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Abstract 

Chronic Obstructive Pulmonary Disease (COPD) often progresses for years with 

insidious decline in lung function. Adjustment to symptoms in daily life is 

gradual and the disease is often moderately advanced when healthcare is finally 

sought.  

The purpose of this study is to gain insight into the experience of living with 

COPD at beginning stages; how persons come to terms with the disease, how 

symptoms develop, manifest and affect life as a whole. The research question is: 

How do individuals with COPD and their families experience the disease at its 

beginning stages?  

The methodology used was interpretive phenomenology. Participants had 

already finished participation in an intervention study on individuals with COPD, 

stage II and III and their family members: Partnership to enhance self-

management of people with COPD and their families. In continuation to the 

intervention study further data was collected through four family-focus group 

interviews (n=34) and a subsample of eight families. Data from both family 

interviews and focus groups are the data of this study.  

Results were analyzed into five not mutually exclusive themes;  

“Self-inflicted”, shameful disease 

Enclosed in addiction 

Living in parallel worlds – patients and family members 

Needing to get to the “end of the rope” before realizing the disease 

A call for sympathy and hope 

It is concluded that patients and families need a maintained support to be able 

to manage the disease, accept its existence and deal with the challenge of 

addiction and shame. This support must be provided as early in the disease 

process as possible in order to delay its progress.  
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Útdráttur 

 

Langvinn lungnateppa (LLT) er sjúkdómur sem þróast á mörgum árum. 

Einkennin eru lúmsk og læðast gjarnan aftan að einstaklingnum sem aðlagast 

þeim smátt og smátt í daglegu lífi. Sjúkdómurinn hefur gjarnan þróast á 

meðalslæmt eða alvarlegt stig þegar kemur að því að leita sér aðstoðar 

heilbrigðisþjónustunnar. 

Tilgangur rannsóknarinnar er að öðlast innsýn í þá reynslu að lifa með LLT á 

byrjunarstigi, hvernig einstaklingar átta sig á tilvist sjúkdómsins, og hvernig 

einkenni birtast og hafa áhrif á lífið í heild. Rannsóknarspurningin er: Hvernig 

upplifa einstaklingar með LLT og fjölskyldur þeirra sjúkdóminn á byrjunarstigi?  

Aðferðafræðin er túlkandi fyrirbærafræði. Þátttakendur höfðu þegar lokið 

þátttöku í meðferðarrannsókn á einstaklingum með LLT, stig II og III og 

fjölskyldumeðlimum, Efling heilbrigðis- og sjálfsumönnunar hjá fólki með 

langvinna lungnateppu og fjölskyldum þeirra. Í framhaldi af 

meðferðarrannsókninni var frekari gagna aflað með fjórum rýnihópum (n=34) og 

úr rýnihópunum valið úrtak átta fjölskyldna og tekin viðtöl. Rannsóknargögnin, 

bæði fjölskylduviðtölin og rýnihópaviðtölin, voru þemagreind. 

Niðurstöður eru greindar í fimm þemu sem að einhverju leyti skarast: 

Sjálfskapaður, skammarlegur sjúkdómur 

Fjötraður í fíkn 

Að lifa í aðskildum heimum 

Að skilja ekki fyrr en skellur í tönnum 

Ákall um skilning og von 

Í kjölfar niðurstaðna er ályktað að einstaklingar með LLT og fjölskyldur 

þeirra þurfi mikinn stuðning til þess að geta tekist á við sjúkdóminn, áttað sig á 

tilvist hans og tekið á vanda fíknar og skammar. Því fyrr í sjúkdómsferlingu sem 
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sá stuðningur er veittur því meiri möguleikar skapast til að hægja á framgangi 

sjúkdómsins.  

 

Lykilorð: Langvinna lungnateppa, byrjunarstig, fjölskyldur, túlkandi 

fyrirbærafræði.  
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Introduction 

This study is a part of an intervention study on individuals with COPD, stage 

II or III and their family members, Partnership to enhance self-management of 

people with COPD and their families, led by Professor Helga Jónsdóttir and her 

research team. The purpose of the present study is to gain insight into the 

experience of living with COPD at beginning stages; how persons come to terms 

with the disease, how symptoms develop, manifest and affect life as a whole. The 

research question is: How do individuals with COPD and their families 

experience the disease at its beginning stages? 

COPD is characterized by persistent and progressive airflow limitation 

associated with enhanced chronic inflammatory response in the airways to smoke 

or noxious gases. Narrowing of the small airways leads to a decrease in lung 

elastic recoil. Smoking is the main risk factor for developing COPD but other 

factors can also play a part (GOLD, 2013). The disease has been growing in 

prevalence and is predicted to continue to grow in coming decades (GOLD, 

2013). A spirometry test is necessary to diagnose the disease and divide it into 

grades according to severity. Underdiagnosis is common but may be countered 

by greater efforts to screen at-risk individuals (GOLD, 2013; Hill et al., 2010). 

Symptoms like breathlessness, chough and sputum production are not always in 

context with airflow limitation (Sutherland & Chermiack, 2004). 

Individuals with COPD are likely to be stigmatized because of their smoking 

and they experience self-blame and contempt from others (Berger, Kapella & 

Larson, 2011; Arne, Emtner, Janson & Wilde-Larsson, 2007). Cigarette smoking 

is highly addictive as nicotine delivers quickly to the brain and high amounts of 

nicotine are attained in the brain from smoking. These two crucial factors 

promote and sustain nicotine addiction along with social and psychological 

factors as well (Tønnensen et al., 2007; Dome, Lazary, Kalapos & Rihmer, 
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2010).Smoking cessation for people with COPD has been diappointlingly 

unsuccessful and people with COPD do not always relate the progression of the 

disease to smoking (Wagnea, van der Meer, Ostelo, Jacobs & van Schayck, 

2004). People with COPD tend to delay seeking medical help (Arne, Emtner, 

Janson & Wilde-Larsson, 2007; Halding, Heggdal & Wahl, 2011). The most 

commonly used approach in management of COPD is self-management. 

Conceptualization and the effectiveness of self-management programs are 

disappointing (Jónsdóttir, 2013).  

The purpose of this study is to describe the experience of living with COPD at 

its beginning stages. Interpretative phenomenology was considered the most 

appropriate method to use for this purpose. Patients in the intervention study 

were originally recruited from primary health care centers and physicians’ offices 

and had by the time this study started finished that study which was a one year 

intervention program. In continuance, data was collected through four family-

focus group interviews (n=34) and a subsample of eight families. Data from both 

the family interviews and focus group interviews are the data of this study. The 

interviews were transcribed verbatim and analyzed with thematic analysis 

(Benner, 1994). 

The author has cared for patients with COPD for some years and questions 

have developed about why people tend to delay seeking medical assistance and 

find it difficult coming to terms with the disease even at an advanced stage where 

they sometimes still deny its existence. Studies on the experience of coming to 

terms with the disease at its beginning stages are rare. The author hopes that this 

study will increase in understanding of what COPD means for individuals and 

their families and suggests approaches to health care which might be helpful in 

assisting people to come to terms with the disease which might, consequently, 

delay the progression of the disease and bring it to a halt in the most successful 

cases.  
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Research question 

This study aims to answer the following research question: How do individuals 

with COPD and their families experience the disease at its beginning stages?  
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Literature review 

In this chapter the disease Chronic Obstructive Pulmonary Disease (COPD) will 

be described in terms of epidemiology, diagnosis, symptoms and development. 

Means of self-management will be explained and people’s experience of 

stigmatization and shame explored as well as addiction and smoking. 

Chronic obstructive pulmonary disease 

This study deals with the experience of living with chronic obstructive 

pulmonary disease at its beginning stages. The definition of the disease, 

epidemiology, symptoms and effects on people’s lives will be explored.  

The definition of the disease is taken from the Global Initiative for Chronic 

Obstructive Lung Disease (GOLD, 2013) which is a global teamwork of 

scientists who have made an effort to increase awareness of COPD and have 

composed global strategies for the diagnosis, management and prevention of the 

disease based on scientific evidence. According to that definition COPD is 

characterized by persistent airflow limitation which is usually progressive and 

associated with an enhanced chronic inflammatory response in the airways and 

the lungs because of noxious particles or gases. This chronic inflammation causes 

structural changes and narrowing of the small airways which leads to a decrease 

in lung elastic recoil and diminution of the airways ability to remain open during 

expiration (GOLD, 2013; Phipps, Monahan, Sands, Marek & Neighbors, 2003).  

