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Abstract	

Introduction	

International	research	suggests	care	at	the	end	of	life	in	long	term	care	is	

suboptimal,	but	quality	improvement	initiatives	incorporating	advance	care	

planning	have	shown	promising	results.	Little	is	known	about	the	care	given	at	

this	time	of	life,	in	this	environment,	in	Ireland,	where	advance	care	directives	

are	not	yet	part	of	the	Irish	culture.	The	objectives	of	this	thesis	were	to	

examine	the	effect	of	implementation	of	as	advance	care	planning	program	

combined	with	a	palliative	care	educational	initiative	on	end	of	life	care	in	the	

long	term	care	setting	in	Ireland.		

Methods	

A	study	was	carried	out	to	examine	healthcare	professionals’	attitudes	and	

knowledge	of	advance	care	directive,	end	of	life	care	and	decision	making	for	

older	adults	with	diminished	decision	making	capacity	in	Ireland,	Canada	and	

the	United	Kingdom.	The	baseline	educational	needs	of	Irish	nursing	home	staff	

was	explored	and	the	data	used	to	create	a	palliative	care	educational	initiative	

tailored	to	the	needs	of	staff.	An	existing	advance	care	planning	program	(Let	

Me	Decide)	was	modified	for	use	in	an	Irish	long	term	care	setting.	The	effect	of	

systematically	implementing	both	these	programs	simultaneously	on	end	of	life	

care	was	examined	through	a	before	and	after	feasibility	study.		

Results	

Attitudes	to	and	knowledge	of	advance	care	directives	was	good	amongst	

healthcare	professionals	in	Ireland	compared	with	the	UK	and	Canada,	but	

knowledge	of	the	legal	situation	for	medical	decision	making	for	a	person	with	

diminished	capacity	was	lacking,	as	was	knowledge	of	the	successful	outcome	

for	cardiopulmonary	resuscitation.	End	of	life	care	education	was	suboptimal	

but	improved	subsequent	to	the	study	program	intiation.	The	challenges	faced	

in	advance	care	planning	and	implementing	an	associated	educational	program	

found	lack	of	time	and	staff	pressures	to	be	key	factors.	The	program	resulted	in	

a	substantial	rise	in	the	proportion	of	decedents	with	a	plan	for	end	of	life	care	
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and	a	marked	shift	in	the	timing	of	care	conversations	from	the	last	weeks	and	

days	of	life,	to	a	median	time	almost	6	months	before	death.	The	proportion	of	

long	term	care	residents	included	in	care	planning	decisions	improved	from	

5.5%	to	27%.	Bereaved	relatives	commended	the	end	of	life	care	received	by	

their	loved	ones,	they	rated	the	quality	of	their	loved	ones	dying	experience	

highly	and	highlights	practices	of	good	end	of	life	care	that	could	be	

disseminated	elsewhere.	In	addition	the	prescribing	practices	in	the	last	3	

months	of	life	were	examined.	Though	there	was	evidence	of	deprescribing	in	

over	half	of	decedents	this	tended	to	only	happen	close	to	death,	when	

anticipatory	prescribing	for	end	of	life	symptoms	also	took	place,	albeit	to	a	

greater	extent	in	the	after	period	of	the	study.	The	study	findings	were	

sustained	when	re-examined	in	2017.		

Conclusions	

Advance	care	planning	with	residents	(or	their	family)	was	not	part	of	the	

culture	of	end	of	life	care	in	Ireland,	and	decisions	on	resuscitation	or	

hospitalisation	tended	to	occur	with	family	when	imminent	death	of	nursing	

home	residents	was	recognised.	The	advance	care	planning	program	introduced	

in	this	project	was	acceptable,	feasibility	and	its	impact	sustainable	in	the	onger	

term.	Palliative	care	training	was	suboptimal	in	long	term	care	in	Ireland	but	

staff	were	keen	to	engage	with	education	and	the	study	intiaitive	improved	the	

prevalence	of	trained	staff	in	the	study	sites.	Additionally,	the	end	of	life	care	

provided	in	nursing	homes	in	Ireland	is	rated	highly	by	bereaved	relatives.		
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1 Introduction	

This	research	is	multifaceted	and	explores	the	intertwining	domains	of	advance	

care	directives,	advance	care	planning,	palliative	care,	and	their	relationship	

with	end	of	life	care	in	a	long-term	care	setting	in	Ireland.		

This	chapter	will	define	and	explore	the	evolution	of	advance	care	directives,	

advance	care	planning,	palliative	care	and	end	of	life	care.	Subsequently,	it	will	

discuss	the	challenges	in	providing	end	of	life	care	for	older	people	in	the	long-

term	care	setting	in	Ireland,	with	a	focus	on	medical	decision	making	for	end	of	

life,	particularly	for	those	lacking	capacity.		

This	chapter	concludes	with	a	description	of	the	rationale	and	objectives	of	this	

thesis	and	an	outline	of	the	subsequent	chapters.	

1.1 Medical	Decision	Making	at	the	end	of	life	in	those	lacking	
capacity	

Amongst	long	term	care	residents	there	is	a	high	prevalence	of	conditions	such	

as	dementia	which	may	limit	or	negate	a	person’s	capacity	to	make	medical	

decisions	on	their	own	behalf.	The	legal	situation	in	Ireland	(and	Canada)	

regarding	medical	decision	making	for	someone	with	diminished	capacity	is	

outlined	in	detail	in	Chapter	3,	and	discussed	further	in	Chapter	4.	Essentially,	if	

healthcare	decisions	need	to	be	made	for	an	individual,	and	they	lack	the	

capacity	to	decide	for	themselves,	then	someone	else	will	have	to	take	on	the	

task.	Legislation	differs	from	country	to	country	as	to	who	and	how	a	person	

might	be	nominated	to	act	as	proxy	decision	maker.	Regardless,	the	decision	

will	need	to	be	made,	and	the	process	and	challenges	are	discussed	in	Chapter	4.	

Ultimately	there	are	two	positions	which	need	to	be	considered;	whether	the	

person’s	wishes	are	known,	or	not.		

Capacity	is	not	“black	or	white”	but	a	spectrum	of	grey,	and	though	a	person	

may	ultimately	lack	capacity	to	make	a	decision,	they	may	still	retain	the	ability	

to	express	their	viewpoint	to	some	extent;	clearly	this	needs	to	be	considered	

heavily	in	any	decision-making	process.	In	other	situations,	the	person	may	lack	

any	means	of	communicating	their	thoughts.	In	the	latter	scenario,	they	may,	in	
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the	past,	have	expressed	their	thoughts	related	to	the	decision	at	hand;	these	

views	equally	carry	weight.	Often	their	thoughts	on	the	issue	were	not	

expressed,	so	two	common	means	of	making	decisions	on	their	behalf	would	be	

taking	either	a	“substituted	judgement”	or	a	“best	interests”	approach.		

Taking	a	substituted	judgement	approach,	the	proxy	decision-maker	guesses	

what	the	person	might	choose	were	they	still	able,	taking	cognisance	of	their	

knowledge	of	the	individual:	what	was	important	to	them,	their	beliefs,	their	

values,	their	worldview.	But	at	best,	it	is	just	a	guess.	Even	in	situations	where	a	

proxy	decision	maker	knows	the	person	intimately,	and	has	discussed	care	

choices	with	them,	research	shows	significant	discrepancies	between	what	the	

person	wants,	and	what	their	proxy	thinks	they	would	want.(1,	2)		

A	best	interests	approach	is	relatively	self-explanatory,	but	to	be	able	to	

appreciate	what	is	in	a	person’s	best	interest	one	must	have	an	understanding	

of	the	decision	that	is	being	made	and	be	able	to	weigh	the	different	options.	If	a	

decision	with	regard	to	cardiopulmonary	resuscitation	(CPR)	is	to	be	made,	it	is	

important	to	understand	why	the	decision	is	being	made;	to	understand	the	

underlying	health	of	the	patient	and	their	prognosis	–	dementia	for	example	is	

often	not	perceived	by	family	as	a	life	limiting	illness;	to	understand	why	

cardiac	or	pulmonary	arrest	might	happen	and	to	what	extent	the	cause	of	an	

arrest	might	be	treatable	or	reversible	if	CPR	attempts	were	successful	in	

restoring	circulation;	to	understand	what	CPR	entails	and	how	successful	or	

unsuccessful	CPR	attempts	are	likely	to	be	for	the	given	patient	and	in	a	given	

scenario.(3)	This	is	a	lot	to	consider.	It	is	a	lot	to	be	educated	on.	

Cardiopulmonary	resuscitation	is	an	area	that	is	often	misrepresented	in	the	

media	and	on	television,	important	information	sources,	leading	to	much	

misunderstanding	on	CPR	amongst	the	general	public	(and	many	healthcare	

professionals).(4,	5)	

When	CPR	decisions	need	to	be	made	in	a	crisis	situation,	lack	of	time	for	

clarification,	education	and	reflection	may	impede	the	decisions	being	made,	

irrespective	of	whether	a	best-interests	or	substituted	judgement	approach	is	

used.	The	value	of	advance	care	planning	is	readily	apparent.		
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1.2 Advance	Care	Directives	

 Definition	of	Advance	Care	Planning	and	Advance	Care	Directives	

Advance	care	planning	has	been	defined	by	Singer	as	“a	process	whereby	a	

patient,	in	consultation	with	health	care	providers,	family	members	and	

important	others,	makes	decisions	about	his	or	her	future	health	care”.(6)	It	

explores	the	individual’s	goals,	values	and	beliefs	and	how	these	inform	their	

preferences	for	future	healthcare.	Singer	goes	on	to	state	that	“physicians	can	

play	an	important	role	by	informing	patients	about	advance	care	planning	

directing	them	to	appropriate	resources,	counselling	them	as	they	engage	in	

advance	care	planning	and	helping	them	to	tailor	advance	directives	to	their	

prognosis”.(6)	In	truth	this	role	does	not	need	to	be	solely	that	of	the	physician	

but	rather	any	health	care	professional	with	the	relevant	knowledge	and	skills	

to	educate	and	guide	an	individual	on	the	issues	pertaining	to	the	decisions	

being	made.			

One	potential	outcome	of	advance	care	planning	is	an	advance	care	directive.	An	

advance	care	directive	is	a	legally	binding	document	records	the	care,	including	

life-sustaining	treatments,	that	person	would	or	would	not	wish	to	receive,	if	

they	become	incapacitated	to	make,	or	communicate	care	decisions	in	the	

future.	Of	note,	an	advance	care	directive	is	only	valid	if	made	voluntarily,	by	a	

competent	informed	person	and	is	used	or	acted	upon	if	the	person	subsequently	

loses	capacity	and	the	situation	envisioned	in	the	directive	occurs.	Depending	

on	the	jurisdiction,	advance	care	directives	can	be	legally	binding,	such	is	the	

case	in	Ireland.	It	is	important	to	note,	that	an	advance	care	directive	requesting	

something	illegal,	(such	as	euthanasia,	which	is	illegal	in	most	countries),	is	in	

itself	invalid	and	not	legally	binding.	Another	potential	output	of	advance	care	

planning	is	an	advance	care	plan,	which	is	a	less	formal,	non-legally	binding,	

record	of	an	individual’s	wishes.	

Whilst	a	competent,	informed	person	has	the	right	to	refuse	treatment	even	if	

this	may	lead	to	their	death,	they	do	not	have	the	same	right	to	demand	

treatment.	Requests	for	treatment	are	likely	to	be	upheld	though,	if	appropriate,	

feasible	and	non-futile.		
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Although	“advance	healthcare	decision”	is	the	term	used	in	Irish	legislation,	

“advance	care	directive:	is	the	term	chosen	for	use	in	this	thesis	as	it	is	the	term	

most	often	used	in	international	literature.	The	original	term	coined	was	“living	

will”.	Although	these	terms	are	sometimes	used	synonymously,	there	are	

differences	in	that	a	living	will	is	essentially	a	limited	form	of	an	advance	care	

directive.	A	living	will	allows	for	documentation	of	an	individual’s	wishes	

regarding	life-sustaining	measures,	whereas	an	advance	care	directive	also	

contains	the	option	of	designating	a	proxy	decision	maker.	There	are	many	

other	terms	used	to	describe	similar	entities	such	as;	“advance	healthcare	

decision”,	“advance	directive”,	“advance	decision”,	“instructional	directive”,	

“advance	treatment	directive”	and	“advance	statement”.		

 Evolution	of	Advance	Care	Directives	

Advance	care	directives	did	not	evolve	in	a	vacuum.	At	their	core	is	the	concept	

of	self-determination,	which	existed	in	medical	law	long	before	the	Nuremburg	

Code	of	1947	and	the	Declaration	of	Helsinki	(1964	-2004).	In	1914	in	the	

famous	case	of	Schloendorff	v.	Society	of	New	York	Hospital,	Justice	Benjamin	

Cardozo	stated	that:		

“Every	human	being	of	adult	years	and	sound	mind	has	the	right	to	

determine	what	shall	be	done	with	his	own	body;	and	a	surgeon	who	

performs	an	operation	without	his	patient’s	consent	commits	an	assault	

for	which	he	is	liable	in	damages.	This	is	true	except	in	cases	of	

emergency	where	the	patient	is	unconscious	and	where	it	is	necessary	to	

operate	before	consent	can	be	obtained.”		

Despite	this	case	essentially	establishing	the	principle	of	informed	consent,	the	

practice	at	the	time	in	providing	information	to	patients,	of	truth-telling,	was	

very	much	coloured	by	the	longstanding	authoritarian	and	paternalistic	model	

of	beneficence	which	persisted	in	medicine	into	the	late	nineteenth	century.	

Autonomy	was	viewed	as	a	danger	to	the	health	of	most	patients	essentially	

since	Hippocratic	times.(7)	The	Hippocratic	Corpus	advised	physicians	of	the	

wisdom	of:	
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“concealing	most	things	from	the	patient,	while	you	are	attending	

him;….turning	his	attention	away	from	what	is	being	done	to	him;	…	

revealing	nothing	of	the	patient’s	future	or	present	condition”.(7)		

In	his	book	Medical	Ethics	published	in	1794,	Thomas	Percival	recognised	the	

patient’s	right	to	the	truth,	but	this	conflicted	with	his	paternalistic	

recommendations	for	benevolent	deception,	which	he	considered	morally	

justified	when	used	in	the	best	interests	of	the	patient.(8)	He	advised	that:	

“as	misapprehension	may	magnify	real	evils,	or	create	imaginary	ones,	

no	discussion	concerning	the	nature	of	the	case	should	be	entered	into	

before	the	patients,	either	with	the	house	surgeon,	the	pupils	of	the	

hospitals,	or	any	medical	visitor.”(9)		

In	1883,	Austin	Flint	predicted	that	Percival’s	paternalistic	principles,		

“lasting	as	they	had	for	almost	100	years”,	would	“probably	continue	to	

be	the	guide	of	the	great	mass	of	intelligent	medical	men	through	the	

centuries	to	come.”(10)		

Faden	in	1986,	observed	how	remarkably	accurate	Flint’s	statement	turned	out	

to	be.(7)		

It	could	be	argued	that	it	was	only	in	the	late	twentieth	century	that	an	

increasing	respect	for	patient	autonomy	began	to	replace	the	paternalistic	

attitudes	that	had	prevailed	for	centuries	before.	A	study	by	Oken	in	1961	of	

219	US	physicians,	found	90%	of	them	would	not	disclose	a	diagnosis	of	cancer	

to	patients.(11)	Only	16	years	later,	in	1977,	a	subsequent	survey	of	264	

medical	staff	found	a	complete	reversal	of	attitudes,	with	97%	of	respondents	

stating	they	would	disclose	a	cancer	diagnosis.(12)	However,	Novack	also	found	

that	physicians	seemingly	still	based	their	decision	on	emotionally	laden	

personal	convictions.(12)	

The	rationale	for	advance	care	directives	is	best	appreciated	after	considering,	

not	only	the	fall	of	paternalism,	but	also	the	dramatic	changes	that	occurred	in	
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medicine	in	the	few	decades	before	Chicago	based	civil	rights	lawyer,	Luis	

Kutner	first	described	the	concept	of	a	Living	Will	in	1969.		

When	Luis	Kutner	was	born	in	1908,	the	average	life	expectancy	for	a	man	was	

just	49.5	years.(13)	European	life	expectancy	had	already	risen	from	an	average	

of	30-40	years	of	age,	which	had	remained	stagnant	between	the	1500’s	and	the	

early	1800’s.	Improvements	in	sanitation,	access	to	clean	drinking	water,	better	

nutrition,	and	the	discovery	of	immunisation	all	likely	contributed	to	this	

improved	longevity.	By	the	time	Luis	Kutner	conceived	the	Living	Will	in	1969,	

male	life	expectancy	was	67	years	and	he	had	witnessed	incredible	medical	

advances.(13)		

New	treatments	had	been	found	for	once	fatal	diseases	such	as	diabetes.	

Banting	and	Best	discovered	insulin	in	1921;	purified	animal	insulin	became	

widely	available	in	1923,	changing	the	previously	short	lives	of	diabetics.	By	the	

1960’s	insulin	was	manufactured	synthetically.		

From	1846,	to	have	surgery	no	longer	meant	dulling	the	pain	of	the	scalpel	with	

alcohol	or	biting	on	a	stick.(14)	Ether’s	use	in	anaesthesia	since	1842,	Pagés	

pioneering	use	of	epidural	anaesthesia	in	1921,(15)	advances	in	intubation	

equipment	in	the	1930’s	and	Emerson’s	invention	of	a	mechanical	anaesthetic	

ventilator	in	1949	transformed	surgery	and	no	doubt	helped	progress	surgical	

fairytales	such	as	Hans	Christian	Jacobaeus	first	laparoscopic	surgery	in	1910,	

and	innovations	such	as	the	first	human	kidney	transplant	in	1954,	lung	

transplant	in	1963,	Barnard’s	first	human	heart	transplant	in	1967	in	Cape	

Town	South	Africa	and	the	first	successful	liver	transplant	the	following	year.	

(16-21)	

In	the	1900’s	the	top	causes	of	death	in	the	United	States	(U.S.)	were	influenza,	

pneumonia,	tuberculosis	and	gastrointestinal	infections,	together	accounting	

for	539	deaths	per	100,000	population.(22)	In	1927,	use	of	vaccination	for	

tuberculosis	and	tetanus	joined	the	previously	discovered	vaccines	for	pertussis	

(1926),	diphtheria	(1923),	rabies	(1882),	anthrax	(1881),	cholera	(1879)	and	

smallpox	(1796).	The	discovery	of	penicillin	by	Alexander	Fleming	in	1928,	

which	became	available	for	therapeutic	use	during	World	War	II	in	1942,	was	
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truly	revolutionary.	Antibiotics	(and	antiseptics)	changed	the	face	of	human	

mortality;	no	longer	were	the	leading	causes	of	death	infection	related.	By	the	

1960’s	the	top	two	causes	of	death;	heart	disease	and	cancer,	accounted	for	

similar	figures	(518	deaths/100,000	population).(22)	Why	people	died,	had	

changed.	

With	the	discovery	of	new	therapeutic	modalities	came	new	responsibilities.	

The	introduction	of	haemodialysis	in	1943,	and	invention	of	Scribner’s	dialysis	

shunt	in	1960	(which	facilitated	repeated	vascular	access	for	haemodialysis),	

meant	a	new	treatment	for	end	stage	renal	failure	(ESRF).(23,	24)	At	that	time,	

ESRF	killed	100,000	people	in	the	U.S.	annually.	Unfortunately,	dialysis	

machines	were	still	essentially	an	experimental	tool	and	at	a	cost	of	$15,000	per	

patient	per	year,	access	was	extremely	limited.	A	means	of	deciding	who	

received	treatment	was	required.	Shana	Alexander	in	her	1962	article	in	LIFE	

magazine,	‘Medical	miracle	and	a	moral	burden	on	a	small	committee:	They	

decide	who	lives,	who	dies’,	described	the	difficult	deliberations	on	dialysis	

candidates	by	the	“Admissions	and	Policies	Committee	of	the	Seattle	Artificial	

Kidney	Centre	at	Swedish	Hospital”	in	Seattle.(25)	They	became	known	as	the	

“Life	or	Death	committee”	as	they	decided	“which	one	patient	out	of	50	shall	be	

permitted	to	hook	up	to	Seattle’s	life-giving	machines	and	which	shall	be	

denied.”	Her	article	prompted	serious	public	debate,	contributing	to	

advancements	in	bioethics	(the	term	forged	in	1970	for	this	new	discipline).		By	

1979,	Tom	Beauchamp	and	James	Childress	had	described	the	four	principles	of	

biomedical	ethics:	autonomy,	beneficence,	non-maleficence	and	justice;	

bringing	“order	and	coherence”	through	a	“systematic	analysis	of	the	moral	

principles	that	should	apply	to	biomedicine”	(p	vii).(26)		

Some	medical	advances	were	directed	at	prolonging	life	at	the	point	it	would	

previously	have	ended.	Claude	Beck	designed	a	cardiac	defibrillator,	which	was	

built	by	James	Rand,	and	used	it	to	perform	the	first	successful	human	open	

chest	(internal)	cardiac	defibrillation,	on	a	14	year	old	boy,	in	1947.(27)	Six	

years	later,	in	1953,	Stephenson	published	the	outcome	of	1200	patients	with	

cardiac	arrest:	though	56%	(n=672)	had	their	hearts	restarted	with	

thoracotomy,	internal	cardiac	massage	and	internal	defibrillation,	many	died	
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soon	afterward.	Of	the	672	resuscitated	patients;	563	died	within	24	hours,	63	

within	a	week	and	a	further	20	died	some	short	time	later,	meaning	long	term	

survival	occurred	in	only	2%	(n=26).(28)	Not	all	innovations	were	as	complex.	

Zoll	showed	success	with	external	defibrillation	after	applying	the	defibrillator	

to	the	closed	human	chest	wall	in	1955,	thus	negating	the	need	for	

thoracotomy.(29)	Though	Friedrich	Maass	described	the	first	successful	human	

closed-chest	cardiac	massage	in	1892,(30)	it	was	not	until	1958	that	

Knickerbocker,	Jude	and	Kouwenhoven	rediscovered	external	chest	

compressions.(31)	In	the	same	year,	Gordan,	Elam	and	Safar	described	mouth-

to-mouth	resuscitation	in	a	series	of	eloquent	experiments,	showing	expired	air	

to	be	adequate	for	artificial	ventilation.(32-35)	These	components	of	modern	

day	cardiopulmonary	resuscitation	(CPR):	mouth-to-mouth	respiration,	

external	chest	compression	and	defibrillation,	finally	came	together	and	there	

followed	widespread	education	and	training	in	the	technique.	

When	Kouwenhoven,	Jude	and	Knickerbocker	first	described	modern	day	CPR	

in	JAMA	in	1960,	they	reported	an	“over-all	permanent	survival	rate	of	70%”	in	

20	patients,	most	of	whom	had	cardiopulmonary	arrest	during	surgery	or	in	the	

perioperative	period.(31)	Most	of	the	patients	described	in	this	article	would	be	

expected	to	survive	CPR	by	modern	day	standards	and	prognostication.	They	

stated	“anyone,	anywhere	can	now	initiate	cardiac	resuscitative	procedures.	All	

that	is	needed	are	two	hands.”	The	following	year,	they	published	again	in	

JAMA,	on	the	application	of	CPR	in	118	patients.(36)	Success	had	diminished	in	

applying	the	technique	to	a	broader	cohort	of	patients.	Only	24%	survived	to	

hospital	discharge.	By	1983,	CPR	success	rates	had	declined	to	14%.(32)	In	this	

study,	none	of	the	patients	with	pneumonia	survived	(n=58/294).(37)		

Since	1983,	significant	but	subtle	improvements	in	CPR	outcome	have	been	

shown;	following	an	in-hospital	cardiac	or	respiratory	arrest,	overall	survival	is	

approximately	17.5%,	and	the	rate	of	severe	neurological	disability	post	CPR	

remains	static,	at	approximately	10%.	(38-40)	It	has	been	suggested	that	the	

improvements	in	survival	may	have	resulted	from	better	quality	CPR	or	post	

resuscitation	care,	new	techniques	or	earlier	recognition	and	treatment.(40)	
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Equally	though,	the	improvements	could	be	explained	by	a	more	judicious	use	

of	CPR;	knowing	when	to	use	it,	and	when	not	to.	

Though	cardiopulmonary	resuscitation	has	the	potential	to	save	life,	it	is	not	a	

harmless	intervention,	a	fact	recognized	as	early	as	1961.(36)	Rib	and	sternal	

fractures	are	not	uncommon,	but	aortic,	splenic	or	hepatic	laceration	and	

rupture,	haemothorax,	pneumothorax,	left	ventricular	contusion	and	even	

pulmonary	bone	marrow	embolism	have	all	been	described.(41)		

The	chance	of	surviving	a	cardiac	arrest	with	CPR	is	affected	by	many	factors	

(table	1).	Witnessed	cardiac	arrests,	with	a	shockable	rhythm,	which	occur	in	a	

hospital	setting	have	more	favourable	survival	statistics.	Unsurprisingly	

advancing	age	and	the	comorbidities	that	come	with	it,	have	a	detrimental	effect	

on	survival.	

A	recent	meta-analysis	by	Van	de	Glind	et	al,	found	for	patients	aged	70	years	or	

older	with	an	out-of-hospital	cardiac	arrest,	the	pooled	overall	survival	to	

discharge	was	only	4.1%	(95%	confidence	interval	(CI)	3.0-5.6%).(42)	For	

patients	with	heart	failure	(median	age	74	years),	the	odds	ratio	(OR)	for	

survival	to	discharge,	after	witnessed	out-of-hospital	cardiac	arrest	was	only	

0.04	(95%	CI	0.03-0.31).(43)		Nursing	home	residency	when	compared	with	

cardiac	arrest	of	older	people	outside	the	nursing	home	was	also	associated	

with	poorer	outcomes:	Deasy	et	al	reported	an	OR	of	0.26	(95%	CI	0.11-0.6)	

after	adjusting	for	factors	such	as;	what	year	the	arrest	took	place,	gender,	

whether	the	arrest	was	witnessed,	whether	bystander	CPR	took	place	and	the	

Emergency	Response	Service	(EMS)	response	time.(44)	Given	all	these	issues,	it	

is	not	surprising	that	in	1992,	Saunders	stated:	“If	the	expected	outcome	is	

death,	a	procedure	less	dignified	and	peaceful	could	hardly	be	devised”	

	

	

	



	
	

11	

Table	1.1:	Factors	associated	with	cardiac	arrest	outcome	with	CPR	

Worse	Survival	Rates	 Better	Survival	Rates	
Pre-arrest	Factors	
Older	age	(42,	44)	

Age	
(years)	

Survival	to	Hospital	discharge	
Shockable	
rhythm	

Non-shockable	
rhythm	

65-79	 17%	 1%	
80-89	 10%	 1%	
90-99	 4%	 0.5%	

Higher	Charlson	Comorbidity	Index	
(CCI)(45)	
CCI	 Survival	to	hospital	discharge	

OR	 95%	CI	
1	 0.87	 0.76-1.00	
2	 0.80	 0.68-0.94	
3	 0.62	 0.50-0.78	
³4	 0.53	 0.41-0.68	

-	Malignancy	(46)	
-	Cardiac	failure	(43)	
-	Pneumonia	
-	Dementia	(46)	
-	Traumatic	aetiology	(47)	
-	Nursing	home	resident	(42,	44,	48-50)	

Myocardial	Infarction	

Urban	setting	(51)	

Peri-arrest	Factors	
-	Out	of	Hospital	Arrest	
-	Unwitnessed	Arrest	
-	Non-shockable	rhythm	(Pulseless	
electrical	activity,	asystole)	
-	Longer	interval	between	cardiac	arrest	
and	CPR	commencing	
-	Longer	interval	between	cardiac	arrest	
and	first	shock	in	shockable	rhythms	
-	Longer	duration	of	CPR	(52)	
-	Less	adrenaline	given	(47)	

-	In-hospital	Arrest	
-	Witnessed	Arrest	(53)	
-	Shockable	rhythm	(Pulseless	
ventricular	tachycardia,	
ventricular	fibrillation)	(40)	
-	Quick	initiation	of	CPR	(54)	
-	Quick	delivery	of	shock	in	
shockable	rhythm	(55)	
-	Quick	delivery	of	adrenaline	in	
non-shockable	rhythms	(56)	

Post-arrest	Factors	
Slow	to	regain	consciousness	(57)	 Quick	to	regain	consciousness	
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In	the	1960’s,	it	became	the	default	to	initiate	CPR	when	hearts	stopped	beating	

or	lungs	stopped	breathing,	irrespective	of	whether	it	was	an	acute	remediable	

situation,	or	the	natural	end	to	a	long-lived	chronic	and	irreversible	disease	

process.	Rarely	were	patients	consulted	on	what	their	wishes	might	be.	The	

lines	narrating	a	normal	death,	the	natural	act	of	dying,	became	blurred.	How	

people	died	had	changed.	CPR	had	become	“an	essential	rite	of	passage	for	

dying	in	the	modern	hospital”.(37)		

Where	people	died	had	changed.	For	example,	in	Ireland	in	1885,	85%	of	people	

died	at	home,	in	their	own	beds,	surrounded	by	those	who	knew	them.	Death	

was	a	natural	part	of	life.	But	increasingly,	the	Dying	were	brought	to	hospital;	

and	when	modern	medical	interventions	were	defeated,	in	hushed	tones,	death	

was	hidden,	and	seen	as	a	failure.	By	the	1960’s	only	about	50%	of	Irish	deaths	

occurred	at	home,	current	figures	show	only	about	25%	of	people	die	there.(58)	

(figure	1.1)		

Ivan	Illich	was	one	of	the	first	to	describe	this	“medicalisation	of	death”	in	his	

book	Medical	nemesis	in	1976:	

“when	all	suffering	is	“hospitalized”	and	homes	become	inhospitable	to	

birth,	sickness,	and	death;	–	when	suffering,	mourning,	and	healing	

outside	the	patient	role	are	labeled	a	form	of	deviance.”(59)	(p20)	

It	was	in	this	environment	that	Luis	Kutner	devised	the	living	will,	that	the	

“Society	for	the	Right	to	Die”	was	born,	and	the	milieu	from	which	the	modern	

palliative	care	movement	emerged,	and	changed	the	face	of	dying.		

People	were	concerned	about	being	given	treatment	against	their	wishes,	about	

being	kept	alive	indefinitely	and	artificially	through	unwanted	medical	

treatment	or	being	subjected	to	futile	interventions	at	the	end	of	their	days.	If	

their	minds	could	no	longer	speak	for	them,	they	wanted	some	semblance	of	

control	over	what	happened	to	their	bodies.	Luis	Kutner,	a	prominent	Chicago	

human	rights	lawyer,	was	a	co-founder	of	Amnesty	International	and	a	

proponent	of	world	habeus	corpus.	He	was	prompted	to	act,	after	watching	a	

friend	die	a	slow,	painful	death	from	injuries	inflicted	during	a	violent	
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robbery.(60)	He	recognised	a	person’s	right	to	refuse	treatment,	even	if	this	

shortened	their	life.	He	acknowledged	“a	patient	may	not	be	subjected	to	

treatment	without	their	consent”	and	that	where	it	is	not	possible	to	obtain	

consent,	that	a	physician	must	apply	ordinary	means	in	order	to	preserve	life.	

He	argued	that	people	should	be	allowed	to	state,	under	what	circumstances	

they	would	not	want	life-sustaining	treatments	and	that	such	an	advance	

statement,	if	made	by	a	competent	person,	should	be	respected	were	they	ever	

to	lose	the	capability	of	making	healthcare	decisions.(61)	He	is	quoted	as	

saying:		

“People	do	not	want	to	accept	the	notion	of	death	being	final,	and	

doctors,	for	differing	reasons,	have	become	obsessed	with	denying	it.	But	

where	there	is	the	possibility	of	continuing	a	life	without	value,	when	

heroic	measures	will	keep	someone	alive	without	any	hope	of	restoring	

that	life,	it	is	barbaric,	cruel,	and	costly	to	do	so.”(62)	

Though	some	treatments	may	have	been	initiated	to	save	life,	at	some	point,	

their	continued	application	transforms	them	into	“heroic	measures”	keeping	

“someone	alive	without	any	hope	of	restoring	that	life.”	To	distinguish	whether	

an	intervention	is	saving	life	or	prolonging	death	at	any	given	time	can	be	

incredibly	complex,	if	not	impossible.	Physicians	had	professional	difficulty	in	

stopping	life	sustaining	treatments.	Trained	since	Hippocratic	times	to	firstly	do	

no	harm,	primum	non	nocere,	to	maintain	life	whenever	and	however	possible;	

doctors	feared	the	consequences	of	terminating	life	sustaining	measures.	To	do	

so	was	interpreted	almost	as	a	form	of	euthanasia.	To	try	to	discontinue	a	

treatment	once	started	proved	contentious	and	several	influential	courtroom	

battles	ensued.		

Karen	Quinlan	was	a	22-year-old	woman,	in	a	persistent	vegetative	state	

subsequent	to	an	overdose	of	diazepam	and	alcohol	whilst	on	a	“crash	diet”.	In	

1976,	her	father	made	a	court	appeal	to	have	“all	extraordinary	medical	

treatment”	discontinued	for	her.(63)	Her	doctors	refused	to	turn	off	her	

ventilator,	partly	from	fear	of	criminal	liability,	but	also	as	it	went	against	their	

medical	code	of	ethics.(64)	The	court	in	its	deliberation	made	reference	to	the	



	
	

14	

reasoning	of		Pope	Pius	XII	on	this	subject,	as	expressed	to	a	conference	of	

anaesthesiologists,	in	November	1957.	With	much	forethought,	Pope	Pius	XII	

stated	that	“no	one	has	a	moral	obligation	to	sustain	life	by	use	of	“extraordinary	

means”;	but	what	constituted	“extraordinary”	or	“ordinary	means”	prompted	

much	debate	(and	still	does).(65)	Pope	Pius	XII	considered	ordinary	means	to	

be	those	that	“do	not	involve	any	grave	burden	for	oneself	or	another”	and	that	

extraordinary	treatments	could	licitly	be	withdrawn	or	withheld.	Interventions	

which	were	excessively	costly,	dangerous,	painful,	difficult	or	unusual	when	

weighed	against	anticipated	benefits	were	interpreted	to	be	

“extraordinary”.(66)(p286)	The	court	ruled	that	Karen	Quinlan	could	be	

removed	from	her	ventilator.	She	lived	for	another	nine	years,	sustained	by	

tube	feeding,	until	ultimately	she	died	from	respiratory	failure	due	to	

pneumonia.(67)		

Another	landmark	legal	case	was	that	of	Ms.	Nancy	Cruzan.	She	was	diagnosed	

as	being	in	a	persistent	vegetative	state	aged	25	years	old,	after	being	

resuscitated	following	a	road	traffic	accident	in	1983.	Her	family	applied	to	the	

trial	court	in	1988	to	have	her	feeding	tube	removed.	The	court	allowed	its	

removal,	but	the	decision	was	reversed	by	the	Supreme	Court	of	Missouri	when	

Ms.	Cruzan’s	guardian	ad	litem	appealed	the	initial	decision.	The	Missouri	

Supreme	Court	refused	removal	of	the	tube	based	on	the	lack	of	“clear	and	

convincing	evidence”	that	this	was	Ms.	Cruzan’s	wish.	There	was	another	appeal	

to	the	Supreme	Court	of	the	United	States	in	1989	and	they	ruled	that	the	

feeding	tube	should	be	removed	based	on	evidence	that	she	had	expressed	a	

wish	that	“she	would	not	wish	to	continue	her	life	unless	she	could	live	at	least	

halfway	normally.”		

Some	legal	cases	attempted	to	introduce	religiosity	into	decision	making,	but	

arguments	based	on	religious	teachings	are	fraught	with	difficulty	as	within	

each	faith	there	will	be	varying	degrees	of	expression	and	belief	between	

people,	indeed	the	same	person	may	have	diverse	ethos	at	different	stages	of	

their	lives.	An	example	of	such	a	case	using	a	religious	claim	was	that	of	Terri	

Schiavo.		
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Terri	Schiavo	was	a	twenty-seven-year-old	woman,	who	was	resuscitated	from	

a	hypokalemia	induced	cardiac	arrest	in	1990,	but	resulting	severe	hypoxic	

brain	injury	led	to	her	being	in	a	persistent	vegetative	state.	Unsurprisingly	she	

did	not	have	an	advance	care	directive	or	a	nominated	health	care	proxy,	so	

under	Florida	law,	the	health-care-surrogacy	statute	designated	her	husband	as	

her	health	care	proxy.	He	applied	to	the	Florida	courts	in	1998	to	have	her	

feeding	tube	removed.	He	believed	she	would	not	want	to	be	kept	alive	by	

artificial	means,	if	there	was	no	hope	of	recovery.	Her	parents	did	not	agree	

with	this	decision,	arguing	that	it	would	go	against	her	Catholic	faith.	There	

followed	a	seven-year	battle	of	highly	publicized	litigation	which	ultimately	

concluded	in	her	feeding	tube	being	withdrawn,	and	her	death	within	a	few	

days.(68)		

These	and	many	other	legal	cases	bookmarked	the	history	of	legislation	for	

advance	care	directives.	Outside	of	the	US,	other	cases	tested	the	same	waters	

as	those	of	Karen	Quinlan,	Nancy	Cruzan	and	Terry	Schiavo.	Two	notable	cases	

include	Airedale	NHS	Trust	v	Bland(69)	in	the	United	Kingdom	and	Re	a	Ward	of	

Court	(withholding	medical	treatment)	No	2	(1996)	2	IR	79(70)	in	Ireland.		

Airedale	NHS	Trust	v	Bland	involved	a	17-year	old	Hillsborough	football	stadium	

disaster	victim,	Tony	Bland,	who	was	in	a	persistent	vegetative	state	as	a	result	

permanent	brain	damage	caused	by	injuries	sustained	during	a	crush	of	people	

at	the	1989	FA	Cup	semi-final.	He	was	unable	to	communicate,	but	could	

breathe	independently	and	his	nutrition	and	hydration	was	maintained	

artificially	by	means	of	a	nasogastric	tube.	His	medical	team	with	the	support	of	

his	parents	and	family,	applied	to	the	court	to	withdraw	his	artificial	nutrition	

and	hydration.	Mr.	Bland	lacked	medical	decision-making	capacity,	so	the	House	

of	Lords	in	applying	the	“best	interests”	standard	agreed	not	to	prolong	his	life	

through	artificial	hydration	and	nutrition,	as	there	was	no	treatment	that	would	

confer	any	benefit	to	him.	They	declared	that	the	feeding	tube	could	legally	be	

removed.				

The	Irish	case	of	Re	a	Ward	of	Court	No	2	(1996)	2	IR	79	bore	many	similarities	

to	that	of	Airedale	NHS	Trust	v	Bland	in	the	United	Kingdom.	Whilst	undergoing	
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a	minor	gynaecological	procedure	under	general	anaesthetic,	the	Ward,	a	46-

year	old	lady,	had	a	series	of	three	cardiac	arrests.	The	resulting	anoxic	brain	

injury	left	her	in	a	near	persistent	vegetative	state	for	over	24	years,	with	

artificial	hydration	and	nutrition	being	provided	to	her	through	a	percutaneous	

endoscopic	gastrostomy	(PEG)	tube.	Her	mother	applied	to	the	court	for	

direction	on	her	proper	care	and	treatment	and	whether	medical	treatment	

should	be	withdrawn.	Judge	Lynch	found	that	although	the	Irish	State	“had	an	

interest	in	preserving	life,	this	interest	was	not	absolute	in	the	sense	that	life	

must	be	preserved	and	prolonged	at	all	costs	and	no	matter	what	the	

circumstances.”	The	High	Court	judged	the	artificial	hydration	and	nutrition	to	

be	a	medical	treatment	and	taking	the	view	of	a	“prudent,	good	and	loving	

parent”	that	it	would	be	in	the	Ward’s	best	interest	that	it	be	withdrawn	

allowing	her	to	die	with	such	palliative	treatment	as	might	be	necessary	to	

ensure	a	peaceful	death.	The	case	was	appealed	to	the	Supreme	Court	who	

upheld	the	decision	of	the	High	Court	and	made	indirect	reference	to	advance	

care	directives	and	that	“where	the	person	has	had	the	foresight	to	provide	for	

future	eventualities”	that	these	their	wishes	should	be	respected.		

 International	Advance	Care	Directive	Legislation		

The	California	Natural	Death	Act	was	signed	into	law	in	1976	making	California	

the	first	U.S	state	to	legislate	for	advance	directives.	It	acknowledged	that	

“modern	medical	technology	has	made	possible	artificial	prolongation	of	human	

life	beyond	natural	limits”	and	was	the	first	legislation	to	affirm	an	individual’s	

right	to	have	some	control	over	the	dying	process,	that:		

“Adult	persons	have	the	fundamental	right	to	control	the	decision	

relating	to	the	rendering	of	their	own	medical	care,	including	the	

decision	to	have	life	sustaining	procedures	withheld	or	withdrawn	in	

instances	of	a	terminal	condition.”	

In	1991,	the	Patient	Self	Determination	Act	(1990)	was	enacted	giving	federal	

level	support	to	advance	care	directives	in	the	United	States.	It	requires	all	

government	funded	institutes	to	inform	hospitalised	patients	of	their	legal	right	

to	make	healthcare	decisions	and	to	complete	an	advance	care	directive	(ACD),	
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and	that	the	presence	of	an	advance	care	directive	should	be	recorded	in	their	

medical	notes.	By	1992,	all	50	states	in	the	U.S.	had	legislation	for	advance	care	

directives.		

Though	America	was	the	first	country	to	have	specific	legislation	for	advance	

care	directives,	provision	existed	since	1957	in	Austria	through	the	Federal	

Hospital	Law	Act	(Bundeskrankenanstaltengesetz)	for	a	person	to	register	in	

their	medical	notes	an	advance	refusal	of	treatment,	in	case	of	future	incapacity.	

Despite	this	1950’s	allowance,	specific	legislation	for	advance	care	directives	

only	came	into	force	in	Austria	in	2006	(Bundesgesetz	über	

Patientenverfügungen).	(71)	

Legislation	relating	to	advance	directives	has	been	in	place	in	several	European	

countries	for	decades;	e.g.	Finland	enacted	the	Act	on	the	Status	and	Rights	of	

Patients	in	1992;	advance	care	directives	were	covered	by	the	Medical	

Treatment	Contracts	Act	of	1994	in	the	Netherlands	and	Hungary’s	new	Health	

Act	validated	in	1998;	Denmark	in	the	same	year	introduced	legislation	in	the	

Law	on	Patients’	Legal	Status	(No.	482,	1998),	and	Belgium	and	Spain	gave	legal	

status	to	advance	care	directives	in	2002.(72)	Advance	care	directives	have	a	

legal	basis	in	the	United	Kingdom	(UK)	since	2009	when	the	Mental	Capacity	

Act,	2005	came	into	effect.	Ireland	lacked	a	legislative	framework	for	ACDs	until	

the	Assisted	Decision-Making	(Capacity)	Act	was	signed	into	law	by	the	Irish	

Government	in	2015.	As	of	October	2018,	this	Act	has	not	yet	come	into	effect.	

Regardless,	it	has	long	been	expected	that	a	validly	constructed	ACD	would	be	

upheld	in	Ireland,	if	challenged.(73,	74)	

Alongside	legislation	for	advance	care	directives	came	legal	frameworks	for	the	

appointment	of	a	proxy	or	surrogate	decision	maker	to	act	on	one’s	behalf.	In	

some	jurisdictions,	this	came	under	the	umbrella	of	expanding	existing	

legislation	on	Powers	of	Attorney	to	include	healthcare	decisions.	This	is	the	

case	now	in	Ireland,	except	that	an	enduring	power	of	attorney	does	not	extend	

to	refusing	life-saving	treatment.	Assignment	of	a	proxy	decision-maker	has	

been	incorporated	into	much	of	the	advance	care	decision’s	legislation	
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internationally	including	the	US	Patient	Self	Determination	Act	(1990)	and	the	

Uniform	Health-Care	Decisions	Act	(1993).		

Since	their	inception,	there	has	been	an	explosion	of	various	advance	care	

directives	formats	and	some	expansion	in	the	use	of	advance	care	directives,	

though	overall	there	remains	a	paucity	of	individual’s	completing	advance	care	

directives	let	alone	appointing	proxy	decision	makers.	In	the	absence	of	an	

advance	care	directive	or	appointed	surrogate	decision	maker,	many	

jurisdictions	have	resolved	the	issue	of	who	decides	legally	for	a	person	that	has	

lost	capacity,	by	designating	a	hierarchy	of	surrogate	decision	makers.(75)	This	

can	lead	to	confusion	in	countries	lacking	such	a	hierarchy	or	where	

designation	rank	differs	between	countries.		

A	more	detailed	account	of	the	relevant	legislation	on	advance	care	directives	

and	medical	decision	making	for	those	lacking	capacity	is	found	in	chapters	

three	and	four	of	this	thesis.		

There	is	a	myriad	of	reasons	why	individuals	choose	not	to	complete	an	

advance	care	directive	even	when	aware	of	their	existence	and	knowledgeable	

in	their	purpose	and	potential	advantages.	Evidence	suggests	some	older	adults	

do	not	wish	to	document	their	wishes	for	end	of	life	care	in	a	legally	binding	

document,	instead	preferring	to	record	their	wishes	in	a	less	formal	format	

either	verbally	or	in	writing	such	as	in	the	form	of	an	advance	care	plan.	Trying	

to	bridge	this	gap	has	led	to	the	development	of	advance	care	planning,	a	term	

which	began	to	emerge	in	medical	literature	in	the	late	1990’s.		

1.3 Advance	Care	Planning	

 Definition	of	Advance	Care	Planning	

A	recently	published	paper	sought	to	define	advance	care	planning	using	a	

consensus	definition	from	a	multidisciplinary	Delphi	panel.(76)	Agreeing	on	a	

definition	was	challenged	by	concerns	as	to	whether	the	definition	should	focus	

on	written	or	verbal	directives,	patient	values	compared	with	treatment	

preferences	and	current	shared	decision	making	versus	future	medical	

decisions.	The	definition	reached	was:		
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“Advance	care	planning	is	a	process	that	supports	adults	at	any	age	or	

stage	of	health	in	understanding	and	sharing	their	personal	values,	life	

goals,	and	preferences	regarding	future	medical	care.	The	goal	of	advance	

care	planning	is	to	help	ensure	that	people	receive	medical	care	that	is	

consistent	with	their	values,	goals	and	preferences	during	serious	and	

chronic	illness."(76)		

 Evolution	of	Advance	Care	Planning		

Over	time	there	has	been	an	evolution	of	advance	decision	making	which	has	to	

a	large	extent	moved	away	from	formal	legally	binding	advance	care	directives	

towards	less	legalistic	advance	care	planning	processes	as	it	became	

increasingly	apparent	the	importance	of	the	role	of	communication	around	end	

of	life	decisions	and	knowledge	of	the	thoughts,	values,	beliefs	and	worldview	

that	informed	a	person’s	decision	making.		

A	review	by	Sabatino	describes	this	transition	from	a	“transactional”	approach	

focusing	on	the	nuances	of	the	legally	binding	documentation	of	advance	

decisions	and	appointment	of	surrogate	decisions	makers,	to	a	

“communications”	approach	which	places	greater	emphasis	on	the	process	of	

determining	a	person’s	wishes	rather	than	the	completion	of	the	advance	care	

directive	form	itself.(77)		

Sabatino	also	describes	some	of	the	common	issues	with	advance	care	

directives,	many	of	which	pertain	equally	to	the	process	of	advance	care	

planning:	poor	completion	rates;	poor	understanding	of	what	decisions	a	

person	may	face	in	the	future;	poor	understanding	of	the	advance	care	directive	

forms	and	poor	guidance	provided	by	the	forms	themselves;	a	person’s	

potential	change	in	preferences	and	goals	over	time;	poor	proxy	understanding	

of	the	donor’s	wishes;	poor	knowledge	of	the	existence	of	a	completed	advance	

care	directive;	and	lack	of	certainty	that	a	completed	advance	care	directive	will	

affect	the	patient’s	care.(77)	

Just	as	people	may	vary	in	the	extent	to	which	they	wish	to	control	decision-

making,	they	may	vary	in	the	extent	to	which	they	wish	to	involve	their	loved	
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ones	or	their	doctor	in	the	role	of	proxy	decision-makers.	Equally,	if	they	were	

to	lose	capacity,	some	people	would	prefer	for	decisions	to	be	made	using	a	

substituted	judgement	approach,	whilst	others	would	opt	for	what	is	felt	to	be	

in	their	best	interests	–	or	a	combined	approach.(78)	These	are	useful	things	to	

explore,	but	again	people	will	vary	in	the	extent	to	which	they	will	want	to.	

Nonetheless,	it	is	a	beneficial	exercise	to	merely	initiate	discussion	of	end	of	life	

care	with	a	person	if	they	are	willing.		

1.4 Advance	Care	Directives	and	Advance	Care	Planning	
Research		

A	search	of	Pubmed	using	the	term	‘advance	*	directive*	OR	“living	will”’	from	

1980	to	1990	yielded	just	328	citations.	Much	of	the	literature	in	this	decade	

focused	on	the	use	of	advance	care	directives,	describing	their	introduction	and	

new	legislation,	healthcare	professional’s	attitudes	on	their	use,	and	difficulties	

in	their	implementation	(79-82).	Some	articles	described	the	ethical	and	legal	

deliberations	in	situations	where	no	advance	care	directive	has	been	completed	

and	medical	decisions	must	be	made	for	individuals	lacking	capacity,	others	

discussed	the	role	and	potential	short-fallings	of	decision	making	by	surrogates	

in	such	situations.	Many	articles	in	this	time-frame	discussed	advance	care	

directives	in	the	same	breath	as	euthanasia	and	often	linked	them	with	issues	of	

religious	beliefs.		

A	Pubmed	search	using	the	same	search	term	for	subsequent	decades	

demonstrates	the	explosion	in	literature	on	the	topic:	a	search	from	1990-2000	

produced	2563	citations,	many	concentrating	on	the	attitudes	and	experience	of	

various	population	groups	in	using	advance	directives,	the	barriers	and	

facilitators	to	their	completion	and	practical	issues	such	as	measuring	an	

individual’s	capacity	to	complete	an	advance	care	directive	and	compliance	with	

the	directive	itself.	The	same	search	for	2000-2010	generated	2761	articles	and	

a	diversification	of	subject	matters	relating	to	advance	care	planning	which	has	

continued	in	the	1444	journal	articles	found	on	searching	Pubmed	from	2010	to	

2015.		
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Despite	widespread	public,	governmental,	legal	and	healthcare	professional’s	

support	of	advance	decision-making	and/or	appointment	of	surrogate	decision	

makers,	few	people	actually	complete	advance	care	directives	or	even	

communicate	their	wishes	for	end	of	life	care	with	others.		

A	systematic	review	of	studies	published	between	2011	and	2016	in	the	United	

States	estimated	the	prevalence	of	adult	Americans	with	completed	advance	

care	directives	to	be	36.7%.(83)	A	Canadian	study	found	a	written	advance	

directive	prevalence	of	51.7%	in	community	dwelling	adults	over	65	years	of	

age,	and	a	67.8%	prevalence	of	the	sample	population	having	discussed	their	

wishes	with	family.(84)	Advance	directive	prevalence	in	community	dwelling	

adults	in	Southern	Australia	has	been	estimated	at	12-14%;	similar	proportions	

had	completed	a	Medical	Power	of	Attorney	(11%)	or	an	Enduring	Power	of	

Guardianship	(13%),	and	greater	proportions	had	completed	Enduring	Power	

of	Attorney	(22%).(85,	86)	Another	Australian	study	of	300	people	presenting	

to	the	Emergency	Department	of	three	Victorian	hospitals	in	2011	found	0%	of	

community	dwelling	individuals	had	an	ACD,	compared	with	26.6%	of	nursing	

home	residents.(87)	Elsewhere	estimated	completion	rates	are	even	lower;	

11%	of	German	nursing	home	residents,	and	only	5%	of	the	general	public	in	

Ireland.	(88,	89)	

Whilst	the	premise	of	the	living	will	is	extremely	appealing,	its	simplicity	is	

overstated.	It	can	be	appreciated	that	there	is	clear	merit	and	desire	to	respect	a	

dying	person’s	wishes,	which	is	the	ultimate	goal	of	advance	care	planning,	

however	there	are	many	barriers	that	must	be	overcome	in	order	to	achieve	

this.	These	stumbling	blocks	are	discussed.			

 Individuals	characteristics	

Those	with	higher	levels	of	education	and	better	cognition	have	been	found	to	

be	more	likely	to	have	completed	an	ACD	or	Power	of	Attorney	(POA).(90)	

Greater	age	has	also	been	found	to	facilitate	completion,	as	has	residing	in	a	

nursing	home	(OR	=	2.15	(95%-CI	=	1.26–3.66)	for	living	in	a	nursing	home	vs	

community	for	POA	completion).(91,	92)	ACD	prevalence	for	nursing	homes	

residents	ranges	from	18-70%.(90)	For	those	with	dementia	who	died,	
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completion	rates	have	been	found	to	be	similar	to	those	who	were	cognitively	

intact	(67.6%	(95%-CI	=	58.6–76.7;	n = 69)	vs	69.0%	(95%-CI = 65.6–72.4))(91)	

Race	has	been	found	to	be	a	factor	in	several	studies,	with	non-Whites	being	

less	likely	to	complete	an	ACD.(93,	94)	A	cohort	of	Canadian	patients	with	

malignancy	found	55%	of	193	patients	had	completed	an	ACD	in	2016;	patient	

age	as	well	as	higher	income	and	having	been	referred	to	palliative	care	services	

were	all	significantly	associated	with	completion	of	ACDs.(95)	Unsurprisingly,	

personal	situations	also	have	an	impact;	people	who	had	experienced	the	death	

of	a	close	family	member	or	friend	appear	more	likely	to	complete	an	ACD,	as	do	

people	who	have	cared	for	a	dying	person	(OR	1.36,	95%	CI	1.04-1.76)	or	been	

involved	in	life	support	decisions.(92)	

 Awareness	and	knowledge	of	advance	care	planning	

It	is	intuitive	that	someone	who	has	never	heard	of	advance	directives	will	be	

unlikely	to	have	completed	one.	Nonetheless,	a	New	York	study	of	200	

hospitalised	patients	in	2008	found	11%	of	those	who	stated	they	had	an	ACD	

also	stated	they	had	never	heard	of	them!(96)	The	authors	didn’t	comment	on	

the	cognitive	status	of	this	subgroup.	Overall,	in	this	study	25%	of	participants	

had	never	heard	of	ACDs.		

Awareness	of	ACDs	is	generally	high	though.	A	German	study,	in	2003,	of	adult	

cancer	patients	(n=100),	healthy	controls	(n=100)	and	medical	staff	(n=100)	

found	good	awareness	of	advance	care	planning,	but	poorer	patient	knowledge	

of	the	possibility	of	appointing	a	proxy	decision	maker	(29-43%).	They	found	a	

high	intention	to	complete	an	advance	care	directive	(50-81%)	which	was	

associated	with	deteriorating	health,	but	poor	realization	of	this	intent	in	that	

only	18-19%	of	patients	and	10%	of	medical	staff	had	actually	written	an	

advance	care	directive.(97)	Education	on	ACDs	has	been	shown	to	improve	

short	term	awareness	of	ACDs,	but	education	alone	is	insufficient	to	stimulate	

ACD	completion.(98,	99)	

 Willingness	to	consider	end	of	life	issues:	willing,	ready	and	able	

A	Canadian	study	of	the	community	dwelling	general	population	in	2010	found	

43.6%	of	respondents	had	already	completed	a	written	advance	care	directive,	
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a	further	42.1%	planned	to	complete	one,	however	14.3%	of	those	surveyed	

had	no	intention	of	completing	one.(92)	Given	that	ACD	completion	rates	rose	

from	47%	to	72%	amongst	decedents	in	the	US	between	2000	and	2010,	clearly	

people	in	the	US	are	willing	to	complete	ACDs.(100)But	willingness	does	not	

necessarily	equate	to	readiness.	What	are	the	factors	that	translate	willingness	

into	a	completed	interpretable	advance	care	plan?	

Older	people,	both	those	with	dementia	and	those	who	are	cognitively	intact,	

are	often	prompted	to	complete	an	advance	care	plan	in	reaction	to	a	medical,	

living	situation	or	financial	issue	experienced	by	a	friend	or	family	member	or	

personal	illness.(101-103)	In	a	study	by	Hirschman	et	al	of	people	with	

dementia,	though	most	advanced	care	planning	was	reactionary,	a	smaller	

proportion	was	found	to	be	active,	in	an	attempt	to	“put	their	affairs	in	

order”.(101)		

A	study	by	Fried	et	al	used	focus	groups	of	older	adults	and	caregivers,	to	

explore	advance	care	planning	as	a	health	behavior	using	various	constructs	to	

explain	why	people	choose	to	engage	or	not	in	the	advance	care	planning	

process.(104)	The	results	revealed	four	key	themes:	1)	variable	readiness	to	

participate	in	ACP	using	the	Transtheoretical	Model’s	concept	of	“stages	of	

change”(105),	2)	wide	range	of	benefits	of	and	barriers	to	participating	in	ACP,	

3)	participant’s	use	of	a		variety	of	processes	to	increase	their	readiness	for	ACP	

participation	and	the	broader	spectrum	of	behaviours	associated	with	planning	

for	future	declines	in	health,	and	4)	the	influence	of	experiences	with	loved	ones	

on	perceptions	of	susceptibility	and	engagement	in	ACP.(104)	They	found	a	

motivational	factor	for	caregivers	to	complete	their	own	advance	care	plan	

included	their	experience	with	the	end	of	life	care,	or	need	to	be	involved	in	

decision-making,	for	a	dying	loved	one.		

Prochaska	describes	the	stages	of	change	a	person	may	go	through	in	changing	

their	health	related	behavior	using	the	Transtheoretical	Model,	these	included	

precontemplation	(no	intention	to	take	action	in	the	next	6	months),	

contemplation	(intends	to	take	action	in	the	next	6	months),	preparation	

(intends	to	take	action	and	has	taken	some	steps	in	this	direction),	action	(has	



	
	

24	

made	a	change),	maintenance	(continued	change	over	time)	and	termination	

(able	to	self-maintain	change).(106,	107)	Using	the	Stages	of	Change	model,	

assessing	a	person’s	readiness	to	engage	in	advance	care	planning	allows	a	

more	tailored	approach	to	facilitate	advance	care	plan	completion.(107)	

Interventional	studies	using	this	approach	have	been	successful	in	improving	

advance	care	directive	completion	rates.(108)	Using	this	approach	also	allows	

efforts	and	time	to	be	diverted	to	people	who	are	more	prepared	to	engage	in	

advance	care	planning,	and	to	plant	the	seeds	of	contemplation	in	those	who	are	

not	yet	ready.				

Just	as	willingness	does	not	always	equate	to	readiness,	being	ready	does	not	

always	equate	to	being	able.	Ultimately	one	of	the	commonest	reasons	a	person	

may	lose	the	capacity	to	make	medical	decisions	is	through	diseases	such	as	

dementia.	Of	a	cohort	of	people	with	mild	to	moderate	dementia	(Mini	Mental	

State	Examination	(MMSE)	>11),	91.7%	of	them	wished	to	be	involved	in	

dementia	treatment	decisions	(though	only	40%	were	deemed	to	have	the	

capacity	to	make	such	decisions	and	only	29%	of	their	caregivers	judged	that	

the	patient	would	want	to	be	involved	in	deciding).(109)	Despite	the	desire	to	

be	involved,	there	may	be	avoidance	of	advance	care	planning,	procrastination,	

even	for	people	with	dementia.	Dementia	is	often	not	appreciated	as	a	life	

limiting	condition.	Of	48	patients	with	mild	to	moderate	dementia,	48-67%	

lacked	insight	into	their	cognitive	problems,	diagnosis	or	prognosis	for	further	

cognitive	deterioration.(109)People	with	dementia	may	deny	the	diagnosis	

itself	or	-	because	of	the	disease	-	may	lack	insight	into	its	potential	

consequences	for	decision	making	in	the	future,	therefore	not	appreciating	the	

particular	relevance	and	importance	of	advance	care	planning	for	them.(101,	

109)		

Capacity	is	not	dichotomous,	but	more	like	a	spectrum	of	decision-making	

ability.	Even	healthcare	professionals	who	routinely	assess	patient	capacity	as	

part	of	their	daily	work	only	agree	to	a	moderate	extent	on	the	capacity	of	

people	with	mild	to	moderate	dementia	to	make	medical	treatment	

decisions.(109)	Furthermore,	such	experienced	healthcare	professionals	may	

be	uneasy	about	the	formal	nature	of	capacity	assessment	with	regard	to	
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drawing	up	a	legally	binding	advance	care	directive	or	registering	a	Power	of	

Attorney.	Capacity	is	discussed	in	more	detail	in	Chapter	4.	

 Willingness	to	discuss	end	of	life	issues	and	with	whom	

It	is	not	sufficient	to	have	capacity	and	to	be	willing	to	complete	advance	care	

planning,	one	needs	to	appreciate	one’s	preferences	and	-	as	part	of	the	process	

-	to	be	willing	to	consider	one’s	own	mortality.		

There	is	an	assumption	that	older	people	don’t	want	to	talk	about	death	and	

dying.	This	is	most	often	not	the	case.(110)	Evidence	from	Ireland	would	

suggest	this	was	certainly	the	case	in	the	past,	but	that	the	older	people	of	

modern	Ireland	differ,	and	are	more	welcoming	of	engagement	in	discussion	of	

cardiopulmonary	resuscitation	at	least.(111)		

A	study	by	Cotter	et	al	in	Galway	found	older	stable	hospital	inpatients	to	be	

very	receptive	to	discussion	of	resuscitation,	94%	felt	it	was	a	good	idea	in	

2007,	with	only	5-8%	finding	discussion	of	the	topic	upsetting.(111)	The	study	

compared	a	survey	of	older	hospital	inpatients	from	Dublin	in	1992	with	a	

Galway	cohort	in	2007.	There	were	significant	changes	in	Irish	society	in	this	

time-frame	and	this	study	found	almost	a	reversal	of	attitudes	to	CPR	in	older	

in-patients.	In	their	current	state	of	health,	only	3%	wanted	CPR	in	1992	

compared	with	81%	in	2007.	A	patient’s	likelihood	of	not	wanting	CPR	

increased	with	age,	(OR	2.77	(95%	CI	1.25–6.13),	for	those	aged	75–84	years	

and	OR	15.19	(4.26–54.15),	for	those	aged	85	years	or	more	compared	with	

those	aged	65–74	years).	Importantly	69%	(1992)	to	58%	(2007)	were	

agreeable	to	a	doctor	making	a	unilateral	decision	not	to	resuscitate	if	their	

prognosis	was	very	poor.	This	study	was	limited	by	exclusion	of	patients	with	

life	limiting	illness	and	those	with	impaired	cognition	(Mental	Test	Score	<8/10	

or	MMSE	<23/30)	or	communication,	whose	preferences	may	have	differed	

from	the	patient’s	included	in	the	study.	The	study	was	limited	by	not	knowing	

the	participant’s	perception	of	the	likelihood	of	success	with	CPR,	this	

information	could	have	added	to	the	findings.	Previous	studies	have	found	an	

accurate	understanding	of	the	limitations	of	CPR	significantly	affects	the	

resuscitation	choices	made	by	people.(112)	
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An	Irish	study	of	haemodialysis	patients	found	them	to	be	comfortable	talking	

about	death,	but	not	necessarily	with	their	family.	Most	wanted	life-prolonging	

treatment,	that	pain	and	other	symptoms	would	be	controlled,	their	comfort	

maintained	and	that	they	would	have	spiritual	peace	at	the	end	of	life.(113)	

Decision	control	preferences	describe	how	a	person	wishes	to	make	treatment	

decisions,	to	what	extent	they	want	to	contribute	to	the	process	and	the	

ultimate	decision.	Preferences	range	from	some	people	wanting	an	entirely	

autonomous	mode,	to	others	wanting	to	delegate	decision-making	entirely	to	

others.(114)	The	commonly	used	Control	Preferences	Scale	was	designed	and	

validated	by	Degner	et	al	(115,	116)	and	using	text	and	cartoons	depicted	on	

five	cards,	a	patient	can	designate	the	extent	to	which	they	want	to	control	

decisions.	This	scale	was	further	modified	by	Nolan	et	al	in	collaboration	with	

Degner	to	depict	how	a	person	would	want	others	to	decide	for	them	if	they	

were	to	lose	capacity	to	decide	for	themselves.(117)	The	modified	scale	judges	

the	extent	to	which	the	person	would	want	decisions	to	be	made	using	

substituted	judgement	compared	with	an	approach	based	on	what	would	be	in	

their	best	interests.	A	further	addition	to	the	tool	was	to	allow	a	person	to	

weigh	the	input	they	would	assign	to	their	doctor	versus	their	loved	ones.		

Nolan	et	al	validated	the	scale	on	a	group	of	patients	who	had	been	recently	

diagnosed	with	life	limiting	conditions	which	had	a	2-year	mortality	of	at	least	

50%,	such	as	amyotropic	lateral	sclerosis,	advanced	heart	failure	(non-

transplantable)	or	advanced	non-resectable	lung	cancer.(117)	The	study	

revealed	the	intricacies	of	medical	decision	making	in	scenarios	of	capacity	and	

incapacity.	It	found	that	most	people	while	still	competent	to	make	their	own	

decisions	wanted	a	shared	decision	making	approach,	placing	greater	

importance	on	the	role	of	their	doctor	(52%)	than	their	family	(44%).		Only	

34%	wanted	to	make	decisions	autonomously	of	their	doctor	(50%	

independently	of	their	family),	and	fewer	preferred	to	delegate	decisions	to	

others	(15%	to	their	doctor	and	7%	to	their	loved	ones).	For	this	study’s	

participants,	imagining	how	they	would	want	decisions	made	for	them	if	they	

were	unconscious,	shifted	importance	away	from	the	patient’s	previously	

expressed	wishes	(substituted	judgement)	towards	decisions	being	made	by	
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others	that	took	the	participant’s	best	interests	into	consideration.	Study	

participants	placed	greater	importance	on	their	loved	ones’	input	into	an	

ultimately	shared	decision	with	their	doctor.	The	key	message	from	the	study	

was	that	the	complexity	of	this	area	means	one	style	of	decision	making	will	not	

fit	all.	Similar	desires	for	a	collaborative	approach	to	decision-making	have	been	

found	by	other	researchers.(118)	

Though	many	older	people	welcome	discussion	of	end	of	life	issues,	and	may	be	

content	to	express	their	preferences,	some	are	more	content	to	leave	the	

ultimate	decision	making	to	their	family	or	to	healthcare	professionals,	trusting	

them	to	act	in	their	best	interests.(117,	119)	Research	shows	that	people	who	

prefer	to	leave	decision-making	to	others,	are	just	as	likely	to	complete	an	

advance	care	directive	as	those	who	want	to	make	decisions	for	

themselves.(120)	Understanding	a	person’s	decision-making	preferences	may	

be	important	to	support	them	in	advance	care	planning.		

 Willingness	to	make	end	of	life	decisions:	for	death	or	for	dying	

“The	widespread	and	deeply	held	desire	not	to	be	dead”	thwarts	end	of	life	

decision	making.	(121)	Death	is	inevitable.	What	happens	after	one’s	death	is	

far	more	controllable	though	than	the	vastly	less	predictable	circumstances	of	

how	one	dies.	Older	people	are	more	likely	to	have	made	plans	for	the	Death	

rather	than	the	Dying;	funeral	plans	and	Wills	are	frequently	made	even	among	

those	who	are	not	prepared	to	make	decisions	for	the	end	of	life	care.(122-124)	

Funerals	and	Wills	are	some	of	the	controllable	aspect	of	death,	the	parts	that	

can	be	easily	organized,	and	funerals	are	the	public	face	of	death.	The	act	of	

dying	has	become	hidden	in	modern	Western	civilization	such	that	it	is	

denatured	and	people	struggle	to	cope	with	this	foreign	visitor.(125)People	

who	have	little	experience	of	bearing	witness	to	the	Dying	in	their	last	days,	

weeks	and	hours,	will	likely	have	more	difficulty	in	trying	to	plan	for	what	is	

unfamiliar	to	them.			

 The	hypothetical	future	or	the	current	existence	

A	systematic	review	by	Auriemma	et	al	evaluating	the	stability	of	end-of-life	

care	preferences	over	time,	and	with	changes	in	health,	found	the	majority	of	
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patient’s	preferences	are	stable	(71%).(126)	There	appeared	to	be	greater	

stability	in	inpatient	and	seriously	ill	outpatient	populations	than	in	older	

adults	without	serious	illnesses	(p<0.002).	Preferences	to	decline	life	sustaining	

treatments	tended	to	be	more	stable	than	those	wishing	for	such	treatments,	

and	higher	levels	of	education	and	people	who	had	completed	advance	care	

plans	or	advance	care	directives	also	had	more	stable	preferences.	

 Willingness	to	document	end	of	life	related	wishes	or	appoint	a	

proxy	decision	maker	

A	study	by	Singer	et	al.	found	that	patients	purpose	for	completing	an	ACD	was	

not	just	about	preparing	for	potential	incapacity,	but	more	so	about	preparing	

for	death	and	dying.(127)	They	perceived	its	role	as	an	exercise	of	control	but	

also	an	attempt	to	relieve	the	burden	of	decision	making	for	their	loved	ones.	

They	also	found	it	to	be	a	social	process	linked	with	both	the	doctor-patient	and	

the	family	relationship.(127)	Desires	to	relieve	family	of	the	burden	of	decision	

making	was	found	to	be	an	incentive	to	advance	care	planning	in	other	studies	

also.(122)	Additional	prompts	include	receiving	a	diagnosis	where	recovery	

was	remote	or	where	the	chances	of	losing	capacity	were	more	certain.(122)	In	

a	study	by	Piers	et	al,	the	lack	of	family	or	surrogate	decision	makers	was	

another	motivator	to	complete	advance	care	plans.(123)	

 Proxy	decision	makers	

Where	a	potential	proxy	decision	maker	exists,	and	is	appointed,	it	is	obviously	

important	that	they	are	empowered	to	make	end	of	life	decisions	for	their	loved	

one	with	the	knowledge,	or	at	least	a	sense,	of	what	their	loved	one	would	have	

wanted.	Clearly	discussion	of	end	of	life	issues	as	part	of	the	advance	care	

planning	process	is	beneficial	and	improves	the	likelihood	of	having	a	more	

accurate	understanding	of	the	person’s	expressed	wishes.		

A	systematic	review	by	Shalowitz	et	al	found	that	the	accuracy	of	proxy	decision	

makers	in	predicting	the	patient’s	treatment	wishes	was	correct	only	68%	of	

the	time.(2)	In	a	randomised	controlled	trial,	even	having	access	to	a	patient’s	

advance	care	directive	instructions	had	minimal	impact	on	the	decisions	made	

by	proxies.(128)	
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Family	as	proxy	decision	makers	tend	to	use	a	best	interests	approach	(57%)	

rather	than	using	substituted	judgement	(43%).(129)	Even	when	using	a	

substituted	judgement	standard,	this	was	not	viewed	as	distinct	from	best	

interests,	rather	the	two	approaches	are	blended.	The	omission	of	discussion	

with	the	patient/donor	is	not	the	only	reason	for	a	best	interests	approach	

being	taken,	other	factors	include	the	need	for	family	consensus,	the	patient	

having	unrealistic	expectations,	and	the	need	to	encompass	quality	of	life	and	

healthcare	professionals’	views	in	the	decision.(129)		

There	is	also	a	need	for	proxy	decision	makers,	and	patients	themselves	to	have	

an	understanding	of	life	sustaining	treatments	and	how	they	relate	to	the	

individual.	This	takes	time	and	diminishes	the	quality	of	decisions	on	treatment	

and	interventions	made	in	times	of	crisis,	which	is	one	of	the	rationales	for	

advance	care	planning.		

 Use	of	advance	care	directive	forms		

A	disincentive	to	completing	an	advance	care	directive,	at	least	in	the	United	

States,	includes	poor	readability	of	advance	care	directives	particularly	state	

mandated	directives.	Most	advance	care	directive	use	complicated	language,	

beyond	a	12th	grade	reading	level,	despite	the	Institute	of	Medicine	

recommending	a	6th	grade	level	readability	for	documents	related	to	

health.(130-132)	

It’s	not	just	patients	who	may	have	trouble	understanding	advance	care	

directives.	Healthcare	professionals	and	patient’s	family	may	also	have	difficulty	

extrapolating	what	the	patient’s	intended	wishes	were.(133)	There	is	low	

concordance	between	patient	discussed	wishes	and	the	interpretation	of	those	

wishes	by	a	proxy	decision	maker	or	physician.(134)	The	terminology	used	in	

advance	care	directives	is	open	to	interpretation.	Even	the	language	used	in	

what	appear	to	be	very	specific	and	well-constructed	directives	can	become	

ambiguous	when	trying	to	apply	a	patient’s	directive	to	the	healthcare	scenarios	

it	intended	to	control.	Furthermore,	directives	which	are	too	specific	ultimately	

may	be	too	restrictive	to	apply	to	the	situations	that	arise.	(135,	136)		
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Compliance	with	advance	care	directives	has	also	been	raised	as	an	issue.(137,	

138)	A	systematic	review	by	Brinkman-Stoppelenburg	et	al	found	that	Do	Not	

Resuscitate	(DNR)	orders	reduced	cardiopulmonary	support	efforts	and	

hospitalization.(139)	They	found	that	Do	Not	Hospitalise	(DNH)	orders	reduced	

the	number	of	hospitalisations	and	increased	the	use	of	hospice	care	and	that	

advance	care	directives	increased	out-of-hospital	care.	Studies	performed	in	

hospitalized	populations	did	not	find	an	association	with	the	medical	treatment	

received	and	advance	care	directive	use.(139)	Complex	advance	care	planning	

intervention	on	the	other	hand	were	associated	with	an	increased	frequency	of	

out	of	hospital	and	out	of-ICU	(intensive	care	unit)	care,	increased	compliance	

with	patient’s	end	of	life	wishes	as	well	as	greater	satisfaction	with	care.(139)	

Population	based	studies	often	assume	that	the	presence	of	an	advance	

directive	implies	that	individuals	want	to	limit	life	sustaining	treatment.	This	is	

not	always	the	case	as	advance	directives	are	equally	applicable	for	people	who	

wish	to	document	their	wishes	for	intensive	care.	Studies	at	individual	level	in	

contrast	to	population	based	studies	have	found	poor	compliance	with	advance	

directives	and	not	exclusively	because	of	difficulty	with	the	validity	or	

interpretability	of	the	directive.(140)	

A	systematic	review	by	Houben	et	al	found	55	randomised	controlled	trials	of	

advance	care	planning	interventions	and	found	more	complex	advance	care	

planning	interventions	focusing	on	advance	directives,	that	also	included	end	of	

life	care	discussions	increased	the	likelihood	of	advance	care	directive	

completion	and	that	end	of	life	care	discussions	in	turn	improved	compliance	

with	patient	preferences	for	care.(141)	Actively	engaging	people	in	discussion	

of	end	of	life	care	seems	to	be	more	important	than	just	passively	providing	

information	and	hoping	the	conversations	and	subsequent	documentation	of	

wishes	will	happen.(142)	

Much	of	the	research	to	date	has	focused	on	the	use	of	advance	care	planning	in	

the	long	term	care	setting	where	it	has	been	found	that	a	systematic	approach	

to	advance	care	planning	has	the	potential	to	improve	completion	rates	in	long	

term	care	residents.(143,	144)	Advance	care	planning	and	initiatives	to	support	

long	term	care	residents	are	increasingly	recognized	and	promoted	as	
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important	measures	in	providing	quality	care	in	this	setting.	Advance	care	

planning	is	included	as	a	prompt	in	the	Gold	Standards	Framework	in	the	

United	Kingdom	and	in	the	National	Standards	for	Residential	Care	Settings	for	

Older	People	in	Ireland	set	out	by	HIQA	(Health	Information	and	Quality	

Authority).(145,	146)	The	latter	have	responsibility	for	inspecting	the	quality	of	

care	provided	in	all	residential	long	term	care	settings	in	Ireland,	all	of	whom	

must	register	with	the	authority	since	the	Health	Act	of	2007.(146)		

1.5 Long	Term	Care	

Much	of	the	research	to	date	on	advance	care	planning	has	involved	long	term	

care	residents,	but	research	must	be	interpreted	knowing	that	the	term	“long	

term	care”	can	mean	different	things	in	different	places.	It	can	include	both	

formal	and	informal	care.	Long	term	care	is	sometime	taken	in	this	thesis	to	

mean	long	term	residential	care,	but	others	use	the	term	to	also	encompass	a	

range	of	services	provided	in	a	person’s	own	home.	Long	term	care	particularly	

in	the	United	Kingdom	includes	services	from	local	authority	social	and	

community	health	services,	day	care,	and	home	care	services,	each	with	the	aim	

of	helping	an	older	person	to	maintain	their	ability	to	function	and	to	live	at	

home.	Of	course,	even	the	types	of	facilities	which	provide	residential	long	term	

care	can	also	be	identified	by	a	variety	of	names	other	than	“nursing	home”,	and	

provide	varying	levels	of	care:	in	the	UK	they	are	typically	known	as	residential	

care	homes	or	nursing	homes;	in	the	United	states	they	include	assisted	living	

facilities,	personal	care	facilities,	residential	continuing	care	facilities.	In	this	

thesis,	“long	term	care”	it	is	taken	to	be	synonymous	with	the	type	of	care	

typically	provided	in	a	nursing	home.	

Though	many	long	term	care	facilities	in	Ireland	are	modern	and	purpose	built,	

a	large	number	of	long	term	care	units,	particularly	public	facilities,	began	life	

as	workhouses	and	evolved	gradually	over	the	years	into	places	of	care	for	

older	people.	The	historical	roots	of	long	term	care	facilities	in	Ireland	were	far	

removed	from	places	that	promoted	autonomy,	rather	they	were	places	of	last	

resort	that	typically	stripped	people	of	free	choice.	With	multi-occupancy	rooms	

and	“Nightingale”	wards	they	were	not	designed	to	facilitate	the	privacy	sought	
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after	in	providing	high	quality	end	of	life	care.	Infrastructurally,	this	can	be	very	

challenging	or	impossible	to	change.	To	understand	their	role	in	caring	for	

those	older	people	who	are	no	longer	in	a	position	to	live	independently	in	their	

own	homes,	it	is	useful	to	examine	the	evolution	of	nursing	homes	in	Ireland,	an	

evolution	which	has	some	common	ground	with	that	of	palliative	care.		

The	Poor	Law	Act	in	providing	“poor	relief”,	essentially,	though	unintentionally,	

imposed	on	English	society	the	first	legal	responsibility	to	provide	care	for	

older	people	through	the	workhouse	system.	Sir	G	Nicholls,	an	English	Poor	Law	

overseer,	criticised	the	old	Poor	Law	workhouse	as	“the	resort	of	the	idle	and	

profligate”,	but	stated	the	new	English	Poor	Law	of	1834	was	designed	such	that	

a	well-regulated	workhouse	would	answer	two	conditions:		

“No	person	in	actual	want	will	reject	the	relief	proffered	therein,	and	a	

person	not	in	actual	want	will	not	submit	to	the	restraints	by	which	the	

relief	is	accompanied.	Workhouse	relief	will	be	more	repugnant	than	

labour	to	persons	able	to	work,	whilst	to	those	who	are	disabled	as	well	as	

indigent	the	workhouse	will	be	a	welcome	refuge	“	(147)	

Ireland’s	economic	structures	differed	from	England,	and	the	extent	and	

prevalence	of	poverty	in	Ireland	was	far	greater.	Dr.	Whately,	the	Anglican	

archbishop	of	Dublin,	as	part	of	the	Royal	Commission	of	Inquiry	into	the	

Conditions	of	the	Poorest	Classes	in	Ireland	(1833-1836),	reported	that	the	sheer	

scale	of	poverty	in	Ireland	was	such	that	almost	2.4	million	people	would	need	

to	be	housed	in	workhouses	if	the	English	Poor	Laws	were	applied	in	Ireland.	

