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ABSTRACT

Objectives To compare and examine whether, when and
how patients with lung cancer in three countries, with
different survival rates, talk about cigarette smoking and
its relationship with help-seeking.

Design A qualitative cross-country comparison with
analysis of narrative interviews.

Setting Participants in Sweden, Denmark and England
were interviewed during 2015-2016. Interviews, using a
narrative approach, were conducted in participants’ home
by trained and experienced qualitative researchers.
Participants Seventy-two men and women diagnosed
with lung cancer were interviewed within 6 months of their
diagnosis.

Results The English participants, regardless of their own
smoking status, typically raised the topic of smoking early
in their interviews. Smoking was mentioned in relation to
symptom appraisal and interactions with others, including
health professionals. Participants in all three countries
interpreted their symptoms in relation to their smoking
status, but in Sweden (unlike England) there was no
suggestion that this deterred them from seeking care.
English participants, but not Swedish or Danish, recounted
reluctance to consult healthcare professionals with their
symptoms while they were still smoking, some gave up
shortly before consulting. Some English patients described
defensive strategies to challenge stigma or pre-empt
other people’s assumptions about their culpability for the
disease. A quarter of the Danish and 40% of the Swedish
participants did not raise the topic of smoking at any point
in their interview.

Conclusion The causal relationship between smoking
and lung cancer is well known in all three countries, yet
this comparative analysis suggests that the links between
a sense of responsibility, stigma and reluctance to consult
are not inevitable. These findings help illuminate why
English patients with lung cancer tend to be diagnosed at
a later stage than their Swedish counterparts.

INTRODUCTION

Health problems which are known to be asso-
ciated with certain elective ‘health behaviours’
can lead to stigma and victim blaming.! A
prominent example is lung cancer (LC).

Strengths and limitations of this study

» The study design was informed by social science
theories about stigma, shame and blame in the con-
text of lung cancer.

» Discussion of smoking was not prompted by the in-
terviewers’ questions, adding strength to our com-
parisons of whether, when and how participants
raised the topic.

» This analysis is based on an initially unanticipated
point of comparison between the three countries,
underlining the benefit of using an unstructured
narrative approach to interviewing and attending to
emergent themes during qualitative analysis.

» The results are based on patients’ accounts and we
did not observe patients’ interactions with health-
care professionals or other people.

» While relatively large for a qualitative study we only
interviewed participants in three countries, all of
which have publicly funded health systems.

Patients in England and Scotland have
reported that, on hearing the diagnosis, other
people assume that they are (or have been)
heavy smokers.”” Images of blackened lungs
and television adverts including the personal
testimonies of patients with LC voicing their
regrets for smoking add to the impression of
personal culpability.” A highly cited qualita-
tive study published in the BM] drew atten-
tion to the ‘stigma, shame and blame’ that
many people with LC experience due to
the disease’s association with smoking.” This
matters for several reasons, including because
studies have shown that patients who fear
being blamed are deterred from seeking help
when they have symptoms.” * Yet, as we will
show, there is no inevitability about the link
between perceptions of responsibility, experi-
ence of stigma and a reluctance to consult.
We draw on findings from our comparative
qualitative study of experiences of LC in
Sweden, Denmark and England.
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LC is the largest cancerrelated cause of death world-
wide.® Denmark, UK and Sweden have similar population
smoking rates (~18%, 20% and 20%, respectively).” Inter-
national Cancer Benchmarking data have demonstrated
that patients with LC in Denmark and England are diag-
nosed at a more advanced stage than those in Sweden.®
Sweden also continues to show a higher 1year survival for
LC than Denmark and England.9

Possible explanations for why people in England and
Denmark consult with later stage disease have been
considered, including differences in how people inter-
pret bodily sensations, access healthcare, describe their
problem to their doctors and how the doctors respond.
It has also been demonstrated that English and Danish
smokers with LC symptoms consult their general prac-
titioners (GP) later than non-smokers with the same
symptoms.g_11

Sociocultural aspects and characteristics of the health-
care system influence how and when people seek care.'”
Past experiences of contact with the healthcare services
contribute to expectations and subsequent decisions
to seek help."”® Awareness of LC as a smoking-related
disease is high in all three countries. Smoking in restau-
rants, bars and workplaces has been banned in Sweden
since 2005, Denmark since 2007 and England since 2007,
with the legislation reinforcing the reduced social accep-
tance of smoking.

