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Aim: The aim of this phenomenological study was to explore principal family members’ 
experience of motivating patients with chronic obstructive pulmonary disease (COPD) 
towards self-management.
Methods: Interviews were conducted with 10 family members (spouses and adult children) 
of COPD patients. The interviews were audio recorded, transcribed and analyzed 
thematically.
Results: Being a principal family member of a COPD patient is characterized by frustrated 
caring; wanting the best for him/her and yet carrying a heavier burden than the person feels 
equipped for, lacking both knowledge about the disease progress and information about 
available healthcare resources. The situation demands much energy, due to COPD patients’ 
lack of stamina; family members’ fear of the patient’s possible breathlessness; willingness to 
help, though sometimes meeting with negative reactions from the patient; and feeling 
ignored by health professionals (HPs). Family members expressed a need for a formal 
connection between patient–family–HPs. The increasing burden experienced by patients’ 
family members is characterized by a sequential process in three phases of the patient’s 
declining self-management. In the early phase, family and patient are ignorant of COPD yet 
recognize the patient’s smoking as a risky lifestyle. In the intermediary phase, signs of COPD 
become evident to the family. The first turning point is when the family first observes the 
patient’s acute exacerbation. A second turning point is in the advanced phase, when family 
and patient recognize COPD as a progressive disease, possibly fatal. We also identified 
family members’ views on COPD patients’ needs, and their own roles, main frustrations and 
concerns.
Conclusion: Family members’ experience of motivating COPD patients towards self- 
management is a sequential process where the family experiences advancing caring burden 
and declining self-management by the patient. We propose the establishment of COPD 
patients’ teams consisting of patient–family–HP, aimed at the patients’ best possible self- 
management.
Keywords: chronic, obstructive, family’s needs, self-management, pulmonary rehabilitation, 
PR, qualitative research

Introduction
When a person develops chronic obstructive pulmonary disease (COPD), family 
members (spouses/adult children) assume the role of informal caregivers, providing 
practical help, psychological support and help with healthcare utilization.1 Family 
caregiving is important in COPD care and patients’ self-management support, yet 
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reference to caregivers is largely absent, even in policy 
documents and research agendas, and little guidance is 
available on how caregivers can fulfil their role.1,2 

Insufficient support from health professionals (HPs) has 
been observed,3–9 and families may experience a burden 
similar to suffering from chronic illness themselves.8 

Researchers call for a comprehensive focus on caregivers’ 
role in motivating COPD patients towards self- 
management1,2,10–14 where the goal to optimize patients’ 
health, reduce symptoms and increase function, involves 
the establishment of alliances with HPs, family, friends 
and community.15

Early intervention and family involvement by HPs may 
reduce the burden and distress of the patient–caregiver 
dyad, and enhance their chance of developing practical 
skills, strategies for managing adverse events and antici-
pation of future events.11 Lack of efforts by HPs to involve 
families in arranging patients’ day-to-day disease manage-
ment is noteworthy, since families are expected to inter-
vene in case of patients’ acute exacerbations.8 A lack of 
definition of the family’s role in managing chronic illness, 
and HPs’ reluctance to recognize families’ existence, leads 
to some feeling unseen, neglected, and unsure when to 
intervene and seek help.6 On the other hand, being 
involved in decisions can give the feeling of being knowl-
edgeable and participating in a team, and can facilitate an 
active role in decision-making and risk perception.7,16 

Despite constantly witnessing patients’ limitations arising 
from COPD, families still lack organized education on 
COPD management, ranging from simple home care to 
complex drug management,1,14 how to understand and 
manage the symptoms, keep active, preserve quality of 
life, know what to expect and how to facilitate the 
patient’s resources on the illness journey.5,17

Some researchers warn that caregivers’ cognitive skills 
need to be evaluated and ethical and legal aspects 
addressed; but shared decision-making is recommended, 
including a formal agreement on responsibility between 
the patient, family and HPs where families can share their 
knowledge of patients’ situation without losing the con-
fidence and cooperation of HPs.4,10,16 Looseness in current 
collaboration between some families and HPs indicates a 
need for more individualized practices regarding family 
involvement in patients’ support, symptom management 
and discussions concerning the patients’ therapy.4,13

