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Narratives of breathlessness in chronic obstructive pulmonary disease

Marit Kvangarsnes, Henny Torheim, Torstein Hole and Lennart S Öhlund

Aims and objectives. To explore patient perceptions of chronic obstructive pulmonary disease exacerbation and the patients’

experiences of their relations with health personnel during care and treatment.

Background. Patients suffering from acute exacerbation of chronic obstructive pulmonary disease often experience life-

threatening situations and undergo noninvasive positive-pressure ventilation via bi-level positive airway pressure in a hospi-

tal setting. Theory on trust, which often overlaps with the issue of power, can shed light on patient’s experiences during an

acute exacerbation.

Design. Narrative research design was chosen.

Methods. Ten in-depth qualitative interviews (n = 10) were conducted with patients who had been admitted to two inten-

sive care units in Western Norway during the autumn of 2009 and the spring of 2010. Narrative analysis and theories on

trust and power were used to analyse the interviews.

Results. Because of their breathlessness, the patients perceived that they were completely dependent on others during the

acute phase. Some stated that they had experienced an altered perception of reality and had not understood how serious

their situation was. Although the patients trusted the health personnel in helping them breathe, they also told stories about

care deficiencies and situations in which they felt neglected.

Conclusions. This study shows that patients with an acute exacerbation of chronic obstructive pulmonary disease often feel

wholly dependent on health personnel during the exacerbation and, as a result, experience extreme vulnerability.

Relevance to clinical practice. The findings give nurses insight into building trust and a good relationship between patient

and caregiver during an acute exacerbation of chronic obstructive lung disease.
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Introduction

The World Health Organization (WHO 2012) predicts that

chronic obstructive pulmonary disease (COPD) will be the

third leading cause of death worldwide by 2030. There is at

present no known cure for this progressive illness, and most

patients suffering from this disease will occasionally

experience an acute exacerbation (Elkington et al. 2004,

Miravitlles et al. 2007). An exacerbation can be a life-threat-

ening situation, and in some parts of Norway, patients

with an exacerbation are admitted to intensive care units

(ICUs) where they undergo noninvasive positive-pressure

Authors: Marit Kvangarsnes, PhD, RN, Associate Professor,

Faculty of Health Sciences, Aalesund University College, Aalesund

and Helse Møre og Romsdal, Aalesund; Henny Torheim, MSc,

RN, Assistant Professor, Helse Møre og Romsdal, Aalesund and

Aalesund University College, Aalesund; Torstein Hole, MD, PhD,

FESC, Associate Professor, Medical Clinic, Helse Møre og Roms-

dal, Aalesund and Medical Faculty, Norwegian University of

Science and Technology (NTNU), Trondheim; Lennart S Öhlund,
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ventilation via bi-level positive airway pressure, which is a

common treatment worldwide (Keenan et al. 2003, Ambro-

sino & Vagheggini 2007). In other countries, this type of

care is delivered in high dependency units, acute respiratory

units or other facilities.

Successful treatment for acute exacerbation of COPD

requires good understanding and interaction between the

patient and health personnel (Torheim & Gjengedal 2010).

In Norway, intensive care nurses are often involved in man-

aging the prescribed treatment; hence, it is vital that they

possess the knowledge necessary for providing quality care

to patients who experience breathing problems during the

acute phase of this disease. Health personnel must be quali-

fied in this respect so as to render health services to this large

group of patients. Norway, with a population of nearly

5 million people, is estimated to have about 200,000 people

with COPD (Ministry of Health & Care Services 2006).

Background

Research has revealed that patients diagnosed with COPD

have to live with many of the symptoms of the disease. This

section examines review studies that have investigated

COPD from the perspective of patients and caregivers, with

a special focus on acute exacerbation. Because theory on

trust and power is used to analyse data in this study, this

theory is also presented.

Breathlessness has been reported to be the worst symptom

of COPD (Kessler et al. 2006, Gardiner et al. 2010).