Several	workhouses	already	existed	since	the	early	1700’s	being	authorised	by	

law	from	1703	as	places	“for	employing	and	maintaining	the	poor,	punishing	

vagabonds	and	providing	for	and	educating	foundling	children”.	Workhouses	

came	to	also	provide	“asylum	for	lunatics	and	idiots”,	“retreat	for	incurables	

from	the	hospitals	and	convalescents	from	fever”	and	as	a	“house	of	refuge	for	

the	infirm	and	sick	poor”.	Their	infirmaries	were	mainly	occupied	by	“the	

bedridden	and	feeble	who,	though	not	acutely	ill,	nevertheless	required	nursing	

care.”(148)		
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Nicholls,	who	oversaw	the	enforcement	of	the	Act	in	Ireland	devised	a	Poor	Law	

system	that	differed	from	England.	Whilst	every	destitute	person	in	England	

had	the	legal	right	to	poor	relief,	this	was	not	the	case	with	the	Irish	Poor	Law	

Act	of	1838.	These	differences,	combined	with	the	level	and	nature	of	

destitution	in	Ireland,	the	intermittent	famines	experienced	in	the	1800’s,	and	

the	Great	Irish	famine	of	1845-1848,	meant	that	the	workhouses	were	

inhabited	by	the	sick,	starving	and	dying.	The	workhouse	gained	exceptional	

stigma	along	with	an	unanticipated	role	in	caring	for	these	people	and	the	

elderly.				

Under	Poor	Law	provision,	Ireland	was	divided	into	130	“unions”	(ultimately	

163	by	the	end	of	the	famine),	comprised	a	city	or	market	town	and	

surrounding	hinterland.	The	union’s	workhouse,	located	centrally	in	the	town,	

provided	relief	for	the	unemployed	and	destitute	of	the	area,	usually	with	a	

workhouse	infirmary	attached.	A	Board	of	Guardians	had	overall	responsibility	

for	the	union,	and	the	1832	Act	also	allowed	then	to	provide	fever	hospitals	in	

association	with	the	workhouses.	The	expansion	of	fever	hospitals	was	

prompted	in	part	by	an	outbreak	of	Cholera;	the	first	case	of	the	ensuing	

epidemic	was	diagnosed	by	the	famous	physician	William	Stokes	in	1832.		

The	Medical	Charities	(Dispensary)	Act	of	1851	stipulated	that	each	district	

have	its	own	dispensary	to	provide	free	medicines	and	treatment	for	the	poor,	

the	cost	of	which	was	borne	by	the	Boards	of	Guardians.(149)	The	dispensaries	

were	often	co-located	at	the	workhouse.	From	1856	the	fever	hospitals	were	

allowed	to	admit	paupers	as	well	as	those	with	“Fever”.	The	1862	Poor	Law	

(Amendment)	Act	officially	opened	the	workhouse	hospitals	to	non-paupers	

though	-	in	the	absence	of	alternative	hospitals	in	most	locations	-	they	had	

already	been	attending	prior	to	this.	In	1863	the	workhouse	doctors	also	

became	Registrars	of	births	and	deaths	enabling	the	collection	of	accurate	

statistics	and	facilitating	vaccination	of	children	against	disease	such	as	

smallpox.(150)	These	two	acts	effectively	secured	Ireland	with	one	of	the	most	

advanced	health	services	in	Europe	at	that	time.		
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Before	the	non-contributory	state	pension	was	introduced	in	1909,	poorer	

older	people	who	could	no	longer	care	for	themselves	or	be	supported	by	family	

to	live	at	home,	often	had	no	choice	but	to	be	admitted	to	the	workhouse	or	

“County	Home”,	as	many	of	them	came	to	be	known	after	the	Poor	Law	Reform	

Act	(1906).	In	the	late	1800’s	about	75%	of	those	living	in	the	workhouses	

comprised	of	the	elderly	and	infirm.(149)	Around	this	time,	the	provision	of	

care	to	those	residing	in	the	workhouses	that	remained	under	state	control,	was	

allocated	to	various	religious	orders.	The	order’s	nuns,	often	qualified	nurses,	

had	been	allowed	to	provide	care	in	the	workhouses	since	1861,	firstly	in	the	

hospital	of	the	Limerick	Union	Workhouse,	which	ultimately	became	St.	

Camillus’s	Hospital;	a	unit	which	now	provides	stroke	care,	rehabilitation	as	

well	as	long	term	care	for	older	people.(151)	In	Limerick,	the	workhouse	in	

Newcastle	also	evolved	over	time	to	become	a	site	for	older	person	

rehabilitation	and	long	term	care:	St.	Ita’s	Hospital.(151)		

Ultimately	with	the	abolition	of	the	majority	of	Boards	of	Guardians	under	the	

Local	Government	(Temporary	Provisions)	Act,	1923,	the	role	of	the	

workhouses	changed.(150)	During	the	Irish	Civil	war,	many	workhouses	

became	military	hospitals	or	bases.	In	the	early	1920’s	many	were	bombed	or	

destroyed	for	this	reason.	From	1922	onwards,	the	workhouses	that	remained	

were	generally	either	closed,	or	turned	into	acute	County	or	District	Hospitals	

(e.g.	Naas	General	Hospital,	St.	Finbarr’s	Hospital	in	Cork),	Fever	Hospitals,	or	

residential	County	Homes	for	the	elderly	and	infirm.	Many	of	the	latter	have	

remained	in	the	public	Irish	Health	Service,	several	as	“geriatric	hospitals”	

providing	long	term	care	residence	and	also	having	rehabilitation	facilities	on	

site.	

In	1966,	there	were	36	of	these	long	term	care	facilities	providing	care	for	8,057	

older	patients.	Though	the	numbers	have	since	declined	with	the	closure	of	

some	of	these	facilities,	those	geriatric	long-stay	units	that	remain	are	an	

important	contributor	to	the	estimated	30,000	long	term	care	beds	in	

Ireland.(152)	Since	the	Health	Act	2007,	the	Health	Information	and	Quality	

Authority	(HIQA)	have	responsibility	for	the	registration	and	inspection	of	all	
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long	term	care	centres	for	older	people.	On	their	website,	www.hiqa.ie,	they	

publish	information	on	these	centres	and	their	inspection	reports.		

There	are	125	public	(HSE	managed)	nursing	homes	providing	care	for	6555	

older	people	in	Ireland,	47	(38%)	of	them	evolved	from	a	workhouse,	but	

together	these	provide	3025	beds	which	represents	almost	half	(46%)	of	the	

public	nursing	home	beds	in	the	State.	Of	the	125	public	long	term	care	

facilities,	25	(20%)	of	them	are	in	counties	Cork	or	Kerry	with	registered	beds	

for	a	total	of	1384	residents.(153,	154)	Of	these	25	HSE	long	term	care	facilities	

several	are	newly	built	modern	premises,	but	14	(715	beds)	of	them	are	either	

in	the	existing	workhouse	building	(e.g.	St.	Columbanus	Home	Killarney,	St.	

Finbarr’s	Hospital	Cork,	and	the	Community	Hospitals	in	Clonakilty,	Fermoy,	

Kinsale,	Midleton)	or	in	new	buildings	on	the	old	workhouse	site	(e.g.	the	

Community	Hospitals	in	Listowel,	Kenmare,	Millstreet,	Skibbereen,	and	in	

Macroom,	Bandon,	Bantry	and	Dunmanway	where	the	original	buildings	were	

burnt	in	1921	in	the	Irish	civil	war).(149)	The	mentality	of	the	“County	Home”	

as	being	a	place	of	last	resort	exists	still,	with	admission	to	a	nursing	home	-	

particularly	those	with	historical	links	to	the	workhouse	-	being	seen	as	

something	to	be	avoided,	at	all	costs,	by	most	older	Irish	people,	even	as	death	

approaches.	

Evolution	of	long	term	care	in	Cork:	the	case	of	St.	Finbarr’s	Hospital	

The	Cork	Union	Workhouse,	was	purpose	built	on	the	Douglas	Road,	and	

attached	to	an	infirmary.	In	1898,	the	Cork	Union	Workhouse	became	known	as	

the	Cork	District	Hospital.(155)(	p31)	With	the	abolition	of	the	Poor	Law	

system	in	1923,	it	was	taken	over	to	be	used	as	an	acute	hospital.	It	ultimately	

became	St.	Finbarr’s	Hospital,	which	was	one	of	the	main	acute	hospitals	and	

clinical	medicine	teaching	facilities	in	Cork	City	until	1978,	when	it’s	role	

changed	with	the	opening	of	Cork	University	Hospital.	An	inspection	by	the	

British	Medical	Council	in	1961	reported	that	the	hospital	“retains	the	essential	

structure	of	a	large	workhouse	infirmary	of	the	last	century”,	a	report	which	

also	identified	the	need	for	a	new	regional	teaching	hospital	and	contributed	to	

the	establishment	of	Cork	University	Hospital.(155)p59-61		
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At	that	time	St	Finbarr’s	Hospital	was	perceived	by	the	general	public	in	a	

similar	light;	to	still	have	the	“whiff	of	the	old	poorhouse	it	had	once	been	,	a	

place	offering	rude	shelter	to	the	destitute	and	the	dying	who	had	nowhere	else	

to	go”.(156)	During	the	last	and	largest	polio	epidemic	in	Western	Europe	in	

1956,	St.	Finbarr’s	also	served	as	a	fever	hospital	and	was	“regarded	with	terror	

by	people	in	Cork”	who	“crossed	the	road	outside	to	avoid	walking	close	to	its	

walls	for	fear	of	infection”.(156)	St.	Finbarr’s	Hospital	campus	now	provides	

nearly	100	long-term	care	beds	for	older	people,	and	houses	a	variety	of	other	

facilities,	including	the	Munster	blood	transfusion	service.		

Though	workhouses	evolved	into	nursing	homes,	they	were	still	associated	with	

their	origins,	as	places	of	accommodation	for	the	destitute,	not	as	places	of	care	

for	older	people.	Despite	the	passing	years,	the	stigma	of	the	workhouse	or	

“poorhouse”	remained	and	many	older	Cork	people	in	need	of	long	term	care	

perceived	St.	Finbarr’s	hospital	(and	other	community	hospitals	that	had	been	

workhouses	in	former	lifetimes)	as	a	place	of	last	resort,	and	would	refuse	to	be	

admitted	there	even	into	the	last	decade.		

Residential	long-term	care	for	older	people	in	Ireland	is	provided	in	a	variety	of	

settings:	

• Public	(HSE)	Geriatric	Hospitals	like	those	outlined	above	where	long	

term	care	is	offered	alongside	more	specialised	services	such	as	

rehabilitation	or	stroke	care	e.g.	St.	Finbarr’s	hospital	in	Cork	City,	St.	

Camillus	Hospital	in	Limerick.	Together	with	acute	geriatric	

departments,	these	units	form	part	of	Specialised	Geriatric	departments	

either	on	the	same	site	as	an	acute	hospital	e.g.	in	St.	James	Hospital	in	

Dublin,	or	off-site	like	at	St.	Finbarr’s	Hospital	in	Cork	which	is	linked	

with	the	geriatric	departments	in	Cork	University	Hospital	and	the	

Mercy	University	Hospital.			

• Public	(HSE)	Geriatric	Community	Hospitals,	some	of	which	were	

workhouse	in	former	lifetimes	as	detailed	above	before	becoming	county	

hospitals,	district	hospitals	or	county	homes	before	ultimately	becoming	

places	for	long	term	care	e.g.	e.g.	St.	Columbanus/Killarney	Community	
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Hospital,	Co.	Kerry.	Many	more	were	purpose	built	such	as	the	newer	

modern	buildings	at	Farranlea	or	Ballincollig	Community	Nursing	Units	

in	Cork.	

• Private	Voluntary	Nursing	Homes	such	as	St.	Luke’s	Nursing	Home	in	

Cork	which	had	its	origins	in	the	religious	sector		

• Private	nursing	homes	such	as	Haven	Bay	Care	Centre,	a	purpose	built	

private	nursing	home,	also	one	of	the	study	sites	described	later	in	this	

thesis	

• Some	Psychiatric	hospitals	also	have	attached	long	term	care	units	for	

older	people	with	chronic	psychiatric	conditions,	an	example	being	

Mount	Alvernia	in	Mallow,	Co.	Cork.	

Parallel	to	the	evolution	of	workhouses	into	long	term	care	facilities	and	

hospitals,	there	were	two	additional	relevant	elements	to	the	history	of	hospital	

and	residential	healthcare	development	in	Ireland;	the	Voluntary	Hospital	or	

Charitable	Infirmary	sector	and	the	evolution	of	modern	day	Hospices.	

Ireland	was	virtually	devoid	of	hospitals	from	the	time	Henry	VIII	suppressed	

monastic	hospitals	in	the	“Reformation”,	until	the	end	of	the	17th	century	when	

the	more	fortunate	and	wealthy	in	Irish	society	established	the	first	voluntary	

hospitals,	to	attend	to	the	recognised	plight	of	the	sick	poor	in	society.	Prior	to	

this	the	ill	–	who	had	the	means	-	were	managed	at	home,	and	that	is	where	the	

majority	of	them	died.	Even	with	the	development	of	hospitals	in	Ireland,	it	was	

clear	that	they	“retained	only	such	cases	as	were	found	susceptible	of	

treatment”	which	left	the	sick	poor	especially	without	institutional	care.(157)		

1.6 Palliative	Care	and	End	of	Life	Care	

 Evolution	of	Palliative	Care	

The	word	“hospice”	comes	from	the	Latin	hospes	meaning	guest	or	stranger.	In	

the	4th	century	“hospice”	referred	to	a	house	of	hospitality	for	pilgrims.	By	the	

middle	ages	hospices	had	become	places	of	shelter	for	the	poor,	elderly,	ill,	

wounded	and	dying.(158)	The	concept	of	hospice	as	we	know	it	today	began	to	

emerge	in	17th	century.	Mme	Jeanne	Garnier,	a	young	woman	whose	husband	
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and	two	children	had	died	at	only	24	years	of	age,	joined	other	women	with	

similar	experiences	of	loss	in	1842,	and	formed	L'Association	des	Dames	du	

Calvaire.(159,	160)	Together	they	opened	the	first	hospice	specifically	for	the	

dying	in	1843,	in	France,	this	was	followed	by	six	more,	including	one	in	New	

York.		

In	Ireland,	during	the	cholera	outbreak	in	1832,	a	series	of	temporary	hospitals	

were	set	up	in	Dublin	and	Cork	by	the	Religious	Sisters	of	Charity,	an	order	

founded	by	Cork	born	Mother	Mary	Aikenhead.	A	Cork	Physician,	Dr.	Patrick	

Murphy	was	so	impressed	by	the	care	they	provided	to	his	father	and	sister	on	

their	deathbeds,	that	he	donated	what	remained	of	his	estate	to	the	Sisters	of	

Charity	on	the	condition	that	within	two	years	of	his	death,	they	established	a	

hospital	or	room	for	patients	with	incurable	diseases	such	as	cancer.(161)	Thus	

St.	Patrick’s	Hospital	for	Incurables	-	(now	Marymount	University	Hospital	and	

Hospice)	opened	to	its	first	patient	in	1870.(162)	After	this,	the	Sisters	of	

Charity	opened	Our	Lady’s	Hospice	for	the	Dying	in	Dublin	in	1879,	followed	by	

St.	Joseph’s	Hospice	in	London	in	1905	and	later	others	in	England,	Scotland	

and	Australia,	all	of	which	exist	to	this	day	as	modern	palliative	care	units.(162)		

In	the	mid	19th	century	death	was	considered	a	natural	part	of	life,	most	often	

occurring	in	a	person’s	home.	Over	the	century	that	followed	there	was	rapid	

growth	in	the	number	of	hospitals	and	nursing	homes	and	increasingly,	this	was	

where	people	died.		

Despite	the	premise	that	the	two	early	Irish	hospices	(St.	Patrick’s	Hospital	for	

the	Incurables	in	Cork	and	Our	Lady’s	Hospice	in	Dublin)	would	admit	terminal	

cancer	patients,	the	majority	of	deaths	in	these	institutes	were	due	to	advanced	

tuberculosis,	at	least	until	the	late	1940’s,	when	following	the	discovery	of	

streptomysin,	the	proportion	of	those	dying	from	tuberculosis	was	overtaken	

by	those	dying	from	cancer,	for	the	first	time.(163)	

By	the	1950s	concerns	were	growing	about	care	at	the	end	of	life.	The	National	

Health	Service	in	the	United	Kingdom	was	in	its	infancy	having	been	established	

in	1948,	but	its	focus	was	very	much	on	acute	medical	and	rehabilitation	care.	

It’s	founder,	Aneurin	Bevan	was	chairman	of	the	Cottage	Hospital	Management	
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Committee	(1929-1930).	His	speech	in	the	House	of	Commons	during	the	

reading	of	the	NHS	Bill	in	1946	is	often	quoted:	“I	would	rather	be	kept	alive	in	

the	efficient	if	cold	altruism	of	a	large	hospital	than	expire	in	a	gush	of	warm	

sympathy	in	a	small	one”.	This	mentality	can	be	understood	given	the	incredible	

advances	in	medical	achievements	of	that	era,	but	it	was	also	a	time	where	

people	were	less	likely	to	die	from	infection;	instead	living	long	enough	to	

develop	the	chronic	diseases	and	disability	that	increase	with	age.		

To	quote	Ivan	Illich’s	1976	book	Medical	nemesis:		

“the	limits	of	effective	medical	treatment	apply	not	only	to	conditions	

that	have	long	been	recognized	as	sickness—rheumatism,	appendicitis,	

heart	failure,	degenerative	disease,	and	many	infectious	diseases—but	

even	more	drastically	to	those	that	have	only	recently	generated	

demands	for	medical	care.	Old	age,	for	example,	which	has	been	

variously	considered	a	doubtful	privilege	or	a	pitiful	ending	but	never	a	

disease,	has	recently	been	put	under	doctor's	orders.	The	demand	for	

old-age	care	has	increased,	not	just	because	there	are	more	old	people	

who	survive,	but	also	because	there	are	more	people	who	state	their	

claim	that	their	old	age	should	be	cured	…..	Old	age	has	been	medicalized	

at	precisely	the	historical	moment	when	it	has	become	a	more	common	

occurrence	for	demographic	reasons;”		(59)(p34)	

With	advances	in	medicine,	and	an	increasing	emphasis	on	cure	and	

rehabilitation,	death	came	to	be	seen	as	a	failure,	and	those	beyond	cure	began	

to	be	neglected.	The	dying	became	less	welcome	in	hospitals.	The	religious	

orders	who	set	up	the	early	hospices	saw	the	unmet	needs	of	the	dying	and	

devoted	themselves	to	caring	for	them,	particularly	the	dying	poor,	with	what	

resources	and	few	beds	they	had.	The	religious	orders	made	no	distinction	

between	the	needs	of	those	dying	from	cancer	or	those	dying	from	non-

malignant	conditions,	and	“accepted	a	measure	of	suffering”,	by	modern	

standards	the	care	was	unsophisticated.(164)		
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Around	the	same	time	as	Luis	Kutner	was	proposing	the	Living	Will	in	the	

1960s,	a	separate	but	equally	important	movement	was	also	changing	the	face	

of	dying;	the	modern	Palliative	Care	movement.		

All	too	often,	those	with	life	limiting	conditions	and	their	families	were	told,	

"there	is	nothing	more	that	can	be	done".	Dame	Cicely	Saunders	a	trained	nurse,	

social	worker	and	physician	refused	to	accept	this,	or	the	inadequate	care	

offered	those	dying	in	hospitals.	Believing	"there	is	so	much	more	to	be	done”,	

her	vision	and	work	led	to	the	birth	of	the	“modern	hospice"	movement.	She	

opened	the	first	“modern”	hospice,	St.	Christopher’s	Hospice	in	1967	founding	it	

on	the	principle	of	combining	expert	pain	and	symptom	control	with	holistic	

care,	research	and	education.	Her	new	and	bold	approach	to	care	for	the	dying	

was	both	inspirational	and	revolutionising.		

Cancer	has	a	disease	trajectory	that	is	often	predictable	and	in	the	1960s	and	

1970s	when	Dame	Cecily	Saunders	pioneered	palliative	care,	it	is	not	surprising	

that	care	focused	on	the	needs	of	those	with	terminal	malignancy.	In	those	days,	

more	often	than	not,	cancer	was	incurable	and	the	needs	of	the	terminal	cancer	

patients	were	often	neglected,	sometimes	leaving	people	suffering	intractable	

pain,	nausea,	dyspnoea	or	other	distressing	symptoms.(165,	166)	These	

individuals	were	often	young,	active	contributors	to	the	economy,	in	the	prime	

of	their	lives	and	their	deaths	were	perhaps	seen	to	be	not	as	timely	as	deaths	in	

older	people	might	have	been	perceived.	It	is	not	hard	to	imagine	how	the	

hospice	and	palliative	care	movement,	which	aimed	to	improve	the	dying	

experience,	was	so	easily	accepted	for	those	dying	of	cancer,	particularly	as	pain	

management	was	much	less	well	developed	then	(for	any	illness)	compared	

with	today.		

The	modern	hospice	movement	developed	in	response	to	the	needs	of	

terminally	ill	cancer	patients.	Palliative	care	is	not	limited	to	cancer	care	

though,	it	has	a	role	in	all	life-limiting	illnesses	and	in	all	settings.	Nowadays,	it	

is	agreed	that	access	to	specialist	palliative	care	be	based	on	need,	not	

diagnosis.	This	is	reflected	in	Irish	policy	documents	and	in	changing	

practices.(167-169)	A	recent	national	audit	of	end-of-life	care	in	Irish	acute	and	
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community	hospitals	found	favourable	comparisons	with	care	in	hospitals	in	

the	US,	UK	and	France,	but	also	found	that	significant	weaknesses	exist,	

consequently,	quality	standards	for	end-of-life	care	in	hospitals	were	

published.(58,	170)	They	add	to	other	international	strategies,	frameworks	and	

initiatives	such	as	the	Gold	Standards	Framework	and	the	Liverpool	Care	

Pathway	for	the	dying	in	the	UK,	in	endeavouring	to	improve	end-of-life	care	in	

the	general	palliative	care	setting.(145,	171,	172)	

 Definition	of	Palliative	Care	

Palliative	care	is	more	easily	defined	in	many	ways	than	end	of	life	care.	The	

World	Health	Organisation	defines	Palliative	Care	as	“an	approach	that	

improves	the	quality	of	life	of	patients	and	their	families	facing	the	problems	

associated	with	life-threatening	illness,	through	the	prevention	and	relief	of	

suffering	by	means	of	early	identification	and	impeccable	assessment	and	

treatment	of	pain	and	other	problems,	physical,	psychosocial	and	

spiritual.(173)	

	Palliative	care:	

• provides	relief	from	pain	and	other	distressing	symptoms;	

• affirms	life	and	regards	dying	as	a	normal	process;	

• intends	neither	to	hasten	or	postpone	death;	

• integrates	the	psychological	and	spiritual	aspects	of	patient	care;	

• offers	a	support	system	to	help	patients	live	as	actively	as	possible	until	

death;	

• offers	a	support	system	to	help	the	family	cope	during	the	patient’s	

illness	and	in	their	own	bereavement;	

• uses	a	team	approach	to	address	the	needs	of	patients	and	their	families,	

including	bereavement	counselling,	if	indicated;		

• will	enhance	quality	of	life,	and	may	also	positively	influence	the	course	

of	illness	

Palliative	care	is	applicable	early	in	the	course	of	illness,	in	conjunction	with	

other	therapies	that	are	intended	to	prolong	life,	such	as	chemotherapy	or	
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radiation	therapy,	and	includes	those	investigations	needed	to	better	

understand	and	manage	distressing	clinical	complications.”(173)		

In	Ireland,	Palliative	care	services	are	structured	in	three	ascending	levels	of	

specialisation:	Level	1-	Palliative	Care	Approach,	Level	2-	General	Palliative	

Care	and	Level	3-	Specialist	Palliative	Care	as	defined	in	the	report	of	the	Irish	

National	Advisory	Committee	on	Palliative	Care.	(167)	

“Palliative	Care	Approach:	Palliative	care	principles	should	be	

practiced	by	all	health	care	professionals.	The	palliative	care	approach	

should	be	a	core	skill	of	every	clinician	at	hospital	and	community	level.	

Many	patients	with	progressive	and	advanced	disease	will	have	their	

care	needs	met	comprehensively	and	satisfactorily	without	referral	to	

specialist	palliative	care	units	or	personnel.”	

“General	Palliative	Care:	At	an	intermediate	level,	a	proportion	of	

patients	and	families	will	benefit	from	the	expertise	of	health	care	

professionals	who,	although	not	engaged	full	time	in	palliative	care,	have	

had	some	additional	training	and	experience	in	palliative	care,	perhaps	

to	diploma	level.	Such	intermediate	level	expertise	may	be	available	in	

hospital	or	community	settings.”	

“Specialist	Palliative	Care:	Specialist	palliative	care	services	are	those	

whose	core	activity	is	limited	to	the	provision	of	palliative	care.	These	

services	are	involved	in	the	care	of	patients	with	more	complex	and	

demanding	care	needs,	and	consequently,	require	a	greater	degree	of	

training,	staff	and	other	resources.	Specialist	palliative	care	services,	

because	of	the	nature	of	the	needs	they	are	designed	to	meet,	are	

analogous	to	secondary	or	tertiary	care	services.”		

Only	a	small	proportion	of	Irish	deaths	are	in	hospice	(6%).(174)	This	may	in	

part	be	due	to	the	considerable	paucity	of	specialist	palliative	care	hospice	beds	

delivering	level	3	(Specialist	palliative)	care.	There	were	153	in-patient	hospice	

beds	reported	in	2007,	the	same	report	estimated	a	deficit	of	390	hospice	beds	
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for	the	country.	There	are	an	additional	187	palliative	care	support	beds	which	

provide	level	2	(General)	palliative	care.(175)		

Historically	specialist	palliative	care	services	in	Ireland	(and	elsewhere)	has	

focused	predominantly	on	the	care	of	patients	with	advanced	cancer.(176)	The	

Irish	public	still	perceive	palliative	care	in	this	light,	and	in	terms	of	specialist	

care	provision	rather	than	including	general	palliative	care	which	is	the	source	

of	much	palliative	care	in	this	country.	Specialist	palliative	care	provision	is	

changing	as	this	specialty	evolves	to	become	more	inclusive	of	those	with	needs	

due	to	non-malignant	life	limiting	illnesses.	The	National	Advisory	Committee	

on	Palliative	Care	laid	out	the	framework	for	such	an	expansion	in	2001.(167)	

Palliative	care’s	extension	into	the	realm	of	non-malignant	disease	began	with	

motor	neurone	disease,	in	the	1970s	and	early	1980’s.	The	skills	and	ethos	of	

palliative	care	developed	in	treating	cancer	patients	were	equally	relevant	in	

motor	neurone	disease	(and	many	other	neurodegenerative	diseases).	A	life	

limiting	illness	with	a	predictable	trajectory,	motor	neurone	disease	tends	to	

afflict	adults	from	20-50	years,	robbing	them	of	their	body’s	functions	but	not	

their	minds.	Aiding	people	with	this	disease,	to	die	well,	obtained	public	

support	and	funding.	It	was	not	always	as	easy	to	garner	support	in	moving	

beyond	cancer	care,	to	expand	services	to	those	dying	with	AIDs	in	the	

1980’s.(177)Brogan	and	George	highlighted	four	areas	that	challenged	in	AIDS	

palliation	that	differed	from	cancer	care,	similar	arguments	could	be	made	for	

other	non-malignant	life	limiting	conditions:	

1. new	symptoms	may	warrant	investigation	even	in	end	stage	disease	as	

easily	treated	conditions	often	presented	atypically	-	this	is	also	true	in	

older	people	especially	those	with	dementia	

2. distressing	symptoms	sometimes	were	best	controlled	by	targeting	

treatment	at	the	underlying	condition	–	which	may	also	be	the	case	in	

exacerbations	of	end	stage	heart	failure	or	COPD	or	symptoms	

experienced	in	advanced	Parkinson’s	disease	

3. For	symptomatic	reasons,	drugs	used	for	prophylaxis	needed	to	be	

continued	to	the	end	of	life	–	this	could	hold	true	for	drugs	such	as	

antianginals	in	those	with	end	stage	cardiac	disease	
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4. Combination	therapies	placed	a	heavy	symptomatic	burden	on	the	

patient	with	HIV	

More	recently	palliative	care	services	have	extended	to	include	referrals	for	

people	with	other	non-malignant	life	limiting	conditions	such	as	COPD,	heart	

failure,	Parkinson’s	disease	or	dementia.(169)	Of	the	approximately	30,000	

deaths	each	year	in	Ireland,	about	80%	are	estimated	to	die	from	conditions	

likely	to	have	palliative	care	needs.(176)	At	present	only	about	15%	of	patients	

seen	by	Specialist	Palliative	Care	services	have	a	non-malignant		

diagnosis.(178)	Change	takes	time.		

Importantly,	only	a	proportion	of	patients	(25.8%)	referred	to	Irish	Specialist	

Palliative	Care	services	ultimately	die	in	a	hospice.(178)	A	Cork	based	study	

found	9.1%	of	such	referred	patients	died	in	a	nursing	home,	but	that	most	

people	who	avail	of	specialist	palliative	care	services	die	in	hospital	(39.3%)	or	

at	home	(25.8%).(178)		

 End	of	life	care	

Defining	end	of	life	care	is	in	some	ways	more	complex,	and	the	language	used	

to	describe	it	equally	so.(179)	Whilst	most	medical	practitioners	in	Ireland	and	

the	United	Kingdom	will	know	the	difference	between	general	and	specialist	

palliative	care,	this	terminology	may	be	less	familiar	to	those	in	other	parts	of	

the	World.	“Terminal	care”,	“care	of	the	dying”,	“end	of	life	care”,	“palliative	

care”,	are	terms	seen	and	used	interchangeably	by	the	public,	but	these	are	not	

synonymous.	They	have	specific	albeit	variable	meaning	depending	on	context,	

discipline,	culture,	location	and	time	of	their	use.		

 Differences	in	meaning	of	terminology	

The	inconsistencies	in	terminology’s	definition	may	be	confusing,	for	example	

in	the	past	in	the	United	Kingdom,	“end	of	life”	care	was	taken	to	mean	care	

when	death	was	imminent,	a	short	period	of	usually	days	to	weeks,	latterly	

most	national	bodies	in	the	United	Kingdom	have	adopted	the	definition	as	care	

in	the	last	year	of	life,	a	similar	definition	to	that	generally	used	in	Canada	and	

the	United	States.		
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The	Irish	Health	Service	Executive	National	Clinical	Program	for	Palliative	Care	

differs	and	chooses	a	much	shorter	timeframe	for	its	definition:	

“End	of	life	care	is	the	term	used	to	describe	care	that	is	provided	during	

the	period	when	death	is	imminent,	and	life	expectancy	is	limited	to	a	short	

number	of	hours	or	days.	The	term	has	been	used	to	describe	the	last	12	

months	of	life.	The	clinical	program	does	not	use	the	term	in	this	

way.”(180)		

The	Australian	viewpoint	is	similar	to	the	Irish	timeframe.(181)		

For	the	purposes	of	this	theses,	end	of	life	care	denotes	that	care	given	in	the	

days	(and	sometimes	weeks)	immediately	surrounding	the	time	of	death	when	

it	becomes	apparent	that	the	person	is	“actively”	dying,	that	their	death	is	

imminent	and	potentially	unavoidable.	It	also	includes	the	care	given	to	their	

families,	both	before	and	after	their	loved	one’s	demise.		

But,	at	what	point	on	the	continuum	does	care	become	end	of	life	care?	The	

trajectories	of	decline	that	are	typical	of	various	conditions	differ,	for	example	

the	decline	seen	in	cancer	is	often	quite	sudden	whereas	that	of	heart	failure	

and	chronic	obstructive	pulmonary	disease	(COPD)	is	more	gradual,	marked	

with	periods	of	acute	deterioration	with	full	or	partial	recovery,	but	any	of	

which	could	result	in	death.	For	people	with	severe	heart	failure	(NYHA	class	

IV)	which	causes	dyspnoea	at	rest,	30-70%	of	them	will	die	each	year,	but	5-

30%	of	these	deaths	will	be	sudden,	some	feel	such	a	diagnosis	is	worse	than	

cancer	given	the	duration	of	symptoms.(182-184)	The	more	typical	trajectory	

seen	for	frailty	and	dementia	can	be	even	more	gradual,	like	the	downward	

slope	of	a	bumpy	hill.	It	can	be	very	difficult	to	pinpoint	a	time	when	“care”	ends	

and	“end	of	life	care”	begins.		

It	is	clear	that	there	is	considerable	overlap	between	“palliative	care”	and	“end	

of	life	care”.	A	third	and	important	overlapping	entity	for	older	people	at	least,	

is	Geriatric	Medicine	which	focuses	on	the	holistic	care	of	the	older	person,	but	

also	includes	that	care	given	up	to	and	beyond	death.		
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Figure	1:	Schematic	of	care	for	older	people	with	life	limiting	condition	(including	

old	age	and	frailty)	and	their	family	

	

	

	

	

 The	beginning	of	the	end	

The	National	Council	for	Hospice	and	Specialist	Palliative	Care	Services	(1997)	

described	the	signs	and	symptoms	of	approaching	death	in	their	document	

Changing	Gear-	Guidelines	for	Managing	the	Last	Days	of	Life	in	Adults.	(185)	

These	signs	included:		

• profound	weakness	such	that	a	person	spends	more	time	in	bed	or	needs	

assistance	with	all	their	care	needs;		

• that	a	person	may	be	drowsier	or	have	reduced	cognition;		

• that	they	may	be	more	disorientated	in	time	and	place,	have	difficulty	

concentrating	or	be	poorly	co-operative;		

• that	their	appearance	may	become	gaunt;		

• that	their	oral	intake	may	be	reduced	or	that	they	may	be	less	able	to	

swallow	medication.		

This	may	be	a	useful	guide	in	cancer	patients	and	younger	people	for	whom	

these	signs	may	indicate	that	death	will	be	soon.	However,	the	frail	or	those	

with	dementia	may	exhibit	such	signs	for	months	or	even	years	before	their	

ultimate	demise.	There	is	a	high	prevalence	of	dementia	amongst	nursing	home	

residence,	estimated	between	50	and	92%	(186)	for	whom	incontinence,	
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confusion	and	agitation	may	be	present	long	before	death.	For	nursing	home	

residents,	their	path	to	death	is	often	a	slow	declining	one,	peppered	with	

several	acute,	potentially	fatal,	but	also	potentially	reversible	illnesses	such	as	

pneumonia	or	urosepsis.		

A	study	of	nursing	home	residents	in	the	Netherlands	highlighted	the	difficulty	

of	prognostication,	residents	were	eligible	for	inclusion	if	their	treating	

physician	expected	to	them	to	die	soon,	within	6	weeks,	the	study	found	that	1	

in	10	patients	recovered	from	their	“terminal	phase”.(187)	The	study	which	

excluded	residents	with	sudden	unexpected	death,	found	the	median	survival	

for	those	who	died	was	only	3	days,	83%	were	dead	within	7	days,	indicating	

that	most	residents	were	only	identified	as	being	in	the	terminal	phases	at	a	

very	late	stage	in	their	illness.(187)		

A	Norwegian	study	similarly	found	death	was	identified	as	being	imminent	in	

only	61%	of	nursing	home	residents,	85%	of	whom	were	dead	within	7	

days.(188)	In	this	study	the	presence	of	fatigue	(99%),	drowsiness	(98%)	and	

reduced	appetite	(95%)	were	the	most	common	symptoms	seen	on	the	day	the	

resident	was	recognised	as	being	imminently	dying.(188)	The	presence	of	

fatigue	(OR	1.8,	95%	CI	1.16-2.85,)	and	decreased	appetite	(OR	1.2,	95%	CI	

1.06-1.41)	were	associated	with	recognising	imminent	death.(188)		

Studies	looking	at	the	symptoms	experienced	by	nursing	home	decedents	found	

different	profiles	in	those	who	died	due	to	malignancy	compared	with	those	

who	died	from	other	life	limiting	conditions.(187,	189)	Nausea	(13.3%	vs	1.3%,	

p=0.001),	vomiting	(11.7%	vs	1.3	%,	p=0.002),	anorexia	(17.3%	vs	26.7%,	

p=0.13)	and	extreme	tiredness	(26.7%	vs	3.2%,	p<0.001)	appear	to	be	more	

common	in	cancer	than	dementia	patients,	but	taking	very	little	oral	fluid	

(49.4%	vs	21.7%,	p<0.001)	or	food	(32.7%	vs	21.7%,	p=0.14),	dysphagia	

(12.2%	vs	5%,	p=0.14),		or	subcoma	(10.3%	vs	0%,	p=0.007)	were	more	

common	in	dementia	than	cancer	patients.(187)		

For	all	residents,	symptoms	such	as	pain,	dyspnoea,	anxiety,	fatigue,	

drowsiness,	dry	mouth,	anorexia	and	dysphagia	become	more	prevalent	as	

death	approaches,	but	for	those	with	dementia	in	particular,	challenging	
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behaviour	becomes	an	increasing	issue.	(186,	188,	190)	Maddocks	et	al	found	

the	prevalence	of	confusion	was	only	34%	in	a	hospice	population	but	81%	in	

nursing	homes	where	challenging	behaviour	prevalence	was	as	high	as	

67%.(191)	Specialist	palliative	care	may	not	be	as	well	experienced	in	dealing	

with	the	symptoms	that	may	present	at	end	of	life	in	dementia,	in	particular	

challenging	behaviour.		

This	is	an	example	of	how	the	learning	from	specialist	palliative	care	may	not	be	

entirely	transferrable,	without	modification,	from	care	of	patients	with	more	

predictable	disease	such	as	terminal	cancer	and	motor	neurone	disease	onto	

care	of	people	dying	from	life	limiting	diseases	such	as	dementia.		

It	is	possible	that	the	palliative	care	movement	would	not	have	been	as	

successful	in	its	endeavours	had	its	initial	focus	been	on	the	care	of	the	dying	

with	advanced	dementia	in	long	term	care.	These	individuals	are	often	hidden	

from	and	sometimes	neglected	by	the	society	to	which	they	have	long	since	paid	

their	dues,	but	to	whom	they	have	come	to	be	seen	as	a	burden.	They	might	not	

have	been	such	a	wise	first	target	for	the	modern-day	hospice	movement,	but	

were	and	are	equally	deserving	of	high	quality	care	at	the	end	of	life.			

 End	of	Life	Care	in	Long	Term	Care	

Valuing	life,	and	letting	life	go,	are	not	exclusive.	In	combination	they	can	

be	profoundly	life	affirming”	Sheldon	Ekland-Olson.(192)		

Generically	long	term	care	in	Ireland	originated	in	workhouses,	places	that	

were	not	designed	or	intended	to	provide	care	for	older	people	at	the	end	of	

their	lives.	They	evolved	over	time	as	places	of	residence	for	older	people,	when	

they	could	no	longer	live	independently	in	their	own	homes.	Rather	than	trying	

to	mimic	a	place	of	private	residence,	nursing	homes	tended	to	recreate	a	more	

hospital-like	environment.	Unsurprisingly,	for	the	most	part,	they	took	a	

medical	model	of	care	such	that	care	focused	on	protecting	the	resident,	fixing	

and	curing,	rather	than	promoting	their	autonomy	and	independence.	Taking	a	

medical	model	of	care	meant	that	the	emphasis	was	on	rehabilitation	and	

maintaining	function,	and	neglected	preparation	for	inevitable	death	as	it	drew	
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ever	closer.		To	quote	the	opening	chapter	of	End	of	life	in	care	homes:	A	

palliative	care	approach:		

“the	philosophy	of	many	of	these	settings	does	not	necessarily	incorporate	

preparing	residents	for	death	or	training	carers	in	terminal	care	or	even	

how	to	handle	chronic	conditions.”(193)	

Just	as	death	had	become	hidden	in	hospitals,	it	was	hidden	in	the	majority	of	

long	term	care	residences.	Rather	than	embracing	it	as	the	natural	end	to	a	

resident's	life,	a	cloak	of	concealment	was	placed	around	the	deceased	who	

passed	unseen	and	unacknowledged	from	the	premises.	Unacknowledged	at	

least	from	the	other	resident's	perspective	who	were	denied	the	opportunity	of	

marking	the	person's	death	as	they	would	have	in	the	community	outside	of	

long	term	care	residence.		

A	report	by	Townsend	in	the	UK	in	1962	described	the	removal	of	those	who	

were	dying	to	a	separate	location	away	from	others	and	that	when	they	died	

nothing	was	said,	the	death	was	not	acknowledged,	other	residents	were	denied	

the	opportunity	to	visit	the	body,	to	even	say	goodbye.	This	practice	persists	

today.	He	commented	that	nursing	homes	failed	to	“create	a	substitute	

community	or	a	network	of	social	relationships	which	could	sustain	a	sense	of	

individual	purpose	or	pride”.	(194)	

Modern	day	research	finds	it	still	to	be	the	case	that	nursing	homes	fail	to	

recreate	the	private	everyday	lifestyle	they	experienced	in	their	own	homes	

despite	more	homelike	environments.(195,	196)	This	situation	will	hopefully	

change	as	evidence	of	the	factors	that	influence	the	sense	of	home	in	nursing	

homes	emerges.(196)	

Ireland	still	has	one	of	the	youngest	populations	in	Europe.	In	the	next	30	years	

though,	life	expectancy	in	Ireland	is	predicted	to	reach	86.5	years	for	men	and	

88.2	years	for	women.	The	Irish	population	aged	over	65	years	is	set	to	double	

to	1.4	million	(5%	of	this	group	reside	in	long	term	care)	but	increases	will	be	

even	more	dramatic	in	those	aged	over	85	years,	of	whom	21%	currently	reside	

in	long	term	care.(197,	198)	This	growth	in	the	older	Irish	population	is	
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anticipated	to	place	increased	demands	on	the	long	term	care	sector.	At	present,	

there	are	approximately	30,000	long	term	care	beds	in	Ireland.	The	Economic	

and	Social	Research	Institute	(ESRI)	predicted	in	2009	that	each	year	over	the	

next	decade,	approximately	1000	extra	(new)	long	term	care	beds	would	need	

to	be	sourced	to	meet	this	rising	accommodation	demand,	provided	the	

proportion	of	older	people	needing	long	term	care	remained	static	at	5%.(197)	

This	rising	need	for	long	term	care	beds	is	not	uniquely	an	Irish	phenomenon,	

similar	challenges	present	for	example	in	Canada.(199)	Increasingly	it	is	in	long	

term	care	where	people	spend	their	last	months	and	years	and	increasingly	

where	they	will	die.	Thus,	it	is	obviously	essential	that	long	term	care	facilities	

are	enabled	to	provide	the	highest	quality	of	end	of	life	care.	

The	proportion	of	those	aged	65	years	and	over	who	died	in	“residential	aged	

care	facilities”	in	the	last	decade	(2000-2010)	varied	widely	geographically	

from	3%	in	Korea	to	38%	in	Iceland	and	New	Zealand.(200)	About	25%	of	the	

30,000	deaths	in	Ireland	each	year	take	place	in	long	term	care.(174)	The	

growth	in	the	proportion	of	deaths	occurring	in	long	term	care	is	a	trend	which	

has	been	seen	worldwide	in	the	United	States	of	America	(USA)(201)	the	United	

Kingdom	(UK)(202,	203),	Australia	and	elsewhere.(204)	Considering	rising	life	

expectancy,	the	growing	older	population	and	societal	changes	in	Ireland,	this	

trend	is	likely	to	continue.		

Unfortunately,	there	is	evidence	that	the	end	of	life	care	provided	in	long	term	

care	facilities	is	suboptimal	and	that	the	family	of	nursing	home	decedents	are	

dissatisfied	with	the	end	of	life	care	given	to	their	loved	ones.(205-208)	

Cartwright	et	al	(2006)	found	although	family	of	nursing	home	decedents	might	

have	been	satisfied	overall	with	their	loved	ones’	end	of	life	care,	they	had	

concerns	about	staff’s	communication,	insufficient	monitoring	of	their	loved	one	

and	lack	of	knowledge	of	symptom	management	amongst	staff.(190)	Bereaved	

family	also	identified	deficits	in	nursing	home	staff’s	communication	as	an	issue	

in	a	study	by	Thompson	et	al.(209)	

A	study	by	Reynolds	et	al	found	a	high	prevalence	of	symptoms	at	end	of	life	in	

nursing	home	decedents:	pain	(86%),	problems	with	personal	cleanliness	
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(81%),	dyspnoea	(75%),	incontinence	(59%),	fatigue	(52%),	low	mood	(44%),	

anxiety	(31%)	and	loneliness	(21%).(210)	Hanson	et	al	also	found	a	high	

prevalence	of	pain	(47%),	dyspnoea	(48%),	problems	with	cleanliness	990%)	

and	reduced	oral	intake	(72%).(211)	Sandvik	et	al	found	moderate	to	severe	

pain	(60%),	sleep	disturbance	(50%),	anxiety	(44%),	dyspnoea	(44%)	and	

depression	(33%)	were	commonly	observed	symptoms	at	the	time	of	

recognition	of	imminent	death.(188)Hendriks	et	al	found	that	for	residents	with	

dementia	despite	agitation	being	the	commonest	symptom	(57-71%)	it	became	

less	of	an	issue	in	the	last	week	of	life	(35%)	in	contrast	the	prevalence	of	pain	

(47-68%)	and	dyspnoea	(16-26%)	rose	in	the	last	week	of	life	(78%	and	52%	

respectively).(212)		

Oliver	et	al	found	half	of	all	family	of	deceased	nursing	home	residents	

described	situations	where	their	expectations	for	care	were	not	met.(213)	

Themes	that	emerged	were	around	lack	of	preparation	or	information,	lack	of	

collaboration	between	nursing	home	staff	and	between	them	and	hospice	staff,	

inadequate	communication,	and	issues	with	resident’s	care	in	particular	their	

pain	management.(213)		

In	addition,	a	cohort	of	long	term	care	residents’	transfer	to	hospital	in	their	

dying	days	and	end	up	dying	in	acute	hospitals.	This	population	remains	

understudied.	Houttekier	et	al	found	death	in	long	term	care	was	more	likely	

with	increasing	age	but	that	in	2003	in	Brussels,	23.8%	of	long	term	care	

residents	ultimately	died	in	hospital.(214)	Whilst	figures	for	Ireland	are	

unknown,	slightly	more	than	20%	of	US,	23%	in	the	UK	and	25%	of	French	

nursing	home	residents	die	in	hospital	each	year.(215-217)		

Temkin-Grenner	et	al	found	that	US	nursing	home	residents	who	died	in	

hospital	were	likely	to	be	younger	(27.98%	of	those	under	65	years	vs	17.7%	of	

those	aged	85	years	or	over),	male	(22.44%	male	vs	19.3%	female),	Black	or	

Hispanic	(28.05%	and	27.15%	respectively	compared	with	19.49%	whites),	and	

more	likely	to	be	“short	term”	rather	than	“long	term”	nursing	home	residents		

(25.39%	short-term	vs	17.35%	long	term).	They	also	found	that	those	with	

cancer	or	Alzheimer’s	disease	were	less	likely	to	die	in	hospital	than	residents	
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without	those	conditions	(15.24%	vs	20.44%	for	cancer	and	14.41%	vs	20.68%	

for	Alzheimer’s	respectively)	and	that	residents	with	a	Do	Not	Resuscitate	order	

were	less	likely	to	die	in	hospital	(13.97%	vs	30.28%)	as	were	those	with	a	Do	

Not	Hospitalise	order	(4.57%	vs	20.49%).	Patients	who	received	hospice	care	in	

their	last	30	days	grew	from	1	in	5	in	2003	to	1	in	3	(31.1%)	by	2007.	This	

group	were	also	less	likely	to	die	in	hospital	(2.34%	vs	26.78%).	They	reported	

that	each	year	between	2003	and	2007,	one	third	of	nursing	home	residents	

were	hospitalised	in	the	last	30	days	of	their	lives	and	that	the	cost	of	these	

hospitalisations	in	2007	alone	was	$1.6	billion.(215)	

It	is	interesting	that	in	a	Belgian	study	of	all	deaths	of	people	with	palliative	care	

needs	in	2008,	(n=44,229)	the	proportion	of	people	who	normally	reside	at	

home	but	died	in	hospital	was	>60%	(and	9%	of	them	died	in	a	nursing	home	if	

they	had	been	living	alone),	whereas	the	proportion	of	nursing	home	residents	

with	similar	needs	who	died	in	hospital	was	only	16%.(218)	Similar	results	

were	found	in	an	Amsterdam	based	longitudinal	study.(219)			

Nursing	homes	are	clearly	not	hospitals,	and	are	therefore	not	expected	to	

provide	care	that	should	be	delivered	in	a	hospital	setting.	Though	many	

transfers	of	nursing	home	residents	to	hospital	are	appropriate	and	necessary,	a	

US	based	study	by	Saliba	et	al	judged	40%	of	nursing	home	residents’	

admissions	to	hospital	to	be	inappropriate,	a	figure	which	rose	to	45%	when	

resident’s	preferences	(e.g.	from	an	advance	care	directive)	were	taken	into	

consideration.(220)	Using	robust	assessment	methods	to	gauge	the	

appropriateness	and	unavoidability	of	transfer,	they	estimated	21%	of	transfers	

were	the	result	of	poor	quality	of	care	in	the	nursing	home.(220)	A	US	study	

published	10	years	later	found	up	to	67%	of	nursing	home	resident	

hospitalisations	to	be	potentially	avoidable.(221)		

This	US	based	study	was	published	in	2000,	a	more	recent	UK	based	study	

published	in	2013	found	only	6.7%	of	admissions	of	patients	with	palliative	

care	needs	in	2010	were	potentially	avoidable,	most	of	these	were	admitted	to	

hospital	“out	of	hours”.(222)	Consistent	with	these	results,	in	2013	a	

Scandinavian	study	reported	0.38	hospital	referrals	per	nursing	home	bed	per	
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year	of	which	78.6%	(n	=	282),	7.8%	of	those	admitted	died	(n=22),	and	only	

7%	(n=20)	of	the	admissions	were	deemed	inappropriate.	The	study	noted	that	

the	referral	rate	in	the	study	municipality	was	lower	than	the	0.60	referral	per	

bed	per	year	found	in	neighbouring	areas.(223)	Regardless	the	personal	cost	

for	residents	inappropriately	transferred	is	important,	and	additionally	the	

study	estimated	a	cost	of	€6198	per	admission	(€123,960	per	year).	However,	

as	more	than	92%	of	those	admitted	were	discharged	back	to	the	nursing	home,	

it	is	also	important	that	focusing	on	small	numbers	of	inappropriate	transfers	

doesn’t	deprive	the	vast	majority	of	appropriate	transient	care	in	hospital.	

Evidence	suggests	that	long	term	care	residents	transferred	to	hospital	are	

treated	similarly	to	an	age	matched	cohort	regardless	of	the	presence	of	an	

advance	care	directive,	in	terms	of	the	urgency	with	which	they	are	assessed,	

number	of	investigations	and	interventions	in	the	Emergency	Department	and	

admission	rates.(87)	This	suggests	that	once	a	patient	arrives	in	the	hospital’s	

Emergency	Department,	wheels	are	set	in	motion	that	tend	not	to	distinguish	

between	patients	with	and	without	advance	care	plans.		

There	is	evidence	that	nursing	home	residents	who	transfer	to	hospital	have	

worse	outcomes	than	older	community	dwelling	adults.(224)	A	UK	study	by	

Ahearn	et	al	found	33.9%	of	nursing	home	residents	died	in	hospital	after	

admission	compared	with	15.7%	of	community	dwelling	adults	over	70	

years.(224)	They	also	died	sooner	than	their	community	dwelling	counterparts	

with	a	median	time	from	admission	to	death	of	5	days	compared	with	11	

days.(224)	Of	the	nursing	home	residents	who	survived	to	discharge,	41.5%	of	

them	were	either	readmitted	to	hospital	or	had	died	by	6	weeks.(224)		

But	why	do	nursing	home	residents	end	up	being	transferred	inappropriately	to	

hospital?	

Three	themes	emerged	in	an	English	study	that	explored	how	paramedics	make	

decisions	on	whether	to	transfer	nursing	home	residents	to	hospital	when	they	

are	nearing	the	end	of	their	lives.(225)	Paramedics	found	it	hard	to	identify	

nursing	home	resident’s	wishes	(something	that	advance	care	planning	should	

ameliorate).	Paramedics	tended	to	use	a	best	interest	reasoning	process	for	
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patients	lacking	capacity,	weighing	the	risks	and	benefits	of	transfer	to	hospital	

for	that	resident.(225)	However,	a	third	emergent	theme	was	the	negotiation	

that	then	frequently	transpired,	where	paramedics	came	under	pressure	if	their	

decisions	were	at	odds	with	the	preferences	of	others	such	as	nursing	staff	or	

the	resident’s	family.(225)		

A	New	Zealand	based	study	by	Gott	et	al	delved	into	general	palliative	care	

professional’s	views	on	the	'appropriateness'	of	patients	with	palliative	care	

needs	being	transferred	to	hospital	at	the	end	of	life.(226)	They	mostly	framed	

‘appropriateness’	in	relation	to	their	own	understanding	of	a	good	death	

happening	in	a	familiar	place	surrounded	by	familiar	faces,	though	cultural	

differences	were	also	apparent.(226)	They	identified	several	reasons	for	

‘potentially	avoidable’	admissions,	such	as	family	not	coping	with	the	patient’s	

care	needs	-	though	this	may	be	less	of	an	issue	for	nursing	home	residents	-	the	

“'rescue	culture'	of	modern	medicine”	and	“financing	and	availability	of	

community	services	and	practice	within	aged	residential	care”	are	pertinent	to	

a	long	term	care	population.(226)		

An	English	study	by	Seymour	et	al	reported	that	lack	of	support	from	GPs,	other	

agencies	and	community	resources	-	particularly	out	of	hours	-	was	a	barrier	to	

providing	quality	end	of	life	care,	identified	by	nursing	home	staff.(217)	Other	

factors	included	reluctance	by	GPs	to	prescribe	appropriate	medication,	the	cost	

of	syringe	drivers	and	lack	of	information	about	available	support	and	

training.(217)		

Is	it	possible	to	avoid	unnecessary	or	inappropriate	transfer	of	nursing	home	

resident	at	the	end	of	life?	A	systematic	review	by	Dwyer	et	al	found	potential	

modifiable	factors	that	could	influence	burdensome	(inappropriate	or	

unwanted)	transfer	of	long	term	care	residents	to	hospital.(227)	Patients	with	

certain	diseases	including	chronic	obstructive	pulmonary	disease	(COPD),	

congestive	cardia	failure	(CCF),	diabetes	and	indwelling	devices	were	found	to	

be	more	likely	to	be	hospitalised.(227)	For	COPD	and	CCF	unexpected	

hospitalisation	is	not	uncommon	as	their	disease	trajectory	is	peppered	with	

unpredictable	acute	exacerbations	which	may	be	difficult	to	manage	in	a	
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nursing	home	setting,	particularly	out	of	hours	when	staffing	levels	are	reduced	

and	access	to	on	call	physician	services	may	be	reduced.	Patients	with	advance	

care	plans	were	less	likely	to	be	transferred	to	hospital.(227)	Gozalo	et	al	also	

found	the	presence	of	a	written	advance	care	directive,	Do	Not	resuscitate	order	

or	Do	not	Hospitalise	order	reduced	the	risk	of	a	burdensome	transfer	among	

469,411	US	nursing	home	residents	with	advanced	cognitive	impairment.(228)	

Dwyer	et	al	found	that	long	term	care	facilities	with	poorer	staff	to	patient	

ratios,		and	those	that	were	“for	profit”	had	higher	transfer	rates.(227)		

Why	do	long	term	care	residents	die	in	hospital?	What	is	hoped	to	be	achieved	

by	such	moves?	Reasons	might	include	the	hope	of	better	end	of	life	care	

provision;	that	hospital	staff	and	resources	might	be	better	equipped	to	meet	

the	resident’s	needs;	it	may	be	simply	more	convenient	for	nursing	home	staff	

given	that	end	of	life	care	can	be	time	consuming	and	exhausting;	it	may	be	an	

attempt	to	maintain	facility	mortality	statistics	or	fear	of	litigation	for	not	

having	done	"everything	possible"	to	maintain	the	resident’s	life,	irrespective	of	

what	their	wishes	might	have	been.		

What	can	be	done	to	prevent	inappropriate	transfer	to	hospital:	advance	care	

planning,	and	empowering	long	term	care	staff	to	provide	high	quality	end	of	

life	care?		

Nursing	home	and	Emergency	department	staff	believe	that	family	often	

influence	the	decision	to	transfer	a	nursing	home	resident	to	hospital	or	

not.(229)	Stephens	et	al	found	four	main	drivers	influencing	family’s	sense	of	

crisis	at	a	change	in	their	loved	one’s	condition,	these	included:	insecurities	

with	the	nursing	home	care;	families	being	unprepared	for	the	resident’s	death;	

lack	of	advance	care	planning	and	lack	of	communication	and	agreement	with	

regard	to	the	goals	of	care.(229)	Other	studies	have	also	found	advance	care	

planning	to	reduce	terminal	hospitalisation	rates	for	nursing	home	

residents.(139,	230-233)	Similarly	studies	of	nursing	homes	with	increased	

palliative	care	provision	show	reduced	terminal	hospitalisation	rates.(234)	

Interventions	to	improve	the	quality	of	end	of	life	care	for	long	term	care	

residents,	such	as	the	Gold	Standards	Framework	in	Care	Homes	in	the	UK	have	
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also	shown	reductions	in	terminal	hospitalisation	of	residents.(235)	This	is	key,	

as	it	is	important	to	have	an	understanding	of	what	is	to	be	reasonably	expected	

of	transferring	a	resident	at	the	end	of	life,	to	an	acute	hospital.	In	Ireland,	such	

a	transfer	to	hospital	in	the	current	climate	means	a	high	likelihood	of	

significant	time	spent	on	an	Emergency	Department	trolley.		

There	is	evidence	that	nursing	homes	with	staff	who	have	better	palliative	care	

knowledge	are	more	likely	to	have	documented	that	a	resident	has	been	

assessed	to	be	likely	to	die	within	the	next	6	months.(236)	Such	nursing	homes	

are	less	likely	to	use	restraints,	tube	feeding,	have	residents	hospitalised	in	the	

last	30	days	of	life	and	less	likely	to	have	residents	who	die	in	hospital.(236,	

237)		

It	would	appear	then	that	advance	care	planning	and	improving	

communication,	palliative	care	knowledge	and	end	of	life	care	skills	are	

potentially	beneficial	in	a	nursing	home	population	in	improving	end	of	life	

care.	There	are	many	challenges	in	implementing	any	of	these	elements	in	this	

setting,	not	least	the	poor	culture	of	advance	care	planning	in	Ireland.		

1.7 Conceptual	Framework	

As	discussed	there	is	evidence	of	suboptimal	end	of	life	care	in	the	long	term	

care	setting	internationally,	but	also	research	suggesting	that	there	is	the	

potential	to	improve	end	of	life	care	outcomes	through	increased	advance	care	

planning	and	augmenting	the	palliative	care	capacity	of	long	term	care	staff.	

 Theoretical	underpinning	

Published	international	research	contributed	to	the	conceptual	framework	of	

this	thesis’	research	in	some	key	ways.	Based	on	published	research	it	would	

appear	that:			

• If	consistent	with	international	research,	it	was	anticipated	that	end	of	

life	care	in	long	term	care	in	Ireland	would	be	suboptimal,	that	there	

would	be	unmet	palliative	care	needs	for	residents	at	the	end	of	life	and	

that	relatives	would	perceive	there	to	be	inadequacies	in	this	care:		
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o Primarily	it	is	general	practitioners,	nursing	staff	and	care	

workers	who	deliver	general	palliative	care	and	end	of	life	care	

for	most	people	dying	in	the	long	term	care	setting	in	Ireland.	

International	research	suggests	that	the	resources,	skills	and	

knowledge	to	provide	such	end	of	life	care	to	a	high	standard	is	

often	lacking.(217,	238,	239)	Internationally	many	people	dying	

in	long	term	care		have	unmet	palliative	care	needs	(210,	240)	

and	bereaved	carers	are	often	dissatisfied	with	their	relatives’	

end	of	life	care.(241,	242)	

o A	recent	Irish	audit	of	end	of	life	care	in	acute	and	community	

hospitals	(many	community	hospitals	provide	long	term	care)	

found	that	although	we	compare	favourably	with	hospitals	in	the	

US,	UK	and	France,	significant	weaknesses	exist,	and	

consequently	Irish	quality	standards	for	end	of	life	care	in	

hospitals	were	published.(58,	170)	

• If	consistent	with	international	research	it	was	expected	that	long	term	

care	staff	would	have	suboptimal	knowledge	and	skills	in	providing	

palliative	and	specifically	end	of	life	care	and	would	also	therefore	have	

educational	needs	in	this	area.		

• It	was	hypothesised	that	an	educational	program	in	palliative	care,	

focusing	on	end	of	life	care,	would	improve	staff	knowledge	and	

confidence	in	providing	high	quality	end	of	life	care.(243)	

o Two	Cochrane	systematic	reviews	found	poor	evidence	to	

support	the	use	of	end	of	life	care	pathways	or	interventions	to	

improve	palliative	care	for	older	people	in	long	term	care.(244,	

245)	The	paucity	of	supporting	evidence	for	the	latter,	was	

primarily	due	to	a	lack	of	randomised	controlled	trials,	quasi-

experimental	or	controlled	before	and	after	studies;	most	

research	in	this	area	is	descriptive	or	qualitative.(245)	The	

review	did	identify	a	study	that	suggested	a	complex	palliative	

care	intervention	incorporating	a	palliative	care	educational	

program	may	improve	end	of	life	care	and	improve	

documentation	of	advance	care	plans(246)		



	
	

58	

• It	was	expected	that	at	baseline	few	residents	in	long	term	care	in	

Ireland	would	have	completed	advance	care	directives	or	advance	care	

plans.		

o In	the	United	States	of	America	where	advance	care	directives	are	

more	established	legislatively,	about	70%	of	those	who	die	have	

an	advance	care	directive,	but	Irish	knowledge	of	advance	care	

directives	and	issues	relating	to	end	of	life	care,	is	poor.(248)(89)	

In	a	recent	nationwide	survey,	71%	had	never	heard	of	an	

advance	care	directive,	and	only	5%	claimed	to	have	drafted	

one.(89)	Advance	care	directives	are	not	yet	part	of	Irish	culture.	

o In	the	absence	of	advance	care	plans	it	was	anticipated	that	most	

end	of	life	decision	making	would	take	place	when	the	resident	

had	become	critically	unwell	and	would	likely	be	made	without	

the	input	of	the	resident.		

• It	was	anticipated	that	similar	to	other	countries,	a	considerable	

proportion	of	long	term	care	residents	would	transfer	to	hospital	in	their	

last	few	days	and	weeks	of	their	lives	and	likely	often	die	there,	some	

having	transferred	inappropriately	or	even	when	clearly	dying.(215-

217)	The	proportion	of	terminal	transfers	in	Ireland	was	unknown.		

• There	is	evidence	that	ACDs	and	advance	care	planning	can	improve	

satisfaction	with	end	of	life	care.(247)	

o It	was	hypothesised	that	use	of	advance	care	directives,	advance	

care	planning	or	end	of	life	care	planning	i.e.	the	Let	Me	Decide	

intervention	would	improve		

§ Knowledge	of	residents’	wishes	

§ Improve	anticipatory	planning	for	end	of	life	care	

§ Prevent	inappropriate	transfers	to	hospital		

§ Reduce	the	incidence	of	long	term	care	residents	dying	in	

hospital	when	their	care	needs	could	have	met	in	the	long	

term	care	setting	

At	the	outset	of	this	research	it	was	noted	that	many	initiatives	to	improve	end	

of	life	care	in	long	term	care,	such	as	the	Gold	Standards	Framework	in	Care	
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Homes	(145)	in	the	UK,	contained	a	prompt	for	advance	care	planning,	but	

didn’t	use	specific	advance	care	planning	programs,	such	as	“Preferred	

Priorities	for	Care”	(248),	“Respecting	Patient	Choices”(249),	“Think	Ahead”		or	

the	“Let	Me	Decide”	program.	There	is	little	published	on	the	use	of	such	

initiatives	in	Ireland,	and	nothing	on	advance	care	directive	implementation	in	

Irish	long	term	care.	Researchers	elsewhere	have	looked	specifically	at	

initiatives	such	as	Gold	Standards	Framework	in	Care	Homes	or	the	use	of	

advance	care	directives	in	long	term	care	but	investigating	the	effects	of	using	a	

combined	end	of	life	care	educational	initiative	and	a	specific	systematic	

advance	care	directive/advance	care	planning	program	such	as	“Let	Me	Decide”,	

is	relatively	novel.	(250,	251)	

Systematic	reviews	of	advance	care	directives	have	focused	on	advance	care	

directive	completion	rates	and	surrogate	decision	maker	accuracy,	rather	than	

on	the	effects	on	the	quality	of	end	of	life	care;	the	latter	was	the	subject	of	an	

ongoing	Cochrane	review.(2,	245,	252-254)	A	protocol	for	this	review	was	

published	with	Cochrane	by	Houttekier	et	al	in	2012,	but	was	subsequently	

withdrawn	without	results	being	published.(255,	256)	

The	outcomes	measured	in	studies	in	this	area	have	tended	to	be	at	an	

organisational	rather	than	a	patient	level.	For	example,	although	studies	

measured	whether	pain	was	assessed,	few	looked	at	whether	pain	was	treated	

satisfactorily.		There	is	also	a	dearth	of	information	on	the	cost	effectiveness	of	

advance	care	directives,	(257,	258)	and	even	more	so	palliative	care	initiatives.		

If	a	combined	advance	care	planning	and	palliative	care	educational	initiative	

proved	successful	to	improve	the	dying	experience	in	long	term	care,	this	

program	could	be	disseminated	broadly	to	improve	end	of	life	care	and	the	

quality	of	dying	elsewhere.		

1.8 Research	aim	and	objectives	

The	overall	aim	of	this	thesis	is	to	investigate	the	feasibility	of	systematically	

implementing	an	advance	care	planning	program	in	a	long	term	care	setting	in	

Ireland	combined	with	a	palliative	care	educational	initiative	tailored	to	the	
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needs	of	each	research	site,	and	its	effect	on	the	death	and	dying	experience	of	

residents.		

In	particular	the	objectives	are:	

1. To	explore	Irish	healthcare	professionals’	knowledge,	skills	and	attitudes	

of	advance	care	planning,	end	of	life	care	and	medical	decisions	making	

for	older	adults,	particularly	those	with	diminished	cognition.		

2. To	examine	the	changes	that	would	be	required	to	adapt	an	existing	

advance	care	planning	program	such	as	the	“Let	Me	Decide”	program	for	

use	in	an	Irish	long	term	care	setting.	This	program	was	developed	for	

use	in	Canada	by	Professor	William	Molloy	and	will	be	described	in	

Chapter	3.	

3. To	investigate	the	palliative	care	educational	needs	of	long	term	care	

staff,	their	confidence	in	delivering	end	of	life	care	and	their	experience,	

attitudes	and	perceived	barriers	to	advance	care	planning.	

4. To	analyse	the	effect	of	providing	training	in	general	palliative	care	and	

advance	care	planning	alongside	the	systematic	implementation	of	the	

Irish	adapted	“Let	Me	Decide”	program	on:	

a. Long	term	care	staff	educational	needs,	knowledge,	attitudes	and	

confidence	in	delivering	end	of	life	care	and	advance	care	

planning.	

b. The	dying	experience	and	end	of	life	care	provided	to	dying	long	

term	care	residents	before	and	after	implementation	of	the	

complete	program.	

c. The	feasibility	and	acceptability	of	advance	care	planning	in	an	

Irish	long	term	care	setting	where	there	is	not	yet	a	culture	of	

advance	care	planning	but	where	there	is	a	high	prevalence	of	

impaired	cognition	and	frailty.	

d. The	challenges	that	may	be	encountered	in	introducing	the	

initiative	and	embedding	it	in	the	care	culture	of	the	long	term	

care	organisations	
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1.9 Rationale	for	the	study	design	

Ideally	a	randomised	controlled	trial	would	be	used	to	evaluate	the	program	

used	in	this	study,	however	this	complex	intervention	was	still	in	the	feasibility	

and	piloting	stage	of	development	at	the	outset	of	the	research	described	in	this	

thesis.	Therefore,	this	is	a	feasibility	study	of	a	complex	intervention	for	the	

simultaneous	implementation	of	an	advance	care	planning	program	and	a	

palliative	care	education	initiative	in	the	long	term	care	setting	in	Ireland.	A	

before-after	study	design	was	used	across	the	study	sites	and	a	stepped	wedge	

cluster	randomisation	approach	was	taken.	The	intervention	development	

followed	the	Medical	Research	Council’s	framework	for	complex	

interventions.(259)	Stage	1	involved	performing	a	detailed	literature	review	

and	establishing	baseline	practice	and	knowledge	and	then	adaptation	of	an	

existing	advance	care	planning	program,	“Let	Me	Decide”	for	use	in	Ireland.	

Stage	2	of	the	intervention	development	was	the	feasibility	testing.		

Figure	1.2	Key	elements	of	the	development	and	evaluation	process	from	the	

Medical	Research	Councils	framework	for	complex	interventions	

	

This	feasibility	testing	was	needed	for	several	reasons.	Firstly,	there	was	not	a	

clear	evidence	base	from	Ireland	as	to	how	acceptable	advance	care	planning	

would	be	in	the	long	term	care	setting.			

Based	on	a	study	finding	that	only	5%	of	the	Irish	general	population	had	

drafted	an	advance	care	directive	or	advance	care	plan,(89)	the	limited	existing	

evidence	suggested	that	there	would	be	a	low	prevalence	of	these	documents	

amongst	long	term	care	residents	in	Ireland	compared	with	other	countries.	
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There	was	no	Irish	evidence	on	what	the	likely	uptake	of	advance	care	planning	

in	the	long	term	care	population	would	be.	It	was	also	likely	that	the	

intervention	and	outcome	measurement	methodology	may	change	over	the	

course	of	the	study	as	it	became	more	refined.		

Secondly,	the	proposed	advance	care	planning	intervention	needed	to	be	

adapted	and	modified	for	use	in	Ireland.	This	required	exploration	of	current	

practice	in	Ireland	in	relation	to	advance	care	planning,	and	exploration	of	the	

education	and	training	needs	in	long	term	care.	These	results	are	presented	in	

chapters	2,	4	and	5.		

Thirdly	although	the	Let	Me	Decide	program	was	established	elsewhere,	the	

palliative	care	part	of	the	intervention	had	not	been	tested	Stage	3,	the	

randomised	controlled	trial	resulting	from	this	study,	is	underway,	and	will	be	

introduced	briefly	at	the	end	of	the	thesis.		

1.10 Ethical	Approval	

Ethical	approval	for	this	project	has	been	granted	by	the	Clinical	Research	

Ethics	Committee	of	the	Cork	Teaching	Hospitals.	

1.11	Outline	of	Chapters	

Chapter	2	presents	results	on	the	views	and	knowledge	of	healthcare	

professionals	on	advance	care	directives	and	on	medical	decision	making	for	

those	without	capacity	and	without	an	advance	care	directive	based	on	a	large	

three	country	survey.	It	describes	healthcare	professionals’	confidence,	training	

and	attitudes	on	palliative	care	and	more	specifically	end	of	life	care	and	

medical	decision	making	for	those	lacking	capacity	at	a	time	when	death	

approaches.		

Chapter	3	describes	the	development	of	the	Let	Me	Decide	advance	care	

planning	program	and	associated	advance	care	directive	for	use	in	an	Irish	long-

term	care	setting.	This	adaptation	of	the	Let	Me	Decide	program	was	necessary	

due	to	significant	differences	in	legislation	between	Ireland	and	Canada,	where	

the	program	originated.	This	chapter	also	describes	the	implementation	
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strategy	for	the	program,	in	addition	to	the	logistical,	practical	and	change	

management	issues	encountered.		

Chapter	4	presents	the	ethical	challenges	experienced	in	implementing	the	Let	

Me	Decide	program	in	three	long	term	care	facilities	in	Ireland.		

Chapter	5	describes	the	educational	needs,	knowledge	and	attitudes	of	the	

healthcare	staff	in	the	pilot	long	term	care	nursing	homes,	comparing	results	of	

staff	questionnaires	completed	before	implementation	of	the	program	and	

subsequent	to	its	establishment	in	the	nursing	homes.	This	chapter	also	

describes	the	general	palliative	care	educational	program	developed	taking	

staff’s	educational	needs	into	consideration,	and	outlines	how	this	educational	

program	was	delivered.		

Chapter	6	presents	a	review	of	the	literature	specifically	around	outcome	

measures	for	quality	of	end	of	life	and	quality	of	dying,	and	presents	the	

justification	for	the	final	choice	of	outcome	tool	used	in	the	study	described	in	

chapters	7	and	8.	

Chapter	7	reports	on	the	changes	that	occurred	in	care	planning	for	end	of	life	

care,	the	location	of	death	and	hospitalisation	rates	in	the	pilot	homes	with	

introduction	of	the	Let	Me	Decide	program	and	the	palliative	care	educational	

iniative.	It	also	examines	the	feasibility	and	acceptability	of	end	of	life	care	

planning	in	long	term	care	where	there	is	a	high	prevalence	of	cognitive	

impairment	amongst	residents.	

Chapter	8	outlines	the	death	experienced	by	residents	during	the	study	period	

and	the	quality	of	dying,	from	the	perspective	of	the	deceased	resident’s	family.	

This	chapter	goes	on	to	examine	for	differences	between	the	period	before	and	

after	implementation	of	the	Let	Me	Decide	advance	care	planning	program	and	

accompanying	palliative	care	educational	intervention.		

Chapter	9	describes	the	use	of	medication	at	end	of	life	in	the	pilot	study	

nursing	homes	before	and	after	the	program’s	initiation.		
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Chapter	10	concludes	this	thesis	by	summarising	the	results	of	the	feasibility	

study	and	its	implications	for	end	of	life	care	in	the	long-term	care	setting	in	

Ireland.	It	also	specifically	explores	“death	anxiety”	and	other	important	

influencers	on	change	management	and	delivery	strategies	to	aid	broader,	

sustainable	use	of	the	program	in	a	general	setting,	outside	the	context	of	a	

research	study.	 	
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2 Baseline:	knowledge	and	attitudes	on	advance	care	

directives,	training	and	confidence	in	providing	palliative	

care	and	end	of	life	treatment	choices	

This	chapter	presents	data	from	a	study	of	healthcare	professionals	in	Ireland,	

Canada	and	the	UK.	The	first	section	of	this	chapter	focuses	on	their	knowledge	

and	attitudes	on	advance	care	directives	and	medical	decision	making	for	those	

lacking	capacity.	The	first	section	also	reports	the	personal	advance	care	

directive	completion	rates	of	these	healthcare	professionals.		

The	second	section	of	this	chapter	describes	further	results	from	the	same	

study	but	focuses	on	the	palliative	care	and	end	of	life	care	training	and	

confidence	of	this	cohort	of	healthcare	professionals;	the	end	of	life	care	choices	

they	would	make	in	a	hypothetical	scenario;	and	the	factors	that	might	

influence	their	decisions	in	the	scenario	of	an	older	patient	with	diminished	

decision-making	capacity.		

2.1 Advance	Care	Directive	Completion	and	Medical	Decision	
Making	for	those	lacking	Capacity:	Healthcare	

Professionals’	Perspectives	

 Introduction		

In	recent	decades,	medical	advances	have	progressed	the	treatment	of	many	

diseases	once	considered	fatal,	sustaining	life	where	death	may	once	have	been	

certain.	However,	such	prolongation	of	life	is	not	always	appropriate,	in	a	

patient’s	best	interests,	or	indeed	what	the	patient	would	have	wanted.	Medical	

paternalism	has	been	replaced	with	a	growing	respect	for	patient	autonomy	

and	involvement	in	medical	decisions.	Unfortunately	such	involvement,	is	not	

always	possible	e.g.	through	diminished	decision-making	capacity.	This,	

combined	with	the	fear	of	unwelcome	treatment	has	prompted	the	evolution	of	

advance	care	directives.	An	advance	care	directive,	also	known	as	a	'Living	will',	

is	a	statement	about	the	type	and	extent	of	treatment	an	individual	would	want	

in	the	event	they	become	unable	to	make	their	own	healthcare	decisions.	
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Specific	legislation	relating	to	advance	care	directives	has	existed	in	many	parts	

of	the	world	for	decades.(260)	In	the	United	States,	where	all	50	states	have	

enacted	advance	care	directive	legislation,	about	70%	of	all	those	who	die	have	

an	advance	care	directive.(100,	261)	This	high	prevalence	of	advance	care	

directives	may	be	due	to	promotion	of	advance	care	planning		from	the	Patient	

Self	Determination	Act	(1991)	that	requires	all	government	funded	institutes	to	

inform	hospitalised	patients	of	their	legal	right	to	make	healthcare	decisions	

and	complete	an	advance	care	directive.	In	Western	Canada	the	Personal	

Directives	Act	came	into	effect	in	1997.	There	is	less	experience	with	advance	

care	directives	in	the	United	Kingdom	(UK)	where	they	only	have	a	legal	basis	

since	2009	when	the	Mental	Capacity	Act,	2005	came	into	effect.	Ireland	lacked	a	

legislative	framework	for	advance	care	directives	until	the	Assisted	Decision-

Making	(Capacity)	Act	was	enacted	in	2015.	This	Act	has	not	yet	come	into	full	

effect.	Regardless,	it	has	long	been	expected	that	a	valid	advance	care	directive	

would	be	upheld,	if	challenged.(73,	262)		

Long	anticipated	legislation,	recent	Irish	publications	and	the	legal	validity	for	

advance	care	directives	in	the	UK	have	made	advance	care	directives	topical	in	

Ireland.(260,	263)	Despite	this,	advance	care	directives	are	not	yet	part	of	Irish	

culture	where	only	5%	of	people	claim	to	have	drafted	one.(89)	A	nationwide	

survey	of	the	Irish	public	(n=667)	showed	poor	awareness	of	advance	care	

directives	(84%	knew	nothing	of	them)	and	“living	wills”	(only	25%	of	

respondents	claimed	to	know	much	about	them).(89)	Knowledge	of	

responsibility	for	healthcare	decisions	in	the	event	of	mental	incapacity	was	

equally	poor.	The	majority	of	those	surveyed	mistakenly	believed	that	in	the	

absence	of	an	advance	care	directive	or	Wardship	of	Court,	families	would	have	

legal	authority	to	make	treatment	decisions	for	incompetent	patients,	which	is	

not	legally	the	case	in	Ireland.(89,	264)	

It	is	important	for	healthcare	professionals	(HCPs)	to	understand	this	area	as	

many	are	involved	in	care	planning	and	decision-making	for	those	with	

diminished	capacity.	In	some	countries,	such	as	Ireland,	healthcare	

professionals	may	have	responsibility	for	such	decisions.	Yet,	little	is	known	of	
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healthcare	professionals	knowledge,	attitudes	or	perceptions	of	advance	care	

directives	or	medical	decision-making	for	legally	incompetent	older	adults.		

