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ABSTRACT

Assessment of self-conscious emotions is important to develop tailored interventions for people with chronic
obstructive pulmonary disease (COPD). Previous instruments have largely been developed for mental health
populations. The Self-Conscious Emotions in COPD Questionnaire was the first instrument to assess self-
conscious emotions in people with COPD, but it was only available in English.

The aim was to translate the Self-Conscious Emotions in COPD Questionnaire into Swedish and to evaluate its
psychometric properties and internal structure in a Swedish context.

The translation process included forward and backward translation, a multidisciplinary meeting, assessment of
content validity, and cognitive interviews. The translated instrument was tested in a sample of 173 people with
COPD between September 2021 and September 2022. Parallel analysis (PA), exploratory factor analysis (EFA),
and test-retest reliability was performed.

The content validity index (CVI) for the instrument was 0.88. Based on the PA, an EFA with a two-factor
solution was conducted, with a high Cronbach’s alpha (0.786-0.821), and one item about self-blame was
excluded. The two factors were labelled: The burden of living with a disability and The desire to hide vulnerability.
Test-retest reliability showed no difference between scale scores on factor or item level, except for one item.

The Swedish Self-Conscious Emotions in COPD showed good validity and reliability. One item was excluded
from the two subscales, indicating that the instrument needs to be further developed to cover the concept of self-
blame. The instrument is expected to be a valuable tool for assessing self-conscious emotions in people with
COPD.

1. Introduction

individual behaviours or lifestyles, such as smoking, are frequently
perceived as self-inflicted and, thereby, stigmatized [2]. Stigma has been

Chronic obstructive pulmonary disease (COPD) is one of the most
common non-communicable diseases and among the top three causes of
death worldwide. COPD is a heterogeneous condition characterized by
respiratory symptoms such as dyspnea, coughing, and sputum produc-
tion. The most common and well-known cause for COPD is long-term
tobacco smoking [1]. Diseases believed to be caused by unhealthy

identified as a core component of the lived experience of people with
COPD, negatively affecting health behaviours [3]. Stigma can generate
negative self-conscious emotions, such as shame, guilt, embarrassment,
and self-blame, since there is a relationship between responsibility,
shame, and blame [4,5]. Self-conscious emotions in people with COPD
have also been shown to be associated with elevated symptoms of
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anxiety and depression, reduced mastery and heightened emotional
response [6].

Self-conscious emotions are experienced in social interactions when
people evaluate and judge themselves through the eyes of others, based
on cultural norms. In turn, emotions such as shame and guilt trigger
strategies to avoid losing social status in the eyes of others or to deal with
losing face in public [7]. Self-conscious emotions differ from basic
emotions, such as fear, disgust, and joy, in that the former require
self-awareness and self-representation and do not have discrete, uni-
versally recognized facial expressions. Laboratory measures, such as
using photographs or film clips, of self-conscious emotions are less
effective than measures of basic emotions [7]. Thus, self-reported
measures are important for assessing self-conscious emotions.

Using self-reported measures to assess self-conscious emotions is,
however, not without problems. The emotions are not always experi-
enced on a conscious level, which makes them difficult to assess [8]. In
addition, assessing self-conscious emotions can bring up negative and
painful emotions. For example, shame can be a painful emotion since it
concerns the self and is linked to feelings of being devalued or even
worthless in the eyes of others. Meanwhile, guilt is an emotion focusing
on actions and behaviours, i.e., that one has done something wrong,
which is less devastating [7]. Self-conscious emotions are complex and
some concepts underpinning these can be difficult to process and
understand.