Families may prioritize the patients’ needs while com-
promising their own health, a fact that receives little atten-
tion from HPs and social services.18 High levels of 

loneliness, stress and depression experienced by COPD 
patients and their families may be considerably mitigated 
by increased social support.19

Families’ uncertainty may be alleviated by implement-
ing coordination of individual self-management and mon-
itoring their needs.7,14 As the expected symptom profile in 
COPD may provide unique challenges in the relationship, 
such as coping with constant breathlessness, patients with 
advanced COPD and their families should be screened for 
psychological morbidities and unmet needs.20–22 Instead of 
focusing on the COPD patient only, the patient–caregiver 
dyad might be considered as the unit of care in COPD 
long-term management.18,23 As families’ responsibilities 
increase in parallel with patients’ disease trajectory, some 
may need more focused education and support to enhance 
their caregiving role.12

There is still a gap in the literature on the role of family 
members of a COPD patient and a study points out a 
certain reluctance by patients and family members to 
identify emerging symptoms as the beginning of an illness 
trajectory.24 The aim of the present study was to explore 
the experience of principal family members (spouses and 
adult children) of motivating COPD patients towards self- 
management.

Materials and Methods
The research approach was the Vancouver School of Doing 
Phenomenology (the Vancouver School). This is a unique 
blend of phenomenology, hermeneutics and constructivism, 
with its roots in the works of Spiegelberg25 (phenomenology), 
Ricoeur26 (hermeneutic phenomenology), and Schwandt27 

(constructivism). The focus of the Vancouver School is on 
increasing knowledge and deepening understanding of 
human phenomena, aiming at exploring participants’ experi-
ences in order to improve human services, such as healthcare 
services.28 The research process involves in-depth interviews 
with 5 to 15 participants.29 The research process has seven 
main cognitive aspects that are repeated throughout the 
research (Figure 1) and is implemented in 12 main research 
steps (Table 1) where each participant is seen as a case study. 
Figure 2 provides an example of the interview guide. The 
method thus involves analysis of individual cases (Steps 1–7) 
followed by inter-case analysis (Steps 8–12). Through text 
analysis methods, researchers communicate their understand-
ing to others by means of abstract thought processes.29 Data 
collection and analysis is further described in Table 1. Eight 
participants were principal family members of patients from a 
waiting list for PR who participated in a previous study,2 two 
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were principal family members of two other patients from the 
waiting list, six spouses and four adult children (Table 2). Data 
saturation was achieved when the data made it possible to 
answer the research question, in the judgment of the research 
team.

The participant informed consent included publication 
of anonymized responses, and this study was conducted 
in accordance with the Declaration of Helsinki. The 
Icelandic National Bioethics Committee gave ethical 
clearance for conducting the study (Reference number 
17–120). The study was explained to the participants, in 
writing and orally, emphasizing that participation was 
voluntary and could be withdrawn at any time. All parti-
cipants signed an informed consent which included a 
name and contact details of a person they could contact 
in case of emotional troubles caused by participation in 
the study. The study was funded by Oddur Olafsson 
scientific research fund at Reykjalundur Rehabilitation 

Institute, and the B-section of the Science Fund of the 
Icelandic Nurses’ Association.

Results
Frustrated caring was the essence of family members’ 
experience of motivating a COPD patient towards self- 
management. They wanted the best for the COPD patient 
but felt frustrated by the exacerbation of the disease, being 
aware of patients’ smoking relapses. They expressed a 
need for a formal connection between patient, family and 
a knowledgeable HP who could be their contact person 
within the healthcare system.

We identified three sequential phases in family mem-
bers’ experience: early, intermediary and advanced phases 
(Figure 3), with two decisive turning points; the first when 
the family first witnessed the patient’s acute exacerbation, 
and the second, when they understood COPD as a disease 
trajectory, which created increased burden for the family 

Figure 1 The repeated cycle of cognitive work in each of the 12 steps in the Vancouver School of Doing Phenomenology.  
Notes: Modified with permission from Halldorsdottir (page 56).29
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Table 1 The 12 Research Steps of the Vancouver School of Doing Phenomenology and How Those Steps Were Followed in the 
Present Study

Steps in the Vancouver School How These Steps Were Followed in the Current Study

Step 1. Selecting dialogue partners 

(sample)