This	study	aimed	to	assess	healthcare	professionals’	knowledge	and	

perceptions	of	advance	care	directives	and	medical	decision-making	for	people	

with	diminished	capacity	in	Ireland,	a	country	where	advance	care	directive	

legislation	has	not	yet	been	applied,	and	countries	with	existing	advance	care	

directive	legislation	such	as	the	UK	or	Canada,	where	advance	care	directives	

are	embedded	as	part	of	the	care	culture.	The	study	also	describes	personal	

advance	care	directive	completion	rates	amongst	participants.	

 Methods	

A	comparative,	descriptive	survey	design	was	used	to	assess	participants’	

knowledge	and	perceptions	of	advance	care	directives	and	medical	decision	

making	for	people	with	diminished	capacity	in	Ireland,	Canada	and	the	United	

Kingdom.		

Participants		

The	following	disciplines	were	included:	registered	medical	practitioners	

including	both	consultant	and	non-consultant	hospital	doctors,	general	

practitioners,	registered	nurses	and	midwives,	and	allied	healthcare	

professionals	(AHPs).	Senior	medical,	nursing	and	midwifery	students	who	

were	in	their	final	or	penultimate	years	were	also	invited	to	participate.	The	

study	sample	was	recruited	using	convenience	sampling	of	attendees	of	local	

and	international	clinical	and	educational	meetings	and	conferences	in	Ireland,	

Canada	and	the	United	Kingdom.		

Ethics	

Ethical	approval	was	received	from	the	Clinical	Research	Ethics	Committee	of	

the	Cork	Teaching	Hospitals.	This	study	was	conducted	in	adherence	with	the	

Declaration	of	Helsinki	(1975).	Completion	of	the	survey	implied	consent.	Data	

collection	maintained	respondents	anonymity	and	non-respondents	were	non-

identifiable.	This	was	of	particular	importance	for	the	students.	
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Procedure	

Prior	to	survey	completion,	participants	received	an	explanation	of	advance	

care	directives	(ACDs)	either	in	verbal	or	written	format	which	is	described	in	

figure	2.1.	Data	were	collected	using	a	modified	version	of	a	survey	instrument	

developed	by	Molloy	et	al,	which	has	been	used	in	previous	international	

research.	(265)	The	content	validity	of	the	modified	survey	was	evaluated	by	

two	consultant	geriatricians	(one	a	medical	professor,	the	other	an	academic	

senior	lecturer),	a	nursing	academic	senior	lecturer,	and	a	specialist	registrar.	

All	had	considerable	experience	in	geriatric	and	general	internal	medicine,	end-

of-life	care	and	instrument	development.		

Figure	2.1:	Description	of	Advance	Care	Directives	

Figure	2.1:	What	is	an	Advance	Care	Directive?	

Advance	Care	Directives	are	sometimes	called	living	wills	or	advance	directives.		

An	advance	care	directive	is	a	written	statement	regarding	your	wishes	for	

future	healthcare.	An	advance	care	directive	can	be	made	by	anyone	who	has	

the	capacity	(i.e.is	“compos	mentis”)	to	do	so.	An	advance	care	directive	is	then	

only	used	if	at	some	point	in	the	future	the	person	becomes	incapable	of	

making	health	care	decisions	for	themselves	(e.g.	through	dementia	or	stroke).	

In	an	advance	care	directive	you	have	the	option	of	nominating	a	proxy	to	make	

decisions	on	your	behalf	in	the	event	of	you	becoming	incompetent	to.	

Advance	care	directives	can	cover	areas	such	as	Cardiopulmonary	Resuscitation	

(CPR),	PEG	(percutaneous	endoscopic	gastrostomy)	or	NG	(nasogastric)	tube	

feeding,	life	sustaining	treatments,	organ	donation	etc.	They	can	be	used	to	

specify	what	you	would	or	would	not	want	in	your	current	state,	and	in	what	

states	(eg	permanent	vegetative	state,	end	stage	dementia	etc)	you	might	not	

want	certain	treatments	(specified	by	you)	such	as	CPR.	

Basic	demographic	details	such	as	gender,	age,	occupation,	years	in	practice	and	

the	proportion	of	their	work	involving	older	people	were	recorded.	Participants	

were	also	asked	whether	they	already	had	completed	a	will	or	an	advance	care	

directive	for	themselves.	Their	views	on	advance	care	directives,	end-of-life	
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care	and	medical	decision-making	for	an	older	adult	with	diminished	mental	

capacity	were	sought.	For	questions	of	attitude,	participants	were	asked	to	rate	

their	agreement	or	disagreement	with	statements	using	a	Likert	scale:	1	=	

strongly	disagree,	2	=	disagree,	3	=	neutral,	4	=	agree	or	5	=	strongly	agree.		

Data	Collection	and	Analysis	

Data	were	analysed	using	IBM	SPSS	Statistics	(version	20,	SPSS	Inc).	Descriptive	

statistics	were	used	to	report	the	results.	Median	values	were	reported	with	

their	interquartile	range	(IQR).	For	non-parametric	continuous	data	the	Mann-

Whitney	U	test	or	Kruskal-Wallis	test	was	used,	as	appropriate,	to	compare	

groups.	Post	hoc	Bonferroni	adjusted	Mann-Whitney	tests	reported	at	a	0.0167	

level	of	significance	were	used	to	compare	results	between	countries.	

Multivariate	logistic	regression	analysis	was	conducted	to	examine	for	

associations	between	respondents’	age	and	country	of	origin	with	ACD	

completion.	

Previous	studies	of	the	general	population	in		Canada	and	Ireland	estimated	

advance	care	directive	completion	rates	of	19-44%	and	5%	respectively.(89,	

92)	If	healthcare	professionals’	advance	care	directive	completion	rates	were	

similar	to	the	general	population	in	Canada	and	Ireland,	at	approximately	30%	

and	5%	respectively,	a	sample	size	of	n=28	would	be	needed	to	detect	a	

difference	in	proportions	of	this	magnitude	with	80%	power,	at	an	alpha	

significance	level	of	0.05.	

Unless	otherwise	stated,	results	were	reported	after	responses	were	re-

categorised	as	follows;	“strongly	disagree”	and	“disagree”	responses	were	

combined	to	form	the	category	“disagree”;	“strongly	agree”	and	“agree”	were	

combined	to	form	the	category	“agree”;	“neutral”	responses	were	not	re-

categorised.	Differences	in	categorical	variable	responses	were	tested	using	the	

Chi	Square	test,	at	0.05	level	of	significance.	As	some	results	were	more	

meaningfully	reported	for	healthcare	professionals	rather	than	students,	

subgroup	analysis	was	performed	looking	at	healthcare	professionals	alone.	

Results	labelled	as	“HCP”	only	include	healthcare	professionals	and	exclude	

students.	 	
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 Results	

Completed	surveys	were	returned	by	959	respondents;	their	demographic	

profile	is	summarised	in	Table	2.1.	The	median	age	was	33	years	and	females	

represented	69%	of	the	group.	Respondents	had	a	median	of	14	years	of	clinical	

experience.	There	were	293	doctors	(31%),	356	nurses	(37%),	42	nursing	

students	(4%),	208	medical	students	(22%),	and	46	allied	healthcare	

professionals	(AHPs)	(5%).	There	were	107	(11%)	respondents	surveyed	in	

Canada,	95	(10%)	in	the	UK	and	757	(79%)	in	Ireland.		

Differences	between	groups	

The	age	of	healthcare	professionals	and	years	of	experience	were	significantly	

different	between	countries.	Canadians	were	older	than	respondents	from	

Ireland	(U	=	8453,	r	=	-0.39,	p	<	0.001)	or	the	UK	(U	=	769,	r	=-0.70,	p	<	0.001)	

and	had	more	years	of	clinical	experience	than	healthcare	professionals	in	

Ireland	(U	=	13484,	r	=	-0.30,	p	<	0.001)	or	the	UK	(U	=	1371,	r	=	-0.60,	p	

<0.001).	The	difference	in	age	and	clinical	experience	between	Irish	and	UK	

respondents	was	less	marked	((U	=	15392,	r	=	-0.19,	p	<0.001)	and	(U	=	14029,	

r	=	-0.22,	p	<0.001)	respectively).	

Knowledge	and	Experience	of	Advance	Care	Directives	

Table	2.2	depicts	respondents’	knowledge	and	experience	of	advance	care	

directives.	The	majority	(80%,	n=764)	of	respondents	knew	about	advance	care	

directives	prior	to	being	surveyed.	Not	surprisingly,	the	lowest	level	of	

awareness	was	amongst	the	student	group.	However,	student	awareness	(69%,	

n=173)	compared	favourably	with	that	of	qualified	healthcare	professionals	

(84%,	n=591).	Knowledge	of	advance	care	directives	was	greatest	in	those	

countries	with	established	legislation	for	advance	care	directives,	and	was	best	

in	the	UK	where	legislation	was	introduced	relatively	recently.	In	the	UK,	96%,	

(n=87)	of	qualified	healthcare	professionals	had	prior	awareness	of	advance	

care	directives,	compared	with	85%	(n=88)	in	Canada,	and	82%	(n=416)	in	

Ireland.			

Although	prior	knowledge	of	advance	care	directives	was	high,	experience	with	

advance	care	directives	in	practice	was	less	marked.		
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Table	2.1.	Demographic	profile	of	respondents*	

	 Total	

(n=959)	

Canada	

(n=107)	

Ireland	

(n=757)	

UK		

(n=95)	

	

Age	in	years,	median	(IQR)																																																																																																				H	Statistic	

								Total	group	 33	(24-47)	 55	(30-82)	 31	(18-75)	 32	(26-62)	 	

H(3)=115.75,	

p<0.0001	

								HCP	 40	(31-51)	 55	(47-61)	 39	(31-49)	 33	(26-39)	

								Student	 19	(19-22)	 30	(n=1)	 19	(18-42)	 24	(23-24)**	

Gender,	n	(%)	 c2	Statistic	

									Male		 287	(31%)	 47	(44%)	 203	(27%)	 37	(39%)	 Χ2=	15.44,	

p<0.0001										Female		 635	(69%)	 57	(53%)	 520	(69%)	 58	(61%)	

Occupation,	n	(%)	

								Doctor	 293	(31%)	 62	(58%)	 165	(22%)	 66	(70%)	 	

								Nurse	 356	(37%)	 34	(32%)	 309	(41%)	 13	(14%)	 	

								AHP	 4	(5%)	 5			(5%)	 28			(4%)	 13	(13%)	 	

								Student	 250	(26%)	 1			(1%)	 246	(32%)	 3	(3%)	 	

HCPs	Years	of	Experience,	median	(IQR)***																																																																		H	Statistic	

	 14	(7-25)	 28	(18-33)	 14	(7-25)	 7	(2-13)	 H(3)=90.9,	

p<0.0001	

HCPs	Proportion	of	work	involving	older	people,	n	(%)	***	

							<20%	 	75	(11%)	 12	(11%)	 61	(12%)	 2	(2%)	 	

							21-40%	 94	(13%)	 26	(25%)	 65	(13%)	 3	(3%)	 	

							41-60%	 131	(19%)	 25	(24%)	 93	(18%)	 13	(14%)	 	

							61-80%	 132	(19%)	 12	(11%)	 95	(19%)	 25	(27%)	 	

							>81%	 240	(36%)	 24	(23%)	 167	(33%)	 49	(53%)	 	

*	Percentages	may	not	equal	100%	due	to	some	missing	or	non-applicable	data	in	individual	

categories.	

**	N=3	for	this	group	

***	HCP	group,	this	excludes	students	
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Table	2.2:	Knowledge	and	Experience	of	ACDs	in	different	groups	

	 Total	 Canada	 Ireland	 UK	
	 N	(%)	 N(%)	 N(%)	 N(%)	

Proportion	with	prior	knowledge	of	ACDs	n	(%)	
Total	HCPs	 591/703	(84)	 88/104	(85)	 416/508	(82)	 87/91	(96)	

Doctor	 262/293	(89)	 54/62	(87)	 142/165	(86)	 66/66	(100)	
Nurse	 282/352	(80)	 27/33	(82)	 243/307	(79)	 12/12	(100)	
AHPs	 38/46	(83)	 4/5	(80)	 25/28	(89)	 9/13	(69)	

Students	 173/250	(69)	 1/1	(100)	 169/246	(67)	 3/3	(100)	
Total	group	 764/953	(80)	 89/105	(85)	 585/754	(78)	 90/94	(96)	
Proportion	of	HCPs	with	“any		previous	experience	of	ACDs”,	n	(%)	
Total	HCPs	 151/698	(38)	 58/102	(57)	 50/506	(30)	 59/90	(66)	

Doctor	 151/289	(52)	 40/59	(68)	 65/164	(40	 46/66	(70)	
Nurse	 92/351	(26)	 14/34	(41)	 68/306	(22)	 10/11	(91)	
AHP	 20/46	(43)	 2/5	(40)	 15/28	(54)	 3/13	(23)	

Proportion	of	HCPs	who	had	previously	dealt	with	a	patient	with	an	ACD	n	(%)	
Total	HCPs	 249/699	(26)	 61/103	(59)	 125/505	(25)	 59/91	(65)	

Doctor	 143/292	(49)	 40/61	(66)	 55/165	(33)	 48/66	(73)	
Nurse	 81/350	(23)	 16/33	(49)	 57/305	(19)	 8/12	(67)	
AHP	 16/46	(35)	 2/5	(40)	 11/28	(39)	 3/13	(23)	

If	respondent	had	no	ACD,	would	they	complete	one	for	themselves,	n	(%)	
Total	HCPs	 536/638	(84)	 66/72	(92)	 412/479	(86)	 58/87	(67)	

Doctor	 208/265	(78)	 38/43	(88)	 129/160	(81)	 41/62	(66)	
Nurse	 287/321	(89)	 24/24	(100)	 254/285	(89)	 9/12	(75)	
AHP	 36/42	(86)	 2/2	(100)	 26/27	(96)	 8/13	(62)	

Students	 192/246	(78)	 1/1	(100)	 190/242	(79)	 1/3	(33)	
Proportion	of	respondents	who	have	a	will	n	(%	of	that	country’s	respondents)	
Total	HCPs	 324/698	(46)	 74/102	(73)	 216/505	(43)	 26/91	(28)	

Doctor	 141/288	(49)	 49/60	(82)	 71/162	(44)	 21/66	(32)	
Nurse	 151/353	(43)	 20/34	(59)	 127/307	(41)	 4/12	(33)	
AHP	 17/45	(38)	 ¾	(75)	 13/28	(46)	 1/13	(8)	

Students	 9/249	(4)	 1/1	(100)	 8/245	(3)	 0/3	(0)	
Proportion	of	respondents		who	have	an	ACD,	n	(%	of	that	country’s	respondents)	
Total	HCPs	 44/696	(6)	 27/101	(27)	 14/504	(3)	 3/91	(3)	

Doctor	 21/290	(7)	 16/59	(27)	 2/165	(1)	 3/66	(5)	
Nurse	 19/349	(5)	 8/33	(24)	 11/304	(4)	 0/12	(0)	
AHP	 3/45	(7)	 2/5	(40)	 1/27	(4)	 0/13	(0)	

Students	 0	(0)	 0	(0)	 0	(0)	 0	(0)	
“Total	HCP”	figures	include	respondents	who	failed	to	give	their	profession	
	



	
	

75	

More	respondents	had	engaged	with	patients	with	an	advance	care	directive	in	

the	UK	or	Canada,	where	65%	(n=59)	and	59%	(n=61)	of	healthcare	

professionals	had	experienced	patients	with	advance	care	directives	

respectively.	In	contrast,	only	25%	(n=125)	of	the	Irish	healthcare	professional	

group	had	such	familiarity.			

Regardless	of	previous	knowledge	or	experience	of	advance	care	directives,	the	

majority	(83%,	n=772)	of	those	surveyed	reported	that	they	would	complete	an	

advance	care	directive	for	themselves.	Despite	this	keenness	to	complete	one,	

very	few	had	actually	done	so.	No	students	had	completed	an	advance	care	

directive.	Most	of	the	healthcare	professionals	who	had	an	advance	care	

directive	were	in	Canada	(n=27)	where	27%	(95%	confidence	interval	(95%CI):	

18-36%)	of	respondents	had	one.	Advance	care	directive	completion	rates	for	

healthcare	professionals	were	only	3%	in	the	UK	and	Ireland	(UK:	n=3,	3%,	

95%	CI:	-0.5	–	6.5%)	(Ireland:	n=14,	3%,	95%	CI:	1.5-4.5%).	

Table	2.3:	Respondents	with	a	completed	Advance	Care	Directive	by	

country		

Respondents	who	had	already	completed	an	Advance	Care	Directive	for	themselves	(n)	

	 n	/total	(%)	 OR	(95%	CI)	 P	value	 Age	adjusted	OR	

(95%	CI)	

P	value	

Ireland	 14/749					(3%)	 1.00	 	 1.00	 	

UK	 3/94										(3.2%)	 1.83			(0.51	–	6.55)	 0.352	 2.27	(0.61	–	8.37)	 0.22	

Canada	 27/102					(26.5%)	 19.83	(9.58	–	41.03)	 <0.0001	 6.79	(3.06	–	15.05)	 <0.0001	

	

Views	on	Advance	Care	Directives	

The	vast	majority	of	participants,	(91%,	n=869)	agreed	that	advance	care	

directives	are	a	good	idea,	7%	were	neutral	(n=69)	and	2%	disagreed	(n=15).	

This	opinion	differed	little	between	countries	and	neither	gender	(91%	males	

vs	92%	females),	occupation	(91%	doctors,	93%	nurses,	90%	students,	89%	

AHP)	nor	student	status	appeared	to	affect	the	result.	
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Most	respondents	(74%)	would	recommend	people	to	complete	an	advance	

care	directive,	however	the	degree	of	certainty	in	this	recommendation	differed	

between	countries	(see	Table	2.4).	Canadians	appeared	most	certain	of	their	

convictions,	whilst	those	in	the	UK	were	most	uncertain.	Neither	age,	

occupation,	nor	gender	appeared	to	affect	the	result.	

Table	2.4.	Respondents	agreement	with	the	statement:	“Would	you	

recommend	people	to	complete	an	advance	care	directive”	

	

Most	healthcare	professionals	(79%,	n=549)	felt	comfortable	following	an	

advance	care	directive	but	this	comfort	was	more	evident	in	Canada	(93%,	n	=	

95),	compared	with	the	UK	(78%,	n=72)	or	Ireland	(76%,	n=382).	The	highest	

prevalence	of	HCPs	who	felt	uncomfortable	following	an	advance	care	directive	

was	in	Ireland	(7%	(n=36)	vs	3%	(n=3)	in	the	UK	and	1%	(n=1)	in	Canada).	The	

fear	of	medicolegal	implications	for	following	an	advance	care	directive	may	

have	been	one	of	the	factors	impacting	these	figures	(see	Figure	2.2).	Although	

only	6%	(n=40)	of	all	HCPs	felt	uncomfortable	following	an	ACD,	68%	(n=27)	of	

them	agreed	they	would	be	more	inclined	to	follow	one	were	there	no	

medicolegal	implications	for	doing	so.		

	

	

	

	 Disagree	%	

(n)	

Neutral	%	

(n)	

Agree	%	

(n)	

	

Total	Group		 (n	=	950)	 3.6%	(34)	 22%	(210)	 74%	(706)	 	

					Students		 (n	=	249)	 3.6%	(9)	 24%	(59)	 73%	(181)	 	

					HCP										 (n	=	701)	 4%	(25)	 22%	(151)	 75%	(525)	 	

					Canada	 (n	=	103)	 1%	(1)	 		8%	(8)	 91%	(94)	
χ2	=	30.7,	

p<0.0001*	
					Ireland	 (n	=	752)	 4%	(27)	 22%	(167)	 74%	(558)	

					UK	 (n	=			95)	 6%	(6)	 37%	(35)	 57%	(54)	

*	Fisher	exact	test	result	rather	than	Pearson	Chi	Square	test	result	quoted		
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Figure	2.2	Respondent’s	agreement	with	the	statement:	"If	there	were	no	

medico-legal	implications,	you	would	be	more	inclined	to	follow	an	ACD"	

	

Attitudes	on	Compliance	with	Advance	Care	Directives	

Most	respondents	(66%,	n=615)	felt	that	if	they	made	an	advance	care	

directive,	that	a	doctor	would	follow	it.	Doctors	and	medical	students	more	than	

other	disciplines,	felt	that	a	doctor	would	follow	an	advance	care	directive	

(nurses,	nursing	students	and	AHP	75%,	n=370	vs	55%,	n=238	respectively).	

Were	respondents	no	longer	capable	of	making	medical	decisions	for	

themselves	and	had	no	advance	care	directive,	only	32%	(n=311)	felt	they	

would	get	the	type	of	treatment	they	would	have	wanted.	There	were	concerns	

in	over	half	of	respondents	(53%,	n=506)	that	they	would	get	treatment	

inconsistent	with	their	wishes.	Some	25%	(n=243)	felt	they	would	be	treated	

too	aggressively,	while	7%	felt	they	would	not	be	treated	aggressively	enough.		

Most	respondents,	88%	(n=848)	were	happy	to	act	as	a	proxy	for	a	friend,	if	

asked	to	do	so,	a	role	that	respondents	in	the	UK	(95%,	n=90)	appeared	to	be	

more	comfortable	with	than	those	in	Ireland	(89%,	n=674)	or	Canada	(79%,	

n=84).		
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Decision-makers	in	the	event	of	incapacity	

Many	respondents	(61%,	n=581)	believed	that	if	they	lost	capacity,	their	family	

would	have	difficulty	making	decisions	on	their	behalf.	Yet,	they	were	

comfortable	with	their	family	making	a	“directive”	expressing	what	the	family	

wished	for	their	care	(62%,	n=587).	The	majority	thought	the	use	of	an	advance	

care	directive	alone	(86%,	n=802)	or	an	advance	care	directive	in	conjunction	

with	a	proxy	decision	maker	(90%,	n=836)	would	result	in	treatment	choices	

that	would	be	most	consistent	with	what	they	would	want.	Most	felt	that	

without	an	advance	care	directive,	their	family	(80%,	n=750)	or	preferably	

their	family	and	doctor	together	(84%,	n=796),	would	make	treatment	choices	

consistent	with	the	respondent’s	wishes.	Only	half	of	respondents	agreed	

(n=462)	that	their	doctor	acting	alone,	without	consulting	their	family,	would	

make	choices	consistent	with	the	respondent’s	wishes.	As	a	group,	doctors	and	

medical	students	differed	from	nurses,	nursing	students	and	allied	health	

professionals	in	this	regard,	as	they	seemed	more	likely	to	consider	that	doctors	

would	act	well	in	making	decisions	on	their	behalf	(61%	doctors	and	medical	

students	vs	37%	of	nurses,	nursing	students	and	AHPs)		

Legality	of	medical	decision	making	for	those	lacking	capacity	

Participants	(using	free	text	responses)	were	asked	to	reply	to	the	following	

statement:	“if	you	were	to	become	mentally	incapable	and	you	had	no	advance	

directive,	who	legally,	can	make	healthcare	decisions	for	you?”	They	were	also	

asked	who	they	felt	should	make	such	decisions.	Healthcare	professionals	were	

more	likely	than	students	to	correctly	identify	who	had	legal	responsibility	

(40%,	n=277	of	HCPs	vs	9%,	n=23	of	students;	χ2	=	77.6,	p<0.001).	The	

proportion	of	HCPs	correctly	identifying	who	legally	makes	these	decisions	

differed	between	countries	(highest	in	Canada,	lowest	in	Ireland)	and	between	

disciplines	(highest	for	doctors	and	lowest	for	nurses).	The	results	are	

presented	in	Table	2.5	and	take	into	consideration	what	is	legal	in	each	country.	

When	asked	who	should	make	medical	decisions	for	those	lacking	the	ability	to	

do	so,	the	majority	of	respondents	(74%,	n=688)	wanted	their	families	to	have	

the	ultimate	decision.	Canadians	were	more	likely	to	want	their	family	to	make	

decisions	on	their	behalf	(88%	(n=87)	vs	72%	(n=601)	in	the	UK	or	Ireland).	UK	
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doctors	differed	from	all	other	disciplines	in	each	country;	they	were	the	only	

group	where	the	majority	(59%,	n=38	of	64)	felt	their	doctor	rather	than	their	

family	should	make	decisions	on	their	behalf,	compared	with	an	average	of	only	

18%	in	other	groups	(range	5-25%).	

Table	2.5	Proportion	of	HCPs	correctly	identifying	the	legal	medical	

decision	makers	for	people	lacking	capacity	

HCPs	correctly	identifying	legal	medical	decision	makers	for	an	incapacitated	adult	

	 Total	%	(n)	 Canada	%	(n)	 Ireland	%	(n)	 UK	%	(n)	

All	HCPs	 40%	(277)*	 88%	(89)	 25%	(128)	 67%	(60)	

Doctors	 55%	(156)	 86%	(50)	 35%	(56)	 77%	(50)	

Nurses	 28%	(97)	 88%	(30)	 21%	(63)	 31%	(4)	

AHP	 42%	(19)	 100%	(9)	 25%	(9)	 50%	(6)	

*	5	HCPs	failed	to	give	their	occupation	

	

 Discussion	

This	study	presents	the	findings	of	a	questionnaire	surveying	the	perceptions	

and	understanding	of	healthcare	professionals	in	three	countries.	It	found	a	

high	level	of	awareness	of	advance	care	directives	among	healthcare	

professionals	(83%)	and	students	(69%)	and	an	overwhelmingly	positive	

attitude	to	them.	This	is	consistent	with	the	findings	of	other	research.(79,	266-

269)	Healthcare	professionals	in	countries	with	advance	care	directive	

legislation	(Canada	and	the	UK)	had	greater	knowledge	and	experience	of	

advance	care	directives	than	Ireland.	Awareness	in	the	Irish	cohort	compares	

well	however	with	other	countries	without	established	legislation	e.g.	Korea,	

where	only	40%	of	physicians	and	56%	of	nurses	were	familiar	with	advance	

care	directives.(270)	It	is	nevertheless	disappointing	that	nearly	one	in	five	

healthcare	professionals	were	unfamiliar	with	advance	care	directives.	That	

knowledge	of	advance	care	directives	was	greatest	in	UK	respondents	may	

relate	to	the	recent	introduction	of	legislation	there	-	making	it	topical	-	but	

equally	could	be	influenced	by	the	higher	proportion	of	UK	respondents	being	

involved	in	care	of	older	people,	for	whom	end-of-life	care	planning	is	more	

commonplace.		
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It	is	intuitive	that	healthcare	professionals	working	in	Canada	or	the	UK	had	

more	experience	of	caring	for	patients	with	an	advance	care	directive.	A	survey	

of	UK	Geriatricians	(n=811),	found	56%	had	cared	for	a	patient	with	an	advance	

care	directive,	which	is	comparable	with	the	65%	of	UK	respondents	in	our	

study.(271)	A	2010	Canadian	population	based	study	(mean	age	50	years,	

n=1,184)	reported	that	43.6%	of	the	general	public	had	completed	an	advance	

care	directive,(92)	though	only	19.3%	of	attendees	(over	70	years	old,	n=280)	

of	an	urban	Canadian	Emergency	Department	had	done	so.(272)	A	national	

survey	of	the	Irish	public	(n=667)	found	only	5%	claimed	to	have	drafted	a	

living	will.(89)	Given	these	figures	it	is	not	surprising	that	60%	of	Canadian,	but	

only	25%	of	Irish	respondents,	had	encountered	patients	with	advance	care	

directives,	despite	many	Irish	HCPs	having	trained	or	worked	abroad.	

Many	barriers	to	advance	care	directive	completion	have	been	described.	Lack	

of	awareness	of	advance	care	directives	is	an	obvious	and	common	reason	for	

people	not	to	have	one.(273,	274)	Many	patients	feel	that	it	is	the	responsibility	

of	healthcare	professionals	to	introduce	conversations	about	end-of-life	care	

and	preferences	for	care.	Other	barriers	to	advance	care	directive	completion	

include	time	constraints,	reluctance	and	low	confidence	amongst	some	

healthcare	professionals	to	have	advance	care	planning	discussions	and	the	

differing	views	amongst	healthcare	professionals	as	to	whose	responsibility	it	

should	be	to	complete	them	with	the	patient.	(275-277)	Whilst	74%	of	this	

study	group	would	recommend	advance	care	directives	to	people,	it	is	likely	

that	few	of	them	will	initiate	the	process.	In	addition,	if	healthcare	professionals	

do	not	see	the	value	in	completing	an	advance	care	directive	or	advance	care	

plan	for	themselves,	this	potentially	reduces	the	likelihood	of	them	completing	

one	with	their	patients.		

Advance	care	directive	completion	rates	of	10-35%	have	been	found	amongst	

healthcare	professionals,	which	is	similar	to	the	completion	rates	described	for	

their	patients	or	their	respective	country’s	general	population.	(97,	269,	278-

280)	In	this	study,	completion	rates	among	healthcare	professionals	were	

higher	in	countries	with	more	advance	care	directive	experience	(Canada:	27%	

vs	UK:	3%	vs	Ireland:	3%)	and	highest	in	Canada,	where	legislation	exists	
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longest.	The	healthcare	professionals’	advance	care	directive	completion	rates	

in	this	study	are	reflective	(albeit	slightly	lower)	of	the	completion	rates	of	each	

country’s	general	population.	Recent	Canadian	studies	have	found	

approximately	40-45%	of	the	general	public,	of	a	similar	age	to	the	Canadian	

participants	in	this	study,	have	completed	an	advance	care	directive.(92)	The	

maturity	of	Canadian	respondents	may	account	for	some	of	the	discrepancy	in	

advance	care	directive	completion	rates	seen,	but	after	adjusting	for	age	the	

difference	persists.	Also	reports	on	healthcare	workforce	demographics	suggest	

the	Canadian	healthcare	workforce	is	older	than	that	in	the	UK	or	Ireland,	which	

may	partly	explain	the	older	Canadian	healthcare	professionals	in	this	study.	

Only	about	23%	of	doctors	registered	with	the	Irish	Medical	Council	were	over	

55	years.(281)		

This	appears	to	be	the	first	study	to	report	advance	care	directive	completion	

rates	amongst	Canadian,	UK	and	Irish	healthcare	professionals.	The	Canadian	

and	UK	samples	are	small,	with	an	excess	of	UK	respondents	involved	in	care	of	

older	people,	so	results	for	these	countries	may	be	less	generalizable.	The	Irish	

sample	however	was	broad	and	inclusive	of	many	medical	and	nursing	

specialties,	both	hospital	and	community	based	and	in	this	sense	is	likely	a	

more	representative	cohort.		

Whilst	convenience	sampling	facilitated	access	to	respondents	with	diverse	

professional	backgrounds	and	varying	levels	of	experience,	it	may	have	

contributed	to	the	inequity	in	age,	gender	and	other	demographic	features	

found	producing	potential	selection	bias.	The	sampling	technique	also	made	a	

response	rate	impossible	to	calculate	for	the	group	as	a	whole.	Whilst	

completion	rates	in	this	study	were	reflective	of	the	completion	rates	in	each	of	

the	respective	countries	general	population,	a	sample	of	n=1506	would	have	

been	needed	to	detect	the	difference	between	the	observed	Irish	respondent’s	

completion	rate	(3%)	and	that	of	the	general	Irish	population	(5%)	with	a	

power	of	80%	at	an	alpha	significance	level	of	0.05.	Though	the	study	was	

underpowered	to	detect	some	of	the	differences	found,	the	results	are	

suggestive	and	nonetheless.		
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All	healthcare	professionals	should	know	who	has	the	legal	authority	to	make	

medical	decisions	for	patients	unable	to	do	so	for	themselves	through	

diminished	capacity.	Unfortunately	misinformation	abounds	and	only	40%	of	

healthcare	professionals	in	this	sample	could	correctly	identify	the	legal	

decision-maker.	Irish	respondents	were	poorest	in	this	regard.	This	might	be	

explained	by	confusion	arising	from	differences	in	legislation	between	Ireland,	

the	UK,	the	United	States	and	elsewhere.	Legislation	on	who	has	the	authority	to	

make	healthcare	decisions	for	people	with	diminished	capacity	differs	between	

countries.	Overlooking	such	differences	may	contribute	to	misunderstanding	

amongst	the	general	public,	for	whom	the	internet	and	television	are	an	

important	source	of	healthcare	information.(4,	282,	283)	Equally,	healthcare	

professionals	must	be	cognisant	of	legislative	differences	between	their	own	

country	and	that	which	may	be	presented	by	foreign	TV,	the	internet	and	print	

media.		

Legislation	such	as	the	Patient	Self	Determination	Act	(1991)	in	the	United	States	

may	impact	on	advance	care	directive	completion.	Use	of	the	“Surprise	Question:	

Would	I	be	surprised	if	this	patient	died	in	the	next	6-12	months”	to	screen	for	

patients	who	may	benefit	most	from	advance	care	planning,	might	also	

encourage	completion.	Public	education	campaigns	that	use	posters,	leaflets	or	

TV	adverts,	in	isolation	have	not	significantly	increased	completion	rates,	but	if	

combined	with	dialogue	between	patients	and	their	healthcare	providers,	this	

approach	positively	impacted	on	completion	rates.	(253)	A	recent	systematic	

review	identified	various	techniques	to	facilitate	such	dialogue;	the	use	of	

hypothetical	questions	was	found	to	be	particularly	useful.	(284)	Key	to	any	

efforts	to	improve	engagement	with	advance	care	planning	however,	is	patient	

and	healthcare	professional	awareness	and	willingness	to	engage	and	spend	

time	in	a	process	that	both	perceive	to	be	useful	and	meaningful.	This	is	

especially	so	for	healthcare	professionals	as	they	are	more	often	the	ones	to	

prompt	discussion	and	in	doing	so,	increase	the	likelihood	of	advance	care	plan	

completion.	(285,	286)	
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 Conclusion	

This	study	explored	knowledge	and	perceptions	of	advance	care	directives	and	

medical	decision	making	in	older	adults	with	diminished	capacity.	It	appears	to	

be	the	first	study	to	report	personal	advance	care	directive	completion	rates	

amongst	healthcare	professionals	in	Ireland.	Though	the	majority	of	

respondents	would	recommend	their	patients	to	complete	an	advance	care	

directive,	few	had	completed	one	for	themselves.		

This	study	differs	from	previous	research	by	asking	healthcare	professionals	

their	views,	after	conceptualising	themselves	as	the	patient	with	diminished	

capacity	for	whom	end	of	life	care	decisions	have	to	be	made.		In	the	event	of	

incapacity,	most	respondents	(86%)	felt	an	advance	care	directive	would	result	

in	treatment	consistent	with	their	wishes	and	that	a	doctor	would	follow	their	

directive.	In	the	absence	of	an	advance	care	directive,	over	half	of	respondents	

thought	they	would	get	care	incongruent	with	their	wishes	and	that	their	family	

would	have	difficulty	making	decisions	on	their	behalf.	Despite	this,	80%	felt	

their	family	would	make	good	treatment	decisions	for	them,	particularly	if	they	

consulted	with	the	doctor.	When	asked	specifically	who	should	have	legal	

authority	to	make	treatment	decisions	for	them,	in	the	absence	of	an	advance	

care	directive,	most	(74%)	requested	their	family.	Clear	educational	needs	were	

found	for	healthcare	professionals	in	the	legal	aspects	of	medical	decision	

making	for	adults	with	diminished	capacity.		

This	study	showed	high	awareness	and	a	positive	attitude	to	ACDs,	and	a	belief	

in	the	benefits	of	their	use.	Future	research	needs	to	focus	on	how	best	to	

translate	these	motivating	factors	into	action,	to	overcome	the	barriers	to	

advance	care	planning,	such	as	time	and	environmental	constraints,	perhaps	by	

targeting	patient	populations	most	likely	to	engage	with	and	gain	from	

completion	of	an	advance	care	plan,	especially	those	likely	to	have	stable	

treatment	preferences	over	time.	(126,	287)	
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2.2 The	influence	of	healthcare	professional’s	confidence	and	
training	in	palliative	care	on	end	of	life	treatment	choices	

 Introduction	

Knowledge	of	palliative	care	and	confidence	in	the	core	skills	involved	is	

important	for	all	healthcare	providers,	but	sadly	these	are	areas	where	

deficiencies	have	been	reported.(167,	212,	288-292)	In	Ireland	(and	elsewhere)	

many	people	feel	uncomfortable	discussing	or	dealing	with	end-of-life	issues,	

this	may	also	be	true	for	healthcare	providers.(293)	The	training	and	

experience	healthcare	providers	have	in	palliative	care	and	end-of-life	care	

varies	widely	and	is	likely	to	affect	how	they	interact	with	the	dying	and	their	

families.(294-296)		

Providing	end-of-life	care	can	be	challenging	for	healthcare	providers	for	a	

myriad	of	reasons.	One	area	where	difficulties	arise	for	some,	is	in	making	

critical	treatment	decisions	for	patients	who	face	life	threatening	illness	and	

have	lost	the	ability	to	decide	for	themselves	e.g.	through	dementia.	For	any	

specific	patient	situation,	the	care	choices	healthcare	professionals	would	make	

are	broad;	some	focus	on	maintaining	comfort;	whereas	others	will	do	all	that	is	

medically	possible	to	save	life.(265,	297)	Though	immeasurable	factors	

contribute	to	the	disparity	in	approaches	to	care,	it	is	important	to	be	aware	of	

at	least	some	of	the	factors	that	may	influence	healthcare	professional’s	choices.		

There	were	several	objectives	of	this	part	of	the	study:	

1. to	examine	healthcare	professional’s	level	of	comfort	in	providing	care	to	

people	(and	their	families)	at	the	end	of	life	in	Ireland.	

2. to	assess	whether	healthcare	professionals	in	Ireland	feel	they	have	

adequate	training	and	experience	in	end-of-life	care.		

3. to	explore	the	treatment	decisions	healthcare	professionals	would	make	

in	a	hypothetical	scenario	(see	figure	2.3	below).		

4. to	explore	the	factors	which	might	influence	treatment	choices.	
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 Methods	

The	methods	for	this	part	of	the	study	are	the	same	as	those	described	in	

section	2.1.2,	but	the	results	presented	represent	the	Irish	cohort	only.	The	

questionnaire	described	in	section	2.1.2,	included	an	additional	section	on	

respondents’	comfort	in	dealing	with	dying	patients	and	their	families,	

confidence	in	treating	symptoms,	adjusting	medications,	and	satisfaction	with	

training	and	experience	in	end-of-life	care.	It	also	explored	their	preferred	

treatment	approach	for	life	threatening	illness	in	advanced	dementia	using	a	

hypothetical	scenario	(see	figure	2.3)	and	what	factors	might	influence	these	

choices.	Content	validity	was	evaluated	in	the	same	way	as	in	section	2.1.2.		

Figure	2.3	Hypothetical	Scenario	on	which	treatment	decisions	were	based	

Mr	Murphy	is	an	84	year	old	man	who	you	were	asked	to	see	as	an	emergency.	

He	has	been	living	in	a	nursing	home	for	a	month.	He	has	suffered	from	

Alzheimer’s	disease	for	seven	years	and	now	he	is	moderately	demented.	He	

does	not	recognise	his	children	but	smiles	at	his	wife.	He	needs	help	getting	in	

and	out	of	bed	and	walks	with	help.	He	has	urinary	incontinence	and	

occasional	incontinence	of	faeces.	He	is	vomiting	bright	red	blood	and	his	

blood	pressure	is	low	(BP	80/40mmHg).	Unless	he	is	treated	he	will	most	

likely	die.	His	family	are	not	available	and	there	is	no	advance	care	directive	in	

his	medical	notes.		

Please	choose	from	one	of	the	following	treatment	options:		

Palliative:	 Leave	him	in	the	nursing	home	and	keep	him	comfortable	

Limited:		 Transfer	to	hospital	for	blood	transfusion	but	no	surgery	or	

endoscopy	

Surgery:		 Blood	transfusion,	endoscopy	and	surgery	if	necessary	

Intensive:		 Blood	transfusions,	endoscopy	and	surgery,	intensive	care,	

ventilator,	and	everything	a	modern	hospital	has	to	offer	to	

maintain	life	if	necessary	
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 Statistical	Considerations	

In	addition	to	the	statistical	considerations	in	section	2.1.2,	odds	ratios	were	

calculated	for	factors	affecting	outcomes.	Kendall’s	tau,	τ	was	used	to	test	

correlation	for	non-parametric	data.	Binomial	logistic	regressions	were	

performed	to	examine	for	associations	between	variables	(age,	years	of	

experience,	gender,	occupation,	proportion	of	work	involving	older	people,	

satisfaction	with	training	and	experience	in	care	of	the	dying)	and	whether	

respondents	felt	comfortable	caring	for	the	dying	and	whether	they	were	

satisfied	with	the	adequacy	of	their	training	in	end	of	life	care.	For	each	

binomial	logistic	regression	analysis,	Likert	type	responses	were	recoded:	

“strongly	disagree”	and	“disagree”	were	combined	to	form	the	code	“disagree”;	

“strongly	agree”	and	“agree”	were	combined	and	coded	as	“agree”;	“neutral”	

responses	were	then	excluded.		

 Results	

The	respondents’	demographic	details	are	the	same	as	those	presented	for	Irish	

respondents	in	section	2.1.3	above.	The	group	consisted	of	72%	females.	There	

were	fewer	female	doctors	and	medical	students	(45%	and	53%	respectively)	

compared	with	nurses	and	nursing	students	(94%	and	100%	respectively).		

The	majority	of	respondents	identified	themselves	as	Roman	Catholic:	87%	of	

Nurses,	78%	of	Students,	75%	of	Doctors	and	54%	of	Allied	Healthcare	

Professionals.	Nurses	worked	across	a	range	of	areas:	63%	in	General	Nursing,	

11%	in	Public	Health,	11%	in	Psychiatry,	5%	in	Intellectual	Disability	services	

and	4%	as	Midwives.	Most	doctors	worked	in	a	hospital	environment	(59%),	

37%	worked	in	General	Practice,	and	a	minority	worked	in	a	Hospice	setting	

(3%)	or	as	Old	Age	Psychiatrists	(3%).	Hospital	doctors	represented	a	range	of	

specialties	and	levels	of	seniority,	but	most	worked	in	internal	medicine	

specialties.	Of	medical	students	37%	were	graduate	entrants	with	prior	

qualifications	in	Science	(63%),	Pharmacy	(13%),	Law	(7%),	Engineering	(6%),	

Business	(4%)	or	other	healthcare	related	specialties	(6%).	Rotations	in	

Geriatric	Medicine	or	Palliative	Medicine	had	been	completed	by	22%	and	14%	

of	Medical	Students	respectively.	
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Respondent’s	degree	of	comfort	in	providing	end	of	life	care	

As	presented	in	table	2.6,	the	majority	of	Irish	healthcare	professionals	(80%)	

felt	comfortable	in	dealing	with	patients	at	the	end	of	life.	Not	unexpectedly	

students	were	less	comfortable	with	the	dying;	only	48%	were	comfortable.	

Despite	being	relatively	comfortable	in	dealing	with	dying	patients,	most	

students	(66%),	many	allied	healthcare	professionals	(41%),	and	about	a	third	

of	nurses	and	doctors	found	dealing	with	such	patients	more	difficult	than	

managing	other	patient	groups.		

Table	2.6	Respondents’	comfort	and	confidence	in	end	of	life	care		
	 	 Total	 Agree	 Neutral	 Disagree	

	 n	 	 n	 %	 n	 %	 n	 %	

Respondent	feels	comfortable	dealing	with	patients	at	the	end	of	life	

Total	HCPs		 507/511	 	 407	 80%	 0	 8%	 58	 11%	

					Doctor	 165/165	 	 129	 78%	 14	 9%	 22	 13%	

					Nurse	 306/309	 	 250	 82%	 25	 8%	 31	 10%	

					AHPs	 27/28	 	 21	 78%	 3	 11%	 3	 11%	

Students	 243/246	 	 117	 48%	 73	 30%	 53	 22%	

Respondent	finds	it	harder	dealing	with	patients	at	end	of	life	than	other	patients	

Total	HCPs	 504/511	 	 171	 34%	 66	 13%	 266	 53%	

				Doctor	 165/165	 	 55	 33%	 25	 15%	 85	 52%	

				Nurse	 303/309	 	 103	 34%	 39	 13%	 161	 53%	

				AHP	 27/28	 	 11	 41%	 1	 4%	 15	 56%	

Students	 243/246	 	 161	 66%	 33	 14%	 49	 20%	

Respondent	feels	comfortable	dealing	with	a	patient’s	family	at	the	end	of	life	

Total	HCPs	 506/511	 	 392	 77%	 55	 11%	 59	 12%	

					Doctor	 164/165	 	 128	 78%	 16	 10%	 20	 12%	

					Nurse	 306/309	 	 237	 78%	 35	 11%	 34	 11%	

					AHP	 27/28	 	 20	 74%	 4	 15%	 3	 11%	

Students	 241/246	 	 66	 27%	 65	 27%	 110	 46%	

Respondent	feels	comfortable	dealing	with	bereaved	families	

Total	HCPs	 503/511	 	 365	 73%	 65	 13%	 71	 14%	

					Doctor	 163/165	 	 114	 70%	 18	 11%	 31	 19%	

					Nurse	 305/309	 	 225	 74%	 44	 14%	 36	 12%	

					AHP	 26/28	 	 20	 77%	 3	 12%	 2	 12%	

Students	 243/246	 	 58	 24%	 66	 27%	 119	 49%	
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Healthcare	professionals	were	similarly	comfortable	dealing	with	a	patient’s	

loved	ones	at,	or	after,	the	patient’s	death	(77%	at	end	of	life,	and	73%	in	

bereavement).	Students	appeared	to	be	less	prepared	in	interacting	with	

patients’	families	at	these	times	than	with	the	dying	patient	themselves;	only	

27%	were	comfortable	with	families	as	their	loved	one	was	dying	and	just	24%	

were	comfortable	with	bereaved	family	members.	

Degree	of	confidence	in	managing	patients’	symptoms	at	the	end	of	life	

Consistent	with	allied	healthcare	professionals’	roles	and	students’	

inexperience,	these	groups	lacked	confidence	in	managing	symptoms	at	the	end	

of	life	(table	2.7).	Less	than	75%	of	nurses	and	only	66%	of	doctors	felt	

confident	in	managing	end	of	life	symptoms.	As	prescribers,	doctors	have	a	role	

in	ceasing	medication;	80%	were	comfortable	in	stopping	preventative	

medications	such	as	bisphosphonates	as	a	patient’s	death	approached.	

Compared	with	doctors,	nurses	appeared	less	likely	to	be	comfortable	stopping	

preventative	medications	(OR	0.51,	95%	CI	0.33	to	0.81,	p=0.004).	There	was	

no	significant	difference	between	hospital	doctors	and	general	practitioners	

responses.		

Table	2.7	Respondents’	confidence	in	symptom	and	medication	management	at	

end	of	life	

	 	 Total	 Agree	 Neutral	 Disagree	
	 n	 n	 %	 n	 %	 n	 %	
Respondent	feels	confident	managing	patient’s	symptoms	at	the	end	of	life	
Total	HCPs	 501/511	 349	 70%	 76	 15%	 76	 15%	
					Doctor	 165/165	 109	 66%	 30	 18%	 26	 16%	
					Nurse	 305/309	 225	 74%	 38	 13%	 42	 14%	
					AHP	 23/28	 10	 44%	 6	 26%	 7	 30%	
Students	 54/246	 20	 38%	 18	 33%	 16	 30%	
Respondent	feels	comfortable	stopping	preventative	medications	at	the	end	of	life	
Total	HCPs	 493/511	 349	 71%	 75	 15%	 69	 14%	
					Doctor	 162/165	 130	 80%	 13	 8%	 19	 12%	

					Nurse	 305/309	 206	 68%	 55	 18%	 44	 14%	

					AHP	 18/28	 8	 45%	 6	 33%	 4	 22%	

Students	 55/246	 15	 27%	 22	 40%	 18	 33%	
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Healthcare	professionals	who	felt	comfortable	caring	for	dying	patients	were	

far	more	likely	to	also	feel	confident	managing	symptoms	at	the	end	of	life	(OR	

58.39,	95%	CI	23.77,	143.42,	p	<0.0001)	and	stopping	preventative	medications	

(OR	6.71,	95%	CI	3.46,	12.995,	p<0.001).		

Satisfaction	with	training	and	experience	in	end	of	life	care	

Respondents’	satisfaction	with	their	training	and	level	of	experience	in	end	of	

life	care	is	presented	in	table	2.8.	Healthcare	professionals	who	deemed	their	

training	in	end	of	life	care	to	be	adequate	were	over	four	times	as	likely	to	also	

be	comfortable	dealing	with	the	dying	(RR	4.72,	95%	CI	2.37-9.41,	p<0.0001)	

and	over	nine	times	as	likely	to	be	confident	dealing	with	end	of	life	symptoms	

(RR	9.38,	95%	CI	4.03-21.81,	p<0.0001).	Respondents	judging	their	personal	

experience	in	providing	end	of	life	care	to	be	adequate,	also	appeared	to	be	

linked	with	greater	comfort	in	managing	the	dying	(OR	27.37,	95%	CI	11.81-

63.42,	p<0.0001)	and	their	symptoms	(OR	66.5,	95%	CI	27.08-163.30,	

p<0.0001).	

Table	2.8	Satisfaction	with	training	and	experience	in	end	of	life	care	

	 	 Total	 Agree	 Neutral	 Disagree	

	 n	 n	 %	 n	 %	 n	 %	

Proportion	who	feel	they	have	adequate	training	in	end	of	life	care	

Total	HCPs	 506/511	 241	 48%	 91	 18%	 174	 34%	

					Doctor	 165/165	 76	 46%	 30	 18%	 59	 36%	

					Nurse	 306/309	 150	 49%	 52	 17%	 104	 34%	

					AHP	 27/28	 11	 41%	 7	 26%	 9	 33%	

Students	 55/191	 15	 27%	 12	 22%	 28	 51%	

Proportion	who	feel	they	have	adequate	experience	in	end	of	life	care	
Total	HCPs	 507/511	 292	 	 	 75	 	 131	 	

					Doctor	 165/165	 88	 53%	 30	 18%	 47	 29%	

					Nurse	 306/309	 191	 62%	 40	 13%	 75	 25%	

					AHP	 27/28	 13	 48%	 5	 19%	 9	 33%	

Students	 55/246	 8	 15%	 9	 16%	 38	 69%	

Examining	healthcare	professionals	(students	excluded),	a	binary	logistic	

regression	analysis	of	potential	predictors	of	feeling	comfortable	in	providing	

end	of	life	care	was	performed	including	the	variables:	age,	gender,	occupation,	
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proportion	of	patients	who	are	older,	and	satisfaction	with	adequacy	of	end	of	

life	training,	and	confidence	in	managing	symptoms	and	stopping	medications	

at	end	of	life.	Regression	results	are	shown	in	table	2.9.	

A	further	binary	logistic	regression	analysis	of	the	potential	predictors	of	

healthcare	professionals’	satisfaction	in	their	end	of	life	care	training	included	

the	variables:	age,	gender,	occupation	and	the	proportion	of	their	patients	who	

are	older.	The	results	of	the	analysis	are	presented	in	table	2.10,	and	suggest	

that	age,	female	gender	and	having	greater	proportions	of	older	patients	were	

linked	with	greater	satisfaction	in	training	–	perhaps	because	they	were	more	

proactive	in	obtaining	this	training	(p<0.01).		

Table	2.9	Binary	logistic	regression	analysis	of	potential	predictors	of	healthcare	

professionals’	comfort	in	providing	end	of	life	care	to	patients.	

Variable	 B(SE)	 95%	CI	for	Odds	Ratio	(OR)	 P	
value	Lower	 OR	 Upper	

Confident	in	managing			
symptoms	

4.08	(0.90)	 10.19	 59.27	 344.77	 <0.001	

Adequate	end	of	life	
care	training	

1.90	(0.94)	 1.07	 6.71	 41.91	 0.042	

Confident	in	stopping	
medications	

1.05	(0.83)	 0.56	 2.85	 14.46	 0.207	

Gender	(male	v	female)	 0.03	(0.88)	 0.18	 1.03	 5.83	 0.971	
Age	 0.88	(0.91)	 0.41	 2.40	 14.15	 0.334	
Proportion	of	patients	
who	are	older	

	 	 	 	 	
0.327	

<20%	 1.13	(1.14)	 0.33	 3.11	 29.02	 0.320	
21-40%	 -1.29	(1.14)	 0.03	 0.28	 2.60	 0.260	
41-60%	 -0.05	(1.27)	 0.08	 0.95	 11.51	 0.967	
61-80%	 -0.05	(1.27)	 0.13	 0.96	 7.12	 0.971	
>81%	 -0.04	(1.02)	 0.57	 0.82	 1.20	 0.308	

Note:	R2=	0.579	(Hosmer	and	Lemeshow),	0.323	(Cox	&	Snell	R	Square),	
0.659	(Nagelkerke	R	square),	Model	c2	(12)	96.25,	p<0.001	
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Table	2.10	Binary	logistic	regression	analysis	of	potential	predictors	of	healthcare	

professionals’	satisfaction	in	the	adequacy	of	their	end	of	life	care	training.	

Variable	 B(SE)	 95%	CI	for	Odds	Ratio	(OR)	 P	value	
Lower	 OR	 Upper	

Age	 1.13	(0.37)	 1.49	 3.10	 6.44	 0.002	
Gender	(M	vs	F)	 -0.67	(0.34)	 0.68	 0.80	 0.93	 0.004	
Occupation	(compared	with	AHPs)	 	 	 	 0.87	

Doctor	 0.24	(0.61)	 0.39	 1.27	 4.13	 0.70	
Nurse	 0.08	(0.58)	 0.35	 1.09	 3.39	 0.89	

Proportion	of	older	patients	
(compared	with	<20%	older)	

	 	 	 	
<0.001	

21-40%	 1.31	(0.47)	 1.46	 3.70	 9.37	 0.006	
41-60%	 1.51	(0.44)	 1.91	 4.54	 10.76	 0.001	
61-80%	 1.72	(0.45)	 2.34	 5.60	 13.41	 <0.001	
81-100%	 2.16	(0.42)	 3.81	 8.66	 19.73	 <0.001	

Note:	R2=	0.12	(Hosmer	and	Lemeshow),		0.15	(Cox	&	Snell	R	Square),	0.21	
(Nagelkerke	R	square),	Model	c2	(9)	58.92,	p<0.001	
AHP	=Allied	Healthcare	Professionals,	M	=	Male,	F	=	Female	
Linearity	of	the	logit	assumption	for	age	was	not	met,	Age-LogAge	p	=	0.004	
	

Decision	making	for	patients	with	diminished	decision-making	capacity	

Respondents	were	asked	what	treatment	they	would	choose	for	a	patient	with	

moderate	to	severe	Alzheimer’s	dementia	in	an	emergency	scenario	described	

in	figure	2.3.	They	were	then	asked	how	they	would	treat	the	same	person	if	it	

were	the	respondent’s	father	(i.e.	their	father	was	the	person	with	dementia	in	

the	scenario)	and	subsequently	what	treatment	they	would	want	if	they	

themselves	were	the	person	with	dementia	in	the	scenario.	With	each	

sequential	situation,	the	level	of	treatment	tended	to	become	less	intense.	These	

results	are	presented	in	Figure	2.4.		
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Figure	2.4:	Treatment	levels	chosen	for	the	person	with	dementia	described	in	the	

vignette	based	on	whether	deciding	was	the	respondent’s	patient,	their	father	or	

themselves,	and	whether	they	would	initiate	CPR	or	enteral	feeding	

	

Respondents	who	felt	they	had	adequate	experience	in	end	of	life	care	(45%	vs	

65%,	c2	=16.59,	OR	=	2.25	(95%	CI:	1.52	–	3.33),	p<0.001),	who	felt	their	

training	in	end	of	life	care	was	adequate		(47%	vs	58%,	c2	=	5.42,	OR	=	1.57	

(95%	CI:	1.07	–	2.29),	p	=	0.02)	or	who	felt	comfortable	dealing	with	dying	

patients	(55%	vs	78%,	c2	=	19.66,	OR	2.91	(95%	CI:	1.79	–	4.72),	p<0.001)	were	

less	likely	to	choose	to	perform	CPR	on	the	patient	in	the	scenario.	Additionally,	

respondents	were	less	likely	to	choose	to	perform	CPR	on	the	patient	if	they	had	

correctly	estimated	the	patient’s	likely	survival	with	CPR	(34%	vs	62%,	c2	

=15.04,	OR	0.32	(95%	CI:	0.17	–	0.57),	p<0.001.	

When	comparing	treatment	choices	made	for	the	patient	with	those	made	for	

their	father	(as	the	patient)	most	respondents	choose	the	same	(n=423/722,	

58.6%	for	total	group,	AHP:	n=20/26,	76.9%,	doctor:	n=95/153,	62.1%,	nurses:	

n=180/301,	59.8%,	Students:	n=124/234,	53%)	or	a	lower	level	of	treatment	

(n=224/722,	31%	for	total	group,	Doctors:	n=52/153,	34%,	Nurses:	n=93/301,	

30.9%,	Students:	n=70/234,	29.9%,	AHP:	n=5/26,	19.2%)	though	a	small	

proportion	chose	a	higher	level	of	treatment	(n=75/722,	10.4%	for	total	group,	

Students:	n=40/234,	17.1%,	Nurses:	n=28/301,	9.3%,	Doctors:	n=6/153,	3.9%,	

AHP:	n=1/26,	3.8%).	These	results	are	presented	in	Table	2.11.	

16
.9
%

43
.4
%

24
.7
%

15
.0
%

60
.9
%

58
.4
%

34
.2
%

36
.3
%

16
.8
%

12
.7
%

39
.2
% 44
.5
%

57
.9
%

24
.8
%

11
.1
%

6.
2%

21
.8
%

26
.2
%

P A L L I A T I V E L IM I T ED SURG IC A L INT ENS IV E C PR TUBE

TREATMENT	LEVELS	CHOSEN

Patient Father Self



	
	

93	

When	comparing	treatment	choices	made	for	the	patient	with	what	

respondents	would	choose	for	themselves	were	they	the	person	in	the	scenario,	

the	majority	chose	a	lower	level	of	care	for	themselves	(Total	group:	

n=378/710,	25.7%,	Doctors:	n=84/151,	55.6%,	Students:	127/232,	54.7%,	

Nurses:	n=157/302,	52%,	AHP:	n=10/25,	40%).	Only	4.1%	of	respondents	

would	give	themselves	more	aggressive	treatment	than	the	patient	were	they	in	

the	same	scenario	(n=29/710,	AHP:	0/25,	0%,	Doctors:	1/151,	0.7%,	nurses:	

n=10/302,	3.2%,	Students:	n=18/232,	7.8%).		

Table	2.11:	Treatment	choices	depending	on	occupation	and	patient	scenario	

	 Palliative	 Limited	 Surgical	 Intensive	

	 N	 %	 N	 %	 N	 %	 N	 %	

For	Patient	Scenario	

Total,	n=722	 122	 16.9%	 314	 43.5%	 177	 24.5%	 109	 15.1%	

Doctor,	n=153	 20	 13.1%	 76	 49.7%	 44	 28.8%	 13	 8.5%	

Nurse,	n=301	 61	 20.3%	 150	 49.8%	 66	 21.9%	 24	 8%	

Student,	n=234	 27	 11.5%	 73	 31.2%	 64	 27.4%	 70	 30%	

AHP,	n=26	 12	 46.2%	 11	 42.3%	 2	 7.7%	 1	 3.8%	

For	Father	as	patient	in	scenario	

Total,	n=722	 247	 34.2%	 261	 36.1%	 123	 17%	 91	 12.6%	

Doctor,	n=153	 51	 33.3%	 69	 45.1%	 22	 14.4%	 11	 7.2%	

Nurse,	n=301	 120	 39.9%	 114	 37.9%	 48	 15.9%	 19	 6.3%	

Student,	n=234	 58	 24.8%	 63	 26.9%	 52	 22.2%	 61	 26.1%	

AHP,	n=26	 14	 53.6%	 12	 46.2%	 0	 0%	 0	 0%	

For	self	as	patient	in	scenario	

Total,	n=710	 410	 57.7%	 175	 24.6%	 81	 11.4%	 44	 6.2%	

Doctor,	n=151	 91	 60.3%	 36	 23.8%	 17	 11.3%	 7	 4.6%	

Nurse,	n=302	 187	 61.9%	 81	 26.8%	 25	 8.3%	 9	 3%	

Student,	n=232	 111	 47.8%	 54	 23.3%	 39	 16.8%	 28	 12.1%	

AHP,	n=25	 21	 84%	 4	 16%	 0	 0%	 0	 0%	
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For	those	who	chose	an	intensive	level	of	treatment	for	the	patient,	48.6%	(n	=	

53/109)	continued	to	choose	this	level	of	care	for	their	father,	and	27.8%	

(n=30/108)	for	themselves.	For	those	who	chose	a	surgical	level	of	care	for	the	

patient,	45.8%	(n=81/177)	maintained	this	level	of	care	for	their	father	and	

33.5%	(n=59/176)	for	themselves.	For	those	who	chose	a	limited	level	of	care	

for	the	patient,	58.6%	(n=184/314)	maintained	this	level	of	treatment	for	their	

father	(as	the	patient)	and	33.3%	(n=103/309)	for	themselves.	In	contrast	86%	

(105/122)	of	those	who	chose	a	palliative	approach	for	the	patient	also	chose	

this	level	of	care	for	their	father,	and	94.9%	(n=111/117)	for	themselves.		

Figure	2.5:	Treatment	choices	depending	on	respondents’	estimation	of	CPR	

survival	for	the	patient	with	Alzheimer’s	disease	in	the	vignette	

	

In	this	study	90.1%	of	doctors,	55.5%	of	nurses	and	50%	of	Allied	Healthcare	

professionals	estimated	CPR	survival	to	be	<20%	for	the	patient	with	

Alzheimer’s	Disease	described	in	the	vignette	in	Figure	2.3.	

Respondents	were	asked	to	judge	to	what	extent	a	number	of	factors	may	have	

influenced	the	treatment	decisions	they	made	when	choosing	for	the	patient	in	

the	scenario.	The	results	are	presented	in	Table	2.12.	It	would	appear	that	the	

use	of	hospital	resources	was	of	least	concern.	Respondents	for	the	most	part	

did	not	feel	their	own	religious	beliefs	influenced	their	decision	making.	

Markers	of	the	patient’s	frailty	and	the	severity	of	their	dementia	appeared	to	
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influence	respondent’s	decision	making,	particularly	doctors,	who	marked	these	

factors	as	more	influential	than	did	nurses,	allied	healthcare	professionals	or	

students.	Students	ranked	the	influence	of	previous	experience	of	similar	

situations	lower	than	doctors,	nurses	and	allied	healthcare	professionals	–	

which	probably	reflects	their	clinical	inexperience	and	younger	age	exposing	

them	to	fewer	related	life	(or	death)	events.	Students	ranked	the	fear	of	legal	

action	higher	than	other	occupations	(mean	students=	3.47	vs	nurses	=	3.41,	

doctors	=	3.22,	AHP	=	2.91).	

Students	were	most	likely	to	deem	the	duty	to	preserve	life	as	influencing	their	

decision	making.	Of	all	respondents,	those	who	agreed	that	their	duty	of	care	to	

preserve	life	influenced	their	decision	were	more	likely	to	choose	more	

aggressive	treatment	(49.1%,	n=241/491)	for	the	patient	than	those	who	

deemed	their	duty	to	preserve	life	not	to	have	influenced	their	treatment	

choices	(16.7%,	n=13/78,	c2=27.27,	OR	=	4.82,	95%	CI	2.59	–	8.97,	p<0.001).	

Table	2.12	Respondents’	assessment	of	factors	influence	on	decision	making		

Variable	(n)	 Mean	 Median	

Disagree/	
strongly	
disagree	 Neutral	

Agree/	
strongly	
agree	

Hospital	resource	use	concern	(702)	 2.12	 2	 67%	 19%	 14%	
Own	religious	beliefs	(707)	 2.32	 2	 56%	 23%	 21%	
Urinary	incontinence	(708)	 2.83	 3	 41%	 29%	 31%	
Likely	time	on	A+E	trolley	(707)	 2.9	 3	 39%	 26%	 35%	
Faecal	incontinence	(706)	 2.94	 3	 37%	 28%	 35%	
Inability	to	walk	unaided	(704)	 2.98	 3	 36%	 26%	 38%	
Duration	in	nursing	home	(702)	 3.08	 3	 33%	 26%	 41%	
Similar	experience	with	family	(714)	 3.13	 3	 32%	 23%	 45%	
Fear	of	legal	action	(712)	 3.37	 4	 27%	 19%	 54%	
Experience	of	similar	situations	(715)	 3.43	 4	 22%	 19%	 59%	
Family	being	uncontactable	(701)	 3.44	 4	 24%	 20%	 56%	
Inability	to	recognise	family	(707)	 3.45	 4	 23%	 20%	 57%	
Uncertainty	of	patient	outcome	(702)	 3.5	 4	 16%	 24%	 60%	
Patient's	age	(706)	 3.52	 4	 21%	 19%	 60%	
Level	of	confusion	(706)	 3.57	 4	 19%	 17%	 64%	
Duration	of	confusion	(706)		 3.63	 4	 18%	 17%	 65%	
Not	knowing	patient's	wishes	(694)	 3.8	 4	 13%	 18%	 69%	
Duty	to	preserve	life	(704)	 3.88	 4	 12%	 17%	 71%	
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Results	of	univariate	analysis	for	each	of	the	potential	influencers	dichotomised	

as	either	agree	or	disagree	(neutral	responses	were	omitted	as	described	in	the	

methodology)	were	compared	with	regard	to	how	likely	respondents	were	to	

choose	more	aggressive	care	(surgical	or	intensive	levels	of	care	combined)	

over	less	aggressive	levels	(limited	or	palliative	levels	of	combined).	The	results	

of	these	analysis	are	presented	in	table	2.13.	

Table	2.13	Influence	of	various	factors	on	respondents’	choosing	more	aggressive	

levels	of	care	for	hypothetical	patient	in	scenario		

Variable	(n)	

c2	 Odds	
Ratio*	

95%	
Confidence	
Interval	

P	value	

Duty	to	preserve	life	(569)	 28.62	 4.82	†	 2.59	–	8.97	 <0.001	
Fear	of	legal	action	(566)	 9.84	 1.80	†	 1.24	-	2.60	 0.002	
Family	being	uncontactable	(547)	 4.99	 1.54	^	 1.05	–	2.26	 0.026	
Not	knowing	patient's	wishes	(558)	 0.70	 1.23		 0.76	–	1.98	 0.404	
Uncertainty	of	patient	outcome	(519)	 0.75	 1.21	 0.79	–	1.86	 0.387	
Hospital	resource	use	concern	(557)	 0.02	 1.03	 0.66	-	1.61	 0.88	
Inability	to	walk	unaided	(507)	 0.62	 0.87	 0.61	–	1.24	 0.429	
Own	religious	beliefs	(534)	 0.64	 0.95	 0.65	-	1.40	 0.80	
Adequate	EOL	care	training	(444)	 0.47	 0.87	 0.58	–	1.30	 0.49	
Adequate	EOL	care	experience	(456)		 0.60	 0.85	 0.57	–	1.28	 0.440	
Patient's	age	(558)	 2.48	 0.73	 0.50	–	1.08	 0.116	
Urinary	incontinence	(493)	 4.44	 0.68	 0.47	–	0.97	 0.035	
Faecal	incontinence	(495)	 6.80	 0.62	†	 0.43	–	0.89	 0.009	
Confident	dealing	with	EOL	Pts	(613)	 6.55	 0.58	†	 0.38	–	0.88	 0.011	
Likely	time	on	A+E	trolley	(508)	 10.23	 0.55	†	 0.39	-	0.80	 0.001	
Duration	in	nursing	home	(509)	 11.52	 0.54	†	 0.37	–	0.77	 0.001	
Inability	to	recognise	family	(557)	 10.86	 0.54	†	 0.37	–	0.78	 0.001	
Similar	experience	with	family	(539)	 20.25	 0.45	†	 0.31	–	0.64	 <0.001	
Level	of	confusion	(576)	 17.52	 0.43	†	 0.29	–	0.65	 <0.001	
Duration	of	confusion	(574)	 18.72	 0.42	†	 0.28	–	0.62	 <0.001	
Experience	of	similar	situations	(564)	 25.59	 0.38	†	 0.26	–	0.56	 <0.001	
EOL	=	End	of	life,	Pts	=	patients	
*	=	Odds	Ratio	for	choosing	a	more	aggressive	level	of	care	(surgical	or	intensive	care	
level)	over	a	less	aggressive	level	(palliative	or	limited	care	level)	
†	=	p-value	significance	<0.02,			
^	=	p-value	significance	<0.05	
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 Discussion	

This	study	found	that	the	majority	of	healthcare	professionals	and	senior	

nursing	and	medical	students	are	comfortable	engaging	with	dying	patients	and	

their	families,	though	a	considerable	number	still	find	dealing	with	the	Dying	

more	difficult	than	other	patient	groups.	In	contrast	to	healthcare	professionals,	

senior	medical	and	nursing	students	were	relatively	unprepared	for	interacting	

with	the	dying	person’s	family.	This	may	relate	to	their	younger	age	and	relative	

“life	experience”,	but	equally	it	could	identify	gaps	in	their	education	syllabus.		

A	2005	survey	of	medical	school	curriculum	found	that	although	all	five	medical	

schools	in	Ireland	dedicated	time	to	teaching	palliative	care,	in	two	schools	this	

amounted	to	a	day	or	less	and	for	the	most	part	teaching	was	through	didactic	

lectures	rather	than	experiential.(298)	Though	four	of	the	medical	schools	offer	

rotations	in	palliative	medicine,	uptake	was	low.(298)	Undergraduate	teaching	

in	palliative	care	is	likely	to	have	evolved	and	broadened	in	content	and	

modality	since,	as	suggested	by	a	recent	systematic	review	of	worldwide	

palliative	care	teaching	in	medical	schools.(299)	This	is	supported	by	an	Irish	

study	of	a	recently	introduced	self-selected	module	in	Palliative	care	in	

University	College	Cork.(300)		

Just	as	student	education	may	need	to	be	addressed,	so	too	may	healthcare	

professionals’.	Only	about	half	of	nurses	and	doctors	felt	satisfied	with	their	

training	or	experience	in	end	of	life	care;	fewer	allied	health	professionals	and	

only	about	a	quarter	of	medical	and	nursing	students	felt	their	training	was	

sufficient.	Though	this	is	the	first	study	to	examine	Irish	undergraduates	and	

healthcare	professionals	(other	than	GPs)	perception	of	the	adequacy	of	their	

end	of	life	training,	similar	inadequacies	in	both	university	and	postgraduate	

level	end	of	life	training	have	been	identified	by	studies	from	other	

countries.(290,	301-307)	An	Irish	study	of	GP	trainees	identified	comparable	

deficiencies	in	palliative	care	training.(308)	Reasons	for	healthcare	workers	not	

gaining	adequate	training	in	this	area	need	to	be	explored	and	addressed	to	

facilitate	their	learning	and	continuing	professional	development.	
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Knowledge	of	palliative	care	and	confidence	in	the	core	skills	involved	are	

important	for	all	healthcare	professionals,	as	almost	all	in	clinical	practice	will	

care	for	dying	patients	or	their	relatives	at	some	point	in	their	careers.	Our	

study	showed	a	significant	relationship	between	increasing	age	and	proportions	

of	older	patients	and	respondents’	satisfaction	with	their	training	in	end	of	life	

care	and	furthermore	that	satisfaction	in	end	of	life	care	training	and	

experience	was	linked	with	increased	confidence	in	caring	for	the	dying	and	

their	symptoms.	It	may	be	that	healthcare	professionals	who	are	regularly	

dealing	with	dying	patients	are	more	inclined	to	seek	out	training	in	palliative	

care	in	an	effort	to	maintain	and	improve	their	skills.		

There	have	been	changes	to	incorporate	increased	palliative	care	training	into	

the	undergraduate	curriculum	of	medical	and	nursing	students	and	

postgraduate	healthcare	professionals.(300,	309)	The	duration	of	education	

seems	to	be	important	as	shown	in	a	UK	based	study	of	medical	students	

undertaking	palliative	care	training.(310,	311)	There	is	much	evidence	that	

training	in	palliative	care	particularly	experiential	training	that	includes	

working	in	a	palliative	care	setting	or	with	staff	skilled	in	providing	end	of	life	

care	improves	knowledge,	confidence	and	communication	skills	in	end	of	life	

care.(311-313)	The	importance	of	practical	and	experiential	learning	has	also	

been	highlighted	in	Irish	research	of	GP	trainees.(308)		

A	word	of	caution	though:	this	study	did	not	explore	respondents’	knowledge	or	

skills	in	end	of	life	care.	Comfort	in	providing	care	tells	little	of	the	standard	of	

that	care;	a	person	with	poor	skills	may	be	unaware	of	their	paucity	but	remain	

confident	in	their	abilities.	The	“arrogance-ignorance	paradox”	may	apply.(314)	

Research	has	shown	that	with	advancing	years	of	experience	healthcare	

professionals	confidence	increases	despite	their	level	of	knowledge	remaining	

much	the	same.(315,	316)		This	is	thought	due	to	many	healthcare	professionals	

learning	their	end	of	life	care	skills	by	trial	and	error	or	from	their	peers	(who	

are	also	likely	to	have	learned	by	trial	and	error	or	from	their	peers).(315)	

Measuring	competence	-	either	perceived	or	achieved	–	in	palliative	care	

provision	is	fraught	with	difficulty;	a	systematic	review	by	Frey	et	al	identified	

no	single	validated	competence	assessment	tool.(317)	
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The	factors	contributing	to	the	comfort	healthcare	professionals	have	in	caring	

for	their	dying	patients	are	myriad,	but	important.	In	our	study,	experience	of	

similar	scenarios	either	with	respondents’	own	families	or	in	their	work	

seemed	to	be	associated	with	less	aggressive	treatments	choices.	Knowledge	of	

CPR,	confidence	in	providing	care	for	the	dying,	and	satisfaction	with	

experience	and	training	in	end-of-life	care	appear	to	influence	treatment	

choices,	particularly	those	in	relation	to	cardiopulmonary	resuscitation.	The	

importance	of	practical	experience	in	decision	making	is	borne	out	in	

research.(318)	Older	healthcare	professionals	seem	to	be	less	pessimistic	about	

end	of	life	care,	and	in	younger	non-Hispanic	healthcare	professionals	

pessimism	appears	to	reduce	over	time.(319)	A	recent	Norwegian	study	of	

newly	qualified	doctors	working	in	long	term	care	described	how	this	

experience	impacted	on	their	end	of	life	communication	and	decision-making	

skills;	they	veered	towards	a	more	collaborative	and	often	a	less	“heroic”	

approach	than	that	usually	experienced	by	them	in	their	hospital	rotations	in	

managing	dying	frail	older	patients.(320)	

A	US	study	by	Daly	et	al	exploring	the	influencing	factors	for	physicians	and	

family	surrogates	in	real	life	intensive	care	patients’	decision	making	found	the	

only	consistent	influencer	was	physician	expectations	for	survival	and	future	

cognitive	status,	and	not	patient,	physician	or	family	characteristics,	values	or	

preferences	for	care	or	priorities	for	treatment	(comfort	vs	survival).(321)	

In	a	recent	study	looking	at	the	effect	of	personality	and	religious	beliefs	on	

healthcare	professionals’	decision	making	on	end	of	life	issues,	the	fear	of	

litigation	was	also	identified	as	a	factor,	more	so	for	doctors.(322)		

With	regard	to	the	representativeness	of	the	study	sample,	the	Irish	Medical	

Council’s	Workforce	Intelligence	Report	2016	and	Health	Service	Executive	

publications	on	workforce,	found	a	similar	proportion	of	female	doctors	(41%)	

and	doctors	aged	55	years	and	over	(23%)	to	that	found	in	this	study	(45%	and	

20%	respectively),	and	the	average	age	of	42.4	years	for	doctors	and	44.8	years	

for	nurses	in	our	study,	compares	with	the	national	average	of	40.7	years	for	

doctors	and	43.7	years	for	nurses.(323).	This	study’s	sample	included	
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healthcare	staff	across	a	number	of	disciplines,	including	a	minority	of	surgical	

staff.	The	sampling	methodology	may	have	introduced	representation	bias,	as	

respondents	were	self-selecting	to	attend	some	of	the	conferences,	lectures	and	

educational	symposia	sampled	in	this	study	due	to	an	interest	in	end	of	life	care	

or	advance	care	planning.	Therefore	those	working	in	medicine,	geriatric	care	

and	palliative	care	may	have	been	overrepresented.	This	makes	the	results	even	

more	important	perhaps,	as	these	groups	represent	those	healthcare	workers	

most	likely	to	encounter	patients	near	or	at	end	of	life.		

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	



	
	

101	

	

Chapter	Three:		
Let	Me	Decide	Program;	
background,	development	and	
implementation	challenges	
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3 The	Let	Me	Decide	Program	

The	Let	Me	Decide	(LMD)	advance	care	planning	program	was	developed	by	

Professor	Willie	Molloy	in	Ontario,	Canada	in	1990.	The	first	version	of	the	

accompanying	book	was	published	in	1992.	This	book	serves	as	an	educational	

resource	for	those	who	wish	to	complete	the	associated	Let	Me	Decide	advance	

care	directive.	Over	a	million	copies	of	the	book	have	been	sold.	The	first	Irish	

edition	of	the	book	was	printed	in	2011.		

The	Let	Me	Decide	advance	care	directive	has	been	used	extensively.	Research	

citing	its	usage	in	several	countries	has	been	published,	and	it	has	been	

successfully	employed	in	a	number	of	settings	and	populations:	community	

dwelling	older	people	and	veterans,	and	in	long	term	care.(144,	233,	324,	325)	

It	was	used	in	one	of	the	few	randomised	controlled	trials	of	advance	care	

directives	in	long	term	care.(144)	The	results	of	this	randomised	controlled	

trial	were	published	in	JAMA	in	2000	and	according	to	Google	Scholar,	this	work	

has	been	cited	by	at	least	419	journal	articles	(correct	as	of	9th	June	2017).		

The	editorial	accompanying	the	JAMA	article,	raised	two	key	concerns	with	the	

study;	firstly	that	the	study	did	not	collect	data	on	symptom	control	or	the	

quality	of	life	of	residents	in	the	study	homes,	and	secondly	that	it	was	not	

possible	to	know	if	the	reduction	in	hospitalisations	seen	was	not	at	the	cost	of	

reduced	quality	of	end	of	life	care	and	was,	in	truth,	reflective	of	the	residents’	

expressed	wishes.	(326)	Previous	trials	of	the	Let	Me	Decide	advance	care	

directive	in	long	term	care	showed	that	a	majority	of	residents	completing	the	

directive	chose	to	remain	in	their	respective	long	term	care	residences	at	the	

end	of	life.		

3.1 Background	

 Advance	care	directive	legislation:	Canada	and	Ireland	

Comparison	of	advance	care	directive	legislation	in	Canada	and	Ireland	

At	the	outset	of	this	research,	competent	Irish	people,	like	those	in	Canada	had	

the	right	to	control	healthcare	decisions	for	themselves,	and	the	same	right	to	

refuse	treatment,	even	if	this	led	to	their	death.	Though	small	nuances	of	
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difference	in	the	advance	care	directive	legislation	existed	between	Canadian	

provinces,	the	law	on	advance	care	directives	had	been	well	established	there	

for	many	years.	Ireland,	conversely,	lacked	any	legislation	for	advance	care	

directives	and	a	dearth	of	Irish	case	law	relating	to	their	use	contributed	to	a	

lack	of	clarity	regarding	the	validity	and	applicability	of	advance	care	directives.	

