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Severe chronic obstructive pulmonary disease (COPD) is a progressive and debilitating illness characterised
by relentless loss of function, intensifying dyspnoea and frequent exacerbations. COPD patients are
evidently at increased risk of depression, frailty and death [1, 2]. Predicting individual short-term
prognosis and course of events is difficult if not impossible.

While many COPD patients receive costly therapy during acute exacerbations, they often get lost between
acute secondary care and primary care and receive little emotional and social support [3]. This is different
from what is implemented in patients with cancer, where end-of-life care conversations, advance care
planning and palliative care are more established and have already become a mainstay of cancer care. In
this context we should keep in mind that COPD patients experience severe morbidity for a longer period
of time than cancer patients [4], and suffer even more from impaired activities of daily living, impaired
physical, social and emotional functioning, and more from anxiety and depression than patients with
nonsmall cell lung cancer [5]. Additionally, dyspnoea is subjectively perceived as being as severe and
life-threatening as pain, and the central processing of perceived pain as well as dyspnoea in the limbic
system is quite similar [6].

We do not know many details about the healthcare needs of patients suffering from end-stage COPD [7].
COPD patients have a poor understanding of COPD as a life-limiting disease and are less likely to realise
that death is imminent [4]. Patients with end-stage COPD were found not to actively express a wish for
help because they do not consider their limitations to be abnormal and because they do not realise that
there are possibilities to improve their situation [7]. However, even physicians hesitate to discuss these
issues, fearing that they are destroying hope for recovery or are unable to spend precious time in a
demanding emotional encounter with severely ill patients and/or their family, and therefore tend to delay
prognostic conversations and end-of-life discussions until the event that should have been anticipated has
occurred [4, 8]. Thus, the demand of the scientific community to communicate in a timely manner and
implement do-not-resuscitate (DNR) orders in patients with severe COPD does not necessarily find
immediate, self-evident acceptance in clinical practice [8].

In this issue of ERJ Open Research, RASKIN et al. [9] reported the first comprehensive analysis on DNR
order implementation in COPD patients. To this end, the Leuven COPD cohort, a tertiary care hospital
cohort consisting of 569 COPD patients with an age >50 years and a post-bronchodilator forced expiratory
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volume in 1 s (FEV1)/forced vital capacity ratio <0.7, was evaluated. The retrospective analysis with a
follow-up of 2.5–8 years revealed that 345 patients (61%) had no written form that would describe the
patient’s individual therapeutic preferences with respect to end-of-life care (DNR order). Of those 345
patients, 27% died during a median follow-up of 1935 days. 194 patients (39%) had a DNR order, of
whom 17 had a DNR order at baseline, and 82% eventually died (median follow-up 528 days). Of the 177
patients receiving a DNR order during follow-up, 76% died (median follow-up 1322 days). Nearly all of
the DNR orders were implemented during hospitalisation. The most frequent statement in DNR orders
was “no cardiopulmonary resuscitation nor intubation, noninvasive ventilation (NIV) to be considered”.
Age, FEV1, oxygen dependency and previous mechanical ventilation were strong independent predictors of
a DNR order.

What is clinically relevant from this wealth of data? In accord with the authors we have to notice a
discrepancy between evidence and recommendations on one side and the presented real-world data on the
other side. While guidelines recommend engagement in advance care planning in the early stages of a
disease (and provide abundant evidence for its effectiveness in terms of realising patient preferences), and
advise against making end-of-life decisions during hospitalisation, the majority of DNR orders were found
to be implemented during hospitalisation.

Advance care planning is a process of thinking about, discussing, planning and documenting therapeutic
preferences for hypothetical scenarios where the patient cannot express his/her own will. This process is
conducted by the patient, his/her family or healthcare attorney, his/her physician or an advance care
planning facilitator. Advance care planning has numerous, well-described positive effects on end-of-life
care for patients, such as reductions in futile life-sustaining treatments and increased compliance with
patient preferences [4].

Failure to discuss life-prolonging interventions or therapeutic restrictions at the end of life should be
avoided as it will result in more patient suffering [10]. Indeed, RASKIN et al. [9] reported that all seven
patients without a DNR admitted to the intensive care unit died on mechanical ventilation, although only
two were admitted for respiratory reasons. This underscores the notion that COPD patients receive less
palliative and end-of-life care [5].

Guidelines emphasise communication with the patients while establishing and continuing NIV [11]. This
holds especially true when a change of the therapeutic aim is discussed. Accordingly, it is recommended
that clinicians delivering NIV or invasive mechanical ventilation should have ready access to palliative
medicine and consider advance care planning. On the basis of moderate certainty of evidence, the recent
European Respiratory Society/American Thoracic Society clinical practice guidelines on NIV for acute
respiratory failure suggest that, following appropriate patient selection, NIV is an option in severely
dyspnoeic patients for palliation in the setting of terminal cancer or other terminal conditions [12].

How can we use the above in our clinical routine? First, we need more awareness that, in the majority of
cases, severe chronic lung disease like COPD will finally terminate the patient’s life, and that dying from
lung disease is an expected outcome. Secondly, this insight should trigger communication with the patient
and his/her family about the general therapeutic attitude, how to proceed in emergency scenarios, who
could express the patient’s preferences if he/she cannot do so, and about other end-of-life preferences [13].
Thirdly, we are all aware of the more unpredictable course of COPD and other non-cancer disease as
opposed to, for instance, advanced metastatic solid cancer. But then, even more, sensitive communication
about both favourable and unfavourable outcomes and scenarios will be required, in order to prevent
undue expectations and demands. Fourthly, palliative care is a support concept for any patients in need,
not only for cancer patients, and it might be worthwhile considering involving specialised palliative care
services early in the course of the disease. However, good communication, the principles of advance care
planning, and basic and anticipatory symptom control (put simply, “engaging with the upcoming”) should
be the competence and responsibility of any speciality involved in the care of patients suffering from lung
disease.

William Shakespeare wrote in 1600: “But I must go and meet with danger there, Or it will seek me in
another place And find me worse provided” (Henry IV, Part 2). In this respect, the survey by RASKIN et al.
[9] has hopefully triggered an overdue discussion about the urgent need to “meet with danger”, in order
to be better provided for crises and emergencies, and to better integrate basic palliative principles into
pneumology.
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