
Chronic breathlessness: time for
Cinderella to go to the ball!

Miriam J. Johnson1 and Marie Fallon2

Affiliations: 1Wolfson Palliative Care Research Centre, Hull York Medical School, University of Hull, Hull, UK.
2Institute of Genetics and Molecular Medicine, Edinburgh Cancer Research Centre, University of Edinburgh,
Edinburgh, UK.

Correspondence: Miriam J. Johnson, Wolfson Palliative Care Research Centre, Hull York Medical School,
University of Hull, Hull, HU6 7RX, UK. E-mail: miriam.johnson@hyms.ac.uk

@ERSpublications
If clinicians do not recognise chronic breathlessness as something serious which warrants further
intervention and for which interventions are available, much suffering which could be ameliorated
will remain hidden http://ow.ly/KP7b30lpzey
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Breathlessness is a peculiar issue. The normal physiological response to exertion (physical or emotional) is
clearly not a “symptom”, defined as a physical or mental manifestation of disease apparent to the patient
(English Oxford Living Dictionary). However, breathlessness is also one of the most common, serious and
distressing symptoms caused by disease(s). Perhaps these extremes explain partly why the change from
“normal” to “symptom” is often unrecognised by the breathless patient, their family and friends and their
healthcare professionals, particularly when this shift occurs insidiously [1]. It may also reduce the
legitimacy of breathlessness as a reason to seek medical help until the symptom has become a visible and
objectively measurable clinical sign of respiratory difficulty [2]. Additional barriers include misattribution
of breathlessness solely to physiological deconditioning or growing older [1], or the fear of censure and
stigma associated with smoking [3] or being overweight. Too often, the patient presents only when serious
limitations affecting work, finances, family role and social interaction have accrued, when the
breathlessness provokes an anxious emotional response that can no longer be ignored, or in crisis needing
immediate medical intervention.

If patients do seek medical help they can appear comfortable at rest and the subjective symptom,
unmeasurable with a simple “test” [4], correlates poorly with objective measures of pulmonary function.
Consequently symptom severity and impact is not usually assessed systematically and is rarely addressed as
anything other than a signpost to medical disease. Breathlessness persisting despite optimal treatment of
any diagnosed disease slips back into “normal”, expected by patient, family and healthcare professional,
but with no expectation that this Cinderella should be seen outside of the kitchen hearth, if at all. This
nihilistic approach is fed by a number of factors related to patients, clinicians or institutional processes
and structures. Firstly, patients often believe that it is their responsibility to manage (or simply avoid by
less and less physical activity) [1]. Associated with this is the lack of any patient lobby, which reflects the
general lack of information about what could be possible in breathlessness management. Secondly,
healthcare professionals may believe that nothing can be done anyway; we are very good at not seeing
problems we think we cannot fix. Thirdly, if healthcare professionals do have an understanding of the
widespread impact of chronic breathlessness on quality of life and they are aware of breathlessness
interventions, they may be concerned about the time pressures restricting holistic assessment, may have
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poor access to non-pharmacological interventions, especially psychological, and have concerns about
prescribing opioids [5].

AHMADI et al. [6], in this issue of the European Respiratory Journal, present hard-hitting evidence. Primary
and secondary care physicians were asked to complete a survey based around a case scenario of a patient
with severe COPD “troubled by severe [breathlessness or pain; randomly allocated] that markedly
restricted daily activities and that had remained unchanged for at least 3 months”. They showed that
compared to chronic pain of similar severity, fewer physicians recognised the need for further intervention
(10% breathlessness versus 31% pain), fewer offered symptom-directed treatments (4% versus 24%) with a
similarly small minority offering opioids (3% versus 23%). Given the severe and disabling nature of the
symptom described, it is disturbing to see that only a third of physicians recognised the need for further
interventions for pain. Even more worrying is the stark finding that only a tenth saw the need for
further intervention for breathlessness with less than one in 20 suggesting specific breathlessness
treatments. Even though we may cling to the hope that this scenario-based exercise may not accurately
reflect clinical practice, the findings will have a face validity for many.

The tragedy is that evidence-based interventions are available [7–10], but even the best known, such as
pulmonary rehabilitation, are poorly implemented and underused. Even if referred, breathlessness is a
common reason for patients not attending or not completing rehabilitation; many patients are unaware
that exertion-induced breathlessness of itself is not harmful. Few are given strategies to manage
exertion-induced breathlessness to enable adequate engagement with exercise-based programmes.
Although breathlessness management clinics [8, 11] are still relatively uncommon, self-management
techniques are often known to respiratory and palliative care clinicians (hand-held fan [9, 12, 13],
breathing training, pacing/prioritising, relaxation and other cognitive techniques [14]) and can be
incorporated in routine practice. Time spent assessing the impact of, and the way patients cope with and
seek help for, breathlessness leading to tailored interventions [15] will be time well spent if these improve
patient and family quality of life, experiences and reduce health service use [16, 17].