Assessment of self-conscious emotions in people with COPD is
important to develop tailored interventions that facilitate self-
management, healthy behaviour, and adherence to treatment. Previ-
ous scales for assessing self-conscious emotions have largely been
developed to study people with mental illness, with items being gener-
ally formulated. Considering the stigmatization of COPD due to previous
long-term smoking, and the visible signs of the disease (breathlessness
and cough) affecting people’s self-management behaviour, it is impor-
tant to develop disease-specific questions to assess self-conscious emo-
tions. The Self-Conscious Emotions in COPD Questionnaire was
developed based on semi-structured interviews aiming to understand
self-conscious emotions in people with COPD recruited from respiratory
clinics at West Park Health Care Center, Toronto, Canada [6]. The aim
was to assess the extent of self-conscious emotions in people with COPD,
which only had been explored in qualitative research and subsequently
in very small samples previously. Using disease-specific questions was
intended to make them more relevant to the affected population. During
the analysis of the interviews, five themes were identified: grief and loss,
spectrum of blame, concern about the view of others, concealment, and
worry about the future. Ten items were formulated to cover all five
themes: grief and loss (item 7), spectrum of blame (item 1), concern
about the view of others (item 2), concealment (items 3, 4, 8-10, and
worry about the future (items 5 and 6) [6].

The Self-conscious Emotions in COPD Questionnaire [6] is the first
instrument to assess self-conscious emotions in people with COPD. It is,
however, only available in English. Emotions are a phenomenon, which
expressions are created in relation to specific cultures and can therefore
vary according to different social settings [9]. Studying self-conscious
emotions in different cultural contexts has been recommended to be
able to study cultural variation [10]. Therefore, it is important to
translate and evaluate the instrument in a Swedish version, to assess the
extent of self-conscious emotions in Sweden.

1.1. Aim
This study aimed to translate the Self-Conscious Emotions in COPD

Questionnaire from English into Swedish and to evaluate its psycho-
metric properties and internal structure in a Swedish context.
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2. Material and methods
2.1. Questionnaire

The Self-Conscious Emotions in COPD Questionnaire consists of ten
items which enquire about self-conscious emotions related to a COPD
diagnosis. Each item consists of contrary statements (negative vs posi-
tive) and is answered on a five-point scale, where 1 indicates a strong
agreement with the statement indicating a negative statement. In
contrast, 5 indicates a strong agreement with the statement indicating a
positive statement. Finally, 3 states no strong feelings towards either
statement or a neutral opinion.

Seventy individuals with COPD were recruited from consultant-led
outpatient respiratory clinics at West Park Health Care Center, Tor-
onto, Canada. Convergent validity was evaluated, and significant low to
moderate correlations (p < 0.01) were shown with other questionnaires
investigating self-conscious emotions [6].

2.2. Translation and cultural adaptation procedure

The translation process followed the guidelines by Sousa et al. [11]
as presented in Fig. 1.

First, three bilingual translators with Swedish as the mother language
translated from English to Swedish independently. One of the translators
had lived and worked in the healthcare sector in an English-speaking
country, while the other two had extensive experience working in other
sectors in English-speaking contexts. The first author (SL) compared and
compiled the three Swedish versions to Swedish version 1. Discrepancies
were discussed with authors ABC and SH. Secondly, two independent
translators with English as the mother language translated the Swedish
version 1 back to English, unaware of the original version. Both trans-
lators speak Swedish fluently, live and work in Sweden, and one is
knowledgeable in healthcare terminology. Thirdly, the two back-
translations were compared with the original version and discussed at a
meeting of selected professionals from multiple disciplines, i.e., a multi-
disciplinary meeting [11]. The meeting included the first author (SL), the
developer of the original questionnaire (SLH), a healthcare professional
with extensive experience in COPD care, one of the forward translators,
and one of the backwards translators. During the multidisciplinary
meeting, some words in the Swedish version were revised (Swedish
version 2). The main issue that arose and was discussed included trans-
lating “self-conscious emotions” into Swedish since there is no satisfactory
translation for the concept. In the Swedish version, the title was “Kanslor
om sjalvuppfattning”, which could be translated as “Emotions about
self-perception”. Agreement was reached by consensus.