The primary risk factor for developing COPD is smoking although 

nonsmokers may also develop chronic airflow limitation. Smokers generally have 

a higher prevalence of respiratory symptoms and decline in lung function. 

Passive exposure to cigarette smoke can also increase the risk. A Danish research 

revealed that the absolute risk of developing COPD among continuous smokers 

is at least 25% (Løkke, Lange, Scharling, Fabricius & Vestbo, 2008). Genetic 

predisposition affects the risk of developing COPD as not all smokers, even with 

the same smoking history, will develop COPD. Risk factors, in addition to 
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smoking, which have been associated with reduced lung function are genes 

(deficiency of alpha-1 antitrypsin), lung growth development, socioeconomic 

status, asthma, childhood respiratory infection, age, gender and exposure to 

particles like dust, chemicals, indoor pollution, urban pollution and more 

(GOLD, 2013).  

Epidemiology 

COPD is the fourth leading cause of death in the world and the burden of the 

disease is predicted to grow in coming decades (GOLD, 2013; Benediktsdóttir, 

Guðmundsson, Jörundsdóttir, Vollmer &Gíslason, 2007). An Icelandic research 

has shown a high prevalence of COPD in the population among 40 years and 

older. The mean prevalence of people with grades I and higher was 18% of the 

population, thereof 9% were at grade II and higher (Benediktsdóttir et al., 2007).  

Prevalence of the disease grows rapidly with advanced age and among those 

who have smoked much. Overall the disease is equally common among men and 

women but more young women than men have the disease, which, among with 

other things, indicates that smoking is more dangerous to women than men 

(GOLD, 2013; Løkke et al., 2006). COPD is one of a few diseases which has 

continued to grow in prevalence for decades and is predicted to grow even more 

and result in growing morbidity, mortality, drug costs and as a burden for the 

health care system. Now, as generations of heavy smokers (people born between 

1950 and 1965) are growing older, and are near a certain age when the disease 

has growing effects on people’s health, an increased burden on the health care 

system is expected (Gulsvik, Boman, Dahl, Gislason & Nieminen, 2006; 

Benediktsdóttir et al., 2007).  

Diagnosis 

Spirometry to test lung function and measure airflow limitation is required to 

diagnose COPD. Airflow limitation is measured by the rate between forced 

expiratory volume in one second (FEV1) and forced vital capacity (FVC). The 
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presence of a post-bronchodilator FEV1/FVC < 0.70 confirms the presence of 

COPD. The disease is divided into grades based on the spirometric classification 

of airflow limitation (recently GOLD exchanged the term stage to grade). GOLD 

grade II is moderate airflow limitation when FEV1 is between 50-80% of 

predicted value and GOLD grade III is severe airflow limitation when FEV1 is 

between 30-50% of predicted value based on age, gender and ethnic background. 

In recent years the emphasis on using only spirometry to diagnose the disease has 

decreased and now it is recommended that in any patient who has dyspnea, 

chronic cough or sputum production and/or history of exposure to risk factors of 

the disease a clinical diagnosis should be considered (GOLD; 2013). 

COPD is commonly underdiagnoesd and the disease has often developed to a 

severe stage when diagnosed (Lindberg, Bjerg-Bäcklund, Rönmark, Larsson & 

Lundbäck, 2006; GOLD, 2013; Bednarek, Marciejewski, Wozniak, Kuca & 

Zielinski, 2008). According to the Icelandic study mentioned earlier only 8.3% of 

those who fulfilled the criteria for the disease had previously been diagnosed by a 

physician (Benediktsdóttir et al., 2007). In a primary health care in Canada only 

about 33% of those who fulfilled the criteria to have COPD were aware of their 

diagnosis before the study (Hill et al., 2010). 

Underdiagnosing can be countered by greater screening of at-risk individuals 

in the primary health care (Hill et al., 2010; Bellamy & Smith, 2007; Radin & 

Cote, 2008) but the issue might be more complex than that. Persons with COPD 

often underestimate their symptoms as they commonly accept their symptoms as 

part of ageing or as a consequence of smoking and are therefore less likely to 

report symptoms, and that may play a part in the apparent underdiagnosis of the 

disease (Bellamy &Smith, 2007). COPD progresses for many years and the 

decline in lung function develops insidiously so persons often unconsciously 

reduce or adjust their lives to accommodate their respiratory symptoms. They 

usually do not seek medical help until they experience symptoms which affect 

their daily life, get exacerbation of their symptoms or have chronic symptoms. At 
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that point the disease is often moderately advanced (GOLD, 2013; Sutherland & 

Chermiack, 2004). Patients experience the diagnostic process as a prolonged one 

(Arne et al., 2007). Airflow limitation can be partly reversible and treatment of 

COPD can improve patient symptoms, quality of life, exercise capacity, health 

status and prevent exacerbations. Therefore it is essential to diagnose and treat 

the disease as early as possible (Radin & Cote, 2008; GOLD, 2013) 

Symptoms and onset of the disease 

Chronic and progressive dyspnea, chronic cough and sputum production are 

typical symptoms of COPD. Dyspnea is the main symptom of the disease and 

usually described as a sense of increased effort to breathe, heaviness or air 

hunger. Dyspnea is the major cause of disability associated with the disease. It 

progresses from affecting a few aspects, e.g. people notice they have difficulty 

walking at the same speed as their peers, to a point where dyspnea affects every 

part of daily life like dressing or walking a few meters and leading to a loss of 

social activity. An exacerbation is when symptoms acutely worsen beyond 

normal day-to-day variations, usually caused by respiratory infections which 

often lead to hospitalization (GOLD, 2013). Advanced disease is characterized 

by periods of stability and periods of exacerbations alternately and growing in 

frequency until the last exacerbation leads to death (Murray, Kendall, Boyd & 

Sheikh, 2005). Anxiety and depression are common with COPD and the disease 

often causes fatigue, weight loss and skeletal muscle dysfunction. Other frequent 

co-morbidities are cardiovascular diseases, osteoporosis and lung cancer, all of 

which can occur in patients with mild, moderate and severe airflow limitation 

(GOLD, 2013). Isolation and being closed in have been used to characterize the 

experience of COPD when life centers upon breathing and difficulties in 

expressing oneself and relating to others dominate (Jonsdottir, 1998).  
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The onset of symptoms is not always in context with airflow limitation. 

Sutherland and Chermiack (2004) made a descriptive graph which reveals the 

decline in lung function in patients with COPD in accordance to symptoms, see 

Figure 1. This figure shows that symptoms often do not appear until significant 

airflow limitation has developed; FEV1 has fallen to approximately 50% of the 

predicted normal value and from that point symptoms progress rapidly from mild 

to severe. This underlines the importance of early detection of the disease. 

Figure 1.Deterioration in lung function in patients with COPD (Sutherland & Chermiack, 

2004). 

 

Although symptoms like coughing, wheezing and moments of difficulty 

breathing are present they are initially not recognized by the patient as signs of a 

disease. On top of that patients adapt to symptoms by avoiding or giving up 

physical activities or adjusting by slowing down the speed of activities. 
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Symptoms might be neglected and cough in the morning becomes a habit. 

Patients tend to hide their symptoms and delay seeking medical advice (Arne et 

al., 2007).What is known about people’s experience of the beginning stage of 

COPD is mainly based on studies of people with the disease at an advanced 

stage. Only a few studies were retrieved which studied individuals with 

beginning stages (stage I and II). 

 

Stigma and shame 

Stigma is defined as discrediting another; the person experiences social 

disapproval and discrimination because of characteristics which differentiate 

him/her from others in a way which reflect widely held social beliefs about 

personality, behavior and illness. Stigma may entail changes in body image, 

social isolation, rejection and more (Lubkin & Larsen, 2013). 

Individuals with COPD are likely to be stigmatized because the disease is 

considered to be self-inflicted and, therefore they are less worthy of help. COPD 

is in most cases a result of many years of smoking and people’s response to a 

person with COPD can be affected by that. Family, friends and sometimes 

strangers make a connection between COPD and the self-imposed behavior of 

smoking which can contribute to self-blame. “Smoke-free” regulations may 

proceed in smokers being seen as less favorable (Lubkin & Larsen, 2013; Berger, 

Kapella & Larson, 2011). The response of health professionals towards the 

person with COPD might also be affected by the knowledge of the connection 

between smoking and COPD (Berger et al., 2011).  

