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Palliative care for patients with
disease other than cancer

Although UK specialist palliative care
(SPC) services originated for patients
dying from cancer, patients with non-
malignant disease also have significant
supportive and palliative care needs.'”
SPC services are now extending care to
those with chronic heart failure (CHF)
and chronic lung disease (CLD). In spite of
the observation, ‘Discomfort was not nec-
essarily greatest in those dying from
cancer; patients dying of heart failure, or
renal failure, or both, had most physical
distress’* The medical profession has been
quicker to recognise the palliative care
needs of patients with cancer and there is

Key Points

still a reluctance to refer patients with
these other conditions for palliative care.
Despite a prolonged symptom burden,
patients with CHF or CLD understand less
about their illness, have fewer choices
regarding end-of-life care and more lim-
ited access to supportive and palliative care
than those with cancer.>> One explanation
suggested for this inequality is the unpre-
dictable illness trajectory of organ failure.®

Chronic lung disease

In CLD, the diagnosis is generally made
only when the disease is advanced and
patients have lived with problems for
many years. Patients often feel ‘unde-
serving’ as their illness is commonly
related to smoking, they seek help very
late and often do not understand that the
disease is life threatening.”8

Chronic heart failure

In CHEF, decompensations become more
frequent, but it is still difficult to antici-
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Most palliative care problems suffered by these patients should be within the
abilities of the usual medical team. All clinicians involved should have good
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Complex or persistent problems (eg intractable pain, difficult breathlessness)
should trigger referral to specialist palliative care services — these are not only
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Recognition of dying can be difficult and there is a risk of inappropriate and futile
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Breathlessness is a neglected and ‘invisible’ symptom which is a risk factor for
emergency hospital admission and caregiver distress
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pate which is the one that will lead to
death. This, coupled with a mispercep-
tion that ‘palliative care’ is relevant only
for the dying patient has led to ‘prog-
nostic paralysis’® Systematic improve-
ments in the management of CHF (eg
National Service Framework, National
Institute for Health and Clinical
guidance and Quality
Outcomes Framework) have improved
prognosis, and device therapies, such as
implantable cardioverter devices (ICDs),
are likely to minimise sudden cardiac
death (SCD).? This may contribute to the
difficulty in thinking of CHF as a ter-
minal illness. However, patients who
would otherwise have died from SCD
will now live to end-stage CHF. Thus, the
need for accessible palliative and end-of-
life care remains for patients with this
highly prevalent disease.

Excellence

Issues common to chronic heart
failure and chronic lung disease

A comprehensive assessment of medical,
psychosocial and caregiver issues by the
patient’s cardiorespiratory team is cru-
cial. Optimal management of underlying
pathology, with treatment options tai-
lored to the individual, related to per-
sonal choices and disease trajectory, is
mandatory. Needs elicited at this assess-
ment (eg symptom control, social sup-
port, information about prognosis) can
be met by the cardiorespiratory team
working in an extended team including
primary care and SPC. In this way, an
approach of palliative and cardiorespira-
tory services working together allows
access to relevant disease-focused inter-
ventions alongside symptom manage-
ment and support.

SPC services are not only for the dying
patient — when referral is often too late —
but for patients living with complex or
persistent problems. If a problem-based
rather than prognosis-based approach is
used, referral to services should be
appropriate and timely. Otherwise, end-
stage disease with its increasing sup-
portive and palliative care needs is often
missed despite the presence of markers
for poor prognosis. This has a significant
impact on the ability to clarify patients’
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wishes and to plan for care, resulting in
avoidable ineffective admissions to acute
hospital rather than increased care at
home or in hospice.

Common symptoms and their
management

In general, the skills required for
symptom management in CHF and CLD
are the same as those for patients with
malignant disease and are described in
more detail elsewhere.!®!! Symptoms
such as breathlessness (Table 1)'>!1% and
fatigue are highly prevalent. Pain, often
due to comorbidities, can also be a
problem. Depression is a prevalent
problem common to both CHF and
CLD. It is associated with poorer clinical
outcomes such as survival and hospital
admission, increased caregiver morbidity
and reduction in patient involvement in
self-management strategies.

Specific issues to consider in
patients with chronic heart
failure

Heart failure nurses, if available, are well
placed to act as key worker, providing a
layer of supportive care and optimising
cardiac treatment.

