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Abstract

Background Self-care in people with chronic obstructive
pulmonary disease (COPD) can improve health-related
quality of life, reduce hospital admissions and decrease
dyspnoea.

Objective This review aimed to systematically identify,
evaluate and synthesise the qualitative literature on the
self-care behaviours and strategies used by people with
COPD.

Methods The Joanna Briggs Institute (JBI) meta-aggrega-
tive method was followed. An electronic search of six
relevant databases was conducted. The search was limited
to articles published from January 1996 to January 2016.
Reference lists of all identified articles were searched to
find additional literature. Two independent reviewers
analysed the studies against the inclusion criteria, extracted
the data and assessed the methodological quality of the 14
identified papers using the JBI qualitative assessment and
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review critical appraisal instrument. Findings were syn-
thesised using a meta-aggregation process.

Results Four synthesised findings emerged from the
aggregation of 114 findings: self-care is directed towards
the prevention, control and management of the physical
consequences of COPD; self-care focuses on the manage-
ment of the psychological effects of COPD; self-care is
aimed at reducing the impact of COPD on social life; and
self-care is influenced by contact with healthcare services
and requires the acquisition of knowledge and skills.
Conclusions This meta-synthesis provides evidence on the
self-care behaviours and strategies that people with COPD
perform to prevent, control and manage the physical,
psychological and social consequences of the disease. The
findings of this meta-synthesis could help healthcare pro-
fessionals to tailor self-care educational programmes to the
experiences, preferences and priorities of people with
COPD.
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Key Points for Decision Makers

People with chronic obstructive pulmonary disease
(COPD) implement self-care activities and strategies
directed towards the prevention, control and
management of the physical consequences of the
disease, including respiratory and sleep problems,
limitations in daily activities and exacerbations.

The emotional wellbeing of people affected by
COPD is compromised by the disease, which causes
depression, anxiety, embarrassment and frustration.
Therefore, self-care focuses on managing the
emotional disturbances caused by COPD.

COPD influences the social and family lives of
people affected by the disease, requiring the use of
various self-care strategies to reduce its effects on
their social lives.

To perform self-care behaviours, people with COPD
must acquire the necessary knowledge and skills to
maintain the disease’s stability and to control and
manage symptoms.

Qualitative evidence of the self-care that people with
COPD perform to prevent, control and manage its
physical, psychological and social consequences
should be used to inform individualised self-care
educational programmes.

1 Introduction

Chronic obstructive pulmonary disease (COPD) is a non-
reversible disease characterised by a persistent and pro-
gressive airflow limitation associated with frequent exac-
erbations and comorbidities [1]. It is a major cause of
chronic morbidity and mortality worldwide. Globally, the
prevalence of COPD is 11.4% in people aged 30 years or
older. In particular, the prevalence is 12.0% in Europe,
14.1% in North America and 10% in Asia, where it is
expected to increase in the next few years [2]. Moreover,
COPD is the fourth leading cause of deaths worldwide and
is estimated to become the third cause of death by 2030 [3].
Self-care in people with COPD is particularly important as
it can improve health-related quality of life, reduce hospital
admissions and decrease dyspnoea [4]. According to the
middle-range theory of self-care in chronic diseases pro-
posed by Riegel et al., self-care in COPD can comprise
three distinct but related dimensions: self-care
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maintenance, self-care monitoring and self-care manage-
ment [5]. Self-care maintenance includes the behaviours
that people with COPD perform to maintain physical and
emotional stability, including medication adherence,
smoking cessation, physical activity and respiratory exer-
cises. Self-care monitoring embraces the behaviours aimed
at monitoring the disease’s signs and symptoms, including
sputum’s increased production or changes in its colour.
Self-care management consists of the behaviours per-
formed to manage the disease’s symptoms or the treat-
ments’ side effects when they occur, including
breathlessness, insomnia and panic attacks [5, 6].

Self-care behaviours performed by people with COPD
encompasses the recommendations of healthcare profession-
als as well as self-determined behaviours based on individual
knowledge, beliefs, cultural traditions, experiences, habits and
the recommendations of family and friends [7].

Despite the information and self-management pro-
grammes provided by healthcare professionals, based on
the clinical guidelines produced by international organi-
sations, such as those of the Global Initiative for Chronic
Obstructive Lung Disease [1], individuals with COPD
seldom comply with the recommended self-care beha-
viours, and little is known about what these individuals
truly do to take care of themselves in their daily lives [8, 9].
Social factors, the feeling of being disabled and physical
barriers may prevent people with COPD from engaging in
suggested self-care practices, such as respiratory or phys-
ical exercises [10]. In addition, people with acute exacer-
bation may be unwilling or unable to comply with health
professionals’ advice; for example, dyspnoea, anxiety and
fear of death can prevent patients from paying attention to
the information provided, or the presence of hypoxaemia
can compromise their attention and other cognitive func-
tions [11]. During advanced stages of the disease, indi-
viduals may struggle with the changes imposed by their
condition and may find following self-care practices par-
ticularly challenging [12]. People may decide to perform
different behaviours to deal with the disease, since self-care
is considered a naturalistic decision-making process that
reflects the automatic, impulsive and contextual decisions
that people with chronic diseases make in a complex real
world [5]. In fact, in the real world, decisions are made in a
variety of situations, many of which involve uncertainty
and time constraints [6].

