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Abstract

Background: More than a symptom, dyspnoea is an existential experience shaping the lives of those afflicted, particularly when its
persistence despite maximal pathophysiological treatments makes it pervasive. It is, however, insufficiently appreciated by concerned
people themselves, family members, healthcare professionals and the public (dyspnoea invisibility), limiting access to appropriate
care and support.

Aim: To provide a better understanding of dyspnoea experiences and its invisibility.

Design: Interpretative phenomenological analysis of data collected prospectively through in-depth semi-structured interviews.
Setting/Participants: Pulmonary rehabilitation facility of a tertiary care university hospital; 11 people (six men, five women) with
severe chronic obstructive pulmonary disease (stages 3 and 4 of the 4-stage international GOLD classification) admitted forimmediate
post-exacerbation rehabilitation.

Results: We identified several types of dyspnoea invisibility depending on temporality and interlocutors: (1) invisibility as a symptom
to oneself; (2) invisibility as a symptom to others; (3) invisibility as an experience that cannot be shared; (4) invisibility as an experience
detached from objective measurements; (5) invisibility as an experience that does not generate empathic concern. The notion of
invisibility was present in all the identified experiential dimensions of dyspnoea. It was seen as worsening the burden of the disease
and as self-aggravating through self-isolation and self-censorship.

Conclusions: The study confirmed that dyspnoea invisibility is a reality for people with advanced chronic obstructive pulmonary
disease. It shows dyspnoea invisibility to be a multifaceted burden. Future research should aim at identifying individual and collective
measures to overcome dyspnoea invisibility.
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What is already known about the topic?

What this paper adds

interlocutors.

not providing enough information.

Implications for practice, theory or policy

e Persistent dyspnoea plagues the lives of people with chronic respiratory diseases.
e The nature and impact of persistent dyspnoea are poorly understood and appreciated by others.
e Dyspnoea invisibility increases the burden of the disease and limits the amount of care received.

e There is not one but several dyspnoea invisibilities, depending on temporality, disease severity and the nature of the

e The fact that dyspnoeic experience cannot be shared is a major driver of dyspnoea invisibility.
e Participants were particularly frustrated with doctors, who were perceived as not addressing dyspnoea thoroughly and

e Lifting dyspnoea invisibility is an important clinical challenge.
e By identifying several sources of dyspnoea invisibility, the study provides research avenues for corrective measures.
e These could include specific public health campaigns and targetted training to improve physician-patient communication.

“You must have it to understand how horrible it is’
"They should have doctors experience [. . .] dyspnea,

so they understand what patients are going through'

Introduction

Dyspnoea is ‘a subjective experience of breathing discom-
fort that consists of qualitatively distinct sensations that
vary in intensity’.2"* More simply, dyspnoea is the com-
plaint that arises from an upsetting or distressing aware-
ness of breathing sensations.

Dyspnoea is a symptom but it is also an experience that
changes the brain of those afflicted (through memory/
anticipation phenomena, see refs.>7) and therefore shapes
their lives.8® This is particularly true when dyspnoea con-
tinues despite maximal pathophysiological treatments
(persistent dyspnoea).101! Persistent dyspnoea is a perva-
sive phenomenon?!? associated with anxiety, fear and
depression, which are aggravated by helplessness!? and
feelings of unworthiness.3 It is a major source of physical,
psychological and social disability, leading to closing in on
oneself and withdrawal from the outside world.??
Worldwide, millions of people experience persistent dysp-
noea associated with chronic respiratory, cardiac and neu-
romuscular diseases, or with severe obesity.

Dyspnoea is an afflictive existential experience for a
patient, but is not fully appreciated by others. Afflicted
people often report poor understanding from those
around them, including healthcare professionals! and
informal carers, who nevertheless express a desire to bet-
ter understand the experience of breathlessness to help
them cope better with the needs of their family members
and their own emotions.'*15 Social stigma and inadequate

access to carel® contribute to dyspnoea invisibility,32:16
which worsens the burden on affected people and, col-
lectively, raises human rights issues.”

In theory, multiple reasons can contribute to dyspnoea
invisibility. The onset of chronic diseases is slow and sur-
reptitious, leaving time for habituation and rationalisa-
tion. In contrast to pain, dyspnoea is not a universal
experience, making it difficult for healthy people to iden-
tify with afflicted people’s sufferings.!® Seeing dyspnoea
in others triggers discomfort,1® which can lead to empathic
distress and avoidance behaviours. Social stigma and the
feeling of incomprehension can lead to silence. Few stud-
ies have investigated the determinants of dyspnoea invis-
ibility from the point of view of the patient.

Methods

Research question

The study aimed at identifying the determinants of dysp-
noea invisibility according to people suffering from severe
chronic obstructive pulmonary disease (COPD).

Design

The study followed the principles of interpretative phe-
nomenological analysis, a qualitative research method
focussed on exploring someone’s ‘inner world’ to gain a
deeper understanding of a particular aspect of human
experience. This approach allows to identify new mean-
ings, which can inform how experiences are understood by
people.?’ A double hermeneutic (wherein the researchers
make sense of how the participants reflect on their own
experiences, while simultaneously examining how their
own views and biases might impact the analytical process
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to ensure that the participants’ voices are actually heard)
is intrinsic to interpretative phenomenological analysis.