Research studies have shown that breathlessness restricts the

freedom of patients who suffer from COPD by impairing

their mobility and that it is linked to anxiety and panic

(Elkington et al. 2004, Andenæs et al. 2006, Miravitlles

et al. 2007, Gardiner et al. 2010). Miravitlles et al. (2007)

conducted a survey to obtain information on patients’ per-

ceptions of their COPD and exacerbations and their expecta-

tions about treatment. The most frequent complaints of

patients were that they could not complete their activities

(54%) and that they were afraid that their COPD would

cripple or eventually kill them (17%). Barnett (2005) also

determined breathlessness to be the worst symptom of

COPD and that it leads to anxiety, panic and fear. In addi-

tion, Barnett (2005) described how patients with COPD

experience loss of role within the family and intimacy in per-

sonal relationships. In a quantitative study of patients with

COPD, patients reported that a feeling of fatigue was always

present and that they regarded it as either the worst or one of

the worst symptoms they had (Theander & Unosson 2004).

Torheim and Gjengedal (2010) found that patients with

COPD whilst undergoing mask treatment felt they were

trapped in a situation of complete dependence on others.

Anxiety, panic and loss of control also characterised this

situation. Regaining control and trust through skilled help

and mobilisation of willpower were regarded as important.

Through their analysis and discussion of two case studies

of acute episodes of COPD, Bailey and Tilley (2002) illus-

trated the meaning-making function of stories of chronic ill-

ness. They stated that patients’ stories provide access to a

subjective reality – that is, the patients’ truth and the mean-

ing of their experiences. Different meanings were drawn

from a story that was told twice. Through a ‘death story’, a

patient communicated that he did not trust the nurse pro-

viding him with care to recognise the seriousness of his dis-

tress and that he lived with an overwhelming fear of death

during episodes of acute breathlessness.

Bailey (2004) examined the affective component of dysp-

noea/anxiety as described by patients with COPD and their

family caregivers. She suggested that healthcare providers

must consider an alternative understanding of the ‘anxiety–

dyspnoea–anxiety’ cycle. In her study, anxiety was not usu-

ally the underlying cause of distressing dyspnoea but rather

a sign of longstanding or acute respiratory failure. The

underlying experience of patients was shortness of breath,

an experience that was essentially subjective and undetect-

able. These patients had learned to control their emotional

reactions. When patients feel anxious, this emotion is an

indicator that they are actually breathless. Bailey (2004)

emphasised the importance of nurses being able to recog-

nise anxiety as an emic sign and not necessarily the cause

of dyspnoea for patients with COPD in acute respiratory

distress.

Trust and power

Trust is a central concept in understanding the relationship

between caregiver and patient during COPD exacerbation.

Grimen (2008) examined the meaning of trust in a profes-

sional context, focusing particularly on the relationship

between patient and professional. According to Grimen

(2008), the two most important perspectives on this rela-

tionship are what the trust-giver/the patient does and what

trust does in the relationship between individuals: ‘What

trust does in relations is built on what trust-givers do, viz.

to give something into others’ care in good faith’ (p. 197).

Trust, however, can be violated. It thus represents an ele-

ment of power in all help and care relationships. Many situ-

ations imply that patients empower and confer trust to

health personnel to decide what kind of treatment should be

administered. The patients presuppose that the caregivers

will act in the patients’ best interest. This kind of trust-based
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relationship is, in the end, necessary to create the space they

need to fully use their professional competence. This trust

not only forms the basis for the exercise of benign power,

but also makes the trust-giver/patient vulnerable to both

benign and ill-natured power (Grimen 2009, p. 55).

The relationship between professionals and patients is

characterised by various forms of asymmetry. Whereas pro-

fessionals have both theoretical and practical knowledge,

patients usually have neither. In addition, professionals are

gatekeepers, and, as such, they control access to benefits.

By contrast, patients lack this type of control (Terum

2003). The relationship between professionals and patients

may also be characterised by elements of coercion or force.

Situations where these elements exist in turn create difficult

dilemmas. The alternatives to providing medical assistance

by use of force may be life-threatening (Grimen 2008).

Additional problems may arise based on the fact that

patients with serious diseases often may be cognitively

weakened and, thus, have problems expressing themselves

verbally.

The study

Aim

This study was conducted to explore patient perceptions of

COPD exacerbation and the patients’ experiences of their

relations with health personnel during care and treatment.