In general, the literature is focused primarily on self-
care management education provided by healthcare pro-
fessionals, particularly nurses and physiotherapists, and is
aimed at increasing levels of function, improving adher-
ence to medical regimens and avoiding exacerbations.
These educational interventions are delivered in hospitals
and community care settings (pulmonary clinics and
rehabilitation centres) and are offered individually or in
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small patient groups [4, 11]. By contrast, self-care expe-
riences from the point of view of people with COPD are
rarely investigated [4, 7]. Understanding people’s experi-
ences of self-care is essential to enable healthcare profes-
sionals to tailor self-care programmes to the specific needs
of people affected by COPD, integrating their experiences,
beliefs and habits with the best evidence-based practices.
To our knowledge, no systematic syntheses of qualita-
tive studies exploring experiences of self-care in people
with COPD have yet been carried out. Qualitative syn-
theses may enhance quantitative findings by helping to
capture people’s perspectives and understand what is
important from the point of view of the people who live
with the disease. The generation of such knowledge will
help to reveal the complexity of natural settings and, thus,
support health professionals in developing more effective,
cost-effective and tailored self-care interventions that are
responsive to real people’s needs [13]. Therefore, the aim
of this meta-synthesis was to systematically identify,
appraise and synthesise the qualitative literature on the
self-care experiences of people affected by COPD. In
particular, the experiences explored comprised self-care
behaviours and strategies related to the disease.

2 Methods

The Joanna Briggs Institute (JBI) meta-aggregative
approach was followed to conduct a synthesis of the existing
qualitative literature [14]. Meta-aggregation is a well-con-
solidated and rigorous method that enables accurate and
reliable data to be obtained with no reviewer re-interpreta-
tion, and the qualitative evidence derived through this
approach is useful for practical decision making. Qualitative
evidence differs from quantitative evidence, as it analyses
human experiences and cultural and social phenomena
instead of producing numerical data and seeking to establish
relations between variables. Meta-aggregation is a method of
systematic review that reflects the process of a quantitative
review; however, it maintains the traditions and require-
ments of qualitative research. Meta-aggregation combines
study findings into a whole that is more than the sum of the
studies’ individual findings, making it similar to the meta-
analysis process [14]. Therefore, JBI meta-aggregations can
include different methodological studies that can be used to
understand the whole phenomenon of interest rather than one
single aspect of it. The rationale is that the methodology of a
particular study is incorporated within the findings rather
than distinct to them; consequently, when a finding is
extracted from a study, the perspective or context that the
researcher intended for that finding is incorporated in the
extraction [14].

The JBI process of meta-aggregation involves three
phases. In the first phase, the findings of the original studies
are extracted, as are illustrations representing the studies’
findings; regardless of their designs, all qualitative studies
produce results as categories, themes or metaphors, which
are supported by direct or indirect quotes (illustrations)
from the research participants. In the second phase, the
extracted findings are categorised based on similarities in
meanings; the commonality in the themes, categories and
metaphors across all original papers are determined, which
is similar to the procedure used in qualitative research
through constant comparative and thematic analysis. In the
third phase, a further aggregation of these categories is
performed to generate a comprehensive set of synthesised
findings, which are considered the outcomes of the evi-
dence synthesis, providing the lines of action for clinical
practice [15].

The Joanna Briggs Institute Qualitative Assessment and
Review Instrument (JBI-QARI) software was used to guide
the review process.

2.1 Search Strategy

According to JBI guidelines, a three-step search strategy
was utilised [14]. An initial limited search of the PubMed
and CINAHL databases was undertaken with the terms
“self-care”, “experience”, and “COPD”. This was fol-
lowed by an analysis of the text words contained in the
titles and abstracts of the identified articles, as well as of
the index terms used to describe the articles. A second
comprehensive search was then carried out across the
PubMed, CINAHL, PsycINFO, ISI Web of Knowledge,
Embase and Scopus databases. The main search terms
used were as follows: self-care OR self-management OR
self-monitoring OR self-maintenance OR self-regulation
AND chronic obstructive pulmonary disease AND
experience. Thirdly, the reference lists of all identified
articles were searched to find additional literature. The
search was limited to articles in English, French, Italian,
Spanish and Portuguese published in the period January
1996-January 2016. The time period was set to include
the last 2 decades because the therapeutic approaches to
COPD have changed in recent years, influencing the
management of the disease. The specific search strategy
for PubMed is included as electronic supplementary
material in Table S1 (see online resource 1). Two
reviewers (MC and MM) independently screened the
eligibility of the article titles and abstracts. Papers that
were considered relevant were then read in full to
determine their consistency with the study’s aim and
inclusion criteria. Any disagreement between reviewers
was solved by discussion.
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2.2 Inclusion and Exclusion Criteria

Participants People aged 18 years and over with a diag-
nosis of COPD, at any stage of the disease, were included.
Participants affected by other lung diseases, such as lung
cancer, asthma and sarcoidosis, were excluded. For those
studies in which the participants were not only people
affected by COPD (e.g. included caregivers or healthcare
personnel or people affected by other lung diseases), only
data from COPD participants were extracted.

Phenomenon of interest Experiences of self-care beha-
viours and strategies of individuals with COPD were
considered. Self-care strategies included the actions plan-
ned by individuals with COPD to manage the disease or
improve their health status. Experiences of healthcare
services (e.g. pulmonary rehabilitation) or of specific self-
care education programmes were not included in the
review.

Type of studies Primary qualitative studies, including,
but not limited to, phenomenology, grounded theory,
ethnography, action research, qualitative descriptive
designs and qualitative strands of mixed method studies,
were included. Quantitative studies, dissertations and
papers that were not peer reviewed were excluded.

Setting Studies carried out in all kinds of settings (e.g.
primary care settings, hospitals, rehabilitation centres)
were considered for the review.

