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Purpose: To explore how persons living with COPD experience transitions related to health, 

self-management, and follow-up from the healthcare services.

Patients and methods: This study is part of a participatory research project. Six males and 

five females living with COPD, with a COPD assessment test score of 21–29, participated; 

all the participants were living at home. Data were collected in qualitative research interviews 

and analyzed using qualitative content analysis highlighting the participants’ experiences.

Results: The findings showed two main themes: “The struggle to keep going” and “The need 

for continuity and competent facilitation”. The participants reported complex health transitions, 

with changes in roles and function, demanding exacerbations and critical events, and challenges 

with learning needed self-management. They expressed a great need for and had great benefit 

from, education, rehabilitation, and follow-up in their management of everyday life. Not all 

received offers in line with current guidelines.

Conclusion: In-depth knowledge of patients’ experienced COPD transitions offers clinicians 

guidance for the timing and quality of follow-up services. Life with COPD entails challenging 

transitions in health and self-management. Good rehabilitation and follow-up from the healthcare 

services are needed throughout the disease trajectory. Participation in self-management educa-

tion and rehabilitation that include psychosocial aspects may facilitate health-enhancing tran-

sitions and improve self-management skills. Experienced lack of competence and flexibility 

among healthcare providers hinders trust and collaboration. Access to stable and competent 

follow-up in the primary health services may facilitate cohesive services and collaborative 

self-management.

Keywords: COPD, participatory research, qualitative interviews, rehabilitation, follow-up services

Introduction
People who develop chronic diseases usually experience extensive changes to their 

daily lives, known as transitions in literature; these are personal processes during 

which people are particularly vulnerable. Such transitions occur in interaction with 

the surroundings, an interaction which may hinder or enhance healthy transitions and 

self-management.1,2 Only through good collaboration with the healthcare services at 

a person and systems level can those living with chronic diseases be active partners 

in the follow-up of the disease and be supported throughout these demanding 

transitions.3–6

In Norway, 6% of all reported deaths in 2014 were related to COPD.7 The disease 

thus represents a great challenge to the individual and to the society.8,9 Medical treat-

ment needs to be individualized and directed toward reducing symptoms and episodes 

of exacerbation, as well as toward improving health and physical functioning. The 

changes in health and function related to COPD also demand that the person living with 
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the disease learns, takes charge of, and carries out daily 

disease-specific self-management. The recommendations are 

thus rehabilitation, education and support for self-manage-

ment, follow-up, and consultations throughout a changing 

disease trajectory.6,10

The Coordination Reform11 was implemented in Nor-

way in 2011, with the aim to improve coordination in the 

healthcare services and achieve cohesive treatment trajec-

tories for the individual patient, as well as the transfer of 

more follow-up of chronically ill patients to the municipal 

healthcare services. The Norwegian national guidelines 

for the prevention, diagnosis, and treatment of COPD 

were revised in 2012.10 The recommended rehabilitation 

programs and self-management education in Norway are 

based on international guidelines6 and have two axes: as 

education, physical training, and support for inpatients in 

the specialist health care service; and as support, education, 

physical training, and supervision in groups for outpatients 

(in the so-called “learning and coping centers”) in the spe-

cialist health care service or the communities. Not much is 

known about how people who live with COPD in Norway 

experience such follow-up and coordination following the 

Coordination Reform. And not enough is known about their 

experiences with transitions, and what enhances or hinders 

self-management and health transitions in a COPD trajectory. 

We, therefore, conducted a participatory research project to 

explore how persons living with COPD experience transitions 

related to health, self-management, and follow-up from the 

healthcare services. The article communicates findings from 

individual qualitative interviews, analyzed and discussed in 

light of theory on transitions in chronic diseases2 and collab-

orative self-management.3,4,12

Meleis et al have developed a theory on human transi-

tions, on how people in interaction with their surroundings 

must adapt to changes that arise from diseases.1,2 Transitions 

are the changes between what was before and what is about 

to develop, a period that can cause stress and has in it the 

potential both for growth and regression. Transitions are 

about how people over time adapt to new situations, periods 

during which social support, critical events, and health inter-

ventions may have a great impact on process and result.13,14

Transitions related to health and disease are often quite 

complex and multidimensional, with, however, some com-

mon characteristics: commitment, awareness of change and 

difference, and critical moments and events. Some claim 

that the person must, to a certain degree, acknowledge that 

things are about to change to enter transition, and that such 

acknowledgment has an impact on the commitment to being 

active in the situation. Having a chronic disease generally 

implies having to accept being different, feeling different, 

and being considered different, and interacting with the 

surroundings in a new way. These processes happen over 

time, often repetitively and without clearly defined phases, 

and with critical turning points.2 An important personal 

transition is the change to patienthood, when one is in danger 

of losing one’s earlier personal identity.15 The conditions 

surrounding the individual during such transitions may be 

divided into what enhances and what hinders a good process. 

Important phenomena are the meaning the person attaches to 

the changes, cultural norms, and socioeconomic status, and 

to what extent the person is prepared and has knowledge 

to meet the changes. Society’s views on an illness, such 

as stigmatization and marginalization, access to financial 

and social support, role models, knowledge, and healthcare 

services, are often crucial elements in personal transitions.1,2 

Persons living with COPD have experienced that the health-

care services are able to accommodate health-enhancing 

transitions when they experience common understanding 

and social support and feel confident with regard to getting 

help.5,16 Difficulties in the communication between patients 

and health-care personnel and an experience of stigmatiza-

tion may hinder beneficial processes.17–19 Identification of 

transitions and vulnerable phases and knowledge on what 

may further enhance or hinder good transitions are important 

in order to understand the conditions for collaborative self-

management. Development of self-management may in that 

respect be central to the experience of transitions.20

Disease-specific self-management and self-management 

education are central to COPD care. In self-management 

education, the emphasis is on involving, motivating, and 

guiding persons to plan their lives and develop skills in order 

to live as good as possible with the disease.3,6,21 The concept 

of self-management incorporates self-monitoring, symptom 

management, management of emotional, psychosocial, and 

functional consequences of a disease, and collaboration 

with family, community, and healthcare professionals. 