Design

Narrative inquiry was used as an approach to obtain access

to patient experiences with acute exacerbation. Ten in-

depth interviews were conducted with patients who had

been admitted to two different ICUs in Western Norway.

Narrative analysis, which focuses on textual meaning and

language form (Kvale & Brinkmann 2009), was used to

examine the data.

Narrative inquiry

Narrative inquiry has been described as a subtype of quali-

tative inquiry. Chase (2005) defined it as ‘an amalgam of

interdisciplinary analytic lenses, diverse disciplinary

approaches and both traditional and innovative methods –

all revolving around an interest in biographical particulars

as narrated by one who lives them’ (p. 651). According to

Chase, contemporary researchers use five analytic lenses to

approach empirical data: (1) retrospective meaning making

(i.e. a narrative is communicated from the narrator’s point

of view), (2) narrative as verbal action (i.e. something that

is done or accomplished), (3) narratives that are both

‘enabled and constrained by a range of social resources and

circumstances’ (p. 657), (4) narratives treated as socially sit-

uated interactive performances and (5) narratives in which

the researchers view ‘themselves as narrators as they

develop interpretations and find ways in which to present

their ideas about the narratives they studied’ (p. 657). All

these approaches have influenced the present study.

Participants

Purposive sampling (Morse & Richards 2002) was used to

recruit participants for this study. To increase the diversity

of the participants, we included both men and women of

different ages and social backgrounds. The inclusion criteria

were as follows: (1) men or women and patients between

30 and 85 years and (2) patients who had been diagnosed

with Global Initiative for Chronic Obstructive Lung Disease

(GOLD) class 2–4 and had recently experienced exacerba-

tion and received mask treatment in an ICU for more than

24 hours. Research information that was mapped included

the following: gender, ethnic background, marital status,

occupation, length of time since diagnosis and number of

previous hospitalisations with acute exacerbation. This

information was provided by the patients.

The patients were asked face-to-face by nurses in the ICU

to which they had been admitted whether or not they

wanted to take part in the study. Ten patients were inter-

viewed once during the period of autumn of 2009 and the

spring of 2011. The interviews were conducted in the ICU,

in another unit or at home with the patient. Only the

patient and the interviewer were present during the inter-

view. Because several patients still experienced breathing

difficulties, this problem had to be taken into consideration

when designing and organising the interviews. Hence, the

interviews could not be overlong, and medical help had to

be readily available during the interviews. The 10 patients

(five men; five women) who participated in this study were

between 45 and 85 years. All 10 patients were Norwegian

but possessed different social backgrounds. All the infor-

mants had had a COPD diagnosis for 0–10 years. Only one

of them had never before been hospitalised with COPD

exacerbation. Six of them were married and lived with their

spouses. Four were single and none had higher education.

Data collection

The study was carried out by four researchers. Two worked

in a health enterprise and two at a University college. All
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four cooperated with one another during the entire research

process, but only two of them [both of whom were

registered nurses (RNs) and had experience conducting

patient interviews] carried out the interviews.

An interview guide was developed based on the aim of

the study and the theory of narrative inquiry (Chase 2005)

and trust and power (Grimen 2008, 2009). It had open-

ended questions on how the patient had experienced the

acute exacerbation and the interaction and relationship

with the health personnel who took part in the treatment

(Kvale & Brinkmann 2009, p. 143). These were the main

questions areas:

1. How did you experience the COPD exacerbation and your

hospitalisation in the ICU?

2. How did you experience the care and treatment you received

in the ICU?

3. How did you find the cooperation with the health personnel?

4. How did you experience your relation with the health

personnel during care and treatment?

5. Is there anything else you want to tell?

On the whole, the questions were an invitation to the

patients to share their experiences with the interviewers,

and a point was made not to pressure the patients into tell-

ing something they did not want to tell. Because the con-

versation was mainly about a life-threatening situation,

questions about patient participation were asked in an indi-

rect way. If this topic did happen to come up during an

interview, we asked follow-up questions when it felt

appropriate.

The interviews lasted between 30 and 60 minutes. They

were audio recorded and then transcribed verbatim by the

interviewers. Data saturation was discussed during the

interviews, and after all 10 interviews had been transcribed.

