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ABSTRACT

6

Introduction: Asthma and Chronic Obstructive Pulmonary Disease (COPD) are common
chronic diseases with rising incidences. Although treatment primarily focuses on the physical
aspects of the diseases, recent decades have also seen the mental consequences receive more
attention. However, both physical and mental well-being are related to social functioning, and
the significant social implications of asthma and COPD can severely affect quality of life. It is,
therefore, important that we raise awareness of these implications.
Method: In this publication, we present the results from focus group discussions among 29
individuals regarding the social implications of these diseases and the possible solutions.
Results: We found that patients with COPD have to deal with the stigmatisation of a self-inflicted
disease, while patients with both conditions experience a lack of empathy when avoiding triggers
(e.g., smoke and allergens). The fluctuating severity of both diseases could make it difficult others
to understand the condition, and the resulting lack of social support led to feelings of sadness,
anger, and in some patients, social isolation.
Conclusion and discussion: It may be helpful to provide educational information to friends,
family and colleagues and to implement public smoking cessation campaigns. In conclusion,
our study offers a timely reminder of the need to treat patients holistically. We found that most
patients with asthma and COPD experienced a lack of social support from people around them,
which in some cases, led to social isolation. We therefore provide suggestions to help healthcare
professionals decrease loneliness and improve social support for their patients.
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INTRODUCTION
Asthma and chronic obstructive pulmonary disease (COPD) are common chronic diseases, with
the World Health Organization (WHO) estimating that 235 million people suffer from asthma and
65 million people have moderate to severe COPD. Worldwide, COPD is expected to be the seventh
leading cause of disability adjusted life years by 2030(1). These respiratory illnesses not only have
physical effects but also have psychological and social effects that can hinder the ability of patients
to work(1–4). Common issues include sleep deprivation, which can lead to fatigue and make it
difficult to fulfil an eight-hour work shift, and the need to avoid specific triggers (e.g., smoke),
which can make it difficult to visit family or friends. The need for patients to adapt their lifestyle to
their disease therefore has important social implications. In general, however, healthcare providers
are primarily focused on physical symptoms, and to a lesser degree, on psychological symptoms.
Whereas mental health has received more attention in the past decade, the social implications of
the disease are hardly mentioned in current international guidelines(1,2).
In both the Global Initiative for Asthma (GINA) and the Global Initiative for Obstructive Lung
Disease (GOLD) guidelines(1,2), anxiety and depression are mentioned as comorbidities of asthma
and COPD. However, the social implications of the diseases are only briefly mentioned in the GOLD
guideline, which states only that healthcare providers should pay more attention to available
social and family support, and that social support is essential for smoking cessation(1). However,
there are no estimations of the prevalence of social problems and no specific solutions are offered.
Different social concepts have been used to understand patients with chronic diseases. These
include concepts of social isolation, loneliness(5), invalidation(6,7), and poor social support(8),
as summarised in Table 1. Indeed, these factors are known to affect disease status and mental
well-being(9). There is good evidence that social isolation and loneliness can modify biological
processes in the body and alter the outcomes of chronic disease(10). For example, loneliness has
been shown to affect the outcomes from heart disease, hypertension, stroke, obesity, diabetes
and pulmonary disease negatively(5,10,11). Loneliness can also impair executive functioning,
sleep, mental well-being, physical well-being, depression(10) and mortality(5,10–12). By contrast,
invalidation and lack of understanding are rarely described in the literature, and only a few papers
have been published, mostly in patients with rheumatology(13). Invalidation, regardless of social
support, has a negative influence on physical health in patients with rheumatic diseases(7). Lack
of understanding is related to impaired mental, physical and social well-being and functioning,
especially when expressed by the spouse(6), and is related to poor social support(7) and social
rejection(6). Improving the social situation of patients is necessary because it can improve wellbeing, health outcomes and mortality(12,14)

Aim
We think that social problems deserve more attention because they severely affect quality of life.
In this paper, we present the results from focus group discussions in which patients with asthma
and COPD discussed the social implications of their diseases and the potential solutions.
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Table 1: Social concepts of chronic disease relevant to asthma and COPD
Social concepts
Social isolation
Loneliness

Invalidation

Social support

Description
Social isolation refers to objective lack of social contacts
loneliness is the subjective feeling of being alone. Loneliness is defined as a unique
psychological construct consisting of distressing emotions that are derived from the
absence or perceived absence of expected meaningful interpersonal relationships(5)
The perceived lack of understanding by others with terms ‘non-acceptance’,
‘misunderstanding’, ‘disbelief’, ‘rejection’ and ‘stigmatisation’ all belong to this
concept(30) ‘Invalidation’ can be divided in:
discounting by others (rejecting)
lack of understanding (not being acknowledged) (6,7)
Social support can be divided in
emotional support
instrumental support
appraisal
informational support(8).

