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Background: People with chronic obstructive pulmonary disease (COPD) are stigmatized
by smoking history. Although little is known about COPD-related stigma, it can adversely
affect self-management and quality of life.

Objective: To synthesize relevant scientific literature exploring stigma experiences and their
impacts on people with COPD.

Methods: CINAHL/PsycINFO/PubMed/Scopus were searched for relevant studies.
Findings were organized using Major et al’s conceptual model.

Results: Fifteen studies documented COPD-related stigma processes: enacted, felt, inter-
nalized, and anticipated. Moderating factors included visibility, origin, and illness perception.
Individual-level stigma responses included emotional distress, limited social interactions, and
negative effects on medication adherence and help-seeking. Social/community-level stigma
experiences included healthcare provider and employer behaviors. Smoking is interwoven
throughout all domains of stigma processes and responses to stigma.

Conclusion: Substantial evidence documents processes, moderating factors, and individual
and social/community responses to the complex phenomenon of COPD-related stigma;
however, prevalence of COPD-related stigma and its health effects are unclear.
Keywords: chronic obstructive pulmonary disease, COPD, stigma, shame, smoking,

integrative review

Introduction

People who suffer from stigmatized chronic health conditions' are often devalued
and, as a result, are less likely to access and obtain medical care for their
symptoms> and more likely to experience delays in diagnosis.' Due to its link to
smoking, chronic obstructive pulmonary disease (COPD) is one of these stigma-
tized chronic conditions.** Because most people who develop COPD have
a smoking history,” people with COPD are generally assumed to be smokers and,
therefore, experience stigmatization by others.” This integrative review synthesizes
the existing evidence that describes stigma-related experiences and their impacts on
people with COPD.

Smoking-Related Stigma

Ironically, smoking-related stigma has arisen from strategies to raise social aware-
ness about the harmful effects of smoking.® The 1964 Surgeon General’s report
played a pioneering role in educating the general public about the negative
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consequences of smoking and contributed to declines in
overall smoking rates.” This report also provided the basis
for policies that promote smoke-free environments by
restricting smoking in public spaces to isolated areas, as
well as for smoking-cessation campaigns, programs, and
interventions.® Although these efforts have reduced smok-
ing-related disease and death, they have also played
a profound role in stigmatizing both smoking and
smokers.”'”

As a result, smokers have increasingly encountered
smoking-related discrimination in their daily lives.
People who continue to smoke are seen as indifferent to
their own health and the health of others who inhale
secondhand smoke. Because of this, they are shunned by
non-smokers.” "' Smokers also bear the cost of increased
taxes on tobacco products, which can be especially stress-
ful for low-income smokers.'? Additionally, many health-
care providers have unfavorable attitudes towards people
with smoking-related lung diseases,”'? which may nega-
tively affect the willingness of people with COPD to seek
healthcare.

Because the way people think about and behave toward
an individual with a chronic health condition can be inten-
sified by the perceived origins of the condition,'*'” the
stigma now attached to smoking has broadened to people
with COPD,'® which is perceived as a preventable disease.
Thus, people who develop COPD are frequently viewed as
being responsible for their own condition. This generates
feelings of self-blame and guilt in people with COPD'*!”
and can affect multiple aspects of health and well-
being, 31823

A substantial body of research on the broader issue of
health-related stigma exists, but research on COPD-related
stigma is still relatively new. This integrative review of
existing research on COPD-related stigma advances the
science by deepening understanding of stigma-related

experiences in people with COPD.