Smokers experience enacted stigma which refers to the situational response of 

others to behaviors or attribute of another (Lubkin & Larsen, 2013).In public 

places persistent cough and episodes of dyspnea draws the attention of others and 

the situation can be embarrassing as well as upsetting for both onlookers and the 

individual. As symptoms of the disease gradually become more difficult to 
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conceal the individual is likely to withdraw from uncomfortable situations and 

there-of become isolated (Berger et al., 2011). Persons with COPD often blame 

themselves for their behaviors which may have led to their disease and family 

members blame the person also because she/he smoked (Plaufcan, Wamboldt & 

Holm, 2012).  

Stigma increases feelings of shame which can hinder people from seeking 

medical advice or from taking action to change their behavior (Arne et al., 2007). 

To face the fact that one has a smoking-related disease can be overwhelming and 

physicians’ “preaching” about abstinence from smoking can be counter effective 

(Jonsdottir & Jonsdottir, 2007). Persons with COPD feel that they are defined by 

the fact that they smoke or have smoked. Frequently health care professionals 

think the person who smokes and develops COPD should have known the risk 

and therefore he/she is responsible for his/her health at the present time (Berger 

et al., 2011; Lubkin & Larsen, 2013).Instead of reacting to individuals with 

COPD by stereotyping and/or with judgment patients often wish their personal 

stories would be listened to and how their disease has developed in their own life. 

That way, their personal story would get more attention and risk factors in their 

life in addition to smoking, e.g. their unhealthy workplaces or passive smoking in 

their childhood, might be included in possible explanation for the disease 

(Bailey, Montomery & Boyles, 2009). 

 

Addiction and smoking 

Cigarette smoking is the major risk factor for development and progression of 

COPD and quitting smoking the most important action to stop or delay the 

progression of the disease (GOLD, 2013; Tønnesen et al, 2007).  

A person with COPD has a more urgent need to stop smoking than the 

average smoker but often finds it more difficult to do so. The most likely reason 

is nicotine dependence as that is the underlying mechanism responsible for 
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persistent tobacco use although psychological factors and habituation also play a 

role. Moreover, smokers with COPD seem to have a higher dependence on 

nicotine than other smokers (Tønnesen et al, 2007). Smoking is categorized as a 

disease of addiction in the International Classification of Diseases (ICD -10) and 

the American Diagnostic and Statistical Manual and Mental Disorders (DSM-

IV) (ICD10Data.com, 2013; Jónsdóttir et al., 2009). Cigarettes are addictive and 

nicotine is the drug in tobacco which causes addiction. Tobacco addiction is 

considered of similar strength as addiction to drugs, such as heroin and cocaine 

(U.S. Department of Health and Human Services, 2010). 

Nicotine addiction is complex and characterized by multiple factors; 

physiological, social and psychological which promote persons to continue 

smoking (Blöndal, 2007). The rapid rate of nicotine absorption and high amounts 

of nicotine attained in the brain from smoking are two crucial factors which 

promote and sustain nicotine addiction. Cigarettes deliver nicotine quickly and 

smoking is the most harmful form of nicotine consumption. Once cigarette 

smoke is inhaled nicotine immediately reaches the lungs and passes the 

bloodstream to the brain. Nicotine has diverse effects on various brain functions, 

influences the activity of several neurotransmitter systems and has even been 

linked to functional and structural changes in the brain (Dome, Lazary, Kalapos 

& Rihmer, 2010). Once in the brain, nicotine binds to receptors which release 

dopamine and activate the so called reward system which gives the smoker the 

pleasure he/she craves for. This has been called the positive reinforcement. 

Negative reinforcement however refers to a process by which nicotine reduces 

negative-affect states such as pain, craving, difficulty concentrating, irritability, 

depression symptoms and more. With continued use of cigarettes over time the 

receptors in the brain increase and in abstinence from smoking the smoker 

experiences a series of those negative-affect states which wear off as he/she 

smokes again. In addition, environmental learning process is when smoking cues 

are connected to certain things in the environment and a strong habit is created 
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and maintained (U.S. Department of Health and Human Services, 2010; Blöndal, 

2007). 

Smoking is not simply a lifestyle or a choice of the addicted smoker (Blöndal, 

2007). About 4-12 hours after quitting smoking varied withdrawal symptoms 

begin to appear such as irritability, anxiety, restlessness, difficulty concentrating, 

craving for cigarettes and more (U.S. Department of Health and Human Services, 

2010).The knowledge of the harm smoking can do and the wish to stop it 

conflicts with the addiction and despite the smoker’s good intentions, the 

addiction prevails. Smoking gets an unhealthy priority beyond the wish to stop it 

(Blöndal, 2007; Lindqvist & Hallberg, 2010). Smokers have described this as 

striving for freedom from the cigarettes they know are not good for their health, 

but at the same time smoking gives a temporal feeling of freedom and calms 

difficult feelings so the urge to smoke is hard to resist (Jonsdottir & Jonsdottir, 

2007).  

The effectiveness of smoking cessation interventions for people with COPD 

has shown disappointingly low success (Wagena, van der Meer, Ostelo, Jacobs, 

& van Schayck, 2004). Even if a smoker is able to stop smoking, nicotine 

addiction remains present for many years as shown by relapses in ex-smokers 

who try a single cigarette a few years after quitting and immediately relapse 

(Tønnesen et al., 2007). For smokers with COPD life can be complex in many 

ways and even though quitting smoking is an absolute necessity they find it 

overwhelming and extremely difficult to commit whole heartedly and let go of 

their “friend” (Jonsdóttir & Jonsdottir, 2007).  

People with COPD do not necessarily relate the progress of the disease to 

tobacco smoking. They tend to doubt that the disease only emerges because of 

smoking, and believe it has multiple causes like that it runs in the family and/or is 

due to pollution at their work place (Halding, Heggdal & Wahl, 2011; Berger et 

al., 2011). 
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Self management and partnership 

People with COPD tend to delay seeking medical help (Arne et al, 2007; Halding 

et al., 2011). However, whether they seek help early or late in the disease process 

it is important that health care professionals approach them in a manner which 

helps them to become more able to manage their chronic disease and improve 

their quality of life. The approach must be at a non-judgmental basis where 

individuals are met at the place they are situated in order for them to be able to 

accept and apply the intervention being used (Jóndsottir, 2013). 

Self-management has become a popular term for management of chronic 

conditions (Lorig & Holman, 2003). Living with a chronic disease often demands 

daily self-management tasks like taking medicine by a plan, maintaining a special 

diet, exercising, observing symptoms and responding to changes in symptoms 

(Rosland & Piette, 2010). Self-management is to engage in activities which 

protect and promote health, monitoring and managing symptoms and managing 

the effects of illness on physical and mental function in cooperation with health 

care professionals and the community resources (Bycroft & Tracey,2006). In 

modern health care systems more demands are gradually made on patients to 

actively take part in their daily treatment. Health care professionals support 

patients to be responsible for their own health and daily treatment (Barlow, 

Wright, Sheasby, Turner & Hainsworth, 2002; Richard & Shea, 2011).  

Predominant ideology about self-management states that it is “to teach and 

educate patients with the skills needed” to effectively manage their symptoms 

and condition (Barnett, 2009, pg 4). Prescriptivism seems to have sneaked into 

the ideology on self-management (Jónsdóttir, 2013) where authors say their most 

significant aim is to “change patients’ behavior” (Bourbeau, 2009, pg 8). It is 

assumed that the health care professional knows and decides what is in the 

patient’s best interest at the time (Jónsdóttir, 2013). Self-management 

programmes seem to be standardised and tailored to the health care professional 

rather than the individiual patient (Lawn, McMillan & Pulvirenti, 2011). Thus, 
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the main thrust has become to manage the disease but not the personal experience 

to life with it (Jónsdóttir, 2013).  

Many COPD patients are not attending self-management programs despite 

referral and/or fail to complete them for various reasons (Sohanpal, Seale & 

Taylor, 2012). An on-going multi-faceted approach is needed to manage the 

variety of symptoms and problems COPD inhabits. Luker & Chalmers (2010) 

studied patients aged 60-80 years old with moderate to severe stage of the disease 

along with their cares and showed that the patients were preoccupied with 

managing the strain that the disease “imposed on them” in daily life (p. 564). 

