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ƐՊ |ՊINTRODUC TION

Over the past three decades, there has been a sustained empha‐

sis on individual consumer choice for users of public services in the 

United Kingdom (Taylor‐Gooby, 1998). The promotion of individual 

choice is advocated as a way of creating quasi‐markets for publicly‐

funded services and to improve the quality and effectiveness of ser‐

vices through competition (Taylor‐Gooby, 1998). This consumerist 

 

ReceivedĹ	ƑƐ	March	ƑƏƐѶՊ |Պ RevisedĹ	ƐƓ	June	ƑƏƐѶՊ |Պ AcceptedĹ	ѵ	JuѴy	ƑƏƐѶ
DOIĹ	ƐƏĺƐƐƐƐņhscĺƐƑѵƒƓ

O R I G I N A L  A R T I C L E

Original Articles

Are reasons for care-giving related to carers� care-related 

quality of life and strain? Evidence from a survey of carers in 

England

Stacey Rand1 Պ|ՊJuѴiette MaѴѴey2Պ|ՊJuѴien Forder1

1Personal Social Services Research Unit 

(PSSRU), University of Kent, Canterbury, UK

2Personal Social Services Research Unit 

(PSSRU), London School of Economics and 

Political Science, London, UK

Correspondence
Stacey Rand, Personal Social Services 

Research Unit (PSSRU), Cornwallis Building, 

University of Kent, Canterbury, CT2 7NF, 

UK.

Email: s.e.rand@kent.ac.uk

Funding information
National Institute for Health Research Policy 

Research Programme: Quality and Outcomes 

of person‐centred care policy Research Unit 

(QORU)

Abstract

In England, choice and control is promoted for service users in relation to social care 

services. Increased choice and control has also been promoted for unpaid carers, al‐

though this is still relatively underdeveloped. There is limited recognition of carers’ 

choice	in	terms	of	the	decision	of	whether	to	provide	careĺ	AѴongside	the	promotion	of	
choice and control, there has also been a focus on quality of life as an outcome of social 

care	for	careŊrecipients	and	their	carersĺ	AѴthough	it	is	known	that	carer	choice	Őin	terms	
of the decision of whether or not to provide care) is related to increased burden and 

poorer psychological health, there is limited evidence of the relationship between rea‐

sons for caring and care‐related quality of life (CRQoL) and subjective strain in England. 

In	this	studyķ	ƒѶƕ	carers	were	surveyed	across	ƑƑ	EngѴish	ѴocaѴ	authorities	between	June	
ƑƏƐƒ	and	March	ƑƏƐƓĺ	MuѴtipѴe	regression	anaѴysis	expѴored	the	reѴationship	between	
carer‐reported reasons for caring and CRQoL and strain, whilst controlling for individual 

characteristics (e.g. age). Reasons for caring were important predictors of CRQoL and 

strain. Where people were carers because social services suggested it or the care‐re‐

cipient would not want help from anyone else, this was related to lower CRQoL. By 

contrast, where carers took on care‐giving because they had time to care, this was sig‐

nificantly associated with better CRQoL. Carers reported greater strain where they pro‐

vided	care	because	it	was	expected	of	themĺ	These	findings	are	reѴevant	to	poѴicy	and	
practice because they indicate that, while social care systems rely on carers, the limiting 

of carers’ choice of whether to provide care is related to worse outcomes. Increased 

awareness of this relationship would be beneficial in developing policy and practice that 

improves the QoL of care‐recipients and also their carers.
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ideology has been influential in the administration and delivery of 

a range of public services, including long‐term care (Bovaird, 2012). 

Individual choice is proposed to be a “good‐in‐itself” due to the as‐

sumption that greater choice will allow individuals to improve their 

personal satisfaction and also influence service provision through 

the	cumuѴative	effect	of	individuaѴsĽ	choices	ŐArksey	ş	GѴendinningķ	
2007). Indeed, a key outcome of long‐term care valued by adults 

who use care services is personal choice and control over daily life 

ŐQureshiķ	 Patmoreķ	 NichoѴsķ	 ş	 Bamfordķ	 ƐƖƖѶĸ	 Vernon	 ş	Qureshiķ	
ƑƏƏƏőĺ	AѴthough	it	has	aѴso	been	argued	that	excessive	choice	may	
be	 detrimentaѴ	 to	 psychoѴogicaѴ	 weѴѴbeing	 ŐSchwarzķ	 ƑƏƏƓőķ	 ѴongŊ
term care policy in England over the last decade has sought to pro‐

mote individual choice and control over how needs should be met 

(Department of Health, 2010, 2017).