Conceptual Framework

The components of stigma can be described theoretically
in terms of stigma processes, moderating factors that
influence stigma processes, and the individual and social/
community level responses to stigma experiences as
described by Major et al’s conceptual model of the effects
of stigma processes on health.** According to this model,
stigma is triggered by a socially conferred mark or stig-
matized mark that separates the stigmatized group from
the non-stigmatized group via social norms. The effect of

the socially conferred mark develops in different ways and
is affected by a variety of moderating factors (eg, dimen-
sions of the mark, individual and environmental character-
istics). Dimensions of the mark have been well identified
and include concealability (whether the stigmatized mark
is visible), course (whether the stigmatized mark has faded
with the passage of time), disruptiveness (whether features
of the stigmatized mark hinder interpersonal relation-
ships), aesthetic qualities (whether the stigmatized mark
is physically repellent), origin (whether a stigmatized indi-
vidual is responsible for the stigmatized mark), peril
(whether the features of the stigmatized mark are danger-
ous, such as contagiousness),'* and collectivity (whether
the stigmatized mark is affected by a collective identity,
such as LGBT, or by a personal identity).?* These moder-
ating factors play a role in determining the character,
intensity,  pervasiveness, and  consequences  of
stigmatization.”* For example, the perception of smoking
as a voluntary, controllable behavior has led people to
perceive COPD as self-inflicted; this increases the severity
of the stigma processes.

Stigma processes refer to individual, social, and/or
structural processes that elicit distressing responses from
the socially conferred mark. For the purpose of this model,
stigma processes consist of four stigmas: enacted stigma,
felt stigma (also called perceived stigma), self-stigma (also
called internalized stigma), and anticipated stigma; these
stigmas are interrelated. Enacted stigma refers to unfair
treatment or discrimination against the stigmatized group
that is based on negative social and cultural beliefs, and
feelings. Felt stigma refers to the stigmatized group’s
perception of unfairness or discrimination associated with
their stigmatized status. Self-stigma refers to the indivi-
dual’s adoption of his or her stigmatized status.
Anticipated stigma refers to the apprehension of encoun-
tering unfairness or discrimination because of the stigma-
tized status.

Exposure to these stigma processes creates cognitive,
affective, behavioral, and physiological responses on an
individual, social, and community level, all of which gra-
dually cause deteriorating health outcomes. Affective
responses, such as anxiety, anger, or shame, can increase
the likelihood of higher-risk health behaviors. Stigma
experiences can also affect cognitive control ability (cog-
nitive responses) or self-regulatory ability (behavioral
responses) that can intensify or mitigate the effects of

stigma experiences on health.
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Materials and Methods

We employed an integrative approach that is suitable for
selecting relevant studies, synthesizing findings from
diverse primary research methods, and providing varied
perspectives and understanding of a phenomenon of
interest.”> Ethical approval was not needed to conduct
this review.

Search Strategies
databases—CINAHL,  PsycINFO,
PubMed, and Scopus—were searched for articles pub-

Four electronic
lished from their inceptions through December 2020.
After consultation with a health sciences librarian, the
following combination of search terms was used to capture
the target population: “chronic obstructive pulmonary dis-
ease” OR “COPD.” Stigma search terms included “social
stigma” OR “‘shame” OR “‘stigma” (see Appendix 1).

Study Selection

Two authors (SW and JLL) independently reviewed titles
and abstracts to ensure that they met inclusion criteria.
During title/abstract review, studies were retained for
further review if they 1) were published in peer-reviewed
journals; 2) were original studies, including either quanti-
tative or qualitative designs; 3) described characteristics of
COPD-related stigma; 4) were published in English;
and 5) included adults with COPD (18 years and over),
irrespective of Global Initiative for Obstructive Lung
Disease (GOLD) COPD stage and severity. Non-original
studies, such as reviews, systematic reviews, meta-
analyses, or meta-syntheses, as well as case studies, case
reports, comments, letters, editorials, biographies, hand-
books, study protocols, and treatment guidelines were
excluded. After reviewing the full text of all studies meet-
ing the initial title/abstract review, the decision was made
to exclude studies with minor incidental findings related to
stigma, studies with combined findings of two or more
health conditions related to stigma, as well as studies that
only explored the perspectives of healthcare providers and/
or the general population. Shaw’s checklists,® which con-
sist of 18 items for quantitative studies and 15 items for
qualitative studies, were used to assess the methodological
quality of all included studies (seeAppendices 2 and 3).

Each checklist item was graded as good (2), fair (1), or
poor (0), based on the extent to which the individual study
met each criterion. Scores were calculated as a percentage
of the highest possible score for each study.