This paper draws on in-depth interviews collected
during a cross- country qualitative comparative study of
the lead-up to a cancer diagnosis in three northern Euro-
pean countries.

The wider study sought to illuminate international vari-
ations in cancer stage at diagnosis by comparing people’s
accounts of their decisions and experiences of initially
seeking care.! The current paper explores whether,
when and how these interviewees with LC talked about
cigarette smoking during their open-ended, narrative
interviews. The topic of smoking was always raised by
the participant, not the research team, enabling us to
compare when and how they framed their talk about lung
cancer and smoking.

METHOD

Participants and recruitment

We conducted a cross-country comparative qualitative
analysis of interviews collected within 6 months of a diag-
nosis of lung cancer (LC) in Denmark (n=22), England
(n=20) and Sweden (n=30). Interviews were conducted
during 2015-2016 as part of a wider qualitative compar-
ative study which also included interviews with patients
with bowel cancer as well as LC." Purposive sampling®
through hospital clinics (in Sweden) and also primary
care support organisations via snowball sampling and
social media (in England and Denmark) sought compa-
rable variation across gender, age, urban and rural loca-
tions and pathway to diagnosis.

Data collection

In the wider comparative study participants gave
informed consent and decided the place for their inter-
view, usually their own home. The experienced qualita-
tive researchers had backgrounds in nursing (Sweden),
sociology (England) and anthropology (Denmark). A
semistructured interview guide based on social science
theories, and cancer research literaturf:,3 1521-25 \ a5 devel-
oped to enhance cross-country comparisons.26 The multi-
disciplinary fieldwork team maintained close monthly
contact by telephone conference during data collection.
The whole team also met on several occasions for data
analysis workshops which were held in all three coun-
tries. Further consideration of the challenges and solu-
tions involved in cross-country qualitative work, drawing
on examples from this project, have been reported.” All
interviews began with an open-ended question: ‘ Could you
start by telling me, in your own words and in as much detail as
you want, about what has happened since you first started to
suspect there might be a problem with your health?’ followed
by flexibly used prompts from an interview guide. We
deliberately avoided specific questions about whether
the person smoked, or had ever smoked, cigarettes, thus
smoking status was always volunteered by the patient or
marked as ‘not known’. Interviews lasted between 45 and
90min and were audio recorded for transcription and
analysis.

Analysis

A specialist computer software (NVivo V.10) was used to
code, sort and retrieve data. The interview transcripts
were read several times before coding. The cross-country
differences in talk about smoking arose as an unan-
ticipated theme at one of our first analysis workshops
when the principal investigator (a coauthor on the 2004
‘Stigma, Shame and Blame’ paper’) became aware that
the centrality of smoking in British narratives about
LC appeared to be less evident in the Swedish and Danish
interviews. As a first step to test whether this impression
was valid, we noted whether and how early in the interview
the topic of smoking was first raised by the participant.
Second, drawing on modified grounded theory and the
technique of constant comparison we used thematic
amalysis27 to consider how the participants talked about
smoking during their interviews. People are described as
‘current,” ‘ex-smokers’ or ‘recent ex-smokers’ on the basis
of their narrative accounts. The researchers neither asked
about smoking nor made assumptions about the smoking
status—hence we describe smoking status as ‘not known’
if it was not raised by the participants.

Three authors (SH, SZ and BHR) used a data-driven
coding framework developed through discussion at face-
to-face workshop meetings and via phone conferences.
We discussed and refined our interpretations of observed
similarities and differences between the countries.
For this paper, direct quotes have been translated into
English (and checked by BHR, the trilingual member of
our team).
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Patient involvement

Public and patient involvement (PPI) was conducted in
accordance with good practice in each country. Patients
with LC in England were involved in the whole process
from the preparation of funding application through the
development of the study and discussion of preliminary
results. PPI members in all three countries commented
on the participant information sheets and the interview
guide and advised on recruitment strategies.