An expert panel was then consulted to evaluate the content validity
of each item in the questionnaire, as recommended [11]. The panel
consisted of three professors and two post-doctoral researchers with
backgrounds in physiotherapy, medicine, psychology, and sociology.
Three had extensive experience working with people with COPD in
clinical settings, and for all, Swedish was their mother language. They
were asked to rate the relevance of each item related to the concept of
self-conscious emotions using the following scale: 1 = not relevant, 2 =
less relevant/unable to assess the relevance, 3 = quite relevant, or 4 =
very relevant and succinct, as well as give suggestions on potential
changes. They were also asked to evaluate if the introductory text and
instructions were clear enough or needed any changes. As a result, a few
minor changes were made, and a short definition of self-conscious
emotions was included in the questionnaire’s introduction.

After these revisions, cognitive interviews [12] were conducted with
five persons with COPD, for whom Swedish was their mother language.
Purposive sampling was used to recruit participants from a previous
research project. The participants were women and men of different
ages, disease severity and places of residence (different parts of the
country and rural and urban areas). During the cognitive interviews, the
persons with COPD were asked about their experience completing the
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Fig. 1. The steps of the translation process.

questionnaire, how they interpreted and reasoned when they answered
the items, how important and relevant each item was perceived, and
how easily each item was understood. The cognitive interviews revealed
that the instrument was considered easy to understand, with relevant
questions. However, minor revisions were needed in the introductory
text to minimize the feeling that they were being blamed for their dis-
ease and to simplify the description of how to answer the items, i.e..

e Include the aim of the instrument as the first sentence “This ques-
tionnaire aims to explore your emotions about self-perception in
relation to your lung disease”.

e Include the sentence “The statements below describe different ways
of thinking or feeling about oneself, both negative and positive
feelings.”

e Clarify that both answers 1 and 2 mean that you agree with the
statement to the left, and that answers 4 and 5 mean that you agree
with the statement to the right.

The changes were validated with two of the five persons who
completed a cognitive interview, and the questionnaire was finalised.

2.3. Participants

The final version of the Swedish Self-Conscious Emotions in COPD
Questionnaire was tested in a sample of people with a verified COPD
diagnosis according to the Global Initiative for Chronic Obstructive Lung
Disease (GOLD) [1]. Participants were recruited by healthcare pro-
fessionals in primary care and speciality care in eight Swedish health-
care regions and through advertisements on COPD-related webpages,
groups on social media, newsletters via email, and lectures directed to
people with pulmonary conditions. Data were also collected about
background variables, such as demographics and disease-related infor-
mation. In addition, a smaller sample (n = 31) was asked to complete the
questionnaire once again after 2-3 weeks for a test-retest analysis. The
recruitment period ranged from September 2021 to September 2022.

In total, 320 participants were recruited, where 185 completed and
submitted the questionnaire, giving a response rate of 58%. Twelve
participants were excluded due to no verified COPD diagnosis according
to GOLD [1] (n = 11) or no signed consent form submitted (n = 1).
Hence, 173 participants were included, where 25 (14%) answered the
questionnaire a second time and were included in the test-retest anal-
ysis. The demographic data of the included participants are presented in
Table 1.

2.4. Statistical analysis

In cases where a participant had given two answers for an item on the
Self-Conscious Emotions in COPD Questionnaire, it was considered a
missing answer and excluded from the analysis. This was only made for
three items distributed among two participants (0.2% of all items).

An item (I-CVI) and scale (S-CVI) content validity index [13] was
calculated based on the assessment of the expert group. The S-CVI was
calculated as the mean agreement between experts for the whole scale.

After testing the questionnaire in the sample of people with COPD,
each item’s distributional properties (distribution in percent) were
assessed. To determine the number of common factors in the