(327)	It	was	expected	though	that,	if	challenged,	a	validly	created	advance	care	

directive	would	have	been	upheld	in	Ireland.(73,	74)	

In	2008,	the	Irish	Law	Reform	Commission	recommended	there	be	a	statutory	

framework	on	advance	care	directives	in	its	Consultation	Paper	Bioethics:	

Advance	Care	Directives	2008.	(328)	Their	subsequent	report	in	2009	advised	

this	framework	be	incorporated	into	the	anticipated	Irish	Mental	Capacity	Act,	

and	outlined	a	proposal	for	how	such	a	framework	might	operate.(263)		

Irish	law,	under	the	Powers	of	Attorney	Act	1996,	allowed	for	a	competent	adult	

(the	donor)	to	register	a	Power	of	Attorney,	appointing	whom	should	act	on	the	

donor’s	behalf	in	the	event	the	donor	lost	the	capacity	to	manage	their	own	

affairs.	Whilst	this	Act	conferred	on	the	nominated	Attorney	the	right	to	make	

decisions	connected	with	property,	finance	or	personal	care	-	those	rights	did	

not	extend	to	healthcare	decisions;	and	certainly	not	to	those	regarding	life	

sustaining	treatment.	The	Law	Reform	Commission	in	their	2009	report	

suggested	an	extension	to	the	Power	of	Attorney	Act	1996	to	allow	a	person	to	

stipulate	that	their	nominated	Attorney	could	make	healthcare	decisions	

including	whether	(or	not)	the	donor	would	be	resuscitated.	The	report	

recommended	that	this	power	should	only	extend	to	decisions	on	life	

threatening	illnesses	if	the	donor	had	expressly	indicated	this	level	of	authority.		

When	Dáil	Éireann	presented	the	Assisted	Decision-Making	(Capacity)	Bill	2013	

in	July	2013,	this	recommendation	was	included,	but	only	in	part.	It	proposed	

the	Power	of	Attorney	could	include	healthcare	decisions,	but	did	not	permit	

the	attorney	to	refuse	life	sustaining	treatment.(329)	

Ultimately,	during	the	course	of	this	research,	the	Assisted	Decision-Making	

(Capacity)	Act	2015	was	signed	into	law	by	the	Irish	President	on	30	December	

2015.(330)	This	replaced	the	previous	legislation:	the	Marriage	of	Lunatics	Act	
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1811	and	the	Lunacy	Regulation	(Ireland)	Act	1871.(331)	When	it	is	

commenced,	the	2015	Act	will	allow	for	a	person	to	create	an	advance	

healthcare	directive	and	to	appoint	a	“designated	healthcare	representative”	

who	would	have	the	“power	to	consent	to	or	refuse	treatment,	up	to	and	

including	life	sustaining	treatment,	based	on	the	known	will	and	preferences	of	

the	directive-maker”	(p91,	section	88.	(1)	(b)	(ii)).	Canadian	legislation	

similarly	allows	an	adult	with	capacity,	to	create	an	advance	care	directive	

under	the	Health	Care	Consent	Act,	1996,	S.O.	1996,	c.	2,	Sched.	A	and/or	the	

appointment	of	a	proxy	medical	decision	maker,	a	Power	of	Attorney	for	

Personal	Care,	under	the	Substitute	Decision	Act,	1992,	S.O.	1992,	c.	30	

This	raises	the	question	of	what	would	happen	in	the	absence	of	an	advance	

care	directive	or	appointed	proxy	decision	maker,	for	an	adult	lacking	capacity	

with	regard	to	medical	decision	making.			

 Medical	decision	making	in	the	older	adult	with	diminished	

capacity	

Medical	decision	making	for	older	adults	with	diminished	capacity	in	Ireland	

As	the	2015	Act	has	not	yet	been	commenced,	the	legal	situation	in	Ireland	

remains	as	it	was	at	the	beginning	of	this	research.	Once	commenced,	this	Act	

will	abolish	the	existing	Wardship	or	Ward	of	Court	system	as	designated	

within	the	meaning	of	the	Lunacy	Regulation	(Ireland)	Act	1871.	This	is	the	

current	legal	mechanism	for	medical	decision	making	for	adults	lacking	

capacity.	The	system	is	not	inexpensive	and	“in	the	main	considered	to	be	

cumbersome	and	is	not	often	utilized.”(332)		

In	July	2016	there	were	approximately	2600	Wards	of	Court	in	Ireland.(333)	

The	alternative,	which	is	more	commonplace	in	Ireland,	is	that	the	person	

lacking	capacity	is	not	a	registered	Ward	of	Court	and	in	this	scenario,	the	legal	

authority	for	treatment	decisions	then	rests	with	the	lead	clinician	treating	the	

individual.	The	Irish	Medical	Council	advises	that	where	possible	the	clinician	

consults	with	the	family	of	the	person	lacking	capacity	about	the	treatment	

choices	their	loved	one	would	have	wanted.	(334)	Where	there	is	disagreement	
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between	the	clinician	and	the	family	on	treatment,	the	Medical	Council	advises	

the	clinician	to	seek	a	second	opinion.(334)		

The	legality	of	this	approach	was	questionable	as	until	the	2015	Act	there	was	

no	formal	provision	in	Irish	law	(except	under	Wardship)	for	a	person	to	give	or	

refuse	consent	on	behalf	of	an	incompetent	adult.	Case	law	helped	address	this	

issue	to	some	extent,	in	relation	to	healthcare	decisions;	in	1996,	a	High	Court	

decision	by	Judge	Lynch,	in	Re	a	Ward	of	Court,	recommended	the	physician	

make	medical	decisions.	Although	this	has	since	become	the	standard	practice,	

the	general	population,	and	indeed	many	Irish	healthcare	professionals	as	seen	

in	Chapter	2,	still	have	a	poor	understanding	of	the	roles	and	clinical	

responsibilities	in	making	medical	decisions	for	those	lacking	capacity.(335,	

336)	This	is	no	doubt	fed	by	“the	widespread	false	belief	that	family	members	

and	carers	may	make	valid	decisions	on	behalf	of	people	who	do	not	have	legal	

capacity”	acknowledged	in	the	Law	Reform	Commission	Consultation	Paper	on	

Law	and	the	Elderly	in	2003,	which	led	them	to	advise	the	law	on	consent	to	

medical	treatment	would	need	to	be	addressed.(337)		

Medical	decision	making	for	older	adults	with	diminished	capacity	in	Canada	

Legal	clarity	regarding	medical	decision	making	for	the	older	adult	lacking	

capacity	is	of	longer	duration	in	Canada.	In	Ontario,	the	Health	Care	Consent	Act,	

1996	addressed	this	through	the	appointment	of	a	“substitute	decision	maker”.	

The	Act	describes	who	may	be	appointed	and	the	process	for	making	decisions	

to	optimise	respect	for	the	person	lacking	capacity’s	wishes;	or	where	their	

wishes	are	unknown	dictates	that	decisions	be	made	in	their	best	interests	in	

the	least	intrusive	or	restrictive	fashion.	

If	the	individual	had	not	appointed	a	substitute	decision	maker,	the	highest-

ranking	person	according	to	the	hierarchy	set	out	in	the	Canadian	Act	would	

then	become	the	legal	substitute	decision	maker.	The	hierarchy	of	decision	

makers	is:	

a) The	person’s	Guardian	of	the	person,	if	they	have	authority	for	

healthcare	decisions	(court	appointed	by	the	Superior	Court	of	Ontario)	
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b) The	person’s	Attorney	for	personal	care,	if	the	Power	of	Attorney	confers	

authority	for	healthcare	decisions	

c) A	Representative	appointed	by	the	Consent	and	Capacity	Board,	(anyone	

can	apply	to	the	Board	to	be	appointed)		

d) The	person’s	spouse,	common-law	spouse	or	partner	

e) The	person’s	child	(if	aged	over	16	years)	or	parent	

f) The	person’s	parent	with	right	of	access	in	custodial	cases,		

g) The	person’s	sibling	

h) Any	other	relative	by	blood,	marriage	or	adoption	

i) The	Office	of	the	Public	Guardian	and	Trustee	(the	person	of	last	resort)		

3.2 Development	of	the	Let	Me	Decide	Program	for	Ireland	

 The	research	site	managers’	feedback	and	steering	group	

The	steering	group	was	composed	of	the	researchers	and	senior	nursing	staff	

from	each	of	the	proposed	pilot	study	sites	for	the	piloting	of	the	Let	Me	Decide	

program,	and	several	other	long	term	care	residences,	the	steering	group	met	

regularly	in	the	early	stages	of	the	project.	This	group	was	formed	for	a	variety	

of	reasons;	it	served	as	a	means	of	gaining	insight,	information	and	buy	in	from	

the	key	stakeholders	within	the	management	structures	of	each	study	site.	The	

group	also	served	the	important	purpose	of	allowing	two-way	feedback	

between	the	researcher(s)	and	the	study	site	staff,	which	facilitated	

modification	of	the	Let	Me	Decide	program	material	taking	account	of	their	

feedback.	In	addition,	the	group	had	the	important	function	of	solidifying	a	

feasible	and	practical	standardised	design	for	delivery	of	the	study’s	complex	

intervention	across	sites.	In	this	regard,	the	group	assisted	in	the	development	

and	formalisation	of	a	study	protocol	that	was	sensitive	to	local	contexts,	both	

organisational	and	logistical,	on	how	the	advance	care	planning	program,	

palliative	care	educational	program	and	its	associated	training	would	be	

implemented	in	the	study	sites.		

The	study	protocol	was	based	on	the	original	Canadian	study	protocol,	but	took	

account	of	the	legal	situation	in	Ireland	at	the	time,	and	practical	issues	in	its	

application	within	each	of	the	study	sites.	The	protocol	was	devised	by	
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consensus	through	regular	meetings	and	feedback	from	both	the	senior	nurse	

managers	and	from	their	staff	“on	the	ground”.	The	finalised	protocol	is	in	

Appendix	2.		

In	addition,	this	group	advised	on	various	edits	of	the	advance	care	directive	

form,	which	had	to	be	modified	due	to	the	differing	legal	scenarios	between	

Canada	and	Ireland.		

 The	supplementary	educational	material		

Despite	the	Let	Me	Decide	book,	being	written	in	plain	English,	being	only	57	

pages	long,	and	approximately	A5	size	(14cm	x	22cm),	it	proved	too	much	for	

the	majority	of	residents	to	tackle,	even	those	who	were	physically	reasonably	

well	and	cognitively	intact.	Their	adult	children	read	it	with	interest	and	

absorbed	it	with	ease,	but	felt	for	the	most	part,	it	was	aimed	at	a	younger	

audience	than	their	elderly	parents.	Alternative	simpler	educational	tools	were	

developed.	The	book	was	synopsized	to	eight	A4	pages.	This	was	too	much	to	

maintain	the	concentration	of	many	residents.	It	was	shortened	to	four	A4	

pages,	but	again	even	this	brief	booklet	was	excessive	for	a	cohort	of	residents.	

Finally,	a	two-sided	laminated	A4	page	with	the	key	educational	elements	in	

large	print	was	devised,	not	to	be	used	independently,	but	as	an	educational	

tool	or	prompt	to	supplement	conversation	and	discussion	with	the	nursing	

staff	facilitating	advance	care	planning	with	the	resident.	Later	relevant	

illustrations	were	added.	Staff	feedback	was	that	this	approach	worked	best	for	

most	residents.		

 The	Let	Me	Decide	Advance	Care	Directive	form:	

The	original	Canadian	form	contained	five	parts:		

1.	Introduction:	which	named	the	person	completing	it,	and	contained	an	

explanation	of	the	purpose	of	the	document	

2.	Personal	Statement:	this	part	allowed	the	individual	to	stipulate	what	they	

would	deem	to	be	an	“unacceptable	condition”.	This	part	also	contained	a	
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section	on	whether	they	would	agree	(or	not)	to	blood	transfusion,	organ	

donation	or	cremation.	

3.	The	Health	Care	Chart:	this	section	outlined	the	wishes	of	the	individual	

with	regard	to	cardiopulmonary	resuscitation	(CPR)	if	they	arrested,	tube	

feeding	and	the	level	of	care	they	would	wish	to	receive	(“palliative”,	“limited”,	

“surgical”	or	“intensive”)	in	the	event	of	life	threatening	illness	in	two	scenarios;		

Firstly	“Reversible/Acceptable”:	what	they	would	want	if	the	illness	was	

reversible	and	their	condition	at	the	onset	of	illness	was	acceptable	to	them	and	

Secondly	“Irreversible/Intolerable”:	what	they	would	want	if	they	had	an	

irreversible	life	threatening	illness,	or	their	condition	was	unacceptable	or	

intolerable	to	them	at	the	onset	of	the	life	threatening	illness,	as	defined	in	their	

personal	statement	in	section	2	of	the	ACD.		

4.	Definitions:	This	defined	what	was	meant	by	each	of	the	terms	used	in	the	

document,	importantly	it	defined	what	was	meant	by	the	four	levels	of	care	

(“palliative”,	“limited”,	“surgical”	and	“intensive”)	from	section	3	of	the	ACD,	

what	it	meant	if	they	chose	to	have	or	not	have	CPR,	what	types	of	feeding	they	

might	want	(or	not).		

5.	Signature	section:	this	section	contained	the	relevant	signatures	of	the	

donor	(the	person	completing	the	directive),	and	witnesses.	It	also	allowed	the	

donor	to	name	a	“proxy”	decision-maker.		

Although	it	was	first	envisioned	that	the	Canadian	Let	Me	Decide	ACD	form	

could	be	used	in	this	Irish	study,	it	became	apparent	that	an	Irish	version	

relevant	to	the	long	term	care	population	in	the	study	sites	would	need	to	be	

created.	Therefore,	the	form	evolved	both	before,	during	and	indeed	after	

completion	of	this	research	project.		

Revisions	of	the	Let	Me	Decide	ACD	form:	Legislative	reasons	

Firstly,	the	form	was	changed	to	account	for	legislative	differences	between	

Ireland	and	Canada	in	2011	as	outlined	above.	In	particular,	the	Canadian	form	

allowed	for	the	legal	appointment	of	a	proxy	decision	maker	and	in	the	absence	
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of	this	designation,	the	hierarchy	of	substitute	decision	makers	would	be	

applied	for	someone	lacking	capacity.	In	Ireland,	healthcare	decisions	made	by	

relatives	or	proxies	have	no	legal	basis	in	Ireland,	and	it	is	the	physician	who	

has	ultimate	responsibility	as	described	above.		

Over	the	course	of	the	project,	as	more	information	became	available	on	what	

was	proposed	in	the	forthcoming	Assisted	Decision	Making	Bill,	the	form	was	

adjusted	to	remain	in	line	with	the	anticipated	Bill.	Ultimately	the	form	was	

changed	again	so	that	with	the	passing	of	the	new	Act	in	December	2015,	the	

form	would	remain	consistent	with	legislation.		

In	addition,	it	was	realised	that	interpretation	of	the	form’s	validity,	by	those	

external	to	the	study	could	be	difficult	due	to	an	absence	on	the	form	of	any	

account	of	the	person’s	cognition	or	capacity	at	the	time	of	completing	the	Let	

Me	Decide	advance	care	directive.	Thus,	a	section	containing	their	Mini	Mental	

State	Examination	score	(MMSE)(338,	339)	and	Screening	Instrument	to	Assess	

Competency	to	Complete	an	Advance	Directive	(SIACAD)	score	was	added,	along	

with	the	date	these	scores	were	achieved.(340)		

Revisions	of	the	Let	Me	Decide	ACD	form	subsequent	to	staff	feedback	

Secondly,	the	form	was	altered	to	accommodate	feedback	from	nursing	staff	

who	were	using	it	with	residents	in	the	three	long	term	care	pilot	study	sites.	

Staff	found	that	cognitively	intact	older	people	had	difficulty	and	reluctance	in	

hypothesising	future	situations;	they	preferred	to	base	care	decisions	on	their	

wishes	for	the	present,	their	present	selves	and	present	situation.	This	is	in	line	

with	several	studies	which	found	particularly	for	the	oldest	old,	that	they	prefer	

to	“live	in	the	moment”	and	have	trouble	dealing	with	the	complexities	and	

uncertainty	of	what	circumstances	might	arise	in	the	future.	(341-345)	This	led	

to	the	“health	care	chart”	section	of	the	form	changing	to	become	firstly	“in	my	

CURRENT	state	of	health/functioning	if	I	became	seriously	ill	I	would	choose…..”	

which	was	followed	by	an	optional	part	where	the	person	could	define:	“if	my	

state	of	health/functioning	became	IRREVERSIBLY	WORSE	and	my	quality	of	

life	became	UNACCEPTABLE	to	me,	AND	I	became	seriously	ill,	I	would	
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choose…..”,	and	then	describe	in	their	personal	statement	section	what	would	

be	unacceptable	to	them	and	in	what	circumstances	these	choices	would	apply.		

 The	need	for	an	additional	means	of	care	planning	for	those	with	

diminished	capacity	to	complete	an	ACD.		

Advance	care	directives	are	legally	binding	documents	(where	legislation	

exists)	and	in	Ireland	can	only	be	completed	by	a	competent	adult	for	their	own	

healthcare	wishes.	In	the	absence	of	an	advance	care	directive,	there	is	no	legal	

basis	for	a	family	member	to	make	healthcare	decisions	for	someone	lacking	

capacity.	It	is	the	physician’s	responsibility,	but	with	advice	that	they	should	

consult	with	the	family	with	regard	to	the	person’s	wishes.	The	process	for	a	

person	lacking	capacity	is	described	in	more	detail	in	section	4.2.1.	

This	meant	the	development	of	a	separate	non-legally	binding	form	to	

document	the	outcome	of	end	of	life	care	planning	discussions	for	those	with	

diminished	capacity	or	those	who	did	not	want	to	commit	to	a	legally	binding	

advance	care	directive	document.	There	was	much	controversy	amongst	the	

group	as	to	what	this	document	should	be	called,	for	most	of	the	project	it	was	

referred	to	as	the	End	of	life	Decisions	Care	Plan	for	Person	Lacking	Capacity	

(EoLCP)	though	it	has	been	renamed	as	the	End	of	life	Decisions	Care	Plan	for	

Person	With	Diminished	Capacity	(EoLCP).	Some	of	the	study	site	Let	Me	Decide	

nursing	facilitators	chose	to	document	verbatim	the	discussions	with	the	

resident,	so	as	to	best	capture	the	resident’s	wishes.		
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Chapter	Four:		
Challenges	in	Implementing	the	
Let	Me	Decide	Advance	Care	
Planning	Program	in	Long	Term	
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4 Challenges	in	Implementing	the	Let	Me	Decide	Advance	Care	

Planning	Program	in	Long	Term	Care		

4.1 Abstract	

Background:	A	high	prevalence	of	cognitive	impairment	and	frailty	complicates	

the	feasibility	of	advance	care	planning	in	the	long-term-care	population.		

Research	aim:	To	identify	challenges	in	implementing	the	‘Let	Me	Decide’	

advance	care	planning	program	in	long-term-care	

Research	design:	This	feasibility	study	had	two	phases:	(i)	staff	education	on	

advance	care	planning	and	(ii)	structured	advance	care	planning	by	staff	with	

residents	and	families.	

Participants	and	research	context:	long-term-care	residents	in	two	nursing	

homes	and	one	community	hospital	

Ethical	considerations:	The	local	research	ethics	committee	granted	ethical	

approval.		

Findings:	Following	implementation,	over	50%	of	all	residents	had	completed	

some	form	of	end	of	life	care	plan.	Of	the	70	residents	who	died	in	the	post-

implementation	period,	14%	had	no	care	plan,	10%	(with	capacity)	completed	

an	advance	care	directive	and	lacking	such	capacity,	76%	had	an	end	of	life	care	

plan	completed	for	them	by	the	medical	team,	following	discussions	with	the	

resident	(if	able)	and	family.		

The	considerable	logistical	challenge	of	releasing	staff	for	training	triggered	

development	of	an	e-learning	program	to	facilitate	training.		

Discussion:	The	challenges	encountered	were	largely	concerned	with	preserving	

residents’	autonomy,	avoiding	harm	and	suboptimal	or	crisis	decision-making,	

and	ensuring	residents	were	treated	fairly	through	optimization	of	finite	

resources.	
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Conclusions:				Although	it	may	be	too	late	for	many	long-term-care	residents	to	

complete	their	own	advance	care	directive,	the	‘Let	Me	Decide’	program	includes	

a	feasible	and	acceptable	option	for	structured	end	of	life	care	planning	for	

residents	with	variable	capacity	to	complete	an	advance	care	directive,	

involving	discussion	with	the	resident	(to	the	extent	they	were	able)	and	their	

family.	While	end	of	life	care	planning	was	time-consuming	to	deliver,	nursing	

staff	were	willing	to	overcome	this	and	take	ownership	of	the	program,	once	the	

benefits	in	improved	communication	and	enhanced	peace	of	mind	among	all	

parties	involved,	became	apparent	in	practice.	

4.2 Background	

Advance	care	planning	(ACP)	is	a	process	of	communication	between	an	

individual,	their	healthcare	providers,	and	often	close	family,	to	explore	the	

individual’s	goals,	values	and	beliefs	and	how	these	inform	their	preferences	for	

future	healthcare.	One	potential	outcome	of	ACP	is	an	advance	care	directive	

(ACD).	An	ACD	is	only	valid	if	made	voluntarily,	by	a	competent	informed	

person.	It	records	what	care,	including	life-sustaining	treatments,	that	person	

would	or	would	not	wish	to	receive,	if	they	become	incapacitated	to	make,	or	

communicate	care	decisions	in	the	future;	which	is	the	only	situation	an	ACD	

would	be	used	or	acted	upon.	Depending	on	the	jurisdiction,	ACDs	can	be	legally	

binding.	Another	potential	ACP	output	is	an	advance	care	plan,	which	is	a	less	

formal,	non-legally	binding,	record	of	an	individual’s	wishes.	

ACP	empowers	people	to	direct	the	care	they	wish	to	receive	at	the	end	of	life.	

Research	suggests	that	most	older	adults	do	not	want	life-sustaining	

interventions	at	the	end	of	life,	but	would	accept	interventions	to	keep	them	

comfortable.(137,	346,	347)	Studies	including	two	recent	systematic	reviews	

found	positive	effects	of	ACP	and	ACDs	on	the	quality	of	end	of	life	care,	

including	increased	concordance	between	preferences	for	and	delivered	

care.(137,	139,	141,	348)	Additional	ACP	benefits	include	better	preparation	for	

dying,	relief	of	anxiety,	avoidance	of	prolongation	of	dying,	and	strengthening	of	

personal	relationships.(233,	349-351)		
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ACP	may	also	help	family	prepare	for	potential	difficulties	in	bereavement.	In	an	

Australian	randomised	controlled	trial	(RCT)	involving	older	inpatients,	a	

patient-centred	ACP	improved	end	of	life	care,	patient	and	family	satisfaction	

with	care,	and	reduced	stress,	anxiety	and	depression	in	surviving	

relatives.(247)	

With	advancing	age,	an	increasing	proportion	of	older	people	come	to	reside	in	

long-term-care	(LTC)	residences.(198)	Ultimately	it	is	where	15-25%	of	people	

die	and	where	most	LTC	residents	choose	to	die.(200,	352,	353)	Cognitive	

impairment	is	highly	prevalent	(50-89%)	in	LTC	residents.(340,	354)	An	

English	National	Audit	Office	Report	suggested	about	half	of	LTC	residents	who	

died	in	hospital	could	have	died	in	LTC	or	at	home,	frail	older	people	were	most	

vulnerable	to	hospitalisation.(355)	Several	studies	indicate	ACP	may	help	

prevent	avoidable	hospitalisation	of	LTC	residents.(144,	228,	233)	An	

Australian	controlled	study	utilising	the	Let	Me	Decide	(LMD)	ACD	found	that	

ACP,	alongside	a	hospital-in-the-home	scheme,	decreased	hospital	admission	

and	mortality	of	LTC	residents.(233)	

Whilst	ACP	strives	to	extend	a	person’s	autonomy	to	a	time	when	they	can	no	

longer	make	decisions	for	themselves	and	evidence	suggests	many	positive	

effects,	research	also	identifies	issues	that	proponents	of	ACP	need	to	address,	

such	as	patient	procrastination(356)	and	change	of	mind.(126)	These	

challenges	arising	in	relation	to	ACP	often	have	an	ethical	dimension	and	they	

may	differ	depending	on	the	healthcare	setting,	patient	population	and	

prevalence	of	cognitive	impairment.	We	consider	these	in	the	Discussion	

section	in	relation	to	the	particular	challenges	that	we	identified	in	

implementing	the	LMD	program	in	the	LTC	setting	in	Ireland.	

 The	‘Let	Me	Decide’	program	

The	LMD	program	offers	a	structured	approach	to	end	of	life	care	planning	in	

the	LTC	setting	for	both	residents	with	and	without	capacity	to	complete	an	

ACD,(357)	and	has	been	successfully	implemented	in	LTC	facilities	in	

Canada.(144)	A	recent	review	of	studies	on	ACP	programs	in	LTC,	classed	the	
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LMD	program	as	dementia-friendly	based	on	criteria	in	the	Dementia	Policy	

Lens	Toolkit.(358)		

Table	1	lists	key	elements	of	the	LMD	program,	including	the	use	of	a	specially	

developed	tool	(Screening	Instrument	to	Assess	Competency	to	Complete	an	

Advance	Directive	(SIACAD))	to	assess	a	resident’s	capacity	to	understand	the	

implications	of	choices	made	in	completing	a	LMD	ACD.(340)		

Figure	4.1				Key	features	of	the	‘Let	Me	Decide’	Program	for	use	in	LTC	settings.	

	

• The	resident’s	cognition	is	assessed	using	the	Standardised	Mini	Mental	

State	Examination	(SMMSE).(339)	

• Includes	structured	education	of	residents	and	families	about	ACP/end	

of	life	care	planning	

• The	resident’s	capacity	to	complete	the	LMD-ACD	is	assessed	using	the	

(SIACAD).(340)	

• The	LMD-ACD	form	includes	a	menu	of	healthcare	options	that	the	

resident	is	asked	to	choose	for	two	different	situations:	(i)	in	their	

current	state	of	health,	if	they	became	seriously	ill	and	required	life-

saving	treatment	and	(ii)	if	their	state	of	health/level	of	functioning	had	

become	unacceptable	to	them	and	was	irreversible,	and	they	became	

seriously	ill	requiring	life-saving	treatment.	

• When	completing	the	LMD-ACD	form,	a	person	can	make	a	‘Personal	

Statement’	indicating	which	irreversible	states	of	health/levels	of	

functioning	would	be	unacceptable	to	them.	

• Healthcare	choices	relate	to	three	different	areas:	(i)	Cardiopulmonary	

Resuscitation	(CPR)	or	No	CPR;		(ii)	Basic	Feeding	or	Tube	Feeding;	and	

(iii)	Level	of	treatment:	Palliative-Comfort	Care	or	Limited	Care	or	

Surgical	Care	or	Intensive	Care.	Explanations	of	each	of	these	terms	is	

included	in	the	LMD	program’s	educational	material.	

• Residents	are	encouraged	to	include	a	close	family	member/friend	in	the	

ACP	process.	
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• The	individual	may	nominate	a	surrogate	decision-maker	(healthcare	

proxy)	whom	they	would	like	to	be	consulted	in	the	event	they	lose	

capacity.	

• The	LMD	program	ensures	that	ACDs	are	made	voluntarily,	without	

coercion	or	undue	influence.	

• For	a	resident	who	lacks	capacity	to	complete	an	ACD:	

• if	interested,	any	resident,	wherever	possible	may	engage	in	ACP	to	

the	extent	that	their	cognition	will	allow.	They	are	encouraged	to	

include	a	close	family	member	or	friend	in	care	planning	discussions.	

• any	expressed	views	in	relation	to	their	EoL	care	preferences	are	

documented.	

• for	residents	who	lack	capacity	and	are	unable	to	express	views	on	

EoL	care	e.g.	because	of	advanced	dementia,	the	family/next-of-kin	is	

approached	to	see	if	they	would	like	to	engage	with	nursing	and	

medical	staff	in	discussing	EoL	care	for	their	relative	

• these	discussions	will	help	inform	the	completion	of	an	‘End	of	life	

Decisions	Care	Plan	for	Person	Lacking	Capacity’	by	the	doctor	and	

senior	nurse.	

	

For	residents	lacking	capacity	to	make	an	advance	care	plan,	an	End	of	life	

Decisions	Care	Plan	for	Person	Lacking	Capacity	(EoLCP)	was	created.	It	is	not	

legally	binding	and	was	completed	by	the	healthcare	professional	in	a	

collaborative	fashion	with	the	resident	(to	the	extent	they	were	able	to	engage	

in	the	process)	and	their	family,	taking	into	consideration	any	views	expressed	

currently	or	historically	by	the	individual	in	relation	to	end	of	life	care;	what	

their	family	believe	would	have	been	the	person's	wishes;	and	the	views	of	the	

family	and	healthcare	professionals	on	what	care	is	in	the	person's	best	interest	

and	most	consistent	with	their	values	and	worldview.	Every	attempt	was	made	

to	complete	an	EoLCP	reflecting	the	wishes	of	the	individual,	with	their	assent.		
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4.3 Methods	

The	LMD	program	was	implemented	in	two	nursing	homes	and	one	community	

hospital,	totalling	290	beds.	The	study	received	ethical	approval	from	the	

Clinical	Research	Ethics	Committee	of	the	Cork	Teaching	Hospitals.	

Each	resident	and/or	family	member,	who	voluntarily	engaged	in	the	LMD	end	

of	life	care	planning	process,	was	given	a	verbal	and	written	explanation	of	the	

study	and	assurance	in	relation	to	withdrawal	of	their	consent,	confidentiality,	

quality	of	care,	and	the	risks	of	participation	in	the	study.	The	information	and	

assurances	given	are	listed	in	Table	2.	

Figure	4.2		Information	and	assurances	given	to	residents	(and/or	their	family)	

voluntarily	engaging	in	the	‘Let	Me	Decide’	process,	regarding	issues	of	consent	and	

confidentiality.		
	

• You	are	not	required	to	engage	in	the	‘Let	Me	Decide’	advance	care	planning	

(ACP)	process,	it	is	completely	voluntary	

• Your	decision	to	engage	in	the	ACP	process	will	not	affect	the	quality	or	

amount	of	healthcare	that	you	receive	

• There	will	be	no	risks	involved	by	your	participation	

• You	can	decide	at	any	stage	that	you	no	longer	wish	to	proceed	

• If	you	decide	to	proceed,	you	are	under	no	obligation	to	complete	an	ACD	

form	at	the	end	of	the	ACP	process;	you	may	choose	to	document	your	

wishes	in	a	less	formal	way	(like	in	the	form	of	a	‘letter’)	

• At	any	time,	you	can	change	your	mind	about	any	of	the	decisions	you	have	

made	in	your	ACD,	or	you	can	withdraw	your	ACD	completely.	

• Your	ACD	will	only	be	used	if,	in	the	future,	you	are	unable	to	make	

healthcare	decisions	or	communicate	these	to	others;	if	you	are	still	able	to	

think	straight	and	communicate	your	wishes,	you	will	be	asked	about	your	

treatment	preferences	at	that	time.	

• If	you	agree	to	your	medical	records	being	reviewed	as	part	of	this	

feasibility	study,	please	sign	the	consent	form	after	you	are	satisfied	that	

you	have	enough	relevant	information.	
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• Any	information	collected	as	part	of	this	feasibility	study	will	be	treated	as	

strictly	confidential.	

The	study	had	two	phases.		

 Phase	1	–	Pre-implementation	survey	and	education	of	healthcare	

staff		

Almost	30	senior	nurses	from	participating	sites	completed	two	half-day	

workshops	on	ACP	and	the	use	of	LMD	including	ethical,	legal	and	practical	

considerations.	Staff	in	the	study	sites,	were	surveyed	before	and	after	

implementation	on	their	palliative	care	and	ACP	knowledge,	their	perceived	and	

experienced	barriers	to	ACP,	and	their	educational	needs	and	confidence	in	

delivering	end	of	life	care	and	ACP.	Findings	from	the	pre-implementation	

survey	were	used	to	refine	the	palliative	care	educational	component	of	this	

program.	Two	half-day	workshops	covering	the	principles	of	palliative	care,	

communication	skills,	bereavement	and	symptom	assessment	and	

management,	were	delivered	to	nurses	and	healthcare	assistants.			

 Phase	2	–	Delivery	of	ACP	by	staff	to	residents	and	families	

Senior	nurses	involved	in	delivering	ACP	to	residents/families	were	provided	

with	the	necessary	documentation	and	resources.	The	first	step	in	the	LMD	ACP	

process	assesses	cognition	using	the	SMMSE,	to	measure	the	likelihood	the	

resident	has	sufficient	capacity	to	engage	with	ACP.(340)	In	the	second	step,	

nurses	educated	willing	residents/families	regarding	ACP	and	LMD.	Following	

this,	the	resident’s	capacity	to	complete	the	LMD	ACD	was	assessed	using	the	

SIACAD	tool.(340)	

Staff	were	supported	by	the	research	team	on	an	ongoing	basis.	During	monthly	

feedback	meetings,	any	issues	arising	during	implementation	were	discussed	

and	changes	were	made	to	the	program	to	address	the	needs	identified.		
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4.4 Findings	

 Diminishing	capacity	of	residents	to	complete	ACDs	

Following	implementation	of	the	LMD	ACP	program,	more	than	50%	of	

residents	in	each	of	the	three	study	sites	had	some	form	of	end	of	life	care	plan	

in	place.	Of	the	70	residents	who	died	in	the	post-implementation	period,	14%	

had	no	care	plan,	10%	(with	capacity)	completed	their	own	ACD;	and	lacking	

such	capacity,	76%	had	EoLCPs	completed	for	them	by	the	medical	team,	

following	discussions	with	the	resident	(if	able)	and	family.		

From	our	audit	of	residents’	completed	ACDs,	the	majority	choose	(i)	“No	CPR”;	

(ii)	“Basic	feeding”	(rather	than	“Tube	feeding”);	and	(iii)	either	

“Comfort/Palliative	Care”	or	“Limited	Care”	(rather	than	“Surgical	Care”	or	

“Intensive	Care”).	Nursing	staff	reported	that,	in	general,	families	were	keen	to	

be	involved	in	the	end	of	life	care	planning	process,	and	that	families	of	

residents	lacking	capacity	to	complete	an	ACD,	consistently	asked	for	low	levels	

of	intervention	at	the	end	of	life.	

Legislative	differences	between	Ireland	and	Canada	necessitated	alteration	of	

the	original	LMD	program	for	this	study.	In	the	original	intervention,	residents	

lacking	capacity	to	complete	an	ACD,	had	a	proxy	(court	appointed	guardians,	

attorneys	for	personal	care,	family	members	or	guardians)	complete	one	for	

them.	In	Ireland	however,	the	process	of	decision-making	was	dictated	by	the	

situation	that	prevailed	at	the	time	of	the	study	(2013-2014)	where	the	

authority	for	treatment	decisions	for	individuals	lacking	capacity	was	vested	in	

the	lead	clinician.	Policies	such	as	the	National	Consent	Policy	(2014)	and	Irish	

Medical	Council	guidance	explicitly	encourage	clinicians	to	consult	with	family	

of	those	lacking	capacity,	about	the	treatment	and	care	of	their	loved	ones,	but	

how,	precisely,	this	might	be	done	was	not	clear.(334,	359)		

The	LMD	program	tried	to	address	this	issue.	Where	a	resident	lacks	capacity	to	

complete	an	ACD,	this	does	not	diminish	the	importance	of	their	opinions	and	

therefore	any	expressed	views	on	end	of	life	care	were	documented.	Residents	

were	encouraged	to	involve	family	in	end	of	life	care	discussions.	Capacity,	
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while	traditionally	seen	as	dichotomous,	is	increasingly	recognized	as	being	a	

more	dimensional	and	inclusionary	concept,	not	“black	and	white”,	but	a	

spectrum	of	ability	to	engage	in	decision-making	which	may	vary	depending	on	

the	complexity	of	the	decision	being	made.	Assent	refers	to	the	approval	of	a	

decision	by	a	person	lacking	capacity	to	manipulate	information	relevant	to	that	

decision.(360)	As	cognition	decreases,	so	too	does	this	ability	to	use	

information,	leading	to	gradually	reducing	participation	in	the	decision-making	

process	and	increasing	reliance	on	others	to	contribute.	In	these	situations,	we	

strove	to	obtain	assent,	but	a	point	came	for	many	people	e.g.	those	with	

advanced	dementia,	where	the	ability	to	assent	or	even	contribute	to	decision-

making	became	impossible	and	in	these	situations	the	entirety	of	decisions	was	

made	by	others.	Discussion	ensued	pertaining	to	the	end	of	life	care	that	would	

be	of	benefit	to	that	individual,	and	their	known	preferences,	beliefs	and	values.	

The	LMD	program	encouraged	discussion	of	end	of	life	care	issues	and	using	a	

combination	of	a	substituted	judgment	and	best	interests	approach,	allowed	for	

plans	to	be	formulated	with	information,	time	and	consideration,	rather	than	

being	made	in	a	crisis	situation.			

 Communication	difficulties	with	residents	 

Hearing	and	other	communication	impairments	presented	important	barriers	

to	ACP.	For	many	frail	residents,	the	ability	to	concentrate	during	the	ACP	

education	process	was	limited	to	short	time	periods.	Staff	feedback	on	these	

issues	led	to	the	development	of	synopsized	versions	of	the	LMD	educational	

material.	Through	further	feedback,	laminated	cue	cards	were	developed	to	

provide	visual	imagery	to	facilitate	delivery	of	educational	material	in	bite-sized	

chunks.		

 Staff	training,	confidence,	availability	and	ownership	

The	pre-implementation	survey	of	nursing	and	medical	staff	(n=83)	had	a	51%	

response	rate;	over	50%	of	respondents	had	no	palliative	care	training	and	only	

40%	felt	confident	discussing	end	of	life	issues	with	residents/families.	Lack	of	

staff	education,	lack	of	available	education	programs	in	the	healthcare	system,	

and	a	perception	that	residents/families	may	feel	uncomfortable	discussing	end	



	
	

121	

of	life	care	were	identified	as	important	obstacles.	Directors	of	Nursing	in	each	

study	site	stated	to	release	several	staff	at	once	for	a	full-day	workshop	would	

be	difficult,	so	training	was	delivered	over	two	half-days	and	an	online	learning	

module	was	developed	to	facilitate	future	training. 

With	introduction	of	the	LMD	program,	nurse’s	role	in	ACP	became	far	more	

substantial.	They	become	the	main	drivers	for	the	process.	A	small	number	of	

nurses,	having	attended	the	ACP	workshops,	were	reluctant	to	take	ownership	

of	delivering	ACP,	seeing	it	as	a	role	for	management.	To	overcome	this,	live	ACP	

demonstrations,	with	a	sample	of	residents	and	families,	were	conducted	for	

small	groups	of	nurses.	

 Time	to	deliver	ACP	to	residents/families	

The	pre-implementation	staff	survey	found	lack	of	knowledge	about	ACDs	

among	residents	and	families	and	insufficient	time	for	educating	them,	to	be	key	

expected	barriers	to	ACP.	Just	as	there	were	challenges	in	allocating	time	for	

staff	training,	feedback	during	implementation,	identified	lack	of	time	to	deliver	

ACP	as	the	biggest	challenge	encountered,	and	that	protected	time	would	be	

needed	to	engage	in	ACP	effectively.	For	residents	lacking	capacity	to	

participate	in	ACP,	the	whole	process	was	sometimes	slowed	down	by	family	

members	having	to	consult	with	each	other	and	achieve	consensus	on	their	

understanding	of	what	the	resident	might	want	(the	question	of	which	family	

member	should	be	involved	sometimes	caused	tension).		

Senior	nurses	encountered	difficulty	in	finding	the	appropriate	time	to	

introduce	ACP	to	residents/families.	When	approaching	residents	who	had	

been	in	LTC	for	longer	periods,	they	were	often	suspicious	as	to	what	was	

prompting	conversation	around	end	of	life	care	e.g.	“is	there	something	you	

know,	that	you’re	not	telling	me?”	Routinely	offering	educational	literature	

about	the	LMD	program	to	all	new	residents/families	on	admission	helped	to	

address	this.		
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 Non-recognition	of	ACD/EoLCP	documentation	

In	this	study,	there	were	isolated	incidences	of	failure	of	out-of-hours	doctors	

and	ambulance	staff	to	recognise	the	validity	of	signed	ACD/EoLCP	forms	

presented	to	them.	Despite	forms	indicating	‘no	transfer	if	at	all	possible’,	they	

decided	to	hospitalise	rapidly	deteriorating	residents.	This	could	have	related	to	

lack	of	knowledge	about	the	nature	of	the	forms,	or	difficulty	in	establishing	the	

validity	of	care	decisions.	Documents	from	the	pre-implementation	period	often	

included	no	information	on	who	was	involved	in	the	decision-making	process	

or	what	the	resident’s	decision-making	capacity	was	at	the	time.	This	was	

important	if	a	resident	with	capacity	was	excluded	from	discussions	or,	where	

the	resident	was	involved,	what	their	level	of	understanding	had	been.	Where	

plans	were	made	in	collaboration	with	family,	it	was	difficult	to	establish	on	

what	basis	decisions	were	made	e.g.	whether	representing	the	resident’s	

previously	expressed	wishes	or	made	using	another	approach.	All	these	factors	

may	have	impacted	on	staff	external	to	the	study	sites’	interpretation	of	the	care	

decisions	made.	The	key	challenges	identified	during	implementation	are	

shown	in	Table	3.	

Figure	4.3	Key	challenges	identified	in	implementing	advance	care	planning	in	

long-term-care.	

	

1.	Diminishing	capacity	of	residents	to	complete	ACDs	

Only	10%	of	residents	had	capacity	to	complete	ACDs	and	the	majority	of	

residents	with	varying	levels	of	capacity	were	more	or	less	involved	(with	family	

members	and	health	professionals)	in	EoLCPs	for	their	care.	

2.	Communication	difficulties	with	residents	 

Hearing	and	other	communication	impairments	in	LTC	residents	presented	

obstacles	to	ACP.		

3.	Staff	training,	confidence,	availability	and	ownership	

Over	half	of	the	staff	surveyed	had	no	palliative	care	training,	lacked	confidence	in	

discussing	EoL	issues	with	residents	and	families.	Staff	release	for	the	program	
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was	difficult	and	some	staff	were	reluctant	to	engage	with	it	seeing	ACP	as	a	

management	role. 

4.	Time	to	deliver	ACP	to	residents/families	

Staff	reported	the	lack	of	adequate	time	to	deliver	ACP	and	education	to	

residents/families	in	a	measured	and	inclusive	way.	

5.	Non-recognition	of	ACD/EoLCP	documentation	by	allied	health	

professionals		

Occasionally,	out-of-hours	doctors,	ambulance	staff,	and	hospital	A&E	staff	did	not	

recognise	the	validity	of	signed	ACD/EoLCP	forms.	

4.5 Discussion		

The	challenges	that	we	met	and	responded	to	in	implementing	the	LMD	

program	were	fundamentally	ethical	in	nature	and	were	largely	concerned	with	

preserving	the	autonomy	of	residents,	avoiding	harm	and	ensuring	that	they	

were	treated	fairly.	We	address	these	issues	in	turn.		

 Preserving	Autonomy	

The	standard	view	of	an	autonomous	person	in	healthcare,	is	of	someone	with	a	

sound	understanding	of	the	reasonable	risks	and	benefits	associated	with	their	

treatment	and	care,	who	can	make	decisions	on	the	basis	of	their	own	beliefs	

and	values,	without	the	undue	influence	of	others.(361)	

The	first	and	second	challenges	we	encountered,	related	to	the	diminishing	

capacity	of	the	majority	of	residents	and	the	communication	difficulties	for	

some	residents	in	understanding	and	completing	ACDs,	which	clearly	meant	

that	many	of	these	individuals	did	not	fit	with	the	standard	view.	This	prompted	

us	firstly	to	develop	alternative	means	of	involving	residents	in	decision-

making,	thereby,	preserving	their	autonomy.	As	outlined	in	the	previous	

section,	we	developed	an	alternative	communication	process	involving	

residents’	loved	ones	and	carers	in	the	documentation	of	an	end	of	life	care	plan	

rather	than	an	ACD.		
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Secondly,	we	adapted	our	materials	and	the	timing	of	their	delivery	so	that	

residents	with	hearing	or	other	impairments	could	more	easily	understand	the	

information	provided.	In	the	course	of	adapting	the	decision-making	and	

communication	processes	we	were	conscious	that	we	were	in	uncharted	ethical	

and	legal	waters	in	Ireland	and,	though	guided	by	national	policies	and	best	

practice	elsewhere,	we	were	mindful	that	any	kind	of	surrogate	decision-

making	is	fraught	with	difficulties.		Since	our	study	was	completed,	the	Assisted	

Decision	Making	(Capacity)	Act	2015	gives	legal	force	to	a	range	of	supported	

decision	making	processes	as	well	as	Advance	Healthcare	Directives	in	Ireland	

and	it	is	anticipated	that	it	will	be	supported	by	a	Code	of	Practice	for	health	

professionals.	The	challenges	that	we	met	with	in	our	study	provide	added	

rationale	for	the	need	for	such	formal	and	transparent	protocols	to	ensure	that	

the	autonomy	of	individuals	in	healthcare	settings	is	preserved	and	promoted.	

They	also	flag	ethical	quandaries	that	may	persist	however	well	crafted	

legislation	on	capacity	and	ACP	may	be.	

A	2012	systematic	review	of	four	studies	found	limited	evidence	for	the	

effectiveness	of	ACP	in	people	with	cognitive	impairment	in	improving	

documentation	of	patient	preferences	for	care	or	reducing	hospitalisation	

rates.(362)	Three	of	the	four	studies	reported	the	deployment	of	formal	

processes	of	capacity	assessment,	and	determined	that	up	to	36%	of	

participants	only,	were	judged	to	have	capacity.	Whilst	it	may	be	reasonable	to	

use	a	functional	capacity	assessment	as	a	pre-requisite	for	the	completion	of	a	

legally	binding	ACD,	to	use	it	as	a	requirement	to	engage	in	ACP	means	it	will	be	

too	late	for	the	majority	of	LTC	residents	to	discuss	their	wishes.	An	

overemphasis	on	autonomy	sets	the	bar	too	high	and	undermines	patient	care	

by	denying	residents	still	able	to	express	their	opinions,	of	the	professional	

guidance	needed	to	make	informed	decisions.	To	do	so	diminishes	their	

autonomy.		

The	new	Assisted	Decision-Making	(Capacity)	Act	2015	mentioned	above,	does	

not	require	any	threshold	conditions	(such	as	the	SMMSE	or	the	SIACAD	

capacity	test	used	in	this	study)	for	the	completion	of	an	ACD.	Instead,	it	
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provides	mechanism	for	others,	such	as	family	members	to	assist	in	ACP	

completion.	

Certainly	our	study	underlines	the	importance	of	ascertaining	people’s	wishes	

early	on	in	dementia,	before	their	ability	to	consider	future	care	is	

compromised.	It	begs	the	question	though;	what	is	the	best	approach	for	those	

with	diminished	capacity,	i.e.	the	majority	of	residents	in	our	study?	People	with	

advanced	dementia	may	lose	the	ability	to	express	their	views	in	any	way,	in	

these	circumstances	others	will	have	to	decide	for	them.	Nevertheless	people,	

whose	dementia	has	not	progressed	to	this	extent,	may	still	retain	an	ability	to	

express	their	views	and	such	views	should	not	be	dismissed,	nor	were	they	in	

this	study.	Yet,	there	remains	concern	about	the	actual	level	of	involvement	of	

family	members;	how	consistent	the	EolCP	was	with	the	previous	or	current	

wishes	of	the	resident	and,	finally,	what	happens	if	the	reported	wishes	of	the	

resident	were	at	odds	with	what	the	lead	clinician	believed	was	in	their	clinical	

interests,	though	in	practice,	this	was	not	encountered	in	this	study.	

Though	family	may	be	in	a	position	to	relay	the	previously	expressed	wishes	of	

people	with	dementia	prior	to	loss	of	capacity,	the	validity	of	surrogate	

decision-making	has	been	challenged.	The	preferences	of	people	with	dementia	

and	their	loved	ones	may	differ.(363)	A	review	by	Shalowitz	found	surrogates	

predicted	patient’s	treatment	preferences	with	only	68%	accuracy.(2)	A	RCT	of	

out-patients	and	their	self-designated	surrogates	in	the	USA,	found	that	having	

access	to	a	patient’s	instructional	ACD	had	little	or	no	impact	on	the	decisions	

made	by	surrogates	in	different	illness	scenarios.(128)	Likewise,	preferences	

for	end	of	life	decisions	are	often	in	flux,	necessitating	periodic	reassessment,	

(364)	particularly	challenging	in	those	with	progressive	cognitive	impairment.	

There	are	other	issues	with	surrogate	decision-making.	The	misperception	that	

dementia	is	not	a	life-limiting	illness	may	influence	decisions	made	on	behalf	of	

the	individual	with	dementia.(3)	Lack	of	knowledge	and	understanding	of	the	

person	with	dementia’s	comorbidities,	prognosis,	or	the	likelihood	for	them,	of	

a	successful	outcome	with	various	life	sustaining	treatments	may	equally	

impact	on	decisions	made.	It	is	essential	that	decisions	be	based	on	fact	and	not	
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perception.	A	study	by	Diem	et	al	examining	survival	rates	following	CPR	on	the	

then	popular	medical	TV	shows	ER,	Chicago	Hope	and	Rescue	911	found	

between	1994	and	1995,	77%	were	successfully	resuscitated	with	at	least	37%	

surviving	to	discharge,	a	depiction	at	odds	with	reality.(4)	Portanova	et	al	

repeated	this	study	in	2010	and	2011,	coding	CPR	survival	rates	from	medical	

TV	shows	Grey’s	Anatomy	and	House.(5)	They	found	little	had	changed;	71.9%	

survived	CPR	to	be	discharged,	and	ACP	discussions	happened	only	twice.	A	

study	by	Groarke	et	al	found 70%	doctors,	24%	nurses	and	0%	of	the	public	

correctly	estimated	survival	to	discharge	following	in-hospital	CPR	

attempts.(264)	Many	respondents,	including	some	healthcare	professionals,	

vastly	overestimated	the	utility	of	CPR.	The	general	public’s	expectations	of	CPR	

mirrored	that	portrayed	on	television;	that	40-80%	would	survive	to	discharge	

post	CPR.	A	study	by	Murphy	et	al	found	the	proportion	of	older	adults	opting	

for	CPR	almost	halved	on	learning	the	probability	of	survival.(112)	This	

highlights	the	importance	not	only	of	patients	and	their	family,	but	also	

healthcare	professionals	being	adequately	informed	and	the	importance	of	

educational	and	communication	strategies	between	patients,	their	nominated	

proxies	and	healthcare	professionals,	regarding	care	preferences.		

 Avoiding	harm	

One	of	the	tenets	of	biomedical	ethics	is	to	“do	no	harm”	and	there	was	an	initial	

fear	amongst	staff	in	this	study	that	discussing	ACP	would	be	upsetting	to	

residents	or	their	families.(365)	Cited	deterrents	for	doctors	also	included	

communication	difficulties	and	anxiety	that	ACP	discussions	might	deprive	their	

patients	of	hope	or	cause	distress.(247,	366)	The	latter	may	be	unfounded.(111,	

367)	An	Irish	study	found	that	94%	of	older	hospitalized	patients	thought	it	a	

good	idea	for	doctors	to	discuss	CPR	with	patients,	only	5%	found	discussing	

CPR	upsetting,	but	anecdotally	most	of	them	still	valued	the	discussion.(111)	

Staff	reported	similar	findings	in	our	study,	stating	any	distress	was	more	their	

own	fear	of	end	of	life	conversations	rather	than	that	of	the	residents.	Staff	

reported	their	own	anxiety	quickly	dissipated	with	use	of	the	LMD	program.	
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Moving	to	reside	in	LTC	represents	a	major	life	event,	which	may	prompt	

consideration	of	one’s	own	mortality	and	presents	an	opportune	time	to	discuss	

end	of	life	care.	Central	to	the	older	person's	ability	to	discuss	end	of	life	care,	is	

their	acceptance	of	being	in	a	care	home,	the	extent	to	which	they	believed	they	

could	influence	decision-making	within	their	everyday	lives	and	the	

involvement	of	family	members	in	making	decisions.(343)	In	completing	an	

ACD,	there	is	a	desire	amongst	patients	for	the	doctor	to	initiate	the	

discussion.(368)	But	the	challenge	is,	when	to	initiate	discussion.(369)	

Introducing	the	LMD	program	to	residents	who	had	been	in	LTC	for	a	

considerable	time,	initially	raised	suspicions	in	some,	as	to	why	the	topic	was	

being	addressed.	This	and	other	factors	lead	all	of	the	study	sites,	to	move	

towards	introducing	the	LMD	program	to	new	residents	early	on	and	once	the	

resident	had	“settled	in”	to	LTC,	inviting	them	to	consider	their	care	wishes.		

Our	findings	were	consistent	with	a	recent	Australian	study	of	the	quality	of	

ACP	policy	and	practice	in	LTC	facilities,	which	concluded	that	a	systematic	

approach	to	ACP	implementation	is	required	to	maintain	best	practice.(370)	

Having	a	structured	ACP	program	in	place	can	be	a	powerful	tool	for	LTC	staff	in	

initiating	difficult	conversations	about	end	of	life	care	with	residents/families,	

and	can	offer	a	framework	for	discussion.	While	it	is	useful	for	nurses	to	follow	

a	structured	ACP	process,	it	is	important	to	avoid	it	becoming	a	“tick	box”	

exercise.	A	person-centred	approach	more	readily	encourages	residents’	

meaningful	participation.(371)	

One	of	the	key	targets	identified	by	Billings	in	delivering	effective	ACP	is	

developing	systems	to	ensure	residents’	ACDs	are	quickly	locatable,	up-to-date,	

and	easily	transferable	between	different	care	settings.(372)	For	someone	to	go	

through	the	process	of	planning	future	care	only	for	documentation	to	be	

ambiguous	or	irretrievable	is	indefensible.	The	LMD	program	incorporates	

standardized	procedures	and	documentation,	clarifying	the	validity	of	decisions	

made,	and	consistency	in	documentation	storage	ensures	speedy	retrieval.	

Finally,	healthcare	professionals,	in	particular	those	in	the	emergency	services,	

need	to	be	educated	about	ACDs	and	the	harm	that	can	ensue	as	well	as	the	
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ethical	and	legal	implications	of	failing	to	respect	a	patient’s	recorded	wishes.	

Variations	in	ACD	legislation	across	different	countries	may	lead	to	uncertainty	

about	‘what	is	legally	binding’	and	make	staff	wary	of	following	ACDs.(373) Staff	

from	all	disciplines	need	to	be	confident	in	observing	a	person’s	autonomy	and	

supported	so	they	do	not	fear	criticism	in	following	an	ACD,	particularly	one	

requesting	active	treatment	not	be	given.(136)		

Many	differences	exist	between	countries	with	regard	to	the	cultural	aspects	of	

discussing	death,	LTC	population	profiles,	public	and	professional	awareness	of	

ACDs	and	ACD	legislation,	including	how	it	defines	the	decision-maker	in	

situations	of	varying	capacity.	Thus	some	of	this	study’s	findings	may	not	be	

applicable	across	all	jurisdictions.		

 Distributive	Justice	

In	healthcare,	distributive	justice	involves	the	fair	or	equitable	distribution	of	

finite	resources.	Time	is	the	key	resource	in	successful	ACP	implementation.	

Effective	ACP	may	involve	lengthy	discussions	with	residents/families	and	

requires	healthcare	staff	to	be	knowledgeable	and	confident	in	their	ability	to	

deliver	ACP	in	a	sensitive,	patient	and	supportive	way.	Lack	of	continuity	and	

time	for	educating	and	discussing	treatment	decisions	are	frequently	cited	

barriers	to	ACP	by	both	doctors	and	nurses.(368,	374,	375)	Challenges	reported	

in	our	study	included	the	bottleneck	in	the	ACP	process	presented	by	the	

labour-intensive	nature	of	educating	residents,	lack	of	time	and	practical	

experience.	Time	taken	for	ACP	with	one	resident	is	time	taken	from	other	

areas	of	care	of	all	residents.	Nevertheless,	time	should	be	allocated	in	an	

equitable	way	so	that	those	who	are	most	disadvantaged	and	in	greatest	need,	

can	benefit.	Access	to	treatment	and	care,	while	constrained	by	the	availability	

of	resources,	should	not	be	restricted	on	the	basis	of	age,	disability,	

psychological	or	intellectual	impairment.(376)	

Problems	such	as	the	allocation	of	staff	time	among	residents	with	varying	

needs	could	be	minimised	by	the	appointment	of	an	ACP	facilitator	with	

specialist	training.	In	addition,	the	development	of	a	blended	online	learning	

program	(including	face-to-face	simulation-based	training)	may	help	
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standardise	and	facilitate	convenient	delivery	of	a	comprehensive	ACP	

education	for	LTC	staff,	thus	promoting	confidence	and	ensuring	that	both	staff	

and	residents	are	comfortable	with	and	understand	the	process	of	planning	for	

the	future.	In	the	UK,	a	qualitative	study	of	professionals'	experiences	of	ACP	in	

dementia	identified	a	lack	of	‘ownership’	of	the	process,	with	no	single	group	

considering	assessment	of	capacity	as	their	responsibility.(136)	This	highlights	

a	need	for	greater	clarity	regarding	the	roles	and	responsibilities	of	different	

professional	groups,	as	we	found	in	our	study,	and	suggests	that	specialist	skills	

may	be	required	to	deliver	the	more	complex	aspects	of	ACP.	

If	ACP	can	be	time	consuming,	it	is	this	time	taken	for	education	and	discussion	

that	make	ACP	care	choices	so	much	more	valuable	than	those	made	when	a	

health	crisis	has	occurred.	Decisions	made	in	a	crisis	situation	are	likely	to	be	

strongly	influenced	by	the	crisis	itself.	This	is	just	as	applicable	for	the	patient,	

as	it	is	for	their	family.	Key	factors	in	decision-making	include	prognosis,	risk-

benefit	analysis	of	the	proposed	interventions,	symptom	burden,	temporal	

pattern	of	illness,	patient’s	age,	life	stage	and	goals	of	care.(377)	Understanding	

these	issues	can	take	time,	but	correcting	misconceptions	can	strongly	influence	

treatment	choices	made.(112)		

On	the	basis	of	challenges	identified	in	this	study,	key	recommendations	for	ACP	

implementation	are	summarised	in	Table	4.	

Figure	4.4 Recommendations	for	implementing	a	program	of	advance	care	

planning	in	the	long-term-care	setting 

	

• Deliver	a	comprehensive	ACP	education	package	to	LTC	staff		

• Implement	a	comprehensive	policy	on	ACP,	tailored	to	each	nursing	

home’s	individual	requirements	

• Provide	a	structured	ACP	process	for	staff	to	follow	

• Clarify	who	is	responsible	for	different	aspects	of	the	ACP	process		

• Provide	staff	member(s)	with	specialist	training	to	act	as	ACP	facilitators	

and	provide	protected	time	for	engagement	in	ACP		

• Provide	appropriate	educational	material	for	residents/families	
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(culturally-sensitive,	appropriate	literacy	level,	large	print	versions,	bite-

sized	chunks	of	information)	

• Include	education	of	GPs	as	part	of	program	implementation	

• Promote	open	communication	between	nursing	staff,	residents,	families	

and	doctors	

• Design	systems	within	the	nursing	home	so	that	ACD/ACP	forms	are	

accessible	and	all	staff	are	aware	of	their	existence	and	content	

• Provide	information	to	out-of-hours	doctors,	emergency	ambulance	

services,	and	local	hospital	emergency	departments	on	the	ACP	program		

• Promote	communication	and	collaboration	between	LTC	staff,	GPs	

(including	out-of-hours),	emergency	ambulance	services	and	specialist	

palliative	care	doctors	

• Ensure	ACD/ACP	forms	are	easily	interpretable	by	different	groups	of	

HCPs	

• Ensure	procedures	are	in	place	for	LTC	staff	to	access	advice	from	

specialist	palliative	care	services	outside	of	traditional	hours	

• Design	systems	for	seamless	transfer	of	ACP	information	between	

different	healthcare	settings		

• Implement	quality	assurance	systems	in	place	in	the	nursing	home	

• Allow	time	for	embedding.	

	

4.6 Conclusion		

Despite	the	challenges	encountered,	staff	reported	that	the	LMD	program	

improved	their	ability	to	engage	in	difficult	conversations	around	death	and	

dying	with	both	residents	and	families.	Over	50%	of	residents	in	each	of	the	

three	LTC	facilities	had	a	plan	for	end	of	life	care	in	place,	as	did	86%	overall	of	

residents	who	died	(suggesting	that	staff	may	prioritise	ACP	for	sicker	

residents).	With	the	support	of	management,	staff	willingly	overcame	

challenges	and	took	ownership	of	the	LMD	program,	once	the	beneficial	effects	

of	their	efforts	became	apparent	in	practice	for	the	longer	term.	
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In	short,	the	LMD	program	offered	a	systematic	approach	to	structured	end	of	

life	care	planning	in	LTC	for	both	residents	with	and	without	capacity	to	

complete	their	own	ACD.	Implementation	is	an	iterative	process,	whereby	

changes	are	made,	observed	and	then	modified	to	meet	the	needs	of	staff,	

residents	and	families.	Embedding	the	LMD	program	in	LTC	requires	time.	

While	ACP	in	LTC	can	be	challenging	and	laborious,	it	can	open	lines	of	

communication	and	enhance	peace	of	mind	for	all	involved,	while	promoting	

residents’	autonomy.	In	essence,	the	benefits	far	outweigh	the	challenges	to	

implementation.	As	few	studies	have	investigated	these	benefits	in	suitably	

powered	RCTs(378)	

	future	validation	of	ACP	programs	such	as	LMD	should	incorporate	qualitative	

as	well	as	more	quantitative	outcomes	measures.	
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and	Confidence	in	Providing	End	of	Life	Care	Before	and	After	an	Educational	
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5 Palliative	Care	Education	in	Long	Term	Care	

5.1 Palliative	care	and	end-of-life	care	planning	knowledge,	
attitudes,	and	self-perceived	educational	needs	and	

barriers:	long	term	care	healthcare	staff	opinion	

 Abstract	

Background	

Rising	life	expectancy,	a	growing	older	population	and	societal	trends,	have	led	

to	increasing	numbers	of	older	people	residing	and	ultimately	dying	in	long	

term	care.	Research	has	found	those	dying	in	long	term	care	have	unmet	

palliative	care	needs	and	there	is	suboptimal	palliative	care	education	amongst	

long	term	care	staff.	It	is	essential	therefore	that	long	term	care	staff	be	

knowledgeable,	skilled	and	supported	in	providing	high	quality	end	of	life	(EoL)	

care.	Education	is	optimised	if	staff’s	training	needs	are	considered.	This	study	

aimed	to	assess	these	needs	and	the	impact	of	a	general	palliative	care	

educational	program	on	staff	perceptions	and	confidence	in	providing	EoL	care	

for	residents	in	three	long	term	care	facilities		

Methods:		

In	this	quantitative	descriptive	study,	long	term	care	staff	completed	detailed	

questionnaires	before,	and	after	delivery	of	a	palliative	care	educational	

program	tailored	to	the	educational	needs	identified	by	staff,	which	included	

advance	care	planning	(ACP)	training.	

Results:	

There	were	179	completed	questionnaires.	Before	the	program,	at	least	43%	

had	some	PC	training,	this	improved	post	intervention	to	at	least	68%,	which	

92%	of	attendees	found	useful.	Though	they	had	many	common	learning	needs,	

more	nurses	sought	training	on	pain	and	symptom	management,	while	

healthcare	assistants	wanted	symptom	assessment,	recognising	dying	and	

addressing	patient’s	emotional	needs.	Staff	with	training	showed	improved	

knowledge,	reported	greater	confidence	in	discussing	EoL	issues	and	dealing	

with	bereaved	families,	and	more	engagement	in	advance	care	planning	(ACP).	
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Nurses	with	training	were	more	confident	and	knowledgeable	in	using	a	syringe	

driver.	There	were	differences	in	perceived	barriers	to	ACP	for	staff	engaged	in	

ACP	and	those	who	were	not.	Delivering	education	was	challenging	particularly	

with	difficulty	releasing	staff	to	attend.	

Conclusions:	

The	tailored	palliative	care	training	was	well	received	and	had	a	beneficial	

effect.	PC	education	was	associated	with	greater	knowledge	and	confidence	in	

providing	end-of-life	care	and	a	trend	to	greater	engagement	with	ACP	in	those	

who	also	received	this	training	as	part	of	the	study’s	educational	initiative.			

 Introduction	

There	have	been	major	changes	in	recent	decades	in	where,	how	and	at	what	

stage	of	life	people	can	expect	to	die.	People	are	living	longer	than	ever	before	

and	can	anticipate	life	into	their	80’s	in	many	developed	countries.	In	the	next	

30	years,	life	expectancy	in	Ireland	is	predicted	to	reach	86.5	years	for	men	and	

88.2	years	for	women.(198)	Currently,	4.5%	of	the	Irish	population	aged	over	

65	years,	resides	in	long-term	care.(379)	In	the	next	30	years,	this	age	group	is	

predicted	to	double,	with	those	aged	over	85	years	trebling	(of	whom	21%	are	

long	term	care	residents).(198)	With	advancing	age,	accumulating	co-

morbidities	and	an	increasing	prevalence	of	life-limiting	conditions,	the	

likelihood	of	admission	to	long	term	care	rises	(174,	200,	202,	203,	210,	214,	

380-383)	Increasingly	it	is	in	long	term	care	where	older	people	live	out	their	

last	days	and	ultimately	where	they	will	die.(200,	214)	

The	“medicalization	of	death”	has	contributed	to	the	growth	seen	worldwide	in	

the	proportion	of	deaths	occurring	in	long	term	care	including	United	States	of	

America	(USA)(210)	the	United	Kingdom	(UK)(202,	203)	Japan	and	

Australia.(380-383)	In	1885,	85%	of	Irish	deaths	occurred	at	home,	by	2010	

only	26%	died	there.(384)	An	equal	proportion	(25%)	die	in	long	term	

care.(174)	Similar	figures	are	reported	worldwide.(200)A	20%	increase	in	the	

proportion	of	deaths	in	long	term	care	is	predicted	by	2030,	when	only	1	in	10	

UK	deaths	are	expected	to	occur	at	home,	a	trend	that	is	set	to	continue.(383)	

Considering	rising	life	expectancy,	a	growing	older	population	and	societal	
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changes,	this	trend	is	likely	to	continue.	It	is	therefore	essential	that	long	term	

care	staff	are	knowledgeable,	competent,	confident	and	supported	in	providing	

high	quality	palliative	care	to	older	patients.(217)		

Unfortunately	there	is	evidence	of	unmet	palliative	care	needs	in	those	dying	in	

long	term	care	(201,	211,	240)	and	that	bereaved	carers	are	often	dissatisfied	

with	their	relatives’	end-of-life	(EoL)	care.(241)	People	dying	in	long	term	care	

often	have	distressing	symptoms,	which	may	go	unrecognised	and	

undertreated.(261)	They	experience	similar	symptoms	to	people	dying	

elsewhere,	the	commonest	being;	fatigue,	pain,	dyspnea,	constipation,	anorexia,	

confusion	and	incontinence.(385,	386)	The	resources,	skills	and	knowledge	to	

adequately	manage	these	symptoms	and	to	provide	a	high	standard	of	EoL	care	

are	sometimes	lacking	in	long	term	care.(217,	238,	239,	387)	

Primarily,	it	is	general	practitioners,	nursing	staff	and	care	workers	who	deliver	

general	palliative	and	end-of-life	care	for	most	people	dying	in	the	community	

or	long	term	care.	Long	term	care	staff	have	been	found	to	have	suboptimal	

palliative	care	training	and	fewer	educational	opportunities	than	in	acute	

care.(217,	239,	291,	294,	302,	387-392)	Staff’s	considerable	educational	needs	

have	been	described	in	several	studies	and	they	particularly	request	teaching	

on	symptom	management,	communication	skills	and	bereavement	care.(239,	

294,	389,	391,	393-395)	Evidence	suggests	training	that	incorporates	the	

educational	needs,	existing	skills	and	knowledge	of	participants	works	

best.(396,	397)	Palliative	care	education	has	been	associated	with	improved	

EoL	care	and	support	for	long	term	care	residents	and	their	family,	reduced	

death	anxiety,	improved	staff	attitudes	to	death	and	dying	and	capacity	for	EoL	

care	discussions	with	patients	and	their	family.	(235,	397-402)		

This	study	aimed	to	identify	the	palliative	care	learning	needs	of	long	term	care	

staff	from	mixed	settings	and	assess	the	effect	of	delivering	a	tailored	education	

program	on	staff’s	confidence	in	and	knowledge	of	palliative	care	and	their	

capacity	to	engage	in	an	element	of	care	requiring	good	communication	skills	

and	confidence	in	handling	EoL	issues:	advance	care	planning.	
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 Methods	

This	study	used	a	descriptive	survey	design,	which	recruited	nursing	and	

healthcare	staff	from	three	geriatric	long	term	care	facilities	in	Southern	Ireland	

which	included;	a	public	community	long	term	care	hospital,	a	voluntary,	and	a	

private	nursing	home.	These	sites	were	part	of	a	larger	study	investigating	the	

effects	in	long	term	care	of	an	advance	care	planning	(ACP)	program	using	the	

‘Let	Me	Decide’	advance	care	directive	(ACD),	and	accompanying	palliative	care	

education	for	staff	(see	below).	In	total,	these	sites	had	288	long	term	care	

residents	and	employed	122	Nurses	and	182	Healthcare	Assistants	(HCA).	Staff	

were	surveyed	between	September	2012	and	February	2013,	before	

implementation	of	the	ACP	program	and	palliative	care	training	in	late	February	

2013.	Those	surveyed	formed	the	“Before”	group.	Staff	were	surveyed	again	in	

May	2014	once	education	and	the	program	became	embedded	in	the	care	

culture	of	each	site;	this	formed	the	“After”	group.	Each	site’s	senior	

management	and	nursing	staff	fully	supported	the	program.		

Distribution		

Questionnaires,	with	an	explanatory	cover	letter,	were	distributed	to	all	staff	at	

each	site.	Completed	questionnaires	were	returned	to	a	sealed	collection	box	or	

by	post	using	pre-paid,	pre-addressed	envelopes	to	maintain	respondent’s	

anonymity.	Reminders	to	encourage	staff	response	were	given	verbally	and	

once	in	writing.	

Questionnaire	

The	semi-structured	questionnaire	contained	a	mixture	of	closed	and	open-

ended	questions	and	items	rated	using	a	Likert-type	scale.	It’s	eight	sections	

included;	demographic	details;	perceived	palliative	care	educational	needs;	

barriers/facilitators	to	education;	educational	format;	views	on	ACDs;	and	

barriers/facilitators	to	ACP	in	an	older	long	term	care	population.	These	

sections	were	taken	with	permission	from	a	survey	developed	by	Molloy	et	

al.(403)	Following	a	literature	review,	two	consultant	geriatricians	in	

collaboration	with	senior	nursing	colleagues	(all	with	palliative	care	

experience),	expanded	and	developed	the	questionnaire’s	palliative	care	section	
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further,	to	include	staff’s	understanding,	knowledge	and	confidence	in	palliative	

care.		

Palliative	Care	Education		

The	study’s	palliative	care	education	was	refined	based	on	the	learning	needs	

and	knowledge	gaps	identified	by	the	questionnaire	and	a	literature	review.	The	

syllabus	also	benefited	from	the	core	skills	and	educational	areas	defined	in	

Irish	Health	Service	Executive	Palliative	Care	Competence	Framework	which	

was	gratefully	shared	with	the	study	group	as	a	nearly	finalised	draft.(404)	The	

palliative	care	competence	framework	was	developed	by	the	National	Clinical	

Program	for	Palliative	Care.	A	multiagency,	multidisciplinary	working	group	

collaboratively	developed	the	framework	which	describes	the	core	

competencies	expected	for	a	variety	of	disciplines.	The	education	comprised	of	

six	modules	delivered	on	one	full-day	or	two	half-days	depending	on	site	

preference,	repeated	as	often	as	needed.	Staff	from	each	site	were	free	to	attend	

training	in	any	of	the	other	sites.	The	first	three	modules;	principles	of	palliative	

care;	communication;	loss	grief	and	bereavement	were	for	both	nurses	and	

HCAs	who	attended	together.	The	second	three	modules	intended	for	nurses	

only	covered:	optimising	comfort	and	quality	of	life;	ACP;	and	related	ethical	

and	legal	considerations.	

Advance	Care	Planning	Education	

In	each	site,	a	cohort	of	staff	also	received	training	in	ACP	using	the	‘Let	Me	

Decide’	program.	This	included	EoL	care	planning	for	those	with	diminished	

capacity	to	complete	an	ACD.	The	program	developed	by	Molloy	et	al	was	

researched	in	Canada	and	Australia.(144,	233,	405)	Due	to	legislation	

differences,	the	program	was	modified	for	use	in	an	Irish	long	term	care	setting	

as	described	in	chapter	3.	Barriers	to	ACP	were	compared	for	staff	with	ACP	

training	who	had	and	had	not	engaged	in	care	planning	with	residents	or	their	

families.		

Data	Analysis	

Data	were	analysed	using	SPSS	software	(version	20)	with	a	2-sided	type	1	

error	rate	of	0.05.	Descriptive	statistics	were	used.	Categorical	variables	were	
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compared	using	the	chi-square	test.	Additionally,	a	stepwise	logistic	regression	

analysis	was	performed	to	identify	factors	associated	with	having	confidence	to	

discuss	end-of-life	issues	with	residents	or	their	families	(dichotomised	as	

confident	or	not)	once	“After”	respondents	who	indicated	they	had	completed	

the	“before”	survey	were	excluded.			

 Results	

In	total	179	completed	surveys	were	returned.	Most	“before”	respondents	

(87%)	were	nurses,	whereas	“after”	respondents	were	split	between	nurses	

(48%)	and	HCAs	(52%),	despite	any	discipline	being	eligible	to	complete	it.	

Nursing	response	rates	“before”	were	61%	(n=74/122),	and	36%	“after”	(n=	

44/122),	HCA’s	response	rates	rose	from	only	2%	(n=	4/182)	“before”	to	26%	

(n=	48/182)	“after”.	The	majority	of	staff	were	female	and	had	high	levels	of	

professional	experience;	their	demographics	are	summarised	in	table	5.1.		

Table	5.1.	Characteristics	of	respondents		

Characteristic	 Before	 After	
	 %	 n	 		 %	 n	
Participants	 	 86	 	 93	
Female		 98.5%	 (67/68)	 90%	 (84/93)	
Age,	years	 Mean	=44.8	(SD=10.47,	

Range=23-64)	
Mean	=	43.1	(SD=11.88,	

Range=21-63)	
				Age	20-29	years		 7%	 (6)	 18%	 (16)	
				Age	30-39	years		 27%	 (23)	 22%	 (20)	
				Age	40-49	years	 29%	 (25)	 21%	 (19)	
				Age	50+	years		 36%	 (31)	 39%	 (35)	
Occupation	 	 	
				Nurse		 87%	 (74/85)	 48%	 (45/93)	
				Healthcare	assistant		 5%	 (4/85)	 52%	 (48/93)	
				Other	a	 8%	 (7/85)	 0%	 (0/93)	
Years	Experience		 Mean=	20.2	years	

(SD=10.0,	Range=0-43)	
Mean	=17	years	

(SD=11.7,	Range=1-41)	
Long-Term	Care	Facility	Type	 	
				Private	nursing	home	 22%	 (19)	 58%	 (49)	
				Public	nursing	home	 32%	 (27)	 18%	 (15)	
				Community	hospital	 46%	 (39)	 24%	 (20)	
a	=	Doctor	n	=	3,	Administrator	n	=	2,	Physiotherapist	n	=	1,	Occupational	
therapist	n	=	1	
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Palliative	Care	Education	

Many	staff	reported	having	received	little	or	no	palliative	care	training	before	

this	study	(table	5.2).	Staff’s	level	of	palliative	care	training	varied	widely,	

ranging	from	some	who	had	attended	day	courses	to	a	minority	with	training	to	

diploma	level	(1%).	Very	few	respondents	(“before”:	n=4,	“after”:	n=2)	had	

worked	in	a	specialised	palliative	care	environment,	and	then	only	briefly	

(range	6	months	(n=3)	to	2	years	(n=1).	Overall,	at	least	43%	(n=34)	had	some	

training	in	the	“before”	period,	which	improved	post	intervention	to	at	least	

68%	(n=63).	Only	20%	(n=18)	of	“after”	respondents	had	attended	the	

palliative	care	training	provided	in	the	study;	half	of	these	were	nurses.	Of	

training	attendees,	92%	(n=11	of	12	who	answered)	found	it	useful.	

	Table	5.2:	Respondent’s	self-reported	palliative	care	training	experience	before	

and	after	the	palliative	care	education	program	

	

Concept	of	Palliative	Care	

Participants	were	asked	to	define	“palliative	care”,	76	responses	were	received	

from	the	“before”	period	and	70	from	the	“after”	period.	Most	staff	interpreted	

“palliative	 care”	 as	 EoL	 care	 (n=90,	 62%),	 that	 encompasses	 symptom	

management	 (n=73,	 50%),	 using	 a	 holistic	 approach	 that	 aims	 to	 improve	

quality	of	 life	 (n=25,	17%)	and	maintain	patient	comfort	(n=40,	27%).	Nurses	

were	 significantly	 more	 likely	 than	 HCAs	 to	 view	 palliative	 care	 in	 terms	 of	

	 Before	 After	

	 		 Total	 Nurses	 HCAs	

Characteristic	 n	 %	 		 n	 %	 n	 %	 n	 %	
Respondents	 80	 	 93	 	 45	 	 48	 	
Palliative	Care	Training	
Level	 	 	 	 	 	 	 	 	

Diploma	 1	 (1%)	 1	 (1%)	 1	 (2%)	 	 	
Certificate	 4	 (5%)	 9	 (10%)	 6	 (13%)	 3	 (6%)	
~	Week	long	course	 16	 (20%)	 7	 (8%)	 4	 (9%)	 3	 (6%)	
Day	course	 5	 (6%)	 13	 (14%)	 6	 (13%)	 7	 (15%)	
Other	 8	 (10%)	 33	 (36%)	 12	 (27%)	 21	 (44%)	

Training	Summary		 	 	 	 	 	 	 	 	
Some	Palliative	Care	Training	 34	 (43%)	 63	 (68%)	 29	 (64%)	 34	 (71%)	
No	Palliative	Care	Training	 9	 (11%)	 18	 (19%)	 10	 (22%)	 8	 (17%)	
Didn’t	answer	 37	 (46%)	 12	 (13%)	 6	 (13%)	 6	 (13%)	
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symptom	management	(n=60/103	nurses	vs	n=10/32	HCAs,	c2	=7.13,	p=0.008).	