2.3 Assessment of Methodological Quality

The methodological quality of the selected papers was
assessed by two independent reviewers using the JBI-QARI
critical appraisal tool. This tool considers ten quality criteria:
the congruity between (1) the philosophical perspective and
the research methodology, (2) the research methodology and
the questions, (3) the research methodology and the data
collection methods, (4) the research methodology and the
data analysis, and (5) the research methodology and the
interpretation of the results; (6) the description of the culture
or the theoretical grounding of the researchers; (7) the
influence of the researchers on the research; (8) the repre-
sentativeness of the participants’ voices; (9) the proof of
ethical approval of the study; and (10) the relationship
between the findings and the conclusions. We scored each
criterion as “yes” (fulfilled), “no” (not fulfilled) or “un-
clear” and assigned a score of 1 when the criterion was ful-
filled. Therefore, the maximum score was 10. The JBI-QARI
does not recommend a specific cut-off score for study
inclusion; instead, it leaves this decision to the reviewers
based on what they consider acceptable levels of quality for
their specific reviews. We decided to include all studies that
obtained a total score of at least 6 out of 10. Any disagree-
ment among the reviewers was resolved through discussion
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or by consulting a third independent reviewer. The results of
the study’s critical appraisal are presented as supplementary
material in Table S2.

2.4 Data Extraction

Data from the papers included in the review were extracted
using the JBI-QARI standardised data extraction tool. The
extracted data included: study methodologies; data col-
lection methods; phenomena of interest; settings; infor-
mation about the populations’ geographical and cultural
contexts; the characteristics of the participants; data anal-
yses; study conclusions; and reviewers’ conclusions.

The findings reported in the original qualitative studies
and the more representative illustrations (verbatim, direct
observations, or other data supporting the study findings)
were extracted independently by two reviewers, after sev-
eral readings of the papers, with the support of the QARI
software. The findings were included, as suggested by
QARI, only if they were supported by original data beyond
any reasonable doubt (classified as unequivocal) or if the
findings were plausible or could be logically inferred from
the data (classified as credible). All the findings for which
no relationship was found between the data and the find-
ings (unsupported) were excluded.

2.5 Data Synthesis

According to the JBI-QARI approach, the findings
extracted from the original articles were aggregated or
synthesised in categories based on similarities in meaning.
To produce a category, a minimum of two findings was
required. Afterward, two reviewers created a meta-aggre-
gation of the categories to produce a single comprehensive
set of synthesised findings that can be used to inform the
clinical practice [14].

3 Results

The systematic literature search retrieved 1049 papers, of
which 398 were duplicates. The titles and abstracts of 651
studies were screened, and 27 appeared to fulfil the
inclusion criteria. After reading these 27 articles in full, 12
articles were excluded (see supplementary material,
Table S3). Thus, a total of 15 full-text articles were eval-
uated for inclusion. One article was then excluded fol-
lowing the critical appraisal because it obtained a score
lower than six for the quality of the methodology [16].
Therefore, finally, 14 articles were included in the review
(Fig. 1) [17-30].

The included studies were published between 2000 and
2015. Of the studies, ten used a qualitative descriptive
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Records identified through database searching
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Studies included in the qualitative review
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Fig. 1 Literature identification process

approach [17-21, 25, 26, 28-30], three used a phe-
nomenological design [23, 24, 27] and one was a grounded
theory study [22]. Furthermore, 12 studies used individual
interviews to collect data [17, 18, 20-27, 29, 30], while two
used focus-group interviews [19, 28]. The total number of

participants was 262 (164 men and 98 women), with ages
ranging from 49 to 86 years. Most people with COPD
included in the review were white, lived with a
spouse/partner or family and were retired from work. The
advanced stages of the disease (severe and very severe)
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were the most studied. Five studies were conducted in
North America (four in the USA and one in Canada)
[19, 21, 27, 28, 30], five were conducted in Europe (two in
the UK and one each in Ireland, Sweden and Finland)
[17, 18, 20, 22, 26], one was conducted in Australia [23],
two were conducted in Eastern Asia (Taiwan) [25, 29], and
one was conducted in Western Asia (Turkey). The majority
of the participants were recruited in community care set-
tings. A more detailed description of the included studies is
presented in Table 1.

3.1 Meta-Synthesis

Four synthesised findings were identified: (1) self-care of
people with COPD is directed towards the prevention, con-
trol and management of the physical consequences of
COPD; (2) self-care focuses on the management of the
psychological effects of COPD; (3) self-care is aimed at
reducing the impact of COPD on social life; and (4) self-care
is influenced by contact with healthcare services and requires
the acquisition of knowledge and skills. These four synthe-
sised findings emerged from ten categories, which were
obtained from the aggregation of 114 study findings
(Table 2). Each finding was identified with an alphanumeric
code, with letters representing the article and numbers rep-
resenting the progressive findings retrieved (Table 2). One
finding extracted from Sossai et al.’s article and four findings
extracted from Nield’s study were excluded [23, 30], as they
were considered to not be supported by the data.

3.1.1 Self-Care of People with COPD is Directed Towards
the Prevention, Control and Management
of the Physical Consequences of the Disease

People with COPD engage in self-care activities and
implement strategies directed towards the prevention,
control and management of the physical consequences of
the disease. COPD causes respiratory and sleep problems,
limits physical and daily life activities and involves fre-
quent exacerbations. The severity of the physical conse-
quences depends on the stage of the disease.

Self-care to prevent, control and manage the effects of
the COPD on respiratory symptoms The most common
respiratory symptoms of COPD include dyspnoea, cough-
ing and phlegm [22, 23, 29]. Dyspnoea is the disease
manifestation that causes the most worry for patients, with
episodes ranging from shortness of breath (SOB) to severe
respiratory impairment [27]. Dyspnoea considerably influ-
ences the lives of people with COPD, changing their pri-
orities and causing anxiety and panic, which may worsen
their symptoms [21, 23], and fear of death. As one patient
underscored: “When I am out of breath, I think I will
die...” [24].
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The included studies identify several factors that pro-
voke the dyspnoea attacks, including environmental con-
ditions, such as pollution, dust, smoke, humidity and
extreme external temperatures [22, 23, 25]; moderate or
heavy physical activities, such as climbing stairs and car-
rying weights [27]; and emotions, such as anxiety and
anger [21, 24, 29]. In addition, the incorrect use of drugs or
breathing techniques has been recognised as a possible
cause of SOB [24].