Setting

The study was conducted in the pulmonary rehabilitation
division of the Department of Respiratory Medicine
(22-bed structure entirely devoted to the post-exacerba-
tion rehabilitation of people suffering from COPD) at the
Pitié-Salpétriere Hospital, a 1600-bed tertiary university
hospital in Paris, France.

Population

Inclusion criteria were (1) being aged 18 or more, and not
under guardianship; (2) an established diagnosis of severe
COPD (GOLD classification stage 3 or 421); (3) having been
admitted for rehabilitation immediately after severe
COPD exacerbation that required hospital admission; (4)
be fluent in French and able to provide informed consent.
Non-inclusion criteria were known cognitive deficiencies,
and insufficient command of French.

Sample

Interpretative  phenomenological analysis typically
requires small but homogeneous samples.?? In line with
similar studies in the field of palliative care,?32* we there-
fore aimed at including 10-15 purposely selected partici-
pants. As the study did not intend to generate theory, data
saturation was not considered a priori for sample size
determination.®

Recruitment

Potential participants were identified according to the
inclusion criteria by their physician in charge (AG or JGB)
prior to study commencement, on a consecutive basis,
without aiming for a gender-balanced sample or a specific
age range. AG or JGB then introduced the study in a gen-
eral manner, during a face-to-face interaction with the
identified candidates. If they were interested, appoint-
ments with the lead investigator (LS), a palliative care spe-
cialist with previous training in qualitative approaches,
were organised in such a way as to allow uninterrupted
sessions not interfering with usual care. LS then explained
the purpose of the study more precisely (‘to explore your
experience of dyspnoea, your expectations and your
needs, met or unmet’) and started the interviews in those
who had consented.

Data collection

Face-to-face semi-structured interviews were conducted
between September 2019 and May 2020 in the participants’

rooms by LS. LS was alone with the participants in their
rooms, and adopted an attitude of benevolent neutrality.
Interviews were recorded and transcribed verbatim. The
interview guide included two sensitising questions exploring
first the experience of dyspnoea (‘How do you live your
breathing difficulties?’) and then its perception by others
(‘Do you think that people around you realise what you
experience with your breathing is?’). Follow-up questions
could be asked to gain a deeper understanding of the topic2®
(e.g. ‘Tell me more about that’, ‘What do you mean by this’).
Of importance, the term ‘invisibility’ was not used as such in
the information note or during the interviews. No pilot-
testing was conducted, no field notes were taken and no
repeat interviews were held.

Data analysis

Interpretative phenomenological analysis was conducted
by LS, using a typical step-by-step approach,?227.28 3s fol-
lows: (1) initial global reading of the interview transcripts;
(2) in-depth reading and re-reading to achieve full famili-
arity with the content; (3) initial annotations; (4) identifi-
cation of data-derived emerging themes; (5) selection of
themes fully or partially relevant to the sensitising ques-
tions; (6) identification of convergences and divergences.
Themes appearing in more than 50% of the interviews
were considered superordinates (the corresponding
information is provided for each theme in ‘results’). For
each theme, LS produced a personal analysis and pur-
posely selected quotes illustrating the interpretation of
participants’ thoughts. Once all interviews had been ana-
lysed, patterns across interviews were investigated and
superordinate themes created that captured the shared
experiences of the participants. Throughout the analyti-
cal phase, themes were discussed with two other investi-
gators (AG, TS) as a form of triangulation.?® All the
resulting interpretations and the table of superordinate
themes supported by verbatim extracts from each par-
ticipant were then independently reviewed by another
investigator (LB) to enhance the credibility of the
analysis.

Ethical issues

The study was approved by the Ethical Board of Sorbonne
University (Comité d’Ethique de la Recherche, decision
#19-621). The participants were informed in detail of the
purpose of the study (namely gaining knowledge about
the burden of dyspnoea and of dyspnoea invisibility).
They provided written consent to participate.

Reporting

The report conforms with the consolidated criteria for
reporting qualitative research (COREQ).30
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Table 1. Baseline characteristics of the 11 interviewed
participants.

Table 2. Description of the 11 participants at the time of the
interview.

Gender six men /
number five women
Age (years) 71

median [interquartile range] [64.5-73]
Body mass index (kg.m™2) 21.8
median [interquartile range] [16.1-27.5]

Cumulative tobacco consumption (pack-year) 45

median [interquartile range] [40-65]
FEV1 (% pred) 30
median [interquartile range] [19.5-36.5]
FVC (% pred) 68
median [interquartile range] [64-93.5]
FEV1/FVC (%) 30
median [interquartile range] [27-42]
GOLD 1-2-3-4 stage 0/1*/4/6
GOLD A-B-C-D stage 0/3/1/8
Comorbidities
At least one 10
Obesity 2
Diabetes 1
Hypertension 6
Ischaemic heart disease 3
Cardiac insufficiency 1
Obstructive sleep apneas 1
Charlson comorbidity index 4 [3.5-5]
Baseline treatment
LABD alone 2
LABD + ICS 9
Supplemental oxygen (permanent) 5
Supplemental oxygen (intermittent) 3
Non-invasive ventilation (nocturnal) 3
History of exacerbations
Number during the past 2 years 4 [2.5-5]
ICU admission in the past (y/n)) 8
Acute non-invasive ventilation in the past (y/n) 8
Intubation in the past (y/n) 2

FEV1: forced expiratory volume in 1's; FVC: forced vital capacity; LABD:
long-acting bronchodilators (any class; single or combined); ICS: inhaled
corticosteroids; ICU: intensive care unit.

