
J Clin Nurs. 2021;00:1–9.	 wileyonlinelibrary.com/journal/jocn�  | 1

Received: 14 January 2021  | Revised: 15 March 2021  | Accepted: 18 March 2021

DOI: 10.1111/jocn.15792  

O R I G I N A L  A R T I C L E

Mirror of shame: Patients experiences of late-stage COPD. 
A qualitative study

Heidi Jerpseth RN, PhD, Associate Professor1  |   Ingrid R. Knutsen RN, PhD, Professor1 |   
Kari T. Jensen RN, PhD, Associate Professor2 |   Kristin Halvorsen RN, PhD, Professor1

This is an open access article under the terms of the Creative Commons Attribution-NonCommercial-NoDerivs License, which permits use and distribution in 
any medium, provided the original work is properly cited, the use is non-commercial and no modifications or adaptations are made.
© 2021 The Authors. Journal of Clinical Nursing published by John Wiley & Sons Ltd.

1Faculty of Health Science, Institute of 
Nursing and Health Promotion, Oslo 
Metropolitan University, Oslo, Norway
2Institute of Nursing and Health 
Promotion, Faculty of Health Science, 
Oslo Metropolitan University, Oslo, 
Norway

Correspondence
Heidi Jerpseth, Faculty of Health Science, 
Institute of Nursing and Health Promotion, 
Oslo Metropolitan University, Pb 4, St 
Olavs Plass, 0130 Oslo, Norway.
Email: heidi.jerpseth@oslomet.no

Aims and objectives: This study aims to shed light on patients with late-stage COPD 
and their experiences of shame.
Background: Patients with COPD often experience shame for bringing the disease 
into their lives due to smoking. Knowledge about patients with COPD and their feel-
ings of shame is crucial, but limited, however.
Design: The study has a qualitative and explorative design. We interviewed twelve 
patients with late-stage COPD. The data were analysed using Kvale and Brinkmann's 
three interpretative contexts. The COREQ checklist was used.
Results: Three main themes were defined; the body as a mirror of shame; a sense of 
being unworthy, invisible and powerless; and that sharing the burden is too difficult. 
The participants experienced that the disease defined their value as human beings 
and that made them feel vulnerable, ashamed and more socially isolated.
Conclusions: The participants experienced feelings of shame, guilt and self-blame due 
to their own perceptions of themselves. They were in doubt about whether they were 
worthy to receive care and comfort from both health professionals and, their family 
and friends. The participants seemed to have internalised the moral norms of contem-
porary society and the understanding that the disease, and especially a ‘self-inflicted’ 
disease, is a personal weakness.
Relevance for clinical practice: Findings from this study show that patients struggle 
with feelings such as shame and misery. The nurses who work bedside are in continu-
ous contact with the patients and have an opportunity to gain knowledge of these 
feelings in order to meet the patients’ needs for comfort and care. They have an 
obligation to ask patients about their feelings and meet them with empathy and re-
spect. Moreover, it is necessary to have interdisciplinary fora in clinical practice where 
health professionals reflect, discuss and challenge themselves according to attitudes 
towards patients with so-called ‘self-inflicted’ diseases.
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1  |  INTRODUC TION

Chronic Obstructive Pulmonary Disease (COPD) is a growing and 
large health problem worldwide and it is estimated that the disease is 
present in about 11.8% of men and 8.5% of women across the world. 
The cardinal symptoms of COPD are dyspnoea, chronic cough and/
or sputum production. The disease develops progressively and grad-
ually increases in severity (Global Initiative for Chronic Obstructive 
Lung Disease, 2020). Many patients with COPD experience several 
physical and psychological symptoms that leads to a reduction in 
quality of life. The most common symptoms are breathing problems, 
exhaustion and pain, compounded by comorbidity and psychological 
distress (Ahmadi et al., 2016; Disler et al., 2014; Kendall et al., 2018).

