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Educational aims

●● To outline the difficulties associated with identifying patients with severe COPD who are at risk of 
dying.

●● To summarise current research on this topic.

Key points

●● A specific transition point is difficult to identify in severe COPD.

●● Tools are available that may assist the physician in identifying those at risk of dying.

●● It is essential that the patient voice is heard, patients can describe specific events that may be used 
as a “trigger” for a palliative approach.

●● Specialist palliative care services may only be required for a subgroup of patients whose needs 
cannot be managed by the primary care team.
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Patients with severe chronic obstructive pulmonary disease (COPD) have a chaotic trajectory towards 
death. Research has focused on identifying a “transition point” that would allow identification of 
those patients who may benefit from a palliative approach to their care, or referral to a specialist 
palliative care service. This article aims to outline difficulties in identifying this transition point, 
summarise current literature on this topic and suggests a model based on clinical milestones.
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COPD is a slow and debilitating illness characterised 
by a series of adaptations to physical symptoms 
and loss of function [1]. Patients with COPD seem 
at times lost between acute secondary care and 
primary care. Many receive excellent acute care; 
however, keeping an overview of the illness 
trajectory and the bigger picture can be challenging. 
Optimal timing around initiation of palliative care 
goals can seem elusive at times [2].

Palliative care, largely associated with oncology 
and patients with cancer, has ventured into the 
unknown in helping to manage advanced, but 
chronic, long-term conditions. Questions remain 
as to how services designed for those who have a 
rapid decline, meet the needs of people in a pattern 
of slow deterioration [3, 4].

Traditionally, the medical literature has focused 
almost solely on quantitative data, numbers and 
facts, to drive models of care. Qualitative and mixed 
methods may give us new insights into the patients’ 
perception of care received. Allowing the patient 
voice to drive service development and decide how 
the health system can best meet their needs may 

be revolutionary and lead to changes in individual 
practice.

The key questions are: when do patients with 
COPD benefit from the palliative approach and how 
should palliative care be configured for patients with 
COPD?

Trajectories of illness

Patients with COPD follow a chronic disease 
trajectory, with long periods of slowly declining 
health punctuated with acute exacerbations that 
may cause the fatal illness (figure 1) [5]. Families 
are often hastily prepared for the possibility of 
death, only to find their loved ones rally and survive. 
Eventually, death does occur and may be perceived 
as sudden and unexpected by the relatives. 
Throughout this rollercoaster experience, they 
receive little emotional and social support [6–8]. 
This course of events is highly unpredictable and 
prognostication is almost impossible. Therefore, 
physicians may shy away from the topic of death 
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completely. Studies show that do-not-resuscitate 
orders are often not organised until the days leading 
up to death, the most traumatic time for the patient 
and their family [9]. Physicians hesitate to discuss 
these issues, fearing that they are destroying hope 
for recovery, but without these conversations it is 
impossible to discover the patient’s wishes and 
preferred places of care and death.

Severity assessment

A review of the changing Global Initiative for 
Chronic Obstructive Lung Disease COPD guidelines 
highlights the ongoing discussion as to how to best 
identify patients care needs [10]. Spirometry is the 
crucial investigation to diagnose COPD and is also 
used to assess the severity. In the 2017 edition of 
the guidelines, it is not used to estimate the patient 
illness experience. Patients are classified into different 
target and treatment groups using the number of 
exacerbations leading to hospital admission and the 
severity of symptoms using the modified Medical 
Research Council (mMRC) dyspnoea scale or the COPD 
Assessment Tool (CAT). The current classification into 
groups A, B, C and D appears temporary; it is likely 
to change in the future. It is complex enough for 
respiratory specialists, and certainly not intuitive or 
in any way meaningful for patients.

The BODE (BMI, airflow obstruction, dyspnoea, 
exercise capacity) index is the best established tool 
to estimate the prognosis of a patient with COPD 
[11]. It has a well-established research base. The 
BODE index combines information from the body 
mass index (BMI), degree of airflow obstruction, 
dyspnoea assessed by the mMRC dyspnoea scale 
and the exercise capacity as measured using 6-min 
walking distance. Based on severity, patients are 
divided into quartiles, which correlate well with 
the average survival. It is a well-validated research 
tool; the clinical application is limited by availability 
of a 6-min walking distance. Working in an acute 
care setting a large number of patients admitted to 
hospital will be in the higher quartile with a BODE 

score between 7 and 10, and have an 80% risk 
of dying within 52 months. Whilst well validated 
for population-based research, it is a blunt tool 
in clinical practice as it is difficult to apply on an 
individual level.