Both men and women of different ages and social back-

grounds were interviewed. Together, the interviews repre-

sented a rich and varied set of data. The themes were

illustrated with examples that showed patterns and individ-

ual variations. When the data tended to become repetitive

and redundant (Morse & Richards 2002, Polit & Beck

2008), we considered the data to be saturated.

Analysis

The transcribed interviews were first read focusing on the

complexity and multiplicity within the narrators’ voices

(Chase 2005, p. 663). Data were coded in proportion to the

patients’ stories about their exacerbations and their interac-

tions and the relations with the health personnel. The

researchers discussed what the stories ‘really’ were about

and turned to what kind of questions that opened up new

ways of understanding patient perceptions of COPD

exacerbation and their relations with health personnel dur-

ing care and treatment. Text analysis centred on vocabulary

and grammars was used for researching the language used

in the interviews in relation to power and trust (Fairclough

1992). Next, it was focused on the connections between the

various stories. A plot was constructed from the coded data.

According to Polkinghorne (1988), a plot is ‘the organising

theme that identifies the significance and the role of the indi-

vidual events’ (p. 18). The function of a plot is ‘to transform

a chronicle or listing of events into a schematic whole by

highlighting and recognising the contribution that certain

events make to the development and the outcome of the

story’ (Polkinghorne 1988, p. 18–19). In the present study,

data were constructed as a story with two main themes: (1).

breathlessness and (2) trust and power. The analysis alter-

nated between working with theory of trust and power (Gri-

men 2008, 2009) and working with data. The ten interviews

were rewritten and compiled into one story to represent the

study’s data (Kvale & Brinkmann 2009).

Trustworthiness

The researchers’ decisions are explicitly and carefully

described to enhance the trustworthiness (Morse &

Richards 2002). Transparency will offer the readers oppor-

tunities to review the decisions in the research process (Polit

& Beck 2008). Two of the researchers, who were intensive

care nurses with formal interview research training, con-

ducted the interviews. Shortly after, the interviews were lis-

tened to and transcribed verbatim. The various stages in

the analysis of data and the researchers’ theoretical posi-

tions are described to increase credibility in the interpreta-

tion of data. Credibility was established by using

quotations that showed patterns and variations in the tran-

scribed interviews. The analysis was discussed with and

confirmed by all the co-authors. Probably, some of the find-

ings in this study may be transferred to other vulnerable

patient groups highly dependent on the care of health per-

sonnel, for example other patients in acute situations.

Ethical considerations

The study was approved by the regional committee for

health research ethics (4�2008�2869). The Data Protection

Official for Research also approved the study. The research-

ers cooperated with contact nurses in ICUs in the recruit-

ment of patients to the present study. The patients were

informed that their participation was voluntary and that
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confidentiality was secured. The contact nurses also made it

clear to the patients that they could withdraw from the

study at any time. The participants received both written

and oral information about the study, and only those who

met the inclusion criteria and gave their informed consent

were involved in the study. Before carrying out an inter-

view, the researcher checked with the nurse caring for a

patient to determine whether or not the patient was physi-

cally able to take part in the interview. Following the inter-

view, a healthcare worker offered medical assistance to the

patient if necessary.

Results

The results show how 10 patients who had recently had an

acute exacerbation of COPD and had received mask treat-

ment experienced this acute phase and their relationship

with health personnel during treatment in an ICU. Two

main themes emerged, and they were breathlessness and the

trust/power dimension. The two themes were closely related

and had an inner context. We found that breathing prob-

lems led to a situation where patients experienced both sit-

uations of trust and power. Subthemes were also identified

that showed story patterns, which in turn provided a more

detailed understanding of the main themes.

Breathlessness

One pattern that emerged from the data is the patients’ per-

ception that having breathing problems was the main rea-

son for their admittance to an ICU. The patients expressed

that their illness made them feel totally dependent upon the

care of others.

Completely dependent on the care of others

Most of the informants remembered little from the acute

phase. The phrase ‘I don’t remember anything’ is illustrative

for what many of the informants said. Other typical state-

ments included the following: ‘It was terrible. I was more or

less completely gone’ (N8), ‘It is a matter of life and death –

you got to get enough air’ (N6) and ‘I was completely paral-

ysed’ (N2). The statements convey a sense of being com-

pletely dependent on others. In the following interview

excerpt, one informant describes a traumatic situation:

Researcher: What happened when you got the exacerbation?