The risk factors for contracting COPD are tobacco smoking, 
smoke from home cooking, heating fuels, occupational dusts, chem-
icals and a familial history of COPD. Although tobacco smoking is 
the best-studied COPD risk factor, there also seems to be a com-
plicated gene–environment interaction (Global Initiative for Chronic 
Obstructive Lung Disease, 2020). The link between socioeconomic 
status and COPD through smoking habits is important. However, 
research has shown that socioeconomic factors also have a strong 
independent effect on the prevalence and severity of COPD 
(Danielsson et al., 2012; Halvorsen & Martinussen, 2014).

The general public seems to know little about COPD, despite 
campaigns to increase COPD awareness (de Queiroz et al., 2015; 
Miravitlles et al., 2006). However, it is difficult to know whether it is 
the public health campaigns that stigmatise the smoking behaviour, 
or the smokers themselves. Studies show that patients with COPD 
frequently perceive a health-related stigma because of the link to 
smoking (Bragadottir et al., 2018; Halding et al., 2011; Rose et al., 
2017; Svedsater et al., 2017).

Given that tobacco smoking is the main modifiable risk factor 
for COPD, the perceived controllability of an individual's smoking 
behaviour may influence social reactions to onset of the disease. A 
common view in the population is that smoking is a personal choice 
rather than an addiction. Many people with COPD therefore hold 
themselves responsible for the disease (Plaufcan et al., 2012; Rose 
et al., 2017). This understanding is often followed by an underlying 
moral obligation on the person him- or herself to change his/her life-
style habit to improve his/her situation.

Experiences of shame for having what we understand as a ‘self-
inflicted’ disease may delay the information-seeking process, reduce 
active engagement in interventions and contribute to poor self-
management (Gysels & Higginson, 2010). In addition, studies show 

that it is important for healthcare professionals to understand the 
patients’ experiences of shame, because shame and depression often 
delayed the patients contacting the healthcare system and reduced 
adherence to oxygen therapy (Arne et al., 2007; Harrison et al., 2015).

In this study, our aim is to shed light on patients with late-stage 
COPD and explore their experiences of shame due to their percep-
tion of being ill.

2  |  THEORETIC AL BACKGROUND

The study takes a theoretical approach to stigma and shame. 
Goffman's understanding of the concept of stigma will form the start-
ing point for understanding the themes. Goffman describes stigma 
as an attribute that is deeply discrediting (Goffman, 1986). Stigma 
is constructed in society, imposing attitudes on individuals. Stigma's 
moral nature as a mark of shame is linked to a belief in the weakness 
of the stigmatised individual's character. Stigmatisation threatens an 
individual's social identity, and embarrassment impacts on a person's 
self-identity and self-evaluation (Goffman, 1986). In this way, an indi-
vidual can be overwhelmed by stigmatisation, which might become a 
master status in their life and a persistent source of shame.

As regards health and health challenges, stigma is connected to 
many chronic health problems, which are understood to be ‘lifestyle 
related’ or ‘self-inflicted’ in contemporary societies (Weiss et al., 2006). 
Such understandings hold the individual responsible, which contrib-
utes to a hidden burden of illness. Social understandings differ be-
tween different societies and change over time. A condition that is 
related to stigma in one society, time or context may not be so in an-
other (Goffman, 1986). When it comes to attitudes to smoking habits, 
during the last fifty years smoking has changed from being associated 
with elegance and being cultivated to being a habit associated with low 
education and lower socioeconomic status (Rose et al., 2017). Shame 
is linked to a person's being or identity and can be triggered by expe-
riences of not being worthy. Another way to describe shame is that 
shame arises from the tension between how I want to be seen and how 
I experience being seen, implying an assumed powerlessness to reach 
the requirements of one's ideal self (Miceli & Castelfranchi, 2018).

Shame can be induced by failing and feeling guilty about failure 
(the smoking habit) and it is a prototypical response to devaluation 
of the social self, which leads to hiding and nondisclosure because 
of overwhelming feelings of low self-worth (Dirkse et al., 2014). Few 
studies have focussed on shame in patients with COPD according to 
our knowledge. What has been shown in these few studies is that 

What does this paper contribute to the wider global clinical community?

