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Introduction

Although sometimes seen together, restlessness and confusion are different things. 
Restlessness means an inability to rest, relax or concentrate. Mild restlessness is quite 
common in the last days and hours of life with as many as half of all people dying 
from advanced illness showing some signs of restlessness. In more severe cases of 
restlessness people can become very irritable and agitated.

Signs of Restlessness

•	 Twitching	of	muscles	(often	noticeable	as	minor	spasms	of	the	wrists,	elbows,	
feet or legs).

•	 Moving	around	the	room	or	trying	to	get	out	of	bed	for	no	apparent	reason.

•	 Fidgeting	with	belongings	and	clothing	or	pulling	at	bed	sheets.

•	 Sleeplessness.

•	 Inability	to	get	comfortable.

•	 Grimacing	or	frowning.

•	 Anxiousness	or	problems	with	concentration.

Most people who are restless can recognise it in their own actions. Sometimes 
however, they may not be aware of their restlessness or be able to explain what the 
matter is. Sometimes restlessness is a sign that some deeper fear or spiritual concern 
is causing the person to be unsettled or uneasy. They may need both time and the 
opportunity to talk to someone they can trust about these concerns.

Confusion

Confusion describes a state of mind where clear thinking is disturbed or where a person 
is having difficulty trying to sort out what is real or what is imagined. This can leave 
them unsure about what is going on around them, where they are, and even who their 
carers are. Sorting through what is actually happening can be very difficult for a person 
who is confused. This can easily make them distressed and agitated. Their thinking can 
become so disturbed that they can hear things and see things that are not real.

Sometimes confused people are not bothered by these stray thoughts or ideas, and 
can	be	easily	distracted	from	them	and	gently	reorientated	to	reality.	For	others	
the confusion and/or hallucinations seem so real that they become suspicious and 
paranoid about the motives of the people who are trying to convince them that  
the things they are seeing and hearing are not real. Confusion can vary from a  
very	mild	form	to	a	violent	state	of	agitated	paranoia	called	psychosis	(pronounced	
sigh-koh-siss). Psychosis is very difficult to manage in the home. Any degree of 
confusion or the presence of unclear thinking can be very distressing and frightening 
for the confused person. It can also be a very unsettling time for carers, particularly 
those who are having trouble understanding why the person is behaving so ‘out of 
character’. In these circumstances, some carers make the mistake of taking these 
behaviours and responses personally and can get very upset.

It is important to understand that confusion:

•	 Is	not	a	matter	of	personality	or	the	deliberate	intentions	of	the	person.

•	 Is	a	problem	caused	by	either	the	life	limiting	illness	or	its	treatment.

•	 Sometimes	cannot	be	overcome	by	logic	or	argument.	(Arguing	with	a	
confused person can often make things worse.)

•	 Can	often	be	the	result	of	more	than	one	cause.

Often there is something that can be done to ease confusion, especially because there 
are	so	many	simple	reversible	things	can	cause	confusion	(including	constipation,	
chest infection, urinary tract infections, simple body-chemical imbalances like 
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dehydration or a low blood count). Sometimes 
confusion	can	be	a	result	of	a	limiting	illness	(eg,	brain	
tumours, stroke, dementia) or treatments of disease 
(eg,	radiotherapy	or	Morphine	medication	for	pain).	
There are dozens of possible causes.

What to do if you notice restlessness  
or confusion

•	 If	you	notice	restless	behaviour	or	confused	
thinking in the person you are caring for 
contact the nurse or doctor in your care team. 
Sometimes it can start very slowly and be 
difficult to notice. The sudden arrival of acute 
confusion needs to be reported promptly.

•	 Report	anything	that	you	feel	may	be	linked	
with the onset of this change in behaviour 
(particularly	if	you	feel	that	there	is	something	
that seems to make it worse or better).

•	 Restlessness	can	sometimes	be	a	sign	that	death	
is close. You may need to check with the nurse or 
doctor in your care team if this is likely. 

•	 Seek	answers	to	your	questions	and	raise	any	
concerns you may have with the nurse or doctor 
in your care team. They will work through the 
possible factors and investigate various 
treatments in a step-by-step manner to find out 
what works and what doesn’t. This can 
sometimes take a while. Some of the factors that 
may be contributing can easily be reversed and 
the problem will go away. Sometimes this does 
not prove possible. To ensure that the person in 
your care stays as comfortable as possible, 
medications may be given to either combat 
confusion	directly	(anti-psychotic	drugs)	or	make	
the	person	more	relaxed	and	calm	(sedative	
drugs). These medications can be given in  
tablet or injection form and can be used as a 
short-term solution or as an ongoing strategy to 
control the problem over the long-term. The 
nurse and doctor in your care team will sort 
through all the issues and choices with you  
step-by-step and help you to make the right 
decisions, at the right time, and for the  
right reasons.

Managing restlessness and confusion

•	 Give	medications	for	restlessness	and	confusion	
as directed.

•	 Keep	an	eye	on	simple	things	like	pain	or	
constipation. 

•	 Remind	the	person	you	are	caring	for	who	you	
are and what you are doing whenever you think 
this is necessary.

•	 Offer	regular	gentle	reassurance.	Sit	face	to	face	
so they can see you. Talk clearly and use short 
uncomplicated sentences.

•	 Stay	with	them	as	much	as	possible,	but	back	off	
if you feel that this is making them irritated or 
suspicious.

•	 Try	relaxing	activities	that	can	serve	as	a	form	of	
distraction

•	 Try	soothing	‘mood’	music,	or	reading	favourite	
stories or poems.

•	 Work	to	make	the	space	around	the	person	as	
calm as possible.

– Reduce the number of loud, imposing or 
stimulating sounds such as commercial radio 
or TV shows.

–	 Keep	the	number	of	visitors	to	a	minimum.

–	 Familiar	faces	are	often	more	settling	than	
strangers.

•	 Try	gentle	foot,	hand	or	back	massage,	or	try	
to comfort the person with gentle touch. If you 
have a sense that they are getting irritated or 
annoyed by your efforts, back off and give them 
some space, but do not leave them alone. They 
will need someone to make sure they are safe. 
This may involve removing dangerous items and 
hiding	things	(like	the	car	keys	if	they	are	intent	
on driving while confused).

•	 Get	help	from	the	care	team	if	you	are	getting	
tired or distressed. Call for urgent help if the 
person you are caring for becomes violent or you 
feel either of you are about to come to harm. 
You will not be expected to manage this all on 
your own. There may be family members or 
friends who can help share the task, and trained 
volunteers from the care team can also assist.

Disclaimer

The information contained in this fact sheet is for 
general guidance only. Whilst every effort has been 
made to ensure that the information is correct and 
in keeping with accepted standards of practice at 
the time of publication, neither the authors nor the 
publisher can accept any legal responsibility for any 
errors or omissions. It is the responsibility of the 
reader to seek appropriate professional advice.

This information should be read in conjunction with the advice provided by your palliative care team.