Self-management abilities are supposed to be mediated by the 

person’s self-efficacy.22 Main elements of self-management 

in chronic disease are the handling of medical treatment and 

guidelines, the new role, and emotional reactions. Skills 

must be acquired to recognize and handle exacerbation, and 

for problem solving, making decisions, and using available 

resources.4,12 Education should be adapted to the individual 

and his or her phase in the trajectory and contain informa-

tion related to the disease in question.3 Implementation of 

self-management in the case of COPD is a complex process, 
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dependent on the patient, healthcare personnel, and the 

organization of the healthcare services.23 Self-management 

education may in the short-term secure improved health 

and functional level, reduce hospital admissions, and give 

people living with COPD the experience of improved 

management.24–26 Poor health status, anxiety, and conversa-

tions with healthcare personnel that strongly focus on disease 

monitoring are negatively associated with self-management 

activation among people living with COPD.22,27,28

Summed up, this shows that health transitions, which 

require change and education, and implementation of COPD 

self-management are complex processes where the person’s 

interaction with the surroundings, the healthcare services, 

in particular, seems to be of great importance. We have not 

found any recommendations for valid and reliable instru-

ments for assessing self-management in COPD.29 Since we 

lack knowledge on these processes in a Norwegian COPD 

context in a time of reforms, we have posed the following 

research questions:

•	 What are central experiences of transitions in health and 

self-management for people living with COPD?

•	 What, in the collaboration with the healthcare services, 

do people who live with COPD experience as enhancing 

and hindering their transitions?

Methods
The study is part of a larger participatory research30 project, 

with strong user involvement, in order to develop relevant 

research questions, enhance good dialogues during inter-

views, and improve the credibility of analyses and reports.31,32 

We are not aware that this methodology has been used in the 

COPD field previously. The project group consisted of four 

users, recruited through patient organizations and networks, 

one nurse and one ergo-therapist who worked in a COPD 

rehabilitation service (users and health workers will in the 

following be called co-researchers), and three researchers 

with research experience with user involvement and chronic 

disease. To secure optimal equal participation, we carried out 

a co-researcher course with theory of science and methods 

in parallel with the development of the research project. 

We emphasized the social learning process and social col-

laboration throughout the process,33,34 in addition to training 

in interview situations. The co-researchers were actively 

involved in the development of research focus and research 

questions, development of interview guide, recruitment, and 

in data collection, analysis, and reporting. In collaboration, 

we decided to conduct a qualitative interview study. Qualita-

tive research aims to explore the context bound and nuanced 

qualitative descriptions of different aspects of human 

experiences by systematic collection and interpretation of 

textual material.35 Qualitative research interviews, structured 

professional conversations with few interviewees about their 

daily lives, were planned and performed in accordance with 

Kvale’s36 recommendations, to gain deeper insight into the 

participants’ experiences with health transitions and their 

interaction with the healthcare services. As Rowan and 

Huston put the purpose, results from qualitative research 

“provides insight into what peoples’ experiences are, why 

they do what they do, and what they need in order to change” 

to make “an important contribution to our understanding 

of health, the illness experience and effective healthcare” 

(p. 1442).37

The population consisted of persons registered with 

COPD as main or secondary diagnosis in a health unit in rural 

Norway. Through purposeful sampling,37 we chose persons 

who suffered from significant COPD symptoms, defined with 

a COPD assessment test (CAT) score of 21–29 (where CAT is 

an approved translation into Norwegian; GlaxoSmithKline). 

According to the Norwegian guidelines,10 these persons 

should have been offered follow-up services, and we chose 

participants who lived in different communities regarding 

number of inhabitants. During the interviews, we emphasized 

open dialogues assisted by the interview guide. The main 

questions in the interview guide were: How is everyday life 

with COPD (challenges and self-management)? Have you 

received any follow-up from the healthcare services? What 

is your view of the follow-up you have received?

The interviews lasted 45–90 minutes and were conducted 

in the participants’ homes or in the authors’ workplace, in 

accordance with the participants’ wishes. All co-researchers 

participated in interviews with the first author. The interviews 

were recorded as audio files, transcribed by the first author, 

and safely stored. We ended the data collection after 11 inter-

views as we decided that the data contained great richness 

and variation.36 A qualitative content analysis with search 

for manifest and latent meanings38 was performed in several 

steps, and the co-researchers participated in the analysis 

process. In order to catch the impressions of the whole 

(step 1), all interviewers read closely the interviews they 

had participated in. The co-researchers’ impressions were 

communicated orally or in writing to the first author, who 

imported their perspectives and the transcriptions into NVivo 

Pro (QSR International). Each interview constituted one unit 

of analysis and was deconstructed into units of meaning 

(step 2) and fields of content and tentative categories (step 3, 

the manifest meanings), before these were discussed in the 
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project group with a focus on central findings. Following 

dialogue in several meetings, the categories were developed 

further into themes (step 4, the latent meanings), in light of 

the research questions. The article manuscript was collabora-

tively developed in the research group (Table 1).

ethics
The study was recommended by the Regional Committees 

for Medical and Health Research Ethics – West (2013/1301) 

and approved by Førde Hospital Trust (2013/5651). All 

co-researchers signed confidentiality agreements. The study 

participants received written information and gave written 

informed consent for this study.

