological study, people 
with COPD grade I are often undiagnosed, remain unaware of the spirometric 
classifications of the disease and are therefore difficult to include. However, the results 
of Paper I supported the decision to exclude participants with COPD grade I because 
clinically significant fatigue was prominent among people with COPD grade II with 
respiratory symptoms.  
 

Pre-understanding 
In all research, but especially in qualitative designs in which the researchers are 
interpreting, it is essential to clarify the pre-understanding in order to remain open 
throughout the whole process of the analysis. If we neglect our pre-understanding, 
there will be a risk that our results only reflect something that already exists in our 
understanding.180 The researcher should keep the pre-understanding present; reflect on 
and attempt to understand the implications of such pre-conceived notions.178 
Therefore, throughout the research process, I have tried to be aware of my pre-
understanding, to set my own beliefs aside and be open-minded to the research 
questions. My pre-understanding emerges from my position as a nurse who is 
committed to patients with respiratory diseases, both in primary and secondary care. I 
have also met and related to people living with chronic illnesses in other, different 
contexts. Furthermore, I and my co-authors have pre-understandings that are rooted in 
the experiences of different health care professions. I considered these diverse 
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experiences to be strengths because they allowed us to discuss the results with open 
minds and from different angles. In Papers II and IV, our different perspectives may 
have contributed to minimise over-interpretation of the participants’ statements. 
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CONCLUDING REMARKS  
This thesis shows that fatigue has a great impact on health and well-being among 
people living with COPD. Increased fatigue was experienced in COPD already at 
grade I when respiratory symptoms was present, and people with COPD grade II had 
an increased risk for clinically significant fatigue. Despite that fatigue was common, it 
was unspoken and an increased awareness of the symptom is therefore necessary for 
an early identification. Health care professionals may take fatigue into consideration, 
asking and assessing patients about it, since fatigue clearly controls people life, 
affecting the health and well-being, and furthermore is associated with mortality. To 
enhance health and well-being, an increased viability may facilitate self-capacity and 
increase the strength for illness and fatigue management among people with all 
severity grades of COPD. The concluding remarks are summarised in Figure 6, based 
on the impact fatigue has on the life situation among people with COPD.   
 

 

 
 
 

Figure 6. A summary of the results (Papers I-IV) 
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CLINICAL IMPLICATIONS 
The main results in this thesis indicate that, independent of COPD severity, the illness 
can lead to a difficult life situation including increased fatigue and decreased physical 
as well as mental health. The disease and the illness experience have a close 
relationship, acting as subjective markers of fatigue worsen as the objective markers of 
FEV1 decrease (Papers I, III). Knowledge and understanding of fatigue, health and 
well-being among people with COPD is therefore important since objective indicators 
alone cannot provide a complete picture of health status.91 To increase the awareness 
of the transition process152,163 and to enable a more direct address of patient 
suffering,153 the clinical perspective of person-centred care (PCC) may be a 
worthwhile shift in the strategic approach. Working from a PCC perspective posits that 
those living with the illness are the experts181 and can be achieved by setting important 
objective markers as complements to patients’ narratives of their own conditions.182 
PCC can improve health, increase functional performance and result in shorter hospital 
stays.183 Furthermore, PCC promote the identity and dignity of patients living with 
COPD when they are close to death.44  

 

To facilitate the transition between health and illness and between illness and some 
grade of recovery, the results in this thesis indicates that people living with COPD 
require support by health care professionals in both primary and secondary care. In 
clinical practice, PCC has been described by Ekman et al.182 as a process including 
three routines: the initiation of a partnership, development of the partnership and 
safeguarding of the partnership. Within the first routine, nurses working with COPD 
patients can obtain invaluable information on the patient’s transitional process to 
facilitate awareness and to identify meaningful life projects in an effort to increase 
viability. The second PCC routine involves the development of a partnership by 
sharing information, deliberations and decisions,182 thus, mutually desired goals can be 
pursued and achieved. From a COPD nursing perspective, the need of focus on the 
patients need is highlighted because nurses rarely seem to involve their patients as 
active partners in the care.184,185 Only some nurses are described adequately meeting 
patients’ needs, while most seem to be task-oriented, seeing patients as passive 
receivers.185 The third PCC routine, safeguarding of the partnership, may facilitate 
continuity in care through the documenting of patient narratives and pursuit of the 
mutually agreed goals set by the care-taking team and patient together.182 This 
safeguarding of the partnership seems to represent a significant need among patients 
with COPD because the participants in Papers II and IV generally lacked continuity in 
care. Teamwork, common goals and documentations of these goals/treatment plans 
may also facilitate illness and fatigue management among people with all severity 
grades of COPD.  
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FURTHER RESERACH 
The results presented in this thesis revealed the following thoughts for further 
research. 
 

 The underlying cause of fatigue among people with COPD is still unknown and 
needs to be explored.  
 

 Since increased fatigue can be experienced already among people with mild 
COPD, there is a need for longitudinal studies evaluating the course of fatigue.  
 

 Risk factors for increased fatigue among people with mild COPD should be 
evaluated.  

 
 Qualitative studies are also needed to enhance the understanding of fatigue 

among people with COPD in an early disease severity, and to identify novel 
methods for fatigue management. This has significant importance because these 
people are often younger and still of working age.   

 
 Interventional studies could evaluate whether the integration of person-centred 

care into clinical practice could reduce fatigue and increase feelings of health 
and well-being among people with COPD. This may be investigated in both 
primary and secondary care settings.   

 
 The different risk factor patterns for mortality among people with and without 

COPD should be further evaluated because the reasons behind them are still 
unknown.  
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SUMMARY IN SWEDISH – SVENSK SAMMANFATTNING 
Att leva med kroniskt obstruktiv lungsjukdom 

Med focus på fatigue, hälsa och välbefinnande 
 

BAKGRUND 
Kroniskt obstruktiv lungsjukdom (KOL) är en av vår tids vanligaste folksjukdomar.  
KOL är en underdiagnostiserad sjukdom som klassificeras i fyra olika 
sjukdomsstadier: I) lindrig; II) medelsvår; III) svår och IV) mycket svår. Sjukdomen 
beskrivs vara multisymtomatisk där luftvägssymtom som hosta, slem och andfåddhet 
är vanligast. Utöver luftvägssymtom är fatigue det vanligaste symtomet. Fatigue är en 
subjektiv känsla som påverkar personers förmåga att fungera till normal kapacitet. 
Skillnaden mellan trötthet och fatigue beskrivs vara att trötthet försvinner efter vila 
och sömn, vilket fatigue inte gör. Samtidig förekomst av andra sjukdomar är vanligt 
vid KOL, som exempelvis hjärt- och kärlsjukdom. Personer med KOL beskriver bättre 
och sämre dagar beroende på hur andningen fungerar och till följd av återkommande 
försämringstillstånd. När symtomen tilltar med ökad svårighetsgrad av sjukdom, 
beskrivs tillvaron vara begränsad. Förmågan till att utföra aktiviteter försämras, vilket 
även kan leda till social isolering. Denna komplexitet medför att personer med KOL 
kan uppleva sjukdomen som oförutsägbar att leva med. 
 

RATIONAL 
Då KOL är en underdiagnostiserad sjukdom så finns det kunskapsluckor gällande 
lindrig och medelsvår KOL. De studier som finns beskriver oftast hur det är att leva 
med svår till mycket svår KOL med deltagare rekryterade från sjukvården. 
Luftvägssymtom i relation till KOL finns sedan tidigare studerat, men fatigue och 
hälsa är inte studerat i samma utsträckning. Det saknas även forskning gällande 
erfarenheter av välbefinnande hos personer som lever med KOL. I denna avhandling 
deltar personer från en epidemiologisk forskningsstudie, vilket möjliggör att alla 
sjukdomsstadier av KOL är representerade. När personer med KOL ges möjlighet att 
uttrycka sina erfarenheter kan vården utvecklas för att möta deras förväntningar. Det 
övergripande syftet med denna avhandling var därför att beskriva och utvärdera 
erfarenheter av hur det är att leva med KOL med fokus på fatigue, hälsa och 
välbefinnande. För att försöka nå det övergripande syftet, användes en mixad metod 
design med kvantitativa (delstudie I, III) och kvalitativa studier (delstudie II, IV).  

 
KONTEXT 

Deltagarna i denna avhandling ingår i den epidemiologiska forskningsstudien, 
Obstruktiv Lungsjukdom i Norrbotten (OLIN). OLINs KOL studie påbörjades år 
2002-2004, då 993 personer med spirometriska värden för KOL samt en kontrollgrupp 
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bestående av lika många personer utan KOL identifierades. Sedan 2005 har deltagarna 
årligen inbjudits för undersökning enligt ett basprogram innehållande strukturerade 
intervjuer, lungfunktionstester, reversibilitetstester, syremättnadsmätning samt olika 
frågeformulär gällande symtom och livskvalitet.  
 

DELSTUDIE I 
Syftet med delstudie I var att beskriva fatigue i relation till KOL och dess olika stadier 
i jämförelse med personer utan KOL. Vidare var syftet att utvärdera inverkan av 
luftvägssymtom och hjärtsjukdom. Data insamlades år 2007 och bestod av 564 
personer med KOL samt en kontrollgrupp med 786 personer (icke-KOL). Dessa 
svarade på frågeformuläret FACIT-Fatigue, där lägre poäng representerar ökad 
fatigue. Resultatet visade att fatigue är vanligare bland personer med KOL och att 
fatigue påverkas av luftvägssymtom och hjärtsjukdom. Fatigue tilltar med ökad 
svårighetsgrad av KOL och vid jämförelse mot personer utan KOL, så är fatigue 
förvärrad redan vid KOL-stadie I hos personer med luftvägssymtom. Personer med 
KOL-stadie II med luftvägssymtom hade en ökad risk för klinisk signifikant fatigue 
även efter justering för kön, ålder, hjärtsjukdom och rökvanor.   
 

DELSTUDIE II 
Syftet med delstudie II var att beskriva personers erfarenheter av fatigue vid KOL. 
Data insamlades år 2008 samt 2010, där sammanlagt 20 personer med KOL stadium 
II-IV intervjuades om erfarenheter av att leva med fatigue. Deltagarna beskrev att 
KOL var den viktigaste faktorn för deras upplevda fatigue, men även andra orsaker 
beskrevs inverka som exempelvis ökad ålder, andra sjukdomar och tristess. Det 
framkom även att fatigue var ett outtalat symtom, både inom sjukvården men även 
inom familjen. Vidare beskrev deltagarna att fatigue påverkade och kontrollerade 
deras liv och tillsammans med andfåddhet beskrevs känslan av fatigue vara 
överväldigande. Andfåddhet beskrevs trigga fatigue och fysisk aktivitet triggade 
andfåddhet, men trots detta beskrev deltagarna att fysisk aktivitet var den viktigaste 
faktorn för att kunna hantera fatigue.  

 
DELSTUDIE III 

Syftet med delstudie III var att beskriva relationen mellan hälsa, luftvägssymtom och 
fatigue bland personer med och utan KOL. Vidare att utvärdera om fatigue och/eller 
hälsa kan förutsäga mortalitet bland personer med eller utan KOL. Data insamlades år 
2007 och bestod av 434 personer med KOL samt 655 personer utan KOL. Även i 
denna studie användes FACIT-Fatigue samt Hälsoenkäten SF-36 som inkluderar 
fysiska och psykiska hälso-dimensioner. Resultatet visade att fatigue påverkar den 
fysiska och psykiska hälsan negativt, både bland personer med och utan KOL. När 



48 
 

klinisk signifikant fatigue rapporterades i båda grupperna, visade det sig att personer 
med KOL hade lägre fysisk hälsa än de utan KOL. Korrelationer mellan de två 
instrumenten, FACIT-Fatigue och SF-36 fysiska och psykiska dimensioner, 
resulterade i starkare korrelationer med ökad svårighetsgrad av KOL. Ökad fatigue, 
lägre fysisk och psykisk hälsa predikterade var och en för sig ökad risk för död bland 
personer med KOL, däremot inte bland dem som inte hade KOL.   
 

DELSTUDIE IV 
Syftet med delstudie IV var att beskriva erfarenheter av välbefinnande bland personer 
med KOL stadium II-IV. Data insamlades under 2012-2013 då tio personer 
intervjuades om sina erfarenheter av välbefinnande. Resultatet visade att ökat 
välbefinnande skapades genom balans mellan andning och livskraft. Deltagarna 
beskrev att de anpassat sig till en livslång begränsning genom att acceptera, men för att 
inte ge upp var de tvungna att byta och/eller anpassa aktiviteter. Vidare beskrev 
deltagarna att de hanterade variationer i sjukdomen genom att ta tillvara på bra dagar, 
medan de sämre dagar använde sig av emotionella anpassningsstrategier. Deltagarna 
kände att de var tvungna att förlita sig på sin egen kapacitet genom att sluta röka, 
utföra fysisk aktivitet, att vara utomhus och andas frisk luft. Tillgänglighet till tillitsfull 
vård, med kontinuitet i vårdrelationer stärkte känslan av trygghet.  
 

SAMMANFATTNING 
Sammanfattningsvis visar denna avhandling att fatigue påverkar både välbefinnandet 
och den fysiska och psykiska hälsan hos personer med KOL. Ökad fatigue kan 
upplevas redan vid KOL stadium I och personer med KOL stadium II har en ökad risk 
för att drabbas av klinisk signifikant fatigue. Fatigue beskrivs kontrollera personers liv, 
trots det är symtomet outtalat. För att på ett tidigt stadium kunna identifiera och öka 
medvetenheten om fatigue, är det viktigt att hälso- och sjukvårdspersonal samtalar om 
fatigue men även använder sig av instrument för att mäta fatigue hos patienter med 
KOL. Detta är av betydelse eftersom fatigue inverkar negativt på hälsan i alla 
svårighetsgrader av KOL och även är en riskfaktor för dödlighet. Vidare bör egenvård 
av fatigue påbörjas vid ett tidigt KOL stadium och stödjas på rätt vårdnivå. 
Personcentrerad vård kan vara att föredra, där meningsfulla aktiviteter bör identifieras 
och på det sättet öka personers livskraft. Ökad livskraft kan stärka personers egen 
kapacitet för egenvård och hantering av sjukdomen och fatigue. Detta kan i sin tur leda 
till förbättringar med avseende på personers hälsa och välbefinnande.  
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Abstract

Background: Fatigue is reported in COPD and in heart disease; however, there are 

hardly any population based data on the relationship between these conditions. 

Aim: To describe fatigue in relation to COPD by disease severity and to evaluate the 

impact of respiratory symptoms and heart disease. Methods: Data were collected 

in 2007 from the OLIN COPD study; 564 subjects with COPD (FEV
1
/FVC < 0.70) and 

a distribution of disease severity representative for the general population, and 

786 subjects without COPD. The Functional Assessment of Chronic Illness Therapy 

(FACIT)—Fatigue scale was used to assess fatigue (0–52); lower scores represent 

worse fatigue. Results: Median FACIT-F score was 44.0 in COPD defi ned by merely 

spirometric criteria and 42.0 in COPD also reporting respiratory symptoms, 

signifi cantly lower compared to 46.0 in non-COPD (p = 0.006 and p < 0.001), and 

decreased by disease severity. The score was lower in COPD stage ≥≥ II and in 

COPD with respiratory symptoms already from stage I when compared to non-

COPD. Subjects with heart disease reported lower scores than those without heart 

disease in COPD by all stages and in non-COPD. COPD with respiratory symptoms 

stage ≥≥II remained a signifi cant risk factor for clinically signifi cant fatigue also 

when adjusted for gender, age, heart disease and smoking habits (stage II OR 

1.65, CI 1.17-2.31 and stage III-IV OR 2.66, CI 1.11-6.36). Conclusion: Fatigue is 

common in COPD, and is affected by respiratory symptoms and concomitant heart 

disease. In COPD with respiratory symptoms stage ≥≥ II, there is an increased risk 

for clinically signifi cant fatigue.
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Introduction

Chronic obstructive pulmonary disease (COPD) is one of the most preva-
lent chronic diseases worldwide and predicted to be the third leading cause 
of death in 2030 (1). COPD has a high symptom burden (2, 3) and besides 
respiratory symptoms, fatigue is one of the most common (2, 4, 5, 6). Fatigue 
is also reported by subjects with chronic heart failure (3, 7) and it has been 
described that subjects with COPD have a high prevalence of cardiovascular 
diseases (8, 9, 10). 