While dyspnoea is the symptom found to subjectively
frighten patients the most, coughing and sputum have been
found to be the COPD manifestations that cause the most
embarrassment [22]. Knowing the triggers of dyspnoea
allows sick people to engage in prevention activities, such
as avoiding bending down to the floor while doing
housework [24]; stopping or slowing physical activities
[21, 30]; avoiding heavy work or other activities that have
caused SOB in the past [18, 21]; remaining near their
homes to allow them to return in the event of worsened
conditions [25, 29]; and trying to relax [29]. People with
COPD recognise the need to protect themselves from ill-
ness by avoiding people suffering from colds or flu and by
dressing properly in the winter. One participant acknowl-
edged the weather as a risk factor as follows: “The disease
has something to do with the weather” [29].

People with COPD receive several types of advice for
maintaining stable lung function from healthcare profes-
sionals. Advice aimed at stabilising the symptoms of
COPD that was least likely to be followed included flu
immunisations and exercises to promote lung expansion
and strengthen chest muscles. Instead of performing their
daily, prescribed exercises, many patients prefer alternative
methods of exercise, such as Kung Fu, and sedentary
activities [25, 28].

Tobacco smoking, pollution and chemical hazards have
been recognised as possible causes of COPD
[17, 22, 23, 29]. Although smoking cessation is considered
important for decreasing symptoms, people with COPD do
not always manage to stop smoking [23, 25].

People in oxygen therapy regulate their oxygen levels
while performing physical activities to prevent SOB [27].
They also monitor their breathing using pulse oximeters
[21].

When a dyspnoea attack occurs, individuals affected by
COPD perform activities derived from their own experi-
ences or learned from healthcare personnel. One frequent
practice used to manage dyspnoea attacks is the use of
inhalers or nebulisers [24, 27]. Many patients also learn to
bring their medications with them at all times. As one
patient described: “Like my American Express Card; I
never leave home without it” [27].

Individuals with COPD recognise that, to be effective,
inhalers must be used with the appropriate technique,
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= which requires time to learn [18, 24] and can be difficult to
Q . . .
W implement during a dyspnoea episode: “When I'm pan-
- = . . . .
- icking ... it [inhalers] doesn’t do me any good, because I
f =22 o = can’t breathe in and hold my breath long enough for it to be
£ y g g
S24|3 % effective...” [27].
= . . . .
. © S The controlled breathing technique, which may involve
o= < . . . . .
S % . = pursed lips or diaphragmatic breathing, is another method
% 2 g §§ £ g = used to manage dyspnoea [25, 27]. Individuals with COPD
g5 £sg £& -§ know this technique well, even though it takes time to learn
Q= © © £ [30]. These individuals use specific positions to improve
S g 92 2 their lung expansion, such as sitting, leaning forward and
8 5 52 35 32 S elevatin e shoulders . inese patients reporte
g 5,525 52 | levating the shoulders [27]. Ch patients reported
o =g QB =2 Q& < . . . . . .
=8 2 S22 2 SE2 g using isometric and alternative physical exercises to
S = [Z IR 7 -] [ZR T = . . .
A3 = = E improve their breathing, such as Shang Tung Kung Fu or
E Tai Chi [25, 29]. Moreover, when a dyspnoea episode
o . . E occurs, people with COPD may stop their activities and rest
%0 E 'é 2 % e as long as needed to resolve the episode [30].
§ 5 EE E Self-care to prevent and manage limitations in daily
3 R s 5 activities COPD forces people to modify their daily living
= o o ~ . - .
2 and physical activities. As the disease progresses, people
— ; must adapt their daily tasks to reduced activity tolerance to
l') g keep their condition stable and avoid worsening their res-

3 5 4 piratory symptoms [17]. Affected daily tasks may include

= < a2 . . . .

% < " < showering and bathing, house cleaning, yard maintenance

g l 2 ,Li E and shopping. Some patients impute this reduced ability to

S E S a £ the aging process instead of their COPD [18, 29]: “At the

§’ E g L " § back of my mind also is the fact that I am 79 years old, in

E g g % e all probability the body isn’t so responsive at that age than

3 W g = £ |z it would be for a younger person” [18].

2 oz 58~ % i Many people engage in strategic planning for their day-
£ E ul.l £ i g Lﬂ g 85 to-day activities. As one man stated: “Planning and
% lé = % §‘ E < g |7 thinking ahead of time is the key. Knowing my limit is
g gllEg =gl E £ essential and being smart about the activities I do. Other-
A o Z A - <= |8 wise I would end up un well” [23].

- ~ . . . .

.28 § & Strategising about all daily tasks is a common approach

E %2 '*E < S’ to managing the symptoms of COPD. People often see

5 o § £ 8 :\i modifying their daily routines as an effective method to

§ _§ « ol g@ = reduce the burden of the disease [21-23, 26]. Furthermore,

5959 820 g the use of assistive mobility devices improves patients’

= I & y p p

éﬁ é = % § ‘ig ~ =3 ability to overcome physical limitations [21, 23]. These

2 =] 5 & 8 . . .

o S BZ 2y g 2 f:g % ha 8 devices can vary from basic tools, such as wheel chairs or

< 3 Qs = . .