RESULTS

The researchers’ impression that there were differences
between countries in the frequency, positioning and
content of talk about smoking was confirmed when we
compared the point in the interview at which partici-
pants raised the topic of smoking. Our thematic analysis
of the talk about smoking draws on theories of respon-
sibility,1 shame and blame® and is presented in relation
to symptom appraisal, help-seeking and communication
with others.

Whether and how early smoking was raised by the participant
All but two of the English participants raised the topic
of smoking, unprompted, in their interviews; this usually
occurred within the opening sections or first 15% of the
interview transcript. More than one-quarter of the Danish
participants and 40% of the Swedish participants did not
raise the topic of smoking at all in their interviews; those
who did were less likely than their English counterparts to
raise it in the early part of their narrative (table 1).

Table 1 Participant characteristics and cross-country
comparison of whether and how early in the interview the
topic of smoking was raised by the participant

Denmark England Sweden
Total number 22 20 30
of interviewed
participants
Women (%) 8 (36) 10 (50) 15 (50)
Age range (year)
31-50 0 2 2
51-70 15 12 21
71-90 7 6 7
Participants who raised 9 (41) 11 (55) 9 (30)
the topic of smoking
within the first 15% of
the interview (%)
Participants who 16 (73) 18 (90) 18 (60)
raised the topic of
smoking at any point in
their interview (%)
Smoking NOT raised 6 (27) 2 (10) 12 (40)

by participant during
interview (%)

How participants talked about smoking

Participants raised the topic of smoking when talking
about how they had interpreted their symptoms and
when describing interactions with others, including how
their healthcare professionals responded.

Smoking as a frame to interpret symptoms

Our first observation is that participants often raised the
topic of smoking as if answering an (unasked) question,
for example: ‘But I mean, if I hadn’t of broken me back they
wouldn’t have found (the cancer). And [er...pause]. The ques-
tion is, ‘Did you stop smoking?’ well, Yeah’ (Ex-smoker, ENG
ID18).

When describing decisions to consult, those who told
us that they had never smoked or said they were longer
term ex-smokers raised their (non)smoking status as part
of their explanation for not expecting this diagnosis.

I thought of course that it was pneumonia or some-
thing, so I never thought...as we all know, I have never
smoked, I have never worked in smoky surroundings.
I could never imagine that it could be something like
that. (Never smoker, SWE ID147)

Long-term ex-smokers often commented they had not
been expecting LC because they had stopped smoking
many years ago. ‘I mean, it never dawned on me that I was—
lung cancer, didn’t really figure. I have smoked when I was
younger. That was 34 years ago’ (Ex-smoker, ENG ID12).

People who were still smokers, or who told us they
had recently stopped, said they had interpreted and
normalised their symptoms—a long-term cough was seen
as a ‘smoker’s cough’ and a degree of breathlessness as
normal for a smoker.

I had this persistent cough which I recognised as a
smoker’s cough, like [coughs] and it was constant.
(Ex-smoker, ENG IDO05)

You know that you smoke so it's normal with breath-
lessness when one was walking and exerted oneself a
bit too much. So that was something you were expect-
ing since you were smoking. So, therefore, you did
not react in some specific way to it. (Current smoker,
SWE ID105)

And as long as I was smoking I was also coughing. But
it was...it did not get worse. And it also disappeared
when I quitted smoking, so I really did not have any
indication. (Ex-smoker, SWE ID150)

Smokers also justified a reluctance to consult on the
grounds that the sensations and symptoms they experi-
enced were not sufficiently serious, that they felt too well,
or the signs were not those they associated with LC.