It is suggested that the subjective feeling of fatigue is greater in subjects 
with COPD than in age-matched control subjects (4, 11, 12), and that fatigue 
is related to reduced quality of life in moderate to severe COPD (12, 13), 
but most studies report no gender diff erence (4, 11, 14, 15). Respiratory 
symptoms, such as dyspnea, are also closely related to fatigue (5, 12, 16), 
and it can be diffi  cult for individuals to distinguish the symptoms (17). It is 
well known that respiratory symptoms increase with COPD severity based 

.
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on spirometric classifi cation (18) but when it comes to 
fatigue as a symptom, various fi ndings have emerged. 
It has been reported that increased disease severity in 
COPD is associated with increased fatigue (13), but in 
selected clinical samples no relationship has been found 
(12). Others describe diff erences related to COPD sever-
ity, but only among selected dimensions of fatigue, as 
physical fatigue and reduced activity, and not in mental 
fatigue or general fatigue (11). Varying results may be 
due to the use of diff erent instruments when assessing 
fatigue and also due to highly selected study populations 
(4, 5, 11, 12, 14). To better understand the experience of 
fatigue in relation to COPD it is important to describe 
fatigue in relation to all stages of COPD, thus data from 
population studies are needed. 

From the epidemiological research program, the 
Obstructive Lung Disease in Northern Sweden (OLIN) 
studies, a cohort, including subjects with and without 
COPD, has been followed longitudinally since 2005. Th e 
distribution of disease severity in the COPD-population 
conforms well to what has been described in population 
samples from amongst all Sweden and Spain (18, 19, 20). 
Th e aim of this study was to describe fatigue in relation 
to COPD, by disease severity, and in comparison with 
subjects without COPD. Further, to evaluate the impact 
of respiratory symptoms and heart disease. 

Methods

The OLIN COPD study
In the years of 2002–2004, four adult OLIN cohorts, ran-
domly selected from the general population, were invited 
to re-examination. All subjects with COPD according to 
the Global Initiative for Chronic Obstructive Lung Dis-
ease (GOLD) (21) spirometric criteria, FEV

1
/FVC < 0.70, 

were identifi ed (n = 993) together with a similar size age- 
and gender matched population without obstructive 

lung function impairment. Th e study population (n = 
1986) has been invited to yearly examinations since 2005 
(19). Th e current paper is based on cross-sectional data 
collected in 2007, and the study population consists of all 
participants at examination with fully completed FACIT-
F questionnaires, n = 1350 (Figure 1). Nine subjects in 
the study population did not perform spirometry in 2007 
due to medical reasons, in these cases, spirometry data 
from the previous year, 2006, were used. 

Questionnaires
Th e included questions in the structured interview 
questionnaire are well validated and have been used in 
several studies (18, 22), covering respiratory symptoms, 
smoking habits and co-morbidities including heart dis-
eases (19). Dyspnea was recorded during the structured 
interview using the modifi ed Medical Research Council 
(MRC)- dyspnea scale, including scores from 0 to 4, 
higher score indicate more dyspnea (23). 

Subjective fatigue was measured with the 13-item self-
completed questionnaire FACIT-F, designed for chronic 
diseases (12, 24, 25, 26, 27), translated and validated into 
Swedish by a FACIT translation project (24). FACIT-F 
consists of items with a 5-point Likert scale format, and 
questions are assumed from statements that fi t the per-
sons experience during the last seven days asking about 
the intensity of fatigue as well as its impact on daily 
life. Th e items were pooled together to generate a total 
score (0-52), lower scores represent worse fatigue (24, 
25). Th ree to four units change in score has been used 
to identify clinically signifi cant diff erences or Minimally 
Important Diff erence, MID in FACIT-F (28), and has 
also been used in a cross-sectional study of COPD (27).

Spirometry and COPD classifi cation
Spirometry was performed according to the ATS guide-
lines (19), using a dry spirometer, the Dutch Mijnhardt 

Figure 1. Flow chart of study population. *Subjects denying participation in 2007. **Subjects not able to attend to the yearly examination in 2007.
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Vicatest 5. Swedish reference values by Berglund (29) were 
applied for FEV

1
. COPD was defi ned according to the 

GOLD-spirometric criteria (21), FEV
1
/FVC < 0.70, includ-

ing spirometric classifi cation of disease severity based on 
post-bronchodilator FEV

1
; stage I: FEV

1
 ≥80% predicted, 

stage II: ≤50% <FEV
1
 <80% predicted, stage III: ≤30% 

<FEV
1
 <50% predicted and stage IV: <30% predicted. 

Defi nitions
Smoking habits were divided into three categories; 
non-smokers, ex-smokers and current smokers. Age 
was categorized into the groups <65 and ≥ 65 years. 
Body Mass Index (BMI) was calculated as weight (kg) 
divided by squared height (m2) and classifi ed accord-
ing to the World Health Organization (WHO); under-
weight (<18.5), normal weight (18.5–24.9), overweight 
(25.0–29.9) and obesity (≥ 30.0) (30). ‘Heart disease’ was 
defi ned as at least one of the following; self-reported 
history of angina pectoris, myocardial infarction, car-
diac insuffi  ciency, coronary artery bypass or Percutane-
ous Coronary Intervention (PCI) procedure. Clinically 
signifi cant dyspnea was defi ned as mMRC-dyspnea 
score ≥ 2. ‘Any respiratory symptom’ was defi ned as at 
least one of the following; mMRC-dyspnea ≥ 2, chronic 
cough, chronic productive cough or recurrent wheeze. 
COPD subjects reporting any respiratory symptoms are 
hereafter labelled ‘COPD with respiratory symptoms’. 

Analyses
Statistical analyses were performed using the Statisti-
cal Package for the PASW Statistics (version 18.0; SPSS 
Inc, Chicago IL, USA). Univariate comparisons between 
COPD and non-COPD were assessed using Chi-square 
tests and Independent sample t-test. Chi-square was 
used for test for trend. Mann–Whitney and Kruskal–
Wallis tests were used to test for diff erences in FACIT-F 
score. When signifi cant diff erences were found by the 
Kruskal–Wallis test, post hoc analysis was carried out 
using Mann–Whitney tests with Bonferroni correction. 
FACIT-F scores are presented in the text by median 
values and in Table 2 also as mean (sd). Due to a low 
number of subjects in GOLD stage III and IV, they were 
pooled together. A p-value < 0.05 was considered statis-
tically signifi cant for all tests. 

Odds ratio (OR) and 95% confi dence intervals (CI) 
were calculated using multiple logistic regression analy-
sis. Th e dependent variable was the FACIT-F score 43, 
corresponding to MID using the score three units below 
median in the non-COPD group. Th e independent 
variables included in the model were gender, age, heart 
disease, smoking categories and FEV

1
 or COPD with 

respiratory symptoms by stages I, II and III-IV. 

Results

Non-participation
Subjects not able to attend to the examination were 
telephone interviewed (n = 277), they had signifi cantly 

higher mean age and proportion of females compared 
to the study population (n = 1350, non-COPD n = 786, 
COPD n = 564) (72.0 vs. 66.9 years, p < 0.001 and 51.8% 
vs. 44.6%, p = 0.009) but there were no diff erences 
regarding smoking habits, presence of heart disease or 
COPD. Non-participants (n = 180) had signifi cantly 
higher mean age compared to the study population (74.6 
vs. 66.9 years, p < 0.001) but there were no diff erences 
regarding gender ratio or COPD prevalence.

Basic characteristics
Basic characteristics of the study population are shown 
in Table 1. Th e distribution by GOLD stages was: stage 
I n = 294 (52.1%), stage II n = 242 (42.9%) and stage III-
IV n=28 (5.0%). All respiratory symptoms were signifi -
cantly more common in COPD, and the proportion with 
respiratory symptoms increased by disease severity. Th e 
prevalence of any respiratory symptoms was signifi -
cantly higher already in COPD stage I, 69.0% compared 
to in non-COPD, 49.7% (p < 0.001). Th e prevalence of 
heart disease was non-signifi cantly higher in COPD 
19.7% compared to in non-COPD 17.2% (p = 0.240), but 
increased by disease severity in COPD; stage I, 17.0%, 
stage II, 20.0% and stage III-IV, 46.9% (test for trend, p = 
0.025). 

Fatigue in COPD and non-COPD
Th e FACIT-F score was signifi cantly lower in COPD 
and in COPD with respiratory symptoms compared 
to in non-COPD (44.0 and 42.0 vs 46.0, p = 0.006 and 
p < 0.001) (Table 2). Among males, the score was signifi -
cantly lower in COPD compared to non-COPD, 44.5 vs. 
47.0 (p = 0.005), while there were no signifi cant diff er-
ences among females, 44.0 vs. 45.5 (p = 0.373). Compar-
ing gender within the groups COPD, COPD with respi-
ratory symptoms, and non-COPD respectively, females 
had non-signifi cantly lower scores compared to males 
in all groups. 

In both COPD and non-COPD the scores were lower 
in older subjects (≥ 65 years) reaching signifi cant diff er-
ence in COPD only, 43.0 vs. 47.0 (p < 0.001). Comparing 
COPD and non-COPD by BMI-groups, the scores were 
identical in normal weight (47.0) while in underweight, 
overweight and obesity the score was lower in COPD 
(31.0, 44.0 and 43.0) compared to in non-COPD (43.0, 
47.0 and 44.0), signifi cantly so in overweight (p = 0.016). 
When comparing COPD and non-COPD by smok-
ing categories, there were no signifi cant diff erences in 
fatigue scores. In subjects with COPD, current smokers 
had signifi cantly lower score than non-smokers, 43.0 vs. 
46.5 (p = 0.006), while there were no signifi cant diff er-
ences between smoking categories in non-COPD.

Fatigue by disease severity in COPD
Th e FACIT-F scores in COPD stage II and III-IV, 43.7 
and 37.5, were signifi cantly lower compared to in non-
COPD, 46.0 (p < 0.001 and p < 0.001), and in COPD with 
respiratory symptoms all stages had signifi cantly lower 
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Table 1. Basic characteristics of the study population (n=1350), p value for comparing COPD vs. non-COPD

Non-COPD COPD  GOLD I GOLD II GOLD III-IV

Characteristic n = 786 n = 564 p-value n = 294 n = 242 n = 28

Female, n (%) 340 (43.3) 262 (46.5) 0.244 140 (47.6) 110 (45.5) 12 (42.9)

Age (years), mean (SD) 66.4 (10.7) 67.5 (10.0) 0.060 68.5 (10.5) 66.1 (9.4) 68.5 (7.7)

Age (years), range 35-88 35-88 38-88 35-88 50-82

≥ 65, n (%) 478 (60.8) 383 (67.9) 203 (69.0) 158 (65.3) 22 (78.6)

BMI (kg/m2), mean (SD)* 27.6 (4.4) 26.9 (4.4) 0.003 26.2 (3.7) 27.5 (4.7) 27.4 (7.0)

<18.5, n (%) 5 (0.6) 5 (0.9) 2 (0.7) 3 (1.2) -

18.5-24.9, n (%) 220 (28.0) 197 (35.1) 113 (38.4) 74 (30.7) 10 (37.0)

25.0-29.9, n (%) 364 (46.4) 252 (44.8) 139 (47.3) 100 (41.5) 13 (48.1)

> 30, n (%) 166 (21.1) 108 (19.2) 40 (13.6) 64 (26.6) 4 (14.8)

Heart disease, n (%) 135 (17.2) 111 (19.7) 0.240 50 (17.0) 49 (20.2) 12 (46.9)

Hypertension, n (%) 351 (44.7) 238 (42.2) 0.358 119 (40.5) 104 (43.0) 15 (53.6)

Non-smokers, n (%) 394 (50.1) 142 (25.1) <0.001 94 (32.0) 44 (18.1) 4 (14.3)

Ex-smokers, n (%) 324 (41.2) 269 (47.7)  0.018 131 (44.6) 124 (51.2) 14 (50.0)

Current smokers, n (%) 68 (8.7) 153 (27.1) <0.001 69 (23.5) 74 (30.6) 10 (35.7)

FEV1
 % predicted, mean (SD) 97.8 (14.3) 80.4 (17.6) 93.2 (10.9) 69.5 (7.5) 39.3 (8.2)

FEV1/FVC, mean (SD) 0.76 (0.04) 0.62 (0.08) 0.65 (0.04) 0.59 (0.07) 0.43 (0.12)

mMRC dyspnea score, ≥ 2, n (%) 22 (2.8) 54 (9.6) <0.001 10 (3.4) 29 (12.0) 15 (53.6)

Chronic cough, n (%) 331 (42.1) 360 (63.8) <0.001 168 (57.1) 167 (69.0) 25 (89.3)

Chronic productive cough, n (%) 248 (31.6) 317 (56.2) <0.001 147 (50.0) 146 (60.3) 24 (85.7)

Recurrent wheeze, n (%) 173 (22.0) 264 (46.9) <0.001 111 (37.8) 134 (55.4) 22 (78.6)

Any respiratory symptom, n (%) 391 (49.7) 426 (75.5) <0.001 203 (69.0) 196 (81.0) 27 (96.4)

Clinically signifi cant fatigue, n (%)† 307 (39.1) 261 (46.2) 0.008 122 (41.5) 120 (49.6) 19 (67.9)

*1 BMI values missing in non-COPD and 2 in COPD. 
†MID, defi ned as 3 units below FACIT-F median score of the non-COPD group.

Table 2. FACIT-F scores in non-COPD, COPD and COPD with respiratory symptoms, by disease severity

  Facit-F total Score    

GOLD stage n Mean (SD) Median (IQR) p-value* p-value** p-value***

Non-COPD 786 43.3 (8.5) 46.0 (39–50)

COPD 

COPD 564 41.9 (9.4) 44.0 (37–50) 0.006

Stage I 294 43.1 (8.7) 46.0 (38–50) 1.000

Stage II 242 41.2 (9.3) 43.7 (36–49) <0.001 0.012

Stage III-IV 28 34.6 (13.1) 37.5 (24–48)† <0.001 0.021 <0.001

COPD with respiratory symptoms

COPD 426 40.5 (9.7) 42.0 (35–49) <0.001

Stage I 203 41.6 (9.1) 44.0 (35–49) 0.048

Stage II 196 40.2 (9.5) 42.0 (35–48)† <0.001 0.273

Stage III-IV 27 34.0 (12.8) 37.0 (24–46)† <0.001 0.042 <0.001

*Mann-Whitney comparing COPD and non-COPD. Mann–Whitney with Bonferroni correction comparing GOLD stages and non-COPD.
**Mann–Whitney with Bonferroni correction comparing by disease severity (stage I and stage II, stage II and stage III-IV).
***Kruskal–Wallis. 
†Clinically signifi cant fatigue, MID (defi ned as 3 units below FACIT-F median score of the non-COPD group).
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score compared to non-COPD (Table 2). Fatigue score 
distribution and MID in non-COPD and in COPD with 
respiratory symptoms by disease severity are illustrated 
by Figure 2.

Th e proportion of subjects with fatigue correspond-
ing to MID, was higher in COPD than in non-COPD, 
and increased by disease severity (Table 1). In COPD 
with respiratory symptoms the proportion was even 
higher, 53.5%, corresponding to 49.8%; 55.1% and 70.3% 
in stage I, II and III-IV, respectively. In COPD, all stages 
of COPD and in non-COPD, the score was signifi cantly 
lower in subjects with mMRC-dyspnea ≥ 2 compared 
with subjects with mMRC-dyspnea <2. 

Fatigue and self-reported heart disease
Subjects with heart disease reported lower FACIT-F 
score than those without heart disease in all groups; 
non-COPD, COPD and all stages of COPD (Figure 3). 

Within the groups, with and without heart disease respec-
tively, the score was lower in COPD compared to non-
COPD but did not reach statistical signifi cance.

Multivariate analyses
Th e risk for clinically signifi cant fatigue increased by 
decreasing FEV

1
 (OR 1.01, CI 1.01-1.02) in a multi-

variate model adjusting for gender, age, heart disease 
and smoking categories. When FEV

1
 was replaced by 

COPD with respiratory symptoms, stage II and III-IV 
signifi cantly increased the risk for a clinically signifi cant 
fatigue compared to non-COPD, OR 1.65 (CI 1.17-2.31) 
and OR 2.66 (CI 1.11-6.36), respectively, while stage I 
did not reach statistical signifi cance, OR 1.30 (CI 0.94-
1.81) (Figure 4). BMI was not a signifi cant risk factor 
when included in the model and the eff ect on the OR’s 
was negligible (data not shown).