This policy focus on choice and control, which is situated within 

the strategic shift towards personalisation in long‐term care, has also 

been	 extended	 to	 famiѴy	 or	 friend	 carers	 ŐDepartment	 of	 HeaѴthķ	
ƑƏƐƏķ	ƑƏƐƓĸ	NHS	EngѴandķ	ƑƏƐѵőĸ	howeverķ	this	is	Ѵess	weѴѴŊdeveѴoped	
than the narrative of choice and control for adults with long‐term 

care	 needs	 ŐArksey	ş	GѴendinningķ	 ƑƏƏƕĸ	 Larkin	ş	MitcheѴѴķ	 ƑƏƐѵőĺ	
AѴthough	controѴ	over	everyday	Ѵife	rated	by	ѴongŊterm	care	service	
users	and	their	carers	has	been	a	key	 indicator	 in	the	EngѴish	AduѴt	
SociaѴ	Care	Outcomes	Framework	 ŐASCOFő	from	its	 introduction	 in	
2010/11, an indicator to capture carers’ perception of involvement 

and consultation in care‐related decisions was only considered from 

ƑƏƐƑņƐƒ	 onwards	 ŐDepartment	 of	 HeaѴthķ	 ƑƏƐƐőĺ	 In	 the	 ľCarersĽ	
StrategyĹ	 Second	NationaѴ	PѴan	ƑƏƐƓŋƑƏƐѵķĿ	 the	 issue	of	 individuaѴ	
choice and control for carers is framed within the policy strategy of 

enabling carers to maintain a life alongside caring through person‐

aѴised	support	 ŐDepartment	of	HeaѴthķ	ƑƏƐƓőĺ	 Improved	 information	
and advice is highlighted as a way of equipping carers with the knowl‐

edge	required	to	make	criticaѴ	decisions	at	transition	pointsķ	for	exam‐

pѴeķ	discharge	from	hospitaѴ	ŐDepartment	of	HeaѴthķ	ƑƏƐƓőķ	and	aѴso	to	
make informed choices in terms of access to long‐term care and sup‐

port	services	ŐNHS	EngѴandķ	ƑƏƐѵőĺ	It	is	aѴso	acknowѴedged	that	carers	
should have a choice of whether to provide care or not, as well as how 

much	or	the	type	of	care	they	wiѴѴ	provide	ŐNHS	EngѴandķ	ƑƏƐѵőĺ
Beyond the conceptualisation of carer choice as a type of con‐

sumer choice in relation to long‐term care services, however, there 

has been limited recognition of carers’ initial and ongoing choice 

to	 provide	 care	 or	 not	 in	 practice	 ŐArksey	 ş	 GѴendinningķ	 ƑƏƏƕőĺ	
AѴthough	this	may	refѴect	issues	in	impѴementation	of	poѴicyķ	it	may	
also be indicative of the inherent tension in allowing carers’ greater 

choice, while also relying on the unpaid care that they provide. The 

exercise	of	choice	by	carers	is	ѴikeѴy	to	be	probѴematic	if	it	resuѴts	in	
the withdrawal of unpaid care that substitutes for formal long‐term 

care	servicesķ	especiaѴѴy	in	the	context	of	increased	demand	for	ѴongŊ
term	care	due	to	an	ageing	popuѴation	ŐArksey	ş	GѴendinningķ	ƑƏƏƕőĺ

Even if it is not widely acknowledged in English carers’ policy 

strategyķ	 personaѴ	 choice	may	be	exercised	 in	decisions	 reѴated	 to	
whether (or not) to provide unpaid care, initially or at key transition 

points like hospital discharge, as well as in the decision to access and 

use formal long‐term care services. If we focus on the initial choice to 

provide unpaid care, personal choice may be influenced by a variety 

of different factors, which may be broadly grouped into organisa‐

tionaѴŊstructuraѴ	ŐexternaѴő	factors	and	motivationaѴŊreѴationaѴ	Őinter‐
naѴő	 factorsĺ	ExternaѴ	 factors	 incѴudeķ	 for	exampѴeķ	 the	 inadequacy	
of alternative sources of care, in terms of quality or quantity, and 

the weighing up of “opportunity costs” between different potential 

carers that arise from withdrawal from the labour market or fore‐

going career advancement due to care‐giving (Ng, Griva, Lim, Tan, 

ş	Mahendranķ	 ƑƏƐѵĸ	 Quinnķ	 CѴareķ	McGuinnessķ	 ş	Woodsķ	 ƑƏƐƏĸ	
WaѴkerķ	Prattķ	Shinķ	ş	Jonesķ	ƐƖƖƏőĺ

By contrast, internal factors relate to the carers’ personal mo‐

tivations or relationship between the carer and care‐recipient. 