Results
The final sample consisted of six males and five females, 

aged 62–76 years, with CAT scores of 21–29 (high symptom 

burden). All lived at home without assistance with day-to-day 

self-management (Table 2).

The interviews gave the impression that a good life was 

possible with COPD, as long as the patient learned to live 

with, and adapt to, the changes that arose. All respondents 

had had to adjust their social roles and participation, and 

they spent a lot of time on self-management. Great self-

effort, motivation, and taking charge of their exercise and 

self-management emerged clearly. The respondents were 

also concerned with the development of the illness and with 

preventing and handling exacerbations. The episodes of 

exacerbation demanded much energy, especially in case of 

acute hospital admissions. Getting to know their new body 

and reactions was important to successful self-management. 

The participants said this was time-consuming.

The sample showed great variation with regard to what 

services the participants had received from the healthcare 

Table 1 examples of development from units of meaning to themes

COPD transitions in health and self-management

Units of meaning Code Subcategory Category Subtheme Themes

“I was quite involved before, 
volunteering and hunting and fishing and 
all, this is all over now, when I can no 
longer keep up I feel like a burden.”

Being a burden Obstacle to social 
participation

activity 
and social 
participation

Challenges related 
to changing social 
role and function

The struggle 
to keep going

“I’m just not using the oxygen. I was 
really clear on this […].”

not be seen with 
oxygen

accepting aids“I’m not going to sit there, in public, 
with that thing up my nose and eat. It’s 
probably stupid of me […].”
“There was a lot of trauma related 
to all the admissions. It was all very 
tiring, and […] I suffered a lot from 
depression and anxiety, and last time 
three years ago, I was so sick I had one 
and a half foot in the grave. The doctors 
said there wasn’t much they could do. 
I fought and fought.”

Traumatic and 
fatiguing hospital 
admission

experience of 
admission

hospital 
admission

Demanding 
exacerbations and 
critical events

“I tried to make myself so small they 
wouldn’t notice me.”
“I’ve woken up during the night and not 
been able to breathe. Well, it is a bit 
scary, isn’t it, when you can’t breathe.”

scary not to be able 
to breathe

Consequences 
of breathing 
problems

symptom 
burden

“There are several things. One is that at 
home you get to choose whether you 
want to get on the treadmill or not. But 
there you just have to every morning. 
It gives sort of a kick-start, […].”

Kick-starting 
exercise

Outcome of 
rehabilitation

When 
rehabilitation is 
good and when 
it is missing

rehabilitation 
and exercise as 
motivation and 
kickoff for daily 
drudgery

The need for 
continuity and 
competent 
facilitation

“I was offered a stay right away when 
they discovered it. Could get time off 
from work too. But I didn’t do it!”

Was offered, did not 
accept

Offered 
rehabilitation

“I have a terrific nice doctor, but he 
knows nothing about COPD. It’s not 
even a topic. The hospital does the 
follow-up. But he’s really nice in every 
other way.”

Terrific nice 
physician, lacked 
knowledge on COPD 
follow-up at hospital

Primary physician’s 
lack of specialist 
knowledge

Collaboration 
with the primary 
physician

When COPD is 
not a topic with the 
primary physician
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services in order to manage their disease and develop good 

self-management. The participants who had been through 

rehabilitation as inpatients or received self-management 

training in the “learning and coping centers” described these 

as turning points. New knowledge was important to being 

able to handle, develop, and maintain self-management. 

Continuity and access to competent health personnel also 

appeared essential to gaining an experience of sufficient 

support in self-management. The majority of participants 

found the competence they needed in the specialist healthcare 

services, and those that had been in contact with the special-

ist healthcare services wanted long-term support from these 

services. The participants reported that their primary physi-

cian played a small role in their follow-up. Encounters with 

Table 2 sample characteristics

Gender/
participant 
number

Age Education 
years

Cohabitance COPD 
years

CAT 
score

Smoking Health-care utilization

Male/1 62 .11 Children 15 21 no Physiotherapy
rehabilitation×5
sMe×2
health controls
shs

Male/2 67 ,11 Wife 3 19 Yes health controls
PP

Female/3 69 .11 husband 10 21 no Physiotherapy
sMe
health controls
shs

Male/4 63 ,11 none 7 26 Yes Occupational therapy
sMe
health controls
shs
health controls
PP

Male/5 70 .11 Cohabitant 11 25 Yes health controls
shs

Female/6 67 ,11 husband 17 26 no rehabilitation×2
sMe
health controls
shs

Female/7 70 .11 none 4 29 no Physiotherapy
rehabilitation×1
smoking cessation
health controls
shs
acute hospital admission×1

Male/8 64 .11 Cohabitant 30 25 Yes Physiotherapy
sMe
rehabilitation×1
smoking cessation
health controls
shs
acute hospital admission×3

Female/9 71 ,11 none 5 21 no sMe
health controls
shs×3

Female/10 76 ,11 husband 10 24 no health controls
PP

Male/11 70 ,11 Wife, 
daughter

18 24 no sMe
smoking cessation
health controls
shs

Abbreviations: CaT, COPD assessment test; sMe, self-management education; shs, specialist health care service; PP, primary physician.
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health personnel who did not know, examine, or understand 

the participants’ situation were experienced as critical events 

and threats to good transitions.