•	 Knowledge of how patients with late-stage COPD experience a feeling of stigma and shame
•	 Insight in how patients with late-stage COPD experience the feeling of being unworthy of 

receiving care from healthcare personnel, family and friends.
•	 Highlights nurses’ role in meeting patients with late-stage COPD with empathy, to ensure 

care which correlate with patients’ needs and interests.
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the feeling of shame among patients with COPD influences their 
contact with healthcare professionals in a negative way (Arne et al., 
2007; Halding et al., 2011; Lindgren et al., 2014; Odencrants et al., 
2007). The patients’ experiences of shame may be reinforced by the 
interactions with healthcare professionals, who might blame pa-
tients with COPD, resulting in patients feeling stigmatised (Jerpseth 
et al., 2016; Winstanley, 2008). Talking about COPD can therefore 
make people think about the patient's smoking habit, not just the 
state of his or her lung function. Identifying, assessing and under-
standing these patients’ experiences of shame is necessary in order 
to support and care for these patients, who might sometimes hide 
their needs because of social stigma.

3  |  AIM

This study aims to draw attention to the circumstances of older pa-
tients with late-stage COPD and explore their experiences of shame 
and feelings of stigma due to their illness.

4  |  METHODS

In line with the aim, we have applied a study with a qualitative 
and explorative design with a phenomenological and hermeneuti-
cal approach. Phenomenology is both a theoretical and methodo-
logical approach. As a method it contributes in developing detailed 
and nuanced descriptions about the lived experience with illness. 
Moreover, phenomenology gives insight into relations and other 
phenomena that contributes to a better and deeper understanding 
of the patients’ situation and needs, based on an embodied experi-
ence (Finlay, 2011). In our study, this reflects the patient with late-
stage COPD’s embodied experiences of shame related to the illness. 
Hermeneutic addresses the interpretation of meaning (Brinkmann 
& Kvale, 2015). The objective was to gain a deeper understanding 
of the phenomena shame and stigma experienced by people living 
with COPD. To ensure reflexivity during the research process, a con-
solidated criteria for reporting qualitative research (COREQ) 32-item 
checklist were used (File S1) (Tong et al., 2007).

4.1  |  Recruitment and participants

Nurses who worked in outpatient clinics at one university hospital 
and two district hospitals recruited the patients and made the initial 

contact. The nurses who knew the patients asked those who met the 
inclusion criteria (see Table 1). Twelve older patients diagnosed with 
late-stage COPD were recruited. The nurses gave the patients writ-
ten and oral information about what taking part in the interviews en-
tailed. One week after the initial contact was made, the first author, 
who is an experienced researcher, RN and PhD, contacted patients 
who had agreed to participate in the study and gave them further 
information. All the contacted patients (five from district hospitals 
and seven from university hospital) were willing to take part in the 
study; however, we were not informed of the number of patients 
asked by the nurses at the first time. Voluntary informed consent 
was obtained prior to the interviews.

4.2  |  Ethics

The Regional Committee for Medical Research Ethics (REK, 
ref.2012/618) granted permission to conduct the interviews. At the 
time the interviews were conducted, the participants were char-
acterised by late-stage illness, which made them particularly vul-
nerable. However, they did not have any difficulty giving free and 
informed consent or making personal decisions. We regarded the 
potential harm in this study to be minimal. Before and during the in-
terviews, the participants were informed about their right to decide 
what they wanted to share in the interviews. The first author made 
an appointment with the nurses who knew the patients, to ensure 
that the patients could contact them if they felt a need for a follow-
up conversation due to worries about the sensitive themes and their 
health situation. The patients were informed of the opportunity to 
contact the nurses.

All personal information was stored confidentially and processed 
in accordance with the General Data Protection Regulation (GDPR), 
and the analyses were carried out using de-identified transcripts.

4.3  |  Interviews

Ten interviews were conducted in the participant's home (n = 10), 
and two of the interviews were conducted in a nursing home (n = 2). 
The first author carried out the interviews. All participants were in-
terviewed once.

The interviews were conducted using a semi-structured inter-
view guide with open-ended questions. The first and last authors 
developed the interview guide (Table 2). The first author followed 
up participants’ statements with questions in order to go deeper 

Inclusion criteria Exclusion criteria

Older patients (≥ 63 years old) diagnosed with late-stage COPD 
(GOLD III-IV)

Not hospitalised when the interviews take place

Able to write and speak Norwegian Cognitive impairment

TA B L E  1  Overview of inclusion criteria
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into the patients’ experiences. The questions were asked openly and 
encouraging the participants to share their stories, and the answers 
therefore varied widely.

