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Ask the expert

When to refer patients
with advanced COPD to
palliative care services

According to the World Health Organization, the
health burden from COPD will increase in the
coming decades, due to continued exposure to
risk factors, population growth and ageing. It will
become the third leading cause of death by 2030
[1]. Globally, there were 3.1 million deaths from the
disease in 2015, but in addition, COPD deaths may
be underreported. It is common for a comorbidity
such as cor pulmonale to be reported as the main
cause of death, rather than COPD [2]. More than
90% deaths occur in low- and middle-income
families [3]. The causal relationship between
COPD and smoking has long been established
and accepted. In addition, socioeconomic status
affects lung function and respiratory function
independently, and its impact is second only
to smoking [4]. Therefore, in areas of relative
socioeconomic disadvantage, not only will more
patients present with COPD, but these patients
will have poorer outcomes than patients in higher
socioeconomic groups.

Most patients with advanced COPD have severe,
unremitting breathlessness, yet many patients do
not have good access to palliative care, particularly
in the developing world. Even in regions where
access is good, patients are underreferred, often
because of difficulties in prognostication and
physicians’ reluctance to talk about end-of-life
care [5]. COPD patients receive less community
support than lung cancer patients; in West Australia,
68% of lung cancer patients received palliative
care, as opposed to 8% of non-cancer patients [6].
This trend is replicated in other parts of the world.
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A study by BEERNAERT et al. [7]in the Netherlands
showed that after reviewing 2405 deaths, only 20%
of patients with COPD were referred to palliative
care services versus 60% of cancer patients
(p<0.001). There was only a median of 10 days
between referral and death. Between 2004 and
2015 only one in five people in the UK dying from
COPD was recorded as having received any palliative
care [8]. Despite nearly 90% of COPD patients
having a Health Anxiety and Depression Scale
score strongly suggestive of clinical depression and
anxiety, only 4% of these patients were receiving
pharmacological treatment [9].

Individuals with COPD may be stigmatised
due to the association of COPD with smoking
and the perceived “self-inflicted” nature of their
condition [10]. Education remains a significant
risk factor for COPD as smoking and pack-years
are higher among individuals with less than a high
school education [11].

Palliative care is an approach that improves the
quality of life of patients and their families facing
the problems associated with a life-threatening
illness, through the prevention and relief of suffering
by means of early identification and impeccable
assessment and treatment of pain and other
problems; physical, psychosocial and spiritual [12].

If breathless remains a significant issue despite
treating all reversible causes, this should prompt
a clinician to refer to a palliative care outpatient
service, which leads to the question, what is
breathlessness? Traditionally, breathlessness has
been measured and documented quantitatively,
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such as using oxygen saturation or arterial
blood gases, rather than incorporating the
many qualitative measures in the assessment
of breathlessness. Breathlessness can be any
symptom that describes an unpleasant sensation
of being unable to breathe: air hunger, running
out of breath, chest tightness or a feeling of
suffocation. The most common descriptors of
breathlessness in advanced COPD are not being
able to get enough air, feeling out of breath and
breathing taking a lot of effort [13]. Men often
describe it in terms of the reduction in their
physical capabilities, especially if their occupation
requires a level of physical fitness.

Simply put, if a clinician believes a patient
could die in the next 6 months, they should
refer to palliative care outpatient services. If they
are symptomatically breathless despite optimal
management, they should also be referred.
Clinicians are poor at predicting survival in COPD
and should ask themselves this question in addition
to using prognostication tools [14].

In the case of a patient with COPD, the last
months or years usually necessitates several
admissions to hospital with the interval between
each admission becoming shorter. This pattern
should prompt a referral to palliative care; if they
are well enough, to an outpatient service, or a
community service if housebound. Many clinicians
avoid conversations about dying, which can be
hugely disadvantageous for patients. It means
that the opportunity to discuss potential options for
managing patients at home are missed (increasing
the probability that a patient will represent to an
acute facility), with important psychosocial issues
such as anxiety, depression and carer stress being
inadequately addressed.

National COPD guidelines should encourage
early palliative care referrals. The Australian and
New Zealand COPD guidelines (2019) refer to
palliative care, but in their key recommendations
state that the evidence for palliative care is weak
(asitis categorised under optimising function) [15].
The guidelines suggest “the patient may enter their
terminal phase and the goals of care may change
rapidly to palliation with treatment limitations or
palliation alone with withdrawal of active therapy”.
This suggests a patient’s goal may change at a
single point in time that is well defined, as opposed
to a shifting paradigm, which is a more realistic
portrayal of advancing COPD.

There are excellent models of care that are
deserving of special attention in managing advanced
COPD. SMALLWOOD et al. [16] developed a long-term,
multidisciplinary, integrated service for patients with
advanced lung disease (ALD) in Victoria, Australia.
The clinic, set within an acute hospital, was staffed
by a respiratory specialist, a palliative care specialist,
a psychologist, an outreach nursing service and a
telephone support line. It involved 171 patients and
83% these had severe COPD. An 8-week pulmonary
rehabilitation course was undertaken by 69% of the
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group prior to attending the ALD clinic. In addition
to the rehabilitation, all patients received education
on self-management of their breathlessness and
were prescribed opioids if required. There was a
strong emphasis on managing psychological issues
that exacerbate breathlessness. There was a 52%
reduction in respiratory emergency presentations
(p=0.007) and an advanced care directive was
written by 39% (only three had previously written
one). Results from the ALD clinic revealed that 75%
of patients died outside of an acute hospital, eitherin
a dedicated palliative care bed or at home, supported
by a community palliative care service. This contrasts
with the current statistics of 72% of Australians with
COPD dying in an acute hospital [171].

There are other noteworthy models of care
worldwide; The Breathlessness Support Service
in London, UK, and the Cambridge Breathless
Intervention Service, Cambridge, UK [18]. They
also offer a multidisciplinary service but unlike the
Australian model, do not offer a long-term shared
care approach. Given the complexity of the patients
and the potential for a relatively longer prognosis for
COPD patients, a shared care model is preferable.

Summary

All national COPD guidelines should recommend
early palliative care.

Patients should be referred to palliative
care as soon as the patient has intractable
breathlessness and/or is presenting more
frequently to emergency departments with acute
exacerbations. Breathlessness is a subjective
symptom and self-reporting is an essential tool in
addition to quantitative measurements. Respiratory
physicians need to be comfortable talking about
end-of-life issues and introducing the concept of
palliative care, as referral is beneficial not only in
terms of symptom control but also in terms of the
psychosocial support that is offered to patients and
families. They should ask themselves “could my
patient die in the next 6 months?”. Palliative care
is effective but frequently only made available in
the terminal phase. Respiratory specialists need to
be comfortable and proficient at using low-dose
opioids for the management of breathlessness, in
the full knowledge they are safe and effective, and
do not adversely affect respiratory function [19].

Services need to develop strategies most suited
to the demographics of their region. Health areas
with high levels of socioeconomic disadvantage
will have a higher prevalence of COPD and this
must be factored in when developing the model
of service. A shared care model with respiratory
and palliative care specialists working together
has shown to be effective in improving symptom
control and enhancing patient choices at the end
of life.

Clinicians need to acknowledge the social
stigma that patients may experience with a




diagnosis of COPD. Many patients who need our
care are those that were exposed to aggressive
and unethical cigarette advertising over several
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decades, and we have a duty to provide the
best available treatment, which includes early
palliative care.
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