*This GOLD stage 2 patient was mistakenly included (FEV1 of 55%
pred), but this patient met the GOLD D type definition (intense symp-
toms, high risk of exacerbation) with a clinical presentation congruent
with that of the group. It was therefore decided to keep the corre-
sponding data in the study.

Results

Participants

Fifteen consecutive persons were approached, of whom
one declined to participate and one did not attend at the
scheduled interview time. Additionally, two interviews
were cancelled because of clinical deterioration. A total of
11 interviews was therefore conducted (six men, five
women; Table 1, Table 2). The median interview duration
was 48 min (interquartile range 34.5-51).

History of the exacerbation preceding
rehabilitation facility admission
Duration of hospitalisation prior to
rehabilitation facility admission (days)
median [interquartile range]
Non-invasive ventilation during this 7
hospitalisation (y/n)
ICU stay during this hospitalisation (y/n) 5
If yes: with non-invasive ventilation (y/n) 5
If yes: with intubation (y/n) 1
Status at the time of interview
Delay between interview and rehabilitation
facility admission (days)
median [interquartile range]
Treatment
LABD alone
LABD + ICS
Supplemental oxygen (permanent)
Supplemental oxygen (intermittent)
Non-invasive ventilation (nocturnal)
Non-invasive ventilation
(nocturnal + exercise)
6 minutes walking distance (m) 165

[116-215]
43 [36.75-43.5]

14 [8-21]

11 [9-24]

O ON NN

VQ11 quality of life questionnaire *

*the VQ11 is an 11-item health-related quality of life questionnaire
specific to chronic obstructive pulmonary disease,*° scored from 11 (no
impact of COPD on quality of life) to 55 (worst impact). AVQ11 score
=22 indicates significantly altered COPD-related alteration in quality
of live.

Phenomenological results

We divided our findings into two broad domains: The
experience of: A. Living with COPD-related dyspnoea; and
of B. Dyspnoea Invisibility. Each domain included themes
that logically fit together.

Living with COPD-related dyspnea. The experience of
living with COPD-related dyspnoea was organised around
four themes, three of them being superordinates
(Figure 1): (A1) Envisioning one’s death by suffocation;
(A2) Losing autonomy and hope; (A3) Coping strategies;
(A4) Being exhausted by a long-lasting burden.

Envisioning one’s death by suffocation was an experi-
ence shared by most participants (10/11). As breathing is
a vital function and as breathlessness is frequent at the
end of life, participants faced the threat of a fully con-
scious and suffocating death, and thus experienced perva-
sive death anxiety. ‘It is as if you died many little deaths.
Every time you suffocate, you wonder if you are going to
die’ (participant #11). Participants expressed their sense
of isolation and contrasted their experience with the una-
wareness of most people, who are not constantly
reminded of their own mortality. ‘COPD patients do not
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Figure 1. Sankey diagram linking the study participants

(left) to the identified themes (right), with indication of the
number of respondents for each theme (superordinate themes
appear in bold typeface). Themes Al to A4 pertain to the

lived experience of dyspnoea. Themes B1 to B5 pertain to

the invisibilities of dyspnoea. A dynamic version of the figure
(html format) is provided in the electronic supplement to the
manuscript (Supplement 1).

forget that they are going to die, they are reminded of it
50 times a day’.

Losing autonomy and hope was a concern for most par-
ticipants (9 out of 11) who listed the activities, hobbies and
projects that they were unable to continue, for example,
walking in the street, hurrying to catch a bus, going shop-
ping, driving alone, taking the train, playing with the grand-
children, swimming, climbing rocks, buying a house,
continuing to work or starting a new job. ‘You cannot do
anything [. . .] | would like to buy a house, this is impossi-
ble. With this disease, you can’t live your life anymore’
(participant #8). Limitations were mostly attributed to
dyspnoea, but also at times to logistical aspects such as
oxygen therapy (see Breaden et al.3!). The participants
stressed the progressive component of their disability,
describing an ongoing — and distressing — deterioration to
their lives over time. As time goes by, you get more disa-
bled, there is no secret about that. The more things go on,
the less you can do, and there is nothing you can do about
it. It never gets better, it worsens, it worsens until you stop
breathing. That’s COPD’ (participant #6). As a participant
stated, ‘the only thing is to surrender to it’ (participant #6).