The meaning and structure of the conversations were jointly cre-
ated by the participant and the researcher in line with Brinkmann 
& Kvale (2015) understanding of qualitative interviews. When no 
additional information was uncovered during the interviews, the re-
searchers agreed that enough information power had been achieved 
(Braun & Clarke, 2019). The interviews had an average duration of 
65 minutes.

4.4  |  Analysis

The data were analysed manually. The analysis is a cyclical process 
as well as a reflexive activity, starting with the collection of data, the 
writing of summaries after the interviews and listening to and tran-
scribing the interviews. The goal was to identify the participants’ ex-
periences of living with COPD and their thoughts about the stigma 
and shame associated with having a ‘self-inflicted’ disease.

The interviews were transcribed verbatim and unidentified. The 
participants were not offered an opportunity to read the transcripts 
and were not able to respond to the findings. This was decided due 
to the participants’ fragile health condition. The data analysis was 
inspired by Brinkmann & Kvale (2015) three interpretative contexts: 
self-understanding, critical understanding or common sense level, 
and theoretical level. The coding was data-driven, whereby the text 

was organised and reorganised based on codes developed from the 
data in an inductive process (Brinkmann & Kvale, 2015). Taking the 
self-understanding context as an example, we marked all the state-
ments about the participants’ experiences of visible bodily changes 
because of the disease. In the commonsense context, we went be-
yond the participants’ statements and included a wider framework 
of understanding. In the coding process, we created an overview of 
codes. We analysed the content of the statements by including gen-
eral knowledge of the phenomena of shame and stigma. In the third 
context, a theoretical framework for interpreting the meaning of the 
statement was applied (Brinkmann & Kvale, 2015). In this study, we 
applied Goffman's theoretical approaches in order to understand 
the participants’ experiences of a disease that has been historically 
and socially stigmatised.

The analyses were conducted in cooperation between all the 
authors.

5  |  FINDINGS

The findings described the participants’ embodied experiences of 
the disease as characteristic of themselves as human beings. They 
experienced that their physical impairments made them feel vulner-
able, ashamed and that, as a result, they became more socially iso-
lated. They blamed themselves for bringing COPD into their lives 
because of their former smoking habits.

They felt like second-class people and most of them perceived 
feelings such as shame and stigma. The three main themes that re-
flect the patients’ experiences were identified: the body as a mirror 
of shame, a sense of being unworthy, invisible and powerless, and 
sharing the burden is too difficult.

Demographic and medical characteristics are presented in 
Table 3. Half of the participants were married, the rest were either 
divorced, widowers/widows or lived alone.

5.1  |  The body as a mirror of shame

The participants experienced their own bodies as disgusting, a trag-
edy, deceitful and shameful. Their worries were linked to their loss 
of a body that they once could trust in and gave them an identity 

TA B L E  2  Interview guide

1.	How does COPD affect your daily life?
2.	 How does your physical condition affect your social 

interaction?Follow up questions related to: Pain, anxiety, 
breathlessness, use of oxygen

1.	How do you feel about being a part of the social community due 
to your disease?

2.	What are your thoughts regarding your own disease?
3.	 If this is ok for you, can you tell me if you know the reason why 

you got COPD?
4.	How do you experience that other people react when you tell 

them that you have COPD?
5.	Have you given any thoughts to what you like to ask or discuss 

with the nurses or physicians regarding your disease?

TA B L E  3  Demographic and medical characteristics of the participants.

Characteristics 1 2 3 4 5 6 7 8 9 10 11 12

Age 63 87 71 65 64 67 68 70 74 82 64 67

Gender F F M F F M M M M F F F

Disease years 7 5 15 10 8 5 10 10 14 20 15 15

Used to smoke/still 
smoke

x x s x x x x x x x x x

Supplemental 
oxygen

x x x x x X x x

Abbreviations: F, female; M, male; s, still smoke; x, used to smoke.
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of being strong and healthy. Their self-image had become com-
pletely different from what it used to be, as one of the participants 
elucidated:

Once I used to be healthy and strong. People were 
always contacting me in the communal back garden 
if they wanted somebody to help them with practical 
things. Now, I am nothing, my body is weak, and I find 
it disgusting (M 71).