N8: After I got the attack, I stood there for about three to four

hours without being able to do anything, not call, nothing.… So, if

my wife hadn’t called … she was at work. I managed to pick up

the phone and said she had to come.

It was this man’s belief that he was able to get in contact

with the health service because his wife had called him. The

patients had experienced increasingly heavy breathing

before being hospitalised. Several said that because they did

not understand the seriousness of their situation, they did

not feel any particular anxiety. One patient, who had been

diagnosed with COPD for a long time and who felt mentally

able to cope with the acute exacerbations, remarked, ‘At

hospital, they say that I am calm, and I think I cope with it

fairly good. They say so, the people in the ambulance. They

say I am the calmest COPD patient they ever had’ (N10).

Altered perceptions of reality

Several patients noted having nightmares during an exacer-

bation. One patient used a drowning metaphor to express

how he had experienced the situation:

It seems like you enter a kind of dream world. You are at the bot-

tom of a pool, and you want to get to the surface, but you are not

able get up. You just lie there unable to breathe without being able

to get to the surface. (N6)

Another patient described her phantasms as follows:

In the evenings, there was a woman with one ball down on the

floor and one on the ceiling, and then she [would] spread a net

with all the colours of the rainbow. I particularly remember black

and bright blue. She frightened me, and, afterwards, I did not

allow them [the healthcare workers] to turn off the light or the TV

because I was so afraid that this woman should return to make her

net again. It was scary. (N7)

Other informants said that colours, furniture and people

appeared distorted during an exacerbation. When describ-

ing these incidents, patients typically used negatively loaded

words and phrases, such as frightening, scary, ugly, choking

and not able to breathe.

Trust and power

All the informants described situations in which they had

to trust health personnel. But trust implies power, and if

power is misused, distrust will be the consequence.

Trust

One patient (N2) stated, ‘Yes, I just had to give in. I was

totally dependent upon that what was about to happen

with me, would be in my best interest’. Another patient

(N9) described the situation as follows:

I had to start mask treatment at once. Now there is no resistance,

so, perhaps, it is better that they [health personnel] are determined.
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If you get choking sensations, then … But when it comes to breath-

ing, fear is the worst enemy. If you ever notice [that] you lack

something, it will be air. You are now about to suffocate!

The patients noted the degree of professionalism dis-

played by nurses and doctors when administering mask

treatment. With regard to breathing assistance, they

expressed complete trust in the health personnel in the ICU.

The patients used expressions like first-class cooperation to

convey their gratitude for the assistance they received in a

life-threatening situation. Several patients expressed the

opinion that the nurses working in the ICU had a higher

degree of competence than those in other units. All patients

had a positive experience with the mask treatment. One

patient (N5) commented, ‘I think that [the] mask [treat-

ment] was very good for me; it really eased the pressure in

my chest’. Another patient (N6), noting the helpfulness,

kindness and attentiveness of the nurses in the ICU, made

the following insightful comment: ‘They saw my needs

before I noticed them’.

Patient participation during treatment in the acute phase

is often difficult. The patients in this study experienced situ-

ations in which they lacked control. Several patients

expressed complete trust in the health personnel in the ICU

and wanted them to make decisions regarding the adminis-

tration of treatment. Even though the patients relinquished

control of decision-making about treatment to the health

personnel, they still were able to interact positively with the

nurses and to participate actively in much of what was hap-

pening to them.

Distrust and power

In addition to stories of trust, patients in the present study

revealed those of distrust. Specifically, they described situa-

tions in which they had not been administered medication

they felt that they should have had and had received prom-

ises of food from the health personnel that were not ful-

filled. One patient (N3) described a night on the ventilator

as follows:

They would give me sleeping tablets because I had not been sleep-

ing well. But I am a sound sleeper, so I thought it was not neces-

sary. But she [the nurse] threatened [me] a bit with that tablet. I

said no. I wanted to be attentive because I might be choked if they

do not suck out the slime [in time]. I had to be in control; I just

could not be asleep. ‘Oh no, this is not necessary’, the woman said.