Abbreviations: COPD, chronic obstructive pulmonary disease
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METHOD
Study design
This was a post hoc study of data from another study. The initial study was a focus group study
to evaluate the opinions of patients with asthma or COPD regarding patient web portals. It was
hoped, that by evaluating patients’ needs and preferences, health applications could be better
adapted to the needs of users. The study was performed according to the consolidated criteria
for reporting qualitative research(15). Methods were performed in accordance with relevant
regulations and guidelines.
We recruited patients for the focus groups study from meetings of the Dutch Lung Foundation
living in the North of the Netherlands. All Dutch speaking patients were eligible for inclusion.
Participants all signed an informed consent form. Semi-structured interview schedules were
used to structure the meetings, which took place in community centres and public facilities.
Discussions lasted two hours, with a 10-minute break after one hour. Three groups were formed
of 8 to 11 patients each, and the groups met three times with an average of one week between
each meeting. We made all focus group sessions as comfortable and pleasant as possible so
that patients felt free to speak. Primary topics in all focus group meetings were the Internet and
healthcare, access to medical records, the patient–physician relationship, applications and selfmanagement. However, we also spoke about the daily impact of living with asthma and COPD.
It was notable during these discussions that patients frequently mentioned social problems
related to their disease, often eliciting very emotional discussions(16). Thus, although we did not
aim to discuss social implications, it was clear that this was an important topic for our patients,
so we took some time to discuss it in our focus groups.

Data analysis
All meetings were audio and video recorded and transcribed verbatim. Data were analysed
using Kwalitan Version 7 (http://www.kwalitan.nl/) and thematic coding. Data were coded by
two reviewers by an iterative process.

Ethics
The ethical committee of the University Medical center Groningen evaluated our focus study
protocol and determined that this study did not require ethical approval (document number
M13.139696).
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RESULTS
We included 29 patients with asthma and COPD and asked them to discuss the social impacts of
asthma. The mean age of participants was 65.1±9.6 years and 55% (n=16) were male. Concerning
the underlying respiratory disease, 35% (n=10) had asthma, 48% had COPD (n=14), 14% (n=4) had
ACOS and 3% had ‘other’.

Problems identified by participants

6

Asthma and COPD are often invisible and fluctuate in severity. It can be difficult for bystanders
to offer help because asthma and COPD are often invisible. Furthermore, the fluctuating severity
can be difficult to understand because patients can be active and outside one day, but feel ill
and stay at home the day after. One patient said that ‘people don’t see many signs of illness, but the
reality is that I have to deal with my chronic condition on a daily basis’. This was also explained well
by a patient with COPD when discussing a lack of energy: ‘It is like money, you can only spend it
once. So, (if) I spend one day cycling, my energy … (will)… run out and I (will) need to take it slow the
next day.’
Loneliness and social isolation. Air in the environment has a significant effect on patients
with lung diseases. Allergens and cigarette smoke, for example, increase symptoms and can
lead to loneliness and social isolation. One of our patients explained, ‘it is really difficult. I am very
allergic for many things; therefore, I stay at home a lot. You get lonely; I can never go to birthdays; I can
never visit other people because there are always triggers present. I cannot visit my sister … I cannot go
to the neighbours. They have pets.’ As one of our patients explained, visiting others can be difficult
because the environment means that they must adapt their behaviour: ‘My mother in law smokes
like a chimney (…) I don’t visit her anymore.’
Limited participation in social activities. Asthma and COPD symptoms can reduce
participation in social activities because of a lack of energy and reduced mobility. Walking and
cycling can become difficult, which can make it complicated to visit friends, family or engage in
other social activities. Some social activities might also be unsuitable for patients with respiratory
symptoms. One patient with COPD said, ‘I only apply if I know the details of the activity beforehand’,
and another explained that ‘participating in a cycling group activity can be complicated because
you need to adapt your speed to others.’
Shame and stigmatisation. Coughing and dyspnoea can cause shame for some patients, and
using inhalers in public can lead to uncomfortable feelings. One of our patients with COPD felt
really embarrassed when experiencing sudden dyspnoea in a store, reporting ‘I arrived at a shop,
totally out of breath, (and) a person suggested calling an ambulance!’ Although that was not what
she needed, she felt unable to respond because of her breathlessness. A related problem was
that patients with COPD reported facing stigma: one patient with COPD stated, ‘(an) acquaintance
of mine looked on the Internet when I told him I have COPD; afterwards he said “you smoked too much,
so in a way it is your own fault”’.
Lack of understanding. According to the participants it can be difficult to explain asthma
and COPD to bystanders, stating that ‘the symptoms are unknown by bystanders’ and ‘it is difficult
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to make them understand’. For example, one patient was unsure how to seek clarification, stating
‘I have the feeling that they don’t understand it, and that they think I’m trying to wriggle out of certain
activities.’ In another instance, a maternity nurse with asthma reported that her boss ignored her
request to work with families without pets because she had never applied for sick leave, arguing
that this provided sufficient evidence that it was unnecessary to avoid pets.