Over the past decade there has been a welcome and increasing focus on breathlessness as an important
symptom to be managed alongside the diagnostic and treatment pathway [18] and on chronic breathlessness
as a defined entity and therapeutic target [19]. Assessment and management of disease, its complications
and symptoms should continue throughout the disease trajectory with attention to complications and
symptoms taking primary place once optimum tolerated treatment is reached [2].

There are now useful frameworks to guide assessment and treatment [15, 18, 20], but 10 years after the
seminal paper describing the invisibility of breathlessness in people with COPD [1], we do not appear to
be much further in clinical practice [21]. The aim of defining chronic breathlessness [19] is to legitimise
patient presentation to healthcare professionals, to encourage healthcare professionals to assess chronic
breathlessness routinely, to give leverage to improve access to breathlessness services/interventions and to
stimulate further research into the mechanisms and management of this still neglected symptom.

30 years ago, similar concerns were raised about chronic pain and still raise their head [22]. Accessibility
of pain services and research have all increased, albeit variably with regard to implementation and
provision, and a strong chronic pain patient lobby exists. A recent large randomised controlled trial of
education and training in chronic cancer pain assessment and management, based on a simple but precise
pain intensity measurement, has demonstrated clearly the marked improvements in pain relief without
adverse effects which are possible for non-specialists [23]. The pace of adoption of routine pain assessment
and management beyond pain or palliative specialists is clearly slow; still only one third of physicians
recognised the need for further interventions for pain. That lack of recognition is of course based on
complex medical and human phenomena.

In chronic breathlessness, we have the advantage of following in the footsteps of chronic pain, and can
identify pitfalls to avoid or at least mitigate against. As patients may live for many months or years with
chronic breathlessness, fear of opioid misuse is a legitimate concern. However, a dose titration study of
extended release morphine for breathlessness showed that over half of responders did so by 10 mg per
24 h and over 90% by 20 mg per 24 h [24]; doses not associated with excess mortality or hospital
admission in 4 years’ follow-up of people with severe COPD [25]. These are doses markedly lower than
those associated with psychological dependence and misuse; issues in relation to opioids for pain should
not be automatically assumed for breathlessness [26]. The misuse potential is lower with extended release
preparations compared with immediate release [27] and for morphine compared with other oral opioids
[28]. Given that the best evidence for breathlessness is for extended release morphine [29] and largest
effect size is for steady state [30], this would support the use of extended release preparations rather than
immediate release on counts of both effectiveness and misuse potential.
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Fear of opioid-related adverse events, and of respiratory depression in particular, is a significant
educational challenge as this is unfounded when prescribed and titrated appropriately for breathlessness
[31]. Interestingly, in the randomised trial reported by AHMADI et al. [6], compared with prescription for
pain, physicians expressed a greater lack of knowledge and confidence about the appropriate opioid
regimen, whereas concerns about adverse events were similar between prescription for pain or
breathlessness. Education and training for physicians prescribing morphine for breathlessness is therefore
important to ensure the right drug, with the optimum preparation, dose and dosing schedule, with the
appropriate safety monitoring is practised. In this way, adverse event rates should mirror more closely
those seen in randomised controlled trials.

We must also learn from the field of chronic pain in recognising the importance of a multi-disciplinary
approach; opioid prescription is only considered in those already receiving non-pharmacological
treatments in the context of attention to lifestyle and self-management [32]. This is an important message
to health service providers and service funders/commissioners; there must be adequate provision of
physio- and occupational therapists, of psychologists and cognitive behavioural therapists and a service
configuration which allows systematic assessment of the impact of chronic breathlessness on the individual
and their family. In addition, education and support for family members is important [33]; recent work
indicates that, as with pain, breathlessness can be vicariously experienced by empathetic observers [34].

Meanwhile, how can we help patients to recognise that chronic breathlessness is a legitimate and an
important issue to bring to clinical attention? If their clinicians do not recognise chronic breathlessness as
something serious and affecting a basic human right [35, 36], which warrants further intervention and for
which interventions are available, much suffering which could be ameliorated will remain hidden.

Cinderella must go to the ball, but how can she go without an invitation?
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