Terminology used in 
palliative care

The World Health Organization definition of 
palliative care focuses on all aspects of a person: 
physical, emotional, social and spiritual [12]. It also 
includes the family, whatever that may look like 
for an individual. Palliative medicine is a relatively 
new specialty that is slowing being recognised as its 
own entity by medical schools and medical societies 
around the world. However, specialist palliative care 
should not be confused with the palliative approach. 
The palliative approach is the responsibility of all; 
conversations about the illness and what to expect 
is everybody’s business. Complex symptoms, 
emotional anguish, social issues and existential 
distress are all the remit of a specialist team, if 
available.

In New Zealand, the term end-of-life care 
is defined in the National Glossary as the last 
48–72 h of a person’s life [13]. This is a time when 
the healthcare team needs to prepare the patient 
and family for the death and have an emphasis on 
comfort and dignity.

Identification of those with 
palliative care needs

Palliative care services across the world use the 
Supportive and Palliative Care Tool (SPICT), which 
guides identification of people at risk of deteriorating 
and dying with one or more progressive conditions 
[14]. The purpose of the tool is to allow better care 
and planning for individuals and their families. SPICT 
was devised in Scotland and includes a section on 
respiratory disease. It uses shortness of breath 
at rest, the need for long-term oxygen therapy 
and past use of ventilation as key indicators that 
health is deteriorating. It also outlines seven general 
indicators of poor health.

Patients have an even wider view of health 
that takes into account relationships, community 
and life in general. A scarcely resourced specialist 
palliative care service may not be necessary to 
make big improvements in their quality of life, if 
their needs are well-understood. This will allow 
palliative care services to be used by those with 
complex issues, which they are trained to manage.

In 2015, Landers et al. [15] published an article 
exploring patient perceptions of advanced COPD 
and their understanding of the “palliative approach”. 
This is a focus on quality of life than disease-
modifying goals of care. The patients in this study 
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Figure 1  The disease trajectory expected in a patient with COPD. Adapted from [5]. 
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were interviewed after a life-threatening admission 
for respiratory failure requiring noninvasive 
ventilation (NIV). The semi-structured interview 
questions explored the patients’ understanding 
of their COPD, future concerns about the impact 
of their illness, concerns about further hospital 
admissions and their perceptions of palliative care.

Six themes or milestones were identified by the 
patients. The loss of recreation signalled a change 
in relationships and a transition to a more severe 
impact of the disease on their lives. A change in 
the home environment, such as downsizing or 
requiring residential care, was also a trigger for a 
new direction. Increasing episodes of acute care 
was identified as a milestone of change as was 
the commencement of long-term oxygen therapy 
(LTOT). Interestingly, shortness of breath did not 
feature much in the interviews. However, when 
dyspnoea became panic attacks this was significant, 
but was not always volunteered by the patient. 
Finally, needing assistance with self-care was also 
a marker for a change in focus.

Based on the results of this study, figure  2 
provides a graphical representation of the 
accumulation of these milestones as the patient 
comes closer to death [15]. What is most critical 
is how this information changes what is offered 
to patients. Loss of hobbies and activity may lead 
to discussion about community groups that cater 
for those with physical limitations, but still provide 
social interaction. Families may need access to 
information about residential care options and 
legal advice. If a patient is requiring more frequent 
hospital admissions, there may be a need for 
an acute care plan at home, at the ambulance 
service, with the general practitioner (GP) and in 
the emergency department. At the time of starting 
LTOT, a patient should be offered the opportunity to 
complete an advance care plan. If panic is a major 
problem, a tailored breathlessness crisis plan can 
be organised through their primary health team. 

Patients requiring help with showering and dressing 
may need access to community services in a timely 
fashion.

This raises the ongoing question about how the 
various interventions doctors employ to “save lives” 
are perceived by the patients themselves. NIV is 
one of a few treatments in COPD that has been 
shown to improve survival [16]. Although research 
has been published showing survival data pertaining 
to this intervention, little is known about the patient 
experience and how to potentially improve it.