Phenomenology is a useful approach when the purpose is to explore experience. This is the second 

study of the research group where the preceding study focused on exploring COPD patients’ self- 

management. The current study focuses also on patients’ self-management but as in Iceland, the family is 
a cornerstone of primary support for chronically ill patients, we explore the concept through the eyes of 

principal family members. Therefore, inclusion criteria in this study was being a principal family member, 

suggested by a COPD patient as an important source of his/her self-management support. The sample in 
this study was collected by nominations from COPD patients on the waiting list for pulmonary 

rehabilitation (PR) at the main rehabilitation institute in the country. By signing an informed consent to 

participate in the first study, the participants were asked to suggest a principal family member, that the 
first author could contact and invite to participate in the current study. All eligible participants were thus 

family members of participants in the first study and no exclusion criteria were defined if they were 

nominated by their COPD patient. Four spouses and four adult children agreed to participate. Two 
spouses were retired but other participants (spouses and adult children) were still employed. For a 

deeper understanding and clarifying the findings, a secondary sample, two persons, a husband and a wife 

of patients from the same waiting list for PR, was invited to participate. One was retired and one still 
working. Two participants were graded lower according to GOLD when they signed into PR than in their 

application for PR. Although the initial idea was to include only patients in GOLD grade III and IV, these 

patients were, however, considered by the research team as eligible and good informants and adding 
valuable information eg regarding their awareness of the health risks of smoking, which is a common 

knowledge of most people in Iceland.

Step 2. Silence (before entering a 

dialogue)

The first author, an experienced rehabilitation nursing specialist, MS, silently prepared for each interview, 

considering pre-conceived ideas and putting them aside as much as possible. Thus, the findings were 
derived from the data; discussed with the interviewee and verified by him/her in the end of the interview.

Step 3. Participating in a dialogue (data 
collection)

The interviews were conducted at a timepoint when some of the patients who nominated the 
participants had completed PR. As the first author is an experienced rehabilitation nursing specialist, a 

pilot test was not regarded as necessary. Data collection and analysis were carried out simultaneously. 

Each interview was summed up before end of the interview, to clarify if any doubts were present 
regarding meanings, and asked for permission to be in contact again if needed. No participant was, 

however contacted again. Most of the participants chose to receive a home visit from the first author, 

some accepted an offer to meet the first author at her office, one asked the first author to come to a 
meeting room at a workplace and one asked for a permission to arrange a meeting at a healthcare facility 

at a hometown in the countryside. No one attended the interviews other than the participant and the 

first author. The interviews were audio-recorded using an electronic recorder. The recordings ranged 
from 25 to 73 minutes and the transcribed interviews ranged from six pages (2560 words) to 15 pages 

(9131 words), in all 58,898 words of interview research data. Each interview was written exactly as it 

sounded in the audio file.

Step 4. Sharpened awareness of words 

(data analysis)

The transcribed interviews were read again and again by the first author with sharpened awareness of 

the words of the participants.

Step 5. Beginning consideration of 

essences (coding)

Constantly, first and second author tried to answer the question: What is the essence of what this 

participant is saying?

Step 6. Deconstruction of the text and 

constructing the essential structure of 
the phenomenon (individual case 

construction)

The essences of the interviews were highlighted by the first author and used to build each individual case 

construction. The data analysis was done by the first and second author and involved extracting the 
results from the text (deconstruction), [followed in step 8 by reconstruction to present the overall 

results].

Step 7. Verifying each individual case 

construction with the relevant 

participant (verification 1)

As said in a comment in step 3, each case construction (individual analytic framework) was at the end of 

each interview, summed up by the first author and verified by the participant.

(Continued)
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and the patient, and might prove fatal. As patients’ self- 
management decreased, the families’ caring burden 
increased. We also identified families’ perspectives on 
COPD patients’ needs, roles of principal family members 
and their main frustrations (Table 3), and their perspec-
tives on patient–family–HPs teamwork (Table 4).

Early Phase: Patient Self-Manages
Being a principal family member of a COPD patient may 
involve years of observing the developing disease, and 
even participating in smoking. While COPD slowly 
embedded in the patient’s lungs with only mild symptoms, 
they self-managed. The patient may have consulted a 
doctor because of beginning symptoms, but signs of 
COPD were not identified as such by family members, 
and no diagnosis had been presented to the family.