Search Outcome

The search of the four electronic databases yielded 343
studies, including 76 duplicates. After the 267 unique
articles’ titles and abstracts were screened, 34 studies
remained for full-text review. Of those, 19 were excluded
because they a) combined findings of two or more health
conditions (eg, stigma experiences in people with COPD
and in those with asthma), b) did not focus on COPD-
related stigma (ie, incidental findings of stigma), c) were
not an eligible type of study (ie, commentary), or d) did
not collect data from people with COPD. Finally, 15
articles were reviewed (see Figure 1).

Data Analysis

In this review, Major et al’s conceptual model of stigma
processes on health® was guided for both data analysis
and presentation of the findings. One author (SW)
reviewed the included studies and extracted the following
data: year and location of publication, sample characteris-
tics, type of study design, and main findings (see Table 1).
A second author (WZ) reviewed and verified the extracted
data for accuracy. Through an iterative process, data were
reduced, analyzed, and synthesized using thematic
analysis.”>*’ The included studies were explored for evi-
dence describing COPD-related stigma experiences, and
the relevant findings were identified and coded. The codes
were reassembled to find themes and sub-themes. Then,
themes and sub-themes were organized by the constructs
in the conceptual model. For the single study”® that used
a mixed-method design, we focused solely on its qualita-
tive phase so that we could synthesize and organize all the
studies’ findings using Major et al’s conceptual model.**
The NVivo software program”® was used to aid in sorting

and organizing data.

Results

Overview of the Studies
Of the included studies (n = 15), 14 used a qualitative

3043 and one a mixed-method research

research design
design.”® Ten studies collected data using individual inter-
viewing, one used focus group interviewing,*® three used

32,39,43 and

both individual and focus group interviewing,
one used individual interviewing along with a self-
administered questionnaire.”® The methodological quality
of the qualitative studies (n = 14)*>* ranged from 67% to
90% and the mixed-method study®® scored 70% for the

qualitative phase and 95% for the quantitative phase.
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(n =343)

Records identified through database searching

!

(n = 267)

Records after duplicates removed

Y

Abstract/title screened
(n=267)

h

Full-text articles assessed for
eligibility
(n=234)

h 4

Studies included in Integrative
Review
(n=15)

Figure | Flow diagram of integrative review.
Abbreviation: COPD, chronic obstructive pulmonary disease.

United
two in the

conducted in the
30,41,42

studies
35,37,40,43

Four were

Kingdom, three in Sweden,
United States,

in Korea,”” one in Norway,*® and one in Switzerland.>* Ten
28,31,32,34-36,40-43 1.

3133 two in Iceland,***® one in Canada,?® one

studies included both men and women; e
other five focused on more restricted groups: women only,*®
men only,* those newly diagnosed,*® people on long-term
supplemental oxygen,* and people who refused a referral to
a pulmonary rehabilitation program after experiencing an
acute exacerbation.’” The numbers of participants ranged
from six>”*" to 70.%%

Four studies focused on exploring COPD-related

28,31,32,36

stigma and eleven identified meaningful findings

of COPD-related stigma while exploring the broader

experiences of having COPD 3033353743

Excluded, did not meet
inclusion criteria
(n=233)

Full-text articles excluded, with
reasons (n = 19)

. Type of study was
commentary (n= 1)

. Combined report of
findings both subjects
having COPD and those
having other conditions

(n=6)
. Subjects did not have
COPD (n=2)

. Incidental findings of
stigma (n =10)

Findings Organized by the Conceptual

Framework

Socially Conferred Mark

Smoking is identified as the primary socially conferred mark
of COPD across the included studies. Because smoking is
perceived as an “idiotic” habit®' whose effects are harmful, it
is socially unacceptable.*®*? People who smoke and have
COPD cannot avoid personal culpability.*~% 333841 Ope
study observed that smelling like smoke makes the individual

with COPD vulnerable to public criticism.*®

Stigma Processes

In the included studies, the enacted stigma, felt stigma,
internalized stigma, and anticipated stigma were found as
stigma processes for COPD.
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Table | Characteristics of Included Studies