Using the same semi-structured interview as 
Landers et al. [15], Beckert et al. [17] describe 
four themes that emerge highlighting key issues 
for patients after NIV. They disliked the mask to 
the point of feeling suffocated. The blood gas 
sampling was painful and one of the worst aspects 
of the NIV process. The airflow associated with 
the mask induced fear, but was better tolerated 
when gradually titrated upwards. Patients also had 
different cognitive experiences with NIV, including 
difficulty recalling events and hallucinations. 
However, despite all the negative aspects of the 
treatment, patients described it as a “life-saver”. 
They had trust it would keep them alive and 
would, therefore, subject themselves to it again. 
They trusted the doctor to make the right decision 
implicitly. It went even further than this; people 
made cognitive and behavioural adaptations to 
make the experience more bearable. Ultimately, 
they had trust in health professionals and delegated 
decision-making to their doctors.

This article on NIV gave the patient a voice which 
can assist us, as health professionals, to improve the 
patient experience. The most pertinent finding from 
this study was the very clear mandate of the patient 
to delegate decision-making about NIV use and also 
end-of-life decisions to the treating doctor. This is in 
stark contrast to most patients with cancer. It is also 
in contrast to the calls of society for more autonomy 
around healthcare. Whether we embrace it or not, 
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Figure 2  Trajectory of COPD. Reproduced from [15] with permission.
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in this study patients with a longstanding chronic 
disease, COPD, placed much of the responsibility for 
decision making at the feet of the clinician.

Integration of specialist 
palliative care and COPD

The scope for integration and improvement of 
the palliative approach is immense. This could 
be implemented at all levels, starting with some 
fundamental shifts in thinking. The first issue is that 
of prognosis and time frames with chronic diseases 
such as COPD at their “end-stages”. Gillick [18] 
proposed a rethinking of the “central dogma” of 
palliative care which is relevant to these groups 
of patients. At the time of diagnosis of a serious 
illness, people want information and the focus to 
be on life-preserving treatments and interventions. 
Function and comfort are further down the list of 
necessities. Over time retaining function in daily 
life comes to the forefront of people’s wishes, with 
life preservation now lagging behind. After perhaps 
months or years of treatment, a shift occurs in the 
way people view their life; comfort and dignity 
emerge as more important. Eventually, for many, 
towards the final stage of life it is the sole focus. It 
is recognition of this changing attitude in patients 
with COPD that needs to be developed by the 
medical profession as a whole, confident in their 
ability to assist the patient to explore the issues 
raised in this process.

The question remains as to how this can be 
accomplished. As the majority of patients will have 
a GP, local palliative care services offering further 
training specifically to GP practices, including 
nurse practitioners, may help build confidence. 
This training would feature topics such as how to 
discuss the uncertainty of prognosis, what dying 
may be like, advance care planning and spirituality, 
all of which were identified in one study as being 
important to patients with COPD and not currently 
addressed [19]. An essential part of this would be 
encouraging clinicians to allow adequate time 
during consultations to explore patient-centred 
issues and not just disease management.

At the hospital level, there are multiple ways of 
approaching possible change. Education similar 
to that which is provided to GP practices, targeted 
towards both junior and senior members of staff 
could be organised. This does, however, depend 
on the willingness of hospital medical teams to 
learn new skills or adapt old ones. The respiratory 
service, in conjunction with specialist palliative 
care expertise, should develop rigorous policies 
and guidelines about end-of-life care in patients 
with severe COPD. One qualifying criteria for the 
pathway in this setting, at a minimum, could be 
an episode of assisted ventilation. Information in 
the form of pamphlets on available resources and 
advance care planning could be made accessible. 
Respiratory nurse specialists could also play a role 

in delivering advice and liaising with community 
services. This position should be attached to a 
respiratory ward, respiratory outreach programme 
or a pulmonary rehabilitation programme.

A study on the provision of advance care plans 
in pulmonary rehabilitation programmes found 
that 67% of 218 programmes in the USA did 
not introduce patients to topics relevant to these 
directives [20]. 77% of programmes indicated 
willingness and 86% would incorporate it into their 
curricula if provided with written resources.

Yohannes et al. [21] described and validated the 
Manchester Respiratory Activities of Daily Living 
(MRADL) questionnaire. It is a self-administered 
physical disability scale and takes less than 5 min 
to complete. It may have potential in selecting the 
most severe and disabled COPD patients. Additional 
relevant professionals could also be involved in 
these joint clinics such as psychologists (offering 
cognitive behavioural therapy) and dieticians. 
A discussion about further referral to a hospice 
programme could then occur, both between 
professionals and with the patient. This would 
have the added benefit of allowing palliative care 
practitioners to keep up to date with medical 
management, and respiratory consultants to view 
alternatives in end-of-life care.