Despite having attended pulmonary rehabilitation they were unlikely to actively 

seek information and health promotion services and even seemed unaware of 

possible activities and ways to improve their health. 
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Summary 

COPD is a growing disease, usually caused by smoking, of which symptoms 

gradually affects peoples’ daily life. Underdiagnosis is common and a greater 

identification of at-risk individuals is needed. However, individuals tend to 

underestimate or neglect the severity of their symptoms which often develop for 

many years. People with the disease often experience stigma and shame which 

can hinder them from seeking health care. The most difficult hindrance is the 

addiction to nicotine which is characterized as highly addictive by physiological, 

social and psychological factors. Self- management is the most common 

approach for management of the disease. Self-management programs seem 

standardized and people often fail to complete them. More research is needed to 

realize and understand the experience of COPD at its beginning stages in 

connection to addiction, shame, self- management and related issues. 
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Methodology 

The purpose of this qualitative study is to describe and explain the experience of 

individuals with COPD and their families of the disease at its beginning stages 

for the purpose of gaining insight into the effects of the disease on daily life, the 

development and manifestation of symptoms and how people come to terms with 

the disease. An increased understanding of this experience may facilitate 

development of health care which is sensitive to the needs of these families. 

Interpretive phenomenology is used to reveal the meaning of being a human 

being in a particular situation and is therefore an appropriate method (Leonard, 

1994; Benner, 1994). The research question is: How do individuals with COPD 

and their families experience the disease at its beginning stages?  

 

Interpretive phenomenology    

Interpretive phenomenology is rooted in the philosophical tradition of 

phenomenology (Leonard, 1994). A phenomenon is something which appears to 

human consciousness. That which appears is not only what is seen but also what 

is heard, thought or sensed in any way. A phenomenon can be other people, 

nature, pain or memories, for example. When something appears to human 

consciousness a certain experience, understanding and knowledge is obtained. 

The subject of phenomenology is to describe a phenomenon strategically as it 

appears (Dan Zahavi, 2008). As a subdivision of phenomenology, interpretive 

phenomenology is used not only to describe but also to interpret and understand 

human experience; what is it to be a person. To the person things have 

significance and value which is based on her/his culture, history, language and 

situations. These things are of concerns to the person and differ between persons. 

In asking what it means to be a person it is necessary to enter the person´s world 

and at the same time gain perspective on how the person knows the world. The 

world, in this sense, refers to meaningful sets of relationships, practices and the 
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language the person has by virtue of being born in the culture. The world shapes 

the person and the person shapes her/his world as nothing can be encountered 

independent of language, background, understanding and culture (Leonard, 

1994).  

A phenomenon must be understood in its context. Particular events must be 

understood in terms of history as well as the current situation as people’s lives 

are complex and in constant movement. Understanding makes a basis for 

interpretation of the world of people and events. For the purpose of 

understanding the researcher goes backwards and forwards and reflects on the 

text and the context of things in order to attain meaning (Benner, 1994). The goal 

is to uncover commonalities and differences to understand the world and what is 

of most concern to people. The five sources of commonalities, as articulated by 

Benner (1994) form the basis of data collection and analysis, are: 1) Situation – 

an understanding of how the person is situated currently and historically. 2) 

Embodiment – the person is embodied rather than having a body. The embodied 

self encompasses behavioral, perceptional and emotional responses. In a healthy 

body people take the unity of the embodied self for granted until it breaks such as 

in illness. 3) Temporality is the experience of lived time in both present, future 

and past, that is, how one projects oneself in lived experience of time or 

timelessness. 4) Concerns are what matters to the person in a particular situation; 

what is noticed and what has meaning. 5) Common meanings are taken-for-

granted linguistic and cultural meanings (Benner, 1994; Leonard, 1994). 

An understanding of human experience always includes interpretation by the 

one who describes it. The researcher’s background and personal experience, 

therefore, affects interpretation. The researcher has a pre-understanding of the 

research subject based on personal and cultural background and must recognize 

that before she/he starts the research process. The pre-understanding shapes the 

way the researcher sees things and the way things shape pre-understanding. This 

pre-understanding has been called the fore-structure of understanding and has 
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three aspects (Plager, 1994): 1)A fore-having: The person comes into a situation 

with a practical familiarity, that is, with background practices from his/her world. 

That approach makes interpretation possible. The environment, the researcher’s 

upbringing, education and experience has formed him/her as well as the 

participants and all have ideas about the research topic. 2)A fore-sight: Because 

of background the person has a point of view from which to build his/her 

interpretation upon. 3)A fore-conception: In relation to the background the 

person has some expectations of what might be anticipated in an interpretation.  

 

Author´s preunderstanding 

Fore-having: For the last five years I have met and cared for many patients with 

COPD both at my daily job at the pulmonary inpatient unit at Landspitali 

University Hospital and in participating in the research on people with COPD at 

beginning stages. It has caught my attention how far the disease has processed 

before people first seek medical advice and how often people do not seem to 

realize that they even have the disease. Frequently, they seem to deny its 

existence and it may not be until people are hospitalized at the acute pulmonary 

unit, presenting a life-threatening exacerbation, that they finally are diagnosed 

with the disease. For some reason they have not paid attention to the symptoms 

of the disease or sought medical advice earlier. In the intervention study my part 

was to contact participants and invite them to take part in the research as well as 

meeting them when they first came to the research center. Many questions awoke 

in that process and I noticed that those who came seemed to have made quite an 

effort to actually be able to come. Sometimes they were nervous and even 

defensive at first, especially those who were still smoking. I also noticed that 

many of them did not bring a family member with them and some of them had 

not even asked a family member to come despite my encouragement to do so. 

What especially caught my attention was noticing how many did not seem to 
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realize that they had the disease which made me think about how it would be 

possible to gain people’s attention earlier and how they could be approached in a 

helpful way.  

Fore-sight: Based on my experience at my job and by reading literature I have 

a certain point of view. I believe health professionals must find ways to help 

people at the beginning stages of COPD to realize that they have a disease even 

though they seem to want to deny it. Nicotine addiction is very powerful and 

pulls people away from trying to quit smoking and from admitting the existence 

of the disease. Rather than accepting that people avoid being helped, I believe it 

is our obligation to develop health care where we non-judgmentally and 

respectfully are able to establish partnership with the people and work with them 

to delay or stop the progression of COPD.   

Fore-conception: Much is written about the experience of advanced COPD 

but to my knowledge research on experience of the disease at its beginning stages 

has just newly started. It is my hope that with this study a new and a deeper 

understanding on people´s experience of the disease at the beginning stages and 

how it manifests in their lives, will be gained. I also hope that an understanding 

on what hinders these people from realizing the existence of the disease will be 

enhanced.   

 

Participants and setting 

The criteria for selecting participants in this research were individuals with 

COPD, stage II and III and family members who participated in the intervention 

study, Partnership to enhance self-management of people with COPD and their 

families. The participants who originally were recruited from eight primary 

health care centers in Reykjavik capital area and six private lung physicians’ 

offices at Læknasetrið, had by the time of this research finished the one year 

intervention. For participating in this research the individuals had to have been 
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accompanied by a family member to the original study. The individuals received 

an invitation letter to a focus group for data collection. In the letter they were also 

informed that a subsample of those invited to the focus groups would be invited 

to take part in a family interview (Appendix 1). All of the individuals who were 

accompanied by a family member in the original study and who finished the 

study were contacted for the focus groups (n=18). In all there were four focus 

groups with seven to ten people in each group (n=34). In two of the focus groups 

there were families who had been in the intervention group and in the other two 

focus groups there were families who had been in the control group.  

After the focus group interviews had been conducted a subsample of families 

was chosen. Seeking maximum variation and demographic characteristics 

(Sandelowski, 1995), the inclusion criteria for the family interviews were that a) 

the family had been enthusiastic to share the experience in the focus group, b) the 

individual with COPD and the family member is of relatively young age 

(preferably < 60 years) since influences of the disease might play out stronger for 

younger persons and c) the families have diverse background, employment and 

social status. 

The data collection for the focus groups took place in the same place as the 

original research, i.e. the Nursing Research Center at the University of Iceland. 

To meet at a place the participants know helps to create natural environment and 

it is important that participants are comfortable. The participants had already 

visited to the research center a few times before and during the interviews it was 

emphasized to create a comfortable environment and atmosphere (Bender 2012; 

Benner, 1994).  

About three to five months after participating in the focus group individuals 

were invited to the family interviews. Everyone was willing to take part except 

two couples who were occupied or out of the country during the time period 

available. For the family interviews participants were able to choose, at their 

convenience, whether it took place at their own home or if they would come to 
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the research center. Six families chose their own home and two couples came to 

the research center, making a total of sixteen participants, eight individuals with 

COPD and eight family members. 