Physicians Warned the Patients About Smoking, but 
Some Persisted in the Habit

She started seeing a doctor and this [COPD] worsened 
gradually [...] and, she had a severe problem with smoking 
cessation [...] repeatedly admitted to the lung department, 
severely ill and, her oxygen saturation dropped down to 75 
[%]. (Husband/P5) 

Discussions about smoking tended to become a sensitive 
subject between family members and smoking patients. 
Families observed patients’ struggle with smoking cessa-
tion, but any efforts to help were “just taken as criticism 
[...]. I understood she had to decide this for herself” 
(Husband/P1). Gradually increased breathlessness was 
identified with time:

I had sensed this [breathlessness] for several years, if we 
went out walking, [wife] would always be stopping, lean-
ing against a handrail [...] She was stopping to get her 
breath back. At first I did not realize, but later I did.. 
(Husband/P2) 

Being almost entirely ignorant of COPD, the families were 
reliant on the patients themselves to learn what could be done 
to relieve their symptoms. Some lacked time or willingness 
to follow up on patients’ COPD, experiencing themselves as 
“nagging” or being “nasty” around this “self-inflicted suffer-
ing”. Family members became irritated and frustrated when 
the patients spent their day in bed, reverted to smoking and/or 
refused to participate in domestic tasks.

I am certainly not asking him to sweep a whole commu-
nity house, only our small home. (Wife/P3) 

Table 1 (Continued). 

Steps in the Vancouver School How These Steps Were Followed in the Current Study

Step 8. Constructing the essential 

structure of the phenomenon from all 

the individual case constructions (meta- 
synthesis of the individual case 

constructions)

The essential structure of the phenomenon from all the individual case constructions was constructed by 

the first, second and third author. This meta-synthesis and construction of the individual case studies was 

analyzed and approved by fourth and fifth author, and was thus a joint effort of the research group.

Step 9. Comparing the essential 

structure of the phenomenon with the 

data (verification 2)

To ensure this, the first and second author compared all transcripts again with the findings.

Step 10. Identifying the overriding 

theme that describes the phenomenon 
(construction of the main theme)

Frustrated caring: Principal family members’ experience of motivating COPD patients towards self- 

management. The overriding theme was constructed by the first, second and third author.

Step 11. Verifying the essential 
structure with some of the participants 

(verification 3)

The overall results and conclusions were presented to and verified by two of the participants.

Step 12. Writing up the findings 

(reconstruction)

Each participant was numbered from 1 to 10 and is quoted directly in the text to increase the 

trustworthiness of the findings and conclusions.
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Intermediary Phase: Patient Self-Manages 
with Help from Family Members
The family members in the intermediary phase learned 
about COPD by experience, observing patients’ breath-
lessness, passivity, fatigue, even total exhaustion and 
reduced self-management, that led to reduced work parti-
cipation, financial worries, and constraints on family and 
social life. Families’ ways of motivating patients towards 
self-management involved increased practical help, assist-
ing with management of medication and, as time passed, 
adjusting participation in family and social life. Family 
members felt helpless in face of patients’ lack of energy 
to work, their giving up on life, but also frustrated, know-
ing they were even still sneaking out to smoke. This made 
the family members depressed, trying to be nice, but 
sometimes turning to tough love, saying “you can’t just 
think of yourself, you have a family” (Wife/P3).

Guilt, Shame and Blame
The family members experienced guilt, frustration and 
shame, due to patients’ smoking relapses and for failing to 

support them towards abstinence. Observing patients’ lack of 
stamina and reluctance to seek help made them irritated, and 
as one stated: “It’s far from good” [being a principal family 
member of a person that is addicted to smoking] (Daughter/ 
P6), and another said: “This is kind of a surrender on his part, 
I think he never gave [PR] a chance” (Wife/P4).

Participants described how some patients tried to hide their 
COPD symptoms, and even the oxygen equipment they need.

She had this oxygen-concentrator [...] and cylinders, but 
her problem was that she was always hiding them [...]. If 
someone rang the doorbell, she rushed to get rid of the 
oxygen pipes, putting them away and shutting the door on 
them [...]. She wanted this [COPD] to be top secret, no one 
was to know. (Husband/P5) 

Some participants also labelled COPD a shameful disease 
themselves, as described by a wife who had joined a 
support group for COPD patients’ families during PR:

Most of them sat there silent, definitely not willing to talk 
about their family member’s shameful disease. I want to 
declare that this disease provokes shame. The patient is 

Figure 2 The main frame of the interview guide in the study.
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unwilling to discuss it, he hides away, and [...] people 
make a fuss and say what, has he been smoking? And 
then of course I take the stance of defending him. (Wife/ 
P9) 

Experienced Restraints, Anxiety and Frustration
Gradually, the world of COPD patients and families 
shrunk, causing restraints in terms of keeping up with the 
grandchildren, visiting friends or travelling.