Author, Year, Research Aim Study Design Sample Main Findings Methodological
Location Characteristics Quality
Arne, Emtner, To gain an understanding of | Qualitative study People who were newly | Becoming physically 80.0%
Janson and Wilde- patients’ perspectives and using grounded diagnosed with COPD restricted is a key indicator of
Larsson,>® 2007, perceptions of COPD at the | theory or with suspected developing disease and
Sweden time of diagnosis COPD (N = 10) getting a diagnosis was crucial
® Age (mean) = 63 yrs | for the patient. Shame was
® Smoking status: for- | apparent throughout the
mer (n = 6); current interviews and impeded
(n=4) study participants’ taking
action.
Berger, Kapella and To describe social changes Descriptive, People with moderate Study participants were 80.0%
Larson,' 2011, and experiences of stigma qualitative study or severe COPD (N = aware of the potential for
United States from the perspective of 16) stigma related to COPD.
people with moderate to ® Age (mean) = 70 yrs Noted themes included the
severe COPD ® Smoking status: former | prevalence of blame related
or current (n = |6) to smoking, both from
others, including health care
providers, and from
themselves.
Bragadottir, To gain a better Qualitative, i) People with COPD (n | Learning about and 66.7%
Halldorsdottir, understanding of having phenomenological | = 22) becoming diagnosed with
Ingadottir and COPD from the lived study ® Age (range) = 51-68 | COPD was a long and
Jonsdottir,*2 2018, experience of patients and yrs arduous process. Study
Iceland their families ® Smoking status: never | participants did not realize
(n = 1); former (n = the imminent threat of
17); current (n = 4) COPD to their life.
ii) Families (n = 15)
Earnest,® 2002, To describe and explain the | Descriptive, People with COPD who | Three distinct patterns of 83.3%
United States patterns of adherence to qualitative study of | use long-term adherence to supplemental
supplemental oxygen a case series supplemental oxygen (N | oxygen theory were as-
=127) needed use, part-item use, and
® Age (mean) = 67 yrs | full-time use. Adherence to
® Smoking status: not | oxygen tended to increase
reported with time and was often
associated with significant
personal compromises.
Fusi-Schmidhauser, To explore the experiences | Qualitative, i) People with COPD Daily activities were highly 83.3%
Froggatt and of patients and informal descriptive study (Stages Ill and IV) (n = influenced by COPD
Preston,>* 2020, carers in living with 20) symptoms. A range of
Switzerland advanced COPD as well as ® Age (mean) = 69 yrs | psychological challenges
their awareness about (range: 63-76 yrs) along the disease trajectory,
palliative care provision in ® Smoking status: for- | with feelings of guilt,
advanced COPD mer (n = 9); current discrimination and blame,
(n=11) were reported. Most of the
ii) Informal carers (n = participants had no
20) knowledge of palliative care.
(Continued)
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Table | (Continued).

tions between self-
conscious emotions and
adverse health outcomes
® To compare self-
conscious emotions in
people with COPD to

healthy controls

Quantitative Phase

1) COPD (n = 70)

® Age (mean) = 708
yrs

® Smoking status: for-
mer (n = 66); cur-
rent (n = 4)
if) Healthy controls (n
=63)

® Age (mean) = 66.2
yrs

® Smoking status: never
(n = 47); former (n =

I1); current (n = 3)

depression (all p < 0.001).
Individuals with COPD
reported lower self-
compassion, higher shame,
and less pride than healthy
controls (all p < 0.01).