While	most	respondents	(n=120)	framed	the	target	of	care	as	the	patient,	25%	

(30	of	120)	also	included	their	family.	Nurses	were	significantly	more	likely	to	

include	 family	 than	 HCAs	 (n=26/105	 nurses	 vs	 n=2/32	 HCAs,	 c2=	 5.357,	

p=0.021).	 Some	 staff	 saw	 palliative	 care	 as	 a	 specialised	 area	 (n=4,	 all	 from	

“before”),	 some	 included	 the	 multidisciplinary	 team	 (n=5),	 others	 palliative	

care’s	 role	 in	 a	 “natural”	 death	 (n=2),	 in	 living	 well	 until	 death	 (n=6)	 and	

promoting	patient	autonomy	(n=4,	all	from	“after”).		

Palliative	Care	education	needs	

Staff	identified	their	learning	needs	from	36	listed	topics	(or	suggested	other	

needs)	and	then	ranked	these	subjects’	importance.	Using	free	text,	they	could	

also	suggest	other	learning	needs	they	might	have.	Each	topic	was	

acknowledged	as	a	learning	need	by	at	least	half	of	staff	(table	5.3).	Even	for	

staff	with	higher	levels	of	training,	i.e.	diploma	or	certificate,	most	topics	

remained	important.	Irrespective	of	prior	training,	occupation	or	time	(before	

or	after),	some	topics	were	ranked	highly	by	the	majority:		

• understanding	and	managing	the	emotional	needs	of	the	dying	person	

and	their	family;		

• the	physiological	impact	of	life-threatening	illnesses;		

• pain	assessment.		

Topics	deemed	more	important	by	nurses	than	HCAs	were:		

• the	pharmacological	and	non-pharmacological	management	of	pain	

• the	management	of	a	“death	rattle”	and	respiratory	symptoms	and		

• the	ethical,	religious,	and	legal	issues	of	end-of-life	care.		

Whereas	more	HCAs	than	nurses	wanted	teaching	on		

• the	diagnosis	of	death	and		

• the	physical	changes	as	it	approaches.		
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Table	5.3.	Staff	self-reported	palliative	care	education	needs	

Educational	topics	 %	of	respondent	group	identifying	each	
topic	as	a	learning	need	

	 															Nurses	 HCAs	 Total	
	 Total	 Before	 After	 		 		
Pharmacological	management	of	pain	 93	^	 91	^	 95	^	 65	*	 83	^	
Non-pharmacological	pain	management		 88	^	 87	^	 90	^	 65	*	 81	^	
Pain	and	symptoms	assessment		 85	^	 87	^	 83	^	 74	^	 81	^	
Advance	directives	and	power	of	attorney	 84	^	 84	^	 85	^	 70	 80	^	
Understanding	 the	 emotional	 needs	 of	 the	
dying	person		

84	^	 87	^	 80	 78	^	 75	

Managing	 the	emotional	 impact	on	 families	
as	death	nears		

83	^	 84	^	 83	^	 74	^	 82	^	

Understanding	 life-threatening	 illness’	
physiological	impact		

83	^	 79	 88	^	 76	^	 83	^	

Ethical,	religious,	&	legal	aspects	of	dying		 83	^	 81	^	 85	^	 65	*	 77	
Respiratory	 secretion/	 “death	 rattle”	
management	

83	^	 84	^	 80	 72	 79	^	

Management	of	grief	&	bereavement		 81	 81	^	 80	 70	 79	^	
Staff	stress	management		 80	 79	 80	 70	 78	
Individual/family	crisis	management		 79	 78	 80	 65	*	 75	
Individual/family	stress	management		 79	 79	 78	 70	 76	
Confusion	 &	 agitation	 assessment	 &	
management		

79	 78	 80	 74	^	 77	

Stages	of	dying		 79	 79	 78	 78	^	 82	^	
Culture	and	death		 78	 76	 80	 70	 75	
Determining	mental	competency		 78	 76	 80	 67	 75	
Dyspnoea	assessment	and	management		 78	 78	 78	 65	*	 72	
Primary	roles	of	the	palliative	care	team	^		 77	 76	 78	 76	^	 78	
Understanding	personal	autonomy		 75	 72	 80	 76	^	 75	
Individual/family	support	services		 75	 75	 76	*	 72	 75	
Family	counselling		 74	 72	 78	 65	*	 72	
Nausea	assessment	and	management		 74	 72	 78	 67	 72	
Communication	&	history-taking	skills		 73	 71	 78	 70	 72	
Physical	changes	as	death	approaches		 73	 68	*	 83	^	 78	^	 76	
Individual/family	spiritual	needs		 73	 72	 76	*	 72	 74	
Impaired	 swallow	 assessment	 &	
management		

72	*	 69	 78	 72	 71	*	

Dehydration	assessment	&	management	 72	*	 68	*	 78	 76	^	 73	
Loss	of	appetite/weight/taste	assessment	
and	management		

72	*	 68	*	 78	 67	 71	*	

Sleep	disorder	assessment	&	management		 71	*	 69	 73	*	 57	*	 66	*	
Fatigue	management		 70	*	 63	*	 80	 67	 69	*	
Nutrition	as	death	approaches	 70	*	 68	*	 73	*	 67	 72	
Diagnosing	dying	 67	*	 66	*	 68	*	 74	^	 68	*	
Maintaining	 mobility/preventing	
complications	of	immobility		

62	*	 56	*	 73	*	 70	 64	*	

Incontinence	assessment	&	management		 59	*	 56	*	 73	*	 70	 64	*	
Maintaining	self-care	(e.g.	mouth	care)	 40	*	 49	*	 71	*	 70	 61	*	
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Staff	Confidence	in	End-of-Life	care	

Staff	confidence	in	EoL	care	issues	is	presented	in	Table	5.4.		

Table	5.4:	Staff	self-reported	confidence	in	End-of-Life	Care	

	

The	topics	cited	least	often	across	both	disciplines	were:	

• Assessment	and	Management	of	Incontinence	

• Assessment	and	Management	of	Sleep	Disorders	

• Maintaining	Mobility/Preventing	Complications	of	Immobility	

Maintaining	Self-Care	Activities	(e.g.	Mouth	care)		

Respondent	Group	 Unconfident	 Neutral	 Confident	
%	 n	 %	 n	 %	 n	

Q	1.		How	confident	do	you	feel	discussing	end-of-life	issues	with	a	resident	or	their	
family?	

Before	 	 	 	 	 	 	
Total		 43%	 (32/75)	 16%	 (12/75)	 41%	 (31/75)	

Nurses		 42%	 (27/65)	 15%	 (10/65)	 43%		 	
(28/65)	

HCAs		 	 (1)	 	 (2)	 	 	
After	 	 	 	 	 	 	

Total	 31%	 (29/88)	 22%	 (20/88)	 42%		 (39/88)	
Nurses	 29%	 (12/42)	 24%	 (10/42)	 48%		 (20/42)	
HCAs		 37%	 (17/46)	 22%	 (10/46)	 41%		 (19/46)	

Nurses	 	 	 	 	 	 	
With	PC	training	 19%	 (10/54)	 13%	 (7/54)	 69%		 (37/54)	
Without	PC	training	 55%	 (27/49)	 24%		 (12/49)	 20%		 (10/49)	

Q	2.		How	confident	do	you	feel	dealing	with	bereavement	issues	with	a	resident’s	family?	
Before	 	 	 	 	 	 	

Total		 32%	 (24/76)	 21%	 (16/76)	 47%	 (36/76)	
Nurses	 27%	 (18/66)	 23%	 (15/66)	 50%		 (33/66)	
HCAs		 	 (2)	 	 (1)	 	 	

After	 	 	 	 	 	 	
Total	 34%	 (30/88)	 18%	 (16/88)	 48%		 (42/88)	
Nurses		 31%	 (13/42)	 19%	 (8/42)	 50%		 (21/42)	
HCAs	 37%	 (17/46)	 17%	 (8/46)	 47%		 (21/46)	

Nurses	 	 	 	 	 	 	
With	PC	training	 15%	 (8/53)	 15%	 (8/53)	 70%		 (37/53)	
Without	PC	training	 42%	 (21/50)	 28%	 (14/50)	 30%		 (15/50)	
Q	3.		How	confident	do	you	feel	setting	up	and	using	a	syringe	driver	to	deliver	

medications	to	a	person	at	the	end	of	life?	a	
Before	 34%	 (27)	 15%		 (11)	 46%	 (36)	
After		 29%	 (13)	 16%	 (7)	 49%		 	(22)	
Nurses	with	PC	training	 22%	 (12/54)	 15%	 (8/54)	 63%		 (34/54)	
Nurses	without	PC	training	 44%	 (22/50)	 16%	 (8/50)	 40%		 (20/50)	
a	only	nurses	and	doctors	are	included	in	this	part	of	the	analysis	on	syringe	drivers,	as	
non-clinical	staff	and	HCAs	would	not	be	expected	to	have	this	skill	
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Logistic	regression	analysis	(including	the	predictive	variables;	having	had	any	

palliative	care	training,	occupation,	years	of	experience,	type	of	long	term	care	

facility,	and	time-period)	showed	having	prior	palliative	care	training	was	the	

only	variable	predictive	of	a	respondent	having	confidence	to	discuss	EoL	issues	

with	residents	or	families	(odds	ratio	(OR)	=	8.08	(95%	confidence	interval	(CI)	

3.329-19.612),	p<0.001),	the	other	variables	were	not	significant.		

Syringe	driver		

Respondents	were	asked	when	they	would	use	a	syringe	driver;	they	indicated	

its	purpose	at	the	EoL	(before:	n=25/69,	after:	n=19/57)	to	provide	medication	

for	symptom	management	(before:	n=43/69,	after:	n=39/57),	when	swallowing	

was	difficult	(before:	n=32/69,	after:	n=24/57)	or	when	oral	or	stat	doses	given	

pro	re	nata	(PRN,	“when	necessary”)	were	no	longer	working	(before:	n=13/69,	

after:	n=6/57).	It	was	considered	a	delivery	route	that	gave	constant	symptom	

relief	(before:	n=10/69	after:	10/57)	avoiding	the	need	for	repeated	injections	

(before:	n=11/69,	after:	6/57).	Pain	was	the	commonest	symptom	mentioned	

(before:	n=31/43,	after	28/39),	followed	by	nausea	(before:	n=14/43,	after:	

8/39).	There	was	a	sense	amongst	some,	that	the	syringe	driver	was	a	panacea	

for	comfort	irrespective	of	what	it	contained	or	the	dosage;	that	it	was	more	

potent	than	any	oral	treatment.		

Whether	 a	 syringe	 driver	 shortened	 or	 prolonged	 a	 person’s	 life	 produced	

mixed	views;	29%	(n=35/122)	believed	it	shortened	life,	but	many	believed	it	

depended	 on	 the	 person	 and	 their	 condition.	 Responses	 were	 analogous	

irrespective	of	palliative	care	 training	(with:	28%	(n=20/96)	vs	without:	31%	

(n=14/45)),	 or	 time-period	 (“before”:	 29%	 (n=19/65)	 vs	 “after”:	 28%	

(n=16/57)).	Other	staff	qualified	their	responses	by	saying	they	didn’t	know,	or	

that	it	didn’t	matter,	as	the	priority	and	purpose	of	using	a	syringe	driver	was	to	

maintain	patient	comfort	and	provide	a	better	quality	of	dying	experience.		

Nurses	 and	 doctors	 were	 asked	 to	 name	 up	 to	 5	 medications	 deliverable	

through	a	syringe	driver	and	their	indication	for	use	(table	5.5).	All	indications	

given	were	correct,	but	some	listed	medications	are	unavailable	in	Ireland	(e.g.	

diamorphine)	or	not	 formulated	for	syringe	driver	administration	(e.g.	DF118,	
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cyclimorphä,	oromorphä).	Most	suggested	midazolam’s	use	 for	agitation;	but	

few	 linked	 it	 with	 relieving	 dyspnoea	 and	 a	 minority	 in	 treating	 seizures;	

morphine	 was	 predominantly	 seen	 for	 its	 analgesic	 effects.	 Knowledge	 was	

lacking	on	which	drugs	can	be	combined	in	a	syringe	driver	(table	5.6)	and	on	

diluents.	

Table	5.5.	Medication	proposed	for	use	in	a	syringe	driver		

Medication	
Before	(n=69)	 After	(	n=41)	

n	 %	 n	 %	

Morphine	 66	 95%	 41	 100%	

Midazolam	 50	 72%	 35	 85%	

Hyoscine	 62	 90%	 33	 80%	

Cyclizine	 28	 41%	 20	 49%	

Metoclopromide	 26	 38%	 20	 49%	

Levomepromazine	 15	 22%	 6	 15%	

Haloperidol	 14	 20%	 7	 17%	

Cyclimorphä	 5a	 7%	 5	a		 12%	

Diamorphine	 4b	 6%	 	 	

Prochlorperazine	 4	 6%	 3	 7%	

Saline	 3	 4%	 	 	

Hydromorphine	 2	 3%	 	 	

Oxycodone	 1	 1%	 2	 5%	

Isolated	medications	
Dexamethasone,	DF118ä	a	,	
Insulin	a	,	Noradrenaline	a		

Pethidine,	Oromorphä,	had	1	
response	each	(1%	each)	

Dexamethasone	a	,	
Insulin,	Ondansetron	and	

Diazepam	had	1	
response	each	(2%	each)	

a	=	response	of	one	respondent	without	palliative	care	training		
b	=	response	of	four	respondents	without	palliative	care	training		
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Figure	5.1:	Responders	ability	to	name	medications	used	in	a	syringe	driver	

	

Table	5.6.	Knowledge	of	drugs	that	can	be	combined	in	a	syringe	driver	

Drug	

Combinatio

n	

Survey	

period	

Can	be	

combined	

Cannot	be	

combined	
Unsure	

No	

response	

%	 n	 %	 n	 n	 n	

Cyclizine	

and	

Morphine	

Before	 54%	 (39/72)	 7%	 (5/72)	 18	 10	

After	 69%	 (31/45)	 0%	 (0/45)	 6	 8	

With	PC	

training	
68%	 (41/60)	 2%	 (1/60)	 11	 7	

No	PC	training	 54%	 (27/50)	 8%	 (4/50)	 12	 7	

Cyclizine	

and	

metoclopro-

mide	

Before	 8%	 (6/72)	 35%		 (25/72)	 22	 19	

After	 4%	 (2/45)	 53%	 (24/45)	 10	 9	

With	PC	

training	
8%	 (5/60)	 42%	 (25/60)	 20	 10	

No	PC	training	 6%	 (3/50)	 44%	 (22/50)	 11	 14	

Morphine	

and	

metoclopro-

mide	

Before	 47%	 (34/72)	 4%	 (3/72)	 21	 14	

After	 69%	 (31/45)	 0%	 (0/45)	 10	 4	

With	PC	

training	
60%	 (36/60)	 2%	 (1/60)	 16	 7	

No	PC	training	 52%	 (26/50)	 4%	 (2/50)	 13	 9	

Note:	only	nurses	and	doctors	are	included	in	this	analysis,	as	other	staff	would	not	be	

expected	to	have	this	knowledge	
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Referral	to	Specialist	Palliative	Care	Services:			

Awareness	of	how	to	access	specialist	palliative	care	services	was	good.	The	

reasons	cited	for	referral	included;	advice	and	help	on	symptom	management	

(pain,	agitation,	nausea),	particularly	if	proving	difficult,	advice	on	analgesia,	

need	for	equipment	(syringe	driver),	and	support	for	the	resident	and	their	

family.	

Advance	Care	Directives	and	Medical	Decision-Making	for	those	with	Advanced	

Dementia	

Staff	were	asked	their	opinion	on	advance	care	directives	and	advance	care	

planning	by	asking	them	to	rate	to	what	extent	they	would	agree	with	a	series	

of	statements.	This	section	of	the	survey	was	taken	from	the	previous	survey	

used	by	Molloy	et	al	described	above.	Staff	responses	are	presented	in	Table	5.7.		

When	asked	“who	makes	medical	decisions	for	someone	with	advanced	

dementia?”;	50%	responded	correctly,	but	23%	(39%	HCAs,	16%	nurses)	

believed	the	family	are	responsible,	which	was	not	the	current	legal	situation	in	

Ireland.	Time	period,	discipline	and	training	in	palliative	care	did	not	appear	to	

influence	the	result.	Only	a	minority	(5%)	included	the	patient	in	the	decision-

making	process.		

Previous	staff	ACD	experience	improved	from	only	32%	of	nurses	before	

(n=8/25,	of	whom	5	had	completed	an	ACD	with	a	resident)	to	52%	nurses	

(n=23/44)	and	2	HCAs	“after”.	This	section	of	the	questionnaire	had	a	poor	

response	rate	in	some	groups	(“before”	nurses	34%,	n=25/74,	and	“after”	HCAs	

21%,	n=10/48	who	may	not	have	seen	this	as	their	role).	

Of	“after”	respondents,	23	nurses	and	2	HCAs	had	received	‘Let	Me	Decide’	ACP	

training	and	86%	(n=22/25)	found	it	useful.	Despite	73%	(n=11/15	who	

answered)	of	them	feeling	moderately	to	very	confident	in	conducting	ACP	with	

residents,	only	a	third	(n=7)	had	engaged	in	ACP.	One	additional	nurse	was	also	

doing	ACP	after	being	trained	by	an	experienced	colleague.		

On	a	scale	of	1-5	(easy-difficult)	on	how	it	was	to	get	families	involved	in	care	

planning	for	a	resident,	“after”	staff	indicated	it	was	somewhat	easy	with	family	
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of	residents	with	capacity	(mean	of	2.64,	SD	0.86),	but	a	little	easier	with	family	

of	residents	lacking	capacity	(mean	2.8,	SD	1.08).	All	except	one	of	those	active	

in	conducting	ACP	had	completed	palliative	care	training,	almost	all	(n=11/13,	2	

non-response,	1	neutral)	felt	confident	in	dealing	with	EoL	issues	with	residents	

and	 bereavement	 issues	 with	 their	 families	 (n=9/13,	 2	 non-response,	 2	

neutral).		

Barriers’	to	completing	advance	care	directives	

Barriers	to	ACD	completion	were	measured	using	a	33-item	questionnaire.	The	

barriers	most	frequently	cited	(by	over	80%	of	the	sample)	were:	the	lack	of	

knowledge	of	ACDs	in	residents/their	families	and	finding	sufficient	time	for	

education;	people’s	hearing	or	communication	impairment;	those	needing	more	

time;	insufficient	education	about	ACDs	throughout	the	healthcare	system	and	

the	public;	and	conflicting	opinions	within	a	family	(table	5.8).		

Factors	influencing	the	format	of	education	delivery	

Participants	in	the	“before”	period	provided	information	on	their	preferred	

learning	formats.	Several	factors	were	important	influences	on	staff	attending	

education:	its	location	(66%,	n=57),	timing	(38%,	n=33),	attending	during	time-

off	(23%,	n=20),	loss	of	pay	for	attending	(16%,	n=14),	and	the	teaching	format	

(9%,	n=8).	Free	text	responses	qualified	these	areas	further.		

Location:	Most	respondents	wanted	training	locally	either	in	the	workplace	or	

nearby	due	to	competing	domestic	commitments,	convenience,	travel	time	and	

cost	and	parking	issues.	They	asked	that	training	be	open	to	staff	from	other	

sites	so	they	could	gain	knowledge	“from	other	people’s	experiences	in	other	

nursing	homes	or	healthcare	facilities”.	

Cost:	The	personal	cost	in	terms	of	time,	travel	and	parking	was	emphasised.	

Some	staff	sought	training	(n=4)	or	their	attendance	(n=7)	be	paid	for	by	the	

employer.	One	respondent	highlighted	the	potential	cost	to	employers	for	

locum	staff	to	cover	absences	due	to	training.			
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Timing:	It	was	clear	from	responses	that	any	education	would	be	in	

competition	with	both	domestic	and	work-related	obligations;	childcare	issues,	

spousal	work	patterns,	and	the	need	for	“work-life”	balance	were	cited.		

“domestic	commitments	would	prevent	long	distance	travel”	

“I	need	my	days	off	for	me”	

“if	it	is	considered	as	work	or	paid	workshop	and	is	calculated	along	

within	40	hour	week.	I'm	married,	have	2	small	kids	and	my	time	off	is	

important	to	me	as	much	as	my	work.	There	has	to	be	a	balance	I'd	say.”	

“if	it	was	incorporated	as	part	of	my	working	week.	Would	find	it	hard	to	

come	in	when	off	duty”	
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Table	5.7.	Staff	attitudes	on	advance	care	planning	and	advance	care	directives	

Question	 Period	 Response,	%		
	 	 Strongly	

Disagree	
Disagree	 Neutral	 Agree	 Strongly	

Agree	
Every	 competent	 person	 has	 the	 right	 to	 accept	 or	 refuse	 medical	
treatment	

Before	 -	 -	 -	 69	 31	
After	 1	 1	 2	 27	 69	

Every	competent	person	can	complete	an	ACD		 Before	 -	 -	 3	 39	 59	
After	 1	 2	 1	 31	 65	

ACDs	are	a	way	of	getting	rid	of	old	people		 Before	 83	 18	 -	 -	 -	
After	 76	 20	 3	 1	 -	

HCPs	are	the	best	people	to	make	health	decisions	for	patients		 Before	 9	 48	 27	 13	 3	
After	 9	 36	 27	 16	 12	

A	patients	 family	are	 the	best	people	 to	make	health	care	decisions	
when	a	patient	no	longer	can	and	has	no	ACD		

Before	 8	 33	 28	 28	 3	
After	 7	 34	 27	 23	 10	

There	is	a	need	for	patients	to	become	more	involved	in	their	health	
care	decisions		

Before	 3	 -	 -	 45	 52	
After	 4	 2	 3	 42	 48	

If	people	are	allowed	 to	make	 their	own	health	care	decisions,	 they	
will	usually	make	the	wrong	decision		

Before	 35	 54	 8	 2	 2	
After	 32	 54	 11	 3	 -	

People	who	 complete	ACDs	 should	 be	 allowed	 to	 leave	 instructions	
which	others	may	feel	are	not	in	their	best	interest	

Before	 5	 14	 13	 55	 14	
After	 4	 18	 13	 45	 20	

ACDs	can	make	the	decision-making	process	for	HCP	easier,	by	letting	
them	know	the	patients	and	family’s	wishes		

Before	 2	 -	 2	 45	 52	
After	 -	 3	 1	 47	 48	

Every	competent	person	should	be	required	to	complete	an	ACD	 Before	 3	 23	 25	 34	 15	
After	 2	 11	 19	 34	 34	

ACDs	can	contribute	to	a	better	patient/HCP	relationship		 Before	 -	 3	 12	 48	 37	
After	 -	 3	 17	 41	 40	

ACDs	are	a	step	on	the	road	to	legalised	euthanasia		 Before	 49	 38	 13	 -	 2	
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After	 38	 32	 21	 8	 2	
The	elderly	should	be	allowed	to	request	intensive	care	treatment		 Before	 -	 3	 22	 52	 23	

After	 1	 5	 12	 50	 32	
ACDs	are	a	positive	step	towards	greater	patient	autonomy		 Before	 -	 2	 5	 62	 32	

After	 -	 -	 14	 56	 30	
HCPs	should	be	required	to	follow	ACDs		 Before	 -	 3	 2	 67	 27	

After	 -	 3	 9	 43	 45	
Abbreviations:	ACD	=	advance	care	plan,	HCP	=	Healthcare	professionals	
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Table	5.8.	Staff	perceived	and	experienced	barriers	to	advance	care	directive	use	

and	advance	care	planning	

Question:	In	your	work	do	you	encounter	any	of	the	following	potential	barriers	to	the	use	of	

advance	care	directives?	

	Barriers	

Identified	barriers	

%	Change	
Before	 After	

Total	 n1	 Total	 n1,n2	

%	 n1a	 %	 (n1,	n2)a	

1. Finding	sufficient	time	to	educate	
patients	/residents	about	ACDs	or	
having	ACP	discussions?	

96		 (4/5)	 83		 (8,	8)	 -13	

2. Elderly	people	with	hearing/other	
communication	impairments/who	
need	more	time?	

91		 (4/5)	 91		 (8,	10)	 0	

3. Conflicting	opinions	among	family	
members	when	filling	out	ACDs?	

86		 (4/5)	 90		 (7,	9)	 4	

4. Insufficient	education	for	the	
general	public	about	ACDs?	

100	 (5/5)	 80		 (7,10)	 -20	

5. Families	who	have	not	been	
previously	educated	about	ACDs?	

100	 (5/5)	 80		 (7,	9)	 -20	

6. People	who	do	not	want	to	learn	
about	ACDs?	

48		 (1/5)	 78		 (7,	9)	 30	

7. Lack	of	education	programs	about	
ACDs	throughout	the	healthcare	
system?	

87		 (3/5)	 86		 (6,	11)	 -1	

8. Assessing	the	
patient/resident/clients	competence	
to	complete	an	ACD?	

64		 (2/5)	 68		 (6,	4)	 4	

9. People	who	cannot	understand	the	
concept	of	ACDs?	

73		 (1/5)	 73		 (5,	7)	 0	

10. Patients/Residents/Clients	being	
influenced	too	much	by	family’s	
opinions	when	filling	out	ACDs?	

73		 (3/5)	 72		 (5,8)	 -1	

11. Staff	lack	of	education	about	the	
ACDs/	ACP?	

91		 (4/5)	 74		 (5,	8)	 -17	

12. Patient/Resident/Client’s	lack	of	
education?	

70		 (3/5)	 72		 (5,	7)	 2	

13. Lack	of	education	about	ACDs	in	
acute	hospitals?	

73		 (3/5)	 68		 (5,	8)	 -5	

14. Old	age	i.e.	older	people	have	more	
difficulty	completing	ACDs?	

57		 (2/5)	 60		 (5,	7)	 3	

15. Poor	communication	with	
residents/patients	and	families	
about	ACDs?	

55		 (1/5)	 56		 (5,	5)	 1	
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16. Resident	/	their	family	don’t	feel	
comfortable	to	discuss	ACP?		

86		 (3/5)	 79	 (4,	10)	 -7	

17. Accommodating	the	different	
education	needs	of	patients?	

70		 (1/5)	 76		 (4,	8)	 6	

18. Staff	lack	of	comfort	in	discussing	
ACP?	

73		 (3/5)	 61		 (4,	6)	 -12	

19. Finding	a	private	area	to	discuss	
ACP?	

36		 (2/5)	 50		 (4,	4)	 14	

20. A	person’s	youth,	i.e.	young	people	
have	more	problems	completing	
ACDs?	

33		 (0/5)	 46		 (3,	2)	 13	

21. Lack	of	education,	i.e.	lower	
educated	people	have	more	
problems	completing	ACDs?	

68		 (3/5)	 44		 (3,	5)	 -24	

22. Lack	of	medical	knowledge	with	
regard	to	disease,	prognosis,	
treatment	options	or	EoL	issues?	

50		 (1/5)	 44		 (3,	2)	 -6	

23. Different	language	or	need	to	
translate	when	completing	ACDs?	

35		 (0/5)	 42		 (3,	2)	 7	

24. The	area	where	ACDs	are	completed	
is	too	noisy?	

32		 (2/5)	 36		 (3,	4)	 4	

25. Doctors	who	do	not	support	ACDs?	 14		 (1/5)	 36		 (3,	5)	 22	

26. The	lack	of	educational	aids,	e.g.	
books,	videos?	

74		 (4/5)	 62		 (2,	8)	 -12	

27. Patients	ignoring	family	members’	
opinions	when	filling	out	ACDs?	

60		 (2/5)	 50		 (2,	5)	 -10	

28. Cultural	differences	in	attitudes	and	
values	around	life	and	death?	

46		 (0/5)	 50		 (2,	6)	 4	

29. Too	much	conflicting	education	on	
ACDs?	

46		 (1/5)	 45		 (2,	4)	 -1	

30. Nurses	who	do	not	support	ACDs?	 18		 (0/5)	 35		 (2,	4)	 17	

31. Other	staff,	e.g.	administrators,	who	
do	not	support	ACDs?	

5		 (1/5)	 21		 (2,	1)	 16	

32. Low	socio-economic	status?	 33		 (2/5)	 15		 (1,	1)	 -18	

33. Gender?	 9		 (0/5)	 16		 (0,	0)	 7	

a	n1=	responses	of	staff	who	had	completed	ACPs	with	residents	(n=5	before,	n=8	after),	n2	=	

responses	of	staff	with	ACP	training	who	had	not	completed	an	ACP/ACD	with	residents	(n=13)	
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Some	specifically	wanted	training	incorporated	into	their	working	week,	others	

wanted	it	to	be	outside	their	working	hours;	“in	my	own	time”,	at	“weekends	or	

evening”,	or	needed	it	on	specific	days,	whilst	others	wanted	flexibility.	Some	

requested	full	or	half	day	sessions,	others	preferred	shorter	teaching	repeated	

over	a	longer	timeframe.	Staff	acknowledged	competing	agendas	would	

necessitate	employer’s	involvement,	so	that	staff	would	be	released	to	attend,	

and	locums	potentially	employed	to	cover	absent	staff’s	duties:		

“at	work,	there	is	always	lack	of	time	in	attending	these	workshops	due	

to	staff	shortages,	rather	than	giving	out	dinners”.	

Format:	Staff’s	preferred	format	varied.	Most	wanted	a	combination	of	

approaches	which	included:	“handouts”	(56%,	n=49),	lectures	(54%,	n=47),	

group	discussions	(53%,	n=46),	case	based	teaching	sessions	(38%,	n=33),	

“self-directed	learning	packages	e.g.	videos,	manuals”	(25%,	n=22),	seminars	

(23%,	n=20).	Others	suggested	practical	workshops,	one	proposed	online	

training.	One	person	was	very	clear	on	what	they	did	not	want:		

“please	not	group	discussions,	please	not	role-play,	etc.,	would	

appreciate	a	certificate	of	attendance”.	

 Discussion	

Research	from	other	countries	found	25-46%	of	long	term	care	staff	have	

received	palliative	care	education	and	this	study	confirms	similarly	low	levels	in	

a	diverse	Irish	cohort.(291,	406,	407)	One	other	Irish	study	found	comparable	

results,	but	only	examined	staff	from	public	long	term	care	settings.	Our	study	

broadened	inclusion	to	voluntary	and	private	long	term	care	staff	and	gave	

detail	of	their	training	which	for	the	most-part	consisted	of	one	to	several	day	

courses,	though	a	few	had	completed	certificate	or	even	diploma	level	

training.(294)	

Our	study	showed	that	the	prevalence	of	palliative	care	education	rose	to	at	

least	68%	after	the	program’s	implementation	despite	staff	turn-over.	Far	more	

staff	received	training	than	the	few	“after”	respondent	attendees.	Issues	with	

staff	turnover	have	been	found	in	other	studies.(408,	409)	One	study	found	long	
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term	care	staff	turnover	rates	of	16-72%	over	18	months.(250)	Similar	to	a	

Northern	Irish	study,	our	study	found	the	culture	of	EoL	care	changed	in	the	

involved	sites	post	intervention,	the	positive	effects	persisted	despite	staff	

turnover,	“the	seeds	had	been	sown”	in	recognising	palliative	care	as	a	core	

competency	and	the	importance	of	PC	education	for	all	staff.(287,	407).				

Inadequate	palliative	care	training	was	highlighted	as	far	back	as	1967	for	

nurses	and	1980	for	doctors	in	the	UK.(410,	411)		Nurses	role	in	palliative	care	

is	pivotal,	but	a	1986	UK	study,	found	their	training	included	a	mean	of	only	9.8	

hours	of	palliative	care	teaching(412)	and	many	nursing	students	felt	

inadequately	prepared	to	provide	terminal	care.(413)	US	medical	

undergraduate	curriculums	also	paid	limited	attention	to	palliative	care	from	

the	1970s	until	about	2000	when	the	situation	improved.	By	then	almost	all	

nursing	and	medical	training	contained	some	palliative	care	education	albeit	

with	an	average	of	only	8-20	hours	teaching.(414-416)	By	2006,	the	duration	

for	undergraduate	nurses	had	improved	to	45	hours	(mean)	and	over	96%	of	

courses	incorporated	communication	with	terminally	ill	patients	in	their	

teaching	methods.(417)	The	lack	of	prior	palliative	care	education	in	our	study	

is	unsurprising	as	many	staff	would	have	completed	undergraduate	training	

prior	to	2000.	

Providing	and	maintaining	long	term	care	staff	education	is	hampered	by	many	

competing	barriers;	difficulty	releasing	staff	due	to	shortages,	competing	duties,	

lack	of	time,	training	costs,	accessing	night	workers	and	even	domestic	issues	

such	as	childcare	or	spousal	work	patterns.	Some	of	these	barriers	were	also	

identified	in	a	study	by	Potter	et	al.(418)	Previous	research	found	long	term	

care	staff	wanted	“hands-on”	applied	education	(13.9%)	more	often	than	short	

topic	related	sessions	(6.5%)	or	lectures	(7.7%).(291)	Our	study	cohort	was	

more	open	to	these	formats	but	preferences	varied.	Moreover,	this	study’s	staff	

presented	potential	solutions	to	training	feasibility	issues	and	need	for	

flexibility	in	the	form	of	a	blended	learning	approach;	mixing	shorter	face-to-

face	teaching	with	online	material	accessible	at	a	time	most	suited	to	the	

individual.	Compared	with	traditional	learning,	an	online	course	in	PC	(totaling	

96	hours)	significantly	increased	participating	primary	care	physician’s	
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palliative	care	knowledge,	improved	overall	quality	of	life	for	their	patients	with	

advanced	cancer,	reduced	pain	and	the	severity	of	their	symptoms,	and	their	

families’	anxiety.(419)		Even	a	half	day	course	in	palliative	care	has	shown	

appreciable	improvements	in	symptom	management,	levels	of	support	offered	

to	families,	improved	communication	and	team	cooperation.(398)	We	have	

since	developed	an	online	training	program,	which	is	currently	being	trialled.	

Like	others,	we	found	overlapping	and	divergent	training	needs	and	slightly	

differing	understanding	of	palliative	care	for	HCAs	and	nurses,	in	keeping	with	

their	roles.(239,	294,	391)	Long	term	care	staff	deemed	education	in	

communication	and	the	assessment	and	management	of	family	psychosocial	

and	bereavement	needs	as	important,	whilst	nurses	had	additional	needs	

around	pain	and	symptom	management.(395,	403)	HCAs	are	nurses	“eyes	and	

ears”	and	will	likely	spend	more	time	with	the	patient,	which	may	explain	our	

cohort	seeking	education	on	recognising	the	signs	of	dying,	and	understanding	

and	managing	the	emotional	needs	of	the	dying	and	their	families.		

Lack	of	education	and	training	and	a	perceived	reluctance	of	the	patient	or	

family	are	commonly	cited	barriers	to	initiating	conversations	on	EoL	care	

found	in	a	recent	review	by	Travers	et	al.(420).	Our	study	also	found	these	to	be	

important	in	addition	to	finding	sufficient	time	and	the	impact	of	resident	

communication	or	cognitive	impairments	but	in	contrast	found	cultural	

differences	and	prognostication	difficulties	to	be	amongst	the	least	important	

barriers.	Our	study	found	that	though	lack	of	education	was	amongst	the	more	

commonly	experienced	barriers;	staff’s	lack	of	education	was	notable	but	so	too	

was	education	of	residents,	their	families,	the	public	and	health	system	in	

general.	Travers	review	focused	on	acute	hospital	doctors	and	nurses	so	

barriers	may	differ	in	long	term	care.		

Our	study’s	findings	suggested	the	perceived	barriers	to	ACP	may	differ	from	

those	actually	experienced	by	staff	actively	engaged	in	the	process,	though	

clearly	small	numbers	of	the	latter	limit	the	findings.	With	regard	to	older	

people’s	comfort	in	discussing	EoL	care,	over	75%	of	participants	perceived	this	

as	a	barrier	but	only	half	of	those	engaged	in	ACP,	who	stated:	“it	was	our	
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discomfort	that	prevented	it	to	begin	with,	not	theirs,	now	the	conversations	

are	much	easier”.	Subsequent	focus	groups	found	the	‘Let	Me	Decide’	ACP	

process	strengthened	relationships,	and	normalised	the	topic	of	death,	which	

was	no	longer	seen	as	taboo.(287)	

Clearly,	palliative	care	training	is	important	for	all	staff	caring	for	the	dying.	The	

training	provided	in	this	study	was	open	to	any	staff	wishing	to	attend.	It	is	

unclear,	however,	why	a	considerable	proportion	of	those	who	had	received	

ACP	training	had	failed	to	apply	their	skills	by	not	yet	engaging	in	ACP	with	

residents.	A	study	by	Albers	et	al	in	2014	found	nurses	with	more	palliative	care	

education	wanted	to	be	involved	in	EoL	medical	decision	making.(421)	In	our	

study,	those	who	engaged	in	ACP	appeared	more	likely	to	have	palliative	care	

education.	But	it	could	be	that	those	with	an	interest	and	inherent	capacity	to	

engage	in	difficult	conversations	about	death	and	dying	with	residents	are	also	

more	drawn	to	obtain	further	palliative	care	education.	If	it	were	possible	to	

distinguish	staff	with	an	interest	in	“upskilling”	and	an	aptitude	to	apply	their	

learned	skills	in	becoming	“champions”	of	palliative	care	in	their	workplace;	the	

valuable	resources	of	time,	cost	and	effort	for	extra	training	could	be	focused	on	

staff	most	likely	to	benefit.	Neither	education	alone,	nor	the	sharing	of	

information	through	palliative	care	link	nurses/champions	will	likely	be	

sufficient	to	create	changes	in	the	culture	of	EoL	care	within	a	long	term	care	

organisation.	Change	management	frameworks	suggest	there	needs	to	be	a	

commitment	to	change	and	quality	improvement	in	EoL	care	established	within	

the	workplace,	particularly	with	senior	management.(422)	Moreover,	if	the	link	

nurse/champion	is	to	implement	change,	these	individuals	also	need	qualities	

of	good	leadership,	vision	for	what	EoL	care	should	look	like	within	their	

organisation	and	the	capacity	to	plan,	communicate	and	drive	that	vision	to	

fruition.	

The	study	has	a	number	of	limitations.	Nurse’s	response	rate	of	61%	is	good	for	

this	survey	type	but	may	introduce	bias	if	respondents	differed	from	non-

responders.	Maintaining	staff’s	anonymity,	prevented	pairing	of	individual	staff	

responses	from	“before”	with	“after”,	though	assigning	predetermined	random	

numbers	to	each	staff	member	could	have	ameliorated	this	issue.	In	addition,	
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the	findings	are	limited	by	the	paucity	of	HCAs	in	the	“before”	period,	which	

meant	design	of	the	palliative	care	education	without	information	about	HCA’s	

specific	needs	and	only	used	those	cited	in	a	literature	review.	That	HCAs	

represented	over	half	(52%)	of	respondents	in	the	“after”	period	may	be	due	to	

their	inclusion	in	the	educational	program	and	a	greater	appreciation	of	their	

role,	something	which	other	research	has	found	when	education	was	delivered	

to	nurses	and	HCAs	together.(423)		

 Conclusions	

This	study	found	deficits	in	palliative	care	knowledge,	diverse	views	and	

learning	needs	in	long	term	care	staff	working	with	older	patients	whose	low	

levels	of	training	improved	with	an	education	program.	Palliative	care	

education	was	associated	with	greater	knowledge	and	confidence	in	providing	

EoL	and	a	trend	to	greater	engagement	with	ACP	in	those	who	also	received	this	

training	as	part	of	the	study’s	educational	initiative.			
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Chapter	Six:	What	constitutes	a	

“Good	Death”	and	the	Holy	Grail	

of	its	measurement	
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6 What	constitutes	a	“Good	Death”	and	the	Holy	Grail	of	its	

measurement	

Defining	types	of	deaths	in	terms	of	their	being	sudden	or	gradual,	expected	or	

unexpected	is	not	difficult	in	comparison	with	delineating	what	constitutes	a	

“good	death”	or	a	“bad”	one.	The	“good	death”	is	highly	variable,	based	on	

individual	preferences,	and	finding	a	means	of	measuring	it	accurately	is	as	

elusive	as	the	Holy	Grail.	

Most	people	in	the	Western	world	have	only	a	limited	experience	of	death.	

Some	may	never	have	been	with	a	dying	person	in	their	final	days	or	seen	

someone	die.	Indeed,	many	healthcare	professionals	may	have	only	limited	

exposure	to	caring	for	dying	patients.		

There	are	several	aspects	of	the	end	of	life	experience	that	could	be	measured,	

including:		

• the	quality	of	life,		

• the	quality	of	life	at	the	end	of	life	

• the	quality	of	end	of	life	care	and		

• the	quality	of	dying	and	death	

and	though	similar,	there	are	subtle	but	important	differences	between	each	of	

these	overlapping	entities.	The	concept	of	what	constitutes	each	of	these	

entities	is	complex	though,	and	difficult	to	define.	In	addition,	each	of	these	

entities	contain	both	objective	and	subjective	elements	making	accurate,	

meaningful	and	comparable	measurement	tenuous.		

6.1 Quality	of	Life	–	Older	People	

The	vastness	of	the	components	of	quality	of	life	has	meant	that	in	recent	years	

efforts	have	been	made	to	identify	the	domains	that	are	important	to	various	

sub-populations	such	as	older	people,	people	at	the	end	of	life	or	people	with	

specific	symptoms	or	diseases,	across	various	settings	(such	as	community,	

hospital	or	long	term	care).	
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Bowling	et	al	undertook	a	survey	of	adults	over	age	65	years	on	their	quality	of	

life	using	the	vehicle	of	the	Office	for	National	Statistics	Omnibus	Survey	in	

Great	Britain.	Published	in	2002,	the	study	found	that	community	dwelling	

older	adults	identify	several	domains	as	important	to	their	quality	of	life:		

• Social	comparisons	and	expectations	

• Personality	and	psychological	characteristics	–	self-efficacy	and	

optimism	

• Health	and	functional	status	–	physical	functioning,	health	status,	

longstanding	illness	

• Social	capital	(personal	and	external)	-	social	activities,	social	contacts,	

social	support,	pets,	frequency	of	loneliness,	increase	in	loneliness,	

quality	and	safety.(424)		

6.2 Quality	of	Life	-	Long	Term	Care	

When	older	people	move	to	reside	in	long	term	care	their	priorities	for	quality	

of	life	appear	to	change.	Kane	et	al	described	eleven	important	domains	to	older	

people	in	this	setting:	autonomy,	individuality,	dignity,	privacy,	enjoyment,	

meaningful	activity,	relationships,	security,	comfort,	spiritual	well-being	and	

functional	competence.	Autonomy,	especially	having	a	sense	of	control	over	

one’s	environment,	privacy,	as	well	as	maintaining	personal	identity,	seem	to	

become	more	important	as	a	person	moves	to	residential	care.(425,	426)	

Older	people	who	have	become	more	dependent	and	less	physically	or	mentally	

well,	identify	important	domains	to	their	quality	of	life	to	be:	

• Sense	of	self	–	perceptions	of	own	and	others’	frailties	and	strengths,	

appearance,	personal	possessions	and	privacy	

• Care	environment	–	autonomy,	control,	choice,	independence	and	

staff/resident	relationships	

• Relationships	–	social	interaction,	relationships	with	other	residents	and	

relationships	with	family	

• Activities	–	meaningful	activities,	organised	activities	and	religious	

activity.(427)		
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Cahill	et	al	examined	whether	the	perceptions	of	quality	of	life	differed	for	

nursing	home	residents	with	varying	levels	of	cognitive	impairment.(428)	The	

study	found	four	important	themes:	social	contact;	attachment;	pleasurable	

activities	and	affect,	but	as	reflected	in	the	study’s		title	“I	hate	having	nobody	

here.	I’d	like	to	know	where	they	all	are”,	the	absence	of	social	contact	and	the	

quest	for	human	connection	became	more	important	as	cognitive	function	

diminished.(428)	

6.3 Quality	of	Life	–	at	End	of	Life	

It	is	reasonable	to	expect	that	as	a	person	draws	closer	to	the	end	of	their	days	

that	the	ingredients	for	quality	of	life	will	evolve	further	and	will	be	more	

inclusive	of	elements	important	for	a	‘good	death’.	Establishing	what	is	

important	at	this	time	of	life	is	challenged	by	the	uniqueness	of	each	older	

person’s	life	experiences,	situation	and	worldview,	but	also	by	the	absence	of	

awareness	or	acceptance	for	some	older	people	that	their	demise	is	evermore	

imminent.	In	truth,	it	can	also	be	challenging	for	the	researcher	to	know	that	a	

study	participant’s	demise	is	indeed	imminent.		

Mularski	et	al	identified	several	domains	as	important	in	quality	of	life	at	the	

end	of	life	for	people	of	all	ages	across	many	care	settings	through	a	systematic	

review	published	in	2007:	

• Life	completion	

• Relationships	with	the	healthcare	system	–	this	domain	includes	the	

person’s	participation	and	sense	of	control	over	decision	making,	their	

being	kept	informed	and	treated	as	a	person	

• Preparation	or	anticipatory	concerns	

• Symptom	impact	

• Connectedness	and	affective	social	support	(429)	

Steinhauser	et	al	explored	the	components	felt	to	be	important	for	a	“good	

death”	through	focus	groups	with	healthcare	professionals,	seriously	ill	patients	

with	life	limiting	illness	and	recently	bereaved	family;	they	found	the	themes	

identified	by	respondents	were:	
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• Pain	and	symptom	management	

• Clear	decision	making	(which	included	patient	control	of	circumstances	

and	decisions	not	being	made	in	a	crisis	situation	when	“emotional	

reserves	were	already	low”)	

• Preparation	for	death	(which	included	finalising	plans	for	after	death	

and	knowing	what	to	expect	and	preparing	for	that)	

• (Life)	Completion	

• Contributing	to	others	

• Affirmation	of	the	whole	person	(430)	

Steinhauser	et	al	went	on	to	survey	1462	people	(seriously	ill	patients,	recently	

bereaved	family,	physicians	and	other	healthcare	professionals)	in	1999	to	

determine	the	factors	felt	to	be	important	at	the	end	of	life.	The	respondents	

were	asked	to	rate	44	attributes	of	the	“experience	at	the	end	of	life”	based	on	

the	themes	that	emerged	in	the	first	study.(430,	431)	The	results	of	these	

studies	were	then	used	to	develop	a	tool	(QUAL-E)	to	measure	the	“quality	of	

life	at	the	end	of	life”.	A	limitation	of	this	tool	however	is	that	it	was	developed	

on	what	was	perceived	to	be	important	for	a	“good	death”,	not	what	constituted	

“quality	of	life	at	the	end	of	life”.(432)	Another	issue	in	applying	the	QUAL-E	

tool	to	older	people	in	long	term	care	is	that	the	tool	was	developed	based	on	

the	opinions	of	predominantly	community	dwelling	people	and	though	their	

ages	ranged	from	26	to	77	years,	the	mean	age	was	only	47	years.		

Some	see	the	quality	of	dying	as	synonymous	with	the	quality	of	life	when	

dying.(433)	It	is	important	though	to	distinguish	between	“quality	of	life	at	the	

end	of	life”,	“quality	of	care	at	the	end	of	life”	and	a	“good	death”	in	assessing	the	

end	of	life	experience.(434)	Lack	of	such	clarity	in	defining	what	is	being	

measured	leads	to	confusion	and	detracts	from	the	usefulness	and	applicability	

of	tools	developed	to	measure	the	broad	area	of	the	end	of	life	experience.	

6.4 Quality	of	Care	–	End	of	Life	Care	

When	the	evaluation	of	the	quality	of	care	is	examined,	Donabedian’s	

conceptual	framework	is	often	cited.(435)	Donabedian	was	a	pioneer	in	the	
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area	of	quality	of	care,	he	tamed	a	difficult	to	define	concept	by	putting	a	

structure	on	it,	which	guides	measurement.		

Figure	6.1	Schematic	of	Donabedian	model	

		

Since	Donabedian’s	work	in	the	1960’s,	many	have	used	the	Donabedian	model,	

and	some	have	applied	it	to	the	quality	of	end	of	life	care.(434,	436)	Often	

however,	the	distinction	between	the	quality	of	end	of	life	care	and	the	quality	of	

dying	were	not	delineated,	adding	ambiguity	and	lack	of	clarity	as	to	what	was	

being	evaluated.	Stewart	et	al	clearly	distinguished	these	two	related	domains	

and	developed	the	concept	further	as	it	applies	to	the	end	of	life	

experience.(434)	Stewart	added	‘patient	factors’	to	Donabedian’s	model.	The	

outcomes	of	care	in	Stewart’s	model	were	subdivided	into		

1. “Satisfaction	with	health	care”	and		

2. “Quality	and	length	of	life”.		

“Quality	and	length	of	life”	was	further	subdivided	into	the		

1. quality	of	life	of	the	patient,	their	loved	ones,	the		

2. quality	of	dying	

3. length	of	life.		
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Length	of	life	

In	exploring	the	domain	of	“length	of	life”	in	general	patients	wish	for	life	to	

extend	as	long	as	possible,	provided	the	quality	of	life	they	experience	is	

acceptable	to	them.(437).		

Quality	of	dying		

Patrick	et	al	identified	the	quality	of	dying	as	the	“experience	of	preparing	for,	

facing	and	experiencing	death	itself”	and	defined	the	quality	of	dying	and	death	

as	“the	degree	to	which	a	person’s	preferences	for	dying	and	the	moment	of	

death	agree	with	observations	of	how	the	person	actually	died	as	reported	by	

others.”(436)	A	problem	with	this	definition	is	that	it	requires	that	the	patient’s	

preferences	be	known	and	obtainable	-	this	may	not	be	possible	for	example	in	

patients	with	advanced	dementia	whose	wishes	are	either	unknown	or	for	

whom	the	continued	validity	of	historically	expressed	wishes	might	be	

questionable.	Where	an	advance	care	plan	exists,	it	may	not	be	available	to	

decision	makers	in	a	timely	way;	for	example,	a	study	of	extended	care	facility	

residents	transferred	to	emergency	departments	found	only	28%	of	residents	

had	a	DNR	order	transported	with	them,	despite	68%	having	a	DNR	order.	In	

addition,	examining	the	quality	of	death	and	dying	as	defined	by	Patrick	et	al,	

there	might	not	be	agreement	between	a	surrogate’s	assessment	of	the	death	

and	how	the	death	was	experienced	by	the	deceased	person	-	which	is	

ultimately	an	unknown	experience	given	that	the	dead	cannot	report	on	it.	

In	a	study	by	Cahill	et	al	guidelines	for	the	end	of	life	care	of	people	with	

dementia	were	developed	based	on	a	literature	review	and	interviews	with	

bereaved	spouses	of	people	with	dementia	who	had	died	in	long	term	care	in	

the	Republic	of	Ireland	and	Northern	Ireland.	The	guidelines	focused	on	five	key	

areas:		

1. Person	centred	care	underpinned	by	a	knowledge	of	the	dying	person’s	

life	history	

2. Good	personal-care	based	on	ongoing	assessment	and	attention	to	detail	

3. Staff-training	in	the	needs	of	people	with	dementia	at	the	end	of	life	

4. A	partnership	approach	with	the	nursing	home	fully	integrated	into	local	

healthcare	systems.		
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5. A	shared	approach	to	care	with	trusting	relationships	between	the	

spouse	and	the	nursing	home	and	the	spouse’s	involvement	in	and	

support	with	decision	making.(438)	

These	guidelines	take	a	person	centred	approach	to	the	area	of	end	of	life	care.		

Taking	the	line	that	the	priorities	set	out	by	patients	and	their	families	are	the	

centre	of	the	concept	of	a	“good	death”	an	alternative	model	could	be	proposed	

(figure	6.2)	

Figure	6.2	Alternative	model	of	measuring	a	“good	death”	

	

6.5 A	“Good	Death”	in	Long	Term	Care	

It	is	important	to	resist	forcing	the	end	of	life	experience	into	the	mould	of	the	

ideal	“good	death”.	Cottrell	describes	this	"Western	revivalist	good	death”	as		

	 “a	peaceful	and	dignified	death,	free	from	pain	and	other	distressing	

physical	symptoms.	Death	is	timely.	It	occurs	in	old	age	and	follows	a	

predictable	course.	It	occurs	at	home,	with	the	dying	individual	surrounded	

by	family	members.	The	dying	individual	is	aware	of	and	accepts	their	

impending	death,	has	made	appropriate	legal	and	financial	preparations,	

and,	ideally,	has	planned	their	dying	experience	through	an	advance	

directive”	(439)	
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Goldsteen	et	al	in	an	analysis	of	13	patients	(mean	age	65	years,	range	39	–	83	

years)	with	cancer	and	less	than	three	months	expected	life,	found	that	key	

categories	of	normative	expectations	of	a	good	death,	as	part	of	the	current	

Western	cultural	framework,	included:		

• an	awareness	and	acceptance	of	death;		

• open	communication;		

• living	one’s	life	to	the	end;		

• taking	care	of	final	responsibilities	and		

• dealing	with	emotions	adequately.(440)		

These	domains	may	not	be	universally	equivalent	as	cultural	and	individual	

predilections	may	create	alternative	hierarchies	of	importance.	

The	Western	revivalist	good	death	is	the	ideal	that	is	embraced	by	the	Hospice	

philosophy.	It	promotes	patient	autonomy;	but	when	a	patient’s	ideal	differs,	it	

should	not	denote	that	their	non-normative	preferences	equate	to	a	”bad	

death”.	Equally	the	“good	death”	has	become	the	“managed	death”,	the	

“controlled	death”,(441)	but	people	look	for	varying	levels	of	control	over	their	

dying	process,	and	not	all	elements	of	a	person’s	death	are	controllable.	Deaths	

in	long	term	care	are	often	from	life	limiting	illness	with	unpredictable	

trajectories	such	as	COPD	or	heart	failure	where	any	exacerbation	or	

decompensation	event	could	be	terminal,	but	equally	might	be	survivable.	

Death	may	occur	suddenly,	unexpectedly.	This	lack	of	predictability	can	impede	

“control”	and	can	confuse	the	treatment	decision	making	processes.	Where	the	

decedent	has	advanced	dementia,	it	may	preclude	awareness	of	impending	

death	or	the	ability	to	plan	for	dying	(in	the	absence	of	previously	made	

advance	care	plans).	Indeed,	it	may	preclude	the	recognition	of	the	patient’s	

impending	death	for	healthcare	professionals	caring	for	that	person.	This	does	

not	mean	that	a	“good	death”	cannot	be	achieved	in	these	scenarios,	it	means	

alternative	“ideals”	of	a	“good	death”	exist	and	need	to	be	explored.		

Many	have	tried	to	qualify	what	constitutes	a	good	death	and	common	themes	

have	emerged.	A	concept	analysis	review	of	the	attributes	of	a	good	death	found	
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pain	and	symptom	management,	awareness	of	death,	maintaining	the	patient’s	

dignity,	the	presence	and	support	of	family	and	good	communication	to	be	key	

elements.(442)	

A	limitation	of	most	research	to	date,	on	what	constitutes	a	good	death	is	based	

on	the	perceptions	of	community	dwelling,	cognitively	intact	individuals,	so	it	is	

difficult	to	know	how	this	conceptualisation	applies	to	those	who	are	resident	

in	long	term	care,	particularly	those	with	cognitive	impairment	or	indeed	

advanced	dementia.	In	the	course	of	this	research,	bereaved	relatives	of	long	

term	care	residents	were	asked	to	rate	their	loved	one’s	quality	of	life	in	the	last	

week	of	their	life.	Two	dichotomous	leitmotifs	became	apparent	for	decedents	

with	dementia.	Relatives	tended	to	frame	their	viewpoint	either	by	comparing	

their	relative’s	quality	of	life	with	their	own	personal	quality	of	life,	or	they	

framed	it	based	on	how	content	they	perceived	their	relative	to	be.	The	

important	domains	at	the	end	of	life	and	of	a	good	death,	reflect	the	lens	

through	which	they	are	perceived	and	the	focus	will	differ	depending	on	whose	

perspective	is	being	examined:	the	dying	person,	their	family	or	the	healthcare	

professionals	caring	for	them.(443,	444)	This	lens	is	likely	coloured	by	culture,	

the	stage	of	the	patient’s	life	limiting	illness,	their	age,	the	imminence	and	

acceptance	of	their	demise	and	the	psychological	or	emotional	state	of	the	

perceiver.	

A	recent	study	by	Mulqueen	et	al	found	that	long	term	care	residents	with	

dementia	and	a	MMSE	³18	emphasised	comfort	and	peace,	privacy,	family	

presence,	familiar	staff	and	surroundings	as	important	for	good	end	of	life	

care.(445)	Residents	also	valued	good	communication,	being	kept	informed,	

involved	and	included	(not	isolated	or	left	alone),	that	there	would	be	

continuity	of	care	and	that	staff	would	“know”	them,	indicating	that	the	

preservation	of	personal	identity	remained	important	right	up	to	the	end	of	life.	

The	study	acknowledged	residents’	individuality	and	that	a	generic	approach	

would	not	suffice.(445)	The	study	also	examined	long	term	care	nurses’	views	

on	the	priorities	for	end	of	life	care.	Their	focus	differed	from	residents	in	that	

nurses	targeted	pain	and	symptom	management,	whereas	patients	had	a	more	

holistic	sense	of	“comfort	and	peace”.	Nurses	prioritised	knowing	a	person’s	
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wishes	in	advance,	whereas	residents	valued	inclusion	and	ongoing	

communication.		

It	is	important	that	priorities	for	end	of	life	care	do	not	become	a	“tick-box”	

exercise,	that	there	is	continuous	person-centred	review	of	individualised	

priorities	for	care	according	to	contemporaneous	rather	than	historical	wishes	

to	the	extent	that	this	remains	possible.		

Nurses	in	the	study	by	Mulqueen	et	al	did	not	fully	appreciate	that	residents	

viewed	as	important,	not	just	having	familiar	faces,	but	also	having	familiar	

things	around	them.(445)	If	a	person	can	no	longer	live	and	die	in	their	own	

homes,	then	the	place	where	they	reside	should	become	their	home	or	at	least	

as	home-like	as	possible.	Emerging	literature	links	the	sense	of	“feeling	at	

home”	in	a	nursing	home	with	residents’	quality	of	life	and	that	“home”	is	more	

than	just	a	place	but	rather	a	location	representing	familiarity,	comfort	and	

safety	where	one	can	be	with	loved	ones.(446,	447)	There	is	some	commonality	

between	the	qualities	that	identify	the	sense	of	“home”	and	those	deemed	

important	in	quality	of	life	and	care	at	the	end	of	life.	Cooney	grouped	these	

dimensions	of	“home”	into	three	groups:	“(1)	a	place	of	retreat,	safety	and	

relaxation,	freedom	and	independence;	(2)	a	place	of	privacy,	self-expression,	

familiarity,	identity	and	continuity;	and	(3)	the	centre	of	family	life,	

togetherness,	belonging	and	connectedness.(446)	Creating	a	sense	of	home	is	

important	for	long	term	care	residents	in	adapting	to	the	transition	from	their	

own	home	to	the	nursing	home,	important	for	the	quality	of	their	dying	and	

links	with	the	desire	that	25-87%	of	people	want	to	die	at	home.(448)	An	Irish	

survey	found	67%	of	people	would	prefer	to	die	at	home,	however	this	study	

was	based	on	results	of	a	random	digit	dialling	phone	survey	of	adults,	of	whom	

only	13%	were	aged	65	years	or	more.(293)		

Most	international	studies	looking	at	preferred	place	of	death	also	tend	to	ask	

this	question	of	community	dwelling	adults,	often	exploring	the	views	of		adults	

of	all	ages.	It	is	quite	possible	that	with	advancing	age	and	illness,	declining	

independence	and	changes	in	people’s	social	environment,	that	people’s	

preference	for	place	of	care	at	the	end	of	life,	and	preferred	place	of	death	(in	a	
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realistic	as	opposed	to	aspirational	sense)	will	change.	Research	has	shown	that	

a	considerable	proportion	of	people	do	change	their	opinion	on	preferred	place	

of	care	and	place	for	death	over	time,	but	a	systematic	review	by	Gomes	et	al	

found	overall	for	80%	of	people,	their	preferences	remain	stable	over	

time.(126,	449-451)	Masson	described	the	paradoxical	tensions	that	can	exist	

for	people	in	constructing	the	“good	death”	and	used	the	term	“flexible	realism”	

to	describe	the	changing	preferences	for	the	ideal	death	that	may	occur	with	

people’s	changing	reality	as	life	limiting	illness	progresses	and	death	

approaches.(452)	

There	are	few	studies	that	look	at	the	preferences	of	long	term	care	residents	

for	place	of	death.	A	Japanese	study	by	Miyahara	et	al	found	51%	of	long	term	

care	residents	preferred	to	die	in	long	term	care	rather	than	elsewhere.(453)	

Another	Japanese	study	found	only	16	of	86	residents	(19%)	were	asked	their	

preference,	of	whom	2	could	not	decide,	2	preferred	to	be	transferred	to	

hospital	and	12	wanted	to	stay	in	the	nursing	home	to	die.(454)	A	United	States	

based	study	by	Hays	et	al	found	that	about	two	thirds	of	continuing	care	

retirement	community	residents’	preferred	place	to	die	was	on	the	care	

campus,	either	in	their	own	residential	unit	or	in	the	facility	associated	nursing	

home.(353)	Only	5%	of	the	group	wished	to	die	in	hospital.	The	preferences	for	

place	of	death	of	89%	of	respondents	was	conditional	on	various	factors	such	as	

the	type,	amount	and	duration	of	care,	illness	associated	symptoms,	their	family	

concerns	and	cost	implications.(353)	These	study	participants	were	

independently	living	older	people,	albeit	living	in	a	place	of	care.	A	Chinese	

study	of	1600	cognitively	intact	nursing	home	residents	found	35%	would	

prefer	to	die	in	their	nursing	home.(455)	These	differences	suggest	culture	has	

an	impact	on	decisions	made	on	preferred	place	of	death.		

The	quality	of	dying	and	death	has	been	expressed	as	an	evaluation	of	the	dying	

experience	as	a	whole,	according	to	one’s	expectations	and	values.(434)	A	

systematic	review	by	Hales	et	al	found	the	construct	of	the	quality	of	dying	and	

death	to	be	of	a	multidimensional	nature	though	subjectively	determined	and	

outlined	seven	broad	domains:		
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• physical	experience,		

• psychological	experience,		

• social	experience,		

• spiritual	or	existential	experience,		

• the	nature	of	health	care,		

• life	closure	and		

• death	preparation	and	the	circumstances	of	death.(456)		

The	review	highlighted	notable	factors	influencing	what	is	perceived	to	be	

important	for	a	good	death,	e.g.	culture,	where	self-determination	and	control	is	

desirable	in	some	cultures,	but	not	in	others.	The	review	did	not	take	account	of	

the	family	perspective	though.	

There	are	many	factors	that	contribute	to	a	“good	death”	but	they	are	highly	

personal	and	often	very	subjective	and	difficult	to	quantify.	Measuring	how	a	

person	died	is	as	unique	as	how	they	came	into	the	world	and	the	distinct	

meandering	course	of	their	individual	life.	No	two	deaths	are	the	same.	The	

ultimate	question	in	measuring	the	quality	of	how	someone	dies	would	be	to	

ask	them	“how	good	was	that	death	for	you?”	but	given	the	dead	can’t	speak,	no	

one	can	know	the	true	answer	and	those	left	behind	can	only	surmise.	The	

perceptions	of	bereaved	family,	friends	and	those	who	cared	for	the	decedent	

are	coloured	by	a	myriad	of	factors	such	as	their	emotional	state	and	stage	of	

grief.(457)	

Emanuel	and	Emanuel	produced	a	useful	framework	for	a	good	death	in	

1998.(458)	They	described	the	dying	experience	as	having	four	critical	

components:	1)	the	fixed	characteristics	of	the	patient	such	as	their	age,	

ethnicity,	diagnosis	and	prognosis,	2)	modifiable	dimensions	of	the	patient’s	

experience	for	example	their	symptoms	burden,	psychological	state,	social	

relationships	and	supports,	hopes	and	expectations,	spiritual	and	existential	

beliefs,	3)	the	care-system	interventions	potentially	available	such	as	pain	

management,	advance	care	planning,	spiritual	advisor	supports,	and	4)	the	

overall	outcome	–	the	overall	experience	of	the	dying	process.	Though	now	

almost	twenty	years	old,	the	framework	is	still	a	valid	and	helpful	tool	in	
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conceptualising	the	elements	of	a	good	death	and	in	framing	a	means	of	

measuring	it.		

If	one	is	assessing	whether	a	person’s	death	could	have	been	“better”,	the	

distinction	between	what	is	modifiable	and	what	remains	fixed	is	important	in	

any	attempt	to	measure	the	overall	dying	experience.	A	study	by	Payne	et	al	in	

1996	found	patient	and	hospice	staff’s	perceptions	of	a	good	death	

differed.(459)	Many	of	the	features	of	a	“good	death”	described	by	patients	

were	uncontrollable:	dying	in	one’s	sleep	or	dying	suddenly,	though	other	

features	were	potentially	modifiable:	being	pain	free,	dying	quietly	and	with	

dignity.	Staff	tended	to	view	a	good	death	in	terms	of	the	adequacy	of	symptom	

control,	family	involvement,	peacefulness	and	lack	of	distress	–	all	potentially	

controllable	elements	–	and	they	viewed	a	“bad	death”	as	one	with	uncontrolled	

symptoms,	lack	of	acceptance	and	being	young	–	uncontrollable	elements.(459)	

The	“good	death”	has	become	the	“well	managed	death”.(439,	441)	Whilst	

patient	control	and	respect	for	autonomy	have	been	identified	as	features	of	a	

good	death,	it	needs	to	be	acknowledged	that	not	all	components	of	how	a	death	

is	experienced	can	be	controlled,	modified	or	managed,	nor	do	all	patients	wish	

for	control	or	place	the	same	value	on	autonomy	as	healthcare	professionals	

might.		

Ultimately	there	are	a	number	of	measurable	outcomes	that	are	of	broad	value	

in	the	care	of	the	dying.	For	example,	freedom	from	pain	and	other	distressing	

symptoms	is	consistently	ranked	as	an	important	goal	of	quality	end	of	life	care	

and	a	good	death	by	patients,	family	and	healthcare	professionals.	The	

assessment	of	pain	is	therefore	clearly	important	and	is	a	key	performance	

indicator	and	goal	of	quality	end	of	life	care,	however	assessment	is	only	part	of	

the	issue.	Though	pain	assessment	may	have	occurred,	it	is	no	guarantee	that	

pain	has	been	adequately	managed,	and	similarly	for	other	common	symptoms	

experienced	at	the	end	of	life	such	as	dyspnoea,	anxiety,	lethargy	and	

respiratory	secretions	or	“death	rattle”.		

It	has	been	suggested	that	in	managing	physical	symptoms	the	attention	given	

to	the	patient	to	relieve	physical	distress	may	alleviate	non-physical	suffering	
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caused	by	unmet	emotional,	social	and	spiritual	needs	to	promote	a	more	

holistic	and	improved	quality	of	dying.(460)	

Another	key	outcome	measure	in	end	of	life	care	is	that	of	control	and	

involvement	in	decision	making.	Research	has	shown	that	terminally	ill	patients	

vary	widely	in	the	extent	to	which	they	want	their	expressed	preferences	to	

control	decisions	made	about	their	future	care,	if	their	decision-making	capacity	

is	lost.	Most	prefer	a	shared	decision	making	approach,	taken	between	their	

loved	ones	and	their	physicians.(78)	This	is	echoed	in	the	results	presented	in	

chapter	2.	

In	deciding	what	outcome	measures	of	the	end	of	life	experience	to	use	in	this	

study,	a	literature	review	was	undertaken.	Several	systematic	reviews	were	

identified.	A	systematic	review	of	928	articles	by	Teno	et	al	identified	293	

outcome	measures	from	literature	published	between	1967	and	2000;	of	these	

they	recommended	35	measures	based	on	the	study	selection	criteria	across	

the	spectrum	of	end	of	life	domains.(461)	Teno	et	al	reported	several	measures	

useful	at	the	end	of	life,	but	not	always	specific	to	this	period	of	life	e.g.	the	

Barthel	index	as	a	measure	of	function.		

	

A	systematic	review	by	Mularski	et	al	in	2007	built	on	Teno’s	review	and	aimed	

to	identify	psychometrically	sound	measures	of	outcomes	in	end	of	life	care	and	

organised	the	identified	measures	into	10	major	domains.(429)	Of	24,423	

citations,	they	extracted	200	articles	describing	261	measures,	of	which	they	

accepted	99	for	further	examination;	only	8	of	these	measures	were	used	in	

more	than	two	studies.	Overall,	they	found	that	most	measures	were	not	

developed	or	tested	in	a	rigorous	fashion.	Of	all	the	measures	examined	they	

recommended	three	for	use:		

• Quality	of	Life	at	End	of	Life	(QUAL-E)	

• Palliative	Care	Outcome	Scale	(POS)	

• Quality	of	Dying	and	Death	(QODD).	

A	systematic	review	by	Albers	et	al	in	2010	identified	the	QUAL-E	and	QODD	

instruments	as	having	the	best	overall	measurement	properties	of	all	29	
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instruments	identified	for	use	in	palliative	care	patients,	additionally	they	

recommended	the	McGill	Quality	of	Life	instrument.(462,	463)	The	QODD	was	

also	identified	in	a	systematic	review	by	Hales	et	al	in	2010	as	the	most	widely	

used,	validated	and	best	suited	measure	to	capture	in	a	general	and	individual	

sense,	the	domains	important	in	the	quality	of	dying	and	death.(464)	

 Quality	of	Life	at	End	of	Life	(QUAL-E)(432)	

The	QUAL-E	instrument	was	developed	by	Steinhauser,	Bosworth,	Clipp,	

McNeilly,	Christakis,	Parker	and	Tulsy,	a	North	Carolina	(U.S)	multidisciplinary	

group,	with	backgrounds	in	Geriatric	care,	Medicine,	Primary	Care	and	

Palliative	Care,	in	2002.	They	were	driven	to	develop	the	instrument	as	they	

found	most	existing	instruments	at	the	time	had	been	developed	for	cancer	

patients	or	for	terminal	patients	who	have	acknowledged	their	dying.	In	an	

attempt	to	create	a	valid	instrument	to	assess	the	quality	of	life	at	the	end	of	life	

of	patients	with	a	variety	of	life	limiting	diseases,	in	a	range	of	care	settings,	

who	may	or	may	not	have	acknowledged	the	terminal	nature	of	their	condition,	

they	used	an	inductive	approach.	The	instrument	was	based	on	the	accounts	of	

seriously	ill	patients,	recently	bereaved	relatives,	or	healthcare	professionals	on	

what	attributes	were	important	to	them	for	a	good	death.(430,	431)	This	

process	led	to	the	creation	of	a	54	item	instrument	covering	6	domains.		

Item	reduction	was	informed	by	patients	(n	=	200)	with	stage	IV	cancer,	

congestive	cardiac	failure	with	an	ejection	fraction	£	20%,	chronic	obstructive	

pulmonary	disease	with	forced	expiratory	volume	in	1	second	(FEV1)	of	£	1	

litre,	and	dialysis	dependent	end	stage	renal	disease	patients.	Exploratory	factor	

analysis	reduced	the	instrument	to	24	items	and	revealed	five	distinct	domains:		

1. life	completion		

2. relationships	with	the	healthcare	system	

3. preparation/anticipatory	concerns	

4. symptom	impact	

5. connectedness	and	affective	social	support	

On	review	of	the	QUAL-E	questionnaire,	it	was	felt	that	the	focus	was	more	on	

quality	of	life	than	the	quality	of	care	or	the	dying	process,	and	that	residents	
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with	significant	cognitive	impairment	may	have	difficulty	engaging	with	the	

instrument.	It	was	therefore	decided	not	to	use	this	instrument	for	the	study	

presented	in	Chapter	7	of	this	thesis,	as	it	was	expected	a	substantial	proportion	

of	long	term	care	residents	would	have	significant	cognitive	impairment.	

 Palliative	Care	Outcome	Scale	(POS)(465,	466)	

The	Palliative	Care	Outcome	Scale	was	developed	by	Hearn	and	Higginson.	

Their	aim	was	to	construct	an	outcome	measure	for	use	in	the	study	of	patients	

with	advanced	cancer	and	their	families.	It	was	developed	using	data	from	other	

outcome	measures	reviewed,	and	then	refined	by	a	multidisciplinary	

collaboration	of	healthcare	professionals,	patients	and	local	palliative	care	

researchers.	The	Palliative	Care	Outcome	Scale	assesses	physical,	psychological,	

emotional	and	spiritual	domains	as	well	as	information	communication	and	

supports.	Since	1999	it	has	been	further	refined	and	has	been	used	in	studies	

assessing	predominantly	patients	with	cancer,	but	also	studies	of	patients	with	

HIV/AIDS,	neurological	conditions	such	as	multiple	sclerosis	or	motor	neurone	

disease,	chronic	kidney	disease	(n=1),	heart	failure	(n=1)	and	COPD	(n=1)	and	

in	several	countries	including	the	UK,	Germany	and	Africa.(466-469)	It	can	be	

used	by	the	patient’s	carers	to	assess	the	patient.		

It	was	decided	not	to	use	this	outcome	scale	as	it	was	designed	for	use	in	a	

cancer	population	and	though	it	has	been	applied	in	a	long	term	care	setting,	

including	for	patients	with	dementia,	its	usefulness	in	the	more	advanced	stages	

of	dementia	has	been	questioned.(470)		

A	study	by	Brandt	et	al	used	the	Palliative	Care	Outcome	Scale	in	a	nursing	

home	setting	in	the	Netherlands	in	patients	both	with	and	without	dementia,	

they	found	a	high	proportion	of	“non-scores”	for	the	patients	with	

dementia.(470)	Responses	were	designated	as	“non-scores”	if	the	respondent	

was	unable	to	answer	the	question	for	the	resident	being	assessed.	Valid	

responses	for	each	of	the	ten	items	in	the	Palliative	Care	Outcome	Scale	were	

achieved	in	between	29.4%	and	92%	of	assessments,	however	for	five	of	the	ten	

questions	“non-score”	responses	were	obtained	for	over	40%	of	residents.(470)	
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For	this	reason	it	was	decided	not	to	use	the	Palliative	Care	Outcome	Scale	in	

the	study	described	in	Chapter	7	of	this	thesis.		

 Quality	of	Dying	and	Death	(QODD)	

The	Quality	of	Dying	and	Death	instrument	was	developed	by	Patrick,	

Engelberg	and	Curtis	based	on	concepts	derived	from	literature	review,	

qualitative	studies	of	people	with	and	without	life	limiting	illnesses	(including	

people	with	cancer,	dementia,	end	stage	COPD	or	AIDS	and	nursing	home	

residents)	taking	consideration	of	existing	instruments	and	desirable	properties	

for	a	measurement	tool.(436)	The	conceptual	model	they	developed	for	the	

instrument	encompassed	6	domains,	containing	31	items	which	were	then	

incorporated	into	a	questionnaire.		

The	QODD	questionnaire’s	validity	and	reliability	were	tested	in	an	after	death	

interview	study	of	relatives	of	decedents	in	1996	and	1997	in	Missoula	county	

in	Montana.(471)	Through	this	after	death	interview	study	the	instrument	was	

refined	further.	Over	50%	of	respondents	found	four	items	to	be	“not	

applicable”,	this	led	to	item	reduction	to	27	items.	The	Cronbach’s	alpha	for	the	

QODD	total	score	was	0.89.(471)	The	study	reported	higher	QODD	scores	for	

people	who	died	in	their	preferred	place	of	death,	who	had	better	symptom	

management	(as	measured	by	a	retrospectively	applied	Memorial	Symptom	

Assessment	Scale),	who	had	discussed	their	preferences	for	end	of	life	care	and	

who	reported	that	healthcare	professionals	listened	to	their	relative	(and	their	

family)	and	provided	good	care.(471)	(472)		

A	systematic	review	by	Van	Soest-Poortvliet	et	al,	reviewed	articles	published	

between	1988	and	2010	for	instruments	to	measure	the	quality	of	dying	and	

the	quality	of	care	when	dying	in	long	term	care.(433)	The	review	distinguished	

between	these	two	concepts	and	found	11	instruments	that	met	their	inclusion	

criteria	for	further	review:		

• End-of-Life	in	Dementia	Comfort	Assessment	in	Dying	(EOLD-

CAD),(473)	

• End-of-	Life	in	Dementia	Symptom	Management	(EOLD-SM),(473)	
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• End-of-Life	in	Dementia	Satisfaction	With	Care	(EOLD-SWC),(473)	

• Family	Assessment	of	Treatment	at	the	End-of-Life	Short	version	(FATE-

S),(474)	

• Family	Perception	of	Care	Scale	(FPCS),(475)	

• Family	Perception	of	Physician-Family	Caregiver	Communication	

(FPPFC),(476)	

• Minimum	Data	Set-Palliative	Care	(MDS-PC),(477)	

• Mini-Suffering	State	Examination	(MSSE),(478)	

• Palliative	Care	Outcome	Scale	(POS),(465)	

• Quality	of	Dying	in	Long-Term	Care	(QOD-LTC)	(479)and		

• Toolkit	of	Instruments	to	Measure	End-of-Life	Care	(TIME)(480)	

They	used	a	classification	system	described	by	Stewart	et	al	to	organise	the	

constructs	measured	in	each	of	the	tools	reviewed.	Van	Soest-Poortvliet	et	al’s	

review	found	that	while	some	of	these	instruments	measured	purely	the	

construct	of	quality	(process	or	structure)	of	end	of	life	care	(FPPFC	and	EOLD-

SWC),	or	a	quality	of	dying	construct	(EOLD-SM,	EOLD-CAD),	most	measured	a	

combination	of	these,	some	also	with	the	addition	of	patient	

characteristics.(433)	This	review	excluded	the	QODD	measure	as	they	stated	it	

had	only	“been	tested	with	respondents	who	were	cognitively	able	to	

participate”.	The	original	QODD	validation	study	included	3%	of	decedents	

whose	cause	of	death	was	dementia	and	included	nursing	home	residents	

(24.2%	of	decedents)	or	other	residential	care	settings	for	older	people	

(8.4%).(471)	It	is	likely	far	more	decedents	had	dementia	than	the	3%	

identified	from	their	death	certificate,	as	dementia	as	a	cause	of	death	or	

contributing	factor	is	widely	acknowledged	as	being	underreported	on	death	

certificates.(481-484)	

On	examining	each	of	the	instruments	identified	in	this	systematic	review,	none	

of	them	on	face	value	appeared	superior	to	the	QODD	instrument	in	addressing	

the	domains	being	investigated	in	this	thesis	study.	An	additional	reason	for	

choosing	the	QODD	instrument	was	that	it	was	also	the	instrument	used	in	the	

National	Audit	of	End	of	Life	Care	in	Hospitals	in	Ireland,	2008/2009,	so	it	was	
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felt	potentially	useful	to	be	able	to	compare	results	with	those	of	the	national	

audit.(58,	384)	

6.6 Measuring	the	Dying	Experience:	deciding	on	methodology	

In	attempting	to	measure	the	dying	experience	various	approaches	can	be	

taken.	An	account	of	the	death	can	be	recorded	either	prospectively	or	

retrospectively	or	both.	The	account	of	the	death	can	be	made	from	the	

perspective	of	the	patient	themselves,	their	family	or	from	the	healthcare	

professional	who	have	cared	for	them	in	their	last	days.	The	assessment	of	the	

dying	experience	could	focus	on	one	domain	such	as	symptom	management	or	

could	take	a	more	global	approach.	In	measuring	the	end	of	life	experience,	a	

decision	needs	to	be	made	as	to	which	tool	(or	tools)	to	use	to	measure	these	

domain(s)	ensuring	that	the	tools	are	valid	for	the	population	and	setting	of	

interest;	in	this	case	a	population	of	older	adults	with	a	high	prevalence	of	

dementia,	in	a	long	term	care	setting.		