 

Data collection 

Data was collected in two phases. First there were four focus group interviews 

and then eight family interviews. 

Focus group interviews are a form of qualitative research that involves 

organized discussion with a selected group of individuals who have something in 

common (Bender, 2012). The purpose is to gain data on their views, experience 

of the topic discussed and to obtain different perspectives about the topic. The 

group usually consists of 4-12 people and in each research there are 3-6 

interviews, each about one hour. The interviewer (moderator) plays a critical role 

in the success of the interviews. She/he guides discussion according to a set of 

questions or topics and must make sure to solicit input from all group members 

and see to that the conversation is floating. A good knowledge on the topic is 

necessary. A respectful atmosphere is promoted and she/he listens actively to the 

participants narratives. An observer (assistant moderator) is usually present and 

has the purpose to observe each session and notice unspoken expression (Bender, 

2012). In this study the moderator was a clinical assistant professor, a member of 

the research team and currently working at an out-patient clinic for people with 

COPD. The author took part in all the focus groups as an observer, joined by 

another observer as well.  

Focus group interviews are likely to be efficient as the researcher obtains the 

viewpoint of many people in a short time. It is based on interaction between 

people in a group; people react on what is being said by others, thereby leading to 

data that is less likely to be revealed in individual interviews. This quality is one 

of the advantages of focus group interviews. Another advantage is that the people 
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in the group can share their mutual experience which can result to individuals in 

the group gaining a new perspective on their own situation. A concern is that 

some people are uncomfortable about expressing their views in front of a group 

and people who tend to dominate discussion can be a part of such a group. A 

tendency to agree with others in the group can also be of concern. Most of the 

concerns are related to the moderators‘ knowledge and training and therefore 

making his/her approach critical as described earlier (Bender, 2012; Polit & 

Beck, 2012) 

Family interviews provide a different window on the research topic than focus 

group interviews, as they usually offer more detailed data (Jónsdottir, 2012). 

When focus groups are followed with family interviews a comparison on the 

individual response and responses from the focus group context can be made 

(Hollander, 2004). In this study data was collected with two researchers through 

eight approx. one hour-long family interviews which were audio-recorded and 

transcribed verbatim. The same two researchers took part in all the interviews, 

one as a main interviewer and the other as an observer. A master’s prepared 

nurse, who is a member of the research team and currently working at an out-

patient clinic for people with COPD, was the main interviewer in some of the 

interviews and the author in the others. This nurse is experienced in working with 

individuals and families dealing with COPD and taking interviews based on 

interpretive phenomenology and was therefore of much support to author. A 

good familiarity of the subject and experience is considered important and the 

presence of two researchers can increase the quality of hearing what is said and 

what is left unsaid (Benner, 1994; Kvale & Brinkmann, 2009) 

Since the family interviews followed the focus group interviews the questions 

were formed in the context of what had already been revealed and what the 

author and the research team considered critical to understand more precisely 

(Benner, 1994).Of most concern was to gain a deeper understanding on shame, 

the course of events as the disease manifested itself in the person´s life, being 
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diagnosed and what obstacles there were in the way of facing the existence of the 

disease. The author created a draft of questions for the family interviews and in 

cooperation with the research team a frame was formed (Appendix 2). Reviews 

and reflections from other researchers were helpful to uncover blind spots and 

find the most appropriate questions (Benner, 1994). 

For both the focus groups and family interviews the main interviewer opened 

the interview with an introduction explaining the purpose of the conversation and 

how it would be conducted, how participants were chosen into the research and 

reminded them of the confidentiality of the researchers. Then the informed 

consent was signed (Appendix 3). The observer noticed the setting and non-

verbal expression like facial expression and atmosphere. The observer could also 

chime in the conversation in order to ask further about subjects, extract 

commentary or run back over earlier parts when needed (Bender, 2012; Benner, 

1994). The audio recording started after the introduction and participants were 

told how the findings would be used and published and that the audio recording 

would be deleted after the research. For the purpose of this research it was 

emphasized to set the interview up in as a naturalistic way as possible and create 

open atmosphere so the participants would feel free and unconstrained to express 

themselves (Benner, 1994; Jónsdóttir, 2012) 

The interviews were formed as semi-structured in depth interviews (Kvale& 

Brinkmann, 2009). An emphasis was placed on phrasing questions in everyday 

conversational language so participants could respond spontaneously. The 

experience was examined from different perspectives and a focus was placed on 

the extraction of narratives or commentary from situations in the person’s life. 

When people structure their own narratives they are describing their immediate 

experiences and are less likely to use false generalities or ideology than if they 

are only answering questions giving facts or opinions (Benner, 1994; Kvale & 

Brinkmann, 2009).  
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The opening question, for both focus group and family interviews, was 

intended to bring out a description of the experience in the most open way 

possible: “What is of most concern to you about the pulmonary disease, what is 

now on your mind or matters the most to you?” This question affects and sets the 

tone for the whole interview and therefore it is important that the opening 

question should be appropriated (Fleming, Gaidys & Robb, 2003). Certain 

questions followed this opening question both to invite conversations about the 

issue of the study and to explore it as thoroughly as possible (Jónsdóttir, 2012). 

The questions formed a direction in the conversation without controlling it 

(Kvale & Brinkmann, 2009). Issues probed in the question frame were in 

connection to what was mostly of the participants concern at the present time, 

how they first came in to terms with the disease, how symptoms of the disease 

affected their daily life, what emotions they experienced related to the disease, if 

they experienced shame or guilt and how they talked about the disease with 

others. Additional issues in the family interviews were concerning what had 

proved most helpful in addressing the disease, what they thought would be most 

helpful for others in similar or same circumstances and if they would have done 

something differently if they could start all over again. Questions were also asked 

about family support, how people viewed themselves in the near future (3-5 

years) and about the experience of quitting smoking. Questions were aimed both 

at patients and family members separately.  

For the purpose of this study it was important to seek the meaning which 

participants put in their experience and to notice both spoken and unspoken 

expression. The researcher focused on being open-minded to what was expressed 

although it might sound new and unexpected (Kvale & Brinkmann, 2009; 

Benner, 1994). Sensitivity towards that which was being conveyed and allowing 

the participants to tell the story in their own way without interrupting the 

narrative was also of high importance. The question frame sometimes caused the 

conversation to go back to some issues already discussed which often gave a new 
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aspect on the topic. If needed, the interviewer asked for clarification on details of 

stories or asked questions to better understand and/or be sure to understand 

correctly what the participant’s meant (Benner, 1994). There were no follow up 

interviews but care was taken by the end of each interview to sum up its main 

content (Jónsdóttir, 2012; Benner, 1994). After each interview the researchers 

discussed their impressions, what they noticed, what was surprising and reflected 

on their focus for the next interview.  

 

Data analysis 

The author transcribed verbatim both the focus group interviews and family 

interviews. As interpretation and analysis of data started simultaneously, the data 

analysis started in the first focus group interview. Along with the transcribed 

interviews, observation notes and authors diaries all were treated as text 

analogues (Benner, 1994). When transcribing the interviews notice was taken of 

meaningful actions in the living conversation like expressed emotions, laughter, 

silence, and atmosphere and so on. Such actions may help to interpret meaning as 

the researcher goes beyond what is directly said to deeper interpretation on 

structures and relations of meaning (Kvale & Brinkmann, 2009). 

The text was read and re-read and the recordings were listened to over and 

over again to correctly present the voice of the participants. To begin with, the 

text was read as a whole and then it was categorized and certain parts carefully 

inspected repeatedly until a meaningful whole without contradiction was 

developed. This was done by setting notes on the margins of each transcript 

which then were gathered and compared with each other in order to classify 

issues which reoccurred and were common in the data set. The meaning was 

interpreted by working out structures and relations of meanings not immediately 

apparent in the text (Kvale & Brinkmann, 2008; Green &Thorogood, 2004).  
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The approach which was taken in this study was thematic analysis. 

Commonalities and differences were revealed and issues and patterns analyzed. 

The interpretive process is circular; the researcher moves back and forth between 

parts and the whole of the text and between foreground and background and 

situations (Benner, 1994). This is an ongoing process of rewriting, which 

demands staying close to the text which the researcher immerses him-/herself 

into and then distancing him-/herself away from it again to see it in a new 

perspective and ask further questions. Still, it is not enough to go back and forth 

in the text. The researcher must also go back and forth in familiarizing him-

/herself with the world of the participant, withdrawing him-/her and ask critical 

questions about the world of the participants. It is important to notice and write 

down the absence of something, e.g. what the participants are not and what is left 

unsaid (Benner, 1994). This is a circle of understanding, interpreting and 

criticizing.  