I always thought lung cancer was due to smoking.
[um] And I knew people who had lung cancer and
they used to say to me, you know, [um] coughing up
a lot of blood, things like that. I went, ‘Really.” And
I didn’t have none of that. You see. So I never put it
down to cancer. (Current smoker, ENG ID09)
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I know that I'm smoking and I've been smoking for
many years, but I've always had good health and
I've never coughed like many do in the morning for
many years... or... I have never done that. So, I did
not really think it could be cancer, because I had it
great, and in principle I still have. (Current smoker,
DKID14)

Smoking as a frame when interacting with others

Accounts from some of the English smokers suggested
that healthcare professionals who appeared to ‘blame’
smoking for the symptoms had delayed taking action.

.. I'said to the GP that my Dad and my Uncle had
lung cancer and I thought they should have been a
bit quicker to check it out. ... Basically it [the symp-
toms] was worse at night time and everything. First
of all I think she [the GP] blamed it on my smok-
ing. (Current smoker, ENG ID03)

We also heard several accounts, in all three countries,
of healthcare professionals who had worked hard to avoid
any suggestion of blame or responsibility in relation to
smoking.

The doctor said—‘You have to let it go—the cancer—
you can get it whether you smoke or not, you can
get it from passive smoking. Not to say that it is just
smoke, you can get it just from the air and anything
else’—So I should let it go and not hit myself in the
head with it. (Current smoker, DEN ID17)

I said, ‘Have I caused this cancer through smoking?’
So she started laughing. She [the doctor], said ‘T’ll
explain, this type of cancer that you’ve gotit’s in wom-
en, more in women than in men.’ She said, ‘And it’s
not smoke related because people that don’t smoke
get this cancer more than people that do smoke so,
no.’” (Current smoker, ENG ID09)

In the following example, a Swedish ex-smoker who
voiced her concern that smoking might have been
responsible was contradicted, kindly, though not entirely
convincingly, by the doctor.

Now we should not mix in smoking in this,” the doc-
tor said. And they were saying that in the order that I
should not have such a guilty conscience, I can imag-
ine. But she said that there were many non-smokers
who get lung cancer,... but obviously they [doctors]
think it [smoking] might have contributed, absolute-
ly. (Recent ex-smoker, SWE ID123)

While at least some of the smokers (and ex-smokers) in
all countries alluded to feeling partly responsible for their
LC, this was far more dominantin the English participants’
accounts. English participants also described feeling the
need to pre-empt and manage people’s assumptions that
the LC must be smoking related. One man, who had
not smoked for over four decades, explained that he
had labelled his disease a ‘non-smoking lung cancer’ to
distance himself from people’s assumptions.

I can be classed as a non-smoker, 45 years no smok-
ing. So we found out that, you know, lung cancer
does have a stigma to it in society. I went down, I just
had been chatting to neighbours two doors down
about what had happened and she said, ‘Oh, that will
stop you smoking, won’tit.” So we always describe it as
‘non-smoking lung cancer.” (Ex-smoker, ENG ID02)

Another described her pre-emptive tactic of explaining
that she had stopped smoking a long time ago.

Yeah. I think there is a little element [...], that you
feel you know, you were stupid to smoke in the first
place and you shouldn’t have done. But then, look
how many people smoke so [laughs]. Yeah, so, yeah,
there is that little hint of, ‘Well it’s your own fault’
sort of thing. So I'm very quick to say I haven’t for 34
years. (Ex-smoker, ENG ID12)

Interestingly, while none of the Swedish or Danish
participants said that they had stopped smoking shortly
before consulting the GP, several of the English smokers
said they gave up smoking before they consulted. The
following participant became convinced that something
was wrong when the breathlessness did not abate after
stopping smoking:

I gave up smoking. I had the, you know, something
isn’t right. I gave up smoking and then I got a chest
infection. ...It was when I went back to the GP after
the chest infection because I still couldn’t breathe.
That underlying breathlessness was still there. It was
then that I just, something tells me that something’s
not right because I'm still feeling breathless and I
packed in smoking. (Recent ex-smoker, ENG IDO01)