These	internaѴ	factors	incѴudeķ	for	exampѴeĹ	the	nature	and	quaѴity	
of the relationship between the potential carer and care‐recipient; 

personal values, obligation, duty, or guilt, which may be influenced 

by	 reѴigious	 or	 sociocuѴturaѴ	 expectationsĸ	 a	 desire	 to	 reciprocate	
past help or care received from the care‐recipient or someone else; 

or personal competence and fulfilment in providing care (Cicirelli, 

ƐƖƖƒĸ	Kuscuķ	DuraѴķ	Yasaķ	KiziѴtoprakķ	ş	Onenķ	ƑƏƏƖĸ	Lee	ş	Sungķ	
ƐƖƖƕĸ	 Ng	 et	 aѴĺķ	 ƑƏƐѵĸ	 Quinn	 et	 aѴĺķ	 ƑƏƐƏĸ	 WaѴker	 et	 aѴĺķ	 ƐƖƖƏőĺ	
InternaѴ	and	externaѴ	 infѴuences	on	the	reasons	for	providing	care	
are	 not	mutuaѴѴy	 excѴusiveĺ	 Carers	 typicaѴѴy	 report	 a	 combination	
of	different	internaѴ	and	externaѴ	factors	that	infѴuence	their	deci‐
sion	to	care	ŐHeaѴth	ş	SociaѴ	Care	Information	Centreķ	ƑƏƐƏĸ	Kabitsi	
ş	 Powersķ	 ƑƏƏƑĸ	 RomeroŊMorenoķ	MarquezŊGonzaѴezķ	 Losadaķ	 ş	
Lopez, 2011; Walker et al., 1990). Importantly, carers may also not 

experience	the	ľchoiceĿ	to	provide	informaѴ	care	as	a	free	personaѴ	
choice because of the complete or partial constraints of internal and 

externaѴ	factors	ŐQuinn	et	aѴĺķ	ƑƏƐƏĸ	RomeroŊMoreno	et	aѴĺķ	ƑƏƐƐőĺ
Studies have sought to establish whether there is a relationship 

between carers’ reason(s) for caring and their outcomes in terms of 

subjective	burden	or	strainķ	psychoѴogicaѴ	heaѴthķ	carer	experienceķ	

What is known about the topic

� Social care policy in England seeks to promote choice for 

service users and carers.

� Carer choice in terms of whether to provide care is often 

unacknowledged.

� Reasons for providing care are related to subjective bur‐

den and psychological health.

What the paper adds

Ŏ	 Caring	because	of	sociaѴ	servicesĽ	or	careŊrecipientsĽ	ex‐
pectations was related to lower care‐related quality of 

life, which is a key outcome of adult social care.

Ŏ	 Providing	care	because	 it	 is	expected	of	 the	carer	was	
related to greater carer strain.

� Increased awareness of the relationship between carers’ 

reasons for caring and outcomes may usefully inform pol‐

icy and practice that seeks to improve carers’ quality of life.



ՊՍ Պ | ՊƒRAND ET AL.

or	quaѴity	of	Ѵifeĺ	A	study	of	aduѴt	daughters	caring	for	their	eѴderѴy	
mothersķ	for	exampѴeķ	found	that	the	intrinsic	factors	of	fiѴiaѴ	attach‐

ment and filial obligation were both related to the amount of care 

provided; however, higher attachment was related to lower subjec‐

tive burden, while higher obligation was related to higher subjec‐

tive	burden	ŐCicireѴѴiķ	ƐƖƖƒőĺ	Other	studies	aѴso	support	the	finding	
of a relationship between reasons for caring and carer outcomes. 