 

Validity 

A definition of validity in qualitative research is not always clear as the 

experience and knowledge of the researcher is always partly reflected in the data. 

Using language to describe experience and the researcher’s ability to elaborate it 

has its limits (Jónsdóttir, 2012). Several means can however be practiced to 

increase validity, mostly referred to the research’s credibility (Rolfe, 2006). 

When the researcher is able to present recognizable description which reflects the 

experience of the participant’s, credibility can be achieved. Data collection must 

be thorough, valuable and contain descriptions and different perspectives on the 

experience studied. The researcher must describe his experience, background and 

concept as has been done previously in this study (Plager, 1994; Rolfe, 2006; 

Benner, 1994).  
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Validity can be increased when data is analyzed by more than one researcher 

and by peer review. In this study themes were discussed with members of the 

research team to ensure logical flow from the findings and to invite alternate 

interpretations. When developing the first draft of themes all comments and 

keywords from the text were organized and the ones which supported each other 

were grouped together. After writing and re-writing the text along with reading 

and listening to the interviews, themes emerged. Those themes were introduced 

to the research team and it proved helpful to compare contrasts and to discuss the 

meaning of the data. Critical questions were raised to help the author to 

contextualize and see new perspectives. To have more than one researcher 

collecting data also increases validity. In the data collection there were always 

both an interviewer and one or two observers (Cutcliffe & McKenna, 1999; 

Kvale & Brinkmann, 2009). 

The author emphasized to be honest, accurate and self-assertive as well as to 

respect participants, present their experience properly and to be committed to the 

text (Jónsdóttir, 2012). Summing up at the end of each interview and keeping a 

diary and field notes also served to enhance the validity of the study (Smith, 

1999; Munhall, 2003). 

 

Ethnical issues 

Four main principle rules of ethics form the basis of ethics for health research. In 

this study these codes of ethics were kept (Kristinsson, 2012):    

  

 1) The principle of autonomy: Formal ethical approval was obtained 

from the National Bioethics committee (no. 09-035-V3) [Vísindasiðanefnd] 

(Appendix 4) and the Data Protection Authority [Persónuvernd] (Appendix 5). 

Participants voluntarily agreed to participate based on full and open information 

as they were given both written and oral information (Appedix2) before signing 
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informed consent (Appendix 3). Information included the purpose and nature of 

the study, researchers´ confidentiality and the right to decline or quit participation 

was made clear. 

2) The principle of non-maleficence – “first do no harm”. Information was 

also given on possible consequences of participation. In qualitative interviews 

data collection can be personal and create mixed feelings for the participants. The 

interviewer must be conscious of participants’ difficult feelings which might 

occur in the dialogue and offer appropriate assistance if needed (Kristinsson, 

2012). In the information letter participants were informed that if participation in 

the study raised difficult emotional issues psychological assistance would be 

available to them upon request. No one asked for this service. Transcribed 

interviews were only accessible to the author, the advisor and two other members 

of the research team. Caution was made to treat sensitive data with particular 

respect and in a way which could not lead to recognition of the person (Kvale & 

Brinkmann, 2009).  

3) The principle of beneficence. This study can be of benefit both for 

individual participants and for the group of people dealing with COPD at 

beginning stage. Interpersonal relationships occur in the interviews which can be 

a rich experience for the participant, which may obtain new perspectives in his 

life or situation (Kvale & Brinkmann, 2009) 

4) The principle of justice. Potential participants for this study, i.e. those who 

finished the intervention study and were accompanied by a family member, were 

throughout the research all treated in a comparable manner and in accordance 

with the inclusion criteria and the research plan (Kristinsson, 2012) 
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Results 

Twenty one persons with COPD stage II-IV participated in this study, along with 

twelve spouses and one daughter. To simplify the text the word “patient” is used 

to indicate individuals who had COPD even though I do not consider them as 

typical patients. The group of patients consisted of seven men and fourteen 

women. They were 51-68 years old. The family members were 29-73 years old, 

eight men and five women. All patients had smoked but the majority had quit. A 

few family members smoked. The majority of the patients were at stages II and 

III (57% stage II and 29% stage III) of the disease but three patients were at stage 

IV (14%). Coincidentally, these three were all in the family interviews. Of eight 

patients in the family interviews, three were at stage II (38%), two at stage III 

(25%) and then three at stage IV (38%). Those who were in the advanced stages 

were particularly articulated about the time when the disease first manifested in 

their lives and could talk more openly than those at earlier stages about issues 

such as self-blame. Even though a concerted effort was made to get the family’s 

point of view the results are mainly from the patient’s perspective as both 

patients and family members mainly spoke within that frame of reference. The 

main themes, not mutually exclusive, that emerged from the data were: 

“Self inflicted”, shameful disease 

Enclosed in addiction 

Living in parallel worlds – patients and family members 

Getting to the end of the robe to realize the disease 

Call for sympathy and hope 
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 “Self-inflicted”, shameful disease 

Participants believed the disease was self-inflicted. Shame was an underlying 

factor, or as one patient described it: “It´s just the way I see it, It´s just my own 

fault. If I hadn´t been stupid enough to smoke or had quit sooner I would have 

been much better…there´s no one [else] to blame. That is what I tell my kids; 

that this is all because of the smoking”. Even though patients had trouble with 

seeing the disease as a consequence of smoking they certainly felt they had 

brought it upon themselves “You just did this to yourself, whether or not it is 

because of the smoking”. 

Participants experienced contempt from other people. They perceived that 

other people believed that their own smoking had gotten them into this situation. 

They were ashamed of themselves because of this: “See, you know you´re 

guilty…because COPD is always something that people consider as ‘ok, she 

smoked’”. It is like being the “dirty children of Eve”. Strikingly many 

participants denied feelings of guilt and shame when asked even though shame 

came strongly across in the conversations, by using different words or weaker 

expressions. Yet, in some family interviews a stronger expression was used 

especially by those who were actively working on realizing the implications of 

the disease. One lady described continuous shame and anxiety in her life: “Yes, I 

can say that shame comes over me all the time …and I´m scared to death of this 

disease.” Later she said:“and then [when this comes over me] I feel like, oh, it’s 

all so dreadful and my own entire fault”. This same lady said that shame had 

hindered her in seeking the help she believed she needed: “Oh, that I sort of 

didn´t deserve it, I did this myself and why then should I let someone service 

me”. 
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Enclosed in addiction 

A major factor that makes it difficult to face the existence of COPD is the aspect 

of nicotine addiction though participants did not put it that way. Addiction was a 

strong thread through all the conversations. Commonly they described the 

pleasure from smoking and that they did not want to miss it:“it was just so good 

to smoke”. At the same time pleasure was described it was accompanied with 

expressions of regret. For most of them it was a great struggle to quit. They had 

to use multiple tactics and the risk of failing was always present:“I am constantly 

in a struggle…I deal with it like the alcoholics, I am not going to start smoking 

again”. The ambivalence which participants felt was reflected in their view that 

they would not have done things differently if they could start all over again. One 

lady said that if she had not gotten sick she would definitely have continued 

smoking: “the cigarette is number one”. 

At the time when participants started smoking it was considered fashionable. 

Some felt bitter over how much effort they originally had to put in starting to 

smoke and now when they had to stop, they couldn´t. But now they were 

enclosed in the bondage of habit and addiction. From the time when smoking was 

considered an attractive quality the attitude in society has changed dramatically: 

“When I started smoking it was considered fashionable and not dangerous”. 

Often they had been defensive when someone, trying to be helpful, pointed out 

the importance of stopping smoking. One said she didn´t seek medical help 

because “I wasn´t going to let someone tell me to quit smoking”. Another 

couldn´t find any reason why she didn´t seek medical help earlier: “I don´t know 

why I didn´t go to the physician because of this [symptoms], just don´t know”.  

Participants eagerly pointed out that there could be other reasons than 

smoking for the disease e.g., childhood whooping cough, dust and pollution. It 

seems like the addiction conceals participants´ thinking and takes predominance 

over their knowledge. A few participants had lost their parents because of COPD 

but still weren’t able to quit themselves at that time. One patient told a story 
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about her father who had COPD and was dying of it. He begged her to quit 

smoking but she could not consider his request: “He died from very advanced 

COPD and he asked me to stop smoking. And this often comes to my mind: ‘why 

did I not do it? ’”. She could by no means figure out why she had not quit at that 

time: “Well no, I just, I just can´t find any reason for it, why I didn´t do it”. 