DISCUSSION

Our study shows that, while there is high awareness of
LC as a smoking-related disease in all three countries,
the ‘smoking’ frame is a more immediate and domi-
nant part of the LC narrative in England. In the English
narratives, accounts of LC are infused with references to
smoking. Only in England did current smokers describe
areluctance to consult because of their smoking status or
stopping smoking before they consulted the doctor. Our
study draws attention to cross-country differences in how
cigarette smoking is framed in relation to discourses of
responsibility1 for LC. The relationship between respon-
sibility, blame and stigma reported by Chapple et af’ in
2004 appears to be mediated by the health system and
culture, even between seemingly comparable northern
European countries. Stigma, shame and blame matter,
because they affect how the individual copes with their
diagnosis, and because they affect when and how people
present their symptoms. There is no evidence to suggest
that English participants were more aware of the relation
between smoking and LC than their Scandinavian coun-
terparts, but only in the English accounts was this aware-
ness offered as a reason for not consulting with symptoms.
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Earlier studies from England have shown that smoking
contributes to delayed care seeking® * ' '* *® and that
smokers seek care late due to feelings of shame and
personal responsibility."” '** Recent studies from England
and Denmark also show that smokers are less likely than
non-smokers to seek care for symptoms such as cough or
hoarseness.” *' Our comparative study suggests that the
primacy given to smoking in the accounts mirrors cultural
differences and norms about the connection between
perceived blame and help-seeking. The narratives suggest
that in Sweden the smoking status of the individual is less
relevant to the decision to seek care; indeed the ‘Goldi-
locks Zone’, within which patients feel it is appropriate to
access to healthcare services,” may be broader in Sweden
than in England.

Healthcare professionals who avoid victim blaming and
treat the patient with kindness may influence people’s atti-
tudes to seeking care.'”** As Corner and Brindle argue,™
social processes are the means of culture and social organ-
isation, shaping how people interpret and present symp-
toms to healthcare professionals, and affecting timely
cancer diagnosis.

We also found more accounts of managing social inter-
actions defensively, among participants from England,
some of whom described acting defensively when others
made assumptions about the cause of their LC. This was
seldom mentioned by the Danish and Swedish partici-
pants. There are comparable findings from a Swedish
study of patients diagnosed with another smoking-related
disease, the chronic obstructive pulmonary disease.™

Strengths and weakness of the study

This qualitative study with a cross-country comparison
contributes to knowledge about the cultural context of
health, care seeking and smoking among people recently
diagnosed with LC. A strength of this study is that the
study design was informed by social science theories
about stigma, shame and blame in the context of LC.
The interviews produced rich data from three northern
European countries with different LC survival rates; the
team approach enabled careful comparative analysis.
Discussion of smoking was not prompted by the inter-
viewers’ questions, adding strength to our comparisons
of whether, when and how participants raised the topic.
This analysis is based on an initially unanticipated point
of comparison between the three countries, which would
not have been evident had a more structured approach
to the interviews been used, or had smoking status been
among the standard questions. This underlines the
benefit of using an unstructured narrative approach to
interviewing and attending to emergent themes during
qualitative analysis.

Our study has limitations. While relatively large for
a qualitative study we only interviewed participants in
three countries, all of which have publicly funded health
systems. The data were gathered as part of a larger study,
the main results of which have been published in this
journal." The results are based on patients’ accounts and

we did not observe patients’ interactions with healthcare
professionals or other people. However, as Greenhalgh™
argues, people’s stories about illness are a critical window
to meaning systems and values and are nested with the
narratives of society and culture.

CONCLUSION

By demonstrating differences between patients’ narra-
tives of LC in England, Sweden and Denmark the study
challenges the notion that there is any inevitability about
the link between responsibility, stigma and reluctance to
seek care. There is nothing inevitable about whether and
how this influences the patients’ decision to consult, or
how an individual’s history of smoking cigarettes might
affect the conduct of the consultation itself. Rather, the
link between perceived responsibility and help-seeking
seems to reflect particular relations between the public
and publicly funded healthcare. The causal relationship
between smoking and LC is undeniable, yet the conse-
quences of this awareness for patients seeking care are
not uniform.

The study sheds light on findings from international
comparisons of cancer survival by offering a new, poten-
tially modifiable, explanation for why patients with LC in
England may be diagnosed at a later stage.
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