Coping strategies were used by all participants (11/11)
to adapt to their situation. Four of them managed their
condition through self-teaching: 1 have enough knowl-
edge now to understand and manage my disease as well
as possible, to be aware as soon as something goes wrong.
I read, | informed myself, | read everything on the internet
to get exactly what COPD is’ (participant #7). Three par-
ticipants engaged in acceptance and resilience.
“Acceptance is fundamental, an acceptance that is not res-
ignation. We must not be delusional, we must be realistic
and we must try to do our best, to be resilient, to change
the poison into an elixir’ (participant #5). Four participants
engaged in acceptance and resignation, ‘you have to take

it as it is. It’s destiny, you have to accept it’. Relativising
their situation was the coping strategy used by three par-
ticipants. 1saw a 38-year-old man with one leg cut off and
they were taking him away to cut off the second one. So
when | see that | say thank you, my God. We talk, we see,
we walk what we can, it’s already not that bad’ (partici-
pant #3). Five participants asked for support from others.
‘I have the support of my wife and children and the car-
egivers here. Otherwise, one would put a bullet in one’s
head. They are there to boost us to recover, to stand’ (par-
ticipant #3). Two participants coped by isolating them-
selves from others. ‘When there are a lot of people around
| get stressed, but when I'm alone | can take my time, I'm
in my bubble’ (participant #4).

Five participants reported being exhausted by their
long-lasting burden and the ongoing suffering ‘It’s unbear-
able in the long run, like that all the time all the time all
the time. There’s no respite’ (participant #11). These par-
ticipants felt deprived of any prospect of improvement
while not being able to count on the relief of that a quick
death would bring. ‘1 wish I had terrible cancer. It is too
long. | don’t know why. | drink too much, | smoke too
much, | die too slowly’ (participant #10).

Dyspnoea invisibility. The invisibility of dyspnoea was
experienced from the early (pre-diagnostic) phase of the
disease and in the advanced stages evolved into an exis-
tential experience. We organised the analysis around five
themes (Figures 1 and 2): (B1) having been fooled by the
invisibility of dyspnoea as a warning sign; (B2) others’ lack
of awareness; (B3) an unshareable life experience; (B4) a
suffering that cannot be measured; (B5) others’ lack of
empathetic concern.

Almost all participants had been fooled by the invisibil-
ity of their dyspnoea as a warning sign (10/11). The insidi-
ous nature of COPD led them to minimise breathlessness
— ‘for a long time | didn’t take it seriously’ (participant #7)
— considering it a normal experience for tobacco smokers
(rationalisation). ‘I was a living with cigarettes, so | put the
shortness of breath down to smoking’ (participant #10).
Most participants admitted having been reluctant to face
reality (denial). ‘When the doctor said ‘do the breath test’
Ididn’t go right away, | didn’t do the X-ray, nothing. Maybe
the unconscious desire not to know’ (participant #4).
However, some participants believed that they had not
been sufficiently informed about the risks by their doctors
or that imprecise diagnoses had led them to overlook the
problem. ‘My GP told me | had chronic bronchitis but |
didn’t understand what chronic meant, | thought it would
pass, that it was repeated bronchitis’ (participant #9).

The lack of awareness of others was a concern for most
participants (8 out of 11). They considered that the gen-
eral public lacked information about COPD. ‘People don’t
know much about COPD. They make a big deal about
other diseases, but COPD is not talked about, | don’t know
why’ (participant #6). Family members and friends were
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invisibility of dyspnea

v

as a symptom / warning

A 4

A 4

A 4

as an existential experience

A 4

to the patients themselves

to others (family and friends, caregivers, people in general)

v

v

A4

* rationalizing by patients
« it’s normal, | smoke »

e denial
« it’s no so bad, it will be fine »

* rationalizing by family/friends
« it’s normal, he/she smokes »

¢ lack of professional awareness
« doctors don’t know COPD»

¢ lack of public awareness
« nobody knows or talk about COPD»

¢ unshareable experience

« you cannot feel what | feel»

* rift between experience and measure
« | don’t care about saturation, | can’t breathe »
¢ lack of professional availability

« there is no time to talk»

¢ lack of professional empathic concern
« it must come from the heart»

disease progression

A4
o discretion and self-censoring

« we don’t want to talk about it in the family»
« there was no answer and | stopped asking »

Figure 2. The invisibilities of dyspnoea according to the Interpretative Phenomenological Analysis of 11 interviews. The horizontal
‘time’ arrow at the bottom of the figure denotes the notion that the invisibility of dyspnoea as a symptom appeared characteristic
of the early (pre-diagnostic) phase of the disease, while the invisibility of dyspnoea as an experience appeared characteristic of

more advanced stages.

described as having been dismissive of dyspnoea. ‘My
relatives saw that | was out of breath and said well, it’s
the cigarettes’ (participant #2). Also, physicians were
described as lacking knowledge ‘My GP didn’t take
me seriously either, my GP didn’t know about COPD’ (par-
ticipant #7).