= o= BN %5 3 5 5 O canes, to more complex tools, such as motorised shopping

= 5 2= S e) = .
£ %% g g = § E g 2 % § carts or a computer battery pack to power car nebulisers
< & is ’ é 3 = while travelling [21, 23].

o0 2 E i;f Additional strategies may be used to compensate for
=] . i .
£ . o 0 5 S* losses in physical function. For example, people may
< ‘g g g < X reduce their activities or shift to more sedentary activities
> = 3 = 8 O Q y
2 £ g E g <« E = z = © [24-26, 28, 29]. They may also integrate prescribed
o— oy = . . . . . .« . o ey e
E 3 ES° 88° .2 S % physical exercises into their daily living activities: “I’ve
g > . . § g got to do my vacuuming, so I pick up the vacuum cleaner
S - = g = = . . 5 :
~ |3 E s g & < S N and use it to do my exercises, and when I’'m cooking I do
% «% 5 ;Dg § % § @ g & the arms out, [and with] reading, I sit right down or squat
=<2 2 Z O« = down [and] I do quarter squats” [28].
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Continuing to work outside the home is also seen as a
way to keep the body active [17, 25]: “Work is social and
keeps you active ... sometimes it’s difficult but you have to
struggle ... if you had been at home you would have been
inactive” [17].

The severity of COPD influences the impact of the
disease on daily activities [22]. However, even in the dis-
ease’s advanced stages, performing limited daily activities
independently gives people with COPD pleasure [27, 29].
At the end of their COPD, when people are unable to
perform daily self-care activities, their life standards
decrease and they must depend on others: “Even taking
bath alone at home becomes difficult. I am having diffi-
culty when I raise my hands up to wash my hair [...]
Sometimes my daughter washes me” [24].

Asking for and accepting help from others forces people
to reconsider the ways in which they perform their daily
activities. Support from family and friends allows people
affected by COPD to maximise their residual abilities, gain
control and accept help when offered [24, 26, 27].

Self-care to manage sleeping problems Another symp-
tom reported by people with COPD involves sleep distur-
bances. Individuals may have difficulty falling or staying
asleep and experience sleepiness during the day [19, 23].
As one person reported:

“Yeah, I wake up like three or four times at night and
it’s hard for me to get to sleep — same as she said.
And once you get to sleep, it’s hard to stay asleep,
and then I pay for it the next day ‘cause I be sleep
[...] drowsy and tired, you know? And I fall asleep on
buses” [19].

Besides dyspnoea, humidity and stagnant air can also
cause sleep disturbances [19, 23]. Sleeping difficulties can
result in distressing thoughts. In particular, people with
COPD report that staying awake leads to episodes of
exacerbation and feelings of panic: “I’'m willing to try
anything because like I said, I'm scared. You know, I'm
scared. I panic. When I can’t get that [...] like I can push
air out, but I can’t get it coming in and I panic” [19].

People with COPD develop different strategies to
address their sleeping problems. For example, they may
perform physical activities during the day to grow more
tired, even if these activities are challenging given their
condition [19]. They may also use fans or air conditioning
year round to enhance the room climate or try to stay calm
and control their thoughts by using meditation or doing
breathing exercises [19].

Self-care to control and manage exacerbations of the
disease During stable periods of the disease, people with
COPD use ordinary self-care practices. However, during
periods of exacerbation, they must engage in additional
self-care practices and strategies to monitor and manage
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the disease [20]. During periods of exacerbation, patients
evaluate their symptoms, such as sputum production and
fever, by comparing them with their normal conditions
[20, 21]. People with COPD learn to identify exacerbations
by assessing symptoms, such as chest soreness, breath-
lessness and sensations of tightness or heaviness in their
chest, that occur before the onset of more evident disease
manifestations [20]. These subtle symptoms are perceived
as the specific ways in which individuals’ bodies tell them
that an exacerbation is developing [20].

When they identify an acute exacerbation, people use a
variety of self-management behaviours. One of these
involves using medications, such as oral steroids, antibi-
otics or over-the-counter medications: “Usually I go by the
sputum. If it changes colour, I go on antibiotics and ster-
oids” [20].

However, due to the possible occurrence of side effects,
which can represent a barrier to medication adherence, the
use of medications is not always perceived as positive.
Moreover, some patients prefer postponing the use of
medications in the hopes that their bodies can overcome the
exacerbations without help: “I don’t really want to take too
many things if you can get better without it” [20].

An adequate level of knowledge is necessary for patients
to feel confident in using medication: “I just presumed I
did right ... but then again, would it got so bad if I'd gone
earlier?” [18].

When self-management attempts fail, people use dif-
ferent strategies, such as promptly seeking professional
healthcare help [20, 21, 25], procrastinating in contacting
healthcare providers [21] or delaying the decision until
someone else (e.g. a family member) makes it for them
[21, 28].

3.1.2 Self-Care Focuses on the Management
of the Psychological Effects of COPD

The emotional wellbeing of people affected by COPD is
compromised by the disease, which causes depression,
anxiety, embarrassment and frustration over the loss of
independence. Therefore, self-care must also focus on
managing the emotional disturbances caused by COPD.
Impact on emotional wellbeing People in the initial
stages of COPD often try to hide their condition from
others, and even themselves, in their attempt to continue
with their normal lives [18, 22]. These individuals may
present with depression and anxiety both at the time of
diagnosis and over the whole course of the disease. Fur-
thermore, their progressive loss of independence decreases
their emotional wellbeing, and their negative feelings may
influence their activity levels [22, 23], preventing them
from engaging in meaningful activities: “It [COPD]
interferes with every aspect of my life. Even when I go out,
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I know people are looking at me thinking that poor sickly
bastard, it makes me feel embarrassed” [23].

During advanced stages of the disease, people with
COPD are no longer able to hide their symptoms. At this
point, many cut out all social activities, resulting in a social
isolation that worsens their mood and quality of life
[24, 27]. A person with very severe COPD defined his/her
quality of life as follows: “The only word I can say is
poor” [27].