Author, Year, Research Aim Study Design Sample Main Findings Methodological
Location Characteristics Quality
Gysels and To explore the experience Qualitative study People with moderate Slow and surreptitious 90.0%
Higginson,>® 2008, of breathlessness through using grounded or severe COPD (N = onset of breathlessness,
United Kingdom patients’ accounts of their theory 18) social stigma toward
interactions with services ® Age (range) = 52-78 | breathlessness, and the way
yrs breathlessness is addressed
® Smoking status: not | by institutions influenced
reported the low access to services
by people with COPD.
Halding, Heggdal and | To understand how patients | Qualitative, People with COPD (N Because of self-blame and 73.3%
Wahl,?*¢ 2011, with COPD experience descriptive, = 18) society’s stigmatization,
Norway daily life in a society with longitudinal study |® Age (range) = 52-81 | study participants
a heavy emphasis on yrs experienced feelings of
tobacco control ® Smoking status: never | disgrace through subtle
(n = 2); former (n = blame and a lack of support
I'1); current (n = 5) from their social network,
health care encounters, and
the larger society.
Harrison, To explore how patients Qualitative, People recently Perceived personal 80.0%
Robertson, Apps, who refuse a referral to descriptive study hospitalized with an culpability caused people
C. Steiner; Morgan Pulmonary Rehabilitation acute exacerbation of with COPD to feel
and Singh,?” 2015, (PR) appraise acute COPD (N = 6) unworthy of dedicated care
United Kingdom exacerbations of COPD ® Age (mean) = 75.8 | and to be sensitized to their
yrs interactions with health care
® Smoking status: for- | professionals.
mer (n = 5); current
(h=1)
Harrison, ® To gain an understanding | Mixed methods: Quantitative Phase Self-conscious emotions ® Qualitative
Robertson, of the extent to which sequential o COPD only (n = 15) were associated with phase: 70.0%
Goldstein and self-conscious emotions exploratory design |® Age (mean) = 73 yrs reduced mastery, ® Quantitative
Brooks,?® 2017, are expressed ® Smoking status: former | heightened emotions, and phase: 95.0%
Canada ® To examine any associa- (n=13); current (n =2) | elevated anxiety and

(Continued)
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Table | (Continued).

Author, Year, Research Aim Study Design Sample Main Findings Methodological
Location Characteristics Quality
Jonsdottir and To illuminate the experience | Qualitative, Females with COPD Smoking-related lung 66.7%
Jonsdottir,*® 2007, of repeatedly relapsing to phenomenological | who had relapsed to disease (ie, COPD) controls
Iceland smoking study smoking three or more | the life of study participants
times (N = 7) on a very fundamental level.
o Age (mean) = 55 yrs Their capacity to refrain
® Smoking status: from smoking was limited
current (n = 7) and they vacillated between
wanting and not wanting to
stop.
Kim, Ko and Choi,*® | To qualitatively explore the Qualitative, Male with COPD (n This study discussed that 76.7%
2020, Korea perceptions and experiences | descriptive study =6) social stigma (related to
of disease among Korean ® Age (mean) = 67.5 | preconceptions about
male older adults with yrs (range 65-71 yrs) | COPD regarded as
COPD ® Smoking status: for- | pulmonary tuberculosis) and
mer (n = 4); current smoking-related issues (eg,
n=2) smoking cessation) could
inhibit study participants
from adapting and managing
COPD.
Kosteli, Heneghan, To identify barriers and Qualitative, People with COPD (N This study discussed health 76.7%
Roskell, Williams, enablers of physical activity descriptive study =26) related issues (fatigue,
Adab, Dickens, (PA) engagement for people ® Age (range) = 50-89 | mobility problems, breathing
Enocson, with COPD yrs issues), the psychological
Fitzmaurice, Jolly ® Smoking status: not | impact of the physical
and Jordan,*® 2017, reported limitations associated with
United Kingdom their COPD
(embarrassment, fear,
frustration/disappointment),
attitudinal (feeling in control
of their condition, PA
perception, older age
perception), and
motivational issues as the
main barriers to physical
activity engagement.
Motivation, attitudes, self-
regulation, and performance
accomplishments were
identified as the main
enabling factors.
Lindgren, Storli and To illuminate patients’ lived Qualitative, People with mild to The process of being 80.0%
Wiklund-Gustin,*' experiences of going phenomenological | moderate COPD (N diagnosed with COPD was
2014, Sweden through the process of being | study =8) confusing for study
diagnosed with COPD o Age (range) = 60-74 participants. Shame and guilt
yrs related to the diagnosis and
® Smoking status: former | the idea of a chronic disease
(n=7); current (n = 1) | interfered with the
acceptance of being
diagnosed with COPD.
(Continued)
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Table | (Continued).

