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Maybe it’s my age. As a young doctor I was keen to understand the mechanisms of disease in the hope
that I could repair what had gone wrong. But now I spend more time in reflection on what illness means
to the patient and how it affects their lives. There is nothing new in this process, which was beautifully
documented in the book A Fortunate Man by the late John Berger about the life and work of John Sassall,
a doctor in a rural area of the UK [1]. For most of my career, breathlessness has been the commonest
symptom reported by my patients. Despite its ubiquity, we still struggle to understand the mechanisms
that underlie this sensation and the way in which it is perceived by our patients. From the doctor’s and
carer’s perspective, breathlessness is, all too often, an invisible symptom [2] but one that can dominate the
patient’s life either as a source of immediate distress or as a threat that limits their ability to engage with
others and retain their independence.

We have moved on from the time when the great Julius Comroe suggested that a respiratory physiologist
offering a unitary explanation for breathlessness, “should arouse the same suspicions as a tattooed
archbishop offering a free ticket to heaven” [3]. Advances in neuroimaging have identified areas within the
cortico-limbic system that are consistently associated with breathlessness in health and disease [4]. Debate
continues about differences in the qualitative character of the sensation of breathlessness patients
experience, with sufferers from a range of diseases reporting similar clusters of symptom descriptors,
which differ from the way healthy people describe more physiological breathlessness [5]. The intensity of
breathlessness in health and respiratory disease is related to neural respiratory drive, which can be
measured with some precision using new multi-polar oesophageal electrodes [6]. How this signal is related
to afferent feedback through a variety of mechanisms is still unclear. There is increasing evidence to
support the concept of a central role for the motor contribution in the cerebral cortex in driving the
perception of breathlessness [7]. Breathlessness undoubtedly serves as a physiological warning of
potentially catastrophic system failure, as seen from the way it parallels the onset of respiratory muscle
fatigue in experimental studies [8]. Recent work has shown that the multidimensional nature of this
symptom can be captured and for the first time quantified, an advance that will help our future
understanding substantially [9–11].

Like pain, breathlessness provokes changes in behaviour that lessen the burden on the cardiorespiratory
system. This has clear evolutionary advantages and we should not be surprised that we tamper with this
process at our peril. In disease states, the best way to relieve breathlessness is to treat the underlying
condition effectively, something that is not always possible. Managing the symptom of breathlessness in
isolation, a very effective approach with pain control, has proven to be difficult. Opioids are effective in
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reducing breathlessness but at the cost of promoting ventilatory depression and of producing a range of
unwelcome side-effects [12]. Unsurprisingly, their use is largely limited to end-of-life care when the need
for symptom control is paramount. For many patients, living with chronic breathlessness means adapting
their lives to the limits it imposes on their daily activity, something that can be present at early stages in
some chronic respiratory diseases [13].

In this issue of the European Respiratory Journal, a perspective article by JOHNSON et al. [14] calls on us to
change our approach to patients with chronic breathlessness. They report in detail the results of a Delphi
consultation process conducted to identify whether experts in a range of relevant disciplines felt that there
was a need to identify a chronic breathlessness syndrome and if so, how it should be defined. The process
involved the input of only 13 people but all had a particular interest and expertise in this area so their
views carry some weight. Unsurprisingly, most considered that the term chronic breathlessness syndrome
was the best one to use to describe patients with persisting breathlessness that impacted adversely on their
lives and was present despite optimal evidence-based treatment. By analogy with other syndromic
diagnostic groups like chronic pain and the obstructive sleep apnoea syndrome, they felt that there were
considerable advantages to identifying patients in this way.

Inevitably in this field there will be arguments about what exactly is meant by this new terminology. For
some, the term chronic may be a problem as it seems to exclude consideration of patients who remain
breathless despite optimal support in acute settings like mechanical ventilation [15]. JOHNSON et al. [14]
considered the term persistent breathlessness but opted by a majority vote for chronic breathlessness
syndrome. Pesonally, I am not entirely convinced by the arguments that these patients comprise a discrete
syndrome. I can see the advantages of identifying a series of clinical features that “run together”, the literal
meaning of the word syndrome. This was the approach we took when we defined the obstructive sleep
apnoea syndrome (OSAS) (later adding hypopneas as well). At that stage, we were still trying to
understand how the pathophysiology of this recently described condition related to its clinical features and
risk factors. This work has been largely completed and as a result, relatively few people now speak of
OSAS rather than OSA. The recent history of the asthma–COPD overlap syndrome suggests that a term
that appeared to meet a clinical need is not necessarily one that identifies consistent groups of patients or
adds more than a clearer description of the most likely primary condition could, a point acknowledged by
the authors who coined the term originally [16]. It never helps if discussion about the meaning of the
label becomes more important than the needs of the patients it is intended to help.

However, there is much less to contest in the authors’ other conclusions. Promoting an interest in and
recognition of the problems of patients with chronic breathlessness can only be a good thing. As a tool for
advocacy and an aid to the quantification of the social and economic impact of breathlessness, the term
has much to recommend it. There is an urgent need to understand more about the mechanisms of
breathlessness and how we can safely reduce the impact of this symptom on patients’ lives. Use of the
term chronic breathlessness syndrome could be an aid to doing this, provided those who research this
topic are explicit about describing the characteristics and intensity of the breathlessness in their patients in
a standardised fashion. Mechanistic studies that use modern technologies to explain why and in what
settings chronic breathlessness develops are long overdue. Finally, the development of effective services to
optimise care, especially non-pharmacological approaches to breathlessness management, is likely to be
very helpful and some evidence to support this idea is now being reported [17].

JOHNSON et al. [14] have done our community a service by highlighting the plight of the large number of
patients who remain symptomatic despite our best efforts. Rightly they want to move the idea of palliating
symptoms beyond the field of end-of-life care. Whether these patients should be classified as having a
specific syndrome is still open to debate which can be taken forward through the correspondence column
of this journal not to mention the associated electronic media now available. Nonetheless, there can be no
doubt that patients who report being chronically breathless deserve better care and more attention than is
currently the case.
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