 Prospective	or	Retrospective	

Though	rich	knowledge	of	the	personal	experience	of	dying	may	be	gleaned	

from	taking	a	prospective	assessment	approach,	there	are	challenges.	In	

measuring	the	dying	experience,	it	is	simple	to	diagnose	death,	but	less	

straightforward	to	prognosticate	that	a	person	is	nearing	death.	Clearly	some	

people	will	die	suddenly	which	will	negate	attempts	to	measure	their	dying	

experience	prospectively.	Some	patients	will	be	too	ill	to	participate	in	

assessments	or	engage	in	interviews	as	death	draws	near.	(465,	485-487)	In	

addition	the	high	prevalence	of	dementia	amongst	nursing	home	residents	may	

hinder	collection	of	reliable	accurate	prospective	reports.	Some	people	

particularly	the	frail	or	those	with	dementia,	may	be	dying	for	months	before	

their	demise,	and	may	have	many	“false	alarms”	along	the	way.	There	may	not	

be	a	clearly	defined	period	of	“dying”.	

For	the	purposes	of	the	studies	described	in	Chapters	7	and	8,	it	was	decided	to	

take	a	retrospective	assessment	approach	as	it	is	clearly	identifiable	when	
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someone	has	died.	This	was	married	with	a	contemporaneously	account	from	

the	resident’s	medical	notes.		

 Patient,	Family	or	Healthcare	Professional’s	account	of	dying	

On	exploring	the	experiences	of	people	at	the	end	of	life	Higginson	et	al	wrote	

“by	the	time	it	is	certain	that	individuals	qualify	for	the	study,	they	are	no	longer	

available	for	comment”.(457)	Clearly	the	patient’s	account	of	the	dying	

experience	is	the	most	important,	but	obtaining	it,	particularly	in	the	setting	in	

this	study,	is	fraught	with	practical	difficulties,	including	the	intrusiveness	of	

measurements	at	this	time	of	life.(436)	

Retrospective	accounts	from	surrogates	such	as	family	or	close	friends	is	a	tried	

and	tested	method	of	gaining	information	on	a	person’s	death,	but	at	best	it	is	a	

guess	of	the	decedent’s	experience,	coloured	by	that	of	the	relative.	Bereaved	

relatives	have	a	tendency	to	overestimate	the	severity	of	symptoms	compared	

with	patients’	assessment	of	symptoms	experienced	before	death,	especially	for	

pain,	depression,	anxiety	and	distress.(457,	488)	Agreement	between	patient	

and	proxy	accounts	tend	to	be	better	for	more	objective,	obvious	or	visible	

elements	and	less	so	for	subjective	aspects	such	as	emotional	states.(489)		

Though	clearly	the	deceased	cannot	be	interviewed	after	death,	it	is	likely	that	

were	this	possible,	their	recollection	of	subjective	symptoms	such	as	pain	is	

likely	to	change	over	time.	If	the	example	of	labour	pain	is	taken,	a	study	by	

Waldenström	and	Schytt	of	women	2	months,	1	year	and	5	years	after	

childbirth	found	that	for	most	of	1383	women	surveyed,	the	memory	of	labour	

pain	declined	over	this	period,	but	not	for	women	with	a	negative	overall	

childbirth	experience.(490)	

Any	inaccuracy	in	the	bereaved	relatives’	portrayal,	rather	than	detracting,	adds	

to	overall	picture	of	the	death.	It	is	the	relative	who	lives	on	with	the	experience	

of	that	death.	Furthermore,	the	World	Health	Organisation’s	definition	of	

palliative	care	includes	family	in	the	unit	of	care,	so	their	perspective	is	an	

important	ingredient	in	the	account	of	the	death.	Their	perceptions	are	

potentially	influenced	by	many	factors	though,	including	caregiver	burden	or	
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distress,	the	proxy’s	own	levels	of	anxiety	or	depression	and	the	time	the	proxy	

spent	with	the	deceased.(457,	491,	492)	

 Timing	of	measurement	of	the	end	of	life	experience	

In	taking	a	retrospective	or	after	death	approach	in	measuring	the	patient	end	

of	life	experience	from	the	perspective	of	a	proxy,	their	grief	is	a	major	

consideration.	This	may	impact	on	the	timing	of	after	death	interviews.		

Most	studies	have	chosen	an	empirical	period	of	waiting	one	to	six	months	after	

the	death	before	interviewing	bereaved	relatives.(493)	Some	chose	this	time	

period	based	on	the	findings	of	a	1970s	study	which	found	widow’s	tearfulness	

declined	considerably	between	one	and	three	months	after	their	spouse’s	

death.(494)	Earlier	assessments	are	feasible	and	reasonable.	A	study	by	

Casarette	and	Crowley	found	there	was	no	difference	in	the	distress,	or	the	

response	rates	of	family	responding	to	surveys	on	the	death	of	their	loved	one	

whether	surveyed	2	weeks	or	6	weeks	after	the	death,	and	distress	rates	were	

low.(495)	Another	rationale	for	choosing	three	to	nine	months	is	that	

Cartwright	et	al.	found	a	greater	refusal	rate	at	three	months	(62%)	compared	

with	at	nine	months	(48%)	after	the	death,	but	a	higher	likelihood	of	relatives	

being	uncontactable	at	nine	months	through	having	moved	address.(496)	This	

study	was	based	on	small	numbers	(n=13)	however	which	may	limit	the	

findings.	A	more	recent	study	of	bereaved	family	(n=22),	found	that	86%	felt	

comfortable	to	be	interviewed	within	5	months	of	the	death	and	43%	were	

content	to	be	interviewed	within	weeks	of	the	death.(497)	Respondents	in	this	

study	hinted	at	potential	therapeutic	benefit	from	talking	about	their	

experiences	earlier	in	bereavement,	but	that	ultimately	bereaved	family	should	

be	allowed	to	decide	the	best	timing	for	themselves.(497)		

Concerns	have	been	raised	on	how	proxy’s	perceptions	of	the	dying	experience	

change	with	time	and	grief.	McPherson	et	al	examined	bereaved	relatives	for	

changes	with	the	passage	of	time	in	their	perceptions	of	the	decedent’s	pain,	

anxiety	and	depression	in	the	last	week	(or	month)	of	life.(498)	They	found	

greater	consistency	for	ratings	of	anxiety	than	for	pain	or	depression.	In	
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addition,	the	study	revealed	some	of	the	complexity	of	the	cognitive	processes	

behind	proxies	judgement	of	their	relative’s	dying	experience.(498,	499)	

A	large	US	based	study	(n=1532)	published	in	2016	found	bereaved	family	

member	responses	to	be	stable	when	interviewed	between	three	and	nine	

months	after	the	death	of	the	patient.(500)	Therefore	this	time	period	of	three	

to	nine	months	after	the	residents’	death	for	assessment	was	that	chosen	to	be	

used	in	the	study	described	in	Chapter	7.		

6.7 Study	Design:	Meeting	the	Implementation	Challenges	of	
the	Let	Me	Decide	Program	

For	this	feasibility	study,	an	uncontrolled	before	and	after	study	design	was	

chosen	for	reasons	outlined	in	chapter	section	1.9.	Although	superior	to	

observational	studies,	uncontrolled	before	and	after	studies	have	significant	

limitations	and	as	a	quasi-experimental	study	design,	there	are	intrinsic	

weaknesses.		

Changes	observed	in	the	sample	group	attributed	to	the	intervention	may	be	

confounded	by	natural	changes	taking	place	in	the	population	from	which	the	

sample	is	drawn,	for	reasons	specific	to	that	population	but	not	attributable	to	

the	intervention,	or	by	changes	that	are	happening	across	the	population	for	

reasons	unrelated	to	the	intervention.(501)	For	example	in	my	study	the	results	

found	may	have	been	confounded	by	campaigns	such	as	the	Hospice	friendly	

hospitals	initiative,	which	were	raising	the	profile	of	palliative	care	outside	of	

the	hospice	setting	with	the	goal	of	improving	end	of	life	care	in	Ireland.	The	

Hawthorne	effect	also	called	the	observer	effect	may	impact	on	the	

interpretation	of	uncontrolled	before	and	after	study’s	results.	The	Hawthorne	

Effect	was	first	described	in	1939	by	Roethlisberger	and	Dickson	following	

research	into	worker	productivity	in	the	1920’s	and	30’s	in	the	Western	

Electrical	Company’s	Hawthorne	Works	in	Chicago.	Roethlisberger	stated		

“if	a	human	being	is	being	experimented	upon,	he	is	likely	to	know	it.	

Therefore,	his	attitudes	toward	the	experiment	and	toward	the	
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experimenters	become	very	important	factors	in	determining	his	responses	

to	the	situation”.		

Though	originally	used	in	the	context	of	worker	productivity,	its	scope	has	

broadened	and	it	is	often	used	in	healthcare	research	to	describe	the	non-

specific	beneficial	effect	on	staff	performance	of	taking	part	in	research.(502)	

The	Hawthorn	effect	describes	improvements	that	occur	just	because	of	the	

involvement	in	research,	thus	improvements	attributed	to	the	intervention	may	

be	overestimated.(503)	

The	“before”	period	of	the	study	described	in	Chapters	7	and	8	was	measured	

retrospectively.	The	deaths	in	the	“before”	period	occurred	before	the	long	term	

care	staff	were	aware	of	the	research	project	and	so	the	assessment	of	this	

period	was	unbiased	by	the	Hawthorn	effect	and	as	true	a	representation	as	

could	be	gleaned	within	the	described	limitations	of	the	assessment	tools	used.	

The	Hawthorn	effect	may	have	biased	the	assessments	of	the	quality	of	care	and	

the	quality	of	death	and	dying	in	the	“after”	period	of	the	study.	
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7 Changes	in	end	of	life	care	planning	with	implementation	of	

the	study	intervention	

7.1 Introduction	

There	is	evidence	of	unmet	palliative	care	needs	for	those	dying	in	long	term	

care	and	dissatisfaction	amongst	their	family	with	regard	to	the	end	of	life	care	

their	loved	one	received.(206,	261,	504,	505)	Thus	it	is	often	assumed	that	end-

of-life	care	in	long	term	care	is	suboptimal.	The	most	frequently	cited	evidence	

is	now	nearly	twenty	years	old.	Much	may	have	changed	in	the	interim	with	the	

expansion	of	palliative	care	and	hospice	programs	and	multiple	wide	scale	

quality	improvement	initiatives	in	end	of	life	care.(506-508)	Limited	research	is	

conflicting	as	to	whether	the	inadequacies	in	end	of	life	care	have	changed	in	

recent	decades.(291)(502)(509)		

As	discussed	in	chapter	6,	the	qualities	of	a	“good	death”	that	patients	rate	as	

important,	include	pain	and	symptom	control,	the	avoidance	of	inappropriate	

prolongation	of	dying,	clear	decision	making,	having	a	sense	of	control,	being	

prepared	for	death,	life	completion,	relieving	burden	on	others	and	

strengthening	relationships	with	loved	ones.(430,	510)	Nursing	home	residents	

with	dementia	additionally	value	comfort,	the	presence	of	family,	familiar	staff	

and	surroundings.(445)	Advance	care	planning	is	not	just	a	means	of	planning	

for	future	incapacity.	It	can	match	some	of	these	listed	elements	of	a	“good	

death”.	In	clarifying	decisions,	it	reduces	decisional	uncertainty,	enhances	

patient	control	over	end	of	life	care,	and	has	a	role	in	their	preparation	for	

death.(511)	In	understanding	and	respecting	people’s	wishes,	advance	care	

planning	may	reduce	burdensome	hospitalisations	and	unwelcome	treatment	at	

the	end	of	life	and	avoid	prolonged	dying,	though	evidence	is	incongruent.(100,	

139,	512,	513)	Patients	perceive	advance	care	planning	as	a	social	process	and	

beyond	augmented	communication	with	loved	ones.	Patients	feel	it	strengthens	

relationships	with	family	and	reduces	burden	on	them.(127)	Other	cited	

advantages	of	advance	care	planning	include	improved	family	satisfaction	with	

end	of	life	care	given	to	their	loved	ones,	and	reduced	stress,	anxiety	and	

depression	in	those	bereaved.(139,	247,	513,	514)		
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Worldwide,	a	dominant	focus	of	research	on	advance	care	planning	has	been	

advance	care	directive	or	advance	care	plan	completion	rates.	Most	of	the	

published	studies	are	based	in	the	United	States,	where	advance	care	directives	

are	a	recognised	component	of	end	of	life	care	and	legislation	has	existed	to	

support	their	use	for	over	25	years.(139)	The	prevalence	of	advance	care	

planning	in	the	United	States	has	risen	since	the	Patient	Self	Determination	Act	

1990		was	introduced	in	1991.(100)	A	recent	review	found	a	36.7	%	prevalence	

of	advance	care	directives	amongst	adults	in	the	United	States,	where	71%	of	

decedents	and	19%	of	long	term	care	residents	have	an	advance	care	directive,	

while	73%	in	long	term	care	have	a	Do	Not	Resuscitate	order.(83,	228,	514)		

The	prevalence	of	advance	care	directives	elsewhere,	outside	the	United	States,		

is	lower.(86,	88,	515-519)	Amongst	community	dwelling	adults	in	Ireland,	the	

prevalence	is	estimated	at	only	5%.(89,	520)	In	Ireland	though	approximately	

5%	of	adults	over	65	years	old	reside	in	long	term	care,	25%	of	all	deaths	occur	

there;	the	prevalence,	feasibility,	practicalities	or	process	of	advance	care	

planning	among	Irish	long	term	care	residents	is	unknown.(152,	197,	520)		

A	particular	challenge	faced	in	planning	for	end-of-life	care	in	the	long-term	

care	setting	is	the	high	prevalence	of	frailty	and	cognitive	impairment	with	

many	residents	already	in	the	advanced	stages	of	dementia	such	that	their	

contribution	to	care	planning	discussions	may	be	limited,	if	not	impossible.	

(521-526)	Planning	for	end	of	life	care	in	advance	of	a	medical	crisis	forcing	

decisions	brings	the	laudable	advantage	of	time:	time	to	understand	diagnoses	

and	prognosis,	time	to	appreciate	the	common	acute	medical	problems	that	can	

present	in	long	term	care	residents,	time	to	consider	treatment	goals	and	the	

preferred	level	of	care	and	in	what	circumstances	hospitalisation	would	be	

undesirable,	time	to	educate	on	life	sustaining	treatments	and	the	realistic	

achievability	of	successful	outcomes.	In	the	absence	of	time	and	preparation,	

crisis	decision	making,	often	by	surrogates,	prevails.(137,	527,	528)	

Though	some	research	has	looked	at	compliance	with	the	wishes	expressed	in	

advance	care	directives	or	advance	care	plans,	few	have	looked	at	the	effects	of	

advance	care	planning	on	the	quality	of	end	of	life	care	received.(137,	139)	
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Where	such	research	exists,	much	has	focused	on	quality	metrics	such	as	

hospitalisation	rates	and	duration	of	stay,	death	in	hospital,	use	of	emergency	

departments,	intensive	care	units	or	hospice.(139,	512,	529)	Little	research	has	

examined	the	effect	an	advance	care	planning	program	would	have	on	the	dying	

experience	at	an	individual	level	in	the	long	term	care	setting.		

The	aim	of	this	study	was	to	establish	baseline	end	of	life	decision	making	

practices	in	long	term	care	in	Ireland	and	to	assess	the	feasibility	and	

acceptability	of	a	systematically	implemented	advance	care	planning	program	

in	this	setting.	In	addition,	the	study	examined	whether	such	a	program,	

combined	with	a	palliative	care	educational	initiative,	would	affect	the	quality	of	

dying	experienced	by	long	term	care	residents,	the	location	of	their	deaths,	their	

involvement	in	decision	making	for	end	of	life	care	and	the	timing	of	such	

decisions.	We	explored	to	what	extent	end	of	life	care	planning	could	be	

facilitated	for	those	with	diminished	capacity	to	complete	an	advance	care	

directive.		

7.2 Methods	

 Study	design:		

This	study	used	a	quasi-experimental	uncontrolled	before	and	after	study	

design	to	explore	the	effect	of	a	complex	intervention	comprising	an	advance	

care	planning	and	palliative	care	educational	initiative	on	the	end	of	life	

experience	of	long	term	care	residents.	

 Intervention:		

The	advance	care	planning	program		

Let	Me	Decide	is	an	established	advance	care	planning	program	which	was	

developed	in	Canada	by	Molloy.(530)	It	has	been	successfully	implemented	in	a	

variety	of	settings	in	Canada	and	in	the	long	term	care	setting	in	Australia.(144,	

233,	324,	405,	531)	The	program	provides	a	structured	approach	to	advance	

care	planning	for	people	with	capacity	to	complete	the	associated	advance	care	

directive,	and	also	a	means	of	documenting	end	of	life	care	plans	for	those	with	

diminished	capacity.	The	Dementia	Policy	Lens	toolkit	found	Let	Me	Decide	to	
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be	dementia	friendly.(358)	Due	to	legislative	differences	between	Canada,	

Australia	and	Ireland,	the	program	was	adapted	for	use	in	the	Irish	long	term	

care	setting.		

Training	on	the	use	of	the	Let	Me	Decide	(LMD-ACP)	program	was	provided	to	

staff	in	each	of	the	study	sites.	Nursing	staff	from	participating	units	completed	

two	half-day	workshops	on	the	LMD-ACP	program	with	a	focus	on	the	ethical,	

legal	and	practical	aspects	of	advance	care	planning	with	long	term	care	

residents	and	their	families.	Live	advance	care	planning	demonstrations	were	

held	with	a	sample	of	residents	and	their	families	for	nursing	staff	engaging	in	

advance	care	planning	at	each	site.		

A	detailed	LMD-ACP	implementation	manual	including	an	advance	care	

directive	or	advance	care	plan	completion	policy,	structured	forms,	

documentation	templates,	educational	resources	for	residents	and	families	as	

well	as	communication	and	decisional	aids	for	residents,	was	given	to	each	

facility.	Monthly	feedback	meetings	offered	support	to	senior	nursing	staff	

participating	in	advance	care	planning	discussions	and	addressed	any	

implementation	issues	arising.		

The	palliative	care	education	intervention	

As	described	in	chapter	5,	a	separate	palliative	care	educational	program	was	

delivered	over	two	half-days	sessions	to	staff	in	each	study	site.	The	syllabus	for	

this	program	was	based	on	the	educational	needs	identified	by	each	site’s	staff	

verbally	and	through	questionnaire	and	was	guided	by	the	Irish	Health	Service	

Executive	Palliative	Care	Competence	Framework.(404)	Some	of	the	sites	found	

it	easier	to	facilitate	staff	attendance	if	both	half	day	sessions	were	combined	

and	delivered	over	a	single	day.		

The	first	half-day	session,	attended	by	nurses	and	healthcare	assistants	

together,	focused	on	the	palliative	care	approach,	communication	at	end-of-life,	

grief,	care	in	the	last	week	of	life	and	bereavement.	The	second	half-day	session,	

for	nursing	staff	only,	educated	on	symptom	assessment	and	management,	the	

recognition	of	residents	who	would	benefit	from	timely	specialist	palliative	care	

referral	and	ethical	issues	related	to	end	of	life.	The	aim	of	this	education	was	to	
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enhance	staff	skills	to	provide	holistic,	patient-centered	care,	using	the	

principles	of	palliative	care,	to	ensure	high	quality	end	of	life	care	for	residents.	

 Setting:	

The	program	was	implemented	in	three	long-term	care	facilities	in	southern	

Ireland.	These	sites	included	one	private	and	one	voluntary	nursing	home	and	a		

publically	funded	geriatric	long	term	care	community	hospital.	The	number	of	

beds	in	these	long	term	care	facilities	ranged	from	286	to	304	beds	in	total.	The	

bed	numbers	varied	over	the	study	period,	due	to	units	either	expanding	their	

premises,	or	closing	beds	to	improve	the	space	available	for	residents.		

 Participants:		

All	adult	long-term	residents	of	these	facilities	were	eligible	for	inclusion.	

Existing	residents	in	each	site	were	approached	and	informed	of	the	study	by	

staff	trained	in	advance	care	planning.	All	new	residents	during	the	study	

period	were	introduced	to	the	study	shortly	after	admission,	and	approached	

again	with	regard	to	becoming	involved	after	a	“settling	in”	period.	The	process	

of	recruitment,	obtaining	consent,	education	of	residents	and	their	families	and	

assessment	of	residents’	capacity	to	complete	an	advance	care	directive	has	

been	described	previously	in	detail.(532,	533)	The	means	by	which	residents	

with	diminished	cognition	were	involved	to	the	greatest	extent	has	also	been	

described	elsewhere.(533)	

 Variables:	

Demographic	details	for	residents	in	each	site	were	collected	including	the	

residents’	cognitive	and	functional	ability.	These	variables	are	measured	every	

three	months	as	part	of	all	registered	residential	care	settings	requirements	as	

stipulated	by	the	Health	Information	and	Quality	Authority	(HIQA).(154)	The	

number	and	location	of	residents’	deaths	each	year,	residents’	acute	care	

hospitalisations	and	length	of	hospital	stay	were	recorded.	This	data	was	

collected	in	all	facilities	for	30	months	before	and	again	for	30	months	after	an	

implementation	period	of	one	year.	These	time	periods	are	referred	to	as	the	

“pre-implementation”,	“post	implementation”	and	“implementation”	periods	
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respectively	(see	figure	1).	Data	collected	during	the	implementation	period	

itself	was	not	included	in	the	analysis	as	this	was	a	time	when	the	facilities	were	

being	educated	and	trained	in	the	advance	care	planning	intervention’s	use,	

were	improving	their	skills	and	capacity	to	deliver	advance	care	planning,	

which	was	becoming	embedded	in	the	culture	of	care	in	each	site.	Point	

prevalence	of	end	of	life	care	plans	was	collected	once	more	in	July	2017	to	

establish	the	longer-term	sustainability	of	the	program.	

Figure	7.1	Details	of	study	period	categorisation	

2010	 2011	 2012	 2013	 2014	 2015	 2016	 2017	

Pre-implementation	
IMP	

Post-implementation	 	
FU	

	 Before	 After	 	

Abbreviations:	IMP	=	Implementation	period,	FU	=	Follow	up	point	

prevalence	(July	2017)	

	

All	residents	who	died	in	the	period	immediately	before,	and	in	the	first	year	

after	the	implementation	period,	were	studied	in	more	detail.	These	periods	are	

referred	to	as	the	“before”	and	“after”	periods	respectively	(figure	1).	For	these	

residents,	it	was	recorded	whether	they	had	an	advance	care	directive,	advance	

care	plan,	an	end	of	life	care	plan	(EOLCP)	or	orders	such	as	a	Do	Not	

Resuscitate	(DNR)	order	or	a	Do	Not	Hospitalise	(DNH)	order.	To	qualify	as	an	

EOLCP,	there	needed	to	be	some	element	other	than	a	DNR	and	or	a	DNH	order,	

such	as	the	level	or	approach	to	care	they	wished	for.	There	was	a	spectrum	of	

resident	involvement	in	EOLCP	completion.	Some	cognitively	intact	residents	

preferred	to	complete	an	EOLCP	in	preference	to	a	legally	binding	advance	care	

directive.	EOLCPs	were	also	a	means	for	residents	with	diminished	capacity	to	

document	their	wishes	and	for	family	in	collaboration	with	healthcare	

providers	to	document	previously	expressed	wishes	or	plans	for	care	for	

residents	who	had	lost	the	capacity	to	be	involved	in	care	planning	e.g.	through	

advanced	dementia.		
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The	interval	between	the	documentation	of	residents’	plans	for	their	end	of	life	

care	and	their	ultimate	demise	was	calculated,	as	was	their	overall	length	of	

stay	in	the	long	term	care	residence.	It	was	recorded	whether	documents	on	

end	of	life	decisions	contained	information	as	to	the	resident’s	capacity	to	

complete	an	advance	care	plan;	whom	was	involved	in	making	the	end	of	life	

care	decisions;	and	whether	the	resident	was	included.	This	information	was	

retrieved	from	the	resident’s	medical	notes	and	any	end	of	life	care	plans	

documented.		

Once	three	months	had	elapsed	from	the	time	of	a	resident’s	death,	the	facility’s	

director	of	nursing	wrote	to	the	resident’s	family,	offering	sympathy	for	their	

recent	bereavement,	and	informing	them	of	the	study,	and	its	purpose.	Allowing	

three	months	before	contacting	relatives	is	in	line	with	previous	similar	surveys	

which	had	an	average	response	rate	of	about	50%.(170,	496,	497)	The	

investigator	then	contacted	the	relative	inviting	them	to	participate	in	the	

study.	Once	informed	consent	was	obtained,	a	questionnaire	assessing	the	

patient’s	dying	experience	was	administered	either	by	phone	or	by	post	as	per	

the	relative’s	preference.	Reminder	letters	were	sent	to	those	who	agreed	to	

accept	the	questionnaire	by	post,	but	who	had	not	returned	it.	The	

questionnaire	used	questions	from	the	“Quality	of	Dying	and	Death”	(last	seven	

days	version)	instrument	(QODD),	a	validated	assessment	tool;	in	addition	to	

bespoke	questions	similar	to	those	used	in	the	Irish	National	Audit	of	End	of	

Life	Care	in	Hospitals	in	Ireland.(384,	436)	Any	additional	comments	made	

during	phone	interview	or	in	the	margins	of	the	questionnaire	were	recorded.	

Symptom	management,	family	satisfaction	with	care	and	communication,	and	

family	perception	of	the	quality	of	the	resident’s	life	at	the	end	of	life	and	the	

quality	of		death	were	examined	through	the	questionnaire.	The	responses	for	

the	before	period	were	compared	with	those	obtained	in	the	after	period.	

Permission	was	also	obtained	to	examine	the	resident’s	clinical	notes.	To	reduce	

discrepancy	from	using	a	single	data	source,	details	of	residents’	end	of	life	care	

was	also	extrapolated	from	their	medical	and	nursing	notes	including:	details	of	

symptoms	and	their	management,	evidence	of	compliance	with	residents	

wishes,	location	of	death	and	whether	the	death	was	expected	or	not.	
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Healthcare	utilisation	costs	were	also	estimated	and	results	from	this	element	

of	the	study	have	been	published.(532)	This	data	is	not	presented	here	as	

though	I	personally	collected	almost	all	of	the	data,	I	did	not	perform	the	

economical	analysis.		

 Bias:		

To	avoid	investigator	bias	in	conducting	the	interviews	with	relatives	of	

deceased	residents,	the	interviewer	was	blinded	to	whether	the	deceased	

resident	had	an	end	of	life	care	plan	or	not.	All	chart	reviews	as	to	whether	the	

resident	or	their	family	had	participated	in	advance	care	planning	were	

conducted	after	the	relative	completed	the	questionnaire	and	questions	

pertaining	to	advance	care	planning	completion	were	left	to	close	to	the	end	of	

the	questionnaire.	In	addition,	all	relevant	information	given	by	the	relative	

other	than	that	covered	by	the	questionnaire	were	recorded.			

To	reduce	the	Hawthorn	effect	introducing	bias	from	staff	knowingly	being	

observed	for	research	purposes	in	the	quality	of	end	of	life	care,	a	before	and	

after	study	design	was	used.	The	deaths	of	those	residents	included	in	the	pre-

implementation	period	(which	included	the	“before”	sample)	occurred	prior	to	

the	study	sites	becoming	involved	in	the	project,	and	a	period	of	a	year	was	left	

from	the	time	of	initiation	of	the	study	intervention	and	beginning	to	collect	

post	implementation	data	(including	that	from	the	“after”	sample).	In	using	

historical	data	from	the	before	period,	each	site	essentially	acted	as	its	own	

control.	

 Study	Size:		

The	prevalence	of	long	term	care	residents	with	advance	care	plans,	or	other	

care	plans	related	to	end	of	life	such	as	Do	Not	Resuscitate	orders	or	Do	Not	

Hospitalise	orders	in	Ireland	is	unknown,	but	it	has	been	estimated	that	5%	of	

an	Irish	community	dwelling	adult	population	would	have	an	advance	care	

directive.(89)	International	research	has	found	variable	advance	care	directive	

completion	rates	amongst	nursing	home	residents;	11%	to	21%	have	advance	

care	directives	in	Germany,	17.5%	in	Belgium	but	up	to	71%	of	US	nursing	

home	decedents	have	a	Do	Not	Resuscitate	order.(88,	143,	351,	534)	
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If	5%	of	Irish	nursing	home	residents	have	an	advance	care	directive,	and	

anticipating	a	rise	in	advance	care	directive	prevalence	to	50%	a	sample	size	of	

n=19	in	each	group	would	be	needed	to	achieve	a	90%	power	to	detect	this	pre-

post	difference	in	prevalence	of	advance	care	directives	with	a	certainty	of	95%.		

It	was	found	that	about	50%	of	residents	who	died	in	the	“before”	period	had	

some	form	of	care	plan	for	end	of	life	care,	and	it	was	felt	that	an	increase	to	

75%	would	be	meaningful.	In	order	to	achieve	a	90%	power	to	detect	the	

difference	in	prevalence	of	any	end	of	life	care	plan	between	the	before	and	

after	periods,	with	a	certainty	of	95%,	it	was	estimated	that	77	deaths	would	be	

required	in	each	group.		In	total	for	the	three	study	sites,	there	was	a	mean	of	87	

deaths	annually.	

 Statistical	methods:	

For	continuous,	normally	distributed	data,	means	were	compared	using	t-

testing.	Categorical	data	was	compared	using	Chi-squared	testing,	and	non-

parametric	variables	were	compared	using	Mann	Whitney	U	testing	where	

appropriate.		

 Ethics:	

The	Clinical	Research	Ethics	Committee	of	the	Cork	Teaching	Hospitals	granted	

ethical	approval	for	this	study,	which	was	conducted	in	adherence	with	the	

Declaration	of	Helsinki	(1975).		

7.3 Results	

In	the	pre-implementation	30	month	phase,	the	total	number	of	residents	

ranged	from	286	to	288.	Resident	numbers	ranged	from	297	to	305	between	

the	beginning	and	the	end	of	the	post	implementation	30	month	phase.		

Presented	in	Table	7.1	are	the	residents’	characteristics.	These	were	similar	

across	the	three	study	sites,	though	there	were	significantly	fewer	females	in	

Site	3	(c2/df	=	3.93,	p=0.0197).	Site	2	was	urban	whereas	the	other	sites	were	

more	remote	from	their	nearest	city;	despite	this	all	sites	were	within	35	km	of	

an	acute	hospital.		
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Table	7.1	Characteristics	of	residents	of	each	long-term	care	site	

Characteristic	 Site	1	 Site	2	 Site	3	 Total		

Numbers	of	beds,	n	 61	-	79	 120	-	128	 105-98	 286-305	

Age,	median	(IQR)	

years		

84	(78-90)	 84	(78-91)	 83	(77-90)	 84	(78-90)	

Female	Gender,	%	 77%	 71%	 59%	 68%	

MMSE,	median	(IQR)	 16	(5-22)	 28	(23-30)*	 15	(8-20)**	 17	(8-24)	

MTS,	median	score	 NA	 5	(1-8)	 6	(3-9)	 6	(2-8)	

Barthel	Index,	median	 8	(2-13)	 7	(2-12)	 6	(2-12)	 7	(2-12)	

Length	of	stay,	median	

(IQR)	days	

1014		

(456-1843)	

793		

(325-1486)	

654	

(192-1211)^^	

782		

(304-1528)	

Access	to	SPC	service	 Yes	 Yes	 Yes	 	

Visiting	Consultant	

Geriatrician		

No	 Yes	 Yes	 	

Distance	to	nearest	

acute	hospital	

26	km	 6.7	km	 33	km	 	

MMSE	=	Mini	Mental	State	Examination	Score	(out	of	30),	MTS	=	Mental	Test	Score	

(out	of	10),	IQR	=	Interquartile	range,	km	=	kilometres,	SPC	=	Specialist	Palliative	Care		

*N=5,	**N=6,	^^	one	outlier	of	12291	days	was	removed	

	

The	odds	of	a	resident	dying	in	the	nursing	home	rather	than	in	hospital	were	

slightly	higher	in	the	post-implementation	period	but	this	difference	was	not	

significant	(OR	=	1.176,	95%	CI:	0.598	–	2.313,	p	=0.637).	In	the	pre-

implementation	period	9.2	%	of	deaths	occurred	in	hospital,	compared	with	

7.9%	of	deaths	in	the	post-implementation	period	(n=20/198	pre	vs	17/215	

post,	c2=	0.222,	p=0.637).	Details	of	resident	beds,	deaths	and	the	location	of	

deaths	for	each	of	the	study	sites	are	presented	in	Table	7.2.	At	baseline,	there	

were	very	few	deaths	in	hospital	in	one	of	the	sites	(Site	3),	this	site	was	the	

most	remote	from	the	nearest	acute	hospital.	In	one	of	the	other	sites	(site	@2)	

there	appeared	to	be	a	consistent	trend	over	time	towards	fewer	residents	

dying	in	hospital,	where	19%	of	all	deaths	were	in	hospital	in	2010	compared	

with	only	2%	in	2015.		
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Table	7.2	Mortality	Rates	and	Proportion	of	deaths	in	hospital	over	time	

	 Year	

	 2010	 2011	 2012	 2013	 2014	 2015	

Beds	 	 	 	 	 	 	

Site	1	 	61	 66	 70	 71	 75	 78	

Site	2	 120	 120	 120	 128	 128	 128	

Site	3	 105	 98	 98	 98	 98	 98	

Total	 286	 284	 288	 297	 301	 304	

All	deaths		 	 	 	 	 	 	

Site	1	 9	 13	 26	 28	 17	 24	

Site	2	 32	 27	 43	 26	 33	 41	

Site	3	 41	 45	 31	 21	 32	 37	

Total	 82	 85	 100	 75	 82	 102	

Deaths/available	beds/year	 	 	 	 	
Site	1	 0.13	 0.17	 0.27	 0.28	 0.19	 0.24	

Site	2	 0.21	 0.18	 0.26	 0.17	 0.21	 0.24	

Site	3	 0.28	 0.32	 0.24	 0.18	 0.25	 0.27	

Total	 0.22	 0.23	 0.26	 0.20	 0.21	 0.25	

Deaths	in	hospital	n,	(%)	 	 	 	 	

Site	1	 1	(11%)	 2	(15%)	 1	(4%)	 5	(12%)	 2	(12%)	 3	(13%)	

Site	2	 6	(19%)	 3	(11%)	 4	(9%)	 2	(8%)	 4	(12%)	 1	(2%)	

Site	3	 2	(5%)	 3	(7%)	 0	(0%)	 1	(5%)	 0	(0%)	 2	(5%)	

Total	 9	(11%)	 8	(9%)	 5	(5%)	 8	(11%)	 6	(7%)	 6	(6%)	

	

Mortality	rates	were	not	significantly	different	between	the	30	month	pre-

implementation	and	post-implementation	periods	(26%	vs	25%	respectively,	

c2=	0.115,	p=0.735).		
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Figure	7.2	Mortality	rates	per	site	over	time	

	

To	understand	in	more	detail	the	impact	of	the	study	initiative	on	decision	

making	and	end	of	life	care,	those	residents	who	died	in	the	before	and	after	

periods	were	analysed	in	more	detail.		

Before	implementation	of	the	LMD-ACP	program,	only	51%	of	decedents	had	

any	type	of	plan	made	for	end	of	life	care	compared	with	89%	after	the	program	

was	introduced.	Of	the	plans	made	for	end	of	life	care,	the	majority	in	the	before	

period	related	to	resuscitation	(DNR)	and	or	hospitalisation	(DNH)	only	(n	=	48	

of	64	plans,	75%),	whereas	in	the	after	period	most	were	either	advance	care	

directives	(n	=	11	of	62,	18%)	or	EOLCPs	dealing	with	more	than	just	

resuscitation	or	hospitalisation	(n	=	31	of	62,	50%).	Only	one	decedent	(1%)	in	

the	before	period	had	an	advance	care	directive.		

The	timing	of	care	discussion	and	decision-making	changed	following	

implementation	of	the	LMD-ACP	program.	Prior	to	the	program	being	

introduced	-	even	for	residents	with	the	potential	capacity	to	discuss	end	of	life	

care	-	often	it	was	not	until	the	resident	had	deteriorated,	was	dying	and	no	

longer	able	to	engage	in	these	discussions	that	end	of	life	care	was	then	

broached	with	their	family.		
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Table	7.3:	Care	planning	for	end	of	life	care	in	the	Before	and	After	periods	

	 Decedents	 	

	 Before	 After	 	

Resident	beds	 286-288	 297-305	 	

Decedents,	n	 126*	 70	 	

Gender,	Male	%	 45%	 28%	 p	=	0.021	

Age	at	death,	mean	(SD)	 85.4		 (8.5)	 85.7		 (7.4)	 p	=	0.82	

MMSE,	mean	(95%CI)	 10.6		(6.7,	14.4)	 12.4	(8.3,16.6)	 p	=	0.51	

CCI,	median	(IQR)	 7																	(6,	9)	 7															(5,	8)	 p	=	0.41	

ACDs,	n	(%)	 1	 (1%)	 11		 (16%)	 p	<	0.0001	

EOLCP,	n	(%)	 15		 (12%)	 31	 (44%)	 p	<	0.0001	

DNR	only,	n	(%)	 8		 (6%)	 2		 (2%)	 p	=	0.29	

DNH	only,	n	(%)	 6		 (5%)	 0	 - -	p	=	0.064	

DNR	and	DNH,	n	(%)	 34		 (27%)	 17		 (24%)	 p	=	0.68	

Verbal	wishes	 0	 -	 1		 (1%)	 p	=	0.18	

Any	plan	for	EOL	care	 64		 (51%)	 62		 (89%)	 p	<	0.0001	

Length	of	stay,	median	

(IQR)	

840	days	

(215,	1828)	

1001	days	

(437,	1849)	

p	=	0.18	

U	=	3835		

Time	from	admission	to	

plan	for	EOL	care	

completion,	median	(IQR)	

530	days	

(101,	1703)	

742	days	

(208,	1414)	

p	=	0.53		

U	=	191		

Time	from	plan	for	EOL	

care	completion	to	death,	

median	(IQR)	

36	days	

(5.5,	95)	

170.5	days	

(42.5,	436)	

p	<	0.0001	

U	=	953		

r	=	0.413	

Time	from	plan	for	EOL	

care	completion	to	

diagnosing	dying,	median	

(IQR)	

1	day	

(0	to	86)	

159	days		

(45	to	441)	

p	<	0.0001	

U	=	498,		

r	=	-0.479	

*The	excess	of	decedents	in	the	before	period	resulted	from	it	being	slightly	longer	than	
the	after	period	to	better	establish	the	baseline	characteristics	of	the	sample	population	
CCI	=	Charlson	Comorbidity	Index,	MMSE	=	Mini	Mental	State	Examination,	DNR	=	Do	
Not	Resuscitate	order,	DNH	=	Do	Not	Hospitalise	order,	EOLCP	=	End	of	Life	Care	Plan	
i.e.	plan	that	contains	more	than	just	order	on	resuscitation	or	hospitalisation,	ACD	=	
Advance	care	directive	or	Advance	care	plan,	EOL	=	End	of	Life	
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In	the	before	period,	when	care	planning	did	occur,	in	over	90%	of	cases	this	

took	place	between	residents’	doctors	and	family,	with	nursing	staff	taking	less	

of	a	role.	There	was	a	tendency	to	leave	end	of	life	care	discussions	until	

patients	were	close	to	the	end	of	their	lives.	The	median	time	between	

documentation	of	end	of	life	care	decisions	and	the	resident	dying	was	only	36	

days	(IQR	=	5.5	–	95	days).	Decisions	were	made	in	the	last	week	in	30%	of	

cases	(n=19	of	64	decisions)	and	in	the	last	month	of	life	in	48%.	When	the	

timing	between	decision	making	and	the	person	being	“diagnosed”	as	dying	was	

examined,	the	differences	seen	were	even	more	stark.	Of	decedents	for	whom	

decision	timing	was	known,	50%	(n=22/44)	of	decedents	in	the	before	period	-	

but	only	6%	(n=3/51)	in	the	after	period	had	decisions	for	their	end	of	life	care	

made	either	on	the	day	that	death	was	recognised	as	imminent	(n=13/44	

before,	n=	1/51	after)	or	in	the	days	following	(n=9/44	before,	n=	2/51	after).	

Additionally,	7%	(n=3/44)	of	before	and	10%	(n=5/51)	of	after	decedents	had	

decisions	made	in	their	last	fortnight	before	dying	was	diagnosed.		

Figure	7.3	Days	between	completion	of	end	of	life	care	plans	and	death		
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Figure	7.4	Days	between	completion	of	end	of	life	care	plans	and	diagnosing	dying	

	

The	trend	towards	earlier	decision	making	for	end	of	life	care	aligned	to	more	

involvement	of	residents	themselves	in	the	care	planning	process.	This	was	

despite	a	high	prevalence	of	cognitive	impairment	and	dementia.	Only	seven	

residents	(5.5%)	who	died	in	the	before	period	were	involved	in	planning	for	

their	own	end	of	life	care.	This	proportion	rose	significantly	to	27%	(n	=	19)	

after	implementation	(c2	=	18.23,	p	<0.0001).	Residents	tended	to	decide	earlier	

for	themselves	in	the	after	period;	the	median	interval	between	residents’	

decisions	and	death	in	the	before	period	was	42	days	(IQR	24.5	to	73.5	days)	

compared	with	101	days	(IQR	34	to	230	days)	in	the	after	period	(U	=	39.5,	p	=	

0.119).	For	the	rest	of	decedents,	decisions	for	their	end	of	life	care	was	made	

by	others	–	mostly	their	families,	with	variable	input	from	the	resident	

according	to	their	ability.		
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Table	7.4	Resident	cognition	and	involvement	in	decisions	on	end	of	life	care	

	 Resident	involvement	in	end	of	life	care	decisions	

	 Involved	in	

decision	

Not	involved	in	

decision	

No	decision	made	

Cognition	 Before	 After	 Before	 After	 Before	 After	

MMSE	³	25	

MTS	9	or	10	

7		

(6%)	

19	

(31%)	

6					

(5%)	

1*			

(2%)	

5								

(4%)	

0	

MMSE	21-24	

MTS	8	

0	 0	 3	

(3%)	

1	

(2%)	

4	

(3%)	

0	

MMSE	16-20	

MTS	6-7	

0	 0	 8		

(7%)	

8	

(13%)	

8	

(7%)	

1	

(2%)	

MMSE	11-15	

MTS	4-5	

0	 0	 9					

(8%)	

2	

(3%)	

7								

(6%)	

2	

(3%)	

MMSE	£	10	

MTS	£	3	

0	 0	 31	

(27%)	

23	

(38%)	

27	

(23%)	

4	

(7%)	

Due	to	missing	information,	n=115	for	before	period,	n=61	for	after	period		

*	care	plan	was	not	clear	on	the	resident’s	involvement	in	care	planning	(MMSE	28),	

but	at	the	time	of	care	plan	documentation,	the	patient	had	become	“very	weak”.	

	

There	is	a	high	prevalence	of	cognitive	impairment	in	long	term	care,	thus	many	

of	the	residents	might	not	have	been	capable	of	involvement	in	decision	making,	

e.g.	through	having	end	stage	dementia.	Using	documented	cognitive	test	scores	

as	a	crude	estimate	of	residents’	potential	for	involvement	in	end	of	life	care	

planning,	it	was	speculated	that	an	additional	five	residents	in	the	before	period	

should	have	had	the	capacity	to	be	involved	in	their	care	plan	(MMSE	³	25,	or	

MTS	³	9,	n	=	5/64,	8%),	and	three	residents	probably	would	have	been	capable	

of	meaningful	involvement	(MMSE	21	to	24,	or	MTS	of	8/10,	n	=	3	of	64,	5%)	in	

the	few	weeks	prior	to	their	deaths.	Decedents’	cognitive	test	scores	and	their	

related	involvement	in	decision	making	is	presented	in	Table	7.4	Clearly	some	
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residents	with	lower	scores	may	also	have	been	capable	of	involvement.	Other	

undocumented	circumstances	may	have	precluded	resident	involvement	in	care	

planning,	or	there	may	have	been	instances	when	residents’	involvement	wasn’t	

clearly	documented.		

Prior	to	implementation	of	the	Let	Me	Decide	program	the	documentation	of	

care	decisions	often	made	it	difficult	if	not	impossible	to	determine	whether	

and	to	what	extent	residents	were	involved	in	planning	their	own	end	of	life	

care.	The	residents’	cognitive	abilities	were	not	readily	identifiable	on	the	forms	

used,	meaning	it	was	a	challenge	to	establish	whether	or	not	they	were	included	

in	the	process	and	if	excluded,	why	this	was	the	case	and	whether	this	was	

appropriate	or	not.		

The	patient	who	completed	the	advance	care	directive	in	the	before	period	

devolved	end	of	life	decision	making	to	the	doctor	and	was	open	to	whatever	

treatment	the	doctor	deemed	appropriate,	but	did	not	want	resuscitation.	A	

palliative	level	of	care	was	preferred	by	all	of	the	residents	with	an	EOLCP	in	the	

before	period	and	in	28	of	31	EOLCPs	in	the	after	period,	and	in	the	other	three	

a	limited	level	of	care	was	requested.	In	the	after	period,	of	those	with	advance	

care	directives,	nine	residents	requested	a	palliative	level	of	care,	one	a	limited	

level	and	one	a	more	intensive	level,	this	last	resident	died	in	hospital.				

Combining	decedents	from	the	before	and	after	periods,	of	those	without	a	care	

plan,	nine	(13%)	died	in	hospital	compared	with	six	(5%)	of	the	decedents	with	

a	care	plan	(9	of	70	without	plan	vs	6	of	126	with	a	plan:	c2	=	4.173,	OR	0.34,	

95%	CI	0.115	-		0.996,	p	=	0.049).	Notably	hospitalisation	was	compliant	with	

the	residents’	plans	in	three	of	the	six	cases	and	the	others	were	transferred	to	

hospital	for	conditions	that	were	difficult	to	manage	in	the	nursing	home	in	

order	to	achieve	greater	comfort	for	the	residents.		

Point	prevalence	study	and	sustainability	of	program	over	time	

The	characteristics	of	the	residents	of	each	of	the	study	sites	at	the	time	of	the	

point	prevalence	survey	in	July	2017	did	not	differ	significantly	from	the	

baseline	characteristics	presented	in	table	7.1.	The	point	prevalence	results	are	
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presented	in	table	7.	5	and	show	the	sustainability	of	the	program	in	the	longer	

term,	long	after	the	researchers’	presence	in	the	study	sites	had	diminished.		 	

Table	7.5	Point	prevalence	of	end	of	life	care	planning	for	residents	in	July	2017	

	 Total	 Site	1	 Site	2	 Site	3	

Residents,	n	 291	 79	 127	 85	

Any	plan	for	end	

of	life	care,	n	(%)	

213	(73%)	

95%	CI	68%,	78%	

53	(67%)	 113	(89%)	 47	(55%)	

ACD,	n	(%)	 61	(21%)	 15	(19%)	 25	(20%)	 21	(25%)	

EOLCP,	n	(%)	 142	(49%)	 36	(46%)	 80	(63%)	 26	(31%)	

DNRDNH,	n	(%)	 8	(3%)	 0	 8	(6%)	 0		

DNR	only,	n	(%)	 2	(1%)	 2	(3%)	 0	 0	

DNH	only,	n	(%)	 0	 0	 0	 0	

Documented	that	

resident	involved	

in	plan,	n	(%)	

98	(46%)	 28	(53%)	 44	(39%)	 26	(55%)	

ACD	=	Advance	Care	Directive,	EOLCP	=	End	of	Life	Care	Plan,	DNR	=	Do	Not	

Resuscitate,	DNH	=	Do	Not	Hospitalise,	DNRDNH	=	Do	Not	Resuscitate	or	

Hospitalise	order	

	

There	were	291	residents	in	the	three	study	sites	in	July	2017.	Of	these,	213	

(73%)	residents	had	a	plan	for	end	of	life	care,	of	whom	46%	(n=98)	residents	

were	documented	as	making	the	decision	on	end	of	life	care.	Thirty-one	of	these	

residents	(32%)	chose	a	palliative	approach	to	their	care	if	they	were	to	

develop	a	life-threatening	illness	in	their	current	state	of	health,	36	(37%)	a	

limited	approach,	7	(7%)	chose	a	surgical	approach	and	8	(8%)	chose	an	

intensive	approach,	while	11	(11%)	had	wishes	that	were	specifically	relating	

to	just	resuscitation	or	hospitalisation.	
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Figure	7.5	Level	of	end	of	life	care	chosen	by	residents	compared	with	others	

	

Of	the	51	residents	who	did	not	choose	a	palliative	approach	to	care,	35	stated	

they	wanted	a	palliative	approach	if	their	health	was	unacceptable	to	them	and	

they	defined	what	would	be	unacceptable.	Five	(5%)	of	the	98	residents	who	

were	involved	in	decision	making	for	their	own	end	of	life	care	wanted	to	leave	

these	decisions	to	others,	but	4	of	the	5	stated	they	did	not	want	CPR.	

Anecdotally	many	residents	had	difficulty	imagining	a	future	state	that	would	

make	them	choose	differently	than	their	contemporaneous	choice	for	care.	

Only	eleven	of	the	114	residents	not	involved	in	decision	making	had	an	MMSE	

greater	than	18	or	an	MTS	over	7.	For	most	of	the	114	residents	who	weren’t	

involved	in	care	planning,	it	was	because	attempts	had	been	made	to	include	

them	but	their	cognition,	mental	health	or	frailty	precluded	them	from	engaging	

in	the	conversations,	or	some	residents	opted	for	decisions	to	be	made	through	

consultation	with	nominated	family	instead.	Often	in	these	situations	the	

resident	had	previously	expressed	wishes	on	their	end	of	life	care	and	plans	

were	based	on	these	wishes	where	known.		
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Figure	7.6	Kaplan-Meier	survival	curve	for	time	from	admission	to	end	of	life	care	

plan	completion	for	each	resident	depending	on	time	period	of	admission	

Table	7.6	Prevalence	and	timing	of	residents’	end	of	life	care	plans	in	2017	

																												Time	period	in	which	July	2017	residents	were	admitted	

	 Pre	

Implementation	

During	

Implementation	

Post	

Implementation	

	

%	 n	 %	 n	 %	 n	
Plan	for	EOL	care	 78%	 40/51	 84%	 21/25	 69%	 145/210	 	
Days	since	
admission	median	
(IQR)	

2491		
(2190,	2895)	

1597		
(1537,	1735)	

551		
(2014,	855)	

H=170.4,	
p<0.0001	

Median	days	to	
decision	(IQR)	

1544		
(1043,	2480)	

975		
(390,	1309)	

161		
(57,	369)	

H=124.3,	
p<0.0001	

Kaplan-Meier	
survival	median	
days	from	
admission	to	care	
plan	(95%	CI)	

1330		
(1065,	1595)	

622		
(360,	884)	

157		
(120,	194)	

Log-rank	
=	116.2	
Breslow	
=	84.53,	
p<0.0001	

Proportion	of	
residents	involved	
in	their	care	plan	

37%	 15/41	 48%	 10/21	 48%	 69/145	 	
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Of	the	291	residents,	210	(72%)	were	admitted	after	implementation	of	the	

LMD-ACP	program,	69%	(n	=	145)	of	whom	had	an	end	of	life	care	plan.	

Examining	just	the	residents	admitted	after	LMD-ACP	implementation	found	

the	prevalence	of	residents	with	end	of	life	care	plans	differed	between	sites.	

Some	sites	appeared	to	be	more	successful	in	planning	for	end	of	life	care	than	

others,	the	results	are	presented	in	Table	7.6.		

Table	7.7	Characteristics	of	residents	admitted	after	LMD-ACP	implementation	

	

While	there	may	be	many	reasons	for	the	difference	in	prevalence	found	

between	sites,	the	timing	of	care	plan	completion	appeared	to	be	important	and	

when	explored	it	was	found	that	the	sites	with	the	highest	prevalence	of	plans,	

also	had	the	shortest	interval	between	admission	and	care	plan	completion.		

The	resulting	Kaplan-Meier	survival	curve	is	shown	in	figure	7.4.		

	 Site	2	 Site	1	 Site	3	 	

Residents	admitted	

post	July	2013,	n	

95	 51	 64	 	

Residents	with	end	of	

life	care	plan,	n	(%)	

82		

(86%)	

35		

(69%)	

29		

(45%)	

	

	

Resident	documented	

involvement	in	plan,		

35	(43%)	 19	(54%)	 15	(52%)	 	

Median	length	of	stay,	

days	(IQR)	

592		

(251	to	924)	

556		

(212	to	960)	

431		

(119	to	796)	

KWCHI	=	6.126,	

P=0.047	

Median	days	from	

admission	to	care	plan	

completion	(IQR)	

126		

(56.5	to	264)	

161		

(16	to	283)	

257	

(86	to	497)	

KW	CHI	4.737,	

P=0.09	

Kaplan	Meier	median	

survival	time	from	

admission	to	care	plan	

in	days	(95%	CI)	

141		

(92	to	190)	

263		

(170	to	356)	

518		

(339	to	697)	

p	<	0.001*	

*Log	rank	=	18.102	
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Figure	7.4	Kaplan-Meier	survival	curve	for	time	from	admission	to	end	of	life	care	

plan	completion	for	each	study	site’s	residents	admitted	after	implementation	of	

the	LMD-ACP	program	

	

Quality	of	death	and	dying	

Residents’	families	were	overall	very	satisfied	with	the	way	in	which	their	

relative	died	and	there	was	little	difference	between	the	before	and	after	

periods	or	between	decedents	with	plans	for	care	compared	with	those	without.	

Respondents	were	asked	to	rate	the	quality	of	their	relatives’	death	using	a	

scale	of	1	to	10,	where	1	represented	“terrible”	and	10	represented	“almost	

perfect”.	They	rated	very	highly	the	quality	of	how	their	loved	one	died	(median	

10,	IQR	8-10),	only	9	of	130	(7%)	gave	a	score	of	5	or	less,	whereas	96	of	130	

(74%)	gave	a	score	of	9	or	10.	Of	those	who	scored	less	than	9,	22	(65%)	were	

from	the	“before”	period	compared	with	12	from	the	“after”	period	(35%),	13	

(38%)	had	no	care	plan	for	end	of	life	care,	14	(41%)	had	either	a	DNR	or	a	DNH	

order,	while	7	(21%)	had	an	EOLCP.	There	was	also	a	non-significant	tendency	

for	patient	involvement	in	decision	making	to	result	in	family	giving	a	higher	
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rating	on	the	quality	of	the	death	(score	of	9	or	10)	(OR	=	5.56,	c2	=	3.087,	p	=	

0.079).	For	residents	who	were	involved	in	care	planning,	only	1	of	the	13	(8%)	

had	relatives	who	rated	their	death	as	less	than	9,	whereas	19	of	the	60	(32%)	

relatives	whose	loved	one	wasn’t	involved	in	care	planning	rated	their	death	as	

less	than	9.		

Where	residents’	family	indicated	that	the	family	were	involved	in	care	

planning	they	were	almost	twice	as	likely	to	rate	highly	the	quality	of	how	their	

relative	died	(Odds	ratio	of	scoring	9	or	10	on	quality	of	death	=	1.99,	95%	CI	

0.80	to	4.95,	p=0.137).	When	the	quality	of	death	was	rated	more	poorly	by	

relatives	(a	score	of	<9)	there	was	also	a	trend	towards	later	rather	than	earlier	

decision	making	(OR	=	1.778	for	decisions	made	in	the	last	month	vs	more	than	

3	months	before	the	death,	95%	CI	0.52	to	6.03,	p	=	0.356).		

In	addition,	relatives	were	asked	what	they	felt	went	well	and	what	they	felt	

could	have	gone	better	in	relation	to	their	loved	ones’	deaths.	Many	

complements	of	the	care	were	received.	For	the	most	part,	staff	having	more	

time	to	spend	with	each	resident	and	communication	were	the	areas	identified	

as	being	most	in	need	of	improvement.	These	comments,	good	and	bad,	were	

fed	back	in	an	anonymised	fashion	to	staff	in	the	nursing	homes.		

Several	areas	of	good	practice	were	highlighted	by	bereaved	relatives,	

particularly	around	being	able	to	visit	freely	and	the	acknowledgement	of	the	

death	by	staff.	One	site	had	an	open	visiting	policy	which	was	very	welcomed	by	

family	–	one	son	wrote	of	how	his	routine	was	to	take	breakfast	with	his	father	

every	morning	and	read	the	newspaper	together.		

The	rituals	around	the	time	of	death	were	praised	by	others	–	one	site	have	the	

practice	of	offering	to	use	one	of	the	sitting	rooms	to	“lay	out”	the	deceased	

resident	reminiscent	of	the	Irish	practice	of	“waking”	the	person	in	their	home	-	

this	was	valued	by	family.	One	commented	that	it	allowed	the	other	residents	to	

recognise	the	death	and	to	say	their	farewells.	Another	custom	of	this	site	was	

for	staff	to	form	a	“guard	of	honour”	as	the	deceased	resident	left	the	home	–	

through	the	front	door.	In	winter	this	was	sometimes	a	candle	lit	affair.	Families	

praised	the	home	for	these	efforts	and	found	them	comforting.		 	
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Table	7.8:	Characteristics	of	respondents	to	Quality	of	Dying	and	Death	Questionnaire	

	 Before	 After	 P	value	 Plan	for	End	of	Life	Care	 P	value	
Known		 Not	Known	

Decedents,	n	 126	 70	 	 126	 70	 	
QODD	respondents,	n	(%	response	rate)	 85	(68%)	 51	(73%)	 0.43	 95	(75%)	 41(59%)	 0.014	
From	Before	period,	n	(%)	 	 	 	 47	(49%)	 38	(93%)	 <0.0001	
Deceased	Relative	had	care	plan	for	end	of	life,	n	(%)	 46	(54%)	 48	(69%)	 <0.0001	 	 	 	
Respondent	was	spouse,	n	(%)	 7	(8%)	 5	(10%)	 0.81	 8	(9%)	 4	(10%)	 0.81	

Respondent	was	a	son/daughter,	n	(%)	 45	(54%)	 37	(73%)	 0.05	 61	(66%)	 18	(45%)	 0.022	
Respondent	was	a	sibling,	n	(%)	 8	(10%)	 2	(4%)	 0.21	 4	(4%)	 6	(15%)	 0.033	
Respondent	another	relation	of	decedent,	n	(5%)	 23	(28%)	 8	(16%)	 0.098	 19	(21%)	 12	(30%)	 0.24	
Female	respondent,	n	(%)	 43	(51%)	 34	(67%)	 0.05	 59	(63%)	 18	(44%)	 0.042	
Respondent	age	in	years,	mean	(SD)	 58	(10.6)		 60	(12.2)		 	 59	(11.2)		 59	(12.3)		 	
Spent	time	with	decedent	in	last	week,	n	(%)	 83	(98%)	 50	(98%)	 0.91	 93	(98%)	 40	(96%)	 0.91	
Present	at	death,	n	(%)	 47	(55%)	 37	(73%)	 0.04^	 63	(68%)	 21	(51%)	 0.068	
Not	present	at	death,	but	death	was	sudden,	n	(%)	 8	(21%)	 3	(25%)	 	 7	(23%)	 4	(24%)	 	
Someone	present	at	death,	n	(%)	 67	(79%)	 49	(96%)	 0.02^^	 81	(85%)	 28	(78%)	 	
Respondent	expected	the	death,	n	(%)	 69	(82%)	 40	(78%)	 	 75	(80%)	 28	(78%)	 	
Respondent	prepared	for	the	death,	n	(%)	 62	(75%)	 38	(73%)	 	 71	(76%)	 24	(69%)	 	
^	OR	=	1.88	(95%	CI	1.04,	3.41),	p	=	0.04																			^^	OR	=	2.06	(95%	CI	1.11,	3.82),	p	=	0.02	
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Table	7.9	Relatives	perceptions	on	decedents’	dying	experience	

	 	 	 	

	
	
	
	

Before	
n	(%)	

After	
n	(%)	

Plan	for	End	of	Life	
Care	
Known		
n	(%)	

Not	
Known	
n	(%)		

Staff	response	to	queries/requests		

Good/very	good	 83	(98%)	 49	(92%)	 92	(97%)	 33	(92%)	

Quality	of	care	

Good/very	good	 83	(98%)	 49	(92%)	 92	(97%)	 35	(97%)	

In	Pain		

None/Little	of	the	time	 47	(63%)	 29	(81%)	 54	(62%)	 18	(58%)	

Most/All	of	the	time	 2	(3%)	 3	(6%)	 4	(5%)	 1	(3%)	

Able	to	breath	comfortably		

None/Little	of	the	time	 6	(7%)	 4	(8%)	 6	(7%)	 4	(11%)	

Most/All	of	the	time	 59	(70%)	 39	(80%)	 70	(76%)	 24	(67%)	

Comfortable	 	 	 	 	

None/Little	of	the	time	 8	(10%)	 2	(4%)	 6	(6%)	 4	(11%)	

Most/All	of	the	time	 57	(70%)	 36	(73%)	 65	(71%)	 23	(66%)	

Anxiety	 	 	 	 	

None/Little	of	the	time	 65	(78%)	 31	(69%)	 65	(74%)	 27	(77%)	

Most/All	of	the	time	 1	(1%)	 2	(4%)	 2	(2%)	 1	(3%)	

Signs	of	enjoyment	in	the	last	week,	e.g.	smile	or	laughing	

None/Little	of	the	time	 47	(57%)	 27	(56%)	 50	(55%)	 19	(54%)	

Most/All	of	the	time	 10	(12%)	 5	(10%)	 12	(13%)	 3	(9%)	

Resident	was	treated	with	dignity	and	their	self-respect	was	maintained:	

None/Little	of	the	time	 5	(6%)	 0	 2	(2%)	 3	(9%)	

Most/All	of	the	time	 77	(92%)	 49	(98%)	 90	(97%)	 31	(89%)	

Decedent	felt	a	strain	on	loved	ones	

None/Little	of	the	time	 65	(84%)	 37	(80%)	 74	(84%)	 23	(77%)	

Most/All	of	the	time	 2	(3%)	 2	(4%)	 2	(2%)	 2	(7%)	
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7.4 Discussion	

Feasibility,	acceptability	and	sustainability	of	the	program,	

Continued	

	

	

	

Before	

n	(%)	

After	

n	(%)	

Plan	for	End	of	Life	

Care	

Known		

n	(%)	

Not	

Known	

n	(%)		

Decedent	said	“goodbyes”	 21	(27%)	 22	(49%)	 33	(36%)	 9	(25%)	

Resident	had	funeral	plans	 24	(30%)	 20	(40%)	 31	(33%)	 11	(31%)	

As	far	as	respondent	knew,	end	of	life	care	decisions	were	discussed	with	

Resident	 8	(10%)	 9	(18%)	 14	(15%)	 2	(6%)	

Respondent	or	Resident’s	family	 51	(67%)	 34	(77%)	 69	(83%)	 11	(34%)	

Would	have	liked	more	

information	on	dying	or	what	to	

do	afterward	

18	(22%)	 10	(20%)	 19	(21%)	 9	(25%)	

How	well	staff	communicated	

with	resident,	median	(IQR)^	

9.5		

(8-10)	

10		

(8-10)	

9		

(8-10)	

9		

(8-10)	

How	well	staff	communicated	

with	respondent/family,	median	

(IQR)^	

10		

(9-10)	

10		

(9-10)	

10		

(8.5-10)	

10		

(8.3-10)	

Extent	that	care	given	respected	

decedents	wishes,	median	(IQR)^	

10		

(9-10)	

10		

(8.3-	10)	

10		

(9-10)	

10		

(9-10)	

Quality	of	life	in	last	week,	

median	(IQR)^^	

8		

(3-10)	

7		

(4-9.8)	

6.5		

(2.8-9)*	

8		

(4.5-10)	

Overall	quality	of	how	the	

resident	died,	scale	1-10,	median	

(IQR)^^	

10		

(8-10)	

10		

(9-10)	

10	

(9-10)	

9		

(8-10)	

*many	of	the	respondents	qualified	that	they	judged	the	quality	of	life	as	low	because	of	

the	effects	of	dementia,	rather	than	the	effect	of	the	care	or	being	in	the	nursing	home	

^likert	scale	used,	1-10,	1=very	poorly,	10	=	excellent		

^^	likert	scale	used,	1-10,	1	=	terrible,	10	=	almost	perfect	
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This	study	showed	that	the	systematic	implementation	of	an	advance	care	

planning	program	is	both	feasible	for	staff,	acceptable	to	residents	and	their	

families	and	sustainable	in	the	longer	term	in	the	long	term	care	setting	in	

Ireland.	This	is	despite	a	high	prevalence	of	dementia	in	nursing	homes	and	

staff	turnover	with	time.	Though	time	consuming,	staff	saw	the	benefit	of	

advance	care	planning	and	continued	to	perceive	it	as	a	useful	endeavour.(287)	

Advance	care	plan	completion	remained	prevalent	over	5	years	after	

implementation	started	and	with	time	showed	a	move	to	greater	and	earlier	

involvement	of	residents	in	decision	making.		

Baseline	end	of	life	decision	making	practices	in	long	term	care	in	Ireland:	

timing	and	resident	involvement	

One	of	the	key	differences	that	became	apparent	after	the	introduction	of	the	

Let	Me	Decide	advance	care	planning	program	was	the	change	in	the	way	in	

which	end	of	life	care	decisions	were	made,	a	shift	in	timing	of	decision	making	

and	the	implications	of	this.			

After	implementation	of	the	LMD-ACP	program,	end	of	life	care	planning	took	

place	far	earlier;	only	6%	of	end	of	life	care	plans	were	made	in	the	last	week	of	

life	compared	with	30%	before	introduction	of	the	advance	care	planning	

program	(p	=	0.0025).	The	median	interval	between	making	decisions	on	end	of	

life	care	and	diagnosing	dying	for	decedents	in	the	before	period	was	only	1	

day,	whereas	in	the	after	period	this	gap	increased	to	a	median	of	159	days	(p	<	

0.0001)	

The	program	changed	end	of	life	decision	making	from	family	directed	

decisions	made	at	a	time	of	a	health-related	crisis	or	when	death	was	imminent,	

to	a	process	that	took	place	months	in	advance	of	death	with	time	for	education,	

consideration,	discussion	and	most	importantly	inclusion	of	the	resident.		

Lamberg	et	al	found	83.8%	of	nursing	home	decedents	with	advanced	dementia	

had	a	DNH	order	at	the	time	of	death,	but	similar	to	this	study	a	large	

proportion	(40.3%)	of	the	orders	were	written	in	the	last	30	days	of	life.(535)	

With	regard	to	the	timing	of	end	of	life	decisions,	Billings	and	Bernacki	warned	
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of	the	Goldilocks	phenomenon	that	they	need	to	be	timed	not	too	early,	not	too	

late,	but	just	right.(528)	Too	early	and	residents	have	difficulty	hypothesising	

potential	future	situations,	and	consequently	may	need	to	change	their	

decisions.	Few	of	the	residents	in	this	thesis	study	met	Billings	et	al’s	

description	of	being	too	early,	few	residents	(or	their	families)	changed	the	

decisions	made	in	the	first	instance.	Most	residents	made	their	choices	based	on	

their	current	status,	and	chose	a	palliative	approach	to	care	with	a	preference	to	

opt	out	of	hospitalisation.	Too	late	and	like	at	baseline,	before	the	Let	Me	Decide	

program	was	introduced,	fewer	residents	are	included	in	decision	making	

because	of	declining	capacity,	increasing	frailty	or	being	too	ill.	

Similar	to	this	study’s	finding	at	baseline,	of	a	lack	of	inclusion	of	residents	in	

decision	making,	a	Norwegian	study	found	nearly	half	of	residents	to	be	

competent	or	partly	competent,	but	that	there	was	an	almost	non-existent	

attention	to	their	opinions.(537)	There	was	a	preference	instead	to	discuss	

treatment	with	their	relatives,	few	of	whom	considered	the	residents’	

autonomy	or	potential	involvement	in	discussions	on	their	own	care.(536)	

Introduction	of	the	Let	Me	Decide	program	in	this	thesis	study	seemed	to	

change	this	dynamic.	

Nursing	home	residents’	ability	to	consent	-	and	subsequently	their	preferences	

not	always	being	recognised	-	was	highlighted	as	an	issue	in	a	systematic	

review	of	end	of	life	expectations	and	experiences	among	nursing	home	

patients	and	their	family.(537)	This	review	also	highlighted	the	difficulty	and	

distress	experienced	by	family	when	they	became	proxy	decision	makers,	

particularly	when	guidance	from	healthcare	professionals	was	lacking.(537-

539)	

A	German	study	of	adults	over	75	years,	found	the	most	commonly	cited	reason	

for	not	having	an	advance	care	directive	or	Power	of	Attorney	was	participants	

trust	that	their	relatives	(59.4%)	or	physicians	(44.8%)	would	make	the	right	

decisions	for	them	when	the	time	came.(91)	Other	studies	have	had	similar	

findings	of	older	peoples’	faith	in	the	decision	making	capabilities	of	their	family	

or	healthcare	providers.(538,	540,	541)	Though	we	didn’t	explore	reasons	for	
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not	having	an	advance	care	directive	in	this	study,	we	did	encounter	several	

directives	where	at	least	some	of	the	decision	making	was	explicitly	left	in	the	

trust	of	the	treating	physician	or	the	family.	Another	common	reason	for	people	

not	completing	an	advance	care	directive	was	that	they	did	not	want	to	concern	

themselves	with	this	topic.(91,	538)	This	too	was	encountered	in	

documentation	of	the	end	of	life	care	planning	in	this	study.		

	

Effect	of	program	on	the	quality	of	the	dying	experience	

There	is	a	perception	from	published	research	that	the	end	of	life	care	provided	

in	nursing	homes	is	poor.	The	findings	of	this	study	do	not	support	that	view.	

The	vast	majority	of	relatives,	over	90%,	commended	the	care	their	loved	one	

received	at	the	end	of	their	lives.	A	study	by	the	Irish	Hospice	Foundation	

published	in	2014	also	found	that	relatives’	perception	(n=59)	of	the	care	

received	by	their	loved	ones	who	died	in	nursing	homes	in	Ireland	was	good	

(35%)	or	excellent	with	no	room	for	improvement	(54%).(520)	As	with	all	

studies	of	this	nature,	causality	cannot	be	proven,	however	it	does	not	appear	

that	the	combination	of	palliative	care	education	and	an	advance	care	planning	

program	used	in	this	study	had	any	detrimental	effect	on	the	care	of	the	dying.	

A	systematic	review	of	advance	care	planning	found	that	symptom	management	

and	satisfaction	with	care	were	less	commonly	focused	on	than	the	main	

outcomes	measured:	choice	of	treatment	and	place	of	care	at	the	end	of	

life.(139)	In	this	thesis’	study	for	the	most	part	symptoms	were	managed	well,	

and	over	two	thirds	of	those	dying	were	described	by	family	as	being	

comfortable	most	or	all	of	the	time.	Given	that	one	third	were	not	mostly	

comfortable	shows	clear	room	for	improvement	in	symptom	management.		

The	control	of	symptoms,	being	pain	free	and	comfortable	is	consistently	

ranked	as	one	of	the	most	important	measures	of	a	“good	death”.	Despite	

evidence	of	unmet	palliative	care	needs	for	some	residents,	their	families	were	

still	very	satisfied	with	the	way	in	which	they	died,	the	care	given	and	felt	it	

reflected	the	wishes	of	the	decedent.	This	discrepancy	between	the	control	of	
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symptoms	and	the	overall	quality	of	the	death	was	also	observed	by	Caprio	et	

al.(460)	It	raises	the	question	of	why	and	how	symptom	management	is	viewed	

and	conceptualised	differently	than	the	quality	of	care	or	the	quality	of	the	

death.	It	may	be	that	there	is	an	acceptance	of	or	perhaps	an	expectation	of	

some	degree	of	discomfort	or	suffering	as	death	approaches.(542)	It	may	also	

be	that	for	patients	who	have	chronic	pain	(e.g.	from	severe	arthritis)	or	

dyspnoea	(e.g.	from	advanced	chronic	obstructive	airways	disease)	that	these	

symptoms	are	somewhat	ignored	or	tolerated	as	they	have	become	part	of	the	

day	to	day	reality	of	the	person.		

The	need	for	decision	making	as	death	draws	near	is	common.	A	US	based	study	

found	that	42.5%	(95%	CI	39.9-44.5)	of	adults	over	60	years	who	died	needed	

decisions	made	about	treatment	in	their	final	days,	of	these,	70.3%	(95%	CI	

67.3	to	73.2)	had	lost	decision-making	capacity.(137)	Loss	of	decision	making	

capacity	was	more	likely	in	nursing	home	residents	(adjusted	odds	ratio,	1.36;	

95%	CI,	1.17	to	1.58;	P<0.001.(137)	In	this	thesis	study,	for	residents	who	were	

not	involved	in	decision	making,	there	was	a	tendency	for	their	relatives	to	

perceive	the	quality	of	dying	less	positively.	This	may	be	linked	to	the	burden	

that	may	come	from	making	decisions	for	a	loved	one.(536)Without	knowledge	

of	a	decedent’s	wishes	there	may	be	a	fear	or	anxiety	for	the	proxy	decision	

maker	that	the	care	chosen	was	too	aggressive	or	not	aggressive	enough.		

Location	of	deaths	

This	study	found	a	non-significant	trend	towards	fewer	residents	dying	in	

hospital	without	a	change	in	mortality	rates.	Following	introduction	of	the	

program,	hospital	deaths	fell	from	9.2%	to	7.9%	though	one	site	already	had	

very	few	hospital	deaths	(0	to	7%	per	year)	and	one	of	the	site’s	hospital	deaths	

dropped	from	19%	in	2010	to	2%	in	2015.	Decedents	with	a	care	plan	were	less	

likely	to	die	in	hospital,	and	when	they	did	die	in	hospital	this	was	in	line	with	

their	expressed	wishes	in	half	of	cases.		

Internationally	studies	report	that	nursing	home	residents	die	in	hospital	in	

between	19-25%	of	cases	in	Canada,	8-43%	in	the	UK	and	20%	in	the	US.(543-

545)(537)(251)(216)		A	study	based	on	2.5	million	US	nursing	home	residents’	
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deaths	found	lower	proportions	of	hospital	deaths	for	residents	with	advance	

care	plans	(14%	vs	30%),	DNH	orders	(4.6%	vs	20.5%)	or	dementia	(14.4%	vs	

20.7%).(215)	Gozalo	et	al	reported	a	similar	proportion	of	15%	of	US	nursing	

home	residents	with	dementia	dying	in	hospital.(228)	In	the	UK,	introduction	of	

the	Gold	Standards	Framework	reduced	hospital	deaths	for	nursing	home	

residents	from	43%	to	21%	over	a	7	year	period.(536)	Another	UK	study	found	

similar	results	to	our	study	whereby	implementation	of	the	Gold	Standards	

Framework	reduced	nursing	home	residents’	hospital	deaths	from	a	baseline	of	

15%	to	8%	after	the	framework	was	put	into	practice.(250)		

Data	up	until	now	for	long	term	care	resident	deaths	in	hospital	in	Ireland	have	

been	largely	unknown	and	this	study	suggests	a	low	prevalence	of	deaths	in	

hospital	but	that	such	deaths	are	usually	appropriate	for	the	patients’	condition	

or	wishes.	Extrapolating	results	from	a	local	study	in	Cork	and	combining	with	

HIPE	(Hospital	In-Patient	enquiry)	data	estimated	10%	of	nursing	home	

residents	ultimately	die	in	hospital,	which	indicates	our	results	are	likely	

generalizable	at	least	to	this	area	of	Ireland.(546)	

Limitations:		

There	were	several	limitations	to	this	study,	firstly	the	uncontrolled	non-

randomised	nature	of	the	design	may	have	introduced	confounding	due	to	other	

contemporary	efforts	in	Ireland	to	improve	palliative	care,	so	care	needs	to	be	

taken	in	interpreting	the	results.	Secondly,	measuring	the	quality	of	the	end	of	

life	experience	of	the	resident	from	family	members’	perspective	may	be	

inaccurate	or	coloured	by	elements	such	as	the	relatives’	relationship	with	the	

decedent,	their	emotional	state	or	perspective	at	the	time	of	the	death	or	of	the	

survey.(457,	488)Research	has	shown	better	agreement	between	decedents’	

assessment	pre-death	and	relatives’	retrospective	views	for	objective	measures,	

and	less	agreement	for	subjective	outcomes	such	as	symptoms.(444,	498)	Also,	

research	has	shown	that	while	there	are	global	attributes	of	a	good	death,	

patients	and	family	may	define	and	weigh	these	differently.(547,	548)	

Generalisability:	
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The	nature	of	dying	is	very	unique	as	are	relatives’	perceptions	of	their	loved	

ones’	deaths.	Given	the	diversity	of	human	nature	and	experience	and	the	

impossibility	of	measuring	all	characteristics	and	variables	that	may	have	

influenced	the	responses	to	the	questionnaire	it	is	not	feasible	to	extrapolate	

the	results	to	all	situations.		

This	study’s	population	was	predominantly	white,	Christian	and	older,	so	the	

results	of	this	study	might	not	be	generalizable	to	populations	in	other	

countries	or	to	nursing	home	residents	of	different	faith	or	cultural	background	

for	whom	values	and	beliefs	may	differ.	The	high	prevalence	of	cognitive	

impairment	in	our	study	population	is	in	line	with	international	research	on	

long	term	care	residents,	particularly	in	Europe,	where	long	term	care	models	

are	similar.	In	this	study	84%	of	residents	had	a	MMSE	<25	and/or	a	mental	test	

score	<9,	some	of	the	other	16%	of	the	study	sample	may	also	have	had	mild	

dementia,	many	of	whom	were	unacknowledged	as	having	cognitive	

impairment.		

In	French	nursing	homes,	it’s	estimated	70%	of	residents	have	dementia,	67%	

in	Sweden,	52%	in	Germany,	though	in	China	a	prevalence	of	dementia	of	only	

37%	has	been	recorded.	In	addition,	there	is	a	significant	level	of	undiagnosed	

dementia	amongst	nursing	home	residents.	A	Canadian	study	found	11.6%	of	

nursing	home	residents	had	undiagnosed	dementia,	whilst	a	Scottish	study	

found	a	prevalence	of	32%.(521-526,	549)	In	Ireland	Cahill	et	al	found	only	

32%	of	nursing	home	residents	had	a	clinical	diagnosis	of	dementia,	though	

89%	were	cognitively	impaired	with	69%	of	residents	having	moderate	to	

severe	impairment.(550)		

The	sites	chosen	for	this	study	include	both	public	and	private	facilities,	urban	

and	non-urban	and	larger	as	well	as	smaller	long	term	care	residences	which	

adds	to	the	generalisability	of	the	results	found.		

The	results	presented	suggest	that	the	systematic	approach	used	in	

implementing	the	Let	Me	Decide	program	contributed	to	greater	and	clearer	

documentation	of	end	of	life	care	decisions	and	inclusion	of	residents	in	these	

decisions.	This	likely	facilitated	interpretation	of	the	validity	of	the	documented	
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care	decisions.	The	program	was	accepted	by	residents	and	feasible	for	staff	

even	within	the	time	constraints	of	their	work	environment.	Several	of	the	

study	sites	moved	to	introducing	the	program	shortly	after	admission	and	

revisiting	advance	care	planning	once	a	resident	had	“settled	in”	to	the	home.	