The content of the interviews is analyzed into two main 

themes and eight subthemes. The themes are presented in 

the following and documented with quotes.

•	 The struggle to keep going

	 The challenges of changing social roles and function

	 The demanding exacerbations and critical events

	 Getting to know “the new vulnerable self”

	 Taking charge of exercise

•	 The need for continuity and competent facilitation

	 Rehabilitation and training as a kickoff for the every-

day drudgery

	 Competent helpers to contact

	 When COPD is not a topic with the primary physician

	 The emergency room with no idea of what is 

going on

The struggle to keep going
The illness had caused changes in roles and function, and the 

participants had had to adapt and plan their daily lives in a 

different way. In order to move on, they had over time learnt 

self-management and other techniques adapted to stable and 

less stable periods.

The challenges with changing social roles and function
Getting COPD, the diagnosis as well as the functional 

impairment that goes with it, had changed the participants’ 

everyday life, what they did, and how they lived. None of 

the participants were working. The changes in roles and 

social participation were related to family, leisure activities, 

travel, and daily activities. This at times constituted quite a 

challenge:

I was quite involved before, volunteering and hunting and 

fishing and all, this is all over now, when I can no longer 

keep up I feel like a burden. [4]

Within the family, a gap may also develop between the 

expectations of others and what the participants were able 

to do:

I really notice it when I’m with the grandchildren. They are 

just so active (laughs). It doesn’t show, you know. And they 

do expect you to join in […]. I still try to find ways to get 

around this with them.

This participant struggled on several fronts:

For it (the illness) does slow you down quite […] a lot. 

I like traveling, but that’s getting increasingly difficult. 

I am quite stubborn though, I’m not willing to give up, 

I’ve tried to live like I’ve always done, but I’m gradually 

unable to do that. [3]

When the illness gradually demanded aids, it became vis-

ible to all that the participants were seriously ill. One woman 

had great problems getting around, but even greater problems 

with using a wheelchair and oxygen equipment:

I do have a wheelchair, you know. This is the sort of thing 

I struggle with. I got it last year, I think, no, two years ago. 

We came home from Southern Europe. […] I couldn’t do a 

thing. We talked about me going to the hospital. […] They 

said: “Get a wheelchair, that will make it much easier for 

you when you have to go far.”

So, we applied for one, and got it too. […] And now 

I have to start using oxygen. I just hate the thought of it. He 

[the physician] said I have to use it day and night. But I’m 

just saying that when we go to where we usually have dinner 

and shop for food. I’m just not using the oxygen. I was 

really clear on this. I don’t remember what he answered. 

But I am just not doing that! I am not going to sit there, in 

public, with that thing up my nose and eat. It is probably 

stupid of me, but […]. [6]

Having one’s identity changed to “the person with 

COPD” had also caused some negative emotions regarding 

self-inflicted illness:

Well, and then there’s the guilt, you know? I really felt 

that so strongly at first. Didn’t want to tell anyone. It’s 

terrible, isn’t it (laughs). I still think that way, even if it 

has changed over the past ten years. That you, as you say, 

push it away, don’t want to talk about it. Well, I’m more at 

ease with all that now, but I don’t go around telling people 

I have COPD, unless I have to. I just really don’t […]. And 

that may have to do with that as a group we sort of have a 

feeling that we are not taken as seriously as others? Maybe 

there’s something there? [3]

The COPD diagnosis also had negative associations in 

relation to prognosis:

When I hear the word COPD I think it’s just horrible. Just 

as if there’s something terrible that goes with it. For you 

think you’ll be really sick, you won’t be able to breathe 

and […]. [10]

The doctors say lung emphysema. I really didn’t under-

stand how dangerous this was. Had they said COPD at once, 

however […] I hear that is bad. But I didn’t understand what 

it was, so I was pretty calm at first. [11]
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The COPD diagnosis was accompanied by more such 

changes: impaired functioning, changing roles, and poor 

prognosis.

The challenge of exacerbation and critical events
All participants had had serious episodes with difficult 

breathing and exacerbation, but with varying frequency and 

severity. Only two of them had had acute hospital admissions 

with COPD the past year. Such experiences were frightening 

and challenging. Repeated acute admissions in particular 

were experienced as critical:

There was a lot of trauma related to all the admissions. It was 

all very tiring, and […] I suffered a lot from depression and 

anxiety, and last time three years ago, I was so sick that I had 

one and a half foot in the grave. The doctors said there was 

not much to do. I fought and fought […]. [1]

This participant had not been able to quit smoking, and 

that bothered him when he was in the hospital:

I snuck along the walls there. Felt just so guilty that I was 

occupying a bed. But the nurses said: no, you do have the 

right to be here. But I said, can’t they just have my bed? 

