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Palliative care 
The World Health Organization describes 
palliative care as an approach that 
improves the quality of life of patients and 
their families facing problems associated 
with life-threatening illness, through the 
prevention and relief  of suffering, early 
identification and impeccable assessment 
and treatment of pain and other problems 
- physical, psychosocial and spiritual.1 

The aims of palliative care are to pro-
vide relief  from pain and other distress-
ing symptoms, affirm life and maintain 
the view that dying is a normal process, 
intending neither to hasten nor postpone 

death, while integrating the psychologi-
cal and spiritual aspects of patient care. 
There is a role for palliative care across 
the disease trajectory of neurological dis-
orders (Figure 1), from diagnoses such as 
with amyotrophic lateral sclerosis (ALS) 
and severe stroke, at times throughout 
disease progression - Parkinson’s disease, 
multiple system atrophy (MSA), progres-
sive supranuclear palsy (PSP), cortico-
basal degeneration (CBD) and multiple 
sclerosis (MS) - and at the end of life (any 
disease).2,3 

Assessment 
Most patients with neurological disease 
will have many symptoms including pain, 
dyspnoea, dysphagia, incontinence, con-
stipation, speech problems, delirium and 
anxiety/depression. It is important to ask 
the patient about specific symptoms, as 
many will not spontaneously talk about 
them otherwise. Pain is common in neu-
rological diseases - ALS (76%), MS (82%) 
and Parkinson’s (62%). In dementia 
patients it is difficult to ask if  there is pain 
and so proxy assessments are required. 
The causes of pain are variable - mus-
culoskeletal, cramp, skin pressure, MS 

paroxysmal pain, constipation or urinary 
tract infection. Skin pressure pain can 
be managed with positioning and opioid 
medication. 

Psychosocial and spiritual aspects of 
care for the patient and family are equally 
important. Spiritual aspects of care are 
not necessarily religious, but include the 
deeper meaning of life, fears of dying and 
fears of death. It is the role of multidis-
ciplinary professionals to listen to the 
patient and family, co-ordinate the appro-
priate care and be open to all issues.

Figure 1. The role of palliative care across disease trajectory – dynamic involvement of palliative 
services based on trigger points
Adapted from Bede P, Hardiman O, O’Brannagain D. An integrated framework of early intervention palliative care in motor neurone 
disease as a model to progressive neurodegenerative disease. Poster at European ALS Congress, Turin. 2009
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End-of-life care 
When does end-of-life care start? Who 
is involved? How do we discuss this with 
patients? How do we improve care? 

End-of-life care in neurological disease 
is a challenge, requiring collaboration 
between neurology, rehabilitation medi-
cine, general medical care, primary care 
and specialist palliative care. 

Recognition of deterioration over the 
last months and weeks, and diagnosis 
of the start of the dying phase, allow for 
appropriate management of interven-
tions, medication, and carer and fam-
ily support.4 Triggers for end-of-life care 
include patient/family request, dysphagia, 

cognitive decline, dyspnoea, repeated 
infections, weight loss and marked decline 
in the patient’s condition. End-of-life care 
triggers in specific neurological diseases 
are outlined in Table 1.5 The use of these 
triggers can be of help in recognising 
when a patient is deteriorating and allow 
the emphasis of care to be more on the 
support of the patient and family, the 
management of symptoms, such as pain 
and breathlessness, and the preparation 
for the end of life – including discussion 
of the concerns of patient, family and 
team and provision of medication for use 
if  there is a sudden deterioration. 

Table 1. Triggers for end-of-life care in neurological diseases5 

ALS/MND • Breathlessness/respiratory failure
• Swallowing issues
• Cognitive changes
• Weakness

MS • Dysphagia (choking attacks, poor hydration and nutrition)
• Frequent infections
• Cognitive decline (reduced communication)
• Fatigue (profound reduced response to the environment)

Parkinson’s disease • Rigidity
• Pain
• Agitation/confusion from sepsis
• Neuropsychiatric decline

PSP/CBD • Dysphagia
• Poor speech 
• Weight loss
• Severe pressure sores
• Psychiatric symptoms
• Medication no longer effective

The Royal College of Physicians ‘Our 
Future Health’ programme provides 

useful insights as does the accompanying 
video interview with Dr David Oliver.
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