.| Content | Cognitive
N P validity N 7 interviews ~
< Expert panel = 5 personswith <
Version 2 n=3) Version 3 CoRR Fm@l
version
Table 1
Demographic data of the included participants.
Characteristics Total Test-retest, n = 25
Sex (n =173)
Women, n (%) 118 (68) 17 (68)
Men, n (%) 55 (32) 8 (32)
Age (n = 172), mean (SD) 74.0 (7.99) 74.1 (8.43)
Disease severity (n = 171)
Mild COPD, GOLD 1, n (%) 10 (6) 14
Moderate COPD, GOLD 2, n (%) 73 (43) 8 (32)
Severe COPD, GOLD 3, n (%) 64 (37) 12 (48)
Very severe, GOLD 4, n (%) 24 (14) 4 (16)
Oxygen use (n = 173), n (%) 6 (4) 14
CAT (n = 171), points, mean (SD)" 16.6 (7.69) 19.4 (6.35)
mMRC (n = 173)"
0, n (%) 5013) 0 (0)
1, n (%) 58 (34) 9 (36)
2, n (%) 36 (21) 7 (28)
3, n (%) 35 (20) 5(20)
4, n (%) 39 (23) 4 (16)
Smoking status (n = 172)
Smoker, n (%) 18 (10) 2(8)
Ex-smoker, n (%) 150 (87) 23 (92)
Never-smoker, n (%) 4 (2) 0 (0)
Length of diagnosis (n = 156), year, mean (SD) 11.3(7.71) 11.7 (7.82)
Living alone (n = 169), n (%) 73 (42) 9 (36)
Level of education (n = 173)
Primary school, n (%) 71 (41) 9 (36)
Upper secondary school, n (%) 65 (38) 7 (28)
Tertiary education, n (%) 37 (21) 9 (36)

Abbreviations: CAT, COPD assessment test; COPD, Chronic obstructive pulmo-
nary disease; GOLD, Global initiative for chronic obstructive lung disease;
mMRC, modified Medical research council; SD, Standard deviation.

# A higher number indicates increased symptoms/dyspnea.

questionnaire, a parallel analysis (PA) was performed. The underlying
structure of the questionnaire was explored using exploratory factor
analysis (EFA), where the ten items were forced into a two-factor solu-
tion. Since data were not assumed to be normally distributed and cor-
relations between factors were expected, principal axis factoring was
used as the extraction method with direct oblimin rotation [14]. All
items with a factor loading above 0.4 were included in the analysis.
Cronbach’s alpha estimated internal consistency. Test-retest reliability,
i.e., the stability of item and factor response over time, was evaluated
using Wilcoxon rank since the data were not normally distributed. Sta-
tistical software used was Jamovi 2.2.5 and IBM SPSS Statistics 28.

3. Results
3.1. Content validity
The I-CVI varied between 0.6 and 1.0 for the ten items in the Swedish

version of the Self-Conscious Emotions in COPD Questionnaire, and the
S-CVI was 0.88 (Table 2).

3.2. Distributional properties

The analysis of response distribution showed a floor or ceiling effect,
i.e., >15 % of the responses in the highest or lowest points in the scale, in
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Table 2
Content validity, median and distribution in percent for each item and response alternatives of Swedish Self-Conscious Emotions in COPD questionnaire (n = 173).
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Item

Median 1

2

3

4

5

Missing”

I-
CVI

I believe that my own behaviour caused my lung condition/I believe that my behaviour in no way
contributed to my lung condition

Jag tror att mitt eget beteende har orsakat min lungsjukdom/Jag tror inte att mitt beteende pd ndgot satt
har bidragit till min lungsjukdom

I am often embarrassed by my coughing/I am never embarrassed by my coughing

Jag ar ofta generad 6ver min hosta/Jag dr aldrig generad 6ver min hosta

I always try to hide my lung disease/I never try to hide my lung disease

Jag forsoker alltid dolja min lungsjukdom/Jag forsoker aldrig dolja min lungsjukdom

Iam embarrassed to tell people about my lung disease/I am never embarrassed to tell people about
my lung disease

Jag ar generad over att berdtta for andra om min lungsjukdom/Jag ar aldrig generad over att berdtta for
andra om min lungsjukdom

I worry all the time about the future with my lung disease and what will happen/I never worry about
the future with my lung disease and what will happen

Jag oroar mig hela tiden for hur det kommer att bli att leva med min lungsjukdom i framtiden/Jag oroar
mig aldrig for hur det kommer att bli att leva med min lungsjukdom i framtiden

I worry all the time about what will happen with my breathing if I perform a certain activity or
action/I never worry about what will happen with my breathing if I perform a certain activity or
action