For seven participants, dyspnoea was described as an
unshareable life experience. They stressed that it would
be impossible for a healthy person to feel that they were
lacking air and that their illness experience was distinct
from sport-related breathlessness. ‘The person close to
you knows that it is shortness of breath [like during sport]
but he doesn’t feel it from the inside’ (participant #2).
Participants mentioned that observable cues, such as oxy-
gen supplementation or speech difficulties resulted in
more attention, and compared them to the visibility of
cancer. ‘People who have cancer lose weight, their hair,
they are in pain. We see how to support them. People who

have COPD we don’t see at all’ (participant #11). Sharing
the same experience led participants to build a strong
connection, based on common knowledge and a feeling
of isolation from others. ‘We, patients, understand each
other, we feel the illness. . . You cannot feel what we feel’
(participant #8).

The fact that their suffering could not be measured
contributed to dyspnoea invisibility, according to six par-
ticipants. The gap between their subjective experience
and any ‘measurable physiological abnormality’, led oth-
ers to invalidate their distress. ‘When | say | am not okay,
people don’t necessarily believe me! But if | can show that
I’'m at 83 of saturation, they think ‘OK, let’s increase the
oxygen’ (participant #11). The fact that a ‘reassuring oxy-
gen saturation” was not necessarily correlated with res-
piratory comfort was stressed as a major issue. ‘Doctors
are always talking about saturation, but my saturation is
always good, but my problem is that | can’t breathe. It’s
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the breathing, not the saturation. | don’t give a damn
about saturation’ (participant #6).

Others’ lack of empathic concern was mentioned by
seven participants. The lack of time, attention and involve-
ment of doctors was at the forefront of participants’ com-
plaints. They felt that caregivers avoided the relational
component of their work and missed the past when doc-
tors had more time to spend with their patients. / would
like to see more communication, to get to know the person
behind the professional. It’s a matter of openness, of
empathy. | don’t know what kind of training doctors have
nowadays when it comes to human relationships. It should
come from the heart. When | see my doctor, the relational
aspect is reduced to the minimum’ (participant #5). ‘It
often makes me think of a factory here. We are in an
extremely technical world. The nurses, they’re nice, but
they don’t care. There is some humanity missing’ (partici-
pant #10).

The invisibility of dyspnoea caused participants to self-
censor to their families with motivations as ‘shielding oth-
ers from negative things’ or ‘not bothering anymore’.
‘When we meet as a family it’s to talk about things that
are important to us, to relax and try to smile’ (participant
#1). When asked to discuss the prospect of death, caregiv-
ers provided evasive and inappropriate answers, leading
participants to stop asking questions. ‘Every time | asked
about the prognosis, | was told it wasn’t like cancer
because we don’t know. So, there was no answer and |
stopped asking because | know my question won’t be
properly addressed’ (participant #1).

Discussion
Main findings

This study confirmed that dyspnoea invisibility is an inte-
gral part of the lived experience of people with persistent
dyspnoea and that it worsens their burden. The study
showed that dyspnoea invisibility is multifaceted, depend-
ing on disease severity, evolution and the participants’
interactions with others. Participants were particularly
frustrated with doctors who were described as insuffi-
ciently knowledgeable about COPD, dismissive of
dyspnoea and lacking relational skills (empathy, commu-
nication). Breathlessness being an unshareable experi-
ence was a major driver of dyspnoea invisibility. Our
results were consistent with the literature describing
advanced COPD as chronic deteriorative, life-shrinking
experience, physically, psychologically, and socially.12:31-34
The death anxiety reported by the participants (‘fear to
die, try to live, and wait for the end’, participant #1) ech-
oed previous studies.'>3%3> The obsession with breathing
identified by Van de Meide et al.12 was vividly expressed
by our participants, who felt deprived of freedom by their
persistent dyspnoea. The despair of an ‘agonizingly long
and slow deterioration process’ (participant #10) was

combined with a frustrating lack of information regarding
the course of the disease and the corresponding threats.36
All participants described a variety of coping strategies,
some of these involving the support of others. This finding
contradicts previous data suggesting that people with
advanced COPD rarely ask for help, either because they
accept their limitations or because they have no hope for
possible improvement.3” The fact that our participants
were receiving active care for a particularly severe COPD
(9 out of 11 dependent on oxygen) might explain this dis-
crepancy. Doctors’ avoidance of prognosis is consistent
with data on medical communication regarding chronic or
fatal illnesses.383°

What this study adds

The notion of dyspnoea invisibility was first put forward
by Gysels and Higginson,¢ already in COPD. Gysels and
Higginsonl®focussed on the interactions between patients
and health services and concluded that health care ser-
vices tended to discredit the experience of people with
COPD, leading to inadequate management trajectories.32
Habraken et al.3” found that patients with end-stage COPD
minimised the severity of their status and considered that
no help could be provided. Since these early studies,
dyspnoea invisibility has been discussed from a theoreti-
cal point of view through a critical medical humanities
analysis,*® and from personal and philosophical points of
view.8941 Literature searches find a limited amount of
clinical data on this topic (e.g. Breaden et al.,3! with a
focus on long-term oxygen therapy), with dyspnoea invis-
ibility not being specifically addressed in COPD and/or
dyspnoea qualitative studies.12:13:34354243 Qur study there-
fore contributes to fill a knowlege gap about dyspnoea
invisibility. It emphasises that there is not one but several
dyspnoea invisibilities, which depend on temporality, dis-
ease severity and the nature of the interlocutors. Also, the
study shows a major driver of dyspnoea invisibility to be
the difficulty of sharing the dyspnoeic experience with
others. Lastly, participants were particularly frustrated
with doctors, who were perceived as not addressing dysp-
noea thoroughly and not providing enough information
and attention.