Discussion

Th is is the fi rst population based study describing fatigue 
in COPD compared to in non-COPD, considering the 
impact of respiratory symptoms and concomitant heart 
disease. Fatigue was worse in COPD compared to in 
non-COPD, and fatigue increased with disease sever-
ity in COPD. Th e presence of heart disease and also the 
symptom dyspnea each increased fatigue in both sub-
jects with COPD and without COPD. COPD with respi-
ratory symptoms stage II and higher had an increased 
risk for clinically signifi cant fatigue when compared to 
non-COPD.

In a primary care population (27), including COPD 
subjects with a high level of respiratory symptoms, 
fatigue assessed by FACIT-F was increased already in 
GOLD stage I when compared to a US healthy popula-
tion (25), similar to our results when comparing COPD 
stage I with respiratory symptoms and non-COPD. 
Respiratory symptoms are common in the general 
population, but signifi cantly more common in COPD 
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Figure 2. Box plots showing median and quartiles of FACIT-F score with a line 
depicting the clinical signifi cant fatigue based on Minimally Important Difference, 
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(31). A strong relationship between dyspnea and fatigue 
has been reported (5, 12, 16), and respiratory symptoms, 
particularly dyspnea, had a negative impact on quality 
of life among subjects with chronic diseases (32). Not 
only disease severity in COPD based on spirometric clas-
sifi cation but also respiratory symptoms may be related 
to quality of life (33) and also prognosis (34). Our results 
confi rm that dyspnea has an impact on fatigue not only 
in COPD. However, in COPD with respiratory symptoms 
fatigue was greater than in subjects identifi ed by merely 
spirometric criteria, suggesting that fatigue is an impor-
tant aspect related to clinically relevant disease.

Concomitant heart failure and COPD stage III-IV is 
associated with a worse prognosis (35), and in our study 
those subjects were the most fatigued. Previous stud-
ies indicate that heart disease does not aff ect fatigue in 
COPD (27), and in a study on the relationship between 
COPD exacerbations and fatigue, ischemic heart dis-
ease was not an independent risk factor for fatigue (12). 
However, in our study heart disease increased fatigue in 
both COPD and non-COPD, and doubled the risk for 
clinically signifi cant fatigue. Th is diff erence, compared to 
previous studies, may be due to factors as prevalence of 
heart disease and diff erent characteristics of COPD cases 
revealed by population based studies. Further, diff erent 
defi nitions of heart disease may also aff ect the results. 

Our results confi rm that there are no gender dif-
ferences regarding fatigue in COPD (4, 11, 14, 15, 36). 
However, women in healthy populations reported more 
fatigue than men (37, 38), and in our study female gen-
der was a risk factor for clinically signifi cant fatigue. 
As expected, and previously reported (25), also ageing 
increased the risk for clinically signifi cant fatigue. BMI 
was not a risk factor for clinical signifi cant fatigue even 
though COPD subjects with overweight or obesity were 
more fatigued than normal weighted. For comparison, 
obese COPD patients in a pulmonary rehabilitation 
group were more fatigued and had poorer exercise 
performance compared to normal weighted patients. 
Rehabilitation at an earlier stage of disease for obese 
was suggested (39), and maybe a similar approach could 
be considered already in overweight. Further, smoking 
is a well-known risk factor for COPD and heart disease, 
but tobacco smoke exposure was also an independent 
risk factor for clinical signifi cant fatigue. Th e shown 
relationships between diff erent subjects’ characteristics, 
diseases and symptoms, as fatigue, in the general popu-
lation are important for the understanding of the clini-
cal presentation even though the mechanisms behind 
fatigue remain unclear.

Several factors complicate comparison between 
studies on fatigue in COPD; diff erent tools for assessing 
fatigue have diff erent scales, there is no common general 
defi nition of high and low fatigue, and most studies are 
made in selected study populations, often recruited from 
health care (4, 5, 6, 11, 12, 14). For example, the SF-36 
was used in a study of subjects participating in a pulmo-
nary rehabilitation program (6), the Fatigue Impact Scale 
was used in a COPD population without information on 
spirometric classifi cation (4) and the FACIT-F was used 
in an epidemiological setting including a primary care 
population with a high level of respiratory symptoms 
(27). However, also the well-known large under diagno-
sis of COPD (18, 20) must be taken into account when 
interpreting data from selected study population. To the 
best of our knowledge, there are, besides our study, no 
population based studies on fatigue in COPD using vali-
dated instruments. 

Th e strength of this epidemiological study is the large 
sample size, the distribution of disease severity represen-
tative for COPD in the general population, and the use 
of a validated instrument for assessment of fatigue. Th e 
FACIT-F is comparable and briefer than other instru-
ments measuring fatigue, which make it easy to admin-
ister and score, and further, subjects do not necessarily 
have to experience fatigue to be able to answer the ques-
tions (24). Th e external validity of fatigue assessment can 
be considered high as the FACIT-F score in the control 
group without obstructive lung function impairment 
was on a similar level as in a random sample of the US 
general population (25). 

Th ere is support in the literature to regard a diff er-
ence in score of 3 to 4 as clinically signifi cant, MID, for 
the FACIT-F in cross sectional settings (27, 28). Further, 

Figure 4. Multiple logistic regression analysis of risk factors for clinically 
signifi cant fatigue, Minimally Important Difference, MID (defi ned as minus 3 units 
difference in median score from non-COPD) including the co-variates gender, age, 
COPD with respiratory symptoms (COPD-rs) by stage, heart disease and smoking 
habits, presented as odds ratio (OR) and 95% confi dence intervals (CI). *Entered 
like a continuous variable (age OR 1.02, CI 1.01-1.03). **Reference = non-COPD. 
***Reference = non-smoker.
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a cut off  at 43 has been used in other studies to dis-
tinguish increased fatigue in a population aff ected by 
disease compared to a general population sample (25). 
Th e proportion of stage I and II is about 95% in a gen-
eral population sample of COPD (18, 20) and our large 
COPD population has the statistical power to contrib-
ute to new and generalizable data for these stages. Th e 
low proportion of stage III-IV in a general population 
sample aff ects the power to indicate statistical diff erence 
even though being the most fatigued. However, similar 
results are reported (27) and support the generalizibility 
also for severe disease. When discussing limitations of 
this study it must be pointed out that the FACIT-F was 
not distributed to subject’s interviewed by telephone. 
Other study limitations are lack of data on other factors 
that may aff ect fatigue as for example anaemia, physical 
activity level, depression and exacerbations.

Our study highlights the importance for care and 
nursing care. Health care professionals in both primary 
health care and institutional care need to be aware of 
and recognise fatigue to meet their patient’s needs. 
Questions about fatigue can represent a proxy for 
patient’s well-being and provide healthcare profession-
als with a therapeutic goal. For example, pulmonary 
rehabilitation can greatly reduce the fatigue of patients 
with COPD (6). 

In conclusion, in this population based study fatigue 
was commonly perceived and reported by subjects with 
COPD, and the presence of heart disease increased 
fatigue not only in COPD. Fatigue increased by COPD 
disease severity, the proportion with clinically signifi -
cant fatigue was high and increased in the presence of 
respiratory symptoms. COPD with respiratory symp-
toms stage II and higher was an independent risk factor 
for clinically signifi cant fatigue. 
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Fatigue in chronic obstructive pulmonary disease: a

qualitative study of people’s experiences

Background: Fatigue is reported to be one of the most

common symptoms among people with chronic obstruc-

tive pulmonary disease COPD. However, there is hardly

any qualitative research describing how fatigue affects

people living with this illness.

Aim: To describe people’s experience of fatigue in daily

life when living with moderate to very severe COPD.

Methods: A purposive sample of 20 people with COPD

stages II–IV was recruited from the Obstructive Lung

Disease in Northern Sweden COPD study. Data were col-

lected through semi-structured interviews with partici-

pants regarding their experience of fatigue. The

interviews were subjected to qualitative content analysis.

Results: One theme was identified: Reconcile with the

dimensions of fatigue, and four categories were identi-

fied: To understand the reasons of fatigue, To preserve

fatigue unexpressed, When fatigue takes control and

How to manage fatigue. Fatigue seems to be an always-

present feeling, involving the whole body, raising feel-

ings of hopelessness and controlling one’s life. It seems

to be accepted as a natural consequence of COPD and

may therefore remain unexpressed. Further, when expe-

rienced with dyspnoea, fatigue becomes even heavier

and more difficult to manage. To gain control of fatigue,

people plan daily life and continue with physical

activities.

Conclusion: Fatigue affects the daily lives of people with

COPD. Perceived with dyspnoea, fatigue was described as

overwhelming. Most importantly, fatigue seems to be

unexpressed to healthcare professionals and relatives.

Keywords: COPD, fatigue, dyspnoea, insider perspec-

tive, content analysis, nursing.
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Background

Living with chronic obstructive pulmonary disease

(COPD) means having to manage various symptoms (1,

2), and besides respiratory symptoms, fatigue has been

reported as one of the most common (2–4). Today, COPD

is one of the most prevalent diseases worldwide (5) and

is defined as an airflow limitation that is not fully revers-

ible (6). Spirometry is needed for both diagnosis and clas-

sification of the severity and stages of COPD. The Global

Initiative for Chronic Obstructive Lung Disease (GOLD)

(7) classifies severity into four stages: stage I, mild dis-

ease; stage II, moderate disease; stage III, severe disease;

and stage IV, very severe disease. According to Lindberg

et al. (8), most people living with COPD have a mild

disease, and only a small proportion have very severe

COPD.

Despite the fact that fatigue is a common symptom,

there is no universal definition of the phenomenon (9,

10). Fatigue is a subjective feeling, meaning that the

experience can only be expressed by the person feeling it

(11), and it can be described as anything from a general

feeling of tiredness or lack of energy to exhaustion (11,

12). People living with rheumatoid arthritis experience

that normal fatigue is different from fatigue, as the for-

mer has been described as related to some identifiable

form of exertion, rapid in onset, short in duration and

relieved by a good night’s sleep (13). Fatigue has also

been compared to the feeling of tiredness, where healthy

women expressed tiredness as a natural phenomenon

that occurred when recovery and rest were needed (14).

Similarly, Kralik et al. (15) found that sleep resolved

tiredness, but not fatigue. For the purpose of this study,

fatigue was defined according to Ream and Richardson,

“Fatigue is a subjective, unpleasant symptom which

Correspondence to:

Caroline Stridsman, The OLIN studies, Robertsviksgatan 9, SE-971

89 Lule�a, Sweden.

E-mail: caroline.stridsman@ltu.se

2013 The Authors

Journal of Caring Sciences © 2013 Nordic College of Caring Science 1

doi: 10.1111/scs.12033



incorporates total body feelings ranging from tiredness to

exhaustion, creating an unrelenting overall condition

which interferes with individuals’ ability to function to

their normal capacity” (16), p. 527.

Fatigue is commonly felt by people living with COPD

compared to people without obstructive lung function

impairment (3, 17, 18), and studies show that the feel-

ing of fatigue increases with disease severity (19). A

large European primary-care population study describes

that health-related quality of life, which includes con-

sideration of fatigue, is impaired across all levels of

COPD severity (20). A limited quality of life in COPD

can be due to different components that affect the dis-

ease (2, 21), and according to Blinderman et al. (2),

such components can include a higher total symptom

distress, involving both respiratory symptoms and

fatigue.

Among people with asthma and COPD, fatigue is

described to be linked to a laboured breathing (22).

Similarly, people living with COPD experience that

dyspnoea and fatigue overlap each other, which results

in difficulties distinguishing the symptoms (11). The

intensity in symptoms can vary from day to day, which

results in an uncertainty about the limitations in physi-

cal capacity (23). Physical limitations are also described

at the end of life by people with COPD, and they report

that this can result in social isolation (24). Woo (12)

describes fatigue, dyspnoea and physical activity as

inter-related and points out that nurses have an impor-

tant task to support people living in this situation to

understand the relationship between these components

and to break the downward spiral that can lead to social

isolation. However, nurses express difficulty in recogniz-

ing fatigue among patients, and they are unaware of

tools they can use to assess fatigue (10). Nevertheless,

nurses have to be able to recognize fatigue in COPD in

order to talk about the symptom and find interventions

with the goal of alleviating fatigue and facilitating sup-

port (9). Interventions will give people the strength to

effectively respond to and manage the symptom (16),

and through self-experience, coping strategies can be

developed (22).

The literature review indicates that the majority of

studies in the context of fatigue in COPD are usually

quantitative studies (3, 4, 17). Qualitative studies in

this area often involve people recruited from health

care and describe experiences of living with COPD

from different angles (23–25). However, few qualitative

studies have focused on the symptom fatigue from an

emic perspective (22). Irrespective of the severity of

COPD, the illness itself leads to a difficult life situation,

and if nurses could relieve the total illness experience

through knowledge of these people’s life situation and

needs, care could be taken with a more person-centred

focus.

Aim

The aim of this study was to describe people’s experience

of fatigue in daily life when living with moderate to very

severe COPD.

Methods

Design

A qualitative research design was used to obtain an

improved understanding of the experiences of fatigue.

Qualitative studies allow the researcher to gain a unique

knowledge about various phenomena in real life events

(26). Data were collected through semi-structured inter-

views (27) and subjected to manifest and latent qualita-

tive content analysis (28, 29).

Participants

A purposive sample of 20 people diagnosed with COPD

according to the GOLD spirometric criteria (FEV1/FVC

<0.70) (7) participated in the study. A purposive sample

has to include those who have experienced the phenom-

ena under study (30), and therefore, one selection crite-

rion was that participants had to experience fatigue in

everyday life, according to the stated definition of fatigue.

To establish various perspectives of the phenomenon,

further selection criteria included a sample of five

women and five men diagnosed at COPD stage II, and

the same number diagnosed at stages III–IV. People with

COPD stage I were excluded, due to less reported symp-

toms (8). Table 1 shows the classifications of airflow limi-

tation severity in COPD according to GOLD (7).

Recruitment was arranged from a population-based

study, the Obstructive Lung Disease in Northern Sweden

(OLIN) COPD study (n = 1986) (31). A research nurse

from the OLIN study selected potential participants based

on the selection criteria, sent them a letter with informa-

tion about the study, invited them to participate and

obtained informed consent. Five declined to participate.

The total study population (n = 20) had a median age of

73.0 (m = 69.1) years and a median FEV1 of 50.0%

Table 1 Classification of severity of airflow limitation in COPD

Severity Spirometric classification

GOLD I: Mild FEV1/FVC <0.70, FEV1 � 80% predicted

GOLD II: Moderate FEV1/FVC <0.70, 50% � FEV1 <80% predicted

GOLD III: Severe FEV1/FVC <0.70, 30% � FEV1 <50% predicted

GOLD IV: Very Severe FEV1/FVC <0.70, FEV1 <30% predicted

GOLD, The Global initiative for Chronic Obstructive Lung Disease.

FEV1, forced expiratory volume in one-second.

FVC, forced vital capacity.
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(m = 51.1) of predicted. Table 2 shows the characteristics

of the participants.

Data collection

An interview guide containing semi-structured questions

was used (27), with the aim of covering various aspects of

the participants’ experiences of fatigue. The participants

received a letter with information about fatigue before the

interview, which gave them occasion to think through

their experience. The questions were inspired by an inter-

view guide used by Repping-Wuts et al. (13), chosen

because the content was considered to be transferable to

the current research question. To clarify whether the

interview guide was answering the aim, it was piloted with

four participants. No changes were made in the questions

after the pilot interviews. The interview guide contained

the following questions: ‘How would you describe your

fatigue?’, ‘What causes your fatigue?’, ‘What are the con-

sequences of your fatigue on daily life?’, ‘How do you

manage your fatigue?’, ‘How do you want to be treated by

people in your social surroundings (home, health care)

when it comes to fatigue?’ Beyond these questions, fol-

low-up questions were asked to elucidate the participants’

experiences. The first author telephoned the selected par-

ticipants to arrange an interview. The participants selected

the interview location, and the meetings took place either

in their homes or in a medical facility near their home.

The interviews lasted from 20 to 50 minutes each. All the

interviews were audio-filed and the recordings were tran-

scribed verbatim by the first author. The transcribed text

and the audio files were compared to verify that no mis-

takes had been made.