It is the responsibility of the palliative care service 
to provide written referral criteria to those referring 
COPD patients. On referral to a hospice service, 
patients with chronic diseases such as COPD 
need clear goals of intervention. It is important 
to step away from the cancer model of care as 
the trajectory is too difficult to predict. Clarifying 
goals allows discharge from a service once they 
are achieved. Traditionally, this has not occurred 
in palliative care services, but it may be one way of 
managing resources and staying within limitations 
of workforce capacity.

It may also be necessary to extend goals of 
care and patient wishes to emergency services. 
Roberts et al. [22] proposed a card system (similar 
to those provided to neutropenic cancer patients) 
for those not wanting a hospital admission during 
an exacerbation. An action plan for these patients 
could be drawn up with their consent. It would then 
be left with ambulance services and at the patient’s 
home.

A new model for the palliative care of patients 
with COPD is proposed where the patient is firmly 
in the centre, surrounded first by their family and 
then by primary care (figure 3). All other services 
and interfaces are part of a wider palliative care 
approach with strong networks with each other and 
the palliative medicine specialist team.

Future planning in COPD

Multiple studies have shown that patients with 
COPD wish to discuss their prognosis and future 
healthcare needs with their doctors, particularly 
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their respiratory specialists [6, 23]. Many report 
little understanding of the course of their disease 
and want more information about what to expect 
as their illness advances [24]. Despite the fact that 
many patients are aware of their own mortality, 
they see their death as distant; therefore, end-
of-life wishes are not discussed [2]. One recent 
qualitative study described this dichotomy as 
“looking though my illness to an uncertain but 
concerning future” [25]. Participants in this study 
described fatalism about their disease course and 
avoided discussing or confronting issues such 
as end of life, yet acknowledged that death was 
foreseeable for them.

In recent years, the concept of advance care 
planning (ACP) has been integrated into many 
healthcare systems. ACP is a process of thinking 
about, discussing and planning the future healthcare 
wishes of an individual, led by that person and 
their family with input from relevant healthcare 
professionals. Research has shown that ACP has 
a positive effect on end-of-life care for patients 
with reductions in life-sustaining treatments and 
increased compliance with patient wishes [26].

Patients look to doctors to initiate discussions 
about future care planning and prognosis, yet there 
are considerable barriers to this occurring. One 
study of respiratory physicians showed that while 
the majority believed that ACP was important, a 
significant number found this challenging due to 
difficult prognostication, conflict with other chronic 
disease management goals or a fear of destroying 
hope. Many felt that patients did not wish to discuss 
ACP, or that they did not have the time nor skills to do 
so [27]. GPs are more likely to discuss prognosis with 
cancer patients than those with COPD [28]. Research 
has shown that patients are open to the concept of 
discussing ACP [29]; however, the ideal timing and 
setting for discussions has not yet been determined 
in the literature. General consensus is that the 
concept of ACP should be introduced early and 
patients repeatedly assessed for readiness to engage 
in such discussions [30]. Milestones that mark the 
progression of a person’s illness, as described above 

[15], could also be considered triggers for raising or 
revisiting ACP with that individual.

It is known that patients with COPD have little 
recall of hospital admission and treatments received. 
They are willing to undergo life-saving treatments 
despite the discomfort these treatments entail, 
generally expect to recover (as they have done 
previously) and have a high degree of delegation 
of decision making to healthcare professionals, 
specifically doctors [17, 24, 29]. This makes ACP 
challenging, but not impossible. Patients with COPD 
find it particularly difficult to make fixed decisions 
in advance [31]. Rather than making concrete 
decisions about specific treatments, patients can 
be prepared for “how” decisions should be made 
if they are unable to communicate. This may 
entail appointing a proxy decision-maker, focusing 
on goals and outcomes (rather than how those 
outcomes may be achieved) and discussion about 
the degree of delegation of decision-making to 
healthcare professionals in advance. Knowing that 
a person does not have advance wishes around 
specific treatments means that a proxy decision-
maker or healthcare professional cannot make a 
“wrong” decision.
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