But some things that we so much wanted to do, like going 
hiking, taking the kids [...] showing them things [...] had to 
end. I didn’t have the heart to let him experience being put 

aside, [...] that we would go and leave him behind, alone. I 
wanted us to do things together. (Wife/P9) 

Adjusting their pace made the families feel co-dependent, 
sometimes awkwardly telling white lies to “help” the 
patient, but still maintaining a clear focus on healthy life-
style as recommended by HPs.

The summers were, very nice. We used to take the children 
to a cottage [...]. And, I had to take the load off him 
because he was unable to do many things. I remember 
him sometimes being totally exhausted. (Wife/P9) 

Many participants could pinpoint their first terrifying 
experience of the patient’s acute COPD exacerbation:

Figure 3 Principal family members’ perspective of the increasing caring burden caused by the progression of COPD, the need for education and a patient–family member– 
HPs team approach.

Table 2 Characteristics of Participants

Participant (Family 
Member)

Gender Relation to 
Patient

Agea of COPD Patient 
(years)

Patient’s GOLD 
Stageb

Sharing Home w/COPD 
Patient

1 M Husband 70–79 III Yes

2 M Husband 60–69 IV Yes

3 F Wife 50–59 II Yes
4 F Wife 60–69 I Yes

5 M Husband 80–89 IV Yes

6 F Daughter 60–69 IV No
7 M Son 70–79 IV No

8 F Daughter 60–69 IV No
9 F Wife 60–69 IV Yes

10 F Daughter 60–69 IV No

Notes: aAge range of patients is shown instead of precise age to protect anonymity. Mean age of the COPD patients was 68 years. bGOLD stage: I = mild disease, II = 
moderate, III = severe, and IV = very severe.35
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He was 41 years old when he had pneumonia, ended in the 
ICU [...] He nearly died there, and after that he stopped 
smoking. (Wife/P9) 

Observing the patient’s fear in face of breathing trouble 
and debilitating disease, the participants experienced inse-
curity, anxiety and: “fearing the uncertain future” 
(Daughter/P8). Fearing COPD as a progressive disease 
was expressed as

tiptoeing around the subject of illness – hush, hush – 
trying to be ready for something that might happen. 
(Daughter/P10) 

Families tried to find an applicable approach to care for 
and motivate the patients while observing increased symp-
toms and not knowing how to help, which could lead to 
frustration and anxiety.

I was always asking what I should do. You don’t know how 
to respond when he has this labored breathing. (Wife/P4) 

Need for More Knowledge and Patient–Family–HP’s 
Teamwork
Several participants mentioned the importance of being 
well informed about the disease. Some families lacked 
baseline knowledge about COPD and how to motivate 
patients towards self-management. Interdisciplinary PR, 
with specialized lung physicians, nurses and physical 

therapists, resulted in families’ increased knowledge and 
a sense of security. Families observed positive changes in 
patients who participated in PR, and in connection with PR 
the patients could invite them to group education with 
other families, but no personal questions were encouraged.

When you are diagnosed with COPD [...] you should receive 
an education with the family, because when you have teen-
agers and children, they need to be informed. (Wife/P9) 

Family members facilitated re-evaluation of the patients’ 
medical therapy, contacting HPs regarding exacerbations 
of COPD, discussion of available therapeutic equipment or 
even medical tests. Even here, the need for more knowl-
edge was evident.

If we had known better, we might not have let her wait [for a 
portable oxygen concentrator (POC)] but bought her one right 
away. Observing this difference, to have a POC, was unbelie-
vable for me as a caregiver, because she was totally helpless 
with this oxygen-tank, totally locked-up [...]. Having proper 
equipment gave her quite a new life. (Daughter/P10) 

Being invited to participate in COPD patients’ medical 
consultations gave participants a feeling of being regarded 
as important. Most often family members were welcome 
with the patients, but sometimes HPs were reluctant to 
respond to families’ concerns, such as thoughts about 
patients’ medical therapy.