Data analysis

The interviews were analysed using qualitative content

analysis for the purpose of providing knowledge and

understanding of the phenomenon of fatigue. The analy-

sis of the interview text was conducted in a stepwise

manner. First, the interviews were read through several

times to get a sense of the whole. Meaning units were

then identified in the interview text guided by the

research question. The meaning units were condensed

and coded. Examples of the codes were ‘dyspnoea’, ‘exac-

erbations’, ‘information’, ‘relatives’, ‘quit work’, ‘quit

hobbies’, ‘rest’ and ‘avoid sleep’. Preliminary subcatego-

ries were identified, based on similarities and differences

in the codes. Examples of the subcategories were ‘COPD

as a cause’, ‘nothing to talk about’, ‘life is not as before’

and ‘manage by rest’. The analysis continued by moving

back and forth between the interview text and the subcat-

egories to refine and validate the content that finally

resulted in four categories. This categorizing refers to the

manifest analysis on a descriptive level (28, 29). Further,

to understand the underlying meaning of the content, a

latent analysis was conducted and a theme was formu-

lated. Themes are threads of underlying meanings gained

through condensed meaning units, codes and categories,

on an interpretative level (29). The process of analysis is

shown in Table 3.

Rigour

To achieve trustworthiness, the authors chose both male

and female participants of different COPD stages accord-

ing to a purposive sample based on selection criteria.

According to Polit and Beck (26), this would contribute to

a richer variation of the phenomenon under study. To

achieve trustworthiness in the analysis, the authors

moved back and forth between the interview texts, mean-

ing units, condensed meaning units, codes, categories and

theme, until agreement was attained (28). With the

intent of achieving credibility, quotations were selected

from the interview texts and are presented in the results

(32). Further, the first author presented preliminary

results for two different COPD rehabilitation groups, to

undertake member check as a method of ensuring rigour

and establishing the credibility of the data (26).

Results

The analysis revealed one theme: Reconcile with the

dimensions of fatigue, and four categories: To understand

the reasons of fatigue, To preserve fatigue unexpressed,

When fatigue takes control and How to manage fatigue.

The theme and the categories are presented below and

are illustrated with quotations from the interviews.

Theme: Reconcile with the dimensions of fatigue

A latent message of the results was interpreted as one

theme: Reconcile with the dimensions of fatigue. Fatigue

seems to be an always-present feeling that involves the

Table 2 Characteristics of the study participants (n = 20)

Characteristics

Moderate COPD

n = 10

Severe to very

severe COPD

n = 10

FEV1%, md (m, min–max) 63.5

(63.8, 51–74)

42.0

(38.4, 22–29)

Age, md (m, min–max) 71.0

(69.6, 60–76)

73.5

(69.5, 59–75)

Ex-smoker, n (%) 8 (80.0) 4 (40.0)

Current smoker, n (%) 2 (20.0) 6 (60.0)

Still working, n (%) 2 (20.0) - (-)

Sick leave, n (%) 2 (20.0) 2 (20.0)

Retired, n (%) 6 (60.0) 8 (80.0)

GOLD, The Global initiative for Chronic Obstructive Lung Disease.

FEV1, forced expiratory volume in one-second.
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whole human being, and when experienced with dysp-

noea, fatigue increases and becomes more difficult to

manage. People are aware of the cause of fatigue, and

they seem to reconcile with the symptom because they

believe it is a natural consequence of COPD. Thus, it can

be interpreted that fatigue remains unexpressed. To gain

control of fatigue, people continued with physical activi-

ties regardless that it triggered dyspnoea.

Category: To understand the reasons of fatigue. The partici-

pants described COPD as being the primary cause of fati-

gue and further indicated that lung function decline and

poor oxygenation had a great impact. Some participants

had not reflected on the connection but said they knew

that COPD and fatigue belonged together. Smoking was

described to be a drug and a poison that increased fatigue

through worsened breathing and more intensified exac-

erbations. The opposite was also described, that smoking

made them more alert. The participants experienced

fear at the thought of suffering exacerbations, because

the illness made them overwhelmingly fatigued. Further,

feeling out of condition was described as a reason for fati-

gue after an exacerbation. One man said,

I’m very afraid of catching a cold, a normal person can

handle it, but for me, it’s doubly worse.

The participants described that physical activity always

led to dyspnoea, which in turn affected the feeling of

fatigue. They experienced low endurance when carrying

things or when walking up stairs or hills. The participants

described a different fatigue after physical activity, which

included feelings of total exhaustion and body pain.

Moreover, feelings of panic, anxiety and stress were

aroused from dyspnoea. Various weather conditions, such

as cold, moist, raw air and the opposite hot weather,

affect breathing and were associated with worsened fati-

gue. The participants described fatigue to be more pro-

nounced and more difficult to manage with dyspnoea.

One man said,

“It’s heavier in some way, because it’s felt in the whole

body. It’s like you’ve lost your strength in some way, both

in your arms and legs, and you are getting cold hands

and feet. It’s like another feeling of fatigue.”

The participants also described other causes for fatigue,

such as ageing, comorbidity, medications, pain, sleep dis-

orders, snoring and weight gain. Laziness, lethargy and

boredom were other causes that affected the feeling of

fatigue through inactivity. Social responsibilities, such as

supporting, getting involved and having concern for rela-

tives, were also described as a cause for fatigue. One

woman said,

“…and then I give so much of myself that I feel totally

blown out.”

Category: To preserve fatigue unexpressed. Many of the par-

ticipants described that they had not received an expla-

nation of fatigue from their healthcare providers. Some

participants had attended COPD rehabilitation groups,

where they received information about the importance of

physical activity, but no information about fatigue. They

wished for a clarification, but they did not seek health

care because they were afraid of not being taken seri-

ously. Some participants described that they talked about

fatigue with healthcare professionals, but they felt that

they did not receive any support or information. One

woman said,

“Yes, she (the physician) said that I looked tired, and she

said that I had to go out and take a walk and think about

not being 20 years old anymore.”

In contrast, there were participants who did not feel

they needed information, describing that fatigue was not

something to talk about. They did not speak with family

or friends about fatigue, nor was fatigue expressed in

meetings with other people in similar situations. They

noted that fatigue caused concerns among relatives, but

also that it was accepted by others. One man said,

“We (my wife and I) don’t talk much about it actually,

it’s just something that is there.”

Some participants described feeling spared because

they knew about others who had it worse. They also

described a feeling of reconciliation, meaning that fatigue

Table 3 Example of the meaning units, condensed meaning units, codes, sub-categories and category in the analysis process

Meaning unit Condensed meaning unit Code Sub-category Category

you can say that when you have

trouble with the breathing you

lose your energy levels and after

that you are being tired too it’s

like you don’t get any oxygen you

lose your arms and you get

fatigued it’s that simple

Dyspnoea leading to a loss of

energy and fatigue

Dyspnoea COPD as a cause To understand the reasons

of fatigue

the age take it’s toll I’m 75 years old

and I have worked hard all my life

that’s the way it is

Increased age leading to

fatigue

Increased age Other causes To understand the reasons

of fatigue
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was always there and there was nothing to do about it.

Some described the situation as being self-inflicted, and

therefore, they had accepted it and thought that this was

how it had to be. One man said,

“I have accepted, I know that you can’t do otherwise. You

have to reconcile with the situation.”

Category: When fatigue takes control. The participants

described that they could not understand how fatigue

had come to control their lives. They felt that something

was wrong in the body. Every task took a long time to

complete and they compared the situation with how it

was before, when tiredness was something they only felt

after work. Many participants described that they once

had lived an active life but now had to exclude some

activities. They were forced to quit work or stop practis-

ing hobbies and visiting friends because of fatigue. One

woman said,

“My husband is going on concerts, but I don’t anymore. I

have quit.”

Some of the participants described that fatigue had

occurred slowly and gradually, whereas others said that

it had come on fast, but not from 1 day to another. Most

of the participants had experienced fatigue for a long

time, having both better and worse days. They indicated

that fatigue led to things not being done or being post-

poned. They described that when the energy levels were

depleted, there was no motivation to do things. Every-

thing in daily life felt heavy and difficult to bear and it

aroused feelings of anger, hopelessness and incapability.

One woman said,

“I feel hopelessness when I want to do things (activities), I

don’t have the strength to manage it.”

The participants described that feelings of hopelessness

become even worse at times of exacerbation, and there

was a fear of total loss of energy. Regardless of exacerba-

tion, there was a constant desire to sleep and when they

allowed the body to relax, the feeling of fatigue was

overwhelming. They described that it did not matter how

much they slept, the feeling of fatigue was always pres-

ent, controlling their life. Sleep was described to be a bad

habit and awakened feelings of guilt because the partici-

pants felt that life was being slept away. It also raised

feelings of being unsociable, sleeping instead of being

with family and friends. One man said,

“In principle, you can say that fatigue is controlling your

life, if you are going to rest or not. It’s not me myself. You

are a slave to fatigue.”

Category: How to manage fatigue. The participants

described that they had to force themselves to plan, priori-

tize and be flexible to gain control of fatigue. They said

that if they were prepared, they could do almost whatever

they wanted. Therefore, to manage fatigue activities some-

times was actively postponed. Some of the participants

always rested before and after an activity, whereas others

struggled to perform and finish before they rested. They

described that they tried to avoid sleep during the day to

be able to sleep at night. Being retired made life easier and

the participants described that they could plan the day as

they wished. However, sometimes rest and sleep were the

only way to get more energy. One man said,

“I have to rest, to be able to start again.”

To have the energy to go on, participants described

that they had to focus on things they could do. Interest-

ing activities and nonphysical activities were easier to

manage. Activities that did not bring on dyspnoea but

required concentration kept the feeling of fatigue at a

distance, such as driving a car, solving crosswords or surf-

ing the Internet. To save strength, the participants did

housework every now and then, used aids and took help

from others. The need for help was particularly evident

during exacerbations and remained for a time after

recovery. Throughout exacerbations, they described that

it was important to know where to turn for fast access to

care and medication because of the overwhelming feeling

of fatigue. Some participants described feeling more alert

after cortisone and antibiotic therapy. One woman said,

“After the antibiotics, I’m feeling much better. It has been

many years since I have been as good as I’m now. It has

become much easier to take walks too.”

The participants described that continuous physical

movements, such as daily walks and physical exercise,

were important to control fatigue and slowing down the

progression of COPD. Physical activities had to be under-

taken at their own pace to avoid feelings of stress; thus,

they choose to walk by themselves. They described that

physical movements awaked the body’s spirits, which

aroused feelings of satisfaction, because the body was

expressed as useful. One man said,

“They (the walks) are vitally important and I have

expanded them. From the beginning I could not go partic-

ularly far, but now I take a good round and I can even

walk up the stairs if I walk carefully, but I can’t run up

a flight of stairs.”

Despite individual responsibility for managing fatigue,

participation in rehabilitation groups was described to be

important to learn how to manage fatigue and not be

afraid of the symptom. They said that rehabilitation groups

needed a follow-up control, but wondered whether little

was invested in COPD rehabilitation because the disease

was considered as self-inflicted.

Discussion

In this study, the main findings describe fatigue as being

unexpressed by people living with COPD. They seem to

reconcile with the situation, believing it to be a normal

consequence of COPD. Other studies have shown that

there is a belief that fatigue has to be managed alone
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(13), without other people wanting to hear about or

understand their condition (22). Fatigue is described as

being invisible to others, and although it is seen as an

important symptom, people do not often talk about it

with healthcare professionals (15). However, some partic-

ipants in our study described a lack of information and

support from healthcare professionals, whereas others

were afraid of not being taken seriously, which can be

another reason why fatigue was unexpressed.

Our results suggest that fatigue took control of the par-

ticipant’s life. Other studies about women with chronic

illnesses (14, 33) showed that fatigue affected them as

the body became not only a burden, but also a barrier

that had a great impact on daily life. For the participants

in this study, fatigue limited relationships with family

and friends, which seems to be a typical experience when

living with chronic illness (14, 22, 33). Contrary to our

result, women with fibromyalgia and their families

expressed irritation and frustration when they lacked the

strength to perform family activities (14). However, in

our study, the participants did not describe these feelings,

which could be due to higher age with possibly decreased

social responsibility or that fatigue was unexpressed. Our

findings also correspond to the results of Seamark et al.

(34), who showed that people living with severe COPD

often accept the illness and its limitations.

The participants in this study described that COPD

exacerbations resulted in an uncontrolled feeling of fati-

gue. Fraser et al. (25) indicate that people with very

severe COPD express the illness as unpredictable and

uncontrolled. Further, feelings of helplessness are

described to be a barrier to taking action to prevent or

reduce an exacerbation (35). Breathlessness and fatigue

are common warning signs before an exacerbation, and it

is important for healthcare professionals to talk about fati-

gue, to help people predict an exacerbation, and in that

way receive earlier contact with healthcare for treatment

(36). However, there are patients who do not recognize

any warning signs (35, 36). In our study, none of the par-

ticipants described feelings of increased fatigue before an

exacerbation, but they described a long recovery time,

including poor condition. According to Kessler et al. (36),

lung function can take several weeks to recover after an

exacerbation, and patients’ experience of fatigue was

expressed as stable 6 weeks after an exacerbation (17).

In our study, COPD and the consequences of the illness

were seen as a cause of fatigue, also described by Breslin

et al. (19). Further, we interpreted fatigue to be a multidi-

mensional symptom as it was described to be increased in

relation to dyspnoea. Similarly, fatigue has been described

as more comprehensive among people with respiratory

diseases compared to people with other health problems

(22). It is difficult to separate dyspnoea and fatigue

because dyspnoea increases breathing, which requires

much energy and thus more obviously producing fatigue

(4, 19). It is also well known that depression is common

in COPD (19, 25, 37). In our study, the participants did

not reflect on depression, but on feelings of panic, anxiety

and stress because of dyspnoea, leading to a more severe

fatigue. These feelings are associated with dyspnoea (25,

38), and panic can be the human reaction to the subjec-

tive experience of dyspnoea (38). However, the most

usual strategy to manage fatigue is to continue physical

activity (4, 12), a strategy also used to manage dyspnoea

(39), which can be seen as a paradox because the partici-

pants in our study described that dyspnoea and stress

caused increased fatigue. Managing changes in illness pre-

sumes an awareness of how changes affect daily life and

how to engage with them (40). Kralik et al. (41) indicate

that the transition is the movement and adaption to

change, rather than the return to a pre-exciting state.

Therefore, to be aware of changes helps people to identify

new ways of living and to modify former activities. Woo

(12) reports that the central responsibility for nurses is to

support people living with COPD and help them become

aware of the importance of physical activity.

In this study, the participants described COPD rehabili-

tation as an important aspect in fatigue management.

A recent study (42) showed that patients with COPD

benefit from pulmonary rehabilitation and that not only

dyspnoea but also fatigue should be an indicator for

rehabilitation. However, the participants in our study

expressed COPD rehabilitation as not being prioritized, as

COPD is apparently being seen in society as self-inflicted.

Similar experiences of self-infliction linked to societal

judgement because of smoking have been described (43).

In our study, eight participants were current smokers and

some saw cigarettes as a drug that made them more alert.

Barnett (23) points out that people with severe COPD

accept the symptoms caused by smoking because these

are perceived as self-inflicted. According to Sheridan

et al. (35), self-blame can also reduce the willingness to

engage in self-management. Therefore, people with

COPD should be offered rehabilitation and follow-up

controls to empower self-management.

Limitations and strengths

The results of this study cannot be generalized, but they

can be transferred to similar situations (26). According to

Sandelowski (44), the sample size in qualitative research

should be large enough to achieve variations in experi-

ences and small enough to permit a deep analysis of the

data. Twenty people participated in the present study,

recruited from a larger population-based study which

was considered sufficient to maintain depth in the analy-

sis. This also offered an excellent opportunity to study

participants with various experiences of fatigue. Accord-

ing to Graneheim and Lundman (29), a varied sample

contributes to a richer variation of the phenomena under
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study. Further, it reduced the risk of fatigue being stud-

ied at COPD exacerbation, which may occur with a sam-

ple invited from medical care. A further strength

consisted of the rich data collected with questions devel-

oped from an earlier study (13) and tested through pilot

interviews. The shortest interview lasted 20 minutes but

was substantial. The study also had limitations, such as

the high median age among the participants, 73.0 years.

Studies (45) have shown that increasing age can worsen

the feeling of fatigue. Further, quantitative studies (3, 46,

47) report no gender differences in COPD-related fatigue,

and therefore, this study had no gender perspective.

Conclusion

Our results showed that fatigue in COPD is a multidi-

mensional symptom strongly connected to dyspnoea.