Jag oroar mig hela tiden for att fd andnod nar jag utfor vissa aktiviteter/Jag oroar mig aldrig for att fd
andnod nar jag utfor vissa aktiviteter

I always think about what I can no longer do because of my lung disease/I never think about what I
can no longer do because of my lung disease

Jag tanker alltid pd vad jag inte langre kan gora pd grund av min lungsjukdom/Jag tanker aldrig pd vad jag
inte langre kan gora pd grund av min lungsjukdom

I feel I am a burden on my family/friends/I never feel I am a burden on my family/friends

Jag kanner att jag dr en borda for min familj/vanner/Jag kanner aldrig att jag ar en borda for min familj/

24.3

13.3

8.7

7.5

26.0

23.1

26.6

13.3

17.3

27.7

22.0

16.8

249

249

26.6

23.1

5.2

15.6

19.7

23.7

26.0

20.2

22.0

12.1

32.4

39.3

11.6

15.6

14.5

31.8

1.2

0.0

0.6

0.0

0.6

0.0

0.0

1.7

1.0

0.6

1.0

1.0

0.8

0.8

0.8

1.0

vanner

9 I feel my family/friends have no understanding of my lung condition/I feel my family/friends 4 3.5 6.4

completely understand my lung condition

18.5

Jag kanner att min familj/vanner inte har ndgon forstdelse for min lungsjukdom/Jag kanner att min

familj/vanner har full forstdelse for min lungsjukdom

10 Ido not feel I deserve any treatment and/or care for my lung condition/I feel I deserve the best 5 2.9 2.3

treatment and/or care for my lung condition

11.6 231 59.5 0.6 1.0

Jag kanner att jag inte fortjanar ndgon behandling och/eller vdrd for min lungsjukdom/Jag kanner att jag

fortjanar den basta behandlingen och/eller vdrden for min lungsjukdom

S-CVI 0.88

English version in plain text, Swedish in italics.
@ Percentage of internal missing items.

all items except items 5 and 7. Item 1 showed a floor effect, while items
2, 3, 4, 6, 8 and 10 showed a ceiling effect. Four items had no missing
answers and were completed by all participants, while the number of
missing answers was low (0.6-1.7 %) for the rest of the items (Table 2).

3.3. Exploratory factor analysis

A PA based on minimum rank factor analysis was conducted to
determine the minimum number of factors in the Swedish Self-
Conscious Emotions in COPD questionnaire. According to the analysis,
the recommended number of factors was two (Fig. 2).

Based on the PA, an EFA with a three-factor solution was conducted.
With the three-factor solution, one factor included only two items.
Therefore, an EFA with a two-factor solution was conducted. Item 1 was
not included in any of the factors. The factors were labelled through a
discussion among the researcher group. The factor The burden of living
with a disability included items 5, 6, 7 and 8, with factor loadings of
0.575-0.880. The factor The desire to hide vulnerability included items 2,
3, 4,9 and 10, with factor loadings of 0.431-0.868. Internal consistency
for the two factors, estimated by Cronbach’s alpha, was high (0.821 and
0.786 respectively), and the instrument could explain 45 % of the total
variance (Table 3).

3.4. Test-retest reliability

A test-retest analysis showed no difference between scale scores on
item level or factor level at baseline and 2-3 weeks later, except for item

34 - Data
<+ Simulations

Eigenvalue

Factor

Fig. 2. Scree plot of parallel analysis of the Swedish Self-Conscious Emotions in
COPD questionnaire.

5 (Table 4). The absolute agreement between first and second occasion
(e%) for the items was between 28 and 60%.

