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A long time ago, we called breathlessness ‘dyspnea’.
In those days, researchers unraveled the physiology of
breathing in people with severe chronic obstructive
pulmonary disease (COPD), heart failure, and other
conditions that compromise normal respiration. As became
apparent, chronic breathlessness had multiple physiological
components, correlated poorly with measurable markers of
disease (such as pulmonary function), and was difficult to
palliate. In other words, there was not much that could be
done beyond optimizing disease management. And if there
is not much to be done, then there is little point in even
asking about the symptom (1). This, combined with the
shame and self-blame that is prevalent in many people with
breathlessness, lead to invisibility (2,3).

Fortunately, we have started to move beyond these Dark
Ages: important research into the effectiveness of morphine
led us into a new era, in which the experiences of people
with breathlessness became more visible. Positive results in
relatively small studies on the effect of morphine suggested
that this might well be a solution—we were just too
reluctant to use it. All we had to do was prove, in adequately
powered randomized clinical trials, that morphine was
indeed helpful, and then we would have something to offer
to our patients.

When those adequately powered trials finally came,
during the upheaval of 20-22’, it turned out that for most
patients with chronic breathlessness, morphine was not

helpful (4-6). Perhaps we had been looking too hard for a
plaster to put on the wound, without acknowledging the
complexity of the symptom. In the words of Havi Carel
(patient and professor of philosophy): “Breathlessness descends
on you, paralyzing you. Until you get that breath in, nothing else
can happen. Nothing else matters. Your world closes in on you and
nothing is present except the terrible need to breathe, get more air
in and out, and slowly regain control over the panting and panic
that have taken over.” (7).

What Professor Carel describes here in chilling detail
is a so-called breathlessness crisis. These crises should be
regarded as a different entity from chronic breathlessness—
and call for a different mode of action. Our trusted
measuring instruments, such as the purely functional
Medical Research Council (MRC) breathlessness scale,
are of no use in measuring crises. Qualitative research
complements any quantification of the symptom in order to
gain more insight in how these crises should be recognized,
assessed, and managed. From such studies, we learned
that it is useful to do some breathlessness hairsplitting.
Some patients have triggered, predictable breathlessness
episodes—which they can often find ways to manage.
However, some have untriggered, unpredictable episodes
(“it hits you”)—which are closely linked to panic attacks (8).
This close link between breathlessness and panic demands
further exploration—because it offers insights that may lead
to potential management strategies.
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This is one of the reasons why Schloesser ez /. should
be congratulated on their paper on the interaction
between panic and breathlessness in the manuscript
of Annals of Palliative Medicine (9). They interviewed
46 people experiencing episodic breathlessness, due to life-
limiting illnesses (mostly COPD). Only a small minority
of those never felt panic during an episode. Furthermore,
one-quarter had a panic disorder or panic syndrome.
The authors highlight the importance of ‘breathlessness
catastrophizing thoughts’, which should be explored by
clinicians. Indeed, those catastrophizing thoughts offer
clues for simple cognitive behavioral strategies that are
helpful for patients. The most well-known is that although
you have COPD, you should know that you are unlikely
to suffocate—even if you are very breathless, air will still
move through the airways. Another important strategy is
explaining the breathlessness-anxiety-breathlessness vicious
cycle. Just lengthening the outbreath may stop the vicious
cycle.

In this brave new world of breathlessness management,
breathlessness services offer the kind of support that is
needed (10). They are multidisciplinary services with
elements of palliative medicine, psychology, occupational
therapy, and music therapy. These services—and
publications such as the one by Schloesser and colleagues—
inspire us to be resourceful. To sit down with our patients,
listen to their experiences, learn from their coping
strategies. Avoiding the incomprehensible word ‘dyspnea’
and calling it ‘breathlessness’ is a vital step in recognizing
that this is not just a physiological puzzle, but a huge
problem for hundreds of millions of people and their carers
worldwide.
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