Possible solutions highlighted by our patients
Improving understanding among others.
Patients from the focus groups suggested providing information about asthma and COPD
specifically for friends, family members, spouses and colleagues. Patients suggested that ‘the
best ambassadors for patients with a respiratory disease are, of course, the patients; they are best
suited to transfer information to others.’ They said that this information should include details
about living with a friend, family member, spouse or colleague who has asthma or COPD. One
patient had provided his family with an information booklet: ‘It was helpful to explain (to) my
family because (the disease) was visualised. The booklet contained pictures, which is a lot different than
if I tell someone (sic).’
Teaching patients how to educate others.
In our focus group, patients reported communicating in different ways, with some being
assertive (e.g., a patient with COPD explained that if someone smokes or starts to smoke around
him he ‘asks them to quit, or else (he) will leave’) and others being passive and afraid that others
would see them as complainers (e.g., ‘you do not even dare to mention it because you are afraid that
they think you’re nagging’).
Raise awareness of mobility and community resources.
Remaining mobile and being able to participate in social activities were important to participants.
Being able to drive a car was considered especially important. It was felt that patients and family
members are often unaware of the mobility and community resources available for patients and
caregivers.
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DISCUSSION
We showed that asthma and COPD had important social implications for the patients in our
focus groups, that patients must deal with these issues daily, and that this has a marked effect
on quality of life. Social problems are often directly related to asthma or COPD and can lead to
sadness, anger or social isolation. The invisible, fluctuating nature of the diseases, as well as the
effect of triggers on symptoms, can lead to a lack of understanding from those around sufferers.
These results support our argument that social problems deserve more attention.

Social implications

6

Social isolation from avoiding triggers and from depressive symptoms. Sleep
disturbance and mobility problems are pronounced in patients with respiratory disease who use
oxygen therapy. These not only lead to feelings of social isolation(17) but also decrease social
involvement(9). Depression is also common in COPD and asthma(18,19), and is an important
factor in reducing social involvement. However, it can be difficult for patients with respiratory
diseases to find physical activities suited to their illnesses because most fitness centres and
sports clubs are focused on the healthy.
Lack of understanding from others. Asthma and COPD are usually not externally visible,
which can make it difficult for bystanders to understand the fluctuating disease severity.
When presented with patients who have COPD, people must deal with alternating periods of
exacerbations and stability that can lead to uncertainty(20). The fluctuating severity requires
flexibility in social networks, which can lead to friction if there is a lack of understanding.
Dyspnoea and disruptive coughs are common visible symptoms of asthma and COPD that can
lead to problems speaking, and that bystanders might think result from a contagious illness(21).
Patients with respiratory diseases can also react with a cough and breathlessness in response to
environmental triggers, providing a unique social vulnerability in this group.
Shame and stigmatisation. Using devices like inhalers or oxygen in public can lead to feelings
of embarrassment or shame which can lead to social isolation and depression(21). Patients
with COPD face an additional social challenge because they are often stigmatized. Bystanders
often hold patients responsible for their disease because of their smoking behaviour(17,21).
Stigmatisation can be perceived from family, friends, community members, but also from
healthcare professionals(22). Stigmatisation is especially prevalent if the disease is visible.
For example, if the patient uses oxygen equipment(17) or if symptoms like cough or sputum
production are seen by others(22). When present, stigmatisation can lead to social isolation(17)
and can make it harder for caregivers to accept caring responsibility(9,21–23). Stigmatisation
by healthcare professionals can even affect access to healthcare(22) because patients are less
willing to seek healthcare support, accept treatments or accept other support because they are
afraid of being judged(22). Some tobacco control campaigns increase stigmatisation for COPD
patients by focusing on the smoker instead of the act of smoking(23).
Social support. For most patients, it is difficult to explain asthma and COPD and how they
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can be supported. Ineffective explanation can lead to adverse effects. According to the family
systems illness model, coping in the family influences the disease(9). This is especially true in
COPD families because of its nature as a chronic progressive disease(9) that requires ongoing
support. The realisation that the patient can die from COPD can make this worse still(21), and the
problem is becoming more common because patients with COPD are increasingly cared for at
home with the shift from care in hospitals and nursing homes to care in the home. Therefore,
patients rely more on their spouses, family members and friends(14). Families are particularly
affected by the use of long-term oxygen therapy, probably because patients requiring this
therapy have more severe COPD, a poorer prognosis and more impaired mobility than patients
without oxygen therapy, leading them to depend more on their environment(24).