Thus, the participants reconciled with fatigue in their

daily lives. Further, fatigue was described as an always-

present feeling that involved the whole body, leading to

feelings of hopelessness, fear and anger. Despite that, fati-

gue seems to be an invisible symptom that controls daily

life, and remains unexpressed. This highlights the impor-

tance of making the experience of fatigue visible, and

nurses have a responsibility to ask about fatigue and

make the patient aware of the symptom. Awareness of

fatigue as a symptom can increase knowledge and facili-

tate the individual’s fatigue management.

Relevance to Clinical Practice

The relevance and application of the results can be used

to encourage people living with all severities of COPD to

discuss the symptom fatigue. Nurses could thereby sup-

port and develop individual fatigue management. The

support could include knowledge of how to plan daily

life and be prepared for eventual changes. Nurses should

also support performance of daily activities and promote

participation in COPD rehabilitation groups. Furthermore,

nurses could encourage people to listen to their bodies

and save energy by taking breaks, resting, sleeping or

seeking assistance if necessary.
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ABSTRACT  

Background: COPD is related to fatigue, decreased health status and mortality. However, 

population-based studies evaluating these relationships are rare.  

Aims: The aim of this population-based study was to describe the relationship between health 

status, respiratory symptoms and fatigue in COPD and non-COPD subjects. Further, to 

determine whether fatigue and/or health status can predict mortality in subjects with or 

without COPD. 

Methods: Data were collected in 2007 from the OLIN COPD study. Subjects with COPD 

(FEV1/FVC<0.70, n=434) and without COPD (n=655) were examined using lung function 

tests, structured interviews, symptom scales (FACIT-Fatigue and mMRC-dyspnea scale) and 

a generic health status questionnaire (SF-36) assessing physical (PCS) and mental (MCS) 

components of health status. 

Results: Fatigue greatly impacts the physical and mental dimensions of health status 

irrespective of having COPD or not. Among subjects with clinically significant fatigue, 

COPD subjects had significantly lower physical health status compared to non-COPD 

subjects. Fairly strong correlations were found between FACIT-F and SF-36 PCS and MCS, 

each. In separate multivariate models adjusting for covariates, increased fatigue, decreased 

physical and mental dimensions of health status predicted mortality in COPD (OR 1.06, CI 

1.02-1.10, OR 1.04, CI 1.01-1.08 and OR 1.06, CI 1.02-1.10), but not in subjects without 

COPD.  

Conclusions: There is a close relationship between fatigue and decreased health status, 

particularly the physical health was more affected in COPD than in non-COPD. Not only 

physical health status, but also fatigue and mental health status predicted mortality in COPD, 

and should therefore be assessed in primary and secondary care.  

 

Key words: COPD, cross-sectional studies, death, epidemiologic studies, fatigue, health 

status



INTRODUCTION 

Chronic obstructive pulmonary disease (COPD) is a growing public health disease that has a 

considerable impact on health status and mortality.
1
 In addition to respiratory symptoms,

2
 

COPD is highly related to fatigue
3
  and co-morbidities such as heart disease.

4,5
 Respiratory 

symptoms contribute to a reduced health status regardless of COPD diagnosis,
6
 but the 

presence of respiratory symptoms in mild COPD is a predictor for poor long-term outcomes, 

including a rapid decline in FEV1 and a decreased health status.
7
 Among COPD subjects with 

respiratory symptoms, fatigue can be present already in mild COPD,
8,9

 and increased fatigue 

is associated with impaired health status among subjects with moderate to severe COPD.
10-12

  

 

Mortality is increased among subjects with COPD,
13

 and cardiovascular co-morbidities
14,15

 

contribute to the increased mortality. Concomitant heart disease in COPD is also associated 

with a decreased health status
16

 and increased fatigue.
9
 In study populations that include 

primarily men with COPD, dyspnea
17

 and decreased health status
18

 predicted mortality. 

Similarly, in a health-care based study that included both sexes, a disease specific 

questionnaire assessing health status
19

 could predict mortality among subjects with COPD.  

 

Fatigue is, as mentioned above, associated with decreased health status in COPD
10-12

 but has 

only been evaluated in highly selected study populations. There is also a lack of data on the 

relationship between health status and mortality and neither has fatigue been evaluated in this 

context. The well-known underdiagnosis of COPD
20,21

 will affect the results in selected study 

populations while population-based studies can contribute representative data including all 

disease severities in the general population. The aim of this population-based study was to 

describe the relationship between health status, respiratory symptoms and fatigue in COPD 

and non-COPD subjects. Further, to determine whether fatigue and/or health status can 

predict mortality in subjects with or without COPD. 

 

METHODS  

Study population 

Between 2002 and 2004, nearly 4200 subjects from four adult Obstructive Lung Disease in 

Northern Sweden (OLIN) cohorts participated in clinical examinations. All subjects meeting 

the GOLD spirometric criteria of COPD, FEV1/FVC < 0.70 (n=993), were identified together 

with age- and sex-matched control subjects without obstructive lung function impairment 

(n=993). Since 2005, the study population (n=1986) has been invited to yearly examinations 

with a basic programme including a structured interview, spirometry with reversibility testing, 

oxygen saturation and health status questionnaires.
22

  

 

Data collected in 2007 were used in the present study. From the original study population 

(n=1986), 143 were deceased, 180 declined to participate and 277 were not able to attend the 

examination. Among the remaining 1386 subjects who participated in the clinical 

examinations in 2007, 1350 had a complete response to the fatigue questionnaire and 1089 

had a complete response to the health status questionnaire. Mortality data were collected from 

the national mortality register beginning on the data of examination in 2007 until February 

2012. Information about the cause of death was not available. The Regional Ethical Review 



Board at Umeå University, Sweden, approved this study, and all participants signed an 

informed consent.  

 

Questionnaires 

The OLIN structured interview questionnaire
9,22

 including questions about respiratory 

symptoms, smoking habits and co-morbidities. The modified Medical Research Council 

(mMRC)- dyspnea scale consist of four increasing scores (0 to 4), with a higher score 

indicating more dyspnea.
23

 The Functional Assessment of Chronic Illness Therapy - Fatigue 

(FACIT-F) is a self-completed symptom-specific questionnaire that measures subjective 

fatigue. FACIT-F was designed for chronic diseases
24,25

 and has previously been used
8,26

 and 

validated
27

 in COPD. The FACIT-F questionnaire contains 13 items measuring the intensity 

of fatigue and its impact on daily life during the last seven days. A higher score indicate less 

fatigue (0-52).
24

  

 

The short form 36 (SF-36) is a generic standardised instrument for self-rated health status that 

provides insight into individuals’ conditions and limitations in daily life in the prior four 

weeks. The Swedish version of the SF-36 has high validity and reliability.
28

 The instrument 

contains 36 items divided into eight domains, Physical Functioning (PF), Roll-Physical (RP), 

Bodily Pain (BP), General Health (GH), Vitality (VT), Social Functioning (SF), Role-

Emotional (RE) and Mental Health (MH). Two summary scores can be combined, the 

Physical Component Summary (PCS), which includes PF, RP, BP, and GH and the Mental 

Component Summary (MCS), which includes VT, SF, RE and MH. A higher score indicates 

better health status (0-100). In accordance with the SF-36 manual, the scores were 

transformed into a mean score at 50, with a standard deviation of 10.
29

  

 

Spirometric classification  

Lung function was measured according to the ATS-standards
30

 using the Dutch Mijnhardt 

Vicatest 5 dry spirometer. Swedish reference values were applied for FEV1.
31

 COPD and the 

classification of severity of airflow limitation were defined according to the GOLD 

spirometric criteria based on post-bronchodilatation values,
1
 FEV1/FVC<0.7; Grade I (mild): 

FEV1>80% predicted; Grade II (moderate): FEV1<80% and ≥50% predicted; Grade III 

(severe): FEV1<50% and ≥30% predicted and Grade IV (very severe): FEV1<30% predicted. 

Non-COPD was classified as FEV1/FVC>0.7. 

 

Definitions 

Smoking habits were defined as non-smokers, ex-smokers and current smokers. Respiratory 

symptoms were defined as a self-reported history of at least one of the following: mMRC-

dyspnea >2, chronic cough, chronic productive cough or recurrent wheeze. Clinically 

significant fatigue was defined as a FACIT-F questionnaire score of ≤43, based upon the 

criteria previously used in population-based studies.
9,25

 Heart disease was defined as a self-

reported history of at least one of the following: angina pectoris, myocardial infarction, 



cardiac insufficiency, coronary artery bypass or receiving a Percutaneous Coronary 

Intervention procedure. 

 

Statistical analyses  

Statistical Package for the PASW Statistics (version 20.0; SPSS Inc., Chicago IL, USA) was 

used for the statistical analyses. GOLD grade III and IV were grouped together because of the 

limited number of cases. Univariate comparisons were assessed using Chi-square tests and 

Independent sample t-test. Because of a skewed distribution of the SF-36 scores, Mann-

Whitney and Kruskal-Wallis tests were used to test for differences between the groups. When 

significant differences were found by Kruskal-Wallis test, post hoc analysis was carried out 

using Mann-Whitney tests with Bonferroni correction. Because of the use of non-parametric 

tests, median values are presented. Spearman’s rho was used to examine the degree of 

correlation between SF-36 and FACIT-F. A P-value <0.05 was considered statistically 

significant for all tests.  

 

Odds ratios (OR) with 95% confidence intervals (CI) were calculated using multiple logistic 

regression analysis. Mortality was used as a dependent variable, and the independent variables 

were sex, age, BMI, heart disease, FACIT-F score (Model A), SF-36 PCS score (Model B) 

and SF-36 MCS score (Model C). Models were also developed to include FEV1 and smoking 

habits as covariates.   

 

RESULTS 

In 2007, 1350 and 1089 subjects answered the FACIT-F and SF-36 questionnaires, 

respectively. Subjects answering FACIT-F, but not SF-36, had a significantly higher 

prevalence of COPD (49.4% vs. 39.9%, p=0.005) and heart disease (27.2% vs. 16.0%, 

p<0.001) as well as a higher mean age (73.7 vs. 65.2, p<0.001) and a higher mortality (22.6% 

vs. 6.4%, p<0.001).  

 

Table 1 shows the characteristics of the study participants that answered SF-36 in 2007 

(n=1089). There were no significant differences regarding the prevalence of heart disease, 

clinically significant fatigue or mortality when comparing non-COPD and COPD subjects. 

BMI was significantly higher among non-COPD subjects and the prevalence of respiratory 

symptoms, ex-smoking and current smoking statuses were significantly higher among COPD 

subjects.  

 

SF-36 Physical Component Summary Score (PCS) 

Subjects with COPD, COPD with respiratory symptoms and COPD with clinically significant 

fatigue had significantly lower median scores than non-COPD subjects (49.2, 46.9, 39.1 vs. 

50.1, p=0.002, p<0.001, p<0.001, respectively). COPD grade ≥ II had significantly lower 

scores compared with non-COPD in all groups. Among subjects with clinically significant 

fatigue, also grade I had significantly lower scores than non-COPD subjects (Table 2). In non-

COPD and COPD by disease severity, subjects with respiratory symptoms (Figure 1) and 

clinically significant fatigue (Figure 2) had significantly lower scores compared to 



asymptomatic subjects. Among subjects with clinically significant fatigue, those with COPD 

had significantly lower scores than subjects without COPD (Figure 2). In non-COPD subjects, 

women had significantly lower scores than men, while there was no sex differences observed 

among COPD subjects (data not shown).   

 

SF-36 Mental Component Summary Score (MCS) 

COPD subjects with clinically significant fatigue had significantly lower median scores than 

non-COPD subjects (48.5 vs. 54.9, p<0.001) (Table 2). In non-COPD and COPD by disease 

severity, subjects with clinically significant fatigue had significantly lower scores compared 

to asymptomatic subjects (Figure 2). Regarding respiratory symptoms, significant differences 

were only found in the non-COPD group (Figure 1). No significant sex differences were 

found in non-COPD or COPD groups (data not shown).   

 

Correlations between FACIT-F and SF-36  

Among subjects with respiratory symptoms fairly strong correlations were found between 

FACIT-F and SF-36 PCS as well as SF-36 MCS. When the correlations were stratified 

according to the SF-36 domains (Physical Functioning, Roll-Physical, Bodily Pain, General 

Health, Vitality, Social Functioning, Role-Emotional and Mental Health), all domains 

correlated fairly strong to FACIT-F, but Vitality had the strongest correlations out of all eight 

domains (Table 3).  

 

Fatigue and health status in relation to mortality 

COPD subjects that died between the beginning of the observation period and February 2012 

had significantly lower median FACIT-F, SF-36 PCS and MCS at examination in 2007 when 

compared to the survivors (Figure 3). FACIT-F, SF-36 PCS and MCS were analysed 

separately (Model A, B and C) as risk factors for mortality, adjusting for sex, age, BMI and 

heart disease. When non-COPD and COPD groups were stratified, different risk factor 

patterns emerged (Table 4). In non-COPD, males and increasing age were significant risk 

factors for mortality in all three models. Among COPD subjects, lower scores in FACIT-F 

(OR 1.06, CI 1.02-1.10), SF-36 PCS (OR 1.04, CI 1.01-1.08) and SF-36 MCS (OR 1.06, CI 

1.02-1.10) were significant risk factors for mortality in Models A, B and C, respectively. 

Current smoking was a risk factor for mortality in subjects with COPD when included in the 

Models A-C, but did not affect the other OR. If FEV1 was added to the models as a 

continuous variable, the pattern did not change. Model A was also analysed to include all 

participants that answered FACIT-F in 2007 (n=1350), and lower FACIT-F scores remained a 

risk factor for mortality in subjects with COPD (OR 1.06, CI 1.03-1.08) but not for non-

COPD subjects. 

 



DISCUSSION 

Main findings 

In this population-based study, fatigue had a great impact on both physical and mental health 

status in subjects with COPD as well as in subjects without COPD. Among subjects with 

clinically significant fatigue, those with COPD had significantly lower physical health status 

compared to subjects without COPD. Fairly strong correlations were found between FACIT-F 

and SF-36 physical and mental dimensions of health status. Increased fatigue, decreased 

physical and mental health status, each marked an increased risk of death among subjects with 

COPD but not among subjects without COPD.  

 

Strengths and limitations of this study 

Strength of this study is the ability to evaluate the relationships between health status, fatigue 

and mortality in a large population-based sample, including comparisons between subjects 

with and without COPD. Other strengths include the use of well-validated instruments
22-24,29

 

and the use of both symptom specific and generic health status questionnaires.
32

 The 

underdiagnosis of COPD is related to disease severity, and consequently, the knowledge 

about grades I-II is limited.
20

 Population-based studies, as our study, will include a majority 

of subjects with COPD grades I and II,
7,9

 which enable investigation into the rarely studied 

milder disease. In this study, a ‘healthy survivor bias’ cannot be ignored because subjects 

answering FACIT-F but not SF-36 had a higher prevalence of COPD, heart disease and a 

higher mortality rate. The association between FACIT-F and mortality was shown not only 

among all subjects answering FACIT-F (n=1350) but also in the current study population 

(n=1089), indicating that the relationship is strong enough to overcome a healthy survivor 

effect. However, our study is limited by the lack of data on exacerbations and depression, 

both of which have been shown to negatively affect health status in COPD.
33,34

  

 

Interpretations of the findings in relation to previously published work 

In population-based studies, subjects with COPD are most often identified by spirometric 

criteria, but respiratory symptoms can also be added to define clinically relevant COPD.
7
 Our 

study support previous findings that health status is related to respiratory symptoms and not 

merely the spirometric criteria of COPD.
6,35

 We have previously shown that respiratory 

symptoms are related with increased fatigue already in mild COPD.
9
 Among subjects with 

clinically significant fatigue in the current study, those with COPD had lower physical health 

status scores compared to those without COPD. This indicates that fatigue greatly impacts 

health status in COPD, particularly the physical health status.  

 

To the best of our knowledge there are no previous reports that fatigue and the SF-36 mental 

dimension of health are markers for increased risk for mortality in COPD, despite adjusting 

for FEV1 and heart disease. In contrast to our results, health status as assessed using SF-36 

was not associated with mortality in a male dominated population.
17

 In another study that 

included only men, the SF-36 physical dimensions of health status were associated with 

mortality, while the mental dimension was not.
18  

In our study, both physical and mental 

health status were associated with mortality. Thus the differences in mortality can be 

interpreted as being sex dependent, since some studies indicates that women with COPD have 



a lower health status than men.
36,37  

Surprisingly, we found that increased fatigue and physical 

as well as mental health status all predicted mortality among COPD subjects but not among 

those without COPD. Different risk factor patterns occurred even though there were no 

differences in sex, clinically significant fatigue, SF-36 mental component summary score, and 

prevalence of heart disease or mortality between non-COPD and COPD. Despite the reason 

for the observed differences between COPD and non-COPD subjects remaining unclear, it 

can be speculated that inflammatory processes account for these differences because modest 

correlations are found between systemic inflammation and fatigue in COPD
38

 However, this 

has to be further studied.  