Patel, Macey, Hilton
and Bradshaw,43
2017, United
Kingdom

perspectives on asthma or
COPD and identify factors

that can determine

descriptive study

treatment benefits

i) Asthma (n = 39)

® Age (mean) = 355
yrs

® Smoking status: never
(n = 26); former (n
= 8); current (n = 5)

if)y COPD (n = 33)

® Age (mean) = 60.2
yrs

® Smoking status: never
(n = I5); former (n =
13); current (n = 5)

Clinical experts (n = 4)

COPD tended to focus on
substantial quality of life
limitations due to their
condition, rather than
symptoms per se. Improved
sleep, speed of action, and
length of relief were the
most frequently reported
factors for the ideal

treatment.

Author, Year, Research Aim Study Design Sample Main Findings Methodological
Location Characteristics Quality
Lundell, Wadell, To explore how people with | Qualitative study People with COPD (n = | Positive view of life and 83.3%
Wiklund and COPD experience COPD- using grounded 13) mutually respectful
Tistad,*? 2020, related interactions with theory ® Age (mean) = 69 yrs | relationship of people with
Sweden healthcare professionals in (range 48-80 yrs) COPD with healthcare
primary care and how it ® Smoking status: for- | professionals empowered
influences their self- mer (n = 7); current and facilitated acceptance
management (n=6) and management of their
COPD. Experiences of being
deprioritized, fear, and
stigma disempowered and
inhibited people with COPD
from seeking appropriate
medical help as well as made
them pass up a chance to
get sufficient support from
their healthcare
professionals.
Svedsater, Roberts, To understand patients’ Qualitative, Patient group Individuals with asthma or 76.7%

Abbreviation: COPD, chronic obstructive pulmonary disease.

People with COPD described enacted stigma as the
way others look at you, the things they say and do.*®*
Three studies described that people with COPD feel
uncomfortable with their friends’ and family members’
7 and “the

and they do not like it when a lot of

reactions to “using the inhalers in public

odor of smoke,”3 8

time is spent

9536

“focusing on smoking in private
conversations.

People with COPD described felt stigma as feeling
“underprivileged, sometimes exploited” with regard to
the tobacco-free campaigns®® and “discredited because of
value judgements regarding their diagnosis” in their social
circles®® and in healthcare contacts.*” In four studies,

people with COPD reported that societal attitudes toward

smoking and smokers were unfair, and they attempted to
reframe or contextualize their smoking behavior by
explaining that smoking was accepted in society when
they started smoking. ?®36-37:4!

Substantial evidence suggests that people with COPD
also internalize stigma by adopting negative beliefs about
themselves and that they anticipate stigma in specific
situations. Seven studies described people with COPD as
excessively conscious of their appearance with regard to
visible symptoms, smelling like cigarette smoke, or using
equipment such as medication inhalers and oxygen deliv-
ery systems. 2313333373840 1 addition, four studies
reported that people with COPD also anticipate stigma:
for example, they anticipate being singled out for
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unwanted attention if they smell like smoke or use
31,33,35,38

a medical device in public.
Moderating Factors

In the included studies, we identified evidence for three
factors that moderate the magnitude and effects of COPD-
related stigma: concealability or visibility of the disease,
origin of the disease, and people’s perception of the dis-
ease, described as illness perception.