4. Discussion

This study aimed to translate the Self-Conscious Emotions in COPD
Questionnaire into Swedish and to evaluate its psychometric properties
and internal structure in a Swedish context. Five experts judged the
content validity of the instrument. S-CVI was close to 0.9 that is
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Table 3
Items, factor loadings, total variance explained, and Cronbach’s alpha for the two-factor structure of the Swedish version of the Self-Conscious Emotions in COPD
questionnaire.
The burden of living with ~ The desire to hide
a disability vulnerability
Item 6 I worry all the time about what will happen with my breathing if I perform a certain activity or action/I never 0.880
worry about what will happen with my breathing if I perform a certain activity or action
Item 7  Ialways think about what I can no longer do because of my lung disease/I never think about what I can no longer ~ 0.749
do because of my lung disease
Item 5  Iworry all the time about the future with my lung disease and what will happen/I never worry about the future  0.647
with my lung disease and what will happen
Item 8 I feel I am a burden on my family/friends/I never feel I am a burden on my family/friends 0.575
Item 3 I always try to hide my lung disease/I never try to hide my lung disease 0.868
Item 4 I am embarrassed to tell people about my lung disease/I am never embarrassed to tell people about my lung 0.794
disease
Item 2  Iam often embarrassed by my coughing/I am never embarrassed by my coughing 0.542
Item I do not feel I deserve any treatment and/or care for my lung condition/I feel I deserve the best treatment and/or 0.485
10 care for my lung condition
Item 9 I feel my family/friends have no understanding of my lung condition/I feel my family/friends completely 0.431
understand my lung condition
Item 1 I believe that my own behaviour caused my lung condition/I believe that my behaviour in no way contributed to
my lung condition
Total variance explained (%) 22.6 22.3
Cronbach’s 0.821 0.786
Table 4
Test-retest reliability for the items and factors in the Swedish Self-conscious Emotions in COPD Questionnaire.
Test, mean Retest, mean p- e%
(SD) (SD) value
Item 1 I believe that my own behaviour caused my lung condition/I believe that my behaviour in no way contributed tomy  2.29 (1.46) 2.17 (1.37) 0.830 48%
lung condition
Item 2 I am often embarrassed by my coughing/I am never embarrassed by my coughing 3.12(1.33) 3.24 (1.17) 0.521 52%
Item 3 I always try to hide my lung disease/I never try to hide my lung disease 3.52 (1.28) 3.48 (1.08) 0.958 28%
Item 4 I am embarrassed to tell people about my lung disease/I am never embarrassed to tell people about my lung disease ~ 3.44 (1.42) 3.36 (1.25) 0.778 52%
Item 5 I worry all the time about the future with my lung disease and what will happen/I never worry about the future with ~ 2.75 (1.19) 2.29 (1.08) 0.013 40%
my lung disease and what will happen
Item 6 I worry all the time about what will happen with my breathing if I perform a certain activity or action/I never worry ~ 2.92 (0.95) 2.72 (1.02) 0.325 48%
about what will happen with my breathing if I perform a certain activity or action
Item 7 I always think about what I can no longer do because of my lung disease/I never think about what I can no longerdo  2.60 (0.91) 2.92 (0.95) 0.131 44%
because of my lung disease
Item 8 I feel I am a burden on my family/friends/I never feel I am a burden on my family/friends 3.75(1.33) 4.00 (0.89) 0.239 36%
Item 9 I feel my family/friends have no understanding of my lung condition/I feel my family/friends completely understand ~ 3.88 (0.78) 4.04 (0.84) 0.331 60%
my lung condition
Item 10  Ido not feel I deserve any treatment and/or care for my lung condition/I feel I deserve the best treatment and/or care ~ 4.20 (0.82) 4.48 (0.77) 0.168 56%
for my lung condition
Factor The burden of living with a disability 12.0 (3.45) 11.8 (3.13) 0.628 N/A
1
Factor The wish to hide vulnerability 18.2 (3.59) 18.6 (4.03) 0.570 N/A
2

Abbreviations: e% = exact agreement, SD = standard deviation.

considered as an excellent content validity [13], while I-CVI was at a level
considered as a good content validity [15], which all the items except
item 2 reached. The low value was because the psychologist and the so-
ciologist scored two on the item (about being embarrassed about
coughing), however they were not specifically competent in COPD and its
consequences. The items in the study had few missing answers (0.2%), but
a ceiling effect was observed in six items. This was, however, considered
positive since it shows that most people did not experience negative
self-conscious emotions. The PA suggested a two-factor solution, and the
two-factor model (The burden of living with a disability and The desire to hide
vulnerability) showed high internal consistency. Item 1 was not included
in the two-factor model. Finally, the test-retest reliability showed stability
over time for both factors and all items except for item 5.