The	results	suggest	that	this	approach	led	to	a	greater	uptake	of	planning	for	

end	of	life	care	and	inclusion	of	residents	at	a	time	when	they	remained	capable	

of	participating.		Further	research	is	needed	to	explore	the	best	timing	of	end	of	

life	care	planning	in	this	setting	to	achieve	the	best	possible	outcomes	for	

residents,	their	families	and	long	term	care	staff.			

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	



	
	

216	

Chapter	Eight:		
Medication	use	at	end	of	life	in	
long	term	care	in	Ireland	
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8 Medication	use	at	the	end	of	life	in	long	term	care	in	Ireland	

8.1 Introduction	

Good	prescribing	at	the	end	of	life	involves	the	avoidance	of	inappropriate	

medications	and	polypharmacy,	yet	the	number	of	medications	taken	in	the	last	

year	of	life	has	been	found	to	increase	by	about	50%.(551)	Polypharmacy	

increases	the	risks	of	drug	interactions,	adverse	events,	and	potentially	reduces	

quality	of	life	and	survival.(552-556)	The	increase	in	polypharmacy	as	death	

approaches	is	predominantly	due	to	the	addition	of	symptom	relieving	

medications	without	rationalisation	of	preventive	medications,	many	of	which	

may	no	longer	be	indicated	or	beneficial,	or	may	indeed	be	potentially	

detrimental	to	the	health	of	the	patient.(551)	Such	rationalisation	of	

prescribing,	considered	within	the	individual	clinical	context,	is	the	essence	of	

deprescribing.(557)	

Research	addresses	the	issue	of	when	to	start	preventive	medications	but	rarely	

explores	when	such	medications	should	be	stopped.	Discontinuation	of	

preventive	treatments	of	uncertain	benefit	is	most	pertinent	to	older	people	

particularly	those	with	limited	life	expectancy	where	changes	in	drug	

absorption	and	metabolism,	renal	and	hepatic	function	increase	the	risk	of	

adverse	effects	further.	The	decision	to	stop	medications	can	be	difficult.	There	

may	be	uncertainty	about	the	patient’s	prognosis	or	dying	trajectory,	about	the	

potential	adverse	effects	of	stopping	a	medication	or	the	activeness	of	the	

disease	targeted	by	the	preventive	medication	being	considered	for	

discontinuation.(556)	Furthermore	there	is	a	paucity	of	clear	deprescribing	

guidelines.(558,	559)	

The	addition	of	medication	for	symptom	relief	includes	medication	for	incident	

symptoms	but	also	-	as	per	best	practice	guidelines	-	the	prescription	of	

anticipatory	medications.(560-562)	Anticipatory	prescribing	is	where	

medications	needed	to	manage	common	end	of	life	symptoms	are	prescribed	in	

advance	of	being	required.	It	is	recommended	that	anticipatory	prescribing	for	

a	dying	person	would	include	analgesia	for	pain,	an	anxiolytic	for	anxiety,	an	
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anti-secretory	medication	for	respiratory	secretions,	sometimes	known	as	the	

death	rattle,	and	antiemetic	medications	for	nausea	or	vomiting.(560,	561)	

There	are	four	stages	in	anticipatory	prescribing:	deciding	to	prescribe,	

prescribing,	dispensing	and	administering	the	medicines.	(563,	564)	Though	

the	need	for	medications	may	be	anticipated	by	nursing	home	staff,	it	is	the	

general	practitioner	or	out	of	hours	general	practitioner	service	who	complete	

the	prescription	and	oftentimes	the	request	for	anticipatory	medication	

prescription	must	be	negotiated	carefully	by	nurses	with	the	attending	doctor,	

who	in	many	instances	may	not	know	the	patient.(564)	

Anticipatory	prescribing	at	the	end	of	life	has	become	more	common	in	an	

attempt	to	empower	nurses	to	quickly	relieve	a	dying	patient’s	suffering	

without	having	to	wait	the	attendance	of	medical	“call	out”	personnel	and	also	

to	avoid	the	need	for	hospitalisation.(565)	Approximately	25%	of	Irish	deaths	

occur	in	a	long	term	care,	but	it	is	unknown	to	what	extent	anticipatory	

prescribing	practices	take	place	in	this	setting.			

The	aim	of	this	paper	was	to	investigate	the	prevalence	and	adequacy	of	

medication	rationalisation,	prescribing	practices	including	anticipatory	

prescribing	and	medication	administration	at	end	of	life	for	older	people	

residing	in	a	long	term	care	setting	in	Ireland.			

8.2 Methods	

 Study	design	

This	study	was	a	retrospective	observational	cohort	study	of	prescribing	

practices	at	end	of	life	in	three	long	term	care	settings	in	Southern	Ireland.	

 Study	population		

Advance	care	planning	using	the	Let	Me	Decide	program	and	a	palliative	care	

educational	initiative	tailored	to	each	of	three	study	sites	was	implemented	

through	a	series	of	educational	workshops	from	September	2012	to	July	2013.	

This	complex	intervention	has	been	described	in	detail	in	section	7.2.2.	The	

palliative	care	education	included	a	module	on	symptom	assessment	and	
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management	both	pharmacological	and	non-pharmacological.	The	advance	care	

planning	program	allowed	description	of	the	aggressiveness	level	of	care	

desired	for	the	resident.		

The	study	sites	characteristics	have	also	been	described	in	chapter	7.	All	long	

term	care	residents	of	the	study	sites,	aged	65	years	of	age	or	older,	who	died	in	

the	periods	before	and	after	implementation	of	the	advance	care	planning	and	

palliative	care	educational	program	as	outlined	in	figure	7.1	were	eligible	for	

inclusion	in	data	collection.		

 Study	outcome	measures	

Once	three	months	had	elapsed	from	the	death,	members	of	the	family	were	

contacted	as	outlined	in	section	7.2.5	and	the	timeline	is	presented	in	figure	8.1.	

Family	were	asked	for	permission	to	access	the	decedent’s	clinical	notes	and	

with	their	consent,	the	family	member	completed	a	questionnaire	as	described	

in	section	7.2.5.	The	questionnaire	used	questions	from	the	“Quality	of	Dying	

and	Death”	(last	seven	days	version)	instrument	(QODD),	a	validated	

assessment	tool;	in	addition	to	bespoke	questions	similar	to	those	used	in	the	

Irish	National	Audit	of	End	of	Life	Care	in	Hospitals	in	Ireland.(384,	436)	Part	of	

this	questionnaire	addressed	the	symptom	burden	experienced	by	the	deceased	

resident	in	their	last	week	of	life,	as	perceived	by	their	bereaved	relative.	

Symptom	prevalence	and	management	was	also	assessed	from	examination	of	

the	clinical	notes	of	decedents	in	the	before	and	after	periods.	Alongside	

analysis	of	symptoms	a	retrospective	detailed	review	of	medications	

prescribed,	deprescribed,	administered	and	omitted	or	refused	took	place.		

The	diagnosis	of	dying	was	defined	as	the	date	where	anticipated	death	was	

documented	in	the	patient’s	notes	or	where	an	end	of	life	care	pathway	was	

started.	This	was	evident	in	one	of	the	sites.	It	was	not	related	to	the	Liverpool	

Care	pathway	but	rather	a	care	pathway	prompting	assessment	that	the	

elements	of	good	end	of	life	care	were	in	place.(172)		
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Figure	8.1	Details	of	study	period	categorisation	

2010	 2011	 2012	 2013	 2014	 2015	 2016	 2017	

Pre-implementation	
IMP	

Post-implementation	 	
FU	

	 Before	 After	 	

Abbreviations:	IMP	=	Implementation	period,	FU	=	Follow	up	point	

prevalence	(July	2017)	

	

The	interval	between	prescription	of	medications	and	death	was	calculated.	

Particular	attention	was	paid	to	the	changes	in	medications	prescribed	in	the	

last	3	months	of	life.	Data	on	the	medications	prescribed	and	given	were	

obtained	from	the	prescription	record	in	each	patient’s	notes.	Data	was	

anonymised.	

Preventive	medications	included:	lipid	lowering	agents,	antihypertensives,	

antiplatelets,	ACE	inhibitors,	ARB,	calcium	channel	blockers,	beta	blockers,	anti-

osteoporosis	medications,	calcium	Vitamin	D	supplements	

Symptom	relieving	medications	included:	analgesics,	antipyretics,	anxiolytics,	

antipyschotics,	antisecretory	medications,	antiemetics	and	laxatives.	

Some	medications	were	both	preventive	and	symptom	relieving,	these	

included:	loop	diuretics,	beta	blockers,	calcium	channel	blockers,	

antiarrhythmics,	anticonvulsants.	

Polypharmacy	was	defined	as	the	prescription	of	³	4	regular	medications	and	

excessive	polypharmacy	as	³	10	regular	medications.	It	was	accepted	that	using	

this	definition	somewhat	underestimated	the	true	problem,	as	in	addition	to	

regular	medications,	residents	were	also	prescribed	PRN	medications	which	if	

administered,	added	to	their	pill	burden.		

Regular	medications	were	those	taken	on	a	regular	basis	for	an	unfixed	period	

of	time,	e.g.	this	excluded	short	courses	of	antibiotics	or	steroids.	Food	
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supplements	were	also	excluded	as	regular	medications,	but	supplements	in	

tablet	form	such	as	folic	acid	or	iron	were	included	as	regular	medications.	Pro	

Re	Nata	(PRN)	medications	included	those	that	were	prescribed	to	be	taken	

only	when	needed.	The	prescription	initiation	date	was	taken	to	be	the	date	

when	that	drug	was	initiated	rather	than	the	date	the	dose	was	last	changed	

where	this	was	applicable.	In	some	instances,	administration	of	the	drug	was	

omitted	as	death	approached,	often	due	to	the	patient	being	too	drowsy	to	take	

oral	medication	or	due	to	the	development	of	dysphagia	in	this	context.	A	

record	was	made	of	how	long	before	death	this	type	of	omission	of	regular	

medications	began.		

The	date	of	rationalisation	of	medications	was	taken	as	the	earliest	date	in	the	

last	three	months	of	life	where	there	appeared	to	be	an	effort	to	discontinue	

potentially	unnecessary	medications.	In	some	cases,	medications	were	

discontinued	on	a	phased	basis,	where	this	occurred	it	was	the	earliest	date	

with	evidence	of	rationalisation	of	medications	that	was	taken	for	analysis	

purposes.	

Prescription	of	prophylactic	medications	for	end	of	life	care	was	deemed	to	be	

satisfactory	when	there	was	prescription	of	an	opioid	analgesic,	an	antiemetic,	

an	anxiolytic	and	an	anti-secretory	agent.	It	was	deemed	to	be	partly	

satisfactory	if	one	or	more	of	these	agents	was	prescribed.	Ideally	these	drugs	

would	have	been	prescribed	in	a	parenteral	form,	preferably	subcutaneous	

rather	than	intramuscular.		

The	intervals	between	rationalisation	of	medications,	prescription	of	

prophylactic	medications	for	end	of	life	care	and	the	diagnosis	of	dying	and	the	

time	of	death	were	calculated	and	compared.		

Symptoms	were	judged	to	be	present	based	on	the	relative’s	judgement	(from	

the	questionnaire),	documentation	in	the	clinical	notes	or	the	dispensing	of	

relevant	medications,	e.g.	the	administration	of	antiemetics	indicated	the	

presence	of	nausea	or	vomiting.		
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Sudden	deaths	were	those	which	were	unexpected	and	happened	quickly	

without	an	identifiable	preceding	acute	deterioration	e.g.	somebody	dying	in	

their	sleep.		

 Efforts	to	address	bias	

The	risk	of	selection	bias	was	minimised	by	including	all	deaths	within	each	of	

the	study	sites	for	inclusion	in	the	study.	Recall	bias	with	regard	to	the	

prescription	and	administration	of	drugs	and	the	presence	of	symptoms	was	

minimised	by	examining	individual	decedents	prescription	records	rather	than	

relying	on	doctor’s	or	nurse’s	recollection,	and	also	by	comparing	the	findings	

from	the	prospectively	recorded	clinical	notes	with	relative’s	responses	from	

the	questionnaire.		

 Statistical	analysis	

All	data	was	analysed	using	SPSS	V.24	(IBM	SPSS	Statistics,	IBM	Corporation,	

Chicago,	IL).		

Descriptive	statistics	were	used.	For	continuous,	normally	distributed	data,	

means	were	compared	using	t-testing.	Categorical	data	was	compared	using	

Chi-squared	testing,	and	non-parametric	variables	were	compared	using	Mann	

Whitney	U	or	Kruskal	Wallis	testing	as	appropriate.	Related	sample	non-

parametric	data	was	compared	using	the	Wilcoxin	signed-rank	test.		

8.3 Results	

There	was	a	total	of	196	deaths	during	the	two	observational	periods.	Relatives	

completed	the	questionnaire	for	136/196	(69%)	of	deceased	residents.	Clinical	

notes	were	obtainable	in	191/196	(97%)	of	cases,	unobtainable	notes	were	all	

from	the	before	period.	Of	the	196	deaths,	36	(18%)	were	residents	of	site	1,	71	

(36%)	of	site	2	and	89	(45%)	of	site	3.	Sudden	death	represented	10%	

(n=19/191)	of	dying	trajectories	overall.	Dying	was	diagnosed,	or	recognised,	in	

the	documentation	of	84%	(n	=	161/191)	of	residents	overall,	and	94%	(n	=	

161/172)	of	decedents	who	did	not	die	suddenly.	The	primary	causes	of	death	

are	depicted	in	Figure	8.2	and	decedents	characteristics	are	found	in	table	8.1.	
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Figure	8.2	Primary	cause	of	death	of	decedents	

	

Of	the	196	decedents,	9%	(n	=	18)	died	in	an	acute	hospital,	all	others	died	in	

the	nursing	home,	9	of	these	deaths	were	in	the	before	period	representing	7%	

of	before	deaths,	and	9	were	in	the	after	period	representing	13%	of	after	

deaths.	The	reason	for	the	discrepancy	in	the	proportion	of	deaths	in	an	acute	

hospital	between	the	before	and	after	period	was	likely	that	site	3	contributed	a	

greater	proportion	of	the	observed	deaths	in	the	before	period	and	this	site,	this	

site	was	the	most	remote	from	an	acute	hospital,	and	also	had	the	lowest	rates	

of	hospitalised	deaths.	

Overall	Prescribing	and	Polypharmacy	

Prescription	details	were	available	for	188	of	the	196	decedents	(96%).	The	

number	of	regular	oral/transdermal/rectal	medications	prescribed	fell	from	a	

median	of	7	(IQR	5	to	10,	range	0	to18)	at	3	months	before	death,	to	a	median	of	

5	medications	(IQR	2	to	8,	range	0	to	16)	by	the	time	of	death.	There	was	no	

significant	difference	between	the	before	and	after	groups	(table	8.2).		
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Table	8.1	Deceased	residents’	characteristics	in	the	before	and	after	periods	

	 	 Decedents	 	

	 Total	 Before	 After	 	

Resident	beds	 286	–	305	 286-288	 297-305	 	

Decedents,	n	 196*	 126*	 70	 	

Died	in	hospital,	n	(%)	 18	 9	(7%)	 9	(13%)	 	

Gender,	Male	%	(n)	 39%	 (77)	 45%	 (57)	 29%	 (20)	 p	=	0.021	

Age	at	death,	mean	(SD)	 85.5	 (8.2)	 85.4		 (8.5)	 85.7		 (7.4)	 p	=	0.82	

CCI,	median	(IQR)	 7														 (6,	9)	 7																		(6,	9)	 7																 (5,	8)	 p	=	0.41	

Length	of	stay,	median	

(IQR)	

950	days		

(277,	1826)	

	840	days	

(215,	1828)	

1001	days	

(437,	1849)	

U	=	3835	

p	=	0.18	

Sudden	deaths	 10%	 (19)	 11%	 (14)	 7%	 (5)	 p	=	0.37	

Dying	Dx	(excluding	

sudden	deaths)	

94%	 (162)	 93%	 (99)	 97%	 (63)	 p	=	0.23	

Dying	Dx	and	seen	by	

SPC,	%	(n)	

25%	 (41/162)	 26%		 (26/99)	 24%		 (15/63)	 P	=	0.73	

95%	CI	18%	-	32%	 95%	CI	17%	-	35%	 95%	CI	13%	-	35%	 	

Interval	from	dx	dying	

to	death,	median	(IQR)	

3	days	(1,	7)	

range	0	-	124	

4	days	(1,	8)	

range	0	–	94	

3	days	(1,	5)	

range	0	–	124		

U	=	2492	

p	=	0.28	

Documented	diagnoses	 	 	 	 	 	 	 	

Dementia	 116	 (61%)	 85	 (70%)	 31	 (44%)	 	

Undocumented	

dementia	

54	 (28%)	 24	 (20%)	 30	 (43%)	 	

Stroke	disease	 55	 (28%)	 37	 (31%)	 18	 (26%)	 	

Cancer	 50	 (26%)	 33	 (27%)	 17		 (24%)	 	

COPD	 47	 (25%)	 27	 (22%)	 20	 (29%)	 	

Cardiac	failure	 64	 (34%)	 37	 (31%)	 27	 (39%)	 	

Diabetes	 32	 (17%)	 18	 (15%)	 14	 (20%)	 	

Chronic	Kidney	Disease	 25	 (13%)	 17	 (14%)	 5	 (7%)	 	

*The	clinical	notes	for	5	decedents	in	the	before	period	were	unobtainable	

CCI	=	Charlson	Comorbidity	Index,	EOL	=	End	of	Life,	Dx	=	diagnosing	
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The	number	of	regular	medications	prescribed	at	3	months	before	death	and	at	

death	was	compared	for	those	who	were	diagnosed	as	dying,	those	who	were	

not	recognised	as	actively	dying	and	those	who	died	suddenly.		

• For	those	who	were	diagnosed	as	dying	(n	=	159):	

o 	the	median	number	of	regular	medications	fell	significantly	from	

7	(IQR	5	to	10,	range	0	to	18)	to	5	(IQR	2	to	8,	range	0	to	16)	(T	=	

21,	z	=	-7.53,	p	<0.001,	r	=	-0.42).	At	an	individual	level,	the	

median	difference	was	a	reduction	of	1	prescribed	regular	

medication	over	this	timeframe	(IQR	-4,	0,	range	-15	to	+3).	

• For	those	who	were	not	recognised	as	dying	(n	=	10):	

o there	was	no	change;	the	median	remained	at	5	regular	

medications	(IQR	=	2	to	9,	and	range	1	to	12	at	both	times).		

• For	those	who	died	suddenly	(n=	19):	

o 	at	3	months	before	death	the	median	number	of	regular	

medications	prescribed	was	comparable	with	residents	who	were	

diagnosed	as	dying	and	unsurprisingly,	did	not	change	before	

death	(median	7,	IQR	5	to	9.5,	at	3	months	before	death	(range	3-

14)	and	at	death	(range	3	to	13)).		

• The	difference	between	these	3	groups	was	not	significant	at	3	months	

before	death	(H	(2)	=	1.992,	p	=	0.37),	but	they	did	differ	significantly	at	

the	time	of	death	(H(2)	=	8.113,	p	=	0.017)	reflecting	the	reduction	in	

medications	seen	in	those	who	were	diagnosed	as	dying.	

For	residents	who	were	diagnosed	as	dying,	there	was	a	significant	rise	in	the	

number	of	PRN	medications	as	death	approached.	The	median	number	of	PRN	

medications	prescribed	rose	form	4	(IQR	2,5)	at	3	months	before	death	to	6	

(IQR	4.25,	8)	at	the	time	of	death	(T	=	3,	z	=	-10.13,	r	=	0.8,	p	<0.001).	This	rise	

in	the	number	of	PRN	medications	prescribed	counteracted	the	fall	in	number	

of	regular	medications	prescribed	such	that	the	total	number	of	medications	

(both	regular	and	PRN)	was	the	same	with	a	median	of	11	medications	

prescribed	at	both	3	months	before	death	(IQR	8,	13)	and	at	death	(IQR	8,	14).	

At	an	individual	level,	there	was	a	median	of	one	more	medication	prescribed	at	

death	compared	with	at	3	months	before	death.	Either	way	polypharmacy	was	
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highly	prevalent	as	shown	in	table	8.2	for	regularly	prescribed	medications.	If	

the	total	number	of	medications	(both	PRN	and	regular)	is	considered,	at	3	

months	before	death	95%	of	residents	were	on	³	4	medications,	and	58%	were	

on	³	10	medications.	At	death,	97.5%	of	residents	were	on	a	total	of	³	4	

medications,	while	65%	were	on	³	10	medications.		

Medication	review	and	rationalisation	

Though	polypharmacy	was	problematic	there	was	evidence	of	medication	

review	in	56%	of	decedents	(n	=	107/191)	overall;	26%	(n=5/19)	of	those	who	

died	suddenly,	27%	(n	=	3/11)	of	those	who	were	not	recognised	as	dying,	but	

62%	(n	=	99/159)	of	those	who	were	recognised	as	dying.	Medication	review	

tended	to	happen	in	the	last	week	or	two	of	life	though	(median	8	days	before	

death,	IQR	3,	19),	and	often	only	occurred	when	dying	had	been	recognised	

(median	interval	between	diagnosing	dying	and	medication	review	=	0	days,	

IQR	-7,	1)	or	the	resident	became	too	dysphagic,	or	too	unwell	to	take	oral	

medications	(median	interval	between	medication	review	and	medications	

omissions	=	7	days,	IQR	1,	18).	In	48%	(n=	46/96)	of	all	decedents,	medication	

review	happened	before	the	resident	was	recognised	as	dying,	24%	(n	=	23/96)	

of	medication	reviews	took	place	over	a	week	before	dying	was	recognised,	

28%	(n=27/96)	took	place	at	the	time	of	diagnosing	dying	or	the	subsequent	24	

hours,	and	43%	(n	=	41/96)	in	the	week	after	a	dying	trajectory	was	

acknowledged.	Thus	only	9%	(n	=	9/96)	of	decedents	had	their	medications	

reviewed	more	than	a	week	after	dying	was	recognised.		
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Table	8.2	Characteristics	of	decedents	who	were	recognised	as	actively	dying	

	 Total	 Before	 After	 	

Diagnosed	as	dying,	n	(%)	 162*/191	(85%)	 99/121**	(82%)	 63/70	(90%)	 P	=	0.13	

Interval	between	dx	dying	&	death,	median	

(IQR)	

3	days	(1,	7)		

range	0	to	124	

4	days	(1,	8)	

range	0	to	94	

3	days	(1.25,	5)	

range	0	to	124	

U	=	2469	

p	=	0.37	

Regular	medications	3/12	pre-death,	median	

(IQR)	

7	(5,10)	range	0	to	18	 7	(5,	10)	range	0	to	18	 7	(5,	10)	range	0	to	14	 U=	2959	

p	=	0.78	

Regular	medications	at	death,	median	(IQR)	 5	(2,	8)	range	0	to	16	 5	(2,	8)	range	0	to	16	 4	(2,	7)	range	0	to	16	 U	=	2998	

p	=	0.89	

On	³	4	regular	medications	3/12	pre-death,	%	
(n)	

86%	(n=147/160)	

95%	CI	80.6%	-	91.4%	

88%	(n=86/98)	

95%	CI	81.5%	-	94.4%	

82%	(n=51/62)	

95%	CI	72.4%	-	91.6%	

P	=	0.33	

On	³	4	regular	medications	at	death,	%	(n)	 60%	(n=96/160)	

95%	CI	52.4%	-	67.6%	

58%	(n=57/98)	

95%	CI	48.2%	-	67.8%	

63%	(n=39/62)	

95%	CI	51%	-	75%	

P	=	0.55	

On	³	10	regular	medications	3/12	pre-death,	
%	(n)	

28%	(n=44/160)	
95%	CI	21%	-	35%	

27%	(n=26/98)	
95%	CI	18.2%	-	35.8%	

29%	(n=18/62)	
95%	CI	17.7%	-	40.3%	

P	=	0.73	

On	³	10	regular	medications	at	death,	%	(n)	 12%	(n=19/160)	
95%	CI	7%	-	17%	

13%	(n=13/98)	
95%	CI	6%	-	19.7%	

10%	(n=6/62)	
95%	CI	3%	-	17.5%	

P	=	0.49	

PRN	medications	3/12	before	death,	median	

(IQR)	

4	(2,5)	range	0	to	10	 4	(2,5)	range	0	to	7	 3	(2,4)	range	0	to	10	 U	=	2866	

p	=	0.54	

PRN	medications	at	death,	median	(IQR)	 6	(4.25,	8)	range	1	to	12	 6	(5,	8)	range	1	to	12	 6	(4,	8)	range	1	to	12	 U	=	2845	
P	=	0.50	

Evidence	medication	review	before	death,	%	

(n)	

62%	(n	=	99/159)	

95%	CI	54%	to	70%	

62%	(n	=	60/97)	

95%	CI	52%	to	72%	

63%	(n	=	39/62)	

95%	CI	51%	to	75%	

P	=	0.9	

Interval	between	medication	review	and	

death,	median	(IQR)	

8	days	(3,18)	

range	0	to	86	

9	days	(3,	18)		

range	0	to	78	

7	days	(3,	20)		

range	0	to	86	

U	=	1161	

p	=	0.95	

Interval	between	dx	dying	and	medication	

review,	median	(IQR)	

0	days	(-7,	1)		

47%	pre	dying	dx			

24%	>7	days	pre	dying	dx	

0	days	(-6.25	to	2)	

41%	before	dying	dx		

19%	>7	days	pre	dying	dx	

-1	days	(-9	to	1)	

57%	before	dying	dx	

32%	>7	days	pre	dying	dx	

U	=	914	

p	=	0.23	

Interval	between	dx	of	dying	and	medication	
omissions,	median	(IQR)	

2	days	(0,	5)	
range	-25	to	119	

3	days	(1,	6.5)	
range	-5	to	94	

1	day	(0,	3.5)	
range	-25	to	119	

U	=	1889	
p=0.005	
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Interval	between	medication	omissions	and	

death,	median	(IQR)	

0	days	(0,	3)	

range	=	0	to	27	

0	days	(0,	1)	

range	=	0	to	7	

2	days	(0,	4)	

range	0	to	27	

U	=	1926	

p	<0.001	
*prescription	chart	missing	for	2	decedents		
**5	clinical	notes	missing	
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Figure	8.3	Interval	between	medication	review	and	recognising	resident	dying		

	

Medication	omission	as	death	approached	

A	large	proportion	of	decedents,	97%	(n	=	186/191),	started	to	have	regularly	

prescribed	oral	medications	omitted	because	they	were	too	drowsy	to	take	

them,	had	developed	new	dysphagia	or	simply	because	they	refused	or	were	too	

unwell.	In	60%	(n	=	115/191)	of	decedents	such	omission	of	drugs	only	started	

on	the	day	they	died,	but	for	24%	(n	=	46/191)	omission	began	3	days	or	more	

before	death.	A	decedent	being	unable	to	take	medications	by	mouth	may	be	an	

important	prognostic	sign	that	death	may	be	imminent.	Of	those	who	were	

diagnosed	as	dying	in	73%	(n=107/146)	omission	of	medications	came	after	

diagnosis	of	dying,	in	12%	(n=18/146)	it	came	on	the	day	dying	was	diagnosed	

and	in	14%	(n=20/146)	it	came	in	the	week	before	that	diagnosis	and	may	have	

been	one	of	the	prompts	that	death	was	approaching.		
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Prescribed	medications	and	their	review:	what	was	stopped,	what	was	continued	

The	regular	medications	most	commonly	prescribed	at	3	months	before	the	end	

of	life	were:	

• antidepressants,	59%		

• proton	pump	inhibitors	(PPIs)	55%		

• laxatives	50%		

• antiplatelets	47%		

o aspirin	represented	the	most	commonly	prescribed	antiplatelet	

• regular	oral	Benzodiazepines	37%		

• diuretics	37%		

o loop	diuretics	represented	70%	of	diuretics	prescribed	

• regular	Paracetamol	36%		

• regular	opioids,	excluding	those	via	syringe	driver	34%		

• inhaled	Bronchodilators	28%		

• cholinesterase	inhibitors	or	memantine	25%		

• antipsychotics	24%		

• beta	blockers	24%		

• ACE	inhibitors	or	Angiotensin	receptor	blockers	23%		

• anticonvulsants	18%		

• statins	17%		

The	most	common	newly	prescribed	regular	medications	in	the	last	3	months	of	

life	were:		

• Regular	opioids	started	in	19%		

o Oral	opioids	started	in	12%		

o Transdermal	opioids	started	in	7%		

• Diuretics	started	in	8%	(loop	diuretics	n=13/15)	

• Laxatives	started	in	7%		

• Antidepressants	started	in	5%		

• Antipyschotics	started	in	5%		

• Inhaled	bronchodilators	started	in	4%		
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Proportionally,	the	most	commonly	discontinued	regular	medications	in	the	last	

3	months	of	life	were:	

• Bisphosphonates	(88%,	n=7/8)	

• Thiazides	(77%,	n	=	10/13)	

• Regular	antiemetics	(62%,	n=8/13)	

• 5a	reductase	inhibitors	(58%,	n=	7/12)	

• Regular	oral	opioids	(58%,	n=	22/38)	

• Regular	antipsychotics	(51%,	n=28/55)	

• Alpha	blockers	(50%,	n	=	11/22)	

• Anticoagulants	

o Low	molecular	weight	heparin	(50%,	n	=	1/2)	

o Direct	oral	anticoagulant	(50%,	n=	2/4)	

o Warfarin	(44%,	n=8/18)	

• Beta	blockers	(46%,	n=23/50)	

• Topical	NSAIDS	(46%,	n=	5/11)	

• Thyroxine	(46%,	n=10/22)	

• Antihistamines	(44%,	n=11/25)	

• Statins	(44%,	n=14/32)	

• Antidepressants	(42%,	n=51/122)	

Of	all	patients	regularly	prescribed	drugs,	the	ones	most	commonly	still	

being	prescribed	at	the	time	of	death	were:	

• Laxatives	42%	of	all	decedents	

• Proton	Pump	Inhibitors	41%	of	all	decedents	

• Antidepressants	37%	of	all	decedents	

• Regular	Oral/transdermal	opioids	34%	of	all	decedents	

• Regular	Paracetamol	32%	of	all	decedents	

• Regular	benzodiazepines	31%	(excludes	patients	receiving	

benzodiazepines	via	syringe	driver)	of	all	decedents	

• Antiplatelets	30%	of	all	decedents	

• Diuretics	28%	of	all	decedents	
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Table	8.3	Medication	started,	stopped	and	continued	in	decedents’	last	3	months		

	 Proportion	of	all	decedents	prescribed	
this	medication	

Proportion	of	all	
prescriptions	in	last	

3	months	
	 At	3	

months	
pre-death	

Newly	in	
their	last	3	
months	

At	time	of	
death	

	
Stopped	 Not	

stopped	

	 %	 n	 %	 n	 %	 n	 %	 %	
Antidepressant	 59	 112	 5	 10	 37	 71	 42	 58	

Proton	Pump	Inhibitor	 55	 105	 4	 7	 41	 79	 29	 71	

Laxative	 50	 95	 7	 14	 43	 81	 26	 74	

Antiplatelets	(total)	 47	 89	 2	 3	 30	 57	 38	 62	

Aspirin	 36	 69	 0	 0	 22	 42	 39	 61	

Clopidogrel/	
Dipyridamole	

10	 20	 2	 3	 8	 15	 35	 65	

Benzodiazepine	 37	 71	 3	 5	 31	 60	 21	 79	

Diuretics	total)	 37	 71	 8	 15	 28	 53	 38	 62	

Loop	diuretic	 29	 55	 7	 13	 25	 47	 31	 69	

Thiazide	 6	 12	 1	 1	 2	 3	 77	 23	

K	sparing	 2	 4	 1	 1	 2	 3	 40	 60	

Paracetamol	 36	 68	 4	 7	 32	 62	 17	 83	

Opioids	total	 34	 64	 19	 36	 34	 64	 36	 64	

Transdermal	opioids	 26	 49	 7	 13	 25	 48	 23	 77	

Oral	opioids	 8	 15	 12	 23	 8	 16	 58	 42	

Bronchodilator	
(inhaled)	

28	 54	 4	 8	 26	 49	 21	 79	

Steroid	inhaled	 9	 18	 1	 1	 9	 18	 5	 95	

Steroid	oral	(>14/7)	 8	 16	 0	 0	 7	 14	 13	 88	

Cholinesterase	
Inhibitor/Memantine	

25	 48	 2	 3	 17	 32	 37	 63	

Antipsychotic	 24	 46	 5	 9	 14	 27	 51	 49	

Beta	blocker	 24	 46	 2	 4	 14	 27	 46	 54	

ACE	inhibitor	or	ARB	 23	 43	 2	 4	 17	 32	 32	 68	

Statin/Cholesterol	
lowering	agent	

17	 32	 0	 0	 9	 18	 44	 56	

Warfarin	 9	 18	 0	 0	 5	 10	 44	 56	

LMWH	 2	 4	 0	 0	 1	 2	 50	 50	

Direct	Oral	
Anticoagulant	

1	 2	 0	 0	 1	 1	 50	 50	

Digoxin	 7	 13	 2	 4	 5	 10	 41	 59	

Alpha	blocker	 12	 22	 0	 0	 6	 11	 50	 50	

Amlodipine/	
Lercanidipine	

6	 12	 0	 0	 4	 7	 42	 58	

Other	cardiac	drugs	 8	 15	 1	 1	 6	 11	 31	 69	

Anticonvulsant	 18	 34	 2	 3	 13	 25	 32	 68	
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Parkinson’s	treatment	 6	 11	 0	 0	 4	 8	 27	 73	

Bisphosphonate	 4	 8	 0	 0	 1	 1	 88	 13	

Calcium/Vitamin	D	 16	 30	 0	 0	 10	 19	 37	 63	

Iron	supplement	 15	 29	 0	 0	 9	 17	 41	 59	

Folic	acid	supplement	 13	 24	 0	 0	 8	 15	 38	 63	

Diabetic	medication	 12	 22	 1	 2	 9	 18	 25	 75	

Antihistamine	 11	 21	 2	 4	 7	 14	 44	 56	

Thyroxine	 11	 21	 1	 1	 6	 12	 45	 55	

5A	reductase	inhibitor	 6	 12	 0	 0	 3	 5	 58	 42	

Anticholinergic	
(bladder)	

3	 6	 0	 0	 2	 4	 33	 67	

GnRH/LHRH	agonist	 2	 4	 0	 0	 2	 3	 25	 75	

Prophylactic	antibiotic	 5	 10	 0	 0	 3	 6	 40	 60	

NSAID	po	(top)	 5	 9	 1	 2	 3	 6	 45	 55	

Antiemetic	 4	 8	 3	 5	 3	 5	 62	 38	

Other	 19	 37	 3	 6	 15	 28	 35	 65	

Additionally	61	decedents	were	on	a	total	of	100	dietary	supplements	or	drinks.	

Prescription	of	PRN	parenteral	anticipatory	medications	for	end	of	life	care	

Residents	who	were	diagnosed	as	dying	were	significantly	more	likely	than	

those	who	were	not	recognised	as	dying,	to	be	prescribed	PRN	parenteral:	

• Benzodiazepine	 (OR	=	6.9	(95%	CI	2.0,	23.7)	c2	=	13.70,	p	=	0.002)	

• Opioids		 	 (OR	=	16.4	(95%	CI	5.8,	46.1)	c2	=	40.79,	p	<0.0001)	

• Antisecretory		 (OR	=	10.0	(95%	CI	4.0,	25.2)	c2	=	30.48,	p	<0.0001)	

• Antiemetic		 	 (OR	=	2.7	(95%	CI	1.2,	6.0)	c2	=	6.06,	p	=	0.015)	

Residents	who	were	diagnosed	as	dying	in	the	after	period	were	more	likely	

than	those	in	the	before	period	to	be	prescribed	PRN	parenteral	

benzodiazepines	(significantly)	and	opioids	(not	statistically	significantly),	but	

less	likely	to	be	prescribed	an	antiemetic	or	an	antisecretory	(not	statistically	

significant).	

• Benzodiazepine		 (OR	=	2.1	(95%	CI	1.1,	3.9)	c2	=	4.84,	p	=	0.03)	

• Opioids	 	 (OR	=	1.2	(95%	CI	0.5,	2.4)	c2	=	0.16,	p	=	0.69)	

• Antisecretory		 (OR	=	0.7	(95%	CI	0.3,	1.5)	c2	=	0.69,	p	=	0.41)	

• Antiemetic		 	 (OR	=	0.6	(95%	CI	0.3,	1.1)	c2	=	2.49,	p	=	0.12)	
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For	decedents	who	were	recognised	as	dying	and	prescribed	parenteral	PRN	

medications,	the	likelihood	of	receiving	an	antiemetic	in	the	after	period	was	

significantly	higher	than	in	the	before	period,	and	though	there	was	a	trend	for	

other	parenteral	PRN	medications	to	also	be	given	more	often,	the	differences	

were	not	statistically	significant.	

• Opioids	 	 (OR	1.4	(95%	CI	0.7,	3.0),	c2	=	0.90,	p	=	0.34)	

• Benzodiazepines	 (OR	1.3	(95%	CI	0.5,	3.5),	c2	=	0.27,	p	=	0.60)	

• Antisecretory		 (OR	1.9	(95%	CI	0.9,	4.2),	c2	=	2.53,	p	=	0.11)	

• Antiemetic	 	 (OR	3.2	(95%	CI	1.4,	7.4),	c2	=	7.46,	p	=	0.007)	

The	proportion	of	residents	who	were	recognised	as	dying	and	received	such	

medications	through	a	continuous	subcutaneous	infusion	in	their	dying	days	

rose	from	74%	(n=72/97)	in	the	before	period	to	83%	(n=52/62)	in	the	after	

period,	this	difference	was	non	significant	though.	
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Table	8.4	Characteristics	of	anticipatory	prescribing	in	all	decedents	

	

	

	 Sudden	death	 Non	Sudden	death	 	
	
%	

	
n	(of	18)	

Dying	not	recognised	 Dying	recognised	
%	 n	(of	11)	 %	 n	(of	159)	

PRN	parenteral	opioids,	%	(n)	 0%	 (0)	 46%	 (5)	 77%	 (123)	 p	<0.0001	
PRN	parenteral	benzodiazepines,	%	(n)	 6%	 (1)	 18%	 (2)	 47%	 (75)	 p	=	0.002	
PRN	parenteral	antisecretory,	%	(n)	 6%	 (1)	 55%	 (6)	 76%	 (121)	 p	<0.0001	
PRN	parenteral	antiemetic,	%	(n)	 28%	 (5)	 73%	 (8)	 69%	 (109)	 p	=	0.015	
Of	these	parenteral	
anticipatory	medications,	
number	prescribed,	%	

0	medications	 63%	 (12)	 9%	 (1)	 12%	 (19)	 	
1	medication	 28%	 (5)	 27%	 (3)	 5%	 (10)	 	
2	medications	 6%	 (1)	 36%	 (4)	 13%	 (18)	 	
3	medications	 0%	 (0)	 18%	 (2)	 40%	 (66)	 	
4	medications	 0%	 (0)	 9%	 (1)	 31%	 (46)	 	

Number	of	these	parenteral	anticipatory	
medications	prescribed,	median	(IQR)	

0	 (0,	1)	 2	 (1,	3)	 3		 (2,	4)	 H(2)	=38.8	
p	<0.001	

Interval	between	parenteral	anticipatory	
medications	prescribed	and	death,	median	(IQR)	

4	days	before	death,	
140	days	before	death,	
others	>3/12	before	
death	

On	day	of	death,	3	days,	
39	days	and	47	days	
before	(each	n=1),	
others	>3/12	before	
death	

73%	in	last	week		
Median	=	3	days	(IQR	1,9)	
Range	(0	to	162	days)	
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Table	8.5	Characteristics	of	anticipatory	prescribing	for	decedents	who	were	recognised	as	dying	

	
	 Total	decedents	recognised	as	dying	 	

Total	 Before	 After	
%	 n	(of	159)	 %	 n	(of	97)	 %	 n	(of	62)	

PRN	parenteral	opioids,	%	(n)	 77%	 (123)	 76%	 (74)	 79%	 (49)	 p	=	0.69	
Prescribed	PRN	parenteral	opioids	given	 60%	 (74/123)	 57%	 (42/74)	 65%	 (32/49)	 p	=	0.34	
PRN	parenteral	benzodiazepines,	%	(n)	 47%	 (75)	 40%	 (39)	 58%	 (36)	 p	=	0.03	
Prescribed	PRN	parenteral	benzodiazepines	given	 69%	 (52/75)	 66%	 (26/39)	 72%	 (26/36)	 p	=	0.60	
PRN	parenteral	antisecretory,	%	(n)	 76%	 (121)	 78%	 (76)	 73%	 (45)	 p	=	0.41	
Prescribed	PRN	parenteral	antisecretory	given	 62%	 (75/121)	 57%	 (43/76)	 71%	 (32/45)	 p	=	0.11	
PRN	parenteral	antiemetic,	%	(n)	 69%	 (109)	 73%	 (71)	 61%	 (38)	 p	=	0.15	
Prescribed	PRN	parenteral	antiemetics	given	 53%	 (58/109)	 44%	 (31/71)	 71%	 (27/38)	 p	=	0.009	
Of	these	parenteral	
anticipatory	medications,	
number	prescribed,	%	

0	medication	 12%	 (19)	 11%	 (11)	 13%	 (8)	 	
1	medication	 6%	 (10)	 7%	 (7)	 5%	 (3)	 	
2	medications	 11%	 (18)	 12%	 (12)	 10%	 (6)	 	
3	medications	 42%	 (66)	 40%	 (39)	 44%	 (27)	 	
4	medications	 29%	 (46)	 29%	 (28)	 29%	 (18)	 	

Number	of	these	parenteral	anticipatory	
medications	prescribed,	median	(IQR)	

3	 (2,	4)	 3	 (2,	4)	 3	 (2,	4)	 U	=	3015	
P	=	0.92	

Interval	between	parenteral	anticipatory	
medications	prescribed	and	death,	median	(IQR)	

3	days	(1,	9)	
range	0	to	192	

3	days	(1,	9)	
range	0	to	97	

3	days	(1,	12)	
range	0	to	162	

U	=	1853	
P	=	0.97	

Interval	between	diagnosing	death	and	
anticipatory	medications	prescribed,	median	(IQR)		

0	days	(0,1)	
range	-146	to	50	

0	(0,	1)	
range	-96	to	50	

0	(-1,	1)	
range	-146	to	25	

U	=	1516	
P	=	0.47	

Interval	between	oral	anticipatory	medications	
prescribed	and	death	

19.5	days	(8,	62.5)	
range	0	to	255	

11	days	(4.5,	38.5)	
range	0	to	99	

42	days	(14,	120)	
range	1	to	255	

U	=	327	
P	=	0.002	
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Table	8.6	Association	of	pain	and	treatment		

	 Symptom	Frequency	according	to	relatives	account	

None/A	little	of	the	time	 Some	of	the	time	 Good	bit/Most/All	of	time	

%	 n	 %	 n	 %	 n	

Pain	present	 61%	 75/122	 30%	 36/122	 9%	 11/122	
Paracetamol	prescribed	 93%	 70/75	 83%	 30/36	 91%	 10/11	
PRN	Paracetamol	doses	given	 Median	1	dose	(IQR	0,	7)		 Median	0	doses	(IQR	0,	2)	 Median	0	doses	(IQR	0,	1.5)	
PRN	oral	opioid	prescribed	 32%	 24/75	 53%	 19/36	 64%	 7/11	
Decedents	who	received	PRN	oral	opioid	
doses	in	last	week,	median	doses	given	(IQR)	

54%	 13/24	 47%	 9/19	 86%	 6/7	
Median	1.5	doses	(IQR	0,	
3.25)	

Median	0	doses	(IQR	0,	4.5)	 Median	2	doses	(IQR	2.5,	
3.75)	

PRN	parenteral	opioid	prescribed	 79%	 59/75	 64%	 23/36	 64%	 7/11	
Proportion	with	PRN	parenteral	opioid	
prescribed	who	received	doses	in	last	week	of	
life	

60%	 34/59	 70%	 16/23	 100%	 7/7	
Median	1	dose	(IQR	0,	2)	 Median	2	doses	(IQR	0,	3.5)	 Median	2	doses	(IQR	1.5,	

4.5)	
*n=122/196	relatives	responded	on	presence	of	pain,	n=14/196	relatives	didn’t	know	if	decedent	had	pain,		
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Table	8.7	Association	of	dyspnoea	and	treatment		

	 Symptom	Frequency	according	to	relatives	account	
None/A	little	of	the	time	 Some	of	the	time	 Good	bit/Most/All	of	time	

%	 n	 %	 n	 %	 n	

Able	to	breath	easily	 1%	 10/129	 11%	 14/129	 81%	 105/129	
PRN	oral	opioid	prescribed	 50%	 5/10	 43%	 6/14	 57%	 60/105	
PRN	oral	opioid	given	in	last	week,	median	
doses	

40%	 2/5	 50%	 3/6	 42%	 25/60	
5	doses	given	to	2	people	 15	doses	given	to	3	people	 Median	3	doses	(IQR	2,6)	

PRN	parenteral	opioid	prescribed	 80%	 8/10	 71%	 10/14	 91%	 96/105	
Proportion	with	PRN	parenteral	opioid	
prescribed	who	received	doses	in	last	week	of	
life	

75%	 6/8	 70%	 7/10	 49%	 47/96	
Median	1	dose	(IQR	0.75,	
1.25)	

Median	1.5	dose	(IQR	
0.25,2)	

Median	0	doses	(IQR	0,2)	

PRN	parenteral	benzodiazepine	prescribed	 40%	 4/10	 43%	 6/14	 48%	 50/105	
Proportion	with	PRN	parenteral	
benzodiazepine	prescribed	who	received	
doses	in	last	week	of	life	

50%	 2/4	 50%	 3/6	 62%	 31/50	
2	given	1	dose	each	 9	doses	given	to	3	people	 Median	3	doses	(IQR	1,	4.5)	

PRN	parenteral	antisecretory	prescribed	 80%	 8/10	 71%	 10/14	 70%	 73/105	
Proportion	with	PRN	parenteral	antisecretory	
prescribed	who	received	doses	in	last	week	of	
life	

50%	 4/8	 70%	 7/10	 64%	 47/73	
7	doses	given	to	4	people	 24	doses	given	to	7	people		 Median	2	doses	(IQR	1,4)	
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8.4 Discussion	

One	of	the	key	findings	of	this	study	was	the	high	prevalence	of	polypharmacy	

(³	4	medications)	in	Irish	nursing	home	residents	at	the	end	of	life,	where	95%	

of	residents	were	on	a	total	of	4	or	more	medications,	which	rose	to	97.5%	at	

the	time	of	death.	In	addition,	excessive	polypharmacy	(³	10	medications	in	

total)	was	found	in	58%	of	residents	at	3	months	before	death	and	65%	at	the	

time	of	death.	When	PRN	medications	were	excluded,	polypharmacy	of	regular	

medications	remained	very	prevalent	at	86%	of	residents	at	3	months	before	

death	and	60%	at	the	time	of	death.	Excessive	polypharmacy	of	regular	

medications	was	found	in	28%	of	residents	at	3	months	before	death	falling	to	

12%	at	death.	Though	the	median	number	of	regular	medications	fell	from	7	

medications	at	3	months	before	death	to	5	at	the	time	of	death,	this	was	offset	

by	a	rise	in	the	median	number	of	PRN	medications	prescribed	from	4	

medications	to	6	as	death	approached.		

A	nationwide	Swedish	study	of	all	decedents	over	65	years	of	age	who	died	

between	2007	and	2013,	also	found	that	polypharmacy	became	increasingly	

prevalent	as	death	approached.(566)	In	the	year	before	death	the	proportion	of	

Swedish	decedents	prescribed	³	10	medications	rose	from	30.3%	to	

47.2%.(566)	Similar	trends	were	described	in	an	Australian	study	of	long	term	

care	residents	in	their	last	year	of	life.(567)		

The	degree	of	polypharmacy	found	in	our	study	is	comparable	with	the	results	

of	the	SHELTER	study	of	4,156	nursing	home	residents	across	8	European	

countries.(568)	The	SHELTER	study	found	excessive	polypharmacy	varied	from	

8.8%	in	Israel	to	56.7%	in	Finland.	Ireland	was	not	included	in	the	study	cohort.	

Neither	were	any	studies	of	Irish	nursing	home	resident	polypharmacy	found.	

In	an	Irish	longitudinal	study	of	mostly	community	dwelling	older	patients	

admitted	to	acute	hospital,	polypharmacy	was	found	in	79%	and	excessive	

polypharmacy	in	24%.(569)	A	retrospective	study	of	prescribing	in	community	

dwelling	patients	with	dementia	in	Northern	Ireland	found	polypharmacy	in	

82%	(n	=	4393)(570)	
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There	is	an	established	association	between	polypharmacy	in	older	people	and	

potentially	inappropriate	prescribing.(571,	572)	Potentially	inappropriate	

prescribing	is	common;	prevalence	is	over	a	third	of	the	Irish	population	over	

70	years	and	is	estimated	to	have	an	associated	cost	of	over	€6	million	in	

Northern	Ireland	and	€45.6	million	in	the	Republic	of	Ireland.(572,	573)	The	

largest	contributor	to	this	cost	was	inappropriate	prescription	of	proton	pump	

inhibitors,	drugs	which	was	prescribed	for	55%	and	41%	of	the	cohort	in	our	

study	at	3	months	before	death	and	at	death	respectively.		

Systematic	review	has	found	a	high	prevalence	of	inappropriate	prescribing	in	

nursing	home	residents	ranging	from	18.5%	to	82.5%,	but	with	a	median	of	

35.1%	based	on	use	of	Beers	criteria	of	2003	or	61.1%	when	STOPP	criteria	

were	applied.(574)	In	a	Belgian	study	of	potentially	inappropriate	prescriptions	

(PIP)	and	potential	prescribing	omissions	(PPO)	in	nursing	home	residents,	

prescription	of	benzodiazepines	(46.7%)	and	omission	of	vitamin	D	(51.5%)	

were	the	most	commonly	encountered.(575)	A	Canadian	study	of	nursing	home	

residents	with	advanced	dementia	found	86.3%	had	received	at	least	one	

medication	of	questionable	benefit	in	their	last	year	of	life,	the	most	common	

being	anti-dementia	drugs	(63.6%)	and	lipid	lowering	agents	(47.8%).(576)	

Lipid	lowering	drugs	were	also	commonly,	but	potentially	inappropriately,	

prescribed	in	a	Swedish	study	of	older	people	with	dementia.(577)	A	systematic	

review	of	preventive	medication	use	in	patients	with	limited	life	expectancy	

similarly	found	statins	to	be	frequently	prescribed	in	addition	to	antiplatelet	

agents,	angiotensin	converting	enzyme	inhibitors	and	angiotensin	receptor	

blockers,	calcium	channel	blockers	and	anti-osteoporosis	medications.(555)	

Pyschotropics	are	also	commonly	used.(578)	

While	our	study	didn’t	screen	for	PIPs	or	PPOs,	there	was	evidence	of	

medication	review	and	deprescribing	in	over	half	of	decedents.	Though	

bisphosphonates	were	not	commonly	prescribed	(4%),	the	majority	were	

stopped	before	death	(88%),	and	of	the	medications	listed	above	32-44%	were	

discontinued	before	death	(statins	44%,	antiplatelets	38%,	ACE	inhibitors	or	

ARBs	32%,	calcium	channel	blockers	42%	antipsychotics	51%,	

acetylcholinesterase	inhibitors/memantine	37%	stopped).		
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It	is	suggested	that	attempts	to	reconcile	life	expectancy,	comorbidity,	care	

goals	and	patient	preferences	should	be	made	and	that	part	of	this	process	

should	include	the	deprescription	of	medications	with	questionable	benefit	for	

the	patient.(554)	Yet,	there	is	a	lack	of	clarity	around	deprescribing	for	older	

patients	with	multiple	comordities,	particularly	for	general	practitioners	who	

have	conflicting	opinions	on	stopping	commonly	prescribed	preventive	

medications	such	as	statins,	dipyridamole	or	bisphosphonates.(579)	This	is	

despite	evidence	that	supports	a	lack	of	adverse	effects	in	statin	discontinuation	

in	such	patients,	and	potential	beneficial	effects	including	an	improved	quality	

of	life.(580)	Decreasing	the	use	of	antihypertensive	medications	amongst	

nursing	home	residents	equally	did	not	have	adverse	effects	on	systolic	blood	

pressure,	and	possibly	reduced	hospitalisation.(581)	

Some	recent	publications	may	help	add	clarity	in	the	area	of	deprescribing	in	

frail	older	adults	with	limited	life	expectancy	where	symptom	control	is	

becoming	more	of	a	priority	than	prevention	of	disease	progression.(582,	583)	

A	useful	screening	tool	to	target	medications	for	deprescribing	in	frail	older	

adults	that	has	been	developed	is	the	STOPPFrail	tool	which	builds	on	the	

original	STOPP	tool	for	use	in	this	specific	population.(582,	584,	585)	The	

NORGEP-NH	is	another	tool,	developed	through	a	Delphi	consensus	

methodology,	which	has	been	used	to	support	deprescribing	in	a	similar	

population	but	specifically	those	in	nursing	home	care.(583)	

An	Australian/New	Zealand	study	of	geriatricians	found	the	most	important	

reported	influencers	for	deprescribing	were	severity	of	cognitive	impairment	

and	functional	dependency,	limited	life	expectancy	and	pill	burden.(586)	These	

are	all	common	issues	in	older	frail	nursing	home	residents.	Despite	reflecting	

the	opinions	of	930	physicians,	the	findings	of	the	study	were	limited	by	a	

response	rate	of	only	14.4%	and	for	the	most	part	it	is	general	practitioners	

who	deprescribe	in	most	nursing	home	settings	in	Ireland.(586)	Despite	a	

pharmacist	driven	intervention	making	recommendations	on	the	

appropriateness	of	medications	and	recommended	medications	that	could	be	

deprescribed,	64%	of	the	recommendations	resulted	in	no	action.(587)	
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While	deprescribing	is	important	so	too	is	anticipatory	prescribing	of	

medications	needed	for	symptom	control	in	the	face	of	death.	In	our	study,	it	

appeared	the	recognition	of	imminent	death	(in	days)	was	the	main	driver	for	

both	deprescribing	and	anticipatory	prescribing	practices.	A	Dutch	study	found	

a	high	incidence	of	pain	(47-68%),	agitation	(57-71%)	and	dyspnoea	(up	to	

52%)	in	a	nursing	home	cohort,	and	similar	to	our	study	that	symptom	

management	only	intensified	as	death	was	imminent.(212)	

Singer	et	al	found	that	the	prevalence	of	symptoms	such	as	pain	at	end	of	life	

rose	in	the	US	between	1998	and	2010	despite	increased	hospice	use	and	a	

greater	focus	on	the	quality	of	end	of	life	care.(292)Under	treatment	of	pain	

with	opioids	in	people	with	dementia	is	a	finding	of	a	recent	systematic	

review.(588)	Pain	management	in	people	with	dementia	living	in	long	term	care	

has	been	a	recent	focus	of	research	attention,	and	quality	improvement	

initiatives	are	emerging.(589,	590)	An	Icelandic	study	found	the	frequency	of	

pain	(51%),	agitation	(36%)	and	respiratory	tract	secretions	(36%)	were	

treated	with	appropriate	medications	but	that	dosing	of	opioids	left	room	for	

improvement	and	there	was	potential	to	improve	control	of	agitation	and	

secretions	through	better	use	of	benzodiazepines	and	anticholinergic	

medications.(591)	Worldwide	the	use	of	opioids	and	paracetamol	(both	

scheduled	and	PRN)	in	the	long	term	care	population	have	increased	over	

time.(592)	It	has	been	suggested	that	research	is	needed	to	explore	whether	

this	had	led	to	appropriate	pain	management	and	effective	PRN	medication	use	

for	long	term	care	residents.(592)		

A	Scottish	study	found	though	54%	of	long	term	care	residents	had	anticipatory	

medications	prescribed,	only	15%	of	prescriptions	were	adequate	to	meet	

national	recommended	levels.(593)	They	recommended	interventions	to	

increase	the	availability	of	anticipatory	medications	to	manage	common	end	of	

life	symptoms.(593)	This	is	inherently	important	alongside	palliative	care	

education	if	nursing	staff	in	long	term	care	are	to	be	empowered	to	provide	high	

quality	end	of	life	care	that	optimises	symptom	management.	Wilson	and	

Seymour	describe	how	important	interdisciplinary	communication	is	to	the	

process	of	anticipatory	prescribing	and	end	of	life	care.(594)	
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For	nurses,	anticipatory	medications	act	as	a	safety	net	giving	nurses	some	

control	over	being	able	to	manage	patients’	uncontrolled	symptoms	in	a	timely	

fashion	as	death	draws	near	without	having	to	wait	for	a	General	Practitioner	or	

out	of	hours	cooperative	doctor	having	the	time	to	assess	and	prescribe	relief	

for	a	patient’s	distressing	symptoms.(595)	Whilst	nurses	may	believe	they	

initiate	anticipatory	prescribing	through	“careful	negotiation”	with	the	General	

Practitioner,	it	is	ultimately	the	General	Practitioner	who	controls	whether	or	

not	medication	is	prescribed	in	anticipation	of	potential	emergence	of	the	

common	symptoms	that	occur	at	the	end	of	life.(595)	Not	having	anticipatory	

medications	prescribed	and	thus	being	powerless	to	manage	distressing	

symptoms	adequately	is	distressing	and	emotionally	draining	for	nurses.	(596)	

Research	needs	to	explore	the	barriers	to	anticipatory	prescribing	for	end	of	life	

that	exist	for	General	Practitioners	for	practical,	existential	or	other	reasons.		

Strengths	and	Limitations	of	the	study	

One	of	the	strengths	of	this	study	is	the	response	rate	of	69%	for	relatives	

responding	to	the	questionnaire,	this	is	high	a	high	response	rate	for	this	type	of	

survey,	and	greater	than	the	46%	response	rate	from	the	National	Audit	on	End	

of	Life	Care	in	Hospitals	in	Ireland	conducted	in	2008/9.(58)	That	such	a	large	

proportion	of	relatives	responded	makes	the	results	more	generalizable,	though	

it	does	not	eliminate	responder	bias	–	however	it	could	be	argued	than	non-

responders	who	though	negatively	about	their	loved	ones	death	are	just	as	

likely	to	respond	as	those	who	had	a	positive	experience.		

Another	strength	of	the	study	is	its	inclusion	of	both	rural	and	urban,	private	

and	public,	and	nursing	homes	of	varying	size	and	distance	from	acute	hospital	

services.	The	resident	population	in	the	nursing	home	study	sites	are	

representative	of	nursing	home	residents	elsewhere	in	Ireland,	where	it	tends	

to	be	frail	dependent	older	people	who	move	to	reside	there.	Nursing	home	

residents’	characteristics	may	differ	in	other	countries	where	different	models	

of	long	term	care	exist.		
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One	of	the	study’s	main	limiting	factors	is	that	it	is	underpowered	to	detect	

some	of	the	differences	found	particularly	in	relation	to	anticipatory	prescribing	

which	would	appear	to	have	improved	following	the	study	intervention	of	

advance	care	planning	and	palliative	care	education	for	nursing	home	staff.	A	

larger	study	powered	to	detect	such	differences	is	needed	to	explore	these	

findings	further.		
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9 Conclusions	

The	research	presented	in	this	thesis	covers	a	broad	range	of	areas	pertinent	to	

end	of	life	care	planning	and	the	use	of	advance	care	directives	or	advance	care	

plans	in	the	long	term	care	setting	in	Ireland.		

Healthcare	professionals’	attitudes,	knowledge	and	experience	of	advance	care	

directives	

The	data	presented	in	chapter	2	shows	that	there	is	a	good	awareness	of	

advance	care	planning	and	advance	care	directives	amongst	healthcare	

professionals	in	Ireland,	but	less	practical	experience	of	their	completion	or	

implementation.	Consistent	with	international	studies,	the	healthcare	

professionals	surveyed	had	a	positive	impression	of	advance	care	

directives.(266-269)	In	this	Irish	study,	of	the	healthcare	professionals	

sampled,	most	would	recommend	the	use	of	advance	care	plans	to	their	

patients,	and	stated	they	would	complete	a	personal	advance	care	directive	

(86%),	but	despite	this	keenness,	almost	no	healthcare	professionals	(3%)	had	

one.	This	study	appears	to	be	the	first	to	report	on	the	personal	advance	care	

directive	completion	rates	among	healthcare	professionals	in	Ireland.	

Regardless	of	any	lack	of	experience	of	patients	with	advance	care	directives	or	

advance	care	plans,	healthcare	professionals	for	the	most	part	(76%	of	

respondents),	would	feel	comfortable	in	following	one	presented	by	a	patient.	

The	fear	of	medicolegal	implications	appeared	to	be	an	important	source	of	

discomfort	in	following	(or	not	following)	a	directive.		

While	it	was	shown	that	respect	for	older	peoples’	autonomy	was	valued,	there	

was	a	poor	awareness	of	the	legal	status	of	medical	decision	making	for	older	

people	who	lose	decision	making	ability.	Though	doctors	in	Ireland	were	more	

knowledgeable	than	nurses	in	this	regard,	sadly	almost	2	out	of	3	doctors	and	3	

out	of	4	nurses	were	unable	to	correctly	identify	the	legal	decision-maker	for	a	

person	lacking	decision-making	capacity	without	an	advance	care	directive.	

Since	this	study	was	completed,	there	has	been	an	extensive	educational	

campaign	for	healthcare	professionals	in	Ireland,	ahead	of	the	commencement	
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of	the	Irish	Assisted	Decision	Making	(Capacity)	Act	2015.	It	would	be	beneficial	

to	examine	whether	this	has	led	to	an	improved	awareness	amongst	healthcare	

professionals	on	the	legislative	practicalities	and	responsibilities	in	medical	

decision-making	for	adults	with	diminished	capacity.		

The	study	presented	in	Chapter	2	was	novel	in	that	it	pushed	respondents	to	

conceptualise	their	responses	as	though	they	themselves	were	the	patient	

lacking	decision-making	capacity.	Most	respondents	(66%)	thought	that	if	they	

had	a	personal	advance	care	directive,	their	doctor	would	follow	it,	but	that	in	

the	absence	of	such	a	directive,	some	had	concerns	that	they	would	receive	care	

inconsistent	with	their	wishes.	If	lacking	capacity	and	in	the	absence	of	a	

directive,	62%	felt	their	family	would	have	difficulty	making	decisions	on	end	of	

life	care	on	their	behalf,	but	84%	of	respondents	thought	that	their	family	and	

doctor	in	collaboration	would	make	treatment	choices	consistent	with	the	

respondent’s	wishes.	Almost	two	thirds	of	respondents	were	comfortable	with	

the	notion	of	a	collaborative	approach	by	family	and	physician	in	making	

treatment	decisions	in	these	circumstances.	These	findings	support	the	

methodological	approach	taken	in	end	of	life	care	planning	discussed	

subsequently	in	chapters	4	and	7.		

Healthcare	professionals’	opinions	on	care	and	decision	making	at	end	of	life	

The	second	part	of	Chapter	2	presented	further	results	from	this	cohort	of	

healthcare	professionals	in	Ireland	which	found	that	only	about	half	of	doctors	

and	nurses	surveyed	felt	their	training	or	experience	in	end	of	life	care	was	

adequate.	Despite	this,	the	majority	of	those	surveyed	felt	comfortable	caring	

for	the	dying	(80%)	and	their	families	(77%).	There	seemed	to	be	a	relationship	

between	a	healthcare	professionals’	satisfaction	in	their	end	of	life	care	training	

and	their	comfort	in	caring	for	the	dying,	confidence	in	managing	their	

symptoms	or	stopping	preventive	medications	as	death	approached.		

All	of	these	factors	together	with	an	accurate	appreciation	of	the	likelihood	of	

attempted	CPR	success,	appeared	to	influence	the	aggressiveness	of	healthcare	

professionals’	treatment	choices	for	the	end	of	life	care	of	a	patient	lacking	
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decision-making	capacity	(as	presented	in	a	scenario	of	a	life	threatening	

illness).		

Doctors	were	better	able	in	general	to	estimate	CPR	success	rates	than	other	

healthcare	disciplines.	The	aggressiveness	of	care	chosen	for	a	patient	with	

dementia,	frailty	and	a	life	threatening	emergency	seemed	to	be	influenced	

most	by	the	respondents’	sense	of	duty	to	preserve	life,	the	fear	of	legal	action,	

the	lack	of	availability	of	the	patient’s	family,	lack	of	knowledge	of	the	patient’s	

wishes	and	difficulty	in	prognostication.	Interestingly,	healthcare	professionals	

tended	to	choose	sequentially	lower	levels	of	care	for	their	patients,	their	

parent	and	themselves	(if	imagining	themselves	or	their	parent	as	the	patient	in	

the	given	scenario).		

That	only	half	of	respondents	were	satisfied	with	their	training	in	end	of	life	

care	is	concerning.	A	2005	study	of	Irish	undergraduate	medical	school	

coverage	of	palliative	care	in	their	curriculum	left	room	for	improvement	and	

similar	deficiencies	in	palliative	care	training	have	also	been	reported	for	Irish	

GP	trainees.(298,	308,	597)		The	results	presented	in	the	second	part	of	chapter	

2	added	to	the	evidence	of	dissatisfaction	in	end	of	life	training	for	a	broader	

cohort	of	healthcare	professionals	in	Ireland.	Identifying	the	barriers	and	

facilitators	for	Irish	healthcare	professionals	to	improve	the	adequacy	of	their	

training	in	end	of	life	care	is	important.		

It	was	hypothesised	that	healthcare	professionals	who	regularly	care	for	dying	

patients	may	be	more	inclined	to	seek	out	training	in	palliative	care	to	maintain	

or	improve	their	skills.	The	research	presented	in	Chapter	5	showed	there	was	a	

lack	of	palliative	care	education	also	amongst	staff	working	in	the	long	term	

care	setting	in	Ireland,	but	they	displayed	a	distinct	keenness	for	training	in	this	

area.	The	general	palliative	care	educational	initiative	which	was	developed	and	

tailored	to	the	self-perceived	needs	of	long	term	care	staff	was	well	received	

and	contributed	to	an	improvement	in	the	prevalence	of	palliative	care	training	

in	staff	in	the	“after”	period	compared	with	that	present	before	the	educational	

initiative	was	offered.		
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In	this	pilot	study,	staff	of	the	involved	sites	were	keen	to	avail	of	training	in	

palliative	care	and	advance	care	planning.	The	delivery	of	this	training	was	not	

without	challenges	though,	as	presented	in	chapter	4	and	5.	Not	least	of	the	

difficulties	faced	was	that	of	the	release	of	staff	to	attend	training,	and	release	of	

the	same	staff	if	training	was	delivered	at	separate	intervals.	To	overcome	this	

particular	difficulty,	an	online	educational	program	for	advance	care	planning	

and	the	use	of	the	Let	Me	Decide	advance	care	directive	was	developed	by	a	

multidisciplinary	team	including	the	researcher,	specialist	palliative	care	

experts	in	addition	to	academics	and	clinicians	in	both	gerontology,	nursing	and	

ethics.	This	online	program	is	available	in	both	a	short	certificate	level	course	

(through	the	Let	Me	Decide	website,	www.letmedecide.ie)	and	a	more	in-depth	

version	(MH6016,	a	5	credit	module)	through	University	College	Cork.	

Timing	of	introduction	of	end	of	life	care	planning		

The	issue	of	the	most	appropriate	time	to	introduce	care	planning	for	end	of	life	

care	is	likely	one	subject	to	individual	variation	and	preferences,	however	as	

shown	in	Chapter	4	and	7	there	was	a	scepticism	and	suspicion	aroused	in	

many	longer	term	residents	when	the	topic	of	end	of	life	care	was	broached	

without	a	prompt.	The	study	sites’	approach	to	initiating	advance	care	planning	

with	residents	and	their	families	evolved	over	the	study	period,	and	moved	by	

preference	and	practicality	to	introduction	of	the	program	at	the	time	of	

admission	and	addressing	advance	care	planning	itself,	once	the	resident	had	

“settled	in”	to	the	nursing	home.	The	move	to	earlier	care	planning	also	seemed	

to	result	in	higher	completion	rates	amongst	residents	of	the	sites	that	

embraced	this	earlier	approach	to	the	greatest	extent.		

Feasibility	of	end	of	life	care	planning	in	advance	of	death	in	long	term	care	

The	purpose	of	the	research	presented	in	chapter	7	was	to	assess	the	feasibility	

and	acceptability	of	implementing	a	complex	intervention	comprising	an	

advance	care	planning	program	with	a	tailored	palliative	care	education	

initiative	in	the	long	term	care	setting	in	Ireland.	The	results	presented	in	

Chapter	7	showed	that	end	of	life	care	planning	in	advance	of	death	was	very	

feasible	in	the	long	term	care	setting	when	a	systematic	approach	to	care	

planning	was	taken.	There	was	a	significant	and	meaningful	increase	in	the	
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completion	of	care	plans,	at	a	far	earlier	stage	in	long	term	care	residents’	lives	

than	was	previously	the	case.	Implementation	of	the	study	intervention	shifted	

the	timing	of	end	of	life	care	discussions	from	a	time	close	to	death,	where	

discussions	happened	predominantly	with	residents’	family	to	the	exclusion	of	

the	residents	themselves.	Instead	discussions	came	to	occur	many	months	in	

advance	of	residents’	decline	in	health	or	crisis	health	events.	The	advance	care	

planning	program	very	much	encompassed	and	promoted	residents’	rights	to	

make	decisions	on	their	own	behalf	(where	able),	in	addition	to	this	objective,	

the	systematic	implementation	and	the	shift	in	the	timing	of	decisions	to	an	

earlier	point	in	residents’	lives,	resulted	in	a	far	greater	inclusion	of	residents	in	

the	decision	making	process.		

After	the	introduction	of	the	study	intervention,	there	was	also	a	significant	

increase	in	plans	for	care	which	noticeably	focused	not	only	on	wishes	around	

resuscitation	and	hospitalisation,	but	also	included	the	focus	of	care,	and	the	

acceptability	of	various	levels	of	aggressiveness	of	treatment.	Such	inclusion	of	

residents	in	care	planning	occurred	despite	a	high	prevalence	of	cognitive	

impairment,	dementia	and	frailty	in	the	study	sites.	The	prevalence	of	care	

planning	for	end	of	life	and	inclusion	of	residents	themselves	in	the	process	was	

maintained	long	after	the	before	and	after	study	observation	periods	as	

outlined	in	Chapters	7	and	8	were	completed.	In	July	2017,	the	point	prevalence	

study	showed	73%	of	residents	of	the	study	sites	had	a	care	plan	for	end	of	life	

care.	Of	all	residents,	21%	had	an	advance	care	directive,	49%	had	

comprehensive	end	of	life	care	plans	and	in	total	46%	of	residents	were	

involved	in	their	own	end	of	life	care	planning	and	consistently	they	opted	for	

lower	levels	of	aggressiveness	in	treatment.	This	demonstrates	the	

sustainability	of	the	intervention	and	its	effects	in	the	longer	term.		

The	feasibility	study	gleaned	important	information	on	the	intervention’s	

implementation	and	effects,	which	has	been	used	to	guide	a	more	thorough	

evaluation	through	a	multi-centre	randomised	controlled	trial	funded	by	a	

project	grant	from	the	Health	Research	Board	of	Ireland;	this	is	now	well	

underway.	
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Measuring	the	quality	of	end	of	life	care	and	the	dying	experience	

One	of	the	issues	encountered	in	this	study	was	in	the	measurement	of	the	

quality	of	end	of	life	care	and	the	dying	experience.	It	was	hypothesised	based	

on	previously	published	international	research,	that	end	of	life	care	in	long	term	

care	in	Ireland	would	be	suboptimal	and	that	the	advance	care	planning	

program	and	palliative	educational	initiative	would	improve	end	of	life	care	and	

the	residents’	dying	experience.	The	reality	as	perceived	by	deceased	residents’	

family	or	close	friends,	was	that	the	care	provided	at	baseline	was	far	superior	

to	that	expected	based	on	findings	from	the	medical	literature.	Relatives’	high	

praise	for	the	end	of	life	care	provided	and	their	positive	impressions	of	the	

quality	of	dying	left	little	room	for	improvement.		

Bereaved	relatives	preferring	to	frame	their	recollection	of	their	loved	ones’	

death	in	a	positive	light	may	have	affected	scores	on	end	of	life	care	and	quality	

of	dying.	Bereaved	relatives	also	might	not	have	experienced	many	deaths,	and	

thus	have	a	limited	ability	to	compare	a	“good	death”	with	a	“bad	one”.	

However,	these	biases	are	also	likely	to	have	been	an	issue	for	any	of	the	

previously	published	research	on	the	quality	of	end	of	life	care	in	nursing	

homes.		

It	is	plausible	that	there	was	no	change	in	the	quality	of	care	or	quality	of	dying	

experienced	in	the	time	after	the	intervention,	compared	with	before	its	

implementation.	It	is	also	possible	that	the	lack	of	change	related	to	the	Quality	

of	Dying	and	Death	tool	(QODD)	used	to	evaluate	the	dying	experience	of	

residents	demonstrating	a	ceiling	effect	on	some	of	the	questionnaire	items,	

such	as	the	quality	of	the	death	as	perceived	by	the	decedents’	relatives.		

Regardless	of	these	issues,	as	outlined	in	Chapter	7	(table	7.8),	there	appeared	

to	be	a	(non-significant)	tendency	towards	somewhat	better	comfort,	pain	and	

dyspnoea	management	for	residents	who	died	in	the	after	period,	and	also	for	

those	with	end	of	life	care	plans	compared	to	those	without.	Relatives	of	

decedents	who	had	care	plans	for	end	of	life	care	also	felt	their	relative	seemed	

to	worry	less	about	being	a	strain	on	their	family	and	those	with	care	plans	had	
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also	more	often	said	their	“goodbyes”.	There	was	a	significantly	greater	

likelihood	that	family	were	present	at	residents’	deaths	in	the	after	period.		

Though	the	National	Audit	of	End	of	Life	Care	in	Hospitals	in	Ireland	in	2008/9,	

included	some	long	term	care	hospitals,	the	results	were	not	presented	based	

on	the	type	of	care	site	(acute	vs	long	term	care).(384)	Regardless,	the	findings	

detailed	in	Chapter	7	on	symptom	management	appear	to	be	broadly	in	line	

with,	or	indeed	better	than,	the	findings	of	the	national	audit	which	found	

bereaved	relatives	reported	pain	“all	or	most	of	the	time”	for	23%	of	decedents.	

As	presented	in	Chapter	7	(table	7.8),	our	cohort	had	pain	“all	or	most	of	the	

time”	in	only	about	5%	of	cases.	These	results	are	also	better	than	those	found	

in	other	studies	of	long	term	care	decedents.(211)	The	national	audit	found	

family	were	present	at	the	time	of	death	in	65%	of	cases,	Chapter	8	results	

found	this	proportion	rose	significantly	from	55%	in	the	before	period	to	73%	

in	the	after	period	(p=0.04).	In	the	national	audit	86%	of	patients	were	

diagnosed	as	dying,	generally	5-6	days	before	the	patient	died.	This	is	similar	to	

results	presented	in	Chapter	8	–	that	84%	overall	were	diagnosed	as	dying,	a	

median	of	3	days	(IQR	1,	7)	before	death.	Both	the	national	audit	and	the	results	

presented	in	chapter	8	are	better	than	those	found	in	a	French	study	(50%	

diagnosed	as	dying)	and	an	audit	of	the	Liverpool	Care	Pathway	in	the	UK	which	

found	the	average	diagnosis	of	death	occurred	33	hours	before	death.(598,	599)		

Polypharmacy,	Prescribing	and	Deprescribing	at	End	of	Life	

Polypharmacy	was	highly	prevalent	in	both	before	and	after	periods	with	98%	

of	residents	on	³	4	medications	in	total	(both	regular	and	PRN)	at	the	time	of	

death	and	65%	on	³	10	medications,	this	was	despite	evidence	of	medication	

rationalisation	and	deprescribing	in	56%	of	residents	as	presented	in	Chapter	8.	

When	dying	was	diagnosed,	the	likelihood	of	medication	review	was	greater	

(62%	compared	with	27%	of	those	not	recognised	as	dying	and	26%	who	died	

suddenly).	Such	medication	review	tended	to	happen	in	the	last	week	or	two	of	

life	however	and	at	death	there	remained	a	high	prevalence	of	prescriptions	for	

preventive	medication	of	dubious	benefit	for	the	patient.	Hopefully	practices	

around	prescribing	for	people	in	long-term	care	will	improve	in	the	coming	
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years,	and	tools	like	the	STOPP-Frail	tool	(intervention	study	currently	

ongoing)	may	be	useful	in	this	regard.	Regardless	anticipatory	prescribing	for	

parenteral	PRN	medications	was	significantly	better	for	residents	recognised	as	

being	in	their	dying	days	and	there	was	a	greater	tendency	for	such	anticipatory	

prescribing	of	opioids	(non-significant)	and	benzodiazepines	(significant)	in	the	

after	period.	Residents	prescribed	such	anticipatory	medication,	were	possibly	

more	likely	to	receive	them,	but	the	differences	seen	were	non-significant	and	a	

larger	study	powered	to	detect	such	differences	is	needed	to	explore	these	

findings	further.	

It	is	possible	that	the	palliative	care	educational	initiative	may	have	reduced	the	

fear	of	administering	opioids	and	benzodiazepines	in	the	management	of	

symptoms.	Future	research	may	need	to	focus	on	the	impact	that	healthcare	

professionals’	anxiety	levels	about	death	and	dying	may	have	on	their	capacity	

to	not	only	deliver	high	quality	empathic	end	of	life	care,	but	also	to	engage	in	

advance	care	planning	and	to	put	the	learning	from	palliative	care	education	

into	practice.		

9.1 Thanatophobia		

The	concept	of	thanatophobia	or	death	anxiety	is	of	considerable	importance	in	

the	context	of	research	on	advance	care	planning	and	end	of	life	care.		