Visibility of COPD

The most commonly reported issues were the use of med-
ical devices and COPD symptoms such as coughing and
shortness of breath, both of which are highly visible signs

that can trigger stigma processes.?'-3>:40:43

Origin of COPD and/or Responsibility for the Disease
Seven studies described COPD as a self-inflicted disease,
so people with COPD are deemed to bear responsibility
for their disease;?8303236:3741 basically, they have no one
to blame but themselves. This major component of COPD-
related stigma is that the person with COPD is the pro-
blem, which reduces others’ tendency to empathize and
appreciate their challenges.

lliness Perception

Four studies described beliefs that people with COPD have
about their disease.**>"***! They reported that COPD is
a humiliating disease, so they hide it.*> They felt loathing
for COPD symptoms®’*® and for being labeled as a COPD
patient or a smoker.*' In addition, it was noted that the public
image of COPD aggravates their stigma experiences.*

Individual-Level Responses

The research included in this review focused more on
individual-level responses to stigmatizing behavior than
on other constructs of Major et al’s conceptual model,**
which recognizes three different domains of response—af-

fective, cognitive, and behavioral.

Affective Responses

Eight studies reported that having a self-inflicted disease
generates feelings of self-blame, shame, and guilt in peo-
ple with COPD 2830:3133.34.36.37.41 qiy stydies found that
using a medical device (eg, inhaler or oxygen) and experi-
encing COPD symptoms (eg, breathlessness or uncontrol-
lable
embarrassment.

coughing) in public feelings  of

28,31,33,35,40,

cause
43 Three studies pointed out
that people with COPD suffer from negative emotions

(eg, feelings of being losers, anger, grief, fear, anxiety,
depression, sadness, uselessness, or hopelessness) because
their smoking resulted in an incurable disease.*®*'**> Some
people with COPD are traumatized®' or suffer from pain-
ful stress’® after experiencing stigma. Two studies reported
that people with COPD face a threat of low self-worth and
self-esteem.’”*! Two studies reported that people with
COPD express disappointment with the public image of
COPD as a self-inflicted disease of heavy smokers.***! In
addition, people with COPD who continue smoking have

feelings of being a failure or a loser.**3%4!42

Behavioral Responses

One study’® found that people with COPD who continue
smoking are at higher risk of isolation. Two studies®*~”
reported that using a medical device (eg, oxygen) and
(eg,
phlegm) in public can give rise to self-conscious emo-
37-39,41

experiencing COPD symptoms coughing and
tions and ensuing self-isolation. Other studies
noted that others’ judgmental behaviors could lead peo-
ple with COPD to avoid contact with the outside world.

Seven studiesZ&3 1,32,35,36,41,42

reported that people with
COPD strive daily to hide their diagnosis, symptoms and
treatments, physical impairment/disabilities, or failure to
abstain from smoking. Three studies reported that people
with COPD attempt to minimize stigma experiences by

30,37

adjusting or avoiding activities or defending their

contributions  to 28,37

independence  and society.
Furthermore, people with COPD are reluctant to seek
help due to fear of being judged or blamed by others,
or being ashamed.’*?®*'*2 A guilty conscience also
makes it difficult for people with COPD to comply
with doctor’s advice to quit smoking.*!

Three studies found that people with COPD use coping
strategies to reduce the negative emotions associated with
stigma experiences. For example, some will try to main-
tain their normal routine to preserve functional capacity.*
Some will reveal their smoking habits to other** and quit
smoking.*® Another study reported that sharing with others
who are understanding and empathetic helps alleviate feel-

ings of guilt and improves self-esteem.*'

Cognitive Responses

Two studies described that some people with COPD strive
to find different causes of their disease other than their
smoking behavior.***° Four studies described that some
people with COPD tend to suppress their feelings of guilt,
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shame, and/or embarrassment, and their concerns;3 !

some even deny their diagnosis.*!

Social/Community-Level Exclusion

Three studies described that healthcare providers repri-
manded people with COPD for their smoking.!**3¢
People with COPD reported that their doctors were apa-
thetic about their care and showed little interest once they
became aware of their smoking.*?” Another study
reported that people with COPD have few opportunities
for employment because of the potential negative impact

on employers’ costs for health insurance.!