Looking back she felt this didn’t make any sense and the feeling of shame was 

nagging her. 

 

Living in parallel worlds – patients and family members 

The lung disease went more or less unrecognized in the daily life of the families. 

Family members did not know much about what the disease meant for the 

patients and the patients kept it to themselves: “I have this problem and I have to 

live with it”. Patients´ did not see a reason to talk about the disease to others: 

“This is just my private problem”. Therefore they tended to hide the disease both 

from themselves and others, even their closest family members: “This is a secret 

disease...you don´t want others to know that you have it...rather you struggle 

alone...I would never admit that I have the disease...I wouldn´t. Another one said: 

“I hesitate to say that I have COPD. Usually I say: I have asthma”.  

Hiding the disease and being ashamed of oneself was frequently described in 

relation to having walks with others: “I don´t want other people to notice that I 

am out of breath when going up hills”. They even hid it from their closest family 

members as one lady described when she went downtown with her husband and 

pretended that she was window shopping when in fact she was catching her 

breath: “It didn´t even cross my mind to say ‘one moment, I can´t make it any 

further for now’, instead I just said ‘hey, look at those pipes in the 

window!’”.The husband didn´t have a clue at that time as to what was going on.  
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Needing to get to the “end of the rope” before realizing the 

disease 

Participants described difficulties facing the existence of the disease despite 

warning signs along the way. It was not until they hit a wall and the symptoms of 

the disease had become so severe and obvious that they “woke up to a bad 

dream” and began to realize what COPD entailed. Stories of acute visits to the 

emergency room or waking up at the intensive care unit were common events 

which made patients realize what was going on. In conversation, especially in the 

focus groups, a tendency to diminish difficult issues and divert the discussion 

was noticed. 

Over several years there had been various indications that something was 

going on as regarded the patients‘ health,“but I wasn´t dwelling on it”. This 

something insidiously got worse but participants adjusted to it and even didn´t 

notice it in their daily lives; “It just happened so slowly, maybe I didn´t notice 

it”…“Gradually it just takes more time to do things”. They diminished their 

symptoms and did not see themselves as sick even though they described a lot of 

symptoms of the disease: “I wasn´t exactly sick, I was just breathless”. In their 

mind symptoms were not put in the context of a disease: “I knew there was 

something wrong with my lungs, but somehow I didn´t contextualize it with a 

disease like this”. These were symptoms like chronic cough, repeated lung 

infections and breathlessness. As long as participants could go to work they saw 

themselves as healthy and continued with their daily routine: “One just goes to 

work and does what one has to do”…”well yes, I had gotten lung infection and 

all, but I just got penicillin and continued my daily work”. 

In most cases a long time passed until the participants were diagnosed and 

some even did not know they had the disease until they got the invitation to this 

study. “I didn´t know that it was COPD, still I knew there was something going 

on because I´d been using inhalers for about ten years”. They were disappointed 

and felt they should have gotten the diagnosis earlier:“My family doctor sent me 
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to this test [spirometry], which I maybe should have gone to like five years 

earlier”. They were stunned that they had not been told about it: “Why then 

didn´t he [the family physician] tell me about it…the name of it”. Some had 

gotten the wrong diagnose at first, so the journey could be long:“I mean it’s 

damn harsh if you have to be almost dead at the hospital to get diagnosed”. 

Some felt that the physicians did not understand what was going on: “one has 

asthma until one gets on their knees in front of them”. 

Being diagnosed with the disease was a turning point in the lives of several 

people:“I believe for me that being diagnosed meant a great step forward 

physically…when I knew what it was I could start dealing with it, it wasn´t until 

then”. Others did not really take the diagnosis seriously at first. “I think I just 

sort of didn´t take it seriously” or “I just didn´t listen at all”. For some it took a 

long time to accept the disease and a few were still at odds with it: “I wasn´t at 

peace with it…It took me a long time to get it”. Most went the hard way and did 

not really take it seriously or accept it until they were hit badly by a bad infection 

or a full blown exacerbation: “[You] don´t want to accept it and you just keep on 

until you reach a dead lock”.  

Call for sympathy and hope 

A lack of understanding, both from patients and others in their closest circle, as 

well as society as a whole, was strongly emphasized both by patients and family 

members. All wanted information to be spread about what the disease inhabits 

and how it develops: “I feel like there is a lack of exactly describing what this is, 

how it will develop and how it will be...it´s like, no one has really heard a single 

thing about this”. Still there were a few who had sought information themselves 

and felt that the information was too intimidating “I got two booklets, then I 

started reading and I just got so shocked that I just closed it….it´s just like, this is 

so depressing”.  
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The discourse in society about people with COPD was considered 

dissatisfactory both in terms of lack of real information and also because the 

stigmatization: “There is nothing at all [discourse about this], people in general 

don´t know anything about this and one hardly knows anything oneself”. The 

only common knowledge about COPD is that it is self-inflicted:“It is just a taboo 

because everyone says if you have this disease you must have smoked…and you 

deserve it because you smoked”. In addition to this attitude they feel like people 

think:“It served you right because you smoked” and if you cannot quit it´s just 

your own “gutlessness”. It seems that people close to participants did not realize 

how sick they were because “it can´t be seen on the outside” and “people just 

don´t figure this out or realize how serious this is”. When the disease becomes 

more apparent the approach may change to blaming them for not being able to 

get themselves out of the situation. 

Being diagnosed late in the disease process was disappointing and 

consequently drained hope of getting better or succeeding the disease. To get this 

diagnosis was like a judgment on their life. There were instances where they 

were told that the disease was incurable and that there was nothing they could do 

to get better, or as one spouse phrased it:“[The physician told her] she was just 

stuck, if she continued to smoke she would get worse but she could in fact not 

regain anything at all”. This was experienced as a judgmental attitude: “Now 

you are in this ′junk status′ and you´re just stuck there for the rest of your life”. 

This person had, however, been able to improve her health radically during this 

study and had a tone of disappointment in her voice when she said in regret: “I 

mean, why is this being told to people!” 

Different from this judgmental and stigmatizing approach from health care 

professionals, participants – both patients and family members – called for 

information being given by professionals both about the reality of the situation 

and also about what could possibly be done to improve their condition even 

though the disease itself cannot be healed. They want to be given hope that 
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something can actually be done, “the positive path….the information needs to be 

available: what you can do to make the disease stop from the time of being 

diagnosed and that you are able to actually change some things”. 
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Discussion 

This study is about the experience of individuals with COPD and their families of 

the disease at its beginning stages. The period before and when the disease was 

diagnosed was especially analyzed. The study gives an insight into patients’ 

feelings of shame and stigma. Their whole thinking, as well as other people’s 

thinking, was colored by the perception that COPD is self-inflicted. Patients were 

ashamed and tried to hide the disease even from their closest family members. In 

silence, they wrestled with strong addiction which seems to have predominated 

their awareness and actions. Patients had difficulties facing the existence of the 

disease and it took them a particularly long time to realize it despite various 

indications along the way. Some could not recall conversations of any kind about 

the disease despite having sought medical care and been prescribed pulmonary 

medications. Even though they had some symptoms of COPD they tended to 

minimize both the symptoms and their concernments regarding them as well as 

their health in general. The diagnosis became a turning point for several people. 

Both patients and family members were preoccupied with a lack of general 

understanding about the health problem of COPD and called for more 

understanding and sympathy from the people they interacted with, as well as, and 

even more strongly, people in society and the health care system. 

Few studies on the experience of COPD at its beginning stages were located 

(Arne et al., 2007; Linquist & Hallberg e, 2010; Berger et al., 2011). The results 

of this study are in harmony to what has been revealed. Different from those 

studies, this study illuminates the long and difficult process it is for the 

individuals and their family members to realize the existence of the disease. In 

the literature it has been emphasized that COPD is underdiagnosed (Lindberg, 

Bjerg-Bäcklund, Rönmark, Larsson & Lundbäck, 2006; GOLD, 2013) but what it 

entails for the individuals involved has been of less attention. Shame was found 

in studies of people newly diagnosed with COPD (Arne et al., 2007) and was 

prevalent in this study as well. Participants even had difficulties putting their 
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experience in to words which, however, could clearly be inferred from their 

expressions. Shame was an apparent obstacle for seeking health care both in this 

study and in Arne’s et.al. (2007). Self-blame because of COPD is commonly 

associated with smoking (Plaufen, Wamboldt &Holm, 2012; Halding et al., 2011; 

Sheridan et al., 2011;Linqvest & Hallberg, 2010) and was repeatedly and 

strongly expressed through this study. Stigma is another phenomenon that 

dominates the experience of beginning stages of COPD (Berger et al., 2011). 