  

Subjects with COPD that died between the beginning of the follow-up period and 2012 had 

lower scores in FACIT-F, SF-36 physical and mental dimensions of health status at their 

examination in 2007 compared with survivors. In the non-COPD group, corresponding 

differences were only found regarding the physical score on SF-36. A similar relationship 

between reduced health status and mortality has been described in studies of selected COPD 

populations recruited from primary and secondary care
19

 and in studies conducted after acute 

exacerbations.
39

 However, in a primary care study that included older patients with different 

diagnoses, the simple question ‘do you feel tired all the time?’ could identify patents with a 

higher risk for mortality.
40

 Our population had lower mean age (9 years difference) compared 

to the primary care subjects, which highlights the need of identifying fatigue among patients 

with COPD in primary care settings to recognise ‘high risk patents’ and to facilitate fatigue-

management at an earlier grade of the disease.  

 

We found fairly strong correlations between FACIT-F and the SF-36 physical and mental 

dimensions of health status. Further, there was a strong correlation between FACIT-F and the 

Vitality domain of SF-36. Similar results have previously been reported among patients with 

Rheumatoid Arthritis.
41

 These correlations indicate that fatigue is a multi-dimensional 

symptom, which includes both physical and mental aspects, and therefore, the brief FACIT-F 

questionnaire can be used to identify fatigue of clinical and prognostic value. Additionally, 

the Dyspnea, Obstruction, Smoking and Exacerbation (DOSE) index
42

 and disease specific 

questionnaires, such as the St. George’s Respiratory Questionnaire (SGRQ) and the Clinical 

COPD Questionnaire (CCQ), are associated with mortality.
18,19

 The COPD Assessment Test 

(CAT) includes questions about respiratory symptoms and energy, and it correlates strongly 

with the SGRQ,
43

 but there is still no clear data on the association between CAT and 

mortality.  

 

Implications for future research, policy and practice  

The results of our population-based study indicate that fatigue is an important health marker 

among patients with COPD of all severities (GOLD grade I-IV). Therefore, fatigue should be 

assessed among patients in both primary and secondary care to enable interventions at the 

appropriate level of care. Fatigue, assessed by FACIT-F, evaluates both physical and mental 

dimensions of health status and seems to have a prognostic value in COPD. Thus, the FACIT-

F can be a helpful instrument in the clinic. While the cause of fatigue in COPD is still 



unknown and need to be further evaluated, fatigue-management may ease daily life for these 

people.
44

  

 

Conclusions 

In conclusion, in this population-based study fatigue had a considerable impact on both 

physical and mental dimensions of health status, irrespective of having COPD or not. 

However, physical health was more affected among subjects with COPD. Increased fatigue 

and decreased physical and mental dimensions of health status could each independently 

predict mortality among subjects with COPD but not among subjects without COPD.  
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Table 4. Multiple logistic regression model analysing risk factors for mortality in separate 

models (A-C), for FACIT-Fatigue, SF-36 physical (PCS) and mental (MCS) component 

summary scores, respectively adjusting for sex, age, BMI and heart disease, expressed as 

Odds Ratio (OR) with 95% confidence interval (CI).   

 

            

 

  Non-COPD COPD   

    OR 95% CI OR 95% CI 

Model A Male 2.50 1.12-5.59 1.98 0.86-4.56 

 

↑Age¹ 1.13 1.08-1.18 1.05 1.00-1.10 

 

↓FACIT-F¹ 1.02 0.98-1.02 1.06 1.02-1.10 

      Model B Male 2.49 1.11-5.58 1.98 0.86-4.58 

 

↑Age¹ 1.13 1.08-1.18 1.05 1.00-1.10 

 

↓SF-36 PCS¹ 1.00 0.97-1.04 1.04 1.01-1.08 

      Model C Male 2.48 1.11-5.55 2.06 0.88-4.82 

 

↑Age¹ 1.13 1.08-1.18 1.05 1.00-1.10 

  ↓SF-36 MCS¹ 1.00 0.96-1.04 1.06 1.02-1.10 

      ¹Entered as continuous variables. 

BMI and heart disease was non-significant in all three Models (A-C). 
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Figure 1. Median SF-36 physical (PCS) and mental (MCS) component summary scores, 

comparing subjects without and with respiratory symptoms in the groups non-COPD, COPD 

and by GOLD grades I and II. P-values for comparing non-COPD and COPD are also shown. 
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Figure 2. Median SF-36 physical (PCS) and mental (MCS) component summary scores, 

comparing subjects without and with clinically significant fatigue in the groups non-COPD, 

COPD and by GOLD Grades I, II and III-IV. P-values for comparing non-COPD and COPD 

are also shown. 
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Figure 3. Median FACIT-Fatigue, SF-36 physical (PCS) and mental (MCS) components 

summary scores respectively, comparing alive and dead.  
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Abstract 

Aim: To describe experiences of well-being among people with moderate to very severe 

chronic obstructive pulmonary disease (COPD). 

Background: Living with COPD is related to a complex life situation, and quality of life is 

shown to decrease due to respiratory symptoms and fatigue. However, studies describing 

well-being in COPD, as the subjective description of quality of life are rare.   

Methods: Ten participants with moderate to very severe COPD, from the Obstructive Lung 

Disease in Northern Sweden (OLIN) COPD study were interviewed about their experience of 

well-being. A latent qualitative content analysis was used to analyse the data.  

Findings: To achieve well-being in spite of breathlessness, the participants had to adapt to 

their limitations and live forward. They created a balance between breathing and viability 

through adjusting to lifelong limitations, handling variations in illness, relying on self-

capacity and accessibility to a trustful care. The participants adjusted to lifelong limitation 

through acceptance and replacement of former activities. They handled variations in illness 

through taking advantage of the good days and using emotional adaption strategies. The 

participants relied on their self-capacity, feeling that smoking cessation, physical activity and 

breathing fresh air increased their well-being. They requested accessibility to a trustful care 

and highlighted the need of continuous care relationships and access to medications. These 

findings can enhance health-care professionals’ understanding about the possibilities for 

increased well-being for people living with COPD.  

 

Key words: COPD, dyspnea, fatigue, qualitative research, quality of life  
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Introduction 

Living with chronic obstructive pulmonary disease (COPD) is related to a complex life 

situation, including a high symptom burden (Blinderman et al., 2009) and co-morbidities 

(Lindberg et al., 2011). Not only respiratory symptoms but also fatigue is more common in 

COPD than in the general population (Stridsman et al., 2013b). In COPD it is shown that the 

severity of fatigue is related to both physical limitations and decreased health (Theander et al., 

2008). Physical health is related with such factors as dyspnea, physical impairment, and 

inactivity (Hu and Meek, 2005; Blinderman et al., 2009), while mental health is more closely 

related to negative emotions as anxiety, hopelessness, and depression (Hu and Meek, 2005; 

Bentsen et al., 2008). Despite the complex life situation, COPD is an underdiagnosed disease 

(Lindberg et al., 2006; Miravitlles et al., 2009), and it has been shown that quality of life 

(QOL) is reduced also among subjects with undiagnosed COPD (Miravitlles et al., 2009). 

 

QOL includes physical, psychological, social, and spiritual dimensions and well-being is 

described to be the subjective aspect of QOL (Haas, 1999). In a study by Dahlberg et al. 

(2009) the existential and life world-oriented experience of well-being is explained to include 

the cornerstones of vitality, movement, and peace. Vitality can be seen as a capacity for 

movement and living forward, i.e. being able to move into possibilities of engagement that 

connect us with others, other spaces, other times, and other moods. Peace is seen as a notion 

of stillness, restfulness, accepting what is present at hand, an experience of letting-be. 

According to WHO (1946) good health is defined as a state of complete physical, 

psychological, and social well-being and not only the absence of illness and disorders. 

Dahlberg et al. (2009) describe that health is characterised by a rhythmic movement, which in 

illness becomes unbalanced.  

 

COPD is well described when it comes to symptoms, medical consequences, and quality of 

life (cf. Bentsen et al., 2008; Miravitlles et al., 2009; Stridsman et al., 2013b). Qualitative 

studies describing the experience of living with COPD and its limitations are also common 

(cf. Fraser et al., 2006; Willgoss et al., 2012; Stridsman et al., 2013a), often identifying 

themes as social isolation and self-blame (Clancy et al., 2009). However, only some previous 

research explores the insider perspective focusing on health in different contexts. Caress et al. 

(2010) describe that people living with COPD seem to be unaware of the health benefits from 

a healthier life style. Instead, their reality is to manage daily life. In COPD, healthy transitions 

are shown to be facilitated by pulmonary rehabilitation, through a strengthened confidence in 

the person’s own resources, increased awareness of opportunities for health and well-being, 

and a hope for future well-being (Halding and Heggdal, 2012). The importance of movement 

in COPD is explained by Williams et al. (2011) stagnation-movement theory. Air, physical, 

and psychosocial movements are identified as important aspects to escape illness stagnation. 

Breathing fresh air and being outdoors give temporary relief from symptoms, which lead to 

feelings of normality and freedom. However, in spite of physical limitations in COPD, it is 

important for the well-being to continue with social engagements and to participate in social 

activities (Williams et al., 2007). According to Galvin and Todres (2011), when people are 

facing health-related challenges, the perceived experience of well-being is important as an 
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inner resource, and healthcare professionals should be aware of the value and the importance 

of that experience.  

 

The literature review shows that studies about well-being as a subjective description of QOL 

are rare. If healthcare professionals can gain an increased understanding about how people 

living with COPD experience well-being, despite a complex symptom situation, the care can 

be developed through support of peoples’ inner resources to meet their needs.   

 

Aim 

The aim was to describe experiences of well-being among people with moderate to very 

severe COPD. 

 

Methods 

A qualitative design based on semi-structured interviews (Kvale, 1996), and latent qualitative 

content analysis (Graneheim and Lundman, 2004) was utilized.   

 

Participants  

The participants were recruited from the epidemiological Obstructive Lung Disease in 

Northern Sweden (OLIN) COPD study including 1986 people; 993 with spirometric COPD 

and 993 without obstructive lung function impairment. COPD and classification of severity of 

airflow limitation was defined according to the Global Initiative for Chronic Obstructive Lung 

Disease (GOLD, 2013) spirometric criteria after bronchodilatation: COPD: FEV1/FVC <0.7; 

Grade I (mild): FEV1 >80% predicted; Grade II (moderate): FEV1 <80% and ≥50% predicted; 

Grade III (severe): FEV1 <50% and ≥30% predicted and Grade IV (very severe): FEV1 <30% 

predicted. Since 2005, the participants in the OLIN COPD study have been invited to yearly 

examinations with a basic program including spirometri with reversibility test, structured 

interview, and health related quality of life questionnaires (Lindberg and Lundbäck, 2008). 

 

In the current study, ten people from the OLIN COPD study participated. A purposive 

selection method was used, and the selection criteria were: a spirometric classification of 

COPD, reported respiratory symptoms in the OLIN structured interview questionnaire, and 

stated feelings of fatigue in daily life. With the aim to achieve various perspectives, further 

selection criteria were: to sample five women and five men in different grades of COPD. The 

co-ordinating research nurse for the OLIN COPD study selected potential participants based 

on the selection criteria, contacted them, gave verbal and written study information, and 

invited them to participate. All of the first ten individuals who were contacted agreed to 

participate in the study. The characteristics of the study participants are shown in Table 1.  
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Table 1. Characteristics of the study participants. 

 

          

Sex 

 

Age 

 

GOLD Grade 

 

FEV1 % predicted 

 

Smoking habit 

 

Working status 

 

Male 62 II 71% Ex-smoker >1year Working 100% 

Female 63 II 61% Ex-smoker >1 year Sick leave 

Female 63 III 44% Ex-smoker >1 year Retired 

Male 63 II 60% Ex-smoker <1year Working 50% 

Male 63 III 45% Ex-smoker <1year Working 50% 

Female 66 II 57% Ex-smoker >1 year Retired 

Male 71 III 30% Current smoker Retired 

Female 77 III 34% Ex-smoker <1year Retired 

Female 77 IV 26% Ex-smoker >1year Retired 

Male 77 III 39% Ex-smoker >1 year Retired 

      GOLD, the Global initiative for Chronic Obstructive Lung Disease. 

FEVı, forced expiratory volume in one-second.  

 

Data collection 

The participants were interviewed from November 2012 until January 2013. The first author 

telephoned each participant to arrange a meeting for an interview. The participants selected 

the interview location, which took place either at the OLIN studies premises, in a healthcare 

facility near the participants’ home or in their home. A semi-structured interview guide was 

used with the aim to cover various aspects of the participants’ experiences of well-being when 

living with COPD. The questions were: Can you tell me; how does it feel when you feel 

good/less good? What do you do when you feel good/less good?  What are you thinking when 

you feel good/less good? What is important for well-being when living with COPD? What is 

health for you? What is well-being for you? Beyond these questions, follow-up questions 

were asked, as for example ‘can you tell me more about that’, to clarify the participants’ 

experiences. The first author conducted all the interviews, which lasted between 30-60 

minutes. The interviews were audio filed and transcribed verbatim.  

 

Ethical Considerations 

Oral and written consent to participate were obtained, after that the participants were 

reassured that participation was voluntary and that they could withdraw from the study at any 

time without being questioned. Confidentiality was guaranteed. The procedures contributing 

to this work comply with the ethical standards of the Helsinki Declaration and the study was 

approved by the Regional Ethical Review Board at Umeå University, Sweden.   

 

Data analysis 

In this study, the interviews were analysed through latent qualitative content analysis 

described by Graneheim and Lundman (2004). The interview texts were analysed in different 

steps. First, the unit of analysis was read through to get a sense of the whole. The unit of 

analysis refers to the interview texts about the experience of well-being when living with 
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COPD. Then, the unit of analysis was divided into meaning units that were condensed. The 

condensed meaning units were abstracted and labelled with a code. The codes were compared 

based on differences and similarities and further abstracted and sorted into sub-themes. Then, 

a reflection of the final four sub-themes revealed in one theme. A theme tells us ‘what’ is this 

about (Morse, 2008), and can be seen as a thread of an underlying meaning through 

condensed meaning units, codes, or sub-themes, on an interpretative level (Graneheim and 

Lundman, 2004). An agreement regarding the analysis was reached among the authors after a 

process of a back and forth movement between the whole and parts of the text, reflection, and 

discussion. 

     

Findings 

The findings are visualized in Figure 1 and include one theme: Creating a balance between 

breathing and viability to achieve well-being, and four sub-themes: Adjusting to a lifelong 

limitation, Handling variations in illness, Relying on self-capacity, and Accessibility to a 

trustful care.  

 

 

 
 

Figure 1. Visualized experience of well-being described by people living with COPD. 

 

 

Creating a balance between breathing and viability to achieve well-being   

To achieve well-being despite illness, the participants had to adapt to their breathing 

limitations and living forward. They created a balance between breathing and viability 

through adjusting to lifelong limitations, handling variations in illness, relying on self-

capacity and accessibility to a trustful care.  

 

Adjusting to a lifelong limitation  

The participants described well-being when being able to breathe, but they had to have an 

acceptance and satisfaction with life despite lifelong limitations due to breathing difficulties. 
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Well-being was described as having strength for self-care, a good sleep, a good mood, and to 

feel like any other. Other aspects included in well-being were to have the energy to do and 

complete everyday tasks but also to be content by being at home. It was important that the 

whole family was doing well, and to take part in social events and socialize with other people. 

Health was described as absence of physical problems, a capacity to be physically active, 

presence of a good mood, and not having cognitive disorders.  

…well-being that’s how you feel yourself… but health is… you can have a very good health 

but a poor well-being… or like me a very poor health but still a good well-being… 

(COPD grade III) 

 

The participants described that they had to adjust their lives to the presence of the illness, and 

the acceptance of having COPD could make everyday life easier. In the beginning of the 

disease, acceptance was hard to reach, starting when the illness began to limit their daily 

activities. An acceptance was needed because they had to slow down their tempo, do things at 

their own pace, exclude some things in life, and accept help from others. It had to be a balance 

between acceptance and capitulation and therefore a replacement of former activities was 

important.   