The Self-Conscious Emotions in COPD Questionnaire was translated
from English to Swedish. Overall, the translation was unproblematic,
but the term “self-conscious emotions” was difficult to translate. No
satisfying translation to Swedish was found, since the direct translation
was considered difficult to understand for laypeople. In previous lexical

studies, a vast difference in the number of terms available to describe
self-conscious emotions has been found between languages. For
example, the English language seems to have few names for many self-
conscious emotions and cluster emotions such as guilt, shame, and
embarrassment closely together. In contrast, other languages have a
more apparent distinction between such emotions [10]. Chinese can be
mentioned as an example, where 113 terms have been found for the
concept “shame”, which can be divided into subgroups with different
meanings [16]. We have, however, found no study about words used to
describe self-conscious emotions in Swedish.

One item, item 1, was excluded from the EFA. In the analysis, we
tried to force the EFA into a different number of factors, but item 1 was
never included in any factor. In the development of the instrument, the
aim of item 1 was to understand the extent to which people harbour
feelings of self-blame for their condition [6]. Besharat et al. [5] define
self-blame as “the holding of oneself responsible for such an event or rela-
tionship and its negatively perceived consequences”. It is possible that the
phenomena self-blame is too complex to capture with only one item.
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Interestingly, the item did not discriminate people with COPD and
healthy individuals [6]. According to Besharat et al. [5] self-blame can
be defined by three criteria; causality, responsibility, and negative
feelings, and that a fourth criteria — negative tone of voice — determines
the depth and severity of blame. In the example of COPD, the individual
can have a sense of responsibility for their previous long-term smoking
that later caused the disease (causality) and experience dissatisfaction
(negative feelings) for their previous behaviour. Item 1, i.e. “I believe that
my own behaviour caused my lung condition” only includes the criteria
of causality. To be able to triangulate the issue of self-blame, the in-
strument probably needs 2-3 questions to also include the criteria of
responsibility and negative feelings. Still, it might be difficult to capture
emotions of self-blame depending on how the individuals have respon-
ded to such feelings. Self-blame itself does not have to be negative, it
might make you take more responsibility now. In a previous interview
study [8] with people with COPD in Sweden, few participants expressed
feelings of guilt regarding previous smoking behaviour. Several different
attitudes emerged; those who did not blame themselves since they were
unaware of the risks of smoking or blamed other factors, those who had
processed their guilt, accepted the past and instead were looking for-
ward, and those who knew about the risks of smoking but didn’t care
since smoking was experienced as enjoyable [8]. In addition, the rela-
tionship between perceived responsibility, self-blame and stigma seems
to be mediated by the culture and healthcare system [17]. The criteria of
responsibility might be difficult to capture, since one strategy to cope
with stigma-related emotions seems to be to attribute a broad range of
complex factors to a diagnosis of COPD (e.g. occupation), rather than
assigning smoking behaviour as the only cause [8,18]. Finally, it might
have been a mistake to put the item about self-blame as number one in
the instrument. Both in the cognitive interviews and during the devel-
opment of the instrument [6], some participants reacted with anger or
irritation about starting the instrument with this item. They experienced
that the item itself were blameful. This could be solved by moving it
further down in the instrument since it is important to build a trusting
relationship with the person before asking such emotive question.
Overall, future studies are needed to investigate how to capture emo-
tions of self-blame among people with COPD.