Table 3 The Family Members’ Perspectives on COPD Patients’ Needs, Roles of Family Members as Caregivers, and Their Main 
Frustrations

What the COPD Patient Needs, 
According to Family Caregivers

Perceived Roles of 
Family Members

The Main Frustrations of Family Members Regarding COPD 
and the COPD Patient

Needs to stop smoking 

Needs to have a contact person within 
the healthcare system 

Needs to have a timely adjustment of 

medical therapy in relapses 
Needs to have a timely portable oxygen 

concentrator (POC), if oxygen 

dependent 
Needs follow-up by a coordinator in the 

healthcare system

Collecting information 

Encouraging compliance 
with necessary lifestyle 

changes 

Adjusting family’s lifestyle 
Participating in medical 

consults 

Providing surveillance 
Providing follow-up on the 

use of medication 

Providing psychological 
and emotional support 

Supporting patient’s choice 

among available treatments 
Taking care of household 

duties 

Providing direct care

Observing patient’s gradually increasing COPD yet experiencing patient 

in denial, ignoring doctor’s recommendations and family members avoid 
the illness topic 

Demoralizing to observe patient secretively smoking, experiencing 

COPD as a self-inflicted disease, observing patient’s continued smoking 
relapses 

Experiencing patient being inactive and non-participant at home and in 

family affairs due to lack of stamina and increased breathlessness 
resulting in shrinking world which affects the family as well 

Patient is perceived as killing time, thinking only of him- or herself, 

instead of doing something constructive, with or without the family 
Experiencing financial worries because of decreased income 

Observing gradual health decline as a slow death
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He was repeatedly admitted to the emergency department [...] 
treated with steroid drugs and aerosol, discharged with several 
tablets to take home. After finishing the tablets, another acute 
exacerbation and, admission to the acute department. One 
week he was admitted twice [...]. They [HPs] ignored me 
initially. Then a nurse at the hospital arranged for the medical 
treatment to be customized. (Daughter/P6) 

Some families wished for enhanced general healthcare 
follow-up for COPD patients at home, such as “suggesting 
patient support groups or offering to book the first time in 
smoking cessation therapy” (Daughter/P8). Re-evaluated 
medical therapy could lead to fewer acute exacerbations. 
Many participants mentioned how a professional follow- 
up reduced the uncertainty involved in the patient’s 
unstable health, never knowing how the next part of the 
day will be.

Having a contact person within the healthcare system gave 
families a sense of security. Knowing HPs meant being known 
by name and being allowed to make contact in case of 
emergency.

My sister found a lung specialist for him and now he is 
seeing him regularly. (Son/P7) 

She [nurse] organizes the next appointment before he leaves 
[the office], making sure he knows the plan. He has her direct 
number and can call her if he gets worse or if he has some 

questions. This connection [feels] like a safety net. (Daughter/ 
P6) 

HPs did, however, not always invite family involvement.

I never experienced any action plan. Not that I was aware 
of at least, because I was not informed about how this 
[COPD] could evolve. Because they [HPs] were somehow 
always focusing on the present. (Wife/P9) 

Advanced Phase: Patient Self-Management 
Decreases
The advanced phase was characterized by families’ fear of 
exacerbation of the patient’s illness, anxiety because of the 
unpredictable disease, uncertain future, and sometimes 
patients’ persistent smoking. Many family members 
voiced reasons for avoiding discussion of the illness: on 
one hand fear and anxiety in view of their awareness of the 
harm of smoking; and on the other, reluctance to become 
co-dependent regarding patients’ chronic disease.

COPD - A Progressive, Life-Threatening Disease
Some participants were burdened by the responsibility of 
supervision of their parents with advanced COPD who 
were alone at home: dropping in for a check early in the 
morning and in the afternoon, always being available by 
telephone, or to sleep overnight if needed.

Table 4 Principal Family Members’ Perspectives on Patient–Family–HPs as a Team

The COPD Patient’s Main Problems According 

to Principal Family Members

Breathlessness. Lack of energy. A little lost and needs guidance. Does not know what to ask 

and who may have the answer. Avoids confronting COPD. Is smoking. Lacks stamina. Lacks 
proper equipment to self-manage. Feels sad. Feels helpless and locked-up.