The most eye-catching symptom of the disease was experienced 
as the everlasting coughing and the use of supplemental oxygen. This 
functional impairment was impossible to hide, and the participants 
considered this as a sign of their disability and that made them feel 
ashamed. However, the expression of the disease was impossible to 
hide, and for the participants, this made them feel stigmatised, not 
only because of their smoking habits, but because of the disease it-
self. One of the participants experienced that she represented disease 
and death and, people do not like to be reminded of such matters.

I think it is embarrassing to be ill. In a way, I believe 
that my body is disgusting. Everyone is in a way per-
fect, except me, because I am ill. People see that there 
is something wrong with me. The coughing and short-
ness of breath and the oxygen equipment make me 
feel like an outsider. People who are well and healthy 
do not want to be with someone like me who is ugly 
and halfway to death (F65).

The participants were exposed to stigmatising attitudes in social 
contexts. They experienced being visible in public places, but in the 
‘wrong way’. Their visibility was linked to the clear signs that their 
bodies were ill, which put them in a situation where they wanted 
to be invisible instead. This urge to hide from others led to social 
distancing and isolation. They talked about feelings of not being 
accepted as ill, and as someone who did not deserve sympathy.

Once, I took the oxygen equipment with me and tried 
to find a chair to rest on. Then a man came across 
to me and said: ‘You get what you deserve because 
of your smoking habit.’ I felt like I was shrinking and 
felt so humiliated. I wondered if I could make myself 
invisible (F64).

They experienced that not thinking about the disease or tell people 
that they suffered from COPD was considered as the best strategy to 
keep distance to the overwhelming feelings of shame. Instead, they 
told themselves and other people that they suffered from asthma or 
had some trouble with their legs, since it was impossible for them to 
walk as far as they used to do. Even though the participants tried to 
keep the disease a secret, their bodies failed them and revealed that 
they were seriously ill.

I believe I have had COPD for quite a while, but I felt 
ashamed and told my family and myself that I had 
asthma. I did not want to see the doctor, because I did 
not want him to say what I already knew: You have 
COPD (F 65).

This response to the disease led to nondisclosure and displace-
ment. Even though most of them had been heavy smokers, some of 
the participants perceived that it was another reason for why they be-
came ill.

The doctor told me that I got COPD because of my 
smoking habit. However, I think that the reason why I 
got COPD must be more complex than just smoking. 
Maybe it is just bad luck. If I tell the doctor that, he 
will tell me that I am wrong (M67).

5.2  |  A sense of being unworthy, 
invisible and powerless

The participants evaluated the disease as a weakness in them-
selves as human beings. They took it for granted that the disease 
was proof that they had done something wrong (like smoking), and 
that they thereby got what they deserved. In this scenario, they 
felt as if they had no right to complain and or make any require-
ments or demands.

I used to smoke about forty cigarettes a day. No 
wonder I became ill. I hate myself for not quitting 
the day I was diagnosed with asthma. Now I am re-
duced to zero, and I am the one to blame. When you 
are old and ill and have COPD, you do not count any-
more (M 70).

They perceived a feeling of not being worthy and not deserving 
help and care from either family and friends or health professionals. A 
sense of being unimportant and invisible to other people because of 
the disease that affected all aspects of their lives was common among 
the participants.

My life does not matter, because I am a little dot. 
Others who are healthy do not care that I am ill. The 
world becomes so small when you are ill, and friends 
and family do not think you are good enough anymore 
(F64).

They experienced strong feelings of powerlessness. This sense of 
powerlessness was perceived as a feeling of grief and loneliness, and 
lack of confidence that their needs would be met. They lived in con-
stant fear of getting worse and not being able to handle their bodily 
limitations.
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I do nothing on my own anymore. I am one hundred 
percent dependent on other people. I feel this is em-
barrassing and that I am a burden on my husband and 
on society (F64).