Strengths and limitations

The small number of participants could be viewed as a
limitation, although similar sample sizes have been used
in comparable studies.*3-45 We studied a very homogene-
ous group of people (advanced COPD, GOLD stages 3—4) in
a very specific context (early post-exacerbation rehabilita-
tion). This limits the generalisability of the results but
compensates for the population size. Many of the identi-
fied themes qualified as superordinates suggesting that
inductive thematic saturation might have been reached.*¢
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Of note, interpretative phenomenological analysis
involves leaving participants to describe their experience
but also interpret personal histories with personal words,
feelings and codes.?2 Thus, researchers can grasp the
complexity of the phenomenon explored despite small
population sizes.*”

Further implications

Our study sheds new light on dyspnoea invisibility. Our
analysis suggests that there is not one but several types
of dyspnoea invisibility, depending on the aspect of dysp-
noea considered (symptom vs experience), on time, and
on the people close to the participant (Figure 2).
Interestingly, dyspnoea invisibility was perceived by the
participants as a significant contribution to their distress.
One can only imagine the additional limitations and suf-
fering caused by the omnipresence of dyspnoea in peo-
ple with severe chronic respiratory diseases, and the
unshareability of the dyspnoea experience was an impor-
tant driver of its invisibility. Our participants emphasised
that their experience separated them from other indi-
viduals, who were unable to understand their experi-
ence. Before the irruption of dyspnoea in their lives,
participants had not experienced death anxiety that
would become a constant presence when living with
dyspnoea. This situation led them to value the gift of
health and of not having to care about breathing (‘breath-
ing is a miracle, when is troubled it can be hell’; ‘breath-
ing is life, breathlessness announces death’). These
findings echo a recent survey of healthy people regarding
their breathing discomfort when using COVID-19 protec-
tive face masks.18 In this study, people experiencing what
can objectively be defined as a very light constraint pro-
vided surprisingly high dyspnoea ratings (median of 7 on
a 1-10 numerical rating scale interrogating ‘the worst
dyspnoea that you can imagine’) and reported changes in
their opinions about breathing and respiratory diseases.1®
This suggests an inability to envisage what ‘the worst’
might be, in line with the non-universal nature of dysp-
noea as a human experience.

Conclusions

Deconstructing dyspnoea invisibility into related but dis-
tinct phenomena has implications for clinical practice,
education and research. Our study suggests that correc-
tive measures of dyspnoea invisibility are possible and
could lead to improvements in patient care and quality of
life. For example, it is vital that the wider respiratory
health community stress that, whether a smoker or not, it
is never normal to be bothered by one’s breathing.
Regarding the training of healthcare professionals, dysp-
noea should be described as an existential experience,
leading to the development and evaluation of a

curriculum increasing knowledge about the experience of
people with dyspnoea. Such training should provide
guidelines for the assessment of dyspnoea and incorpo-
rate the experiential discovery of breathing discomfort,
for example through the use of tools such as the straw
breathing challenge. Expert-patient teaching — an
approach that has proven effective in other contexts*® —
could improve physicians’ empathy and relational skills.
Specific research should then assess the effectiveness of
these educational approaches in making dyspnoea more
visible and improving the care provided to people with
persistent dyspnoea.*?

Acknowledgements

Dr Andrew Lane (Lane Medical Writing) provided assistance
with English style and grammar and was funded by research unit
UMRS 1158 Inserm-Sorbonne Université.

Author contribution

LS, SL and TS made substantial contributions to the concept or
design of the work. LS, AG, JD, JGB made substantial contribu-
tions to the acquisition and analysis of data. All authors made
substantial contributions to the interpretation of data. LS and LB
drafted the article. NN, SL, CMP, JGB, TS revised the article or
revised it critically for important intellectual content. All authors
approved the submitted version of the article. All authors have
participated sufficiently in the work to take public responsibility
for appropriate portions of the content and approved the final
version of the manuscript.

Data management and sharing

All data will be made available by the authors upon reasonable
request.

Declaration of Conflicting Interests

The author(s) declared no potential conflicts of interest with
respect to the research, authorship, and/or publication of this
article.

Funding

The author(s) received no financial support for the research,
authorship, and/or publication of this article.

ORCID iD

Thomas Similowski https://orcid.org/0000-0003-2868-9279

Research ethics and participants’ consent

The study was conducted according to the principles of the
Declaration of Helsinki. It was approved by the ‘Comité d’Ethique
de la Recherche —CER— Sorbonne Université’ Paris, France (deci-
sion #19-621 dated October 16, 2019). Participants consented in
writing to take part in the study.

Supplemental material

Supplemental material for this article is available online.


https://orcid.org/0000-0003-2868-9279

Serresse et al.

References

1.

10.

11.

12.

13.

14.

15.

16.

17.