It was horrible; my mental health was poor too. I tried to 

make myself so small that they wouldn’t notice me. I was 

never in bed. [1]

Short episodes of heavy breathing were also experienced 

as critical after many years of illness, even though managing 

such episodes gradually became part of daily life:

It is the cough, you know, and the breathing. […] I’ve woken 

up during the night and not been able to breathe. Well, it is 

a bit scary, isn’t it, when you can’t breathe. [11]

getting to know the “new vulnerable self”
The participants emphasized knowledge and experience over 

time as important in developing self-management skills. Even 

though all interviewees stated that by and by their daily life 

was pretty good, living with COPD was fatiguing:

You are so vulnerable. You have a disease that wears you 

down each and every day! [1]

Through daily efforts and accommodations by the health-

care services, self-awareness grew:

I gradually gained pretty good self-knowledge, especially 

after a stay at the rehabilitation unit. I guess I understood 

more about my own disease and that’s important. And 

I probably still didn’t understand how this was going to 

turn out, but the path gradually emerged. [1]

Several times, the patient initiated what became new 

knowledge:

And it was my own initiative that got me this (rehabilita-

tion). I got the doctor to apply – I am somewhat curious by 

nature. I want to know what’s the latest. Both on medication 

and on what you can do yourself to stay healthy as long as 

possible and as well as possible. [3]

The challenges with breathing and respiratory problems 

in particular were mentioned; these had to be considered 

every day:

How it is? It is really shitty. […] It has gotten worse over 

the past two years. But then again, you just don’t get any 

younger, do you. [4]

Experience was needed to get through episodes of heavy 

breathing:

I knew nothing about breathing techniques. I use lip 

breathing […]. After all, you don’t die right there and then. 

Even if you may think so. But there is something about 

learning that too. That’s how far it goes. [2]

Those who had been ill for a longer period were able to 

do a lot on their own. They knew their symptoms and the 

medication, and as long as they could have medications 

available for use in periods of exacerbation, they felt safer:

I don’t go see a doctor. You know, I’ve had this for 20 years. 

I can tell by my breathing […] I have those pills; antibiotics 

and I take cortisone […] But I do know my body. [7]

The dosing of inhalations was also difficult to understand, 

and misunderstandings arose:

I took too much of those too, you know. When I told the 

doctor about the medications I was on it blew his mind. For 

the one I took five times a day he had said I could use up 

to six times. But what he probably meant was when I got 

worse. And I hadn’t quite caught that. [7]

Taking charge of exercise
All participants attended some exercise class or did other 

regular physical activity: hiking, walking groups, fitness 

studio, swimming, dancing, etc. They voiced great respon-

sibility and commitment, and their motivation was avoiding 

exacerbation of their illness. The physical activity required 

a positive attitude:

Yes, keep going! Even if you get knocked down once or 

twice in life, try looking to the future. Don’t look back and 

feel sorry for yourself. I think that’s incredibly important. 
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And to have some follow-up at least once a year with 

breathing test and x-rays and getting to know how things 

are going, even if I don’t feel I’m getting worse. [6]

Keeping up former activities was also possible with some 

adjustments:

I have always liked walking in the woods. But then I get 

[…] have to walk some, stop for a bit and […] I exercise 

three times a week. Then I exercise as much as I’m able 

to and that has made my life completely different. I sort of 

have a good conscience. It’s just really good to go in there 

too. I feel I can’t cut classes. So, all in all I’m pretty active. 

I feel it helps me quite a bit, being like that. [9]

Even with oxygen dependence, a participant could 

exercise quite a bit at home if the proper equipment was 

available:

Now I’m building myself up on the “step-up.” I’m now at 

30 steps, and I have to increase. I’m really going to get up 

there! It’s like walking stairs. And each of these weights is 

four kilos, and I have no problem with that. I do this five 

days a week. I take two days off. Don’t you think that’s 

pretty good? […] You know, I have exercised on my own 

the whole time, for I’ve figured that’s something nobody 

can do for me […] I don’t mind, for I know what it’s like 

when I don’t do it. [6]

The need for continuity and competent 
facilitation
The services and follow-up the participants had received 

from the healthcare services varied considerably. The find-

ings contain experiences from rehabilitation stays and shorter 

self-management courses. Some have had several stays in 

rehabilitation, others none. Some were followed up by the 

specialist healthcare services, some not, and the primary 

physicians had a modest role in the follow-up.

rehabilitation and exercises as a kickoff for the 
everyday drudgery
Three participants had been to rehabilitation, and five had 

participated in self-management education. The majority had 

taken the initiative themselves to get rehabilitation, but some 

also remembered having been recommended rehabilitation 

early in their disease trajectory without accepting:

And for this I took the initiative myself. I got the doctor to 

apply. You had to ask. But that nurse did encourage me to 

do so several times. I’ll say that. [3]

I was offered a stay right away when they discovered it. 

Could get time off from work too. But I didn’t do it! [8]

New knowledge on disease and guidelines was useful, 

and the rehabilitation stay, or self-management course also 

included medical examination by specialists:

That’s the point of the COPD school (self-management 

education), that you are examined and then the course. It’s 

a minimum and really important. I was mostly concerned 

with the medical side of it. You get some insight into this 

and what’s going to be important in the future. So, I’ll say it 

should be a standard program from doctors – for everybody 

[…] What’s most important? I don’t know. Maybe – all this 

about exercise and adjustments in day to day life. [3]

A rehabilitation stay helped in several ways, and those 

who had had such a stay wanted to repeat it to get good 

follow-up and renewed energy:

There are several things. One is that at home you get to 

choose whether you want to get on the treadmill or not. 