Devices

Device therapies may be pertinent for
patients with advanced CHE, for example:

e cardiac resynchronisation therapy!*

o left ventricular assist devices

e surgical intervention for valvular
disease

e ablation for atrial fibrillation

e referral for transplantation.

These patients are usually highly
symptomatic, so a joint approach is often
beneficial even if cardiology treatment
options are still available. ICDs will need
to be reprogrammed to ‘pacing only’ at
end-stage to prevent possible repeated
shocks that do not prolong quality
living.!> Reassurance may be needed that
withdrawal of ICD support does not
equate to ‘switching off’ the heart and
will not lead to immediate death.

Diuretics

As CHF progresses, the patient may
become more resistant to diuretics.
Continuous infusion of loop diuretics
may improve effect.!® The addition of
thiazide diuretics (eg bendroflumethi-
azide or metalozone) may help restore
fluid balance, but often at the expense
of renal function at this stage.
Aldosterone antagonists such as
spironolactone should be part of
optimal management if tolerated.
Continuous subcutaneous infusion of
furosemide is an alternative route of
administration that could be provided

in the community.!”18
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Polypharmacy

As CHF progresses, patients may find
polypharmacy burdensome and rational-
isation is indicated. The mainstays of
CHF therapy (angiotensin-converting
enzyme inhibitors or angiotensin
receptor blockers), beta-blockers and
aldosterone antagonists should be con-
tinued if blood pressure allows, even if
the dose has to be reduced, as these have
been shown to help symptom control as
well as survival. If there is any doubt
about the benefit of medication, advice
from the cardiology team should be
sought. The decision to continue or stop
warfarin can be difficult, not least because

Table 1. Management of chronic intractable breathlessness (based on Ref 12).
CHF = chronic heart failure; CLD = chronic lung disease; CSI = continuous subcutaneous
infusion; MR = modified release; PRN = as needed.

Treatment type

Specific treatments

Non-pharmacological: e Facial cooling with a hand-held fan (aim at area subserved

suitable for all breathless
patients

by Vth cranial nerve around mouth, nose and
surrounding cheeks)*

e Keeping physically active, exercise programmes for
suitable patients, tailored to the individual person

® Breathing retraining

@ Relaxation and anxiety control techniques

® Psychological support for patient and carer (very
frightening to watch someone being breathless)

® Addressing fears about breathlessness

® Education about the symptom

Pharmacological:
more important in the
severely breathless

e Palliative treatment: oral opioids reduce breathlessness by
about 20% in many patients. Start low, increasing
slowly to reduce incidence of adverse effects. More

useful in patients with severe breathlessness:

— opioid naive patients with CLD/CHF chronically breathless:
slow titration phase, starting as low as 1 mg daily,
increasing 1 mg daily each week until on 5-10 mg
MR morphine bd and using 2.5 mg PRN

— already taking opioids: increase current dose by 25% and
encourage use of PRN opioids for breathlessness

® At the end of life, prescribe CSI of morphine/diamorphine
and midazolam:

— opioid naive: typical regimen 2.5-5.0 mg diamorphine
with 5-10 mg midazolam over 24 hours

— already on opioids: add midazolam (5-10 mg) or
levomepromazine (6.25-12.5 mg, more if anxiety
very prominent)

e Oral benzodiazepines, eg lorazepam or phenothiazines,
may be helpful if patients cannot use non-pharmacological
anxiety-reducing strategies (evidence for both limited)

* Oxygen: there is no evidence that oxygen is better than air (fan) in palliating in chronic, intractable
breathlessness in advanced disease, unless patient desaturates below 90% on exercise.
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patients may be very anxious about the
risk of a stroke. However, with worsening
disease and liver congestion, interna-
tional normalised ratio control becomes
more difficult and, with deteriorating
mobility, the risk of falling brings a risk of
head injury and intracerebral bleed.

Cardiopulmonary resuscitation

There may be unrealistic expectations
about the result of attempted cardiopul-
monary resuscitation because of pre-
vious success in the context of less severe
myocardial disease. Although current
guidance is clear that there is no obliga-
tion to discuss futile interventions, it is
good practice to explore patient and
carer understanding and expectations of

treatment options as part of a broader
discussion about stage of illness and aims
of management.!® This discussion can be
crucial in planning place of care and is an
important step in preventing futile hos-
pital admissions.