Item 5, i.e., the item about worries about the future and what will
happen, showed a significant difference between responses taken at the
two time-points in the test-retest reliability analysis. In the English
version, item 5 is two statements in one, but in the Swedish version it is
only one statement. Worries about long-term health is common among
people with COPD, along with fear of premature death because of COPD
[19]. We can’t explain the reason for the significant difference between
measure points, if it is related to the translation or the cultural context,
or if something has happened to the individuals between the two mea-
sures. Most people with changes in their answers (60%) report more
worries the second time, but mostly small changes. The data collection
for the present study was conducted between September 2021 and
September 2022, a period where most people above 65 years in Sweden
had been vaccinated for COVID-19. During this period, there were still
restrictions related to the pandemic, and the first omicron variant of the
virus came to Sweden, which lead to increased spread of the infection
and a high burden on the healthcare system. People with COPD have
reported significant difficulties with self-management due to worry or
fear because of the COVID-19 pandemic [20]. Thus, this was a turbulent
time for people with COPD and 2-3 weeks may have been too long time
for the test-retest analysis. Worries about the future may have differed
from day to day and even small events could trigger worries, e.g.,
meeting grandchildren and start thinking about if you will be able to see
them grow up. Perhaps, the item makes the participants start thinking
about the future, which was indicated in the cognitive interviews.
People with COPD have expressed the value of observing and talking to
peers, since that help them to get perspective on their situation and have
a more optimistic view on the future [21]. Despite the significant dif-
ference in the test-retest reliability analysis for item 5, the factor The
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burden of living with a disability, where item 5 is included showed stability
between measure points which motivates keeping the item in the in-
strument. In addition, if item 5 were excluded, the internal consistency
(Chronbach’s a) for the factor decreased (from 0.821 to 0.791).

Use of this instrument in clinical setting is of great importance since
it can help healthcare professionals to identify and acknowledge self-
conscious emotions in patients with COPD. For patients with high
scores in the items, no further actions might be required, while for those
with low scores it can be an indicator to healthcare professionals that
they need to be mindful in their actions. Consequently, the instrument
can be used to facilitate conversations about self-conscious emotions
between healthcare professionals and patients and thereby improve
uptake and adherence to healthcare interventions and self-management.
Whether and how severity of the COPD or other individual character-
istics influence the responses in the instrument is also interesting and
will further be investigated in upcoming studies.

4.1. Methodological considerations

A strength with this study is that it was conducted according to
guidelines for translation and psychometric testing of instruments [11].
Following these the translation procedure included forward translation,
blinded backward translation, a multidisciplinary meeting, and cogni-
tive interviews. The use of backward translation has, however, been
criticised in previous literature because it can be an unsecure approach
to finding problems with the translation [22,23]. The results can vary
depending on the researcher awareness when comparing the back
translation with the original version [22]. Efforts are suggested to be
directed to ensure quality in the translation, e.g., by using a team
approach [22,23]. The strength of this study is that, after the backward
translation, a multidisciplinary team thoroughly discussed the different
versions of translation and compared them to both the original version
and the Swedish version. It’s a strength that the multidisciplinary team
included both the developer, translators, and people with extensive
experience of COPD in a Swedish context, as well as both people with
Swedish and with English as the mother language.

For this study, participants were recruited from several healthcare
regions in Sweden, both in primary care and specialty care. About two
thirds of the sample were women, which is corresponding to our pre-
vious study, where men with COPD were more prone to decline
participation [24]. In other aspects, the participants represent a di-
versity of disease severity, educational levels, and ages, which increases
the generalisability of the study results.

The floor and ceiling effects for several items indicate that the in-
strument’s responsiveness to interventions, at a group level, is uncertain
in its current form. However, this will not influence its usefulness in
clinical practice.

5. Conclusions

This study shows good validity and reliability for the Swedish Self-
Conscious Emotions in COPD Questionnaire. Two subscales were
found; The burden of living with a disability and The desire to hide vulner-
ability. One item related to self-blame was excluded from the subscales,
and the instrument needs to be developed further to include the concept
of self-blame. An item about worries about the future was sensitive to
changes during a period of 2-3 weeks, which could not be explained.
However, the data collection was conducted during a turbulent period,
and the factor which the item was included in was stable over time. The
Swedish Self-Conscious Emotions in COPD requires further development
but as it stands it is still expected to be a valuable tool for assessing self-
conscious emotions in people with COPD.
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