5.3  |  Sharing the burden is too difficult

Repeated episodes of exacerbation made the participants feel con-
cerned about their bodily signals and gave them a feeling of loss 
of control and solitude. Some of them experienced that they had 
no one to talk to, or to share their burden with. The participants 
wanted to share their burden, but that they experienced uncer-
tainty if someone wanted to comfort them. The expectation of not 
being welcomed or comforted by friends, family or healthcare pro-
fessionals when they showed their vulnerability led to avoidance 
of sharing their worries and anxiety. However, being rejected by 
family, friends and healthcare professionals made them believe that 
they might deserve such rejection because of the nature of their 
disease.

They felt underprivileged when it came to resources from the 
healthcare system, and one of the participants characterised this 
feeling as like being ‘second-class people’. However, he said that he 
did not deserve any better.

The nurses and the doctors are too busy, and they do 
not seem to have time to talk to me about my worries. 
In a way, I think the doctors and nurses are tired of 
me because I have been hospitalised so many times. 
However, I think that I am not worthy of their time 
even though I want to know about my disease (M 74).

The participants experienced that their smoking habit had served 
as a comfort. In the 1950s when they were young, smoking was a way 
of being regarded as an adult. Commonly, the participants perceived 
that they were not accepted because of how they had lived. They ex-
perienced feelings of loneliness and stigmatisation because of choices 
they had made when they were young and in a difficult situation.

I had a very difficult upbringing. I grew up in poor eco-
nomic and social conditions, so my goal was to grow 
up fast. Being an adult at that time meant that you had 
to smoke (F65).

Others used cigarettes in order to cope with a difficult everyday 
life. Cigarettes also provided a break and a kind of emotional distance 
from a demanding job or an exhausting everyday life.

I became a widow when the children were in their 
teens. I had to work two jobs to manage the expenses. 
The cigarettes gave me a break, they gave me time for 
myself (F82).

Even though the participants experienced that their lives had be-
come difficult, they still wanted to live and sometimes they perceived 
that life was good. The participants still had hope for the future, not 
only related to the disease but also what they defined as good expe-
riences in their lives. What they found hard to accept was that other 
people did not find them worthy.

I still want to live. Sometimes I find the way I live good 
enough. I still have my cats and I have my husband. 
My hope for the future is to see the island where I 
grew up once again. I know that I have a limited time 
left to live, but I hope that a medicine will make my 
life better (F67).

6  |  DISCUSSION

The study's findings show that the participants have a burdensome 
life with late-stage COPD. The burden of the disease was further re-
inforced by their experiences of shame due to the disease itself and 
as a result of bodily deterioration. The participants characterised 
themselves as ‘a little dot, a burden, reduced to zero’, which under-
lines their views of themselves as not being worthy. These feelings 
might be reinforced by experiences of self-criticism among the par-
ticipants used as a form of problem-solving strategy, whereby the 
emotions may be regulated if they tell themselves that the feeling 
of shame is justified. Shame is an experience of being unworthy, and 
the vicious circle of shame is related to the fact that it is shameful 
to show one's own shame to other people (Miceli & Castelfranchi, 
2018). Feeling stigmatised can affect individuals deeply and re-
inforce their contribution to their social isolation and depression 
(Earnest, 2002). Individuals may self-blame on account of their be-
haviour, which can fuel feelings of shame about their condition (Rose 
et al., 2017). The findings show that the participants often experi-
enced self-blame, low self-control and social isolation, which rein-
forces their experience of being stigmatised.

The participants experienced that visible signs such as cough-
ing, and sputum production were difficult to handle. They told about 
their bodies, which used to be trustworthy and strong, which the 
disease had turned into a stranger. This strangeness was experi-
enced as a threat to hope for the future. In line with other studies, 
we will argue that the findings show that stigma may be associated 
with the disease COPD and the ensuing bodily disabilities (Halding 
et al., 2011; Kendall et al., 2018; Lundell et al., 2020).