Discussion

COPD-related stigma is a complex phenomenon and rests
on the inextricable connection between COPD and smok-
ing. Major et al’s conceptual model of the effects of stigma
processes on health®* was used to organize the data. The
reviewed research provides a rich description of the multi-
ple domains of stigma including stigma processes, moder-
ating factors, and individual and social/community
responses to stigma, but it does not fully describe the
negative impact on health. According to the framework,
stigma ultimately impacts health, mostly through its nega-
tive effects on affective, cognitive and behavioral
responses, but we found no research that explored the
relationship between stigma and health or between the
individual-level responses to stigma and health.

Separate from the framework, the research describes
a wide range of stigma experiences, but some elements
were repeated more frequently than others. The strong and
common belief that COPD is a self-inflicted disease gen-
erates feelings of self-blame, shame, and guilt. In the same
vein, people with COPD are very conscious of their
appearance and embarrassed by visible symptoms such
as dyspnea, coughing, and medical equipment such as
inhalers and delivery systems. People with COPD strive
to hide their diagnosis, symptoms, treatments, physical
impairment/disabilities and/or their failure to abstain
from smoking. These issues were described repeatedly
throughout multiple studies.

Although we searched specifically for COPD-related
stigma, two-thirds (n = 8)°*3*73%37 of the included
studies described COPD-related stigma experiences that
were embedded within the broader topic of living with
COPD and did not investigate the phenomenon of stigma
in great depth. In these eight studies, stigma-related

experiences were described as part of the lived experience

of COPD. This is similar to other stigmatized chronic
conditions such as diabetes** and lung cancer.*> Having
a chronic illness can be regarded as a spoiled identity*® in
which people experience feelings of shame, isolation, and
lack of control over their lives.*’ Because the experience
of stigma is common for many people with chronic illness,
its burden should not be underestimated and/or ignored,
especially considering its potential adverse effects on
health and well-being.*®

The negative impact of COPD-related stigma on psy-
chosocial domains is clear, while its effects on self-care
behaviors, such as adherence and help-seeking, are less
clear and require further study. The potential negative
effects on treatment adherence to prescribed inhaled med-
ication and supplemental oxygen were noted but not
explored in depth. Similarly, it was noted that healthcare
providers’ stigmatizing behavior has the potential to nega-
tively affect help-seeking behavior, but, again, the
phenomenon was not fully explored. Considering that self-
management is a critical element of COPD management,
more research is needed in both areas. Earnshaw and
Quinn'® observed that those who experience stigma from
healthcare providers may anticipate greater stigma and
have potential risks associated with lower access to health-
care and decreased quality of life. However, the impact of
being stigmatized by healthcare providers is not known.
More research is needed to understand the phenomenon
and its effects on adherence to treatment and other health-
related outcomes in people with COPD.

A range of COPD-related stigma experiences was
described, but we found no evidence describing the pre-
valence or intensity of this phenomenon in people with
COPD. While it is clear that some people with COPD
experience substantial stigma, the range of levels of stigma
experienced by individuals with COPD and the extent to
which it affects them is unclear. The research included in
this review documents the importance of COPD-related
stigma, but the majority of studies are qualitative in nature
with relatively small sample sizes, and further research is
needed to establish the prevalence and intensity of COPD-
related stigma.

Limitations
One limitation of this integrative review is that all the
included studies were conducted in high-income

countries:** nine European and three North American.
While the review reflects diverse aspects of living with
COPD and indicates that the existence of COPD-related
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stigma is consistent across these countries, the findings
may not be generalizable to other countries. Second, the
review only included studies published in English and did
not include the gray literature, which may have led to the
exclusion of relevant studies.

Conclusion

Smoking is the primary socially conferred mark of COPD
and the evidence documents four stigma processes:
enacted stigma, felt stigma, internalized stigma and antici-
pated stigma. The effects of COPD-related stigma are
intensified by the highly visible features of the disease,
its self-inflicted nature, and the perceptions of people with
COPD that it is humiliating to have COPD. Individual
responses to COPD-related stigma include emotional dis-
tress, limiting social interactions, issues with treatment
adherence, and negative attitudes toward help-seeking.
Little is known about the prevalence and intensity of
stigmatization and the health effects of stigma in this
population.
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