‘I will look after you all the time’. During the night, I did start to

get blocked, and [at first] I thought I was not going to say anything

—[I had planned to] just test her out to see if they looked after me.

They did not. I had to call. I had not taken a sleeping tablet. I was

very blocked with a lot of slime.

In her story about the nurse, the patient used the word

threatened, which expresses strong modality and, in this

context, clearly describes the pressure the patient felt in this

situation. As evident from the story, the patient initially dis-

trusted the nurse and, thus, felt that she had to test the

nurse before she could trust her. However, by failing to

show up when the patient needed someone to suck out the

slime, the nurse did not pass the simple ‘test’ that the

patient had devised. Another patient (N7) described a situa-

tion in which she did not have access to an alarm:

[The] most important [thing] to me was the alarm. It had to be

with me all the time.… There were some nurses who managed to

use it to manipulate me – to get some peace, of course – and that

was scary because I could not talk. My only way of getting help

was through that alarm.

In this story, the patient used the word manipulate to

express how she perceived her interaction with the nurse.

From this patient’s perspective, the alarm represented not

merely the only means by which to summon help but also a

sense of security.

One patient (N4), who felt that she was not getting the

kind of care she needed because she did not have the ‘right’

disease, made the following remark: ‘My disease was my

own fault, so this served me right. I felt … just like that

now and then’. The same patient (N4) also described a typ-

ical situation in which she felt that the health personnel pa-

tronised her because she had impaired hearing: ‘And when

a doctor stands over you, at the same time making eye con-

tact with a nurse and smiling, thinking I could not hear

anything, well that’s not nice. An educated man should

know better than that’. A different patient (N1), who told

a similar story about not being taken seriously, made the

following comment: ‘They neglected me and ignore what I

say’.

One patient (N2) recounted a situation in which she

believed that the health personnel had been too forceful in

administering the mask treatment. Feeling that she had lost

control over her own treatment, the patient became angry.

From this patient’s perspective, a doctor and a nurse had

exercised too much force in administering treatment. Dur-

ing the interview, she called upon all health personnel to

listen to patients in situations such as this one.

Discussion

Limitations

The aim of this study is to explore the experiences of

patients suffering from acute exacerbations of COPD and
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their relationship to health personnel during care and treat-

ment in an ICU. The patients were well aware that their

condition may have influenced how they have perceived the

situations of which they described. In this respect, the data

represent the patients’ subjective perception of what hap-

pened. The interviews were transcribed and then translated

from Norwegian into English; the patients’ statements were

studied to interpret the meaning behind them (Czarniawska

2004, p. 55). The responsibility of interpreting the findings

was assumed by the first author of this paper. Because the

first author is an intensive care nurse, her proximity to

the field may have influenced the interpretations. However,

the interpretations were scrutinised by the other authors of

whom two had other professions. The use of an explicit

theoretical framework for interpreting data was considered

important in this study (Grimen 2008, 2009). Theory on

trust helped to highlight some of the central findings.

Discussion of findings

It is no surprise that the patients identified breathlessness as

the most important symptom of an exacerbation and the

main reason for calling a doctor. Previous studies have

reported breathlessness to be the greatest problem experi-

enced by patients with COPD – both in daily life and dur-

ing an acute exacerbation (Barnett 2005, Andenæs et al.

2006, Gardiner et al. 2010, Gysels & Higginson 2010).

This study showed individual variations in the narratives of

patients who have experienced breathing problems. This

result is in accordance with the findings of Bailey (2004),

which indicated that patients with COPD learn to cope

with their COPD exacerbations emotionally. In the present

study, several patients conveyed that they manage to keep

calm and that the situation is characterised more by the

breathing problem than by anxiety. Our analysis shows

some characteristics that have not previously been suffi-

ciently highlighted in the literature. A COPD exacerbation

usually results in patients having to put their lives – and

often decision-making – in the hands of health personnel. A

previous study of intensive care nurses’ views on patient

participation during COPD exacerbation reported the same

finding; that is, there are situations characterised by a low

degree of patient power and patient participation (Kvan-

garsnes et al. 2013). Dealing with these types of situations

is ethically very demanding for caregivers because they may

have to act in a way that prompts the patient to lose all

trust in them. According to Norwegian legislation, the use

of force by health personnel is allowed if it is necessary to

administer proper treatment. In 2009, the Patients’ Rights

Act (1999) was amended to include a new section (4A)

concerning the administration of health care to patients

who do not have the ability to provide informed consent

and to those who oppose treatment (Board of Health

Supervision 2008). In our study, one patient called for cau-

tion and advised health personnel to be more responsive to

patients, particularly if the treatment has elements of force.