…you must accept that the situation is like this… and it may facilitate… but it can also be a 

disadvantage… that you became lazier than you should… (COPD grade II) 

 

Handling variations in illness  

A part of creating a balance was to be able to handling variations in illness, described as good 

and worse days. Good days the breathing were easier and the participants had more energy, 

emphasizing increased well-being. These days they could perform everyday tasks they 

normally did not manage, something extra, and they took the opportunity to perform activities 

that made them feel good. Good days should be taken advantage of, seized and enjoyed, and 

the participants did not want to regret that things remained undone. A good day could be 

followed by a worse day, because they had done too much, but more often it was 

accompanied by an even better day.  

…yes but then you are more active… you get things done and you find them funny… and you 

have more patience to keep on going… it’s both the breathing and how bodily rested you 

are… (COPD grade II)   

 

Worse days were often described together with common colds and COPD exacerbations and 

were related to absence of well-being i.e. feeling not in the mood, aggravated breathing 

difficulties, fatigue and weakness prohibiting activities. Feelings of anger, sadness, and 

frustration were described during the worst days, also leading to a loss of interest in 

performing activities. The participants did not talk about how they felt, describing that others 

were used to see them in a bad shape or did not understand their situation. They knew that the 

disease could rapidly deteriorate, and a gradually worsened breathing awoke feelings of 

anxiety. There was a fear of the future, of suffocating to death.  

… I don’t want to die like that… anyhow… you become anxious when you can’t breathe… 

(COPD grade III) 
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To achieve well-being the participants tried to find a balance between good and bad days. 

They used emotional adaption strategies to reduce respiratory distress by working against 

negative feelings with positive thoughts and a good mood. Similarly, anger could make them 

more combative against breathlessness and fatigue. The participants also tried to avoid stress 

by actively working against the fear of breathlessness. They sought for loneliness and tried to 

distract themselves with other thoughts by reading or solving crosswords, or took sedative 

medicine to calm down.   

…If I have trouble breathing… I try to mentally ignore it… because I know it will pass…   

(COPD stage II) 

 

Relying on self-capacity  

It was important for well-being to rely on one’s self-capacity. The participants described that 

their well-being increased when they stopped, or cut down the smoking. They described more 

physical and mental energy, better condition, better breathing, stronger voice, decreased 

respiratory symptoms, and fewer infections after smoking cessation. Some of the participants 

had tried to quit smoking their whole life, and the final decision had not been easy. They 

described coming to an endpoint, where there were only two alternatives, to live or to die.  

The fear of death was due to respiratory distress, cardiac infarctions or when a relative had 

died due to smoking. The participants described that they would not have been alive today if 

they not had stopped smoking, and many described that they regretted that they did not stop 

earlier. After smoking cessation feelings of loss and grief always would be present, and when 

the abstinence appeared they only wait until it passed.  

…it’s a year since I stopped smoking and I think that’s what makes me feel so good…It’s 

easier… I think more clearly and I’m more alert in the mornings… 

 physically it’s absolutely easier… (COPD grade II) 

 

 

Physical activities were seen as respiratory rehabilitation, leading to both physical and mental 

well-being. It was important to dare to continue with physical exercise despite the increased 

dyspnea. The participants were striving after daily walks, cycling, and exercises. The 

breathing was also relieved by a light physical activity, as inside walking. Some walked alone 

because it was important to adapt the speed of walking, and to not be stressed. Feelings of 

shame not hanging on, due to self-blame were also described. For those professionally active, 

work was good both for the social and physical well-being, meeting other people and being 

forced to be active.  

…to dare continue with physical activity… even though the lungs feel tight or the airways feel 

tight… to dare continue… (COPD grade II) 

 

Fresh air was important for well-being. The participants felt satisfied during those seasons 

they could be out-doors, increasing the strength to perform activities, leading to improved 

breathing and mood. Homecare services and family members made it possible to perform 

activities outside the house for participants with more severe illness. Some of the participants 

described the spring, summer, and fall to be the best seasons, while others described the hot 

summer as worse because of the warm heavy air. Being in the countryside increased the well-
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being due to the clean fresh outdoor air to breathe. On the other hand polluted air was difficult 

to breathe, due to traffic fumes, wood burnings, pollen, grass, perfumes, and frying foods.  

…what can I say… August September it’s perfect… because it’s ideal temperature not so 

much fragrances and… that you can say… the best months up to December… pretty good… 

 (COPD grade II) 

 

Inactivity was the worst thing that could happen for well-being, contributing to worsening of 

the lung function and the breathing. When it was cold or breezy outside or at worse days, the 

participants became distressed due to fear of inactivity. It was important to continue to be 

physically active, to maintain condition, and bring up phlegm. Therefore, the participants tried 

to walk inside the house or take a short walk outside, feeling pleased afterwards.  

…I have a treadmill that I’m walking on at home… I can walk in the evenings but it’s easier 

to walk outside… but in case of bad weather if I just can go for a short walk 

… then I can use it… but is not as fun… it’s better to walk outside… (COPD grade III) 

 

Accessibility to a trustful care  

The participants described an increased well-being when there was continuity in the care; both 

within healthcare and home care services. It was important for well-being to meet healthcare 

professionals that listen to them, especially to propose treatments when they had difficult 

breathing. The participants were frustrated when the healthcare was unreachable, or when 

they had to meet unknown professionals, which could lead to incorrect medications. 

Continuity awoke feelings of safeness and on the contrary discontinuity awoke feelings of 

unsafeness and hopelessness. Some participants described that contacts with a COPD nurse 

were important and reliable.  

…that would be good (meeting a COPD nurse)… because I could talk to her … a physician is 

generally too stressed… and as she has several patients with COPD she can see how different 

they are… (COPD grade III) 

 

Effective COPD medications were described to increase well-being, by improving the 

breathing and increase feelings of safeness. Medications facilitated activities and decreased 

feelings of fatigue. Some of the participants described that the phlegm was the worst 

respiratory symptom and expectorants were therefore important for bringing up phlegm, 

making them feel better. When they used the once-daily treatment of bronchospasm, the 

reliever medication was not needed as frequently. At COPD exacerbations, cortisone and 

antibiotic treatments were described to be effective for the well-being due to a rapid effect.  

… it’s my safety right now… without it… I don’t know how to manage…  

(COPD grade II)  

 

Well-being was related to food intake and participants with severe to very severe COPD 

described a loss of appetite, fast satiety, weight loss, and increased dyspnea in relation to 

eating. Some of the participants described a need of meeting a dietician, but few had had the 

opportunity.  

… I’m going to start eating better … and yes… it’s a major contribution factor that I’m eating 

too poorly… (COPD grade IV)                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                  
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Discussion  

The findings in this study provide knowledge about the experience of well-being when living 

with COPD. The theme describes the importance of creating a balance between breathing and 

viability to achieve well-being in spite of illness. This can be understood as the participants 

expressed an increased well-being those days ‘they could breathe’. Viability as a desire to 

living forward made them overcome the breathing limitations and awakened feelings of peace 

despite the illness. A meaningful life has been shown to give people living with COPD at the 

end of life the energy to continue living forward to future (Ek and Ternestedt, 2008). 

According to Dahlberg et al. (2009) well-being is more than the physical condition of the 

illness, including an energetic feeling of flow that comes with being open to the invitational 

call of the future. In well-being people live rhythmically and in balance; being active, having 

meaningful life projects, and seeking peace. The future for an ill person can be threatening 

and problematic (Toombs, 2001), and it is important to focus on the personal well-being, 

which is related to the ability to manage the illness in such way that meaningful life projects 

can be pursued (Toombs, 2004). For people living with end stage of COPD, physical 

limitations can lead them to refrain from meaningful activities in daily life, and further to 

social isolation (Ek and Ternestedt, 2008). Therefore, in the care of people living with COPD, 

it is important to encourage their meaningful life projects, with the goal to increase peoples’ 

viability to strengthen their ability to manage the illness.     

 

From this study it can be understood that the worse days in COPD were characterized by 

reduced well-being, which lead to a loss of motivation to pursue projects. In COPD, there is a 

fragile balance because of such triggers as dyspnea and exacerbations. If the balance is 

interrupted, there is a risk of falling back into the downward spiral (Gysels and Higginson, 

2009). The dyspnea downward spiral is explained as increased dyspnea that leads to reduction 

in daily activity, leading to further decondition and increased dyspnea (Reardon, 2006). Well-

being in COPD needs to be understood as a precarious balance needing skilful maintenance 

and hard work (Gysels and Higginson, 2009). This can be the reason why the participants in 

our study highlighted the importance of taking advantage of good days, characterized by 

easier breathing and less fatigue enabling independence and movement toward the future. 

Independence and engagement in activities are important for well-being when living with 

COPD (Williams et al., 2007). 

 

Similar to Galvin and Todres’ description of well-being (2011), some of the participants in 

our study expressed that well-being could be found despite illness but was also described to 

be more than health. Irrespective of limitations, the participants emphasised that they had to 

adapt their life to the presence of illness and replace former activities. Toombs (2001) points 

out that when having bodily capacity changes, it is important to create alternative ways of 

interacting with life, other ways than those that were used when one had other abilities. The 

participants in this study accepted their illness, but they avoided capitulation and created 

alternative ways in daily life. The concept of acceptance can be understood from Todres and 

Galvin (2010), as a kind of willingness to be there whatever it is like, emphasising a kind of 

peace. 
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According to Olsson et al. (2010) people living with chronic illness can feel well when the 

illness not is the dominant experience in daily life. Similar to other studies (cf. Harris et al., 

2008; Willgoss et al., 2012), this study shows that the fear of breathlessness is a dominant 

experience, making it difficult to remain in control. An integration of the illness and the 

symptoms into the life can facilitate symptom control, and techniques facilitating 

breathlessness (Fraser et al., 2006) and fatigue (Stridsman et al., 2013a) are often self-

invented. The participants in our study tried to handle the variation in illness through finding a 

balance between good and bad days and working against negative feelings with positive 

thoughts and being combative. Similarly, emotional adaptation, i.e. changing negative 

thoughts into positive thoughts, is shown both among patients with end stage of COPD 

(Seamark et al., 2004) and COPD patients in different disease severities (Chen et al., 2008). 

According to Todres et al. (2007) mood can be a great motivator or de-motivator of directed 

actions, and a recent study (Willgoss et al., 2012) about anxiety in COPD, shows that a logical 

and systematic thought process including self-talk and focus, can calm down the breathing, 

and assist to regain control over the life situation.  

 

Toombs (2001) describes when living with a progressive disabling illness, the loss of mobility 

leads to a feeling of a distance between oneself and the surrounding world i.e. former near 

location is experienced as far. Despite the fact that COPD is progressive, this study shows that 

people can slow down the disease progress, regain strength, and increase their well-being i.e. 

‘making far near again’, if they rely on their self-capacity. According to Galvin and Todres 

(2011), feelings of self-belief and capacity, as a sense of ‘I can’, are sources of well-being. In 

this study, smoking cessation was described as the most important factor for increased well-

being. Nevertheless, the self-capacity to quit smoking only got strengthened when the 

participants came to an endpoint between life and death. According to Eklund et al. (2012) 

smokers want to receive support, but they have to make the decision to quit on their own. This 

highlights the complexity and importance of enhanced support of smoking cessation, not only 

to prevent the disease progress but also for an increased well-being.   

 

In this study it was obvious that both indoor and outdoor physical activity lead to increased 

well-being. It is well-known that physical exercise, despite triggering breathlessness, 

improves the performance capacity in COPD (Chen et al., 2008; Williams et al., 2011; 

Stridsman et al., 2013a). Indoor pulmonary rehabilitation can be one part of self-care in order 

to maintain a balance in well-being (Gysels and Higginson, 2009). Williams et al. (2011) 

suggest outdoor interventions, since fresh air is described as improving the breathing and the 

perception of fatigue and stress. Similar experiences were expressed in this study, but it was 

essential that the air temperature was right, and that the air was unpolluted. Galvin and Todres 

(2011) explain embodied well-being when variations of alertness and vitality are intertwined 

with variations of rest and comfort. According to this study, embodied well-being in COPD 

can be hard to reach since the balance between comfort and bodily vitality are interrupted by 

breathlessness and fatigue. Nevertheless, fresh air was expressed to facilitate both vitality and 

comfort leading to an increased well-being. 
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Increased COPD severity changes the life situation, which leads to an enhanced need for 

health care support (Lindqvist et al., 2013). In this study, well-being was achieved within a 

trustful care, including continuous care relationships and access to correct COPD 

medications. People with severe COPD express positive aspects with care, as good 

relationships involving a conscious discussion of diagnosis, prognosis, and treatment options 

(Seamark et al., 2004). A feeling of belonging and perceived support is also shown to have 

positive effects on quality of life, and facilitating coping and adaption when living with 

COPD (Halding et al., 2010).  However, healthcare professionals can be hard to reach 

(Seamark et al., 2004), which in this study was described to lead to feelings of unsafeness. 

This highlights the responsibility to have a highly accessible healthcare. For example access 

to a COPD nurse with specialist knowledge about the illness can ensure security and meet 

personal needs. According to Dahlberg et al. (2009) healthcare professionals can support 

peoples’ own strategies to increase well-being, if they are open to their patient’s needs and 

dare to listen and not avoid uncertainties.  

 

Strengths and limitations  

The strength with this study is that the sample was recruited from an epidemiological study, 

making it possible to capture experiences of well-being from people living in their homes not 

being hospitalized. Further, the participants were used to reflect over their life situation, 

which can have been a reason for the extensive interviews. To achieve trustworthiness of the 

interpretations the authors discussed the findings until consensus was reached, which 

strengthens the credibility of the study. Further, the relevance of the sub-themes was 

illustrated by representative quotations from the transcribed text and presented in the findings 

section (cf. Graneheim and Lundman, 2004; Polit and Beck, 2012). Dependability was 

ensured as all the interviews were conducted by the first author, the use of an interview guide, 

and the use of follow-up questions, which allowed the interview to be more profound. This 

data collection method decreased the risk for inconsistency. A limitation is that these findings 

cannot be generalized, being limited to a small sample size. However, transferability was 

facilitated by a detailed description of the context and research process, making it possible for 

others to replicate the process, and decide if the findings can be transferred to similar settings 

(Graneheim and Lundman, 2004).  

 

Conclusion and implications 

In conclusion, when there was a balance between breathing and viability, the participants 

could adapt to their limitations and live forward, experiencing an increased well-being. 

Important aspects for achieving well-being in COPD were identified to be: adjusting to a 

lifelong limitation, handling variations in illness, relying on self-capacity, and accessibility to 

a trustful care.  

 

To know how to perform person-centred health care, knowledge concerning personal 

experiences is important for healthcare professionals. These findings can increase the 

knowledge, both in primary and secondary care, about what people living with COPD 

experience as essential for increased well-being. Healthcare professionals can request 

meaningful life projects in patients’ lives to enhance viability. They can support an 
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acceptance of the illness and facilitate replacements of former activities. Healthcare 

professionals can also highlight good days to be taken advantage of, and encourage emotional 

adaption strategies. Further, giving support and empowering patients to rely on their self-

capacity regarding smoking cessation and physical activities are essential. Depending on 

weather conditions, physical activities should be performed outdoors. An accessible co-

ordination COPD nurse can make health care safe and secure. 

 

Acknowledgements 

First of all the authors would like to thank the persons who took part in this study, and the 

coordinating research nurse for the OLIN COPD study, Anne-Christine Jonsson. The authors 

also thank Professor Bo Lundbäck the initiator of the OLIN studies, and Professor Eva 

Rönmark the present head of the OLIN studies for their support. 

 

Financial Support 

The County Council of Norrbotten provides funding for Caroline Stridsman’s work. Financial 

support was also provided by Luleå University of Technology. This research received no 

specific grant from any funding agency, commercial or not-for-profit sectors. 

 

 

 

 

 



13 

 

References 

Bentsen, S. B., Henriksen, A. H., Wentzel-Larsen, T., Hanestad, B. R., and Wahl, A. K. 

2008: What determines subjective health status in patients with chronic obstructive 

pulmonary disease: Importance of symptoms in subjective health status of COPD 

patients. Health and Quality of Life Outcomes, 18, 115, doi:10.1186/1477-7525-6-115.  

Blinderman, C., Homel, P., Billings, A., Tennsteds, S., and Portenoy, R. 2009: Symptom 

distress and quality of life in patients with advanced chronic obstructive pulmonary 

disease. Journal of Pain and Symptom Management, 38, 115-123.  

Caress, A., Luker, K., and Chalmers, K. 2010: Promoting the health of people with chronic 

obstructive pulmonary disease: Patients' and carers' views. Journal of Clinical Nursing, 

19, 564-573.  