The patients’ experiences of self are shaped by feelings such 
as shame, guilt and self-blame that could not exist without others’ 
perceptions and evaluations of them (Harrison et al., 2016). This 
corresponds to Goffman's characterisation of stigma, which is expe-
rienced as the difference between a person's expected social iden-
tity or ‘virtual social identity’ and his or her actual identity (Goffman, 
1986). We will argue that the visible signs of the participants’ disease 
could be the reason why some people with COPD see themselves 
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as being less worthy and therefore stigmatised. The participants 
told about social isolation because of their experiences of not being 
like other people, who were healthy and strong as they once were. 
Goffman described this behaviour as ‘cover’. The term describes the 
mechanisms a person with a stigma can use to hide or cover up the 
disadvantageous feature. The use of such strategies enables people 
who feel stigmatised to cope with various challenges when inter-
acting with others who do not know about their stigma (Goffman, 
1986).

The findings showed that the participants held themselves 
personally responsible for their health and disease, and some of 
them agreed that they were in doubt about whether they deserved 
what they needed in terms of health care and support. They told 
about their experiences of being given low priority and little time 
by healthcare professionals. However, they blamed themselves for 
this low priority. One of them said that she believed that the health-
care professionals were tired of her. In this way, feelings of shame 
were reinforced by their experience of their vulnerabilities not being 
acknowledged by healthcare professionals. Asking someone else 
for help might feel like a kind of humiliation, and the participants 
described that the disease gave rise to anxiety, shame and pain. A 
common aspect of contact between patients and healthcare profes-
sionals is an asymmetric relationship and power imbalance (Tuttle, 
2007). The patient is the vulnerable one because he/she is the one 
that needs help, and this help is dependent on the healthcare profes-
sionals’ willingness to offer help.

Patients, physicians and nurses may be at the extremes of the 
continuum of vulnerability. The significance of vulnerability, un-
derstood as a deep-seated, non-optional feature of being human, 
should ideally be a shared feeling between healthcare professionals 
and patient. It can be argued that understanding a patient's vulner-
ability is a prerequisite if healthcare professionals are to understand 
the patients’ situation when it comes to illness and other concerns 
(Tuttle, 2007). Several studies have shown that patients who used to 
smoke have felt the opposite, that is, discrimination by health pro-
fessionals (Bragadottir et al., 2018; Ek et al., 2014; Halding et al., 
2011). In this perspective, it is natural to bring the concept of “de-
serving” into the discussion. This notion arises when we consider 
whether people with a former or current smoking habit deserve 
the available healthcare, and, if not, who shall decide who deserves 
what? The International Council of Nurses (ICN) first code says that 
‘The nurse's primary professional responsibility is to people requir-
ing nursing care’ (International Council of Nurses, 2012). This means 
that it is the needs of the patients that are the nurses’ priority, ir-
respective of the reasons why they need nursing care. The same is 
true of the principle of justice as a core value in medical ethics. The 
ICN has said that nurses must advocate for equity and social jus-
tice (Beauchamp & Childress, 2019; International Council of Nurses, 
2012). However, studies show that there is a clear tendency for 
healthcare professionals to give patients with chronic ‘self-inflicted’ 
diseases lower priority than other patients when it comes to treat-
ment and care (Barr et al., 2005; Halvorsen et al., 2009; Meijer et al., 
2018; Pedersen, 2010).

One reason for healthcare professionals not prioritising pa-
tients with ‘self- inflicted’ diseases might be healthcare profession-
als’ lack of identification with patients with COPD. COPD is more 
frequent among people of low socioeconomic status (Halvorsen & 
Martinussen, 2014). Differences in social status and culture may 
lead to a weaker understanding of and engagement with these pa-
tients’ situations by healthcare professionals. Thoughts like ‘it could 
have been me’, which are a prerequisite for empathy, perhaps seem 
to be too far away, both because of the nature of the illness and the 
perceived distance between the patients and the healthcare pro-
fessionals. Studies show that some patients with COPD felt more 
ashamed and stigmatised, due to their diagnosis because health-
care professionals express that they are to blame for their disease 
(Bragadottir et al., 2018; Lindgren et al., 2014; Odencrants et al., 
2007; Winstanley, 2008). The findings showed that some of the par-
ticipants worried about and avoided using the diagnosis and being 
associated with the group of patients who suffer from COPD and are 
former smokers. Instead, they used a strategy whereby they tried to 
convince themselves and others that they struggle with asthma or 
have trouble with their legs and, for that reason, postponed seeing 
their doctor and seeking help. The experience of shame can be un-
derstood in different ways, but one common description is linked to 
a wish to be invisible and to hide (Gilbert & Woodyatt, 2017). This 
avoidance behaviour might be a reason for delaying taking the initia-
tive to seek medical advice (Arne et al., 2007; Lindgren et al., 2014).