Specific problems for patients
with chronic lung disease
(Table 2)

Breathlessness

The key symptom in patients with CLD
is breathlessness. This is a risk factor for
emergency hospital admission, sedation
at the end of life and caregiver distress. In
the same way that pain was overlooked in
patients with cancer until the mid to late
20th century, breathlessness seems ‘invis-

Table 2. Specific problems in patients with chronic lung disease (CLD).

Problem

Implication for management

Chronic intractable breathlessness very
common (up to 90% in advanced CLD).
This is also a common problem in CHF,
but breathlessness at rest or minimal
exertion is not usually a major issue until
very end-stage disease (NYHA class V)

Disease-altering treatments rare

Less public understanding of CLD

Clinical teams reluctant to recognise end-
stage disease leading to lack of advance
care planning (although this is a problem
for patients with CHF too, patients are
less likely to be admitted to intensive care
for ventilation when this could be
deemed futile)

® Risk factor for hospital admission

® Leads to social isolation of patient and
often elderly caregivers

® More frequent need for sedation at
end of life

e Palliation often difficult

® Anxiety very common in patient and carer,
contributing to frequent need for
out-of-hours care

® Non-pharmacological treatments requiring
motivation and effort most effective
palliation at present

e Decline inevitable
® Less hope for patients and caregivers

® Importance of non-pharmacological
treatment not generally understood by
clinicians

e Self-management strategies not instituted
early enough or encouraged

e Pain evokes a sympathetic response
(sometimes unhelpful)

® May exacerbate self-blame of sufferers
(feel condition related to smoking and thus
self-inflicted)

e Breathlessness not seen as serious
symptom

® Inappropriate use of intensive care
facilities such as intermittent positive
pressure ventilation and respiratory
stimulants

CHF = chronic heart failure: NYHA = New York Heart Association.
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ible’ or ‘inevitable’ This leads to thera-
peutic nihilism until patient and family
exhaustion and distress lead to hospital
admission’. The situation is exacerbated
by patients with advanced CLD finding it
difficult to go to the clinic or the surgery,
so symptoms go unrecognised until a
crisis.” It is important for all clinicians
caring for patients with advanced CLD to
ask about breathlessness and treat it
actively (Table 1).

Breathlessness is a symptom well
recognised by SPC services who will see
and advise, whether in hospital or the
community. They can offer not only spe-
cialist symptom control advice but also
(variably) symptom control admissions,
hospice day therapy, volunteer sitters,
bereavement services, hospice at home
and carer support. Some may include
breathlessness intervention services*
which can work alongside respiratory
teams to alleviate this difficult symptom.
Education of patient and caregivers about
breathlessness management is important
(www.cuh.org.uk/breathlessness).

If supportive and palliative services,
including social care assistance, are
introduced early when breathlessness is
only mild and relatively unintrusive,
the caregivers, who are often elderly
with fewer social supports, may be able
to pace themselves better than the all
too frequent pattern of stoic accep-
tance, invisible exhaustion, desperation
and unplanned admission to a hospital.
It is essential that there are locally
agreed systems to identify the best
member of the team to coordinate such
support.

Recognition of dying can be difficult,
and there is a risk of inappropriate and
futile intensive care interventions such as
ventilation and respiratory stimulants.

Conclusions

All clinicians involved in the care of
patients with CHF and CLD should have
good generic palliative and communica-
tion skills. A full assessment should be
carried out and appropriate services
involved as an extended team to provide
required supportive and palliative care.
Although poor prognostic features in
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individual patients can often be recog-
nised, a problem-based approach will
release any ‘prognostic paralysis. Most
palliative care problems suffered by
patients with advanced cardiorespiratory
disease should be within the abilities of
the usual medical team, but complex or
persistent problems (eg intractable pain,
difficult breathlessness) should trigger
referral to SPC. Palliative care teams can
‘dip in and out’ of caring for patients with
advanced cardiorespiratory disease as the
disease fluctuates and crises are con-
trolled. By working alongside cardiology
and respiratory teams, patients can have
the best access to care whenever it is
required.
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