Lyonette	and	YardѴey	ŐLyonette	ş	YardѴeyķ	ƑƏƏƒő	found	that	extrin‐

sic sociocultural pressures (e.g. carer guilt, others’ disapproval, and/

or	the	careŊrecipientĽs	expectation	of	careő	were	the	most	signifi‐
cant predictors of carer stress, along with the quality of the rela‐

tionship with the care‐recipient. Higher levels of carer obligation 

have also been found to be related to dysfunctional thoughts (e.g. 

that carers should dedicate themselves entirely to the care of their 

relative) and also, indirectly through these dysfunctional thoughts, 

carerŊreported	symptoms	of	depression	ŐLosada	et	aѴĺķ	ƑƏƐƏőĺ	A	Ѵon‐

gitudinal study found that male carers—but interestingly, not female 

carers—who reported caring because of the perceived value of care‐

giving	andņor	expression	of	Ѵove	and	respect	for	the	careŊrecipientķ	
rather	than	extrinsic	reasons	Ѵike	guiѴt	or	avoidance	of	disapprovaѴķ	
reported	Ѵower	ѴeveѴs	of	depression	ŐKimķ	Carverķ	ş	Cannadyķ	ƑƏƐƔőĺ	
It	has	aѴso	been	found	that	carers	who	experience	Ѵow	ѴeveѴs	of	per‐
sonal choice (intrinsic motivation) and high levels of constraint on 

choice	due	to	internaѴ	or	externaѴ	factors	Őextrinsic	motivationő	are	
at	greater	risk	of	negative	outcomes	in	terms	of	anxietyķ	depressionķ	
and	anger	ŐRomeroŊMoreno	et	aѴĺķ	ƑƏƐƐőĺ	In	the	context	of	EngѴandķ	
a recent study also found that a free choice to care was associated 

with	Ѵife	satisfactionķ	capabiѴity	weѴѴbeingķ	and	positive	carer	expe‐

rience	ŐAѴŊJanabiķ	CarmichaeѴķ	ş	Oyebodeķ	ƑƏƐƕőĺ
AѴthough	these	studies	have	expѴored	the	reѴationship	between	

carers’ reasons for providing care and their outcomes in terms of 

quaѴity	 of	 Ѵifeķ	 carer	 experienceķ	 subjective	 burdenķ	 and	 psycho‐

ѴogicaѴ	heaѴth	more	generaѴѴyķ	 in	the	context	of	EngѴish	ѴongŊterm	
care, however, there is little evidence of the relationship between 

carers’ reasons for caring and carers’ care‐related quality of life or 

subjective strain. This presents a gap in the evidence, especially in 

EngѴandķ	where	the	Care	Act	ŐƑƏƐƓő	pѴaces	responsibiѴity	on	ѴocaѴ	
authorities to address carers’ needs and quality of life outcomes 

through their commissioning, management, and oversight of long‐

term care services. The impact of policy and practice on carers’ 

choice and its potential relationship to carers’ care‐related quality 

of life, which is a key outcome used to evaluate the long‐term care 

system in England (Department of Health, 2017), is unknown. This 

study, therefore, aims to establish whether reasons for caring, de‐

fined in terms of the initial decision to provide care, are important 

predictors of care‐related quality of life and carer strain.

ƑՊ |ՊMETHODS

ƑĺƐՊ|ՊParticipants

Unpaid carers were identified through a survey of adults with care 

needs related to physical disability, sensory impairment, mental 

health problems, or intellectual disabilities and who used commu‐

nityŊbased	 services	 in	 ƑƑ	 EngѴish	 ѴocaѴ	 authorities	 between	 June	
ƑƏƐƒ	and	March	ƑƏƐƓĺ	The	survey	was	part	of	a	study	of	careŊre‐

lated quality of life of adults who use care services and their carers 

in	EngѴandķ	which	has	been	reported	eѴsewhere	ŐForder	et	aѴĺķ	ƑƏƐѵĸ	
Randķ	MaѴѴeyķ	Forderķ	ş	Nettenķ	ƑƏƐƔőĺ

Long‐term care service users who participated in a face‐to‐face 

or telephone interview were asked to report whether they needed 

heѴp	with	activities	of	daiѴy	Ѵiving	ŐADLső	and	instrumentaѴ	activities	
of	daiѴy	Ѵiving	ŐIADLső	using	the	sociaѴ	care	for	oѴder	peopѴe	aged	ѵƔƳ	
questionnaire	 ŐBѴakeķ	Grayķ	ş	BaѴarajanķ	ƑƏƐƏő	andķ	 if	 they	needed	
heѴpķ	whether	they	received	any	support	and	from	whomĺ	At	the	end	
of the interview, the service user was asked whether they agreed to 

pass on a letter of invitation to participate to the friend or relative 

who was reported by the service user to have provided the greatest 

number hours of unpaid care in the past week.