The Principal Family Member’s Needs Knowing how to help COPD patient. Being informed. A teamwork orientation where patient– 
principal family member’s dyad (pfd) is part of the team. Facilitate patient’s smoking abstinence. 

Being followed up. Being allowed to ask difficult questions. Receiving guidance how to provide 

care and preserve own health. Deal with own anxiety, fear and frustration. Help to provide 
patient with social support and facilitate patient’s social participation.

The Health Professional’s Tasks Regard the pfd as a recipient of care. Facilitate pfd’s collaboration. Explore pfd’s knowledge and 
need for education. Facilitate pfd’s posing questions. Explore pfd’s need for support, education 

and practical help. Observe pfd’s need for social support. Explore patient’s need for equipment. 

Ensure timely interventions. Facilitate follow-up on patient’s smoking abstinence.

Important Concerns of Principal Family 
Members 
COPD puts serious restraints on patients and 

principal family members

Principal family members need to
● be prepared for patient’s acute exacerbations
● have a holistic overview of patient’s health
● avoid hesitating to ask for help
● dare to raise the subject of illness
● accept follow-up
● have education on COPD
● not being afraid to know “too much”
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I think about it, when she was having these severe coughs. 
What if she’s home alone? (Daughter/P10) 

While coping with the progressing effects of COPD on 
their daily life, many families avoided thinking of the 
disease as fatal, as the patients regarded themselves as 
healthy between acute exacerbations.

For a long time, she managed to go out, if she was careful, 
like going to the mall, resting her shoulders on every rail, 
waiting to catch her breath. (Husband/P5) 

However, some families needed answers:

I would rather [have a family meeting] without my mother 
attending, I would prefer she [mother] had another chance 
of such meeting with us. Because I want to be able to ask 
[...] difficult questions [...] about the progression of the 
disease. (Daughter/P10) 

In the advanced phase, the families shouldered an 
increased caring burden to facilitate patients’ self- 
management:

There was always something, he was getting ill and stayed 
at home in bed, did not take any action and refused to 
contact a doctor. Then I took control and said, I’ve got 
time off from work, and we are going to see the doctor 
because this can’t go on like this [...] he said no, no. I will 
recover. I said, now you need to call [...]. Yes, he said. I 
will do that tomorrow, perhaps. (Wife/P9) 

Then, I somehow take control. Because when the doctors 
and nurses are telling him things, he doesn’t remember or 
can’t even make sense of what they are saying. So, he 
takes me with him. (Daughter/P6) 

Complicated Feelings
Family members needed to assume the role of a coordi-
nator and take over from the patient regarding additional 
self-management and family duties. This involvement 
could deplete them of energy and make them depressed, 
especially when at the same time they were observing 
patients’ unhelpful coping strategies, such as smoking 
relapses or alcohol consumption.

On top of it all he smokes, and he’s using inhalation drugs. 
Ah, he has also this breathing machine [CPAP] which he 
uses regularly. But then he started drinking [alcohol], and 
drinking is not good [...]. Why is there nothing that can 
overcome his disease? It must be something deep inside 
[...] something uncontrollable. But I can’t see anything 
that would be helpful for me. This makes me depressed, 

becomes a burden for me [...]. It bothers me endlessly 
when he begins this strenuous breathing. (Wife/P4) 

The family members expressed their pity and sad feelings 
for patients suffering a debilitating disease, leaning for-
ward to struggle for breath in constant exhaustion.

He can’t do anything, that he wants to [...]. It makes him 
so irritated. (Daughter/P6) 

[COPD] is [sadly] in my mind just, a slow way of dying. 
At such a relatively young age, 68 years – this is of course 
a self-inflicted suffering [...] having worked hard all her 
life [...] and finally, when she can retire, her health is gone. 
(Daughter/P10) 

Discussion
Being a principal family member of a COPD patient was 
characterized by frustrated caring; wanting the best for the 
spouse or parent and yet carrying a heavier burden than 
participants felt equipped for, lacking both knowledge 
about the progress of the disease, and information about 
available healthcare resources. Three sequential and some-
times fluctuating phases were identified in family mem-
bers’ experience: early, intermediary and advanced phase 
(Figure 3). We also identified families’ perspectives on 
COPD patients’ needs (Table 3) and patient–family–HP 
teamwork (Table 4).