Self-care to manage emotional discomfort To handle
negative emotions, people with COPD apply different
strategies, such as finding a balance between acceptance
and capitulation [17]; replacing activities with new, more
significant activities, such as taking part in social events
and socialising with family and friends [17]; and accepting
the limitations imposed by the disease [17, 25]. One person
expressed his feelings in this way: “First thing is for a
person, if diagnosed with this disease [is] to accept it. To
accept your problem is half the battle. If you don’t well,
you’ll become a basket case” [28].

People with COPD can get used to their symptoms and
turn  their negative feelings into positive ones
[17, 25, 28, 30]. Laughing can help people deal with the
disease more positively: “Laughter is very important, I
think about the best exercise there is for people with lung
problems” [28].

Other important strategies include self-talk activities
[28, 30], imagination and spirituality [30]. At the end
stages of the disease, patients’ families are often their only
reasons for continuing to live, and self-care activities may
be performed solely in order to remain alive for the sake of
family [28].

3.1.3 Self-care is aimed at reducing the impact of COPD
on social life

Self-care may also be aimed at reducing the impact of
COPD on social activities. COPD influences the social and
family lives of those it affects, forcing them to renegotiate
their family and social activities. These limitations require
the use of personal and external resources to reduce the
burden of the disease.

Impact of COPD on social life The manifestations of
COPD often interfere with people’s social activities outside
the home, and they can decide to limit or cancel them [26].
The expectations of family members and friends to con-
tinue a normal social life often lead to feelings of frustra-
tion, embarrassment and exclusion. In addition, people
with COPD may decide to retire from social life following
their diagnosis. As one man reported:

“Since I got this, I don’t socialize at all. You don’t
want to sit around having people looking at you and

only seeing your sickness and what you might not be
able to get involved in because of it. The way I see it,
you’re better off not going anywhere at all” [23].

Self-care to manage social life modifications People
adopt different self-care strategies to reduce the effects of
the disease on their social lives. The need to limit or avoid
certain activities forces them to renegotiate their social or
family roles. People with COPD may transfer their activ-
ities or roles to their partners or other family members,
which may affect family relationships [18, 23]. This is
especially true for male participants, since it is not always
easy to transfer typical masculine activities from husband
to wife [18, 23].

People with COPD consider it an invisible disease. At
first, they try consciously to hide the disease; however, in
so doing, they often make it difficult for others to believe
the severity of their symptoms: “Because I don’t look as
though I'm 1ill, the upsetting thing is that people don’t
believe you, they think you’re putting it on, sometimes
even friends and family” [18].

People who attend rehabilitation courses or join peer
support groups find their involvement very effective in
improving their self-care. In fact, their participation
improves their motivation and information and enhances
their capacity to solve problems from an insider point of
view [26, 28]. As one person pointed out: “You get an
incentive to try and help yourself more when you see what
other people have done, you say okay, maybe I should try
this, maybe I should try that...” [28].

3.1.4 Self-Care is Influenced by Contact with Healthcare
Services and Requires the Acquisition of Knowledge
and Skills

Self-care is a lifelong learning process influenced by per-
sonal experiences and contact with healthcare services and
providers. To perform self-care behaviours to maintain the
stability of the disease and manage the symptoms, people
must acquire new knowledge and skills during each of the
disease’s different stages.

Contact with healthcare services Contact with health-
care services and continuity of care are considered
important by people with COPD [17]. Patients report that
the accessibility, responsiveness and flexibility of health-
care services are essential for increasing their self-care
abilities [22]. Healthcare providers are seen as the indi-
viduals responsible for not only their physical health, but
also their psychological wellbeing [26, 28]. The informa-
tion provided by healthcare services and alliances with
healthcare providers is important because it improves self-
decision making in the management of COPD. As one
patient noted:
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“As you work with your doctor, he said you know
let’s work together and we’ll try to eliminate some of
your medication. Well [now] I’'m down on my med-
ication [dosage] so you have to work with your
doctor” [28].

Acquisition of new knowledge and skills for self-care A
lack of knowledge about how to monitor symptoms and
what to do in the event of exacerbations negatively influ-
ences engagement in self-care behaviours [18]. When
people feel that the information provided by healthcare
professionals is insufficient, they use alternative sources of
information [21, 23], such as the Internet: “So I did my
own research on the Internet just to make sense of what
they were all saying was happening to my body and to see
what other things were available that could help me get
better” [23].

Even if healthcare providers offer appropriate education,
people with COPD tend to use their own experiences to
strengthen their self-care skills. They report that some
activities and strategies are performed without formal
instruction from healthcare professionals. Examples may
include adapting activities to accommodate breathlessness
and distracting oneself from symptoms when they occur
[18]. These strategies are learnt on a ‘trial and error’ basis;
only those strategies that work become effective self-care
activities [18, 21]. Some mediating factors, such as COPD
severity and the presence of comorbidities, may influence
self-care behaviours, and high levels of knowledge and
skills enhance self-care behaviours [22].

To give a complete overview of the behaviours and
strategies performed by people with COPD investigated in
our review, we extracted the activities and the strategies
from the study findings and synthesised them for each
category identified by the reviewers. These synthesised
findings are presented in Table 3.