In	the	surveyķ	a	 totaѴ	of	ƕƒƖ	of	the	ƖƖƏ	service	users	reported	
that	they	had	received	unpaid	heѴp	with	IņADLsĺ	In	ƔƐƏ	cases	ŐѵƖĺƒѷőķ	
the service user agreed to pass on the study information onto the 

carerĺ	Of	theseķ	a	totaѴ	of	ƒѶƕ	ŐƕƔĺƕѷő	eѴigibѴe	carers	compѴeted	an	
interview.

ƑĺƑՊ|ՊData coѴѴection

FaceŊtoŊface	or	teѴephone	interviews	were	conducted	between	June	
ƑƏƐƒ	and	March	ƑƏƐƓĺ	Written	or	verbaѴ	informed	consent	was	ob‐

tained before the interview.

The study was approved by the social care research ethics com‐

mittee	in	EngѴand	ŐƐƑņIECƏѶņƏƏƓƖőĺ

ƑĺƒՊ|ՊAnaѴysis

Descriptive statistics were calculated for the sample. The associa‐

tion between reasons for providing care and carer quality of life 

and	strain	were	expѴored	using	regression	anaѴysisĺ	The	regression	
models were estimated using Ordinary Least Squares (OLS). The de‐

pendent and independent variables considered in these regression 

analyses are outlined below.

In all analyses, a p vaѴue	of	Ѵess	than	ƏĺƏƔ	was	considered	to	be	
statistically significant.

AnaѴyses	were	performed	in	Stata	version	Ɛƒĺ

ƑĺƒĺƐՊ|ՊDependent variabѴes

Two	 regression	 modeѴs	 were	 estimated	 with	 the	 ASCOTŊCarer	
index	 and	 Carer	 Strain	 Index	 ŐCSIő	 as	 the	 dependent	 variabѴesĺ	
The CSI is a measure of strain related to care‐giving based on a 

Ɛƒ	 item	 seѴfŊreport	 questionnaire	 ŐRobinsonķ	 ƐƖѶƒőĺ	 The	 items	
capture aspects of care‐giving strain, including: sleep distur‐

bance; emotional, family or adjustments; feeling overwhelmed; 

demands on time; inconvenience; restrictions on daily life or per‐

sonal plans; physical or financial strain; or the emotional impact 

of changes in the care‐recipient due to ill‐health or behaviour(s) 
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that the caregiver finds difficult. The carer rates whether (1) or 

not (0) they have difficulties with different aspects of care‐giv‐

ing. The CSI is calculated from the sum of the score for each item, 

from	 Ə	 Őno	 difficuѴtieső	 to	 Ɛƒ	 ŐdifficuѴty	 with	 every	 aspectőĺ	 The	
ASCOTŊCarer	interview	ŐINTƓő	is	a	measure	of	careŊreѴated	quaѴity	
of life (that is, aspects of quality of life, beyond health, that may 

be influenced by long‐term care services and are valued by carers) 

ŐRand	ş	MaѴѴeyķ	ƑƏƐƓĸ	Rand	et	aѴĺķ	ƑƏƐƔĸ	Randķ	MaѴѴeyķ	ş	Nettenķ	
ƑƏƐƑőĺ	The	ASCOTŊCarer	ŐRand	ş	MaѴѴeyķ	ƑƏƐƑĸ	Rand	et	aѴĺķ	ƑƏƐƔő	
is	an	extended	version	of	the	Carer	CRQoL	ŐFoxķ	HoѴderķ	ş	Nettenķ	
ƑƏƐƏĸ	MaѴѴeyķ	Foxķ	ş	Nettenķ	ƑƏƐƏőĺ	It	is	incѴuded	as	an	overarch‐

ing	outcome	indicator	in	the	EngѴish	AduѴt	SociaѴ	Care	Outcomes	
Framework	 ŐASCOFő	 ŐDepartment	 of	 HeaѴthķ	 ƑƏƐƕőĺ	 The	 instru‐

ment includes seven items to capture the following CRQoL attrib‐

utes: Control over daily life; Occupation (“doing things I value and 

enjoy”); Social participation and involvement; Self‐care; Personal 

safety; Time and space to be myself; and Feeling supported and 

encouraged	 in	 the	 caring	 roѴeĺ	 Each	 of	 the	 seven	 ASCOTŊCarer	
items	is	rated	by	the	carer	as	the	ideaѴ	state	Őhighest	QoLő	Őƒőķ	no	
needs (2), some needs (1) or high‐level needs (lowest QoL) (0). The 

sum of item scores forms a scale of carer CRQoL from zero (lowest 

QoL) to 21 (highest QoL).