18.

Banzett RBB, Sheridan AR, Baker KM, et al. ‘Scared to
death’ dyspnoea from the hospitalised patient’s perspec-
tive. BMJ Open Respir Res 2020; 7: e000493.

Parshall MB, Schwartzstein RM, Adams L, et al. An offi-
cial American Thoracic Society statement: update on the
mechanisms, assessment, and management of dyspnea.
Am J Respir Crit Care Med 2012; 185: 435-452.

Banzett RB, O’Donnell CR, Guilfoyle TE, et al.
Multidimensional Dyspnea Profile: an instrument for clinical
and laboratory research. Eur Respir J 2015; 45: 1681-1691.
Simon PM, Schwartzstein RM, Weiss JW, et al.
Distinguishable types of dyspnea in patients with shortness
of breath. Am Rev Respir Dis 1990; 142: 1009-1014.
Marlow LL, Faull OK, Finnegan SL, et al. Breathlessness and
the brain: the role of expectation. Curr Opin Support Palliat
Care 2019; 13: 200-210.

Esser RW, Stoeckel MC, Kirsten A, et al. Brain activation
during perception and anticipation of dyspnea in chronic
obstructive pulmonary disease. Front Physiol 2017; 8: 617.
Vinckier F, Betka S, Nion N, et al. Harnessing the power of
anticipation to manage respiratory-related brain suffering
and ensuing dyspnoea: insights from the neurobiology of the
respiratory nocebo effect. Eur Respir J 2021; 58: 2101876.
Carel H, Macnaughton J and Dodd J. Invisible suffering:
breathlessness in and beyond the clinic. Lancet Respir Med
2015; 3: 278-279.

Carel H. Invisible Suffering: the experience of breathlessness.
In: Skof L and Berndtson P (eds) Atmospheres of breathing.
State University of New York Press, Albany, NY, 2018.
Johnson MJ, Yorke J, Hansen-Flaschen J, et al. Towards
an expert consensus to delineate a clinical syndrome of
chronic breathlessness. Eur Respir J 2017; 49: 1602277.
Morélot-Panzini C, Adler D, Aguilaniu B, et al. Breathlessness
despite optimal pathophysiological treatment: on the rel-
evance of being chronic. Eur Respir J 2017; 50: 1701297.
van der Meide H, Teunissen T, Visser LH, et al. Trapped in
my lungs and fighting a losing battle. A phenomenological
study of patients living with chronic obstructive and pulmo-
nary disease. Scand J Caring Sci 2020; 34: 118-127.
Harrison SL, Robertson N, Apps L, etal. We are not worthy” —
understanding why patients decline pulmonary rehabili-
tation following an acute exacerbation of COPD. Disabil
Rehabil 2015; 37: 750-756.

Farquhar M. Carers and breathlessness. Curr Opin Support
Palliat Care 2017; 11: 165-173.

Farquhar M, Penfold C, Benson J, et al. Six key topics informal
carers of patients with breathlessness in advanced disease
want to learn about and why: MRC phase | study to inform
an educational intervention. PLoS One 2017; 12: e0177081.
Gysels M and Higginson IJ. Access to services for patients
with chronic obstructive pulmonary disease: the invisibility of
breathlessness. J Pain Symptom Manag 2008; 36: 451-460.
Basoglu M. Effective management of breathlessness: a
review of potential human rights issues. Eur Respir J 2017,
49(5): 1602099.

Serresse L, Simon-Tillaux N, Decavele M, et al. Lifting dyspnoea
invisibility: COVID-19 face masks, the experience of breathing
discomfort, and improved lung health perception — a French
nationwide survey. Eur Respir J 2022; 59: 2101459.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

Herzog M, Sucec J, Van Diest |, et al. Observing dysp-
noea in others elicits dyspnoea, negative affect and brain
responses. Eur Respir J 2018; 51: 1702682.

Biggerstaff D and Thompson AR. Interpretative phenom-
enological analysis (IPA): a qualitative methodology of
choice in healthcare research. Qual Res Psychol 2008; 5:
214-224.

Global initiative for chronic Obstructive Lung Disease.
GOLD reports, https://goldcopd.org/ [published 2022,
accessed September 14, 2022].

Smith J, Flowers P and Larkin M. Interpretative phenom-
enological analysis: theory, method, and research. London:
SAGE, 2009.

Coleman H, Sanderson-Thomas A and Walshe C. The
impact on emotional well-being of being a palliative care
volunteer: an interpretative phenomenological analysis.
Palliat Med 2022; 36: 671-679.

Opsomer S, Joossens S, De Lepeleire J, et al. Trapped in a
double cage: How patients’ partners experience the diag-
nosis of advanced cancer in times of the COVID-19 pan-
demic: an interpretative phenomenological analysis. Palliat
Med 2022; 36: 810-820.

Pietkiewicz. A practical guide to using interpretative phe-
nomenological analysis in qualitative research psychology.
Psychol J 2014; 20: 7-14.

Brocki JM and Wearden AJ. A critical evaluation of the use
of interpretative phenomenological analysis (IPA) in health
psychology. Health Psychol 2006; 21: 87-108.