4 Discussion

This meta-synthesis has identified the self-care behaviours
and strategies performed by people affected by COPD.
People living with COPD have primary responsibility
for their own care. These individuals use personal self-care
behaviours combined with the recommendations of their
healthcare professionals. The main self-care activities of
people with COPD, especially during advanced stages of
the disease, are performed to prevent, control and manage
the physical effects of the disease, including, particularly,
the respiratory problems [32]. Dyspnoea is the most wor-
risome symptom for most people with COPD. It causes
panic, distress and desperation and limits daily activities
and social life [33]. People use several strategies to prevent
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dyspnoea episodes, including pacing and planning activi-
ties, controlling air quality and avoiding exposure to
extreme weather conditions. Strategies focused on limiting
the physical effects of COPD are essential for preventing
deconditioning and worsening symptoms [34, 35]. Like
other studies, our review shows that efforts to understand
the main triggers of dyspnoea and avoid its occurrence
represent the most challenging self-care behaviours [36].
One of the most challenging self-care skills that people
with COPD must acquire is the ability to recognise the
onset of disease exacerbations. However, while individuals
use several strategies to prevent the onset of dyspnoea, they
use only a few strategies to monitor their disease [32]. The
self-ability to identify exacerbations is fundamental to
disease control, since the successful identification of an
acute episode can reduce hospitalisations and the deterio-
ration of health status [37].

Maintaining physical activity and exercising are funda-
mental for minimising the impact of COPD on people’s
lives. Despite this, physical inactivity is common, which
contributes to worsening patients’ outcomes [38]. In our
review, different physical activities were reported by par-
ticipants from Western and Eastern countries. Usually, in
Western countries, aerobic exercises, such as running,
walking or cycling, are performed, while, in Asian coun-
tries, isometric traditional exercises, such as Shang Tung
Kung Fu or Tai Chi, are used. The isometric practices seem
to be more effective in improving physical performance
quality and other outcomes in people with COPD, as shown
in recent meta-analyses [39, 40].

Identifying and managing symptoms are not sufficient
for effective self-care. As with other chronic conditions,
self-care behaviours must focus on improving everyday
life, rather than solely managing possible crises [41]. For
this reason, self-care in day-to-day activities is important,
as self-care is focused on promoting and maintaining
health, such as smoking cessation and regular physical
activity [42, 43].

To address the psychological effects of the disease,
people affected by COPD use different strategies. Coping
strategies used with chronic diseases can be either emotion
focused or problem focused [44]. Emotion-focused coping
strategies are used when the disease is considered to fall
outside the control of the sick person; such strategies focus
on disease stressors and aim to reduce negative emotional
responses. Emotion-focused coping strategies may include,
as reported in our review, suppressing negative thoughts or
emotions and distracting oneself with social activities. By
contrast, problem-focused strategies aim to reduce the
causes of stressful situations. The most commonly used
problem-focused strategy in our review was using social
support to cope with the disease. Emotion-focused strate-
gies are often less effective than problem-focused
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Table 3 Self-care behaviours and strategies used by people with COPD

Categories Self-care behaviours/strategies

Self-care to prevent, control and manage the effects of the COPD on Adapt activities to the energy
respiratory symptoms Stop smoking

Be physically active
Continue working
Avoid extreme external temperatures
Cover mouth in cold weather
Stay in fresh outdoor air
Walk outdoors
Keep the body well-hydrated
Avoid crowded places with poor air quality
Use pulse-oximeter to monitor the breathing
Use inhalers
Take prescribed medications
Use CPAP or oxygen therapy
Use breathing techniques (pursed-lip or diaphragmatic breathing)
Use cough techniques

Use positions to improve the expansion of the lungs (sitting position
with elevated shoulders)

Improve and control air quality

Manage emotions

Stay calm

Flu immunisation

Avoid people with flu/cold
Self-care to prevent and manage the limitations in daily activities Exercise according one’s possibility

Exercise on a regular basis

Select sedentary activities (knitting, painting, listen to music)

Plan ahead the activities

Regulate the daily activities

Carry out activities slowly

Choose alternative methods to exercise (Shang Tung Kung Fu, Tai Chi,
household chores)

Regulate the speed of walking
Use assistive walking devices (wheel chairs, walkers, canes)

Modify the home environment (entry ramp, keeping needed objects
close, move furniture)

Self-care to manage sleep problems Maintain sleep patterns
Keep calm
Manage anxiety
Sleep with air conditioning or fan on
Use respiratory devices (CPAP or oxygen therapy)
Sleep with extra pillows
Rest during the day
Self-care to control and manage the exacerbations of the disease Monitor objective and subjective symptoms
Plan ahead the activities
Rest during the dyspnoea attacks
Use breathing techniques
Take medications (steroids, antibiotics, inhalers)

Contact the healthcare providers
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Table 3 continued

Categories

Self-care behaviours/strategies

Self-care to manage emotional discomfort

Self-care to manage social life modifications

Contact with healthcare services

Acquisition of knowledge and skills for self-care

Accept the disease

Get used to the symptoms

Take part in social events

Have positive thoughts

Laugh to remove negative feelings

Distract and relax (reading, doing crosswords, self-talking, religious
practices)

Have a strong support network

Ask for help when in need

Reduce social activities

Cancel social activities

Integrate COPD into everyday life

Stay in safety places

Give up roles

Maintain an extended family and friends network
Attend pulmonary rehabilitation programmes
Meet specialised COPD nurses

Seek for continuity of care

Visit medical doctors

Join peer support groups

Search the internet for information

Attend education programmes

Learn from trial and error

Obtain information from medical doctors

COPD chronic obstructive pulmonary disease, CPAP continuous positive airway pressure

strategies in relation to health outcomes, especially in cases
of chronic diseases [45—47]. As identified in our review and
confirmed in the literature [1], people affected by COPD
often suffer from depression and anxiety, both at the time
of diagnosis and throughout the course of the disease. This
might be the cause of frequent use of emotion-focused
strategies, as reported by Nes and Segerstrom [48]. For
these reasons, knowledge on successful coping strategies,
as provided by an insider perspective, could be useful in
helping healthcare professionals promote personalised and
adaptive coping strategies [49].