But there you just have to every morning. It gives sort of 

a kick-start. [1]

You were followed up all the way, they addressed the 

problems you have. It’s not just the COPD and the lungs. [7]

Competent helpers you can get in touch with
Those who had attended local self-management courses 

gained knowledge and received guidance, and made contacts 

that gave possibilities for further follow-up:

That we get so close to the nurse in such a setting. So, it’s 

more intimate and we want to do more […] And then it’s 

really important that you have that COPD-school nearby, 

right […]? I think this setting here is really good. You have 

something to gain as a user. You make contacts. [1]

These participants had yearly checkups at the outpatient 

clinics afterward, and they had great confidence in the per-

sonnel there:

Those guys in the hospital know what they’re doing, and 

they collaborate with the doctors. [2]

Several participants had got to know the lung specialists 

quite well and had developed trusting relationships:

She was so that you could talk about anything. Almost like 

a buddy […]. [8]

He was just so good at talking to us, we just really 

understood it all. Then he said: There’s this one thing. If a 

COPD patient comes to me and says he is not anxious or 
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nervous or anything, he lies. For that comes with the terri-

tory. I really liked hearing that. [1]

When one of the specialists quit, the continuity of the 

follow-up by physician felt like a loss:

But when it comes to COPD I’ve been followed up by 

a specialist once a year. I was really happy with that. 

If some acute problem arose, I could just call. But now 

I have nobody, since her, for nothing has happened. I’m a 

bit disappointed with that […] Yeah, I’m no longer in the 

system! [7]

Being able to get in touch directly gave a feeling of 

security, especially in periods of exacerbation when hospital 

admission seemed necessary:

Well, things are fine now that I have a direct number to 

call. [2]

And then I have the nurse at the outpatient clinic whom 

I can text if I worry about the phlegm, etc (laughs), I’ve got 

really good follow-up there. I don’t go there other than if 

I have a fever, then it’s ok. I’m really scared to get pneu-

monia. I’ve never been admitted with that. [6]

It was very important for all participants to get to know 

how the physical parameters had changed since last time, 

they knew they had a progressive disease, and they feared 

exacerbation:

[…] just great to have a checkup once a year. Then I know 

how I’m doing. [11]

But getting the results might be scary too:

I’m just like – I don’t want to know my lung capacity. Or 

I’ll just go around speculating and speculating. […] Not if 

it has improved either? […] Well, I won’t mind being told 

that, but I don’t need to know by how much. [2]

When COPD is not a topic with the primary 
physician
All participants had their own primary physician, and most 

of them were in touch with him or her now and then.

I have a terrific nice doctor, but he knows nothing about 

COPD. It’s not even a topic. The hospital does the 

follow-up. [6]

Several participants expressed a lack of confidence in 

their primary physicians’ COPD competence:

No, they know nothing. They know so little. But we prob-

ably shouldn’t blame them too much. They have more 

than enough. And a group like chronically ill patients 

[…] there should be some warning lights and they should 

pay a bit more attention than they do. Yeah, and I’m the 

one who has told him that there is a plan for stepping up 

medication. [1]

Those who received good follow-up by the outpatient 

clinics did not need to consult their primary physician with 

regard to COPD, other than to renew prescriptions from the 

specialist healthcare services, and in some instances, refer-

rals to rehabilitation:

I don’t go there for my COPD in particular. But we do talk 

about it. But I don’t contact him much about that. But I told 

him that I had decided to go to rehabilitation. He sent in an 

application and I got an answer. [8]

Nevertheless, continuity in the primary physician 

follow-up seemed to be important:

And then I lost my primary physician. I was in limbo. [7]

The emergency room has no idea what is going on
At episodes of exacerbation, common procedure was that 

the patients had to go through the emergency room where 

the physicians did not have access to the patient’s journal, 

and thus generally no knowledge of the patients’ prior 

problems:

But when I go to the emergency room […]. May stay there 

some three or four hours. Then it’s the same procedure. And 

I say: Yeah, but are x-rays really necessary, I’ve been here 

five or six times this year? It says right there. Then I think: 

is that necessary? How many x-rays am I to have? There is 

some risk associated with that too. It’s the same thing that 

happens to me, nothing new there. That scares me. I sort 

of feel that it’s not something I decide, the routines decide. 

I feel maybe there should be some dialogue with someone 

who explains to me that now it is important to […], it is 

important that we get an x-ray of you. [1]

Especially when one feels critically ill, but is not believed 

and taken seriously, that is experienced as a violation:

To me it was very important to be believed. That now I 

am that sick! They could tell by looking at me, you know. 

It was nothing dramatic, right, but […]. [1]

These findings describe important phenomena in the par-

ticipants’ interaction with the healthcare services. There was 

great variation in what healthcare services the participants 

had received, from whom, and how satisfied they were with 

the interaction with the individual healthcare worker.
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Discussion
The purpose of this study was to explore how persons living 

with COPD experience transitions related to health, self-

management, and follow-up from the healthcare services. 

The central experiences with transitions in health and self-

management emerge from the descriptions of the struggle 

to keep going through changing social roles and function, 

through exacerbations and critical events, and through 

getting to know and taking charge of one’s own health. The 

participants, who lived with COPD, emphasized knowledge 

and competent interaction with the healthcare services as 

necessary for accommodating transitions, while the absence 

of access to specialist competence hindered transitions.

The interviews clearly show that receiving the COPD 

diagnosis, the consequences of the disease, and interaction 

with relatives and the healthcare services have resulted in 

great changes and challenging transitions. Several studies 

claim that COPD has a poor prognosis and that facing the 

diagnosis leads to experiences as a stigma with guilt and 

shame.18 Data from this study support this perspective. 