Thanatophobia,	the	fear	of	death,	is	derived	from	the	Greek	mythological	

character	of	Thanatos,	the	personification	of	death.	The	word	was	first	coined	

by	Sigmund	Freud	in	1915	in	his	essay	collection:	Thought	for	the	time	on	War	

and	Death.	The	two	essays:	Our	Attitude	Towards	Death	and	The	Disillusionment	

of	the	War	were	written	with	the	aim	of	helping	general	civilians	to	understand	

the	mental	distress	they	were	experiencing,	the	disillusionment	and	altered	

attitude	to	death	provoked	by	the	incredible	loss	of	life	seen	in	the	first	months	

of	World	War	I.	Thanatophobia	has	been	used	interchangeably	with	the	term	

“death	anxiety”	which	Farley	defined	as	“a	feeling	of	dread,	apprehension	or	

solicitude	(anxiety)	when	one	thinks	of	the	process	of	dying	or	ceasing	to	

‘be’”.(600)	
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Lehto	and	Stein	identified	six	attributes	of	death	anxiety:	emotion,	cognitive,	

experiential,	developmental,	sociocultural	shaping,	and	source	of	

motivation.(601)	In	their	review	they	also	identified	three	categories	of	

antecedents	that	may	precipitate	death	anxiety:	stressful	environments	such	as	

war	or	the	experience	of	unpredictable	circumstances,	diagnosis	of	life-

threatening	illness	or	the	experience	of	a	life-threatening	event,	and	

experiences	with	death	and	dying.(601)	

Langs	stated	that	“both	clinical	and	psychological	evidence	indicate	that	death	

anxiety	is,	in	all	likelihood,	the	single	most	powerful	unconscious	

psychodynamic	dynamism	in	present	day	emotional	life”.	He	described	three	

types	of	death	anxiety:	1)	Predatory	death	anxiety;	“the	conscious	and	

unconscious	dread	of	being	annihilated”,	the	fear	of	being	harmed	2)	Predator	

death	anxiety;	the	fear	“of	the	consequences	of	harming	or	annihilating	others”,	

the	fear	of	doing	harm	and	3)	Existential	death	anxiety;	the	fear	of	the	“personal	

prospect	of	death	and	dying”.(602)		

Becker	hypothesised	that	as	a	person	develops	mortality	salience	or	an	

awareness	of	the	inevitability	of	death,	through	fear,	they	will	try	to	suppress	

thoughts	of	death	and	use	denial	as	a	coping	mechanism.(603)	Schumaker	

speculated	that	Western	society’s	efforts	to	protect	themselves	from	death	by	

concealing	the	sick,	elderly,	and	dying	from	view,	only	heighten	death	anxiety	

by	making	it	an	unusual	phenomenon	detached	from	the	natural	order	of	

events.(604)	Heidegger,	philosophised	that	it	is	only	in	accepting	death’s	

inescapable	nature,	in	no	longer	denying	mortality,	that	the	angst	of	death	could	

be	cleared.(605)		

Chapter	7	described	some	of	the	rituals	around	acceptance	and	

acknowledgement	of	residents’	deaths	in	the	study	sites	that	were	valued	by	

bereaved	relatives.	The	effect	of	such	rituals	described	(like	“waking”	the	

decedent	in	a	common	living	area)	should	be	explored	from	the	perspective	of	

surviving	residents.		

Psychologist	Erik	Erikson	theorised	that	as	one	grows	older,	a	stage	of	ego	

integrity	is	reached	when	a	person	comes	to	terms	with	their	life	and	accepts	it,	
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finds	meaning	and	purpose	in	their	existence,	which	in	turn	leads	to	a	reduction	

in	death	anxiety.(606)	Those	who	do	not	reach	this	level,	instead	perceiving	

their	lives	negatively,	perhaps	as	a	series	of	failures	or	missed	opportunities,	

are	conversely	more	likely	to	fear	death.	Firestone	argued	however	that	as	life	

becomes	more	meaningful	and	valued,	that	death	anxiety	increases	because	the	

emotional	investment	in	one’s	existence	has	grown	too.(607)	With	advancing	

age	comes	a	realisation	that	there	is	less	time	left	to	live,(608)	and	so	older	

people	tend	to	shift	their	focus	from	knowledge	gaining	goals	to	emotional	and	

social	goals.(609)	The	wish	for	more	time	in	life	beyond	what	is	expected,	

seems	to	be	more	pressing	for	those	aged	between	75	and	84	years	and	

becomes	less	of	an	issue	above	this	age	as	the	ubiquitous	nature	of	death	draws	

closer.(608)	Circelli	linked	higher	death	anxiety	with	an	incongruence	between	

desired	and	expected	time	left	living,	influenced	by	the	person’s	health	and	

perceived	purpose	in	life.(608)		

Senescence,	or	growing	old,	is	defined	by	Comfort	as	the	inevitable	and	

irreversible	age	related	process	of	loss	of	viability	and	increase	in	

vulnerability.(610)	Advancing	age	is	associated	with	restriction	of	social	

networks	and	changes	in	physical	condition	that	pose	risks	for	older	people;	an	

increased	burden	of	disease	and	problems	related	to	its	chronicity;	reduced	

mobility;	declining	independence;	and	the	increased	likelihood	of	admission	to	

long	term	care	or	need	for	health	service	assistance	at	home.(611,	612)	To	age,	

without	such	troubles,	would	likely	increase	the	anticipatory	fear	of	death,	to	

quote	philosopher	Leon	Kass:	“Would	not	the	fear	and	loathing	of	death	

increase,	in	the	absence	of	its	antecedent	harbringers?”(613)	Fortner	and	

Neimeyer	found	that	death	anxiety	was	highest	in	the	middle-aged,	falling	as	

one	entered	later	adulthood	before	stabilising	in	old	age,	and	that	older	people	

with	high	death	anxiety	related	to	physical	and	psychological	problems	and	

lower	ego	integrity.(614)		

Many	factors	have	been	proposed	to	influence	death	anxiety.	The	evidence	for	

variables	such	as	religiosity,	gender	and	self-esteem	are	conflicting,	with	some	

studies	finding	positive	and	others	inverse	relationships	with	death	anxiety	

levels.(615)	There	are	also	differences	in	response	to	death	anxiety;	
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Hirschberger	found	that	gender	appeared	to	play	a	role;	males	tended	to	

withdraw	emotion	and	compassion,	whilst	females	demonstrated	increasingly	

compassionate	responses.(616)	

Several	scales	have	been	used	to	assess	death	anxiety	including	the	Frommelt	

Attitude	Toward	Care	of	the	Dying	Scale	(FATCOD)	(617),	the	Death	Anxiety	

Inventory	(618),	the	Multidimensional	Fear	of	Death	Scale	(619),	the	Collett-

Lester	Fear	of	Death	of	Self	Scale	(620),	and	the	Templer	Death	Anxiety	Scale	

(DAS)(621)	amongst	others.	

A	study	by	Sinoff	et	al,	examined	the	relationship	between	death	anxiety	in	

older	in-patients	from	an	acute	geriatric	ward	(mean	age	81	+/-	4.71	years)	and	

that	of	their	adult	children	(mean	age	52	+/-	6.41	years).(622)	Interestingly,	

using	Templer’s	Death	Anxiety	Scale	(DAS),	they	found	higher	death	anxiety	

levels	in	the	adult	children	than	in	their	older	parents	(mean	score:	6.9	+/-	3.3	

compared	with	4.0	+/-	1.4,	p<0.01).	Adult	children	vastly	overestimated	their	

parent’s	death	anxiety	level	(mean	8.1/15,	p<0.001)	compared	with	their	

parent’s	true	score	(mean	4.0/15).(615)	The	older	person’s	anxiety	

predominantly	related	to	fear	of	the	dying	process,	e.g.	fear	of	a	painful	death	

(100%),	rather	than	death	ceasing	their	existence.	Their	children	assumed	

death	anxiety	in	their	parents,	and	that	it	related	to	both	fear	of	the	dying	

process	and	of	being	dead,	similar	to	their	own	anxieties,	i.e.	they	appeared	to	

extrapolate	their	own	beliefs	and	anxiety	about	death	onto	their	parents.	This	

has	clear	implications	for	the	pragmatism	of	family	involvement	in	medical	

decision	making	in	an	unbiased	way	on	behalf	of	their	parents.	Schafer	

described	the	older	person’s	understanding	of	the	finite	nature	of	life,	whereas	

their	children’s	wishes	are	for	continuing	existence.(623)	The	findings	

presented	in	Chapter	2	for	healthcare	professionals	making	different,	less	

aggressive	treatment	decisions	for	themselves	than	their	parent	for	the	

imagined	scenario,	fits	with	Schafer’s	ideology.	

Death	anxiety	may	be	precipitated	by	experience	of	illness,	loss	and	death,	so	is	

of	particular	relevance	to	healthcare	workers	for	whom	death	is	omnipresent	

despite	advances	in	medicine	and	greater	longevity.		
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Death	anxiety	may	interfere	with	a	healthcare	professional’s	ability	to	

empathise	with	the	dying	and	may	affect	the	quality	end	of	life	care	they	

provide.(402,	624)	Doctors	and	nurses	with	higher	death	anxiety	levels	are	

more	uncomfortable	with	care	of	the	dying.(402,	625)	Social	workers	with	

higher	death	anxiety	levels	have	been	found	to	be	less	likely	to	disclose	

information	about	advance	care	directives	with	patients	-conversely	healthcare	

professionals	who	are	more	accepting	of	death	are	more	willing	to	discuss	

advance	care	directives	with	patients,	or	collaborate	with	colleagues	in	relation	

to	them.(626,	627)	

Indeed,	death	anxiety	may	lead	to	avoidance	behaviours	being	initiated	

consciously	or	subconsciously,	by	healthcare	professionals,	who	may	distance	

themselves	from	dying	patients	and	their	families	as	a	coping	mechanism,	in	

order	to	maintain	their	own	well-being.	Research	has	shown	interventions	can	

significantly	reduce	healthcare	workers	levels	of	death	anxiety,	improve	their	

existential	well-being,	reduce	their	use	of	avoidance	mechanisms	relating	to	

death	and	more	importantly	lead	to	improved	helping	relationship	skills	and	

self-perceived	psycho-existential	support	they	provided	to	their	dying	patients	

and	the	patient’s	families.(628)		

A	study	by	Melo	and	Oliver	examined	the	relationship	between	death	anxiety	

and	staff	burnout,	they	found	an	educational	intervention	aimed	at	lowering	

death	anxiety	had	a	positive	effect	in	this	regard	and	also	reduced	staff	burnout,	

improved	well-being	and	professional	satisfaction	and	the	quality	of	their	

relationships	with	patients	and	patient’s	families.(629)		

A	Greek	study	of	renal	nurses	using	the	Death	Attitude	Profile-Revised	(DAP-R)	

assessment	scale,	found	those	with	palliative	care	education	did	not	have	a	fear	

of	death	and	had	less	difficulty	talking	about	death	and	dying.(401)	It	had	been	

found	that	for	healthcare	professionals	greater	age	and	longer	work	experience	

related	to	more	positive	attitudes	towards	death	and	less	death	anxiety.(402)	

This	is	similar	to	the	findings	outlined	in	Chapter	2	that	healthcare	

professionals	who	had	greater	satisfaction	in	their	training	in	end	of	life	care,	

were	more	comfortable	in	dealing	with	dying	patients.	In	Chapter	5,	it	was	
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found	amongst	staff	in	the	long	term	care	pilot	sites	that	palliative	care	

education	was	associated	with	greater	staff	knowledge	and	confidence	in	

providing	end	of	life	care,	and	a	trend	to	greater	staff	engagement	with	advance	

care	planning	in	those	who	also	received	this	training	as	part	of	the	study’s	

educational	initiative.	Future	research	could	focus	on	whether	death	anxiety	is	a	

contributory	factor.			

A	review	by	Peters	et	al	found	multiple	studies	supporting	the	notion	that	

palliative	care	and/or	communication	training,	reduced	death	anxiety	and	led	to	

more	positive	attitudes	of	nurses	towards	care	of	the	dying	and	greater	comfort	

in	discussing	death	related	concerns	with	patients	and	their	families.(402)	The	

palliative	care	educational	initiative	described	in	chapter	4	and	5	included	a	

session	on	communication	skills	which	was	attended	by	both	nurses	and	

healthcare	attendants.	Future	research	could	assess	whether	this	education	

reduced	death	anxiety	amongst	participants.	Education	in	end	of	life	care	

incorporating	the	use	of	simulation	teaching	has	also	been	shown	to	improve	

medical	and	nursing	students	attitudes	towards	care	of	the	dying	and	help	

prepare	them	for	their	future	roles	in	this	regard.(630,	631)	Such	training	may	

equally	be	useful	for	long	term	care	staff,	particularly	in	smaller	nursing	homes,	

where	annual	exposure	to	dying	residents	would	be	more	limited.	The	results	

outlined	in	Chapter	4.4.3	demonstrate	that	staff	also	found	simulation	training	

to	be	useful	in	the	form	of	“live	advance	care	planning	demonstrations”.	

Clearly	the	aetiologies	of	death	anxiety	are	complex	and	highly	individual	for	

each	person,	and	many	variables	will	likely	be	unmodifiable	by	simple	

education	measures.	Some	healthcare	professionals	may	have	more	of	an	

aptitude	for	care	of	the	dying	and	communicating	end	of	life	issues,	than	others.	

This	researcher	hypothesises	that	healthcare	professionals	with	lower	death	

anxiety	levels	may	have	greater	aptitude	in	this	area.	It	would	make	sense	that,	

if	this	is	the	case,	tools	to	evaluate	thanatophobia	could	identify	healthcare	

workers	who	could	be	nurtured	more	readily	to	become	champions	for	

palliative	care,	good	end	of	life	communication	and	motivators	for	positive	

change	in	the	end	of	life	care	culture	in	their	place	of	work.	Additionally,	such	

tools	might	help	to	recognise	healthcare	workers	who	might	benefit	from	
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addressing	issues	of	death	anxiety	to	ensure	these	don’t	impact	on	their	ability	

to	deliver	high	quality	empathic	end	of	life	care.	Further	research	is	warranted	

to	explore	this.	

	A	recently	published	study	by	Carmack	et	al	reported	the	reliability	and	validity	

of	the	Communication	Apprehension	About	Death	scale.(632)	This	may	prove	a	

promising	tool	in	distinguishing	which	healthcare	workers	might	be	more	

comfortable	in	engaging	in	potentially	difficult	end	of	life	care	planning	

discussions	and	act	as	champions	for	good	palliative	care.	It	may	also	help	

target	which	staff	members	are	more	likely	to	benefit	from	advance	care	

planning	and	palliative	care	training	in	terms	of	their	likelihood	and	aptitude	

for	the	practical	application	of	such	education.	

Whilst	many	staff	were	trained	in	the	use	of	Let	Me	Decide,	few	put	their	

training	into	action	as	discussed	in	Chapter	4.	There	may	have	been	several	

potential	aetiologies	for	this	reluctance	to	initiate	discussions	on	end	of	life	care	

planning.	There	may	have	been	insufficient	“buy	in”	from	nursing	home	

management,	which	prohibited	newly	trained	staff	in	changing	the	practical	

culture	of	the	home	in	terms	of	end	of	life	care.	There	may	have	been	issues	

with	staff	retention	and	turnover	such	that	trained	staff	“moved	on”,	or	

competing	tasks	occupied	trained	staff’s	time.	Staff	shortages	may	also	have	

been	an	impacting	factor.	Equally,	some	of	the	trained	staff	may	not	have	felt	

comfortable	in	having	end	of	life	care	discussions	with	residents	and/or	their	

families,	because	of	death	anxiety	or	thanatophobia.	

Research	has	borne	out	time	and	again	that	older	people	wish	for	their	voices	to	

be	heard	and	appreciate	the	opportunity	to	discuss	end	of	life	care.(110)	There	

are	many	barriers	to	advance	care	planning	including	reluctance	of	family	

members	to	discuss	death	related	matters	and	hesitancy	on	the	part	of	medical	

professionals	in	initiating	the	conversation	as	seen	in	the	initial	days	of	the	

intervention	described	in	this	thesis.	Families	often	try	to	protect	their	loved	

ones	from	upsetting	conversations	or	even	to	accept	their	older	relative’s	

inevitable	mortality.(110)	Death	anxiety	plays	an	important	role	for	healthcare	
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professionals	also,	but	so	too	do	practical	issues	such	as	time	pressures	and	

constraints.(633)		

End	of	life	care	issues	are	not	flippant	topics	or	easily	dropped	into	a	

conversation	without	some	precipitant.	In	this	research,	as	outlined	in	the	

results	of	Chapters	4	and	5,	the	trigger	of	admission	to	nursing	home	became	

the	catalyst	to	instigate	thought,	education	and	conversation	on	advance	care	

planning.		

Despite	even	very	old	age,	there	remains	uncertainty	about	the	dying	trajectory	

which	can	be	far	more	difficult	to	forecast	in	a	frail	older	adult	with	multiple	

comorbidities	than	it	is	for	someone	dying	of	malignancy.(634)	This	uncertainty	

can	be	a	barrier	to	advance	care	planning,	as	evidenced	in	the	results	in	Chapter	

2,	where	healthcare	workers	and	students	stated	difficulty	in	prognosticating	

outcomes	for	a	patient	impacted	on	their	cognitive	processes	in	deciding	on	

treatment.	Such	uncertainty	about	the	future	might	also	have	been	a	reason	

why	5%	of	residents	described	in	Chapter	7,	opted	to	nominate	others	to	make	

end	of	life	care	decisions	for	them,	if	the	need	to	make	such	decisions	arose	in	

the	future.	

In	the	young	old,	a	study	by	Moore	in	1999	found	a	cited	disadvantage	to	

advance	care	directives	was	that	there	may	be	uncertainty	with	regard	to	

potential	for	recovery	if	life	sustaining	treatments	are	stopped.(635)	Stewart	

described	staff’s	difficulty	with	the	uncertainty	of	how	an	advance	care	directive	

might	relate	to	unforeseen	medical	circumstances,(636)	e.g.	“some	terrific	

bleed”	that	might	leave	staff	with	“no	choice	other	than	sending	(the	long	term	

care	resident)	to	hospital”.(637)	Despite	seeing	the	benefits	of	making	plans	for	

future	healthcare,	many	older	people	prefer	to	“live	for	today”	and	a	minority	

prefer	to	postpone	advance	care	planning	until	they	are	even	older,	or	until	they	

are	in	worse	health,	though	they	acknowledge	this	carries	the	risk	of	leaving	it	

too	late.(122,	345,	638)	It	appears	that	for	older	people	death	anxiety	relates	

less	to	death	(being	dead),	but	the	act	of	dying,	the	process	itself	and	what	that	

may	bring,	e.g.	pain,	being	on	one’s	own.(341,	615)		
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This	may	explain	why	it	appears	to	be	more	difficult	for	older	people	to	bring	

themselves	to	plan	for	the	dying	process	with	advance	care	planning,	and	easier	

to	plan	for	a	funeral	or	what	happens	after	death	with	their	estate	in	the	form	of	

a	will.	Perhaps	it	has	to	do	with	control.	As	we	age	evidence	suggests	an	

acceptance	that	death	is	inevitable,	there	can	be	no	control	over	whether	we	

will	die	or	not.	It	will	eventually	happen	to	every	human.	So	as	the	adage	goes	

“don’t	worry	about	what	you	can’t	control”.	However	how	one	dies	has	many	

variables,	and	as	such	may	be	more	difficult	to	contemplate,	certainly	more	

difficult	to	truly	have	control	over	but	in	the	oldest	old,	this	appears	to	be	less	of	

an	issue,	in	that	there	is	perhaps	more	acceptance,	with	a	realisation	that	“you	

can’t	really	plan	the	end	of	your	life	can	you?”.(344)		

In	a	wonderfully	refreshing	study	by	Fleming	et	al,	the	oldest	old	(age	range	95	-

101	years,	mean	age	97.5	+/-	1.5	years)	there	was	still	awareness	of	the	

complexity	of	uncertainty,	difficulty	hypothesising	for	a	situation	they	have	not	

yet	experienced,	and	a	reluctance	to	plan	for	hypothetical	situations	with	regard	

to	decision	making	in	the	event	of	a	life	threatening	illness;	however	for	the	

most	part,	they	were	quite	prepared	to	die,	with	most	expressing	the	sentiment	

that	they	took	each	day	as	it	came,	and	that	they	were	long	ready,	and	waiting	to	

die.(344) 	

“When	I	look	back	in	my	family,	my	parents.	They	were	alive,	then	they	

were	dead,	but	it	all	went	off	as	usual.	Nothing	really	dramatic	or	anything	

(…)	Why	should	it	be	any	different	for	me?”(344)	

“I’m	not	frightened	to	die,	if	that’s	what	you	mean.	No,	not	at	all.	I	mean	

there	isn’t	any	other	future.”	(344)	

A	study	of	patients	with	advanced	cancer	found	those	with	a	Do	Not	Resuscitate	

order	had	better	quality	of	life	as	death	drew	near,	and	they	suggested	that	the	

presence	of	a	Do	Not	Resuscitate	order	led	to	this	improved	quality	of	life.(639)	

There	are	alternative	explanations	however.	It	may	be	that	those	who	have	

lower	levels	of	death	anxiety,	those	who	are	more	accepting	of	the	inevitability	

of	death	and	those	who	are	more	prepared	mentally	for	death,	are	also	those	

who	are	more	likely	to	complete	a	Do	Not	Resuscitate	order,	and	that	it	is	this	
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mental	predisposition	rather	than	the	presence	of	a	Do	Not	Resuscitate	order	

that	leads	to	better	quality	of	life.		

9.2 Incorporating	end	of	life	care	into	long	term	care	setting	

In	introducing	the	complex	intervention	that	has	been	the	focus	of	this	research,	

the	importance	of	a	framework	of	change	management	cannot	be	

overemphasised.	There	are	many	models	for	change	management;	one	of	the	

most	widely	used	being	that	described	by	John	P.	Kotter	in	1996.(640)	The	

framework	for	changing	the	end	of	life	care	culture	in	the	study	sites	involved	in	

the	research	presented	in	this	thesis	mirrored	Kotter’s	eight-stage	process	in	

creating	major	change	within	an	organisation:		

1. Establishing	a	sense	of	urgency	

2. Forming	a	powerful	guiding	coalition	

3. Developing	a	vision	and	strategy	

4. Communicating	the	vision	

5. Empowering	others	to	act	on	the	action	

6. Generating	short	term	wins		

7. Consolidating	gains	and	producing	more	change	

8. Anchoring	new	approaches	in	the	culture	

The	sense	of	urgency	for	change	and	improvement	in	the	end	of	life	care	

provided	in	the	study	sites	was	potentially	driven	by	external	influences	such	as	

HIQA’s	publication	of	the	National	Quality	Standards	for	Residential	Care	

Settings	for	Older	People	in	Ireland	in	2009	and	HIQA’s	regular	auditing	of	

elements	of	end	of	life	care	provided	in	long	term	residential	care	facilities	in	

Ireland.	Another	potential	external	driver	may	have	been	the	changes,	not	long	

before	the	study	initiative	began,	which	led	to	all	deaths	in	Irish	nursing	home	

becoming	reportable	to	the	Coroner.	

From	the	outset,	there	were	also	internal	influencers	such	as	staff’s	palpable	

and	keen	sense	of	the	need	to	improve	end	of	life	care	and	decision	making,	

with	a	vision	for	how	improved	care	might	look,	informed	by	the	results	of	

baseline	“before”	study	results.	Using	an	action	research	methodology,	a	



	

	
263	

collaborative	approach	was	taken	to	developing	and	refining	the	study	

interventions	as	detailed	in	Chapters	3	and	5;	this	was	facilitated	by	the	

research	site	managers’	feedback	and	steering	group	as	described	in	Chapter	3.		

There	was	investment	from	senior	management	in	each	of	the	study	sites	and	a	

strong	coalition	developed	between	senior	staff	and	the	researchers	in	terms	of	

driving	the	changes	in	practice	“from	the	top”.	Through	seeking	out	the	opinions	

of	frontline	staff,	there	was	genuine	engagement	with	staff	around	their	

expressed	educational	needs	rather	than	imposing	“expert”	generated	needs	

from	a	literature	search.	Such	staff	participation	is	empowering	to	them,	

encouraged	engagement	with	an	initiative	that	was	built	on	their	views	and	as	

such	is	an	important	component	of	organisational	development.(641)	At	the	

end	of	the	palliative	care	educational	sessions	some	of	the	positive	findings	

from	the	“before”	survey	of	bereaved	relatives	was	fed	back	to	participants.	

“What	went	well”	in	each	site	in	their	provision	of	end	of	life	care,	was	

commended	to	acknowledge	the	good	work	done	by	staff	–	a	“short	term	win”	-	

but	feedback	on	the	negative	findings	on	“what	did	not	go	so	well”	was	also	

given,	so	the	driver	for	further	change	and	a	map	for	quality	improvement	was	

laid	down.			

The	changes	in	the	culture	of	end	of	life	care	seen	over	the	course	of	this	

research	project	were	both	feasible	and	sustainable.	There	was	a	natural	

evolution	and	incorporation	of	the	advance	care	planning	and	palliative	care	

initiative	in	this	study,	into	the	day	to	day	care	environment	and	practices	of	the	

study	sites.	All	study	sites	moved,	by	choice,	to	introducing	the	Let	Me	Decide	

program	to	residents	at	the	time	of	their	arrival.	This	move	essentially	began	

the	process	of	integrating	end	of	life	care	into	the	overall	care	of	the	resident,	

right	from	the	time	of	admittance,	rather	than	just	from	the	time	dying	is	

recognized.		
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“You can’t always get what you want 

But if you try sometimes��

You just might find��

You just might find 

You get what you need”��

�

— Mick Jagger / Keith Richards, Let it Bleed, 1969 
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11.1 	Appendix	1:	Questionnaire	used	to	collect	data	presented	
in	Chapter	2	

Advance	Directive	Survey	 	 	 	 Date:	_____/_____/_____	

Age:	_______	 Gender:	M	/	F	

Occupation	(circle):	Doctor,	Nurse,	OT,	Physio,	Social	Worker,	Student,	Other	

_________________	

How	many	years	are	you	in	practice?	__________years	

What	type	of	practice	are	you	in?	(circle)			solo,			group,			hospital,			other	

____________________		

How	much	of	your	work	involves	older	people?	(circle)	 <20%	/	21-40%	/	41-60%	/	61-80%	

/	>81%	

What	is	your	area	of	specialty	eg,	general	practice,	

geriatrics?______________________________	

Do	you	have	a	will?	 	 	 	 	 	 	 	 Yes	□	 No	

□	 	

Before	today	did	you	know	what	an	advance	directive	was?	 	 	 Yes	□	 No	

□	 		

Have	you	any	previous	experience	of	Advance	Directives?								 	 	 Yes	□	 No	

□	
Have	you	ever	dealt	with	a	patient	who	had	an	Advance	Directive?	 	 Yes	□	 No	

□	
Do	you	have	an	Advance	Directive?	 	 	 	 	 	 Yes	□	 No	

□	
If	you	don’t	have	an	Advance	Directive	would	you	complete	one?	 	 Yes	□	 No	

□	
If	a	friend	or	relative	asked	you	to	be	a	proxy	for	an	Advance	Directive,	would	you?		Yes	□		
No	□	 	 	 	 	 	 	 	 	

Please	let	us	know	how	you	feel	about	Advance	Directives......	
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Advance	Directives	are	a	good	idea	 1	 2	 3	 4	 5	

You	would	recommend	to	people	to	fill	out	an	Advance	Directive	 1	 2	 3	 4	 5	

If	you	were	presented	with	a	patient’s	Advance	Directive,	you	would	

feel	comfortable	following	it	

1	 2	 3	 4	 5	

If	there	were	no	medico-legal	implications,	you	would	be	more	inclined	

to	follow	an	Advance	Directive	

1	 2	 3	 4	 5	

A	doctor	would	follow	your	wishes	from	an	Advance	Directive	 1	 2	 3	 4	 5	
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If	you	were	to	become	incapable	do	you	think	......	
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Your	family	would	find	it	difficult	to	make	decisions	for	you	 1	 2	 3	 4	 5	

Your	family	should	be	allowed	to	make	a	“directive”,	expressing	the	

wishes	of	the	family	with	regards	your	care	

1	 2	 3	 4	 5	

You	would	receive	treatment	that’s	not	consistent	with	your	wishes	 1	 2	 3	 4	 5	

You	would	receive	treatment	that	is	too	aggressive	 1	 2	 3	 4	 5	

You	would	receive	treatment	that	is	not	aggressive	enough	 1	 2	 3	 4	 5	

Your		doctor	would	follow	your	wishes	from	an	Advance	Directive	 1	 2	 3	 4	 5	

	

If	today,	you	were	to	become	mentally	incapable	and	you	had	no	advance	directive,	who,	

legally	can	make	healthcare	decisions	for	you?	-

____________________________________________________	

If	you	were	to	become	incapable,	who	do	you	think	should	make	healthcare	decisions	for	

you?____	

__________________________________________________________________________

_______	

Imagine	that	you	have	become	mentally	incapable	and	healthcare	choices	have	to	be	made	

for	you.	To	what	extent	do	you	believe	each	of	the	following	would	make	choices	for	you,	

that	were	consistent	with	what	you	would	have	wanted	for	yourself?	
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Your	doctor	 1	 2	 3	 4	 5	

Your	family	 1	 2	 3	 4	 5	

Your	family	and	doctor	together	 1	 2	 3	 4	 5	

A	living	will	stating	your	treatment	choices	 1	 2	 3	 4	 5	

A	living	will	and	a	proxy	(someone	nominated	by	you	to	

act	on	your	behalf)	

1	 2	 3	 4	 5	

	

When	do	you	think	is	the	best	time	to	complete	an	advance	directive?		

Now	while	in	good	health	 	 	 	 Yes	□	 No	□	
When	older	but	still	capable	mentally	 	 	 Yes	□	 No	□	
	

	

With	regard	to	yourself	to	what	extent	are	the	following	true	.........	
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You	feel	comfortable	dealing	with	patients	at	the	end	of	life	(last	few	

weeks	or	months	of	life)	

1	 2	 3	 4	 5	

You	find	it	harder	dealing	with	patients	at	the	end	of	life	compared	to	

other	patients	

1	 2	 3	 4	 5	

You	feel	confident	managing	patients	symptoms	at	the	end	of	life	 1	 2	 3	 4	 5	

You	feel	comfortable	stopping	preventative	medications	at	the	end	of	 1	 2	 3	 4	 5	
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life	e.g.	calcium	supplements,	bisphosphonates	etc.	

You	feel	comfortable	dealing	with	relatives	of	patients	at	the	end	of	life	 1	 2	 3	 4	 5	

You	feel	comfortable	dealing	with	bereaved	family	of	patients	who	

have	died	

1	 2	 3	 4	 5	

You	have	adequate	training	in	care	at	the	end	of	life	 1	 2	 3	 4	 5	

You	have	adequate	experience	in	care	at	the	end	of	life	 1	 2	 3	 4	 5	

	

A	positive	advance	directive	is	one	in	which	specific	treatments	are	requested	to	be	given,	

eg	organ	transplants,	experimental	treatments	etc.	Do	you	think	advance	directives	should	

include	such	requests?	 Yes	□	 	 No	□	

A	negative	advance	directive	is	one	in	which	specific	treatments	are	refused,	eg	CPR,	blood	

transfusions,	mechanical	ventilation	etc.	Do	you	think	advance	directives	should	include	

such	requests?	 	

Yes	□	 	 No	□	

	

Mr	Murphy	is	an	84	year	old	man	who	you	were	asked	to	see	as	an	emergency.	

He	has	been	living	in	the	nursing	home	for	a	month.	He	has	suffered	from	

Alzheimer’s	disease	for	seven	years	and	now	he	is	moderately	demented.	He	does	

not	recognise	his	children	but	smiles	at	his	wife.	He	needs	help	getting	in	and	out	

of	bed	and	walks	with	help.	He	has	urinary	incontinence	and	occasional	

incontinence	of	faeces.	

	

He	is	vomiting	bright	red	blood	and	his	blood	pressure	is	very	low	(BP	80/40).	

Unless	he	is	treated	he	will	most	likely	die.	His	family	are	not	available	and	there	

is	no	advance	directive	in	the	medical	notes.		

	

Please	choose	from	one	of	the	following	treatment	options:	(circle)	1,	2,	3,	4	

1. Palliative:	Leave	him	in	the	nursing	home	and	keep	him	comfortable	

2. Limited:	Transfer	to	hospital	for	blood	transfusion	but	no	surgery	or	

endoscopy	

3. Surgery:	Blood	transfusion,	endoscopy	and	surgery	if	necessary	

4. Intensive:	Blood	transfusions,	endoscopy	and	surgery,	intensive	care,	

ventilator,	and	everything	a	modern	hospital	has	to	offer	to	maintain	life	if	

necessary	

If	his	heart	stops	will	you	try	to	revive	him	with	cardiopulmonary	resuscitation	

(CPR)?	

	 Yes	□	 	 No	□	
If	he	recovered	and	was	unable	to	swallow	himself	would	you	use	tube	feeding?	

Yes	□	 	 No	□	
	

Now	imagine	Mr	Murphy	(as	described	above)	were	your	father	and	you	are	not	

the	doctor........	

Please	choose	from	one	of	the	following	treatment	options:	(circle)	1,	2,	3,	4	
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1. Palliative:	Leave	him	in	the	nursing	home	and	keep	him	comfortable	

2. Limited:	Transfer	to	hospital	for	blood	transfusion	but	no	surgery	or	

endoscopy	

3. Surgery:	Blood	transfusion,	endoscopy	and	surgery	if	necessary	

4. Intensive:	Blood	transfusions,	endoscopy	and	surgery,	intensive	care,	etc.	as	

above	

If	his	heart	stops	will	you	try	to	revive	him	with	cardiopulmonary	resuscitation	

(CPR)?	

	 Yes	□	 	 No	□	
If	he	recovered	and	was	unable	to	swallow	would	you	use	tube	feeding?	

Yes	□	 	 No	□	
	

Now	consider	that	YOU	are	in	the	same	situation	as	Mr	Murphy	(with	dementia	as	

above).		

What	treatment	would	you	want	for	yourself?	(circle)	1,	2,	3,	4	

1. Palliative:	Leave	me	in	the	nursing	home	and	keep	me	comfortable	

2. Limited:	Transfer	me	to	hospital	for	blood	transfusion	but	no	surgery	or	

endoscopy	

3. Surgery:	Blood	transfusion,	endoscopy	and	surgery	if	necessary	

4. Intensive:	Blood	transfusions,	endoscopy	and	surgery,	intensive	care,	etc.	as	

above		

If	your	heart	stops	do	you	want	to	receive	cardiopulmonary	resuscitation	(CPR)?	

	 Yes	□	 	 No	□	
If	you	recovered	and	were	unable	to	swallow	would	you	want	tube	feeding?	

Yes	□	 	 No	□	
Overall	what	percentage	of	people	survive	CPR	(i.e.	live	to	be	discharged	from	

hospital)?		 <20%	□							 21-50%	□	 						51-75%	□	 						76-100%	□		
When	you	acted	as	the	doctor	to	what	extent	do	you	think	the	following	factors	influenced	

your	decision?	
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Patient’s	Age	 1	 2	 3	 4	 5	

Level	of	confusion	 1	 2	 3	 4	 5	

Duration	of	confusion	 1	 2	 3	 4	 5	

Duration	of	Nursing	home	stay	 1	 2	 3	 4	 5	

Incontinence	of	Urine	 1	 2	 3	 4	 5	

Incontinence	of	Faeces	 1	 2	 3	 4	 5	

Inability	to	recognise	Family	 1	 2	 3	 4	 5	

Inability	to	walk	without	help	 1	 2	 3	 4	 5	

Patient’s	family	being	uncontactable	 1	 2	 3	 4	 5	

Lack	of	knowledge	of	patients	current	or	prior	wishes	 1	 2	 3	 4	 5	

Duty	of	care	to	preserve	life	as	a	doctor	 1	 2	 3	 4	 5	

Fear	of	legal	action	 1	 2	 3	 4	 5	

Likelihood	of	prolonged	time	on	a	trolley	in	Accident	&	Emergency	 1	 2	 3	 4	 5	

Concern	over	conserving	scarce	hospital	resources	 1	 2	 3	 4	 5	

Your	own	religious	beliefs	 1	 2	 3	 4	 5	
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Your	own	personal	experience	with	a	family	member	or	friend	 1	 2	 3	 4	 5	

Your	experience	of	dealing	with	families	in	similar	situations	 1	 2	 3	 4	 5	

Uncertainty	of	patient’s	acute	outcome	 1	 2	 3	 4	 5	

Other	factors,	comment:	

	

	

	

	

Which	of	the	following	conditions,	if	they	were	irreversible,	would	you	consider	

unacceptable?							In	this	state,	you	would	want	no	CPR,	no	tube	feeding,	and	a	palliative	

approach	for	a	life	threatening	illness?	

1. Persistent	Vegetative	State		 	 	 	 	 	

(permanent	coma,	unable	to	move,	communicate	or	feed)	 Yes	□	 	 No	

□	
2. Unable	to	recognise	family	 	 	 	 	 Yes	□	 	 No	

□	
3. Unable	to	communicate	with	family	(or	others)		 	 Yes	□	 	 No	

□	
4. Unable	to	wash	or	dress	oneself	 	 	 	 Yes	□	 	 No	

□	
5. Unable	to	move	both	arms	and	legs	 	 	 	 Yes	□	 	 No	

□	 	

6. Unable	to	walk	even	with	help	 	 	 	 	 Yes	□	 	 No	

□	
7. Blindness	 	 	 	 	 	 	 Yes	□	 	 No	

□	
8. Deafness	 	 	 	 	 	 	 Yes	□	 	 No	

□	
9. Unable	to	take	food	by	mouth	(can’t	swallow)	 	 	 Yes	□	 	 No	

□	
																					

									Comments	on	any	question	asked	or	any	aspect	of	this	survey	topic	

_______________________________________________________________________

_______________________________________________________________________

_______________________________________________________________________

_________________________________	
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Appendix	2:		
Local	implementation	protocol	
for	study	site	advance	care	
planning	
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11.2 	Local	implementation	protocol	for	study	site	advance	care	
planning	

	ADVANCE	CARE	DIRECTIVE	POLICY	(PILOT)	

	

INTRODUCTION:	

XXXX	home	is	committed	to	providing	residents	with	choice	and	options.	Advance	Care	

Directives	(or	“Advance	Healthcare	Decisions”	as	they	are	called	in	the	proposed	Advance	

Healthcare	Decisions	Bill	2012)	provide	people	an	opportunity	to	document	their	choices	

about	the	type	of	care	they	wish	to	receive	in	the	event	of	incapacity.	They	also	allow	a	

person	to	designate	another	individual	to	be	consulted	or	to	be	involved	in	decisions	

regarding	care	on	their	behalf.	

	

Incapacity	to	make	an	advance	healthcare	directive	is	defined	in	the	Advance	Healthcare	

Decisions	Bill	2012	Section	4	(draft	June	2012)	as	follows:	

......	a	person	shall	lack	the	capacity	to	make	an	advance	healthcare	decision	or	

any	

decision	in	respect	of	treatment	if	at	the	material	time,	he	or	she	is	

unable—		

i. to	understand	the	information	relevant	to	the	decision,	

ii. to	retain	that	information,	 	

iii. to	use	or	weigh	that	information	as	part	of	the	process	of	making	

the	decision,	or	

iv. to	communicate	his	or	her	decision	(whether	by	talking,	using	sign	

language	or	any	other	means)	or,	if	the	decision	requires	the	act	of	

a	third	party	to	be	implemented,	to	communicate	by	any	means	

with		that	third	party.	

	

POLICY:	

An	Advance	Care	Directive	will	be	offered	to	all	residents	and	families.	

The	completion	of	an	Advance	Care	Directive	is	voluntary.	

	

PURPOSE:	

1. For	a	resident	who	has	the	capacity	to	make	healthcare	decisions:	 	

a. To	determine	and	record	the	wishes	of	the	resident	with	regard	to	

their	future	healthcare	so	that	their	wishes	are	known,	should	they	

become	unable	to	make	healthcare	decisions	in	the	future.		

b. To	support	the	resident	in	designating	a	person	to	be	consulted,	if	in	

the	future,	the	resident	becomes	unable	to	make	their	own	healthcare	

decisions	and	such	decisions	have	to	be	made.	Under	the	proposed	

Advance	Healthcare	Decisions	Bill	2012	and	its	proposed	extension	of	

the	Powers	of	Attorney	Act	1996,	this	designated	person	could	

furthermore	be	appointed	as	an	attorney	with	the	power	to	make	

certain	specified	healthcare	decisions	on	the	resident’s	behalf.	

2. For	a	resident	who	has	lost	the	capacity	to	make	healthcare	decisions:		
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a. To	support	families	to	record	any	wishes	or	views	their	relative	may	

have	expressed	in	relation	to	future	healthcare	at	a	time,	in	the	past,	

when	they	still	had	decision-making	capacity.	

b. 	To	facilitate	families	through	consultation	with	a	healthcare	

professional,	to	determine	and	record	what	they	think	their	relative	

would	have	wanted	in	relation	to	future	healthcare,	and	should	this	

not	be	possible,	to	record	what	the	family’s	views	are.	

	

	

PROCEDURE:	

	

On	admission,	the	CNM	1	will	determine	if	the	resident	has	completed	an	Advance	Care	

Directive	(or	Advance	Healthcare	Decision,	both	are	referred	to	as	ACD).		

	

A. For	residents	who	have	completed	an	ACD	prior	to	admission	to	XXXX	home	which	

is	not	a	“Let	me	decide”	(LMD)	directive	

1. The	CNM	1	will	arrange	a	meeting	with	the	doctor,	the	resident	and	any	other	

relevant	people	e.g.	family	members.		

2. The	doctor	will	assess	whether	the	resident	understands	the	ACD	they	

completed.	

a) Provided	the	resident	understood	the	ACD	and	has	the	capacity	to	do	

so,	any	changes	desired	may	be	made	to	the	existing	ACD	at	this	

stage.	

b) The	resident	will	be	offered	the	opportunity	to	complete	a	LMD	

directive	instead.	If	they	wish	to	do	this,	the	procedure	in	section	B	

will	be	followed.		

c) For	residents	who	no	longer	understand	the	ACD	they	previously	

completed,	and	no	longer	have	the	capacity	to	make	healthcare	

decisions,	no	changes	will	be	made	to	the	ACD	unless	there	is	a	

compelling	legal	reason	to	do	so.	

3. The	doctor	will	document	the	meeting,	its	outcome	and	any	care	plan	agreed	

upon	in	the	resident’s	medical	notes.	

4. The	CNM1	will	document	the	discussion	and	outcome	in	the	multidisciplinary	

notes.	

5. The	current	and	valid	ACD	will	be	filed	in	the	front	of	the	Care	file	with	2	

copies	attached.	
	

B. For	residents	who	have	not	completed	an	ACD	prior	to	admission	to	XXXX	home	

The	CNM1	will	provide	information	to	the	resident	and/or	their	family	about	

advance	care	planning	and	ACDs	and	for	the	purposes	of	education	will	make	the	

“Let	Me	Decide”	booklet	available	to	them.	

	

1. For	residents	who	are	not	interested	in	advance	care	planning	or	completing	

an	ACD,	this	will	be	documented	in	the	front	of	the	Care	Plan	by	the	CNM1.	

a) They	will	be	offered	the	opportunity	to	complete	an	ACD	again	on	an	

annual	basis,	after	a	serious	illness	or	transfer	to	hospital	unless	they	

state	otherwise.	

	

2. For	residents	who	are	interested	in	advance	care	planning	and/or	completing	

an	ACD	using	“Let	MeDecide”	(LMD),	the	CNM1	will	arrange	to	meet	with	the	

resident	(and/or	their	family	according	to	the	resident’s	wishes).		
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a) The	CNM1	will	do	a	cognitive	screen	using	the	Standardised	Mini	

Mental	State	Exam	(sMMSE)	which	will	be	filed	in	the	resident’s	

medical	care	file.	

i. Residents	who	score	<10	on	the	sMMSE	will	be	deemed	to	

lack	capacity	to	complete	LMD	unless	there	are	reasons	to	

suspect	otherwise	e.g.	they	have	speech	disturbance	

making	it	difficult	for	them	to	express	themsleves.	

ii. Residents	who	score	10	to	20	on	the	sMMSE	will	be	

interviewed	further	by	the	CNM	1	prior	to	education	on	

advance	care	planning	to	assess	whether	they	are	likely	to	

understand	what	is	involved.		

iii. Residents	who	score	>20	will	be	educated	on	LMD.	

b) After	education,	all	residents	who	wish	to	complete	the	LMD	

directive	will	need	to	have	their	capacity	assessed	using	the	SIACAD	

questionnaire	which	will	be	filed	in	the	resident’s	care	file.	

i. Residents	with	SIACAD	scores	<	10	will	be	deemed	to	lack	

capacity	to	complete	the	LMD	directive	

ii. Residents	with	SIACAD	scores	of	10-15	will	be	re-educated	

on	LMD.	The	SIACAD	will	be	re-administered.	If	their	score	

is	≤15,	they	will	be	assessed	by	their	doctor	prior	to	

completing	the	LMD	directive.	

iii. Residents	with	SIACAD	scores	>	15	will	be	deemed	capable	

of	completing	the	LMD	directive.	

c) The	CNM	1	will	arrange	a	meeting	with	the	doctor,	the	resident	and	

any	other	relevant	people	e.g.	family	members,	to	discuss	the	

advance	care	plan	and	ACD	and	to	answer	any	questions	or	clarify	

any	issues	for	them.	

d) The	doctor	will	assess	whether	the	resident	understands	the	ACD	

they	wish	to	complete.	

e) The	doctor	will	document	the	meeting,	its	outcome	and	any	care	

plan	agreed	upon	in	the	resident’s	medical	notes.	

f) The	CNM1	will	document	the	discussion	and	outcome	in	the	

multidisciplinary	notes.	

g) The	ACD	will	be	filed	in	the	front	of	the	Care	plan	with	3	copies	

attached.	The	original	will	always	remain	in	the	care	file.		

h) The	resident	will	be	offered	a	copy	of	their	ACD.	

	

3. For	residents	who	have	not	completed	an	ACD	and	are	deemed	to	lack	

capacity	to	complete	one.	Any	care	decisions	will	be	discussed	with	the	next-

of-kin/significant	other.		

a) Once	it	has	been	confirmed	by	the	doctor	that	the	resident	lacks	

capacity	to	make	care	decisions,	the	CNM	1	will	provide	information	

on	care	planning	on	end-of-life	issues	to	the	family/”next-of-kin”.	

b) If	it	is	felt	that	the	resident	would	be	able	to	express	their	own	views	

on	end-of-life	care,	these	should	be	explored	and	documented,	even	

if	the	resident	lack	capacity	to	make	care	decisions.	Any	expressed	

views	should	be	taken	into	account	when	making	decisions	in	the	

best	interests	of	the	resident.	

c) If	the	family	are	interested	in	providing	input	into	the	resident’s	end	

of	life	care	plan,	they	will	be	given	a	copy	of	the	“Let	Me	Decide”	

booklet	and	a	meeting	will	be	arranged	with	the	CNM	1	and	any	
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other	relevant	person	such	as	the	doctor.	It	will	be	made	clear	to	the	

family	that	currently	the	legal	responsibility	for	making	healthcare	

decisions	for	their	relative	rests	with	their	treating	doctor.	A	

discussion	will	take	place	to	ascertain:	

i. if	the	resident	ever	expressed	wishes	with	regard	to	end-of-

life	care	

ii. if	not,	what	they	think	the	resident	would	want	were	they	

still	able	to	decide	for	themselves	

iii. if	they	can’t	answer	i)	or	ii)	what	the	family’s	wishes	are	in	

relation	to	care	

d) This	discussion	will	be	documented	in	the	resident’s	care	file	by	the	CNM	

1.	

e) If	the	doctor	was	not	at	this	meeting,	the	information	from	this	meeting	

will	be	provided	to	him/her	so	that	together	a	“care	plan	for	end-of-life	

decisions	for	people	lacking	decision	making	capacity”	(EOL	decisions	

care	plan)	can	be	completed.	This	care	plan	should	be	discussed	with	the	

family.	

f) If	an	EOL	decisions	care	plan	is	completed,	this	will	be	filed	at	the	front	

of	the	resident’s	care	file	with	3	copies	attached.	The	original	will	always	

remain	in	the	care	file.		

4. For	residents	who	are	Wards	of	Court	the	CNM	1	will	contact	the	appropriate	

office	to	determine	if	the	designated	decision-maker	will	make	a	plan	with	

regard	to	end-of-life	care	on	the	resident’s	behalf.	

5. If	the	resident	has	an	ACD	or	an	EOL	decisions	care	plan,	a	white	circular	

sticker	will	be	attached	to	the	spine	of	the	residents	care	file.	

6. If	the	resident	is	transferred	to	hospital:	

a) Send	a	copy	of	the	ACD	or	EOL	decisions	care	plan	attached	to	the	

Transfer	Letter	and	make	a	note	of	it	on	the	Transfer	sheet	

b) Photocopy	the	ACD	or	EOL	decisions	care	plan	and	replace	the	one	

which	was	sent	with	the	resident	to	the	hospital.		

7. If	the	resident	is	discharged	to	another	facility	or	home,	send	the	original	ACD	

or	EOL	decisions	care	plan	with	the	resident.	The	copies	of	the	ACD	or	EOL	

decisions	care	plan	will	be	retained	in	the	resident’s	file.	

8. All	directives	will	be	reviewed	and	updated:	

a) Annually	

b) After	a	significant	change	in	health	or	after	a	serious	illness	

c) Anytime	the	resident	(with	capacity)	wishes.	

For	families	who	were	initially	not	interested	in	being	involved	in	advance	care	

planning	for	the	resident,	they	will	be	offered	the	opportunity	again	as	

outlined	in	8.a)	and	8.b).	
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Appendix	3:	Questionnaire	used	
to	collect	Chapter	5	data	
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11.3 	Appendix	3:	Questionnaire	used	to	collect	Chapter	5	data		

	

	

Advance	Care	Directives	and	Advance	Care	Planning	
Questionnaire	for	Long-term	Care	Staff	on		

Attitudes,	Barriers	and	Palliative	Care	Learning	Needs	
	
You	may	have	already	filled	in	certain	sections	of	this	questionnaire	as	part	of	an	earlier	staff	
survey	we	carried	out	in	2012/	2013.	However,	we	would	be	very	grateful	if	you	could	
complete	these	sections	again	as	we	would	like	to	see	if	there	have	been	any	changes	in	the	
meantime.	
	
Please	indicate	if	you	filled	in	our	questionnaire	in	the	past:				 YES		 	 NO	
	
	
	
Section	A:	Demographic	Information	
	
Please	complete	the	following:	
	

1. What	is	your	gender?(Circle)			 Male	 	 Female	
	

2. What	is	your	age? 	 	 	 	
	

3. What	is	your	current	job?	

☐	Registered	Nurse	 	 	 	 ☐	Physician	

☐	Clinical	Nurse	Specialist	 	 	 ☐	Healthcare	Assistant	

☐	Clinical	Nurse	Manager	 	 	 Other:	__________________	

	

4. How	long	have	you	been	working	in	your	profession?	 Years	
	

5. In	which	health	care	setting	do	you	currently	work?	(Please	circle)	
	

Community	Hospital	 	 Private	Nursing	Home		 Public	Nursing	Home	
	

Other		(Please	specify):	__________________________________________	
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SECTION	B:	Advance	Care	Planning	&	Advance	Care	Directives	Attitudes	

Please	circle	your	response:	
 

1. Every	competent	person	has	the	right	to	accept	or	refuse	medical	treatment.	

Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

2. Every	competent	person	can	complete	an	advance	care	directive.	

Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

3. Advance	care	directives	are	a	way	of	getting	rid	of	old	people.	

Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

4. Health	care	professionals	are	the	best	people	to	make	health	care	decisions	for	patients.	

Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

5. A	patients’	family	are	the	best	people	to	make	health	care	decisions	when	a	patient	no	longer	can	and	

has	no	advance	care	directive	

Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

6. There	is	a	need	for	patients	to	be	more	involved	in	their	health	care	decisions.	

Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

7. If	people	are	allowed	to	make	their	own	health	care	decisions,	they	will	usually	make	the	wrong	

decisions.	

Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

8. People	who	complete	advance	care	directives	should	be	allowed	to	leave	instructions	which	others	

may	feel	are	not	in	the	person’s	own	best	interest.	

Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

9. Advance	care	directives	can	make	the	decision-making	process	for	health	care	professionals	easier	by	

letting	them	know	the	patient’s	and	family’s	wishes.	

Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

10. Every	competent	person	should	be	required	to	complete	an	advance	care	directive.	

Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

11. Advance	care	directives	can	contribute	to	a	better	patient/health	care	professional	relationship.	
Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

12. Advance	care	directives	are	a	step	on	the	road	to	legalised	euthanasia.	
Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

13. The	elderly	should	be	allowed	to	request	intensive	care	treatment.	

Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

14. Advance	care	directives	are	a	positive	step	towards	greater	patient	autonomy.	

Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
	

15. Health	care	providers	should	be	required	to	follow	advance	care	directives.	
Strongly	Disagree	 	 Disagree		 Neutral	 	 Agree	 	 Strongly	Agree	
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Section	C:	 	
Learning	Needs	Questionnaire	For	Palliative	Care	(LNQFPC)	
	
	
1.	Did	you	attend	any	Palliative	Care	Educational	Workshops	given	by	Dr.	Ciara	McGlade?		
	 	 ☐	NO	
	 	 ☐	YES	all	sessions	
	 	 ☐	YES	some	sessions	only	

If	you	answered	‘YES’	then	please	answer	Q	2,	if	’NO’	then	go	to	Q	3	
	

2.	How	useful	did	you	find	this	Palliative	Care	training?	

	 Very	useful	 					 Quite	useful	 	 A	little	useful	 	 Not	useful	

	
3.	Have	you	had	any	other	training	in	Palliative	Care?		 	 YES		 	 NO	

	
If	you	answered	‘YES’	then	please	answer	Q	4-7,	if	’NO’	then	go	to	Q	8	

	
4.	Describe	any	further	training	in	Palliative	Care	you	have	had:	eg	courses	attended,	duration	and	
where,	certificate,	diploma,	masters	etc.:	
__________________________________________________________________________________

__________________________________________________________________________________

__________________________________________________________________________________	

	

5.	Did	you	undertake	the	‘Final	Journeys’		Palliative	Care	training?		 YES		 	 NO	
	
6.	Did	you	ever	work	exclusively	in	specialist	palliative	care?	 	 YES		 	 NO	
	 	

If	‘YES’:	For	how	long	did	you	work	in	Specialist	Palliative	Care?		
	
8.	What	is	Palliative	Care?	
__________________________________________________________________________________
__________________________________________________________________________________	
	
9.	Who	makes	medical	decisions	for	someone	with	advanced	dementia?	
__________________________________________________________________________________
__________________________________________________________________________________	
	
10.	What	are	the	signs	that	a	person	may	be	dying?	
__________________________________________________________________________________
__________________________________________________________________________________	
	
11.	How	do	you	go	about	referring	to	Specialist	Palliative	Care	Services	if	a	patient	is	in	need	of	this?	
__________________________________________________________________________________
__________________________________________________________________________________	
	
12.	Why	might	you	refer	a	resident	to	Specialist	Palliative	Care	Services?	
__________________________________________________________________________________
__________________________________________________________________________________	
	

	

Years	
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Below is a list of topics relating to delivering end-of-life palliative care in long-term care. 
If you think further information on a topic will assist you in providing better end-of-life palliative care to 
your residents, please circle “YES”.  
Circle “NO” if the topic is not a learning need for you. 
 

EDUCATIONAL TOPICS 
Is this  

a 
learning 
need? 

Please rate importance of 
topic 

Very 
important 

Important Less 
important 

1. Advance Directives, Power of Attorney, and Living Wills Yes No    
2. Determining a person’s mental Competency Yes No    
3. Understanding Personal Autonomy  Yes No    

4. Primary Roles of the Palliative Care Team Yes No    
5. Understanding the Physiological Impact of Life-

Threatening Illnesses Yes No    

6. Stages of the Dying Process Yes No    

7. Physical Changes as Death Approaches Yes No    
8. Diagnosing Dying Yes No    

9. Pain and Symptoms Assessment Yes No    

10. Assessment and Management of Nausea Yes No    
11. Assessment and Management of Incontinence Yes No    
12. Assessment and Management of Loss of 

Appetite/Weight/Taste Yes No    

13. Assessment and Management of Dyspnoea Yes No    
14. Assessment and Management of Impaired Swallowing Yes No    
15. Assessment and Management of Confusion and 

Agitation Yes No    

16. Assessment and Management of Dehydration Yes No    
17. Management of Fatigue Yes No    
18. Management of “death rattle” or respiratory secretions Yes No    
19. Pharmacological Management of Pain and opioids (e.g. 

morphine) Yes No    

20. Non-Pharmacological Management of Pain (e.g. 
biofeedback) Yes No    

21. Assessment and Management of Sleep Disorders Yes No    
22. Maintaining Mobility/Preventing Complications of 

Immobility Yes No    

23. Maintaining Self-Care Activities (e.g. mouth care) Yes No    
24. Management of the Nutrition as Death Approaches Yes No    
25. Understanding the Emotional Needs of the Dying 

Person Yes No    

26. Managing the Emotional Impact on Families as Death 
nears Yes No    

27. Stress Management for the Individual and Family Yes No    
28. Crisis Management for the Individual and Family Yes No    
29. Management of Grief and Bereavement Yes No    
30. Spiritual Needs of the Individual and Family Yes No    
31. Ethical, Religious, and Legal Implications of Dying Yes No    
32. Culture and Death Yes No    
33. Counselling the Family Yes No    
34. Stress Management for Staff Yes No    
35. Developing Communication and History-Taking Skills Yes No    
36. Support Services for the Family and the Individual Yes No    
37. Other: Yes No    
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13. How confident do you feel discussing end of life issues with a resident or their family? (circle answer) 

Not at all confident A little unconfident Neutral  Confident Very confident 
 
14. How confident do you feel dealing with bereavement issues with a resident’s family? (circle answer) 

Not at all confident A little unconfident Neutral  Confident Very confident 
 

15. How confident do you feel setting up and using a syringe driver to deliver medications to a person at 
the end of life? (circle answer) 

Not at all confident A little unconfident Neutral  Confident Very confident 
 

16. Name 5 drugs that you commonly used in a syringe driver at the end of life and for what symptoms 
you use them. 

 
1. Drug: ____________________________used for _______________________________________ 

2. Drug: ____________________________used for _______________________________________ 

3. Drug: ____________________________used for _______________________________________ 

4. Drug: ____________________________used for _______________________________________ 

5. Drug: ____________________________used for _______________________________________ 

 

17. What do you most commonly use to dilute the medications in a syringe driver? Please circle: 

Water for injection  Saline  Not sure 
 

18. Does it matter which you use to dilute?   

Yes  No  Not Sure 

Comment: 
_________________________________________________________________________________
_________________________________________________________________________________ 

19. Which of the following can be used in combination in a syringe driver? 

Cyclizine and morphine   Yes  No  Not Sure 

Cyclizine and metoclopromide  Yes  No  Not Sure 

Morphine and metoclopromide  Yes  No  Not Sure 

 

20. When would you use a syringe driver? 

_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 

21. Do you think a syringe driver shortens or prolongs a person’s life? Please comment. 

_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 

22. What do you think about syringe drivers?  

_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 
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Section	D:	 Advance	Care	Planning			
	
1. How	have	you	learned	about	advance	care	directives?	(Please	specify).	

Workshops	 Magazines	 Books	 	 Lectures	Articles	

Other	(Please	specify):	______________________________________________________	

2. Do	you	have	previous	experience	with	advance	care	directives?	(Circle)	 	Yes	 No	

3. Did	you	attend	a	‘Let	Me	Decide’	Advance	Care	Planning	workshop/study	day?	 		 	 		

	 	 ☐		NO	
	 	 ☐	YES	all	sessions	
	 	 ☐	YES	some	sessions	only	
	 If	‘YES’	then	please	answer	the	next	question,	if	’NO’	then	please	proceed	to	Q	5	
	

4.					How	useful	did	you	find	this	Advance	Care	Planning	training?	
	 Very	useful	 					 Quite	useful	 	 A	little	useful	 	 Not	very	useful	

5.					Have	you	completed	advance	care	directives	with	patients?	(Circle)	 Yes	 No	

	 If	‘YES’	then	please	answer	Section	E,	if	’NO’	then	please	proceed	to	Section	F	
	
	

Section	E:	 Implementation	of	the	‘Let	Me	Decide’	Programme	
	
Please	answer	the	questions	below	if	you	have	been	involved	in	delivering	advance	care	planning	to	
residents	in	your	long-term	care	setting	
	
1.						How	would	you	rate	the	level	of	support	received	from	UCC	Study	personnel	during	the	implementation	

of	the	‘Let	Me	Decide’	Programme?	
Excellent		 Very	good	 					 Quite	good	 	 Adequate	 Inadequate	

	
2.						Did	you	have	enough	opportunity	to	meet	with	UCC	Study	personnel?		 	 YES		 NO	
	
3.						Did	you	have	enough	opportunity	to	give	feedback	to	Study	personnel?			 	 YES		 NO	

4.						How	confident	do	you	feel	about	going	through	the	‘Let	Me	Decide’	process	with	a	resident		
									who	has	capacity	to	complete	their	own	advance	care	directive?	

Very	confident		 	 	Moderately		 		 							Adequately	 	 			Not	at	all	

5.						How	confident	do	you	feel	about	going	through	the	‘Let	Me	Decide’	process	for	a	resident		
									who	lacks	capacity	to	complete	the	‘Let	Me	Decide’	advance	care	directive?	

Very	confident		 	 	Moderately		 		 							Adequately	 	 			Not	at	all	
	

4.	How	useful	did	you	find	the	‘Let	Me	Decide’	Process	for	your	Competent	Residents?	
Very	useful	 					 Quite	useful	 	 A	little	useful	 	 Not	very	useful	 	
	
5.	How	useful	did	you	find	the	‘Let	Me	Decide’	Process	for	Residents	who	lack	capacity	and	for	their	families?	
Very	useful	 					 Quite	useful	 	 A	little	useful	 	 Not	very	useful	
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6.	How	easy/	difficult	did	you	find	the	process	of	getting	families	involved	in	the	care	planning	process	for	your	
Competent	Residents	(where	applicable)?	
1	 	 	 2	 	 	 3	 	 	 4	 	 	 5	

Easy	 	 	 	 	 	 	 	 	 	 					 			Difficult	

	

7.	How	easy/	difficult	did	you	find	the	process	of	getting	families	involved	in	the	care	planning	process	for	your	
Residents	lacking	capacity?	
1	 	 	 2	 	 	 3	 	 	 4	 	 	 5	

Easy	 	 	 	 	 	 	 	 	 	 					 			Difficult	

	

8.	What	was	good	about	the	Let	Me	Decide	Advance	Care	Planning	Process?	

_______________________________________________________________________________________	

__________________________________________________________________________________________	

	

9.	What	specific	difficulties	did	you	encounter	in	implementing	'Let	Me	Decide'	in	your	work	setting?	

__________________________________________________________________________________________	

__________________________________________________________________________________________	

	

10.	What,	in	your	opinion,	could	make	the	‘Let	Me	Decide’	process	more	user-friendly	in	the	long-term	care	

setting?	

__________________________________________________________________________________________	

__________________________________________________________________________________________	

	

11.	Overall,	how	would	you	rate	the	usefulness	of	the	'Let	Me	Decide'	Advance	Care	Planning	programme	to	

you	in	your	practice?	

	

Very	useful	 					 Quite	useful	 	 A	little	useful	 	 Not	very	useful	

	

	

12.	Do	you	have	any	additional	comments?	

__________________________________________________________________________________________	

__________________________________________________________________________________________	
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SECTION	F:	BARRIERS	TO	IMPLEMENTING	ADVANCE	CARE	DIRECTIVES		
	
Please	complete	this	questionnaire	if	you	are	a	qualified	nurse.	
	
This	instrument	measures	barriers	to	implementing	advance	care	directive	programs	in	different	health	care	
sectors.	It	is	used	to	define	obstacles	and	needs	that	must	be	addressed	in	policies,	education	and	in	the	
implementation	itself.	
	
Here	is	a	list	of	barriers	to	advance	care	directive	use.	For	each	statement,	please	identify	if	the	item	is	a	
barrier	to	directive	completion	where	you	work	by	circling	Yes		or	No.	

• If	No,	continue	to	the	next	question.	
• If	Yes,	please	score	the	importance	of	this	item	as	a	barrier,	by	choosing	a	number	from	1-5	on	this	5	

point	scale.	
1. Least	Importance	
2. Somewhat	Important	
3. Important	
4. Very	Important	
5. Most	Importance	

	
	 In	your	work	do	you	encounter	the	following?	 N=No	

Y=Yes	

Le
as
t	

	
Level	of	
Importance	

M
os
t	

1	 Differences	in	attitudes	and	values	around	life	and	death	in	different	
cultures?	

N		Y	 	1					2					3					4						5	

2	 Differences	in	language	or	translating	when	completing	advance	care	
directives?	

N		Y	 1					2					3					4						5	

3	 Gender?	 N		Y	 1					2					3					4						5	
4	 	Old	age	i.e.	older	people	have	more	difficulty	completing	advance	care	

directives?	
N		Y	 1					2					3					4						5	

5	 Low	socio-economic	status,	i.e.	poor	people	have	more	problems	
completing	advance	care	directives?	

N		Y	 1					2					3					4						5	

6	 Lack	of	education,	i.e.	lower	educated	people	have	more	problems	
completing	advance	care	directives?	

N		Y	 1					2					3					4						5	

7	 A	person’s	youth,	i.e.	young	people	have	more	problems	completing	
advance	care	directives?	

N		Y	 1					2					3					4						5	

8	 Finding	sufficient	time	to	educate	patients/residents/clients	about	
advance	care	directives	have	advance	care	planning	discussions?	

N		Y	 1					2					3					4						5	

9	 With	elderly	people	with	hearing	or	other	communication	impairments	
or	who	need	more	time?	

N		Y	 1					2					3					4						5	

10	 Patient/Resident/Client’s	lack	of	education?	 N		Y	 1					2					3					4						5	
11	 Staff	lack	of	education	about	the	advance	care	directives/	advance	

care	planning?	
N		Y	 1					2					3					4						5	

12	 The	lack	of	educational	aids,	such	as	books	and	videos?	 N		Y	 1					2					3					4						5	
13	 Accommodating	the	different	education	needs	of	

clients/residents/patients?	
N		Y	 1					2					3					4						5	

14	 People	who	do	not	want	to	learn	about	advance	care	directives?	 N		Y	 1					2					3					4						5	
15	 The	lack	of	education	about	advance	care	directives	in	acute	hospitals?	 N		Y	 1					2					3					4						5	
16	 The	lack	of	education	programs	about	advance	care	directives	

throughout	the	healthcare	system?	
N		Y	 1					2					3					4						5	
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	 In	your	work	do	you	encounter	any	of	the	following?	 N=No	

Y=Yes	

Le
as
t	

	
Level	of	
Importance	

M
o
st
	

17	 Insufficient	education	for	the	general	public	about	advance	care	

directives?	

N		Y	 1					2					3					4						5	

18	 Families	who	have	not	been	previously	educated	about	advance	care	

directives?	

N		Y	 1					2					3					4						5	

19	 Too	much	conflicting	education	on	advance	care	directives?	 N		Y	 1					2					3					4						5	
20	 Patients/Residents/Clients	being	influenced	too	much	by	family	

members’	opinions	when	filling	out	advance	care	directives?	

N		Y	 1					2					3					4						5	

21	 Conflicting	opinions	among	family	members	when	filling	out	advance	

care	directives?	

N		Y	 1					2					3					4						5	

22	 Patients/Residents/Clients	ignoring	family	members’	opinions	when	

filling	out	advance	care	directives?	

N		Y	 1					2					3					4						5	

23	 Nurses	who	do	not	support	advance	care	directives?	 N		Y	 1					2					3					4						5	
24	 Doctors	who	do	not	support	advance	care	directives?	 N		Y	 1					2					3					4						5	
25	 Other	staff,	i.e.	administrators,	social	workers,	OT’s	Physiotherapists	

who	do	not	support	advance	care	directives?	

N		Y	 1					2					3					4						5	

26	 Poor	communication	with	residents/patients	and	families	about	

advance	care	directives?	

N		Y	 1					2					3					4						5	

27	 Finding	a	private	area	to	discuss	advance	care	planning?	 N		Y	 1					2					3					4						5	
28	 Because	the	area	where	directives	are	completed	is	too	noisy?	 N		Y	 1					2					3					4						5	
29	 People	who	are	not	able	to	understand	the	concept	of	advance	care	

directives?	

N		Y	 1					2					3					4						5	

30	 Assessing	the	patient/resident/clients	competence	to	complete	an	

advance	care	directive?	

N		Y	 1					2					3					4						5	

31	 Resident	/	their	family	don’t	feel	comfortable	to	discuss	advance	care	

planning?		

N		Y	 1					2					3					4						5	

32	 Staff	lack	of	comfort	in	discussing	advance	care	planning?	 N		Y	 1					2					3					4						5	
33	 Staff	lack	of	medical	knowledge	with	regard	to	disease,	prognosis,	

treatment	options	or	end-of-life	issues?	

N		Y	 1					2					3					4						5	

34	 Other	barriers	not	mentioned	

	

	

	

	

	 	

	

For	more	information	please	contact:						

Prof.	Willie	Molloy,	Centre	for	Gerontology	and	Rehabilitation	(UCC),		

St	Finbarr’s	Hospital,	Douglas	Road,	Cork.	Tel.	021-4923310	
	

	
Thank-you	for	your	time	
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Appendix	4:	Data	collection	sheet	
for	Chapter	7	
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11.4 	Appendix	4:	Data	collection	sheet	for	Chapter	7	

	

QODD:	Quality	of	Dying	and	Death	Questionnaire	(seven	day	version)		
	

Section	A:		
A.1	 What	is	your	relationship	to	the	

person	who	died?	
I	am	his	or	her.....	

Husband	
or	wife			

	
Partner			

	
Child			

	
Brother			

	
Sister			

Other	
relative			

	
Friend			

	
Other			

	
A.2	 Are	you	male	or	female?	 Male			 Female			
	
A.3	 How	old	are	you?	 years	
	
A.4	 Did	you	get	to	spend	time	with	your	relative	or	friend	in	their	

last	week?	 Yes			 No			

	
A.5	 Were	you	with	your	relative	or	friend	when	they	died?	 Yes			 No			

	
	
Section	B:	Experience	of	where	your	relative	or	friend	died	
	
B.1	 In	what	kind	of	room,	did	your	

relative	or	friend	die?	 Single	room			 Shared	room			 Don’t	know			

	
B.2	 In	what	kind	of	room	do	you	think	

your	relative	or	friend	would	have	
liked	to	have	died?	

Single	room			 Shared	room			 Don’t	know			

	
B.3	 Did	the	type	of	room	where	your	

relative	or	friend	died	affect	the	
quality	of	how	he	or	she	died?	

Not	at	all			 Mildly		 Moderately			 A	lot			 Extremely			

	
Please	rate	the	following	with	regard	to	

where	your	relative	or	friend	spent	most	of	
their	time	in	their	last	week	of	life	

	

Very	poor	 Poor	 Average	 Good	 Very	Good	 Don’t	
know	

B.4	 The	space	where	you	could	talk	
privately	with	staff	 		 		 		 		 		 		

B.5	 The	space	where	you	could	talk	
privately	with	your	relative	or	friend	 		 		 		 		 		 		

B.6	 You	could	stay	as	long	as	your	
relative	or	friend	wanted	you	to	 		 		 		 		 		 		

B.7	 How	did	staff	respond	to	your	
queries	or	requests	 		 		 		 		 		 		

B.8	 What	did	you	think	of	the	quality	of	
care	provided	by	the	staff	 		 		 		 		 		 		

	

	
	
	
	
	
	
	
	



	

	
325	

	

QODD:	Quality	of	Dying	and	Death	Questionnaire	(seven	day	version)		
	

Section	C:	Quality	of	life	in	the	last	week		
The	following	questions	are	about	your	relative	or	friends	experience	during	their	last	week	of	their	life.	
Please	answer	each	question	even	if	they	were	unconscious	for	some	or	all	of	the	time.	
Some	of	the	questions	relate	to	problems	such	as	a	person’s	ability	to	eat	or	drink,	control	going	to	the	toilet	or	
their	ability	to	communicate.	For	some	people	such	as	people	with	advanced	dementia,	these	may	have	been	
problems	for	many	months,	if	this	was	the	case	for	your	relative	or	friend,	please	indicate	when	they	last	would	
have	had	no	problem	in	that	area.	
	
C.1a	 Did	your	relative	or	friend	

have	physical	pain?	
None	
of	the	
time			

A	little	of	
the	time		
	
		

Some	of	
the	time		
	
		

A	good	
bit	of	
the	time			

Most	
of	the	
time			

All	of	
the	
time			

Don’t	
know		
	
		

C.1b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.2a	 Was	your	relative	or	friend	

able	to	eat	or	drink?	
None	
of	the	
time			

A	little	of	
the	time		
	
		

Some	of	
the	time		
	
		

A	good	
bit	of	
the	time			

Most	
of	the	
time			

All	of	
the	
time			

Don’t	
know		
	
		

C.2b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.3a	 Was	your	relative	or	friend	

able	to	breathe	comfortably?	
None	
of	the	
time			

A	little	of	
the	time		
	
		

Some	of	
the	time		
	
		

A	good	
bit	of	
the	time			

Most	
of	the	
time			

All	of	
the	
time			

Don’t	
know		
	
		

C.3b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.4a	 Did	your	relative	or	friend	

seem	comfortable	and	at	ease?	
None	
of	the	
time			

A	little	of	
the	time		
	
		

Some	of	
the	time		
	
		

A	good	
bit	of	
the	time			

Most	
of	the	
time			

All	of	
the	
time			

Don’t	
know		
	
		

C.4b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.5a	 Did	your	relative	or	friend	

seem	anxious	or	afraid?	
None	
of	the	
time			

A	little	of	
the	time		
	
		

Some	of	
the	time		
	
		

A	good	
bit	of	
the	time			

Most	
of	the	
time			

All	of	
the	
time			

Don’t	
know		
	
		

C.5b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1	�				2						3						4						5						6						7						8						9						10			

Don’t	
know			
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QODD:	Quality	of	Dying	and	Death	Questionnaire	(seven	day	version)		
	

	
C.6a	 Did	your	relative	or	friend	

smile,	laugh	or	show	signs	of	
enjoyment	in	their	last	week?	

None	
of	the	
time			

A	little	of	
the	time		
	
		

Some	of	
the	time		
	
		

A	good	
bit	of	
the	time			

Most	
of	the	
time			

All	of	
the	
time			

Don’t	
know		
	
		

C.6b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.7a	 Did	your	relative	or	friend	

seem	to	have	the	energy	to	do	
most	of	the	things	that	they	
wanted	to	do?	

None	
of	the	
time			

A	little	of	
the	time		
	
		

Some	of	
the	time		
	
		

A	good	
bit	of	
the	time			

Most	
of	the	
time			

All	of	
the	
time			

Don’t	
know		
	
		

C.7b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.8a	 Was	your	relative	or	friend	

able	to	physically	control	when	
they	went	to	the	toilet?	

None	
of	the	
time			

A	little	of	
the	time		
	
		

Some	of	
the	time		
	
		

A	good	
bit	of	
the	time			

Most	
of	the	
time			

All	of	
the	
time			

Don’t	
know		
	
		

C.8b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.9a	 Was	your	relative	or	friend’s	

dignity	and	self	respect	
maintained?	

None	
of	the	
time			

A	little	of	
the	time		
	
		

Some	of	
the	time		
	
		

A	good	
bit	of	
the	time			

Most	
of	the	
time			

All	of	
the	
time			

Don’t	
know		
	
		

C.9b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.10a	 Was	your	relative	or	friend	

helped	to	spend	time	with	their	
family	in	the	way	they	wanted	
to?	

None	
of	the	
time			

A	little	of	
the	time		
	
		

Some	of	
the	time		
	
		

A	good	
bit	of	
the	time			

Most	
of	the	
time			

All	of	
the	
time			

Don’t	
know		
	
		

C.10b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.11a	 Was	your	relative	or	friend	

helped	to	spend	time	alone	in	
the	way	they	wanted	to?	

None	
of	the	
time			

A	little	of	
the	time		
	
		

Some	of	
the	time		
	
		

A	good	
bit	of	
the	time			

Most	
of	the	
time			

All	of	
the	
time			

Don’t	
know		
	
		

C.11b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			
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QODD:	Quality	of	Dying	and	Death	Questionnaire	(seven	day	version)		
	

	
C.12a	 Did	your	relative	or	friend	

seem	worried	about	causing	

strain	to	his	or	her	loved	ones?	

None	

of	the	

time			

A	little	of	

the	time		

	

		

Some	of	

the	time		

	

		

A	good	

bit	of	

the	time			

Most	

of	the	

time			

All	of	

the	

time			

Don’t	

know		

	

		

C.12b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.13a	 Did	your	relative	or	friend	

have	his	or	her	loved	ones	

around	them	in	the	last	week	of	

life?	

	

Yes				

	

No			

Don’t	

know		

		

C.13b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.14a	 Did	your	relative	or	friend	say	

goodbye	to	their	loved	ones?	 Yes				 No			

Don’t	

know		

		

C.14b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.15a	 Did	your	relative	or	friend	

seem	to	have	meaning	and	
purpose	in	their	life?	

	

Yes				

	

No			

Don’t	

know		
		

C.15b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.16a	 Did	your	relative	or	friend	

have	any	money	worries,	such	

as	the	cost	of	care?	

Yes				 No			

Don’t	

know		

		

C.16b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.17a	 Did	your	relative	or	friend	

have	one	or	more	visits	from	a	

religious	or	spiritual	advisor	

such	as	a	priest?	

Yes				 No			 Didn’t	want	these	

visits			

Don’t	

know		

		

C.17b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			
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QODD:	Quality	of	Dying	and	Death	Questionnaire	(seven	day	version)		
	

	
C.18a	 Was	anyone	there	at	the	

moment	of	your	relative	or	
friends	death?	

Yes				 No			
Don’t	
know		
		

C.18b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	
C.19a	 In	the	moment	before	your	

relative	or	friend	died,	were	
they		

Alert		
		

Semi-conscious	
but	able	to	speak			

Unconscious		
		

Don’t	
know		
		

C.19b	 How	would	you	rate	this	part	of	
their	dying?	

1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	

C.20	 Overall	how	would	you	rate	
relative	or	friends	quality	of	
life	during	their	last	week?	

1	=	Terrible																																																							10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
C.21	 Had	your	relative	or	friend	

made	funeral	plans?	 Yes				 No			
Don’t	
know			

	
C.22	 How	well	did	staff	(doctors	and	

nurses)	communicate	with	
your	relative	or	friends	about	
their	illness?	

1	=Very	Poorly																																																											10	=	Excellent	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
C.23	 How	well	did	staff	

communicate	with	you	and	
your	relative	or	friends	family	
about	his	or	her	illness	and	
death?	

1	=Very	Poorly																																																												10	=	Excellent	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
C.24	 How	well	did	staff	provide	end	

of	life	care	that	respected	your	
relative	or	friends	wishes?	

1	=Very	Poorly																																																												10	=	Excellent	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
C.25	 Did	your	relative	or	friend	discuss	their	wishes	for	

end	of	life	care	with	their	doctor	or	other	staff?	 Yes				 No			
Don’t	
know			

	
C.26	 If	no,	did	the	doctor	or	staff	looking	after	your	

relative	or	friend	ask	what	end	of	life	care	your	
relative	or	friend	would	have	wanted?	

Yes				 No			
Don’t	
know			

	
C.27	

Were	you	expecting	your	relative	or	friends	death?	 Yes				 No			
Don’t	
know			

	
C.28	 Did	you	feel	prepared	for	your	relative	or	friends	

death?	 Yes				 No			
Don’t	
know			
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QODD:	Quality	of	Dying	and	Death	Questionnaire	(seven	day	version)		
	

	
C.29	 Would	you	have	liked	more	information	on	what	to	

expect	as	someone	is	dying	or	what	to	do	
afterwards?	

Yes				 No			
Don’t	
know			

	
	
	
C.30	 Overall	how	would	you	rate	the	

quality	of	your	relative	or	
friends	death?	

1	=	Terrible																																																							10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			

Don’t	
know			

	
	

Section	D:	Comments	on	the	care	of	your	relative	or	friend	
	
F.1	What	went	well	in	the	care	of	your	relative	or	friend	during	their	last	week	of	life?	
	
	
	
	
	
F.2	What	did	not	go	so	well	in	the	care	of	your	relative	or	friend	during	their	last	week	of	life?	
	
	
	
	
	
F.3	Are	there	any	other	comments	you	would	like	to	add?	