Smith JA and Osborn M. Interpretative phenomenological
analysis. In:Smith JA (ed.) Qualitative psychology: A practical
guide to research methods (pp. 51-80). London: SAGE, 2003.
Larkin M, Watts S and Clifton E. Giving voice and making
sense in interpretative phenomenological analysis. Qual
Res Psychol 2006; 3: 102-120.

Creswell J and Poth C. Qualitative inquiry and research
design: choosing among five approaches. Thousand Oaks,
CA: SAGE, 2017, pp.488.

Tong A, Sainsbury P and Craig J. Consolidated criteria for
reporting qualitative research (COREQ): a 32-item check-
list for interviews and focus groups. Int J Qual Health Care
2007; 19: 349-357.

Breaden K, Collier A, Litster C, et al. Stigma and the
in(visible) perspectives and expectations of home oxygen
therapy among people with chronic breathlessness syn-
drome: a qualitative study. Palliat Med 2019; 33: 82-90.
Gysels M and Higginson IJ. The experience of breathless-
ness: the social course of chronic obstructive pulmonary
disease. J Pain Symptom Manag 2010; 39: 555-563.
Ferreira DH, Kochovska S, Honson A, et al. Two faces of
the same coin: a qualitative study of patients’ and carers’
coexistence with chronic breathlessness associated with
chronic obstructive pulmonary disease (COPD). BMC Palliat
Care 2020; 19: 64.

Sigurgeirsdottir J, Halldorsdottir S, Arnardottir RH, et al.
COPD patients’ experiences, self-reported needs, and
needs-driven strategies to cope with self-management. Int
J Chron Obstruct Pulmon Dis 2019; 14: 1033-1043.

Tavares N, Hunt KJ, Jarrett N, et al. The preferences of
patients with chronic obstructive pulmonary disease are
to discuss palliative care plans with familiar respiratory


https://goldcopd.org/

10

Palliative Medicine 00(0)

36.

37.

38.

39.

40.

41.

42.

43.

clinicians, but to delay conversations until their condition
deteriorates: A study guided by interpretative phenomeno-
logical analysis. Palliat Med 2020; 34: 1361-1373.

Schmidt M, Demoule A, Deslandes-Boutmy E, et al.
Intensive care unit admission in chronic obstructive pul-
monary disease: patient information and the physician’s
decision-making process. Crit Care 2014; 18: R115.
Habraken JM, Pols J, Bindels PJ, et al. The silence of patients
with end-stage COPD: a qualitative study. Br J Gen Pract
2008; 58: 844—-849.

Benoit L, Russo T, Barry C, et al. You have to believe in
something": Risk of psychosis and psychiatrists’ beliefs in
the self-fulfilling prophecy. Soc Sci Med 2019; 230: 20-29.
Christakis NA. Death foretold: prophecy and prognosis in
medical care. Chicago: University of Chicago Press, 2001.
Macnaughton J. Making breath visible: Reflections on rela-
tions between bodies, breath and world in the critical med-
ical humanities. Body Soc 2020; 26: 30-54.

Williams T and Carel H. Breathlessness: from bodily symp-
tom to Existential Experience. In: Aho K (ed.) Existential
medicine (pp. 145-160). Rowman & Littlefield International,
London, 2018.

Nicolson P and Anderson P. The patient’s burden: physical
and psychological effects of acute exacerbations of chronic
bronchitis. J Antimicrob Chemother 2000; 45: 25-32.
Seamark DA, Blake SD, Seamark CJ, et al. Living with severe
chronic obstructive pulmonary disease (COPD): perceptions

44,

45.

46.

47.

48.

49.

50.

of patients and their carers. An interpretative phenomeno-
logical analysis. Palliat Med 2004; 18: 619-625.

Miller S and Dorman S. Resuscitation decisions for patients
dying in the community: a qualitative interview study of
general practitioner perspectives. Palliat Med 2014; 28:
1053-1061.

Wood H, Connors S, Dogan S, et al. Individual experiences and
impacts of a physiotherapist-led, non-pharmacological breath-
lessness programme for patients with intrathoracic malig-
nancy: a qualitative study. Palliat Med 2013; 27: 499-507.
Saunders B, Sim J, Kingstone T, et al. Saturation in quali-
tative research: exploring its conceptualization and opera-
tionalization. Qual Quant 2018; 52: 1893-1907.

Smith JA. Evaluating the contribution of interpretative
phenomenological analysis. Health Psychol Rev 2011; 5:
9-27.

Ferri P, Rovesti S, Padula MS, et al. Effect of expert-patient
teaching on empathy in nursing students: a randomized con-
trolled trial. Psychol Res Behav Manag 2019; 12: 457-467.
Similowski T. Treat the lungs, fool the brain and appease
the mind: towards holistic care of patients who suffer
from chronic respiratory diseases. Eur Respir J 2018; 51:
1800316.

Ninot G, Soyez F and Préfaut C. A short questionnaire for
the assessment of quality of life in patients with chronic
obstructive pulmonary disease: psychometric properties of
VQ11. Health Qual Life Outcomes 2013; 11: 179.