Receiving the diagnosis was a critical event for several par-

ticipants and initiated a transition,2 both because the diagnosis 

was associated with a poor prognosis and because it was 

experienced as a stigma with guilt and shame. For some, 

the diagnosis thus initiates a vulnerable period, where fear 

and experience of stigma may keep patients from seeking 

the help they need to move on. Despite long-term focus on 

the negative effects of stigmatization on the person’s quality 

of life,18,19 the findings show that the problem still exists for 

people who live with COPD, even if the findings also describe 

a further transition toward greater acceptance and less stress 

for the participant quoted. The findings also clearly show 

that receiving the diagnosis, having to use medical aids, and 

being unable to participate in social activities like before 

constituting great changes and are threats to identity15 and 

social participation. The transition to a new role and new 

social positions demands adaptation over time in interac-

tion with the surroundings.2 A cultural norm in society or in 

the person himself that stigmatizes COPD as self-inflicted 

may hinder transitions toward growth and improved health. 

Heggdal39 emphasized that people who live with chronic 

diseases must learn to put into words the challenges related 

to social interaction; this is very relevant in the case of a 

disease that may give an experience of stigmatization, of 

low self-worth, and where the functional impairment may 

be both invisible and very visible if medical aids like oxygen 

are used. Using oxygen may give an experience of improved 

health, function, and social activity, as well as challenges 

such as an increase in practical organization, dependence, 

and embarrassment.40 This study reports only experiences 

of the challenging and negative aspects of using oxygen. 

Challenges related to social interaction and changing roles, 

including interaction with the healthcare services, should 

make up part of self-management education,4 and focus on 

possible experienced stigmatization, and consequences of 

using oxygen should be included in such follow-up. Not 

all participants in this study had received self-management 

education or rehabilitation, even though this is recommended 

in the healthcare services.6,10

Positive findings, however, are that all participants 

described having a good daily life, after having managed to 

adapt to the demands for changes. Their self-management 

skills developed over time as they became more familiar with 

their own vulnerability and boundaries. People living with 

COPD may develop good self-management skills on their 

own.41 This study nevertheless shows quite clearly that reha-

bilitation and self-management education were experienced 

as important facilitators for self-management and the transi-

tion to managing the consequences of the disease, in accor-

dance with studies that have shown that self-management 

education may improve quality of life and increase coping 

ability in the short run.24,25,42 But despite the development of 

self-management competence, the findings show that dyspnea 

episodes in particular may be experienced as a threat in daily 

life even after many years of living with the disease. Adapt-

ing to dyspnea episodes seemed like a transition in itself. 

A new and important finding is the experience of guilt at 

exacerbation and acute admission to hospital. Being unable 

to quit smoking and manage the disease was experienced 

as not meeting the healthcare personnel’s expectations for 

patients’ self-management. The ideals of self-management 

may thus increase the burden of people living with the dis-

ease, with threats of developing negative identity and nega-

tive emotions, and reducing the person’s self-efficacy.15,19,29,43 

Another important finding is the participants’ emphasis on 

being able to initiate medicinal treatment on their own; this 

helped give them an experience of a certain control at exac-

erbation episodes which are important in a common COPD 

trajectory, with great costs to the individual and the health 

services.44 Self-management should be collaborative with 

the patient as an equal participant.5,21 Having access to start 

medication in case of exacerbation may be a clear signal of 

trust from the physician, may facilitate transition to a new 

identity with an active patient role,15 and give a good basis 

for collaborative self-management.4 Also important in self-

management of COPD are physical activity and exercise. 
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The findings describe the participants’ great commitment 

to and responsibility for exercise, and their motivation was 

to slow down the progression of the illness. Being able to 

carry out recommended exercise made them proud and 

happy, which give positive associations to self-management 

skills45 and seemed to support a positive identity, mastery, 

and self-efficacy, indicators of a health-enhancing transition.2 

However, patients who are unable to achieve this would 

rather become invisible. This may be interpreted as if the 

healthcare services have too high expectations, and the 

individual responsibility may be too great, and thus become 

an obstacle to a good health transition.