Solutions highlighted by patients and identified by literature review (see
also figure 1)
Improving the social situation, for example through better social support, can decrease feelings
of uncertainty caused by an unclear prognosis and complex symptoms. In this section, we
consider the solutions suggested by our patients in the context of the existing literature.
Improving understanding among others. Patients suggested having access to information
about asthma and COPD specifically directed at friends, family members, spouses and
colleagues. According to the literature, this approach can improve understanding(19,22,23). It
is also recommended that information should be added about the beneficial effects of social
support(8).
Peer contact might increase emotional support. Patients from our focus groups did not
report needing peer contact. However, contact with peers can reduce feelings of uncertainty(25),
exercising in peer groups can enhance emotional support(26) and educational meetings or
support groups can reduce feelings of ambiguity toward a disease(25). Peer contact therefore
deserves attention, and healthcare professionals should consider facilitating group meetings
and group physiotherapy sessions.
Teach patients how to educate others. It might be useful to teach patients how to frame
information about their disease when educating others. Although patients have diverse ways of
communicating their illness, they can all be taught to modify maladaptive negative retribution
caused by invalidation from others. They can also learn to discuss their health status more openly
and rationally(7), which might improve understanding among others.
Raise awareness of community resources. Often patients and family members are unaware
of the community resources available for patients and caregivers. Therefore, raising awareness
can stimulate them to use these resources(20), which can provide support for family members to
help patients maintain and enhance their social networks and support, preserve their personal
freedom and enable self-care(9). So-called patient navigators can facilitate self-management
and help patients organise social support by strengthening their social support network; a
patient navigator can be a social worker, a trained layperson or a family member(27). Healthcare
professionals should discuss this option with patients(28).
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Mobility and social participation. It is important to remain mobile and continue to participate
in social activities, not least because these enhance social integration and independence(17).
Being able to drive a car can help maintain patient independence and prevent social isolation,
so remains an important ability to retain. Pulmonary rehabilitation programmes should focus on
mobility, activity engagement and social participation(17).
Reduce stigmatisation. Finally, public health campaigns can increase awareness of the effects
of loneliness on chronically ill patients(5). More importantly, smoking cessation campaigns should
focus more on the addictive characteristics of nicotine and the severity of tobacco dependence,
rather than merely on stigmatising smokers by anti-smoking campaigns(23).

Strengths and limitations

6

In this paper, we combined patient opinions with literature findings to consider the social
implications of asthma and COPD, which is an underrepresented topic in the scientific literature,
but that plays a leading role in the daily lives of patients. The major drawback of the study is that
it was not designed specifically to evaluate the social implications of asthma and COPD. Although
these represent secondary findings from a qualitative study, we stress that we specifically spent
dedicated time discussing this topic with patients after identifying early in the process that it
elicited strong emotions. The other major drawback is that the recommendations provided
in this paper have not been evaluated in interventional or randomised controlled trials, which
means that we cannot be certain whether they can reduce or resolve the social implications.
Nevertheless, the suggestions are easily implemented, cheap, relatively quick to perform and are
unlikely to cause negative outcomes. Therefore, implementing these suggestions in daily clinical
practice is justifiable in the absence of convincing evidence to the contrary.

Implications
We hope that this paper will lead to enhanced communication between physicians and
patients with asthma or COPD, and that more attention will be given to the social impact of
these chronic illnesses. It is important that we evaluate effective strategies to reduce these social
impacts. Moving forward, we need to perform prospective studies assessing the benefits of
these measures in patients (e.g., testing the effectiveness of our suggestions in interventional or
randomised controlled trials). Such studies will be complicated and time consuming, but could
reveal useful information that further improve outcomes.

Conclusions
In conclusion, there is evidence that social problems related to asthma and COPD have a
significant impact on patient well-being. In this paper, we have presented an overview of the
most important social issues raised by patients in focus groups. We have also provided several
recommendations as to how these issues could be improved based on the recommendations
of the focus group and supported by existing literature. In the future, we recommend that the
treatment of asthma and COPD should include an evaluation of a patient’s social situation.
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Figure 1: Summary of recommendations for use by professionals
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Indeed, as stated by the WHO, “health is a state of complete physical, mental and social well-being
and not merely the absence of disease or infirmity(29)”. Perhaps we need reminding of the need to
treat all three aspects as part of a holistic care plan.
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