In the early phase patients self-managed, were addicted 
to smoking, but reluctant to consult a doctor for signs of 
respiratory problems. From the viewpoint of participants, 
any consulted doctor has an excellent opportunity to 
encourage smoking cessation by educating smokers that 
their smoking can cause serious diseases, which affect the 
whole family and may lead to invalidity and death.

In the intermediary phase, the patients self-managed 
with help from family members. Patients’ signs of breath-
lessness were observed by family members and experi-
enced as frightening and demoralizing, in light of patients’ 
smoking relapses, leaving the participants helpless and 
frustrated, as also described in other studies.1,24 Family 
members called for a formal contact HP, and a construc-
tion of a patient–family–HP team. The need for such a 
team became more prominent along patients’ disease tra-
jectory, e.g. to ensure timely interventions in exacerba-
tions, as mentioned in another study.11

The families in the intermediary phase adjusted their 
own social participation to the patient, tended to avoid 
discussing the illness, and some described patients’ 
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gradually declining health like witnessing a slow death. 
Some felt guilty about patients’ COPD diagnosis, having 
even participated in smoking, but understood, however, 
that COPD was a reason to stop smoking.

Results revealed that patients’ breathlessness and 
exhaustion lead to their inactivity and shrinking lifeworld, 
greatly affecting their families as well. Observing patients’ 
acute exacerbation for the first time was a terrifying experi-
ence, and made the families feel helpless and scared, which 
is in line with other studies.11,30 Current study, however, 
identified the first observation of an acute exacerbation as a 
turning point, requiring the involvement of HPs, offering an 
educational opportunity, where HPs could invite the patient 
to include a principal family member in a patient–HP team. 
The patient’s will in this matter must be explored, and if the 
patient does not want a principal family member involve-
ment, that must be respected; this is, however, an ethical 
issue that must be studied further as mentioned elsewhere.13 

The results agree with others that families of COPD patients 
are often in a constant state of alertness and stress, with their 
social life modified, striving to maintain normalcy, while 
experiencing ambivalence in the relationship as their role 
changes from being a spouse or son/daughter into becoming 
a caregiver, but still willing to be involved.10,24 Facilitating 
families’ and patients’ understanding that COPD may in the 
future severely impair the patient’s self-management, is 
important.24 Ensuring families’ early understanding of the 
COPD trajectory might be enhanced by means of a team-
work–oriented attention to patients’ and family members’ 
concerns (Table 4) and needs special attention in patient/ 
family education material, as previously suggested.30,31 

Principal family members had, in the advanced phase, 
shouldered a substantial caring burden while the patient 
struggled to self-manage. Families’ unique position as a 
first-line help in patients’ acute exacerbations, made them 
call for HPs to explore the family’s insight into the COPD 
patients’ needs, the perceived roles of family members and 
their main frustrations (Table 3). The family members also 
expressed their need for patients’ advance care planning, as 
increasingly recommended by other researchers.9,32–34

Strengths of the study include that the research team is 
interprofessional and a mixture of experienced clinicians. 
The first author is an experienced rehabilitation nursing 
specialist and we have two professors and one associate 
professor. The two physicians are PhD pulmonary specia-
lists, we have one professor who is specialized in qualita-
tive methodology, and one specialist in pulmonary 
physiotherapy.

As the research subject is self-management of COPD 
patients we regard it as a strength to inform the study by 
asking the patients’ principal carers. We can identify it as a 
weakness that a patient who points out interviewees may act as 
a gatekeeper, however, the patient is the only person who can 
identify whom he/she relies on to facilitate his/her coping. 
Participants in this study were found through patients on a 
waiting list for PR and have thus already been introduced to 
the idea of rehabilitation, which may make them different from 
COPD patients’ principal carers who have never heard of PR. 
Qualitative studies are not constructed to generalize but can, 
however, inform where services could be improved.

Conclusion
We identified three phases in COPD patients’ gradually 
increasing need for external help from families and HPs, in 
order to be able to self-manage. Family members in this 
study were frustrated and called for a structured team 
orientation whereby HPs can evaluate the families’ need 
for early education on effective response to different mani-
festations of COPD. The family members wanted to urge 
HPs to seize the educational opportunities in different 
phases of patients’ COPD and their families’ caregiving 
burden, motivating the patients to involve a principal 
family member in his/her patient–self–management team.
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