In medical culture, diagnoses are meaningful, and their meaning 
is not limited to the strictly medical aspect, neither for lay people 
nor for healthcare professionals. A diagnosis can also have a judge-
mental aspect as the disease is like a judgement over one's way of 
life. Prestige is a measurement of regard or esteem, and, together 
with power and economic resources, it is one of the three basic 
forms of social inequality. In a study of physicians’ ranking of medical 
diagnoses, the results showed that so-called ‘self-inflicted’diseases, 
with no chance of being healed, were ranked bottom (Album et al., 
2017). This may indicate that patients with late-stage COPD belong 
at the lower end of the prestige scale and might be underprivileged 
in the healthcare system.

7  |  LIMITATIONS OF THE STUDY

This is a qualitative study, and the number of participants is relatively 
small. The recruitment area was the area around Norway's capital 
city, which means that the participants were city residents. Smoking 
habit was not an inclusion criterion, but as a coincidence, all the par-
ticipants in this study were former or current smokers. The smoking 
habit might have reinforced the participants’ experiences of shame 
and stigma. The first author has conducted studies of patients with 
late-stage COPD before, and, for this reason, preconceptions might 
have coloured the findings. One limitation was that the data analy-
sis was not submitted to the participants for member checking of its 
validity or plausibility as an explanation of what was said (Brinkmann 
& Kvale, 2015). We considered the participants’ health status to be 
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unstable and vulnerable, and a member check would probably have 
been stressful for them. However, the first and the last author read 
and reread the transcripts many times to maintain a balance between 
staying close to the themes and avoiding that preconceptions coloured 
the interpretation. This to ensure reflexive objectivity (Brinkmann & 
Kvale, 2015). Another weakness of this study is the choice of theo-
retical framework. Since Goffman's theory was written 40 years ago, 
it could be argued that the language and concepts are dated and fall 
short of contemporary standards of political correctness.

8  |  CONCLUSIONS

The findings showed that the participants experienced that their 
physical impairments made them feel vulnerable, ashamed and that, 
as a result, they became more socially isolated. Moreover, they felt 
troubled by the disease itself, and the ensuing bodily impairment 
seemed to be hard to accept. They perceived that they were in doubt 
about whether they were worthy to receive care and comfort from 
both healthcare professionals, family and friends, due to their expe-
riences of shame for bringing the disease into their life. The patients 
seemed to have internalised the moral norms of contemporary soci-
ety and culture that tell us that disease, and especially ‘self-inflicted’ 
disease, is a weakness relating to the person afflicted.

Patients in this study delayed contacting healthcare due to feel-
ings of not being worthy. The study also shows that the participants 
felt that they had no one to share their burden with, and no right to 
bother the healthcare professionals either. It is crucial for patients to 
have a balanced relationship with their nurses and physicians if they 
are to get the right help and care at the right time.

9  |  RELE VANCE TO CLINIC AL PR AC TICE

Findings from this study show that patients struggle with feelings such 
as shame and misery. It is the nurses who work at the bedside and are 
in continuous contact with the patients and could have an opportunity 
to gain knowledge of these feelings in order to meet the patients’ needs 
for comfort and care. They have an obligation to ask patients about 
their feelings and meet them with empathy and respect. Moreover, 
it is necessary to have interdisciplinary fora in clinical practice where 
health professionals reflect, discuss and challenge themselves accord-
ing to attitudes towards patients with so-called ‘self-inflicted’diseases. 
A stronger focus on how attitudes may influence nursing and medical 
care needs to be emphasised in both nursing and medical education. 
Additionally, management in clinical practice has responsibility to give 
time and space for health professionals to mirror own attitudes and to 
secure equal and good care for all patients.
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