ƑĺƒĺƑՊ|ՊIndependent variabѴes

The independent variables included the reasons for providing 

care considered in this study. These variables were generated 

from responses to a questionnaire item from the 2009/10 sur‐

vey	 of	 carers	 in	 househoѴds	 ŐHeaѴth	 ş	 SociaѴ	 Care	 Information	
Centre, 2010), which allowed the respondent to indicate mul‐

tiple reasons for providing care from a list of nine options (see 

Table 2.).

The other independent variables considered in the regression 

analyses were selected to control for factors known to be related 

to carer CRQoL and strain based on review of the literature (Rand 

ş	Foxķ	ƑƏƐƑőĺ	These	factors	 incѴude	the	foѴѴowing	 individuaѴ	char‐
acteristics of carers: gender, age, employment status and self‐rated 

overall health. Studies have shown that female carers report higher 

levels of emotional distress, depression, and strain than male carers 

ŐGreenwoodķ	Mackenzieķ	CѴoudķ	ş	WiѴsonķ	ƑƏƏѶĸ	MoѴѴoyķ	Johnstonķ	
ş	 Withamķ	 ƑƏƏƔĸ	 Pinquart	 ş	 Sorensenķ	 ƑƏƏѵĸ	 Schoenmakersķ	
Buntinxķ	 ş	 DeѴepeѴeireķ	 ƑƏƐƏőķ	 that	 carers	 in	 retirement	 or	 who	
do not work report better outcomes than those in employment 

ŐGreenwood	 et	 aѴĺķ	 ƑƏƏѶĸ	 Kitrungrote	 ş	 Cohenķ	 ƑƏƏѵő	 and	 that	
older age is related to lower carer strain (Greenwood et al., 2008). 

General health has been found to be positively related to carer well‐

being	and	quaѴity	of	Ѵife	ŐKitrungrote	ş	Cohenķ	ƑƏƏѵĸ	SaѴterķ	ZettѴerķ	
FoѴeyķ	ş	TeaseѴѴķ	ƑƏƐƏőĺ

Other variables in the analyses included factors related to the 

care‐recipient, which were collected from the care‐recipient in‐

terview	 ŐcareŊrecipient	 seѴfŊrated	 heaѴthķ	 IņADLs	 with	 difficuѴtyő	
or carer interview (the carer’s report of whether the care‐recipi‐

ent was disorientated or not). Studies have found a relationship 

between the health and cognitive functioning of care‐recipients 

and carer strain or wellbeing (Greenwood et al., 2008; McKeown, 

PorterŊArmstrongķ	 ş	 Baxterķ	 ƑƏƏƒĸ	 Pinquart	 ş	 Sorensenķ	 ƑƏƏѵĸ	
Schoenmakers	et	aѴĺķ	ƑƏƐƏĸ	Sorensenķ	Dubersteinķ	GiѴѴķ	ş	Pinquartķ	
ƑƏƏѵőĺ	 ReѴated	 to	 these	 factors	 are	 variabѴes	 reѴated	 to	 the	 type	
and	intensity	of	unpaid	careĹ	for	exampѴeķ	coŊresidence	of	the	carer	
and care‐recipient; estimated hours of care per week; and personal 

care tasks or administering medicines. The quality of life reported 

by carers has been found to be associated with the duration and 

aѴso	intensity	of	care	ŐMcKeown	et	aѴĺķ	ƑƏƏƒĸ	Mockfordķ	Jenkinsonķ	
ş	Fitzpatrickķ	ƑƏƏѵĸ	Pinquart	ş	Sorensenķ	ƑƏƏѵőĺ	The	anaѴysis	con‐

siders personal care and support with medical interventions be‐

cause	studies	have	 identified	carersĽ	experience	of	 these	 tasks	as	
especially burdensome or emotionally stressful (Stenberg, Ruland, 

ş	 Miaskowskiķ	 ƑƏƐƏőĺ	 As	 coresident	 spousaѴ	 carers	 have	 been	
found	 to	experience	higher	 ѴeveѴs	of	depression	 and	burden	 than	
aduѴt	chiѴd	carersķ	we	aѴso	considered	the	coresidence	ŐPinquart	ş	
Sorensenķ	ƑƏƏѵőĺ	ŐThe	reѴationship	with	the	careŊrecipient	was	not	
also included in the model because of collinearity with coresidence).

