Summary

Patients with advanced COPD may
have worse quality of life, greater limita-
tion of activity, and more anxiety and
depression than patients with lung can-
cer, yet access to palliative care servic-
es is rare. Primary care clinicians can
contribute by identifying those who
would benefit from a palliative care
approach.’

The physical, social and spiritual
burden

As lung function deteriorates the burden
of COPD increases.”® Predominant
symptoms are disabling shortness of
breath and depression, but cough,
fatigue, pain, confusion, anorexia, and
thirst are commonly described. This mor-
bidity is reflected in severe impairment of
quality of life and activities of daily living.
Exacerbations result in frequent admis-
sions and high use of primary care serv-
ices. Social isolation is common and the
burden on carers is high. Many patients
with a life threatening illness are stimulat-
ed by their experience to consider the
meaning and purpose of life. Distress
due to unmet spiritual needs increases
anxiety, panic attacks and the unsched-
uled use of medical services.

lliness trajectories

Only two-thirds of patients
discharged after an admission with
respiratory failure survive two years.
In contrast to cancer where the termi-
nal phase is relatively clearly defined,
COPD illustrates the organ failure tra-
jectory at the end of life, where grad-
ual decline over a number of years is
punctuated by acute, often severe
exacerbations, any one of which may,
or may not, prove fatal.” [Figure 1]
This uncertain disease progression
may be compounded by a tendency
for doctors who are familiar with
patients to over-estimate survival.®
Death, therefore, may occur suddenly

Figure 1: Comparison of the
patterns of physical decline for
people with cancer and COPD
(organ failure).® Reproduced with
permission from the RAND
Corporation, Santa Monica, CA.
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Figure 2: Transition from curative
care to palliative care.®* Reproduced
with permission from the RAND
Corporation, Santa Monica, CA.
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before clinicians have perceived the
patient to be "terminal”, thereby miss-
ing the opportunity to address impor-
tant issues.

Identifying people who would benefit

from a palliative care approach

Prognosis in COPD is difficult, but

recognised indicators of a poor out-

come are:®

® Hospital admissions: only two-
thirds of patients discharged after
an admission with respiratory failure
survive two years.

® Severe disease: an FEV1 of 30%
predicted or less; on long-term oxy-
gen therapy.

® Depression, poor quality of life,
being housebound due to COPD

® Co-morbidity (especially heart failure).

® | ow body mass index.

General Practitioners (GPs) and
nurses may be able to identify those
who would benefit from a palliative
care approach by considering the
question "Would | be surprised if my
patient were to die in the next twelve
months?""® Awareness of the impor-
tance of palliative care for patients
with advanced COPD will enable
practices to identify those who might
benefit from inclusion in a "supportive
and palliative care register”, with a
view to facilitating the provision of
multidisciplinary care.

Discussion about end-of-life care

Despite recognising the importance of

discussing end-of-life care, many clini-

cians find it difficult to raise such sensi-

tive issues. Some useful questions

include:

® |f things got worse, where would
you like to be cared for?

® What's the most important issue

in your life right now?
® What helps you keep going?
® \What is your greatest problem?
® You seem cheerful at present,

but do you ever feel down?

Beginning discussions early in the
disease course, being open to opportu-
nities to discuss prognosis, and
explaining the uncertain trajectory, are
amongst the strategies identified by
GPs as having 'worked' for them."

It is important to appreciate that the
transition from curative to palliative care
may not be clear-cut for people with
COPD.? [Figure 2] For example, a deci-
sion to accept a palliative care
approach to symptom control, does not
necessarily preclude a decision to
admit a patient to hospital in the event
of an exacerbation, or the acceptance
of assisted ventilation for an episode of
respiratory failure. Other patients may
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- " -y . : within the primary care
Figure 3. Palliative prescribing for patients with team (including the
end-stage COPD" .

out-of-hours services)

Symptom

Medication

should be ensured by

Dyspnoea Opiates, titrating the dose

Oxygen may have a small
effect on dyspnoea. Cool

air, e.g. from a fan, sometimes
increases comfort

Initial dose: morphine
to achieve relief of dyspnoea. 5mg 4 hourly

using an appropriate
'handover form'. The
Gold Standards
Framework has been

developed for the care

of people with advanced
illnesses.™ It highlights
seven key tasks widely

used in providing co-
ordinated care for peo-

Cough Opiates Morphine 5mg 4 hourly

Excess Anticholinergics (but take sc hyoscine:

secretions care to avoid the discomfort ~ 400-600mg 4-6 hourly
of a dry mouth)

Anxiety Benzodiazepines Diazepam 5-10mg daily
Note: high doses of B-agonists
can aggravate anxiety

Confusion Oxygen may reduce confusion Haloperidol

due to hypoxia. Haloperidol
may ease confusion and
restlessness

decide that they do not want another
admission, and they will only accept
treatment that can be provided at home.
It is important therefore, that these pref-
erences are documented and shared
with appropriate colleagues (including
drafting an Advance Care Plan and pro-
viding the Out-of-Hours services with rel-
evant information).

Alleviating distressing symptoms
Figure 3 summarises the options for pal-
liative prescribing for COPD."”? Opiates
have an important role in relieving the
distressing symptoms of dyspnoea and
cough, and there is evidence that con-
cerns about the risks of suppressing res-
piration are unfounded if appropriate
doses are used.”™

Ensuring physical, social and
spiritual support for patients

and their carers

As well as wanting information and control
of symptoms, patients with progressive ill-
nesses appreciate continuity of care.
Personal continuity by a named doctor or
nurse is ideal, and sharing information

1-3mg 8 hourly

ple with cancer, which
can be adapted for
people with advanced
COPD [Figure 4].

Social needs

Difficulty with activities of daily living may
be eased by the provision of appliances
such as walking aids, stair lifts, and bath
aids. Advice on benefits and support
with domestic care may be needed.
Social isolation is a major problem: a
wheelchair and a disabled parking per-
mit may prevent the COPD patient
becoming housebound and day-care
may provide a break for both the patient
and the carer.

Conclusion

Primary healthcare professionals have
an important role in the provision of
palliative care for their patients with
COPD."Recognising the end-of-life ill-
ness trajectory of people with organ
failure should facilitate the key step of
identifying patients with advanced dis-
ease who are 'at risk of dying'. The
aim is then to help patients with COPD
plan for, hope for and expect a good
death: a death where they wish, with
the people they want, and with minimal
physical, psychological and spiritual
distress.

Figure 4 Seven key tasks / standards for co-ordinated care, widely used in

cancer care, with suggested adaptations for patients with advanced COPD.

C1 Communication:

Establish a register of patients with advanced COPD, and discuss

advance care planning

C2 Co-ordinator:

Appoint a key person for each patient

C3 Control of symptoms:

Regularly re-assess physical, social, psychological and spiritual needs

C4 Continuity out-of-hours:

Ensure Out-of-Hours service have appropriate information

C5 Continued learning:

Ensure that the development needs of the practice team are met.

C6 Carer support:

Ensure practical, emotional, and bereavement support is available
for family and carer(s)

C7 Care in the final days:
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