Chen, K., Chen, M., Lee, S., Cho, H., and Weng, L. 2008: Self-management behaviours for 

patients with chronic obstructive pulmonary disease: A qualitative study. Journal of 

Advanced Nursing, 64, 595-604.  

Clancy, K., Hallet, C., and Caress, A. 2009: The meaning of living with chronic obstructive 

pulmonary disease. Journal of Nursing and Healthcare of Chronic Illness, 1, 78-86.  

Dahlberg, K., Todres, L., and Galvin, K. 2009: Lifeworld-led healthcare is more than 

patient-led care: An existential view of well-being. Medicine, Health Care, and 

Philosophy, 12, 265-271.  

Ek, K., and Ternestedt, B.M. 2008: Living with chronic obstructive pulmonary disease at 

the end of life: a phenomenological study. Journal of Advanced Nursing, 62, 470-478. 

Eklund, B. M., Nilsson, S., Hedman, L., and Lindberg, I. 2012: Why do smokers 

diagnosed with COPD not quit smoking? - a qualitative study. Tobacco Induced 

Diseases, 10, 17, doi:10.1186/1617-9625-10-17. 

Fraser, D., Kee, C., and Minick, P. 2006: Living with obstructive pulmonary disease: 

Insiders' perspectives. Journal of Advanced Nursing, 55, 550-558.  

Galvin, K. T., and Todres, L. 2011: Kinds of well-being: A conceptual framework that 

provides direction for caring. International Journal of Qualitative Studies on Health and 

Well-being, 6, doi:10.3402/qhw.v6i4.10362.  

Global Initiative for Chronic Obstructive Lung Disease (GOLD). 2013: Global strategy 

for the diagnosis, management, and prevention of COPD. Retrieved May 2013 from 

htpp://www.goldcopd.org/.  



14 

 

Graneheim, U. H., and Lundman, B. 2004: Qualitative content analysis in nursing research: 

Concepts, procedures and measures to achieve trustworthiness. Nurse Education Today, 

24, 105-112.  

Gysels, M. H., and Higginson, I. J. 2009: Self-management for breathlessness in COPD: 

The role of pulmonary rehabilitation. Chronic Respiratory Disease, 6, 133-140.  

Haas, B. K. 1999: Clarification and integration of similar quality of life concepts. Journal of 

Nursing Scholarship, 31, 215-220.  

Halding, A. G., Wahl, A., and Heggdal, K. 2010: 'Belonging'. 'patients' experiences of 

social relationships during pulmonary rehabilitation. Disability and Rehabilitation, 32, 

1272-1280.  

Halding, A., and Heggdal, K. 2012: Patients' experiences of health transitions in pulmonary 

rehabilitation. Nursing Inquiry, 19, 345-356.  

Harris, D., Hayter, M., and Allender, S. 2008: Improving the uptake of pulmonary 

rehabilitation in patients with COPD: Qualitative study of experiences and attitudes. The 

British Journal of General Practice: The Journal of the Royal College of General 

Practitioners, 58, 703-710.  

Hu, J., and Meek, P. 2005: Health-related quality of life in individuals with chronic 

obstructive pulmonary disease. Heart and Lung, 34, 415-422.  

Kvale, S. 1996: InterViews. An introduction to qualitative research interviewing. London: 

SAGE Publications.  

Lindberg, A., Bjerg, A., Ronmark, E., Larsson, L., and Lundbäck, B. 2006: Prevalence 

and underdiagnosis of COPD by disease severity and attributable fraction of smoking. 

Report from the obstructive lung disease in northern Sweden studies. Respiratory 

Medicine, 100, 264-272.  

Lindberg, A., Larsson, L., Rönmark, E., and Lundbäck, B. 2011: Co-morbidity in mild-

to-moderate COPD: Comparison to normal and restrictive lung function. Journal of 

Chronic Obstructive Pulmonary Disease, 8, 421-428.  

Lindberg, A., and Lundbäck, B. 2008: The obstructive lung disease in northern Sweden 

chronic obstructive pulmonary disease study: Design, the first year, participation and 

mortality. The Clinical Respiratory Journal, 2, 64-71.  

Lindqvist, G., Heikkilä, K., Albin, B., and Hjelm, K. 2013: Conceptions of daily life in 

men living with a woman suffering from chronic obstructive pulmonary disease. Primary 

Health Care Research & Development, 14, 140-150.  



15 

 

Miravitlles, M., Soriano, J. B., and Garcia-Rio, F. 2009: Prevalence of COPD in Spain: 

Impact of undiagnosed COPD on quality of life and daily life activities. Thorax, 64, 863-

868.  

Morse, J. M. 2008: Confusing categories and themes. Qualitative Health Research, 18, 727-

728.  

Olsson, M., Skär, L., and Söderberg, S. 2010: Meanings of feeling well for women with 

multiple sclerosis. Qualitative Health Research, 20, 1254-1261.  

Polit, D. F., and Beck, C. T. 2012: Nursing research. generating and assessing evidence for 

nursing practice (Ninth ed.). Philidelphia Baltimore New York London: Lippincott 

Williams & Wilkings.  

Reardon, J. Z. 2006: Functional status and quality of life in chronic obstructive pulmonary 

disease. The American Journal of Medicine Supplements, 119, 32-37.  

Seamark, D. A., Blake, S. D., Seamark, C. J., and Halpin, D. M. G. 2004: Living with 

severe chronic obstructive pulmonary disease (COPD): Perceptions of patients and their 

carers: An interpretative phenomenological analysis. Palliative Medicine, 18, 619-625.  

Stridsman, C., Lindberg, A., and Skär, L. 2013a (ahead of print): Fatigue in chronic 

obstructive pulmonary disease: A qualitative study of people's experiences. Scandinavian 

Journal of Caring Sciences, doi:10.1111/scs.12033. 

Stridsman, C., Muellerova, H., Skär, L., and Lindberg, A. 2013b: Fatigue in COPD and 

the impact of respiratory symptoms and heart disease - A population-based study. 

Journal of Chronic Obstructive Pulmonary Disease, 10, 125-132. 

Theander, K., Jakobsson, P., Torstensson, O., and Unosson, M. 2008: Severity of fatigue 

is related to functional limitation and health in patients with chronic obstructive 

pulmonary disease. International Journal of Nursing Practice, 14, 455-462.  

Todres, L., and Galvin, K. 2010: "Dwelling-mobility": An existential theory of well-being. 

International Journal of Qualitative Studies on Health and Well-being, 9, 5, doi: 

10.3402/qhw.v5i3.5444. 

Todres, L., Galvin, K., and Dahlberg, K. 2007: Lifeworld-led healthcare: Revisiting a 

humanising philosophy that integrates emerging trends. Medicine, Health Care, and 

Philosophy, 10, 53-63.  

Toombs, S. K. 2001: Reflections on bodily change: The lived experience of disability. In K. 

Toombs (Ed.), Handbook of phenomenology and medicine (pp. 247-261). The 

Netherlands: Kluwer Academic Publishers.  



16 

 

Toombs, S. K. 2004: 'Is she experiencing any pain?': Disability and the physician-patient 

relationship. Internal Medicine Journal, 34, 645-647.  

WHO. 1946: Official records of the world health organization, no. 2. Retrieved May 2013 

from htpp://www.who.int/suggestions/faq/.  

Willgoss, T. G., Yohannes, A. M., Goldbart, J., and Fatoye, F. 2012: "Everything was 

spiraling out of control": Experiences of anxiety in people with chronic obstructive 

pulmonary disease. Heart & Lung : The Journal of Critical Care, 41, 562-571.  

Williams, V., Bruton, A., Ellis-Hill, C., and McPherson, K. 2007: What really matters to 

patients living with chronic obstructive pulmonary disease? An exploratory study. 

Chronic Respiratory Disease, 4, 77-85.  

Williams, V., Bruton, A., Ellis-Hill, C., and McPherson, K. 2011: The importance of 

movement for people living with chronic obstructive pulmonary disease. Qualitative 

Health Research, 21, 1239-1248.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



FACIT – Utmattning skala (V4) 

Swedish  2013-11-05 
Copyright 1987, 1997  Page 1 of 1 

 
Nedan finner Du en lista med uttalanden som andra människor med Din sjukdom tycker är viktiga.  
Var snäll och ange hur väl Du tycker att vart och ett av påståendena passat in på Dig under de 
senaste sju dagarna genom att ringa in en siffra på varje rad. 
 
 

  Inte 
alls 

En 
aning 

Något Ganska 
mycket 

Väldigt 
mycket 

       
        

HI7 Jag är utmattad .................................................................   
 

0 1 2 3 4 

 
HI 
12 

Jag känner mig svag i hela kroppen .................................   
 

0 1 2 3 4 

 
An1 Jag känner mig håglös ......................................................   

 
0 1 2 3 4 

 
An2 Jag känner mig trött ..........................................................   

 
0 1 2 3 4 

 
An3 Jag har svårt att sätta igång med saker eftersom jag  

är trött ...............................................................................   
 

 
0 

 
1 

 
2 

 
3 

 
4 

 
An4 Jag har svårt att få saker färdiga eftersom jag är trött ......   

 
0 1 2 3 4 

 
An5 Jag har tillräckligt med ork ..............................................   

 
0 1 2 3 4 

 
An7 Jag kan utföra mina vanliga aktiviteter ............................   

 
0 1 2 3 4 

 
An8 Jag behöver sova på dagen ...............................................   

 
0 1 2 3 4 

 
An 
12 

Jag är för trött för att äta ...................................................   
 

0 1 2 3 4 

 
An 
14 

Jag behöver hjälp med att utföra mina vanliga 
aktiviteter ..........................................................................   
 

 
0 

 
1 

 
2 

 
3 

 
4 

 
An 
15 

Det irriterar mig att jag är för trött för att göra  
sådant som jag vill göra ....................................................   
 

 
0 

 
1 

 
2 

 
3 

 
4 

 
An 
16 

Jag begränsar mina sociala aktiviteter eftersom jag är 
trött ...................................................................................   
 

 
0 

 
1 

 
2 

 
3 

 
4 

 





DISSERTATIONS FROM THE DEPARTMENT OF HEALTH 
SCIENCE, LULEÅ UNIVERSITY OF TECHNOLOGY, SWEDEN 

Doctoral theses 

Terttu Häggström. Life-story perspective on caring within cultural contexts: experiences of 

severe illness and of caring. (Nursing) 2004. 

Inger Jacobson. Injuries among female football players. (Physiotherapy) 2006. 

Karl Elling Ellingsen. Lovregulert tvang og refleksiv praksis. (Health Science and Human 

Services) 2006. 

Annika Näslund. Dynamic ankle-foot orthoses in children with spastic diplegia: interview 

and experimental studies. (Physiotherapy) 2007. 

Inger Lindberg. Postpartum care in transition: parents’ and midwives’ expectations and 

experience of postpartum care including the use of videoconferencing. (Nursing) 2007. 

Åsa Widman. Det är så mycket som kan spela in – en studie av vägar till, genom och från 

sjukskrivning baserad på intervjuer med långtidssjukskrivna. (Health Science and 

Human Services) 2007. 

Eija Jumisko. Striving to become familiar with life with traumatic brain injury: experiences 

of people with traumatic brain injury and their close relatives. (Nursing) 2007. 

Gunilla Isaksson. Det sociala nätverkets betydelse för delaktighet i dagliga aktiviteter: 

erfarenheter från kvinnor med ryggmärgsskada och deras män. (Health Science and 

Human Services) 2007. 

Nina Lindelöf. Effects and experiences of high-intensity functional exercise programmes 

among older people with physical or cognitive impairment. (Physiotherapy) 2008. 

Åsa Engström. A wish to be near: experiences of close relatives within intensive care from 

the perspective of close relatives, formerly critically ill people and critical care nurses. 

(Nursing) 2008. 

Catrine Kostenius. Giving voice and space to children in health promotion. (Health Science 

and Human Services) 2008. 

Anita Melander Wikman. Ageing well: mobile ICT as a tool for empowerment of elderly 

people in home health care and rehabilitation. (Physiotherapy) 2008. 

Sedigheh Iranmanesh. Caring for dying and meeting death: the views of Iranian and 

Swedish nurses and student nurses. (Nursing) 2009. 

Birgitta Lindberg. When the baby is premature. Experiences of parenthood and getting 

support via videoconferencing. (Nursing) 2009. 

Malin Olsson. Meaning of women’s experiences of living with multiple sclerosis. (Nursing) 

2010. 

Lars Jacobsson. Long-term outcome after traumatic brain injury. Studies of individuals from 

northern Sweden. (Health Science) 2010. 

Irene Wikman. Fall, perceived fall risk and activity curtailment among older people 

receiving home-help services. (Physiotherapy) 2011. 

Christina Harrefors. God vård och användning av digitala hjälpmedel. Föreställningar hos 

äldre och vårdpersonal. (Nursing) 2011. 

Agneta Larsson. Identifying, describing and promoting health and work ability in a 

workplace context. (Physiotherapy) 2011. 

Lisbeth Eriksson. Telerehabilitation: Physiotherapy at a distance at home. (Physiotherapy) 

2011. 

Amjad Alhalaweh. Pharmaceutical Cocrystals: Formation mechanisms, solubility behaviour 

and solid-state properties. (Health Science) 2012. 

Katarina Mikaelsson. Fysisk aktivitet, inaktivitet och kapacitet hos gymnasieungdomar. 

(Physiotherapy) 2012. 



 2 

Carina Nilsson. Information and communication technology as a tool for support in home 

care. -Experiences of middle-aged people with serious chronic illness and district 

nurses. (Nursing) 2012. 

Britt-Marie Wällivaara. Contemporary home-based care: encounters, relationships and the 

use of distance-spanning technology. (Nursing) 2012. 

Stina Rutberg. Striving for control and acceptance to feel well. Experiences of living with 

migraine and attending physical therapy. (Physiotherapy) 2013.  

Päivi Juuso. Meanings of women's experiences of living with fibromyalgia. (Nursing) 2013.  

Anneli Nyman. Togetherness in Everyday Occupations. How Participation in On-Going Life 

with Others Enables Change. (Occupational therapy) 2013.   

 

Licentiate theses 

Marja Öhman. Living with serious chronic illness from the perspective ofpeople with 

serious chronic illness, close relatives and district nurses. (Nursing) 2003. 

Kerstin Nyström. Experiences of parenthood and parental support during the child's first 

year. (Nursing) 2004. 

Eija Jumisko. Being forced to live a different everyday life: the experiences of people with 

traumatic brain injury and those of their close relatives. (Nursing) 2005. 

Åsa Engström. Close relatives of critically ill persons in intensive and critical care: the 

experiences of close relatives and critical care nurses. (Nursing) 2006. 

Anita Melander Wikman. Empowerment in living practice: mobile ICT as a tool for 

empowerment of elderly people in home health care. (Physiotherapy) 2007. 

Carina Nilsson. Using information and communication technology to support people with 

serious chronic illness living at home. (Nursing) 2007. 

Malin Olsson. Expressions of freedom in everyday life: the meaning of women's experiences 

of living with multiple sclerosis. (Nursing) 2007. 

Lena Widerlund. Nya perspektiv men inarbetad praxis: en studie av utvecklingsstördas 

delaktighet och självbestämmande. (Health Science and Human Services) 2007. 

Birgitta Lindberg. Fathers’ experiences of having an infant born prematurely. (Nursing) 

2007. 

Christina Harrefors. Elderly people’s perception about care and the use of assistive 

technology services (ATS). (Nursing) 2009. 

Lisbeth Eriksson. Effects and patients' experiences of interactive video-based physiotherapy 

at home after shoulder joint replacement. (Physiotherapy) 2009. 

Britt-Marie Wälivaara. Mobile distance-spanning technology in home care. Views and 

reasoning among persons in need of health care and general practitioners. (Nursing) 

2009. 

Anita Lindén. Vardagsteknik. Hinder och möjligheter efter förvärvad hjärnskada. (Health 

Science) 2009. 

Ann-Louise Lövgren Engström. Användning av vardagsteknik i dagliga aktiviteter - 

svårigheter och strategier hos personer med förvärvad hjärnskada. (Health Science) 

2010. 

Malin Mattsson. Frågeformulär och patientupplevelser vid systemisk lupus erythematosus 

-en metodstudie och en kvalitativ studie. (Physiotherapy) 2011. 

 

For purchase information:  

Department of Health Science, Luleå University of Technology, S-971 87 Luleå, Sweden. 
 
 