Finally, we controlled for the mode of administration of the inter‐

view (i.e. by telephone or face‐to‐face) because it may result in sys‐

tematic bias due to social desirability bias or other factors (Bowling, 

ƑƏƏƔőĺ	In	another	study	based	on	the	sampѴe	anaѴysed	hereķ	it	was	
found that carers interviewed by telephone reported lower quality 

of life compared to those who completed the interview face‐to‐face 

ŐRand	et	aѴĺķ	ƑƏƐƔőĺ

ƒՊ |ՊRESULTS

The sample characteristics are reported in Table 1. In the study 

sampѴeķ	 ƑƑѶ	 ŐƔѶĺƖѷő	 of	 the	 ƒѶƕ	 participants	 in	 this	 study	 were	
womenķ	which	 is	 comparabѴe	 to	 the	 estimate	 that	 ѵƏѷ	 of	 carers	
in	 EngѴand	 are	women	 ŐHeaѴth	ş	 SociaѴ	Care	 Information	Centreķ	
ƑƏƐƏőĺ	SimiѴarѴyķ	ƐƏѷ	of	the	sampѴe	were	from	bѴack	and	minority	
ethnic	backgroundsķ	which	compares	to	an	estimated	Ѷѷ	of	carers	
in	EngѴand	ŐHeaѴth	ş	SociaѴ	Care	Information	Centreķ	ƑƏƐƏőĺ	The	age	
profile of the study sample is, however, older than the general pop‐

uѴation	of	carersĸ	Ɠƒѷ	of	the	sampѴe	were	aged	ѵƔ	years	or	oѴderķ	
which	compares	to	an	estimate	that	ƑƔѷ	of	carers	 in	EngѴand	are	
aged	ѵƔ	or	over	 ŐHeaѴth	ş	SociaѴ	Care	 Information	Centreķ	ƑƏƐƏőĺ	
Likewise, carers in full‐time or part‐time employment represent 

onѴy	Ƒѵѷ	of	the	study	sampѴeķ	whereas	around	haѴf	ŐƓѵѷő	of	EngѴish	
carers are in employment with the majority in the age range of 

ƓƔŋѵƓ	years	ŐƓƑѷő	ŐHeaѴth	ş	SociaѴ	Care	Information	Centreķ	ƑƏƐƏőĺ	
Just	over	haѴf	of	the	study	sampѴe	were	caring	for	their	spouse	or	
partnerķ	whiѴe	onѴy	ƐѶĺѵѷ	were	aduѴt	sons	or	daughters	caring	for	
a parent. By contrast, carers in England most commonly care for 

a	 parent	 Őƒƒѷő	 or	 spouse	 or	 partner	 ŐƑѵѷő	 ŐHeaѴth	ş	 SociaѴ	 Care	
Information Centre, 2010). The method of recruitment of carers via 

service users may have contributed to an oversampling of coresi‐

dent carers, who are more likely to be looking after a spouse than 

noncoresident	 carers	 ŐHeaѴth	 ş	 SociaѴ	 Care	 Information	 Centreķ	
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ƑƏƐƏőĺ	This	may	partѴy	expѴain	the	overrepresentation	of	spousaѴņ
partner carers in the study sample.

Descriptive statistics for the carer outcome variables are also 

presented	in	TabѴe	Ɛĺ	The	distribution	of	the	ASCOTŊCarer	CRQoL	
has a slight negative skew with no obvious ceiling effect. The Carer 

Strain	Index	distribution	is	pѴatykurtic	without	skew	or	obvious	ceiѴ‐
ing effect.