In their study, Torheim and Gjengedal (2010) stated that

mask treatment ‘from the patients’ point of view may be

characterised as a feeling of being trapped in a situation of

complete dependence on others’ (p. 499) and that the lack

of air leads to exhaustion, accompanied by a strong feeling

of anxiety. Other studies also reported that patients experi-

ence a strong feeling of fear during an acute exacerbation

(Bailey 2001, Barnett 2005). On the one hand, some

patients in the present study described feeling like they were

in a dreamlike condition and not understanding how seri-

ous their condition was; hence, they did not experience

anxiety. On the other hand, some patients described having

a level of anxiety so intense that they were unable to

cooperate.

With respect to participation during the acute phase, sev-

eral patients said that they did not want to participate.

They realised that they needed caregivers who could act

with authority. Several patients also viewed an acute exac-

erbation as a life or death situation. A previous study

showed that intensive care nurses often experience difficulty

in cooperating with patients in the acute phase because the

patients become confused as a result of anxiety and

hypoxia. The nurses said that they try to address patient

participation in a more indirect way by reading patients’

body language and by obtaining information from the next

of kin (Kvangarsnes et al. 2013).

An important aspect of successful treatment is patients’

trust in their caregivers. In their study, Torheim and

Gjengedal (2010) highlighted the importance of patients

having trust and a feeling of security when coping with the

mask treatment. In our study, the patients repeatedly said

that they trusted the health personnel during the acute

phase when they needed someone to help them breathe. In

this situation, there was no room for distrust. The patients

commended the health personnel, especially the intensive

care nurses. However, one patient thought the health per-

sonnel had gone too far in using force to administer treat-

ment. This patient’s reaction points to the vulnerability of

patients in such situations and, consequently, the impor-

tance of a relationship based on trust when mask treatment

is about to be administered.

When patients have a strong dependent relationship

with their caregivers, it can be difficult for the patients to

criticise their care. In the present study, some patients
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noted deficiencies in their treatment and described being

disregarded. One patient revealed that she had not dared

to take a sleeping tablet during her respirator treatment

because she did not trust the nurse who was supposed

to look after her to ensure that she had an open respira-

tory passage. Another patient stated that some nurses

had denied her access to her alarm (her only means of

summoning help) so that they could ‘get some peace’.

Bailey and Tilley (2002) pointed out that nurses should

view patient stories as meaning making rather than

truth-telling. Several patients in the present study knew

that their condition affected their experiences, but they

were more interested in conveying how they had experi-

enced the situation than what might be ‘true’. The

patients’ stories also revealed that they are sensitive to

the body language of doctors and nurses. Listening to

patients’ stories can provide a deeper understanding of

the patients’ lifeworld.

Conclusion

This study shows that patients with COPD exacerbation

experience that they are in a particularly vulnerable situa-

tion because their condition makes them totally dependent

upon help from health personnel to be able to breathe.

Patients’ ability to trust caregivers in such situations is

important for successful treatment. The patients in this

study trusted the health personnel to help them breathe,

but told stories of distrust with regard to other aspects of

their treatment.

Relevance to clinical practice

Health personnel can learn from patients’ stories to obtain

insight into how the patients experience the treatment and

the relationship between patient and caregiver.

During an acute exacerbation of COPD, patients should

not be left alone without the means to call for help. The

present study also shows that patients are sensitive to pa-

tronising attitudes exhibited by some caregivers. Health

personnel should realise how they administer power during

treatment of an acute exacerbation. Awareness of building

a good relationship between patient and caregiver is essen-

tial in nursing in these situations.
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