To overcome the social impact of COPD, individuals
often adapt their social lives to the disease’s different
manifestations and stages of the disease. People with
COPD must often renegotiate their roles inside their fam-
ilies. Despite their difficulties performing normal activities,
people do not want to be seen as needy and often reluc-
tantly seek the help of others [50]. Therefore, their self-care
behaviours are aimed at continuing to live independently;
in this way, self-care is a key motivator for people with
COPD [12]. Understanding the personal behaviours of
people with COPD could help to identify broader aspects
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of self-care to better define which kinds of self-care support
are needed [51].

In line with the results of Jordan et al.’s review [52], our
review showed that the support of healthcare professionals
and the availability of healthcare services are directly
linked to self-care skills and behaviours. Healthcare pro-
viders contribute to enhancing the self-care decision mak-
ing of people with COPD and are responsible for both their
physical and their psychological wellbeing. Self-care is a
complex, multicomponent process in which continuous
professional support from healthcare professionals is nec-
essary to maintain behavioural changes and improve health
outcomes. Moreover, the more the disease progresses, the
more complex the decision-making process becomes. This
results in different self-care approaches during different
disease stages, ranging from autonomously initiated self-
care behaviours during early stages to completely depen-
dent care provided by caregivers during the last stages [53].

The research has shown that educational interventions
are effective in improving health-related quality of life and
reducing hospital readmissions and dyspnoea [4, 54].
However, educational programmes are heterogeneous in
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content and methods, making it difficult to identify which
self-care behaviours are responsible for effective outcomes
[52]. Furthermore, in most existing educational pro-
grammes, a variety of healthcare professionals are
responsible for providing self-care education and assessing
programme effectiveness [4]. Future research should be
conducted to understand how to tailor education interven-
tions in the different stages of the disease to motivate
people towards self-care behaviours. Furthermore, since
self-care is a complex process, further efforts are needed to
identify self-care behaviours that are effective in different
population groups with COPD, for example, people with
different ages, genders, social conditions and educational
levels, and how they can be incorporated into clinical
guidelines. The results of our qualitative review could be
integrated with the results of quantitative research to
develop more comprehensive clinical guidelines that con-
sider the knowledge progression in the disease treatment,
as well as the individual’s preferences and priorities.

4.1 Implications for Clinical Practice

Since self-care is essential for managing chronic condi-
tions and for maintaining independence, understanding
how people care for themselves can improve self-care
education programmes. Healthcare professionals should
recognise and understand people’s orientations and
expectations that are highlighted in the qualitative evi-
dence to create individualised self-care education plans.
For example, healthcare providers should not only focus
on training patients regarding the correct utilisation of
inhalators or assistive devices and technology, teaching
respiratory exercises, providing an action plan in case of
exacerbation and informing them on the importance of
smoking cessation. The treatment of the chronic disease
and the prevention of its physical effects is not the most
important aim for people with COPD, as it is for the
healthcare providers. COPD patients mainly want to
continue living full and satisfying lives for as long as
possible, despite the effects of the disease. In fact, people
affected by COPD want help in dealing with the disease’s
emotional impact and the social and familial changes it
imposes as it progresses. They need to be motivated to
make changes in many aspects of their lives and to dis-
cover effective coping strategies. For example, healthcare
professionals can negotiate with people with COPD
regarding the social activities that can be conducted in or
outside their home and can find new ways for the indi-
viduals with COPD to maintain a meaningful social and
family life. It is also possible to consider the preferences
and needs of the specific patients involved in a group
educational programme and then tailor the educational
interventions accordingly. A preliminary evaluation of the

requests and the preferences of the people with COPD
should be carried out to shape the interventions to their
real needs, without providing pre-built educational pro-
grammes. At different stages of the disease, people need
to acquire more complex knowledge and skills, depending
on the treatment requirements or effects of the disease;
consequently, different self-care behaviours and strategies
are required. The availability of this evidence and the
improvement in the disease treatment does not ensure the
implementation of the recommended practices by health-
care professionals. Internal factors, such as attitudes,
perceptions and knowledge, as well as external factors,
including guidelines’ format and usability, resources and
organisational culture, can influence the use of clinical
guidelines in practice [55]. The integration of qualitative
evidence into clinical guidelines could facilitate their use,
as the perception of not providing individualised care
could be overcome.

4.2 Limitations

Our review has a few limitations. Although a number of
databases and languages were searched, studies indexed in
other databases and written in other languages may have
been overlooked. Moreover, self-care is a broad concept
with different theorisations, and even if this review
encompassed the most common terms to indicate self-care,
it is possible that papers using other terms and different
theoretical approaches have been excluded. Furthermore,
our results mainly reflect the self-care of selected popula-
tions of Western countries, and self-care behaviours per-
formed in other countries are only partially represented.
This makes it difficult to transfer our results to populations
from other geographical areas. As self-care is affected by
social and cultural factors, self-care practices derived from
different cultural habits and beliefs might not be repre-
sented in our review [56, 57]. Since no study has explicitly
analysed self-care in people with COPD with different
genders, education levels and social or marital statuses, it
was not possible to stratify the findings for such factors or
to determine related differences in self-care practices.
Despite these limitations, our paper is the first meta-syn-
thesis describing the experiences of self-care of people
with COPD.

5 Conclusions

This meta-synthesis provides qualitative evidence on the
self-care behaviours that individuals affected by COPD
perform to face the physical, psychological and social
effects of the disease. The self-care strategies used by
people with COPD are developed through a continuous
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learning process that can be facilitated by the support of the
healthcare providers. Moreover, the deep understanding of
the self-care experiences of individuals with COPD pro-
vided by this review could help healthcare professionals to
improve educational programmes, integrating people’s
preferences and expectations with clinical
recommendations.
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