Halding et al. (2011) found that patients no longer felt like being full members of 

the “world of the healthy” after becoming diagnosed with this disease. They felt 

discredited because their diagnosis was judged by society as being smoking-

related and self-inflicted. As in the current study, patients in Halding et.al’s 

(2011) study felt most contempt from others in their own social circle.   

Patients in this study revealed a strong nicotine addiction even though they 

did not admit it or phrase the word “addiction”. Rather, they spoke of a habit 

which only demanded the willingness of the person to quit. A heavy and 

continued struggle with quitting smoking was described. To quit smoking is a 

vital issue for a people with COPD (GOLD, 2013), but seems more easily said 

than done, when smoking has become “a need of their ‘taken-for-granted-body’” 

(Gullick & Stainton, 2006, p. 8). This happens even in the context of 

overwhelming symptoms and life-threatening exacerbations of COPD such as in 

Jonsdottir & Jonsdottir’s (2007) study who described the experience of women 

with COPD who repeatedly relapsed to smoking as “being caught in a spider 

web”. Some participants continued to smoke in order to reduce negative feelings 

and anxiety and portrayed the cigarette as their “friend”; an expression which has 

been described previously (Lindqvist & Hallberg, 2010; Jonsdottir & Jonsdottir, 

2007). All of these expressions of nicotine addiction point to the intense 

ambivalence there exists between the pleasure and the need to smoke and the 

recognition that it would be best for the patientsto quit (Gullick &Station, 2006; 

Jonsdottir & Jonsdottir, 2007).  
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Much is to be learned about how health care systems should address addiction 

to nicotine. Addiction to nicotine is a chronic disease similar to heroine (U.S. 

Department of Health and Human Services, 2010), although it has been 

suggested that the health care system prioritizes these two addictions quite 

differently (Gullick & Stainton, 2006). The first step in addressing nicotine 

addiction is to realize that it does exist (Tønnesen et al., 2007). Patients in this 

study did not recognize their own addiction nor did they indicate that they had 

access to appropriate support. That indicates that much work is ahead for health 

care professionals when addressing nicotine addiction at the beginning stages of 

COPD.  

Patients find it difficult admitting that COPD exists “just” because of their 

smoking (Bailey, Montgomery & Boyles, 2009). In this study, participants were 

eager to uncover additional reasons. To cling to those other reasons has been 

described as a way to enhance positive emotions by committing to memories 

from former job-related efforts and displacing self-blame (Halding et al., 2011). 

Furthermore, failure to overcome the body’s addiction to smoking could lead to 

denial of the relationship between the need to smoke and progressive 

breathlessness (Gullick & Stainton, 2006). Along those lines, the patients tended 

to conceal their disease from others around them. Strategies of secrecy, such as 

avoiding telling people about the disease and hiding physical impairment has 

been described previously. This game of hiding might, however, hinder people 

with COPD enjoying social support as well as delaying seeking medical 

treatment (Halding et al., 2011; Arne et al., 2011).  

Little is known about patients with COPD at its beginning stages and 

participants in this study, both patients and family members, called for increased 

understanding and sympathy towards them. COPD patients have been described 

as a “forgotten” group of patients (Pols, 2013). A lack of empathy and support 

from society to manage this chronic disease has also been described (Halding et 

al., 2011; Cooke & Thackray, 2012). Patients have stated that they were exposed 
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to stigmatizing attitudes, leading to insufficient attention both from society in 

general and from healthcare professionals. They have also expressed a lack of 

understanding and sympathy and experienced negative attitudes, especially if 

they had not managed to stop smoking (Lindqvist & Hallberg, 2010). This 

harmonizes with the experience of this study. Patients’ experienced judgmental 

attitudes and family members approved to that. 

In order to seek advice at the onset of the COPD patients need to know what 

symptoms might indicate the disease. In this study, patients often did not see 

themselves as sick and tended to diminish their symptoms. Expressions and 

descriptions of their symptoms were sometimes difficult to extract and despite 

breathlessness, chronic cough and lung infections these symptoms were not put 

in context of a disease. Symptoms not being recognized by the patients’ as sign 

of disease has been described both at the beginning stage (Arne et al., 2007) and 

at advanced stages (Pols, 2013, Bellamy & Smith, 2007). This, along with other 

issues, can lead to a prolonged diagnostic process. In this study, it was essential 

to most patients to get a diagnosis in order to be able to do something about their 

health. To get a clear diagnosis has also been described as crucial if patients are 

to do something about their situation (Arne et al., 2007). It is essential to 

diagnose COPD as early as possible before it has developed to the point where 

airflow limitation leads to a stage where exacerbation starts to become frequent 

and quality of life is reduced (Benediktsdóttir et al., 2007; Gulsvik et al., 2006). 

Early intervention could result in important reduction in mortality, morbidity and 

health care expenditures related to the disease (Hill et al., 2010; Bellamy & 

Smith, 2007). When considering that the burden of the disease is predicted to 

grow in coming decades (GOLD, 2013; Benediktsdóttir et al., 2007) it must be a 

goal to reach patients earlier in the process to delay the progression of the disease 

or even bring it to a halt. 

In this study, and others of similar nature, are examples of patients seeking 

advice for symptoms like breathlessness but not getting a clear diagnosis or being 
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warned of the possibilities of developing a serious disease (Arne et al., 2007). 

There were stories of patients who went in and out of health care centers where 

they got acute symptom management, such as antibiotics and inhalers which 

reduce symptoms for some time only to come again and receive another “band-

aid” without the root of the “wound” being addressed. Finally those “band-aids” 

stopped working and real exacerbations kicked in and the patients ended up being 

so ill they were hospitalized even to the intensive care. 

Much is to be gained by helping people to realize the disease earlier in the 

process, before they “hit the wall”. A new health care service with the aim of 

forming partnership with people at beginning stages of the disease is suggested in 

order to delay the process of the disease (Jónsdóttir et al., 2013). Health care 

workers must realize the shame and the stigma that patients with COPD 

experience and make them selves available to act supportively. Patients are 

wrapped in shame and addiction, consciously or unconsciously, and health advice 

on smoking might make them act defensively as the feel they are being societally 

moralized (Halding et al., 2011). To respect peoples’ own personal stories 

(Bailey et al., 2009) and be sensitive when addressing smoking cessation in a 

helpful, non-judgmental way, is of importance. Health care workers tend to 

misinterpret patients’ shame and failure to quit smoking as a lack of motivation 

to change (Halding et al., 2011). Nicotine addiction needs to be recognized and 

treated as such (U.S. Department of Health and Human Services, 2010). 

Repeated smoking cessation along with social support must be available as 

patients are partners in decision-making (Halding et al., 2011). The attitude that 

smoking is just a behavioral choice of the patient needs to change in order for 

health care to be more helpful towards those patients (Blöndal, 2007). Negative 

emotions and shame can be a burden in the daily life of patients (Halding et al., 

2011). To recognize that nicotine addiction is a chronic disease (Tønnensen et al., 

2007; Jónsdóttir et al., 2009) might be helpful when addressing smoking and 

shame. 
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In the view that patients have difficulties facing the existence of the disease, 

and dealing with complicated issues like self-blame and addiction, there is a need 

for a firm follow-up following diagnosis. In this study participants described the 

need for and security of having reliable and timely access to a physician or a 

health care service. Patients need to be informed about the disease and what it 

entails. This information needs to be given step by step and on a form and at a 

speed which is acceptable for the patient. In this study those who brought a 

family member along clearly recommended for others to do so and described a 

great relief when they stopped hiding the disease from each other. Families must 

be considered clients of the health care system and invited along with patients as 

soon as the patients are ready for that.  
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Conclusion 

This study shows that addiction and self-blame are predominant in the lives of 

people with COPD and their families at the beginning stages of the disease. The 

process of realizing the existence of COPD is a long and tedious one in which 

people tend to delay to seek medical help and hide the disease from others. Early 

diagnosis is important and patients need a maintained support in continuance 

with being diagnosed to be able to accept its existence, to manage it and deal 

with the challenge of addiction and shame. This might delay the progress of the 

disease which is a win-win development for patients, their families and the health 

care system.  
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