All participants interacted with the healthcare services, 

and this interaction seemed to be of great importance. There 

was great variation in the follow-up services the participants 

reported having received, even if they all lived within a geo-

graphically limited area and all were covered by the same 

national guidelines.10 Both self-management courses and 

rehabilitation stays were found to be useful and necessary 

facilitators for self-management development and transition 

toward management of everyday challenges. Offers of reha-

bilitation and exercise sometimes originated in the healthcare 

services; at other times, the participants had taken the initia-

tive. One participant stated that he did not accept the offer, 

and in retrospect, seemed surprised at this. This indicates 

that the participant was not aware of the changes or was in 

transition2 when he received the offer, and therefore did not 

accept it. Others wanted, and took the initiative to get, reha-

bilitation several times, to learn something new or to increase 

their motivation for exercise and other self-management 

skills. Real-user collaboration requires individualized and 

timely services. A COPD trajectory is winding and progres-

sive, and exercise and rehabilitation must be adapted to the 

various phases.3 Health status is negatively associated with 

self-management activation,27 and the absence of facilitation 

in the form of new learning throughout the illness trajec-

tory may therefore lead to stagnation and inadequate self-

management. Several participants expressed fear of acute 

exacerbation and seemed to know well how important quick 

treatment is. Important findings are the participants’ emphasis 

on establishing contacts with competent healthcare workers 

in the community and having “a direct line” to them, as this 

would make it easier to make contact if problems arose. The 

participants also wanted annual checkups on their disease, to 

confirm or reject any progression. These are good examples 

of how access to the healthcare services, social support, 

and confidence with regard to getting help2,5,16 improve 

health in a COPD trajectory. The participants’ assessment 

of the helpers’ level of insight into the problems associated 

with COPD emerged as an important phenomenon in the 

creation of trust in the interaction. This was the case for 

specific somatic medical knowledge, as well as familiarity 

with common psychological-associated conditions. Contact 

with primary physicians or emergency room physicians who 

did not appear to have sufficient competence did not create 

trust; this may also be experienced as not being believed and 

affected the participants’ confidence and self-management 

negatively. Such lack of trust may complicate collaborative 

self-management, even if the healthcare worker is on the 

“supply side”. The intention in the Norwegian Coordination 

Reform11 is that the municipal healthcare services and the 

primary physicians shall handle follow-up services in the 

case of long-term diseases. However, if the patients do not 

trust the competence of the primary physicians, as this study 

shows, collaboration becomes difficult, and the participants 

would rather consult the specialist healthcare services if they 

had contacts there. A paradox was that they nevertheless 

wanted continuity in the follow-up by their primary physi-

cian. Continuity in the follow-up strengthened the relation 

and collaboration, based on both personal knowledge and that 

the healthcare worker was more familiar with the patient’s 

situation. Such relations seemed to strengthen the partici-

pants’ self-confidence. Positive identity and experience of 

user participation may contribute to the collaboration, in 

keeping with the intention of the Coordination Reform.11 

As Hillebregt et al23 have earlier shown, the implementation 

of collaborative self-management was a complex process 

dependent on the patient, healthcare personnel, and the orga-

nization of the services. As such, this finding is in accordance 

with our study and the Norwegian context.

The study’s reliability
The concepts of credibility, dependability, and transferability 

are used in assessing the quality of qualitative studies.38 

The credibility of this study was strengthened by the par-

ticipatory design30 with considerable user involvement. The 

co-researchers’ input had consequences for the research 

focus, interview guide and interviews, and in the process of 

analysis with repeated equal discussions in the project group, 

where we emphasized the collective learning process,33 col-

laborative climate, and division of power,34 and in this way 

strove for optimal relevance of the study, and thus, benefit 

for persons living with COPD. The co-researchers’ par-

ticipation had to be negotiated34 and limited based on their 

capacity, as they expressed that participation was demand-

ing. Throughout the whole analysis process, we emphasized 
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reflexivity in particular through exploring the team members’ 

preunderstanding, and the influence of the preunderstanding 

on the interpretation of data, and during interpreting the data 

based on the interview participants’ stories and contexts.46 

The correlation between units of meaning, category, and 

theme is documented in Table 2. The interview participants 

had varied background and varied experiences (Table 1), and 

they gave rich descriptions in the interviews; this strengthens 

the study’s credibility.36 A limitation is that the participants 

were all from a limited geographical area and had a symptom 

burden within a certain interval of the CAT scores. Depend-

ability refers to the stability of the data, influenced by how 

the interviews were conducted.36 In the interview situations, 

the co-researchers also communicated their own experiences, 

which led to discussions and exploration of questions and 

answers. This might have influenced the data; however, to 

our opinion, the interviews were characterized by open-

ness and common interest for themes, and the discussions 

strengthened the dependability of the data. To increase the 

transferability of the study, we have presented the data with 

illustrative quotes, the sample is closely described, and the 

analysis process is transparently documented.

Implications for practice
The study’s findings contribute to our understanding of 

the patients’ complex transitions in a COPD trajectory, 

and thus, offer guidance regarding timing and quality of 

follow-up services. The findings support recommendations 

that all who receive the diagnosis of COPD must be offered 

self-management training, rehabilitation, and follow-up. 

This, however, does not seem to be common practice in 

the context of this study, in spite of recommendations in 

guidelines. Information and conversations on challenges 

related to stigmatization, disease-specific self-management 

requirements, and social interaction are relevant topics to 

focus in self-management education. The timing of these 

services should be adapted to whether the person is in 

transition. We recommend counseling with assessment of 

experienced needs and motivation for learning and change. 

Counseling and offers of services should be repeated for the 

users to find the appropriate time for them to join programs, 

throughout the disease trajectory as health status and learning 

needs keep changing. Follow-up of the development of the 

disease should be done on a regular basis, with attention to the 

positive, motivating clinical test results. On the other hand, 

negative clinical test results may have the opposite effect 

on motivation to self-management and exercise. In order 

to implement the intention of the Coordination Reform and 

national guidelines for COPD patients, there must be per-

sonnel with sufficient competence and resources for regular 

and competent assessment and follow-up in the primary 

healthcare services. The possibility for direct contact with 

healthcare workers with special competence is an advan-

tage. When it comes to research and quality improvement 

of services, we recommend a participatory design when 

studying follow-up services. Service user involvement has 

the potential to strengthen the credibility of the research 

process and relevance of results. We advise that the co-

researcher involvement should be adjusted to the capacity 

of each service user.

Conclusion
The study yields a deeper understanding of transitions associ-

ated with health and self-management challenges for people 

living with COPD and offers clinicians guidance for the 

timing and quality of follow-up services. Transitions with 

vulnerable phases and great changes associated with role, 

function, exacerbation episodes, and social interaction are 

demanding and place great demands on self-management. 

Offers of, and participation in, self-management education 

and rehabilitation that also address psychosocial challenges 

related to the disease at the right time, and at changing 

self-management needs, may facilitate health-enhancing 

transitions and improve self-management skills. Experienced 

lack of competence in health workers and lack of flexibility 

affect trust and collaboration negatively. Access to stable 

and competent follow-up in the primary healthcare services 

can facilitate collaborative self-management and support in 

accordance with the intentions in the Norwegian Coordina-

tion Reform and national guidelines on follow-up of chronic 

diseases in the primary healthcare services.
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