Table 2 summarises the reasons for care‐giving reported by 

carersĺ	Of	 the	ƒѶƕ	 carersķ	 the	majority	 reported	 that	 they	were	
wiѴѴing	or	wanted	to	heѴp	ŐѶƔĺƏѷő	andņor	it	was	expected	of	them	
ŐѶƏĺƓѷőĺ	The	EngѴish	survey	of	carers	in	househoѴds	ƑƏƏƖņƐƏ	aѴso	
found these two reasons to be the most commonly reported; 

however, the proportion of the sample reporting these reasons to 

provide	 care	were	much	 Ѵower	 than	 in	 this	 study	 ŐƔƒѷ	and	ƔƓѷ	
respectiveѴyő	 ŐHeaѴth	 ş	 SociaѴ	 Care	 Information	 Centreķ	 ƑƏƐƏőĺ	
Just	over	haѴf	of	the	respondents	stated	that	they	provided	care	

because the care recipients would not want anyone else caring 

for	 them	 ŐƔƑĺƑѷő	or	no	one	eѴse	was	avaiѴabѴe	 ŐƔƐĺƓѷőĺ	The	 Ѵeast	
common reasons for providing care were that the carer took over 

from	someone	eѴse	ŐƐƑĺƕѷő	or	that	sociaѴ	services	suggested	that	
they	shouѴd	provide	care	ŐƐƏĺƐѷőĺ	If	the	reasons	to	care	were	con‐

sidered	 togetherķ	 it	 was	 found	 that	 onѴy	 Ɛƕ	 respondents	 ŐƓĺƓѷő	
reported the sole motivation of being willing or able to help. The 

majority	of	respondents	ŐѶƏĺѵѷő	reported	a	constrained	choice	to	
provide care (that is, they were willing or able to help but also re‐

ported	another	reasonķ	eĺgĺ	no	one	eѴse	avaiѴabѴe	or	itĽs	expected	
of them.

The	resuѴts	of	the	regression	anaѴysis	to	expѴore	the	reѴationship	
between reasons for caring and outcomes, whilst controlling for 

other factors known to be associated with carers’ quality of life and 

strainķ	 are	 shown	 in	TabѴe	ƒĺ	For	both	modeѴsķ	 the	Ramsey	RESET	
ŐRamseyķ	ƐƖѵƖő	and	Pregibon	Ѵink	test	ŐPregibonķ	ƐƖѶƏő	statistics	did	
not	 indicate	 omitted	 variabѴe	 bias	 or	 misspecification	 errorĺ	 After	
controѴѴing	 for	 individuaѴ	 characteristicsķ	 care	 contextŊreѴated	 fac‐
tors and survey administration, there were significant associations 

between reason to provide care and the carer outcome measures 

considered in this study.

In	terms	of	ASCOTŊCarer	careŊreѴated	quaѴity	of	Ѵifeķ	significant	
negative associations were observed with caring because social 

services suggested it or the care‐recipient would not want support 

from anyone else. There was also a significant positive relationship 

between	ASCOTŊCarer	CRQoL	and	the	carer	having	time	to	care	be‐

cause s/he was not working. Carer strain was significantly positively 

associated	with	caring	because	it	was	expected	of	the	carerĺ	Trends	
towards significance (p < 0.10) were also observed with higher care‐

related QoL for those who reported having the skills or ability to 

care, lower strain for those who reported caring because they did 

not work, and higher strain for those who reported social services 

suggested they should care.

Significant associations were also observed with the indepen‐

dent	 variabѴes	 reѴated	 to	 individuaѴ	 characteristicsķ	 care	 contextŊ
related and survey administration factors, which were considered 

TA B L E  Ƒ Պ Reasons for caring

Frequency Őѷőa

I was willing or wanted to help ƒƑƖ	ŐѶƔĺƏő

ItĽs	was	expected	of	me	ŐItĽs	what	famiѴies	doő ƒƐƐ	ŐѶƏĺƓő

S/he wouldn’t want anyone else caring for them ƑƏƑ	ŐƔƑĺƑő

No one else was available ƐƖƖ	ŐƔƐĺƓő

I had the time because not working or work 

part‐time

ƐѵƔ	ŐƓƑĺѵő

S/he asked for my help/care ƐƓƔ	ŐƒƕĺƔő

I have particular skills or ability to care ƐƑƒ	ŐƒƐĺѶő

I took over caring responsibilities from someone 

else

ƓƖ	ŐƐƑĺƕő

Social services suggested I should provide care ƒƖ	ŐƐƏĺƐő

aCarers were able to select one or more reason.

TA B L E  Ɛ Պ Sample characteristics

Frequency Őѷő

Characteristics of the carer

Gender (male) ƐƔƖ	ŐƓƐĺƐő

Age	ŐƾѵƔ	yearső Ɛѵѵ	ŐƓƑĺƖő

Ethnicity (white) ƒƓѶ	ŐѶƖĺƖő

In paid employment ƐƏƑ	ŐƑѵĺƓő

Relationship to care‐recipient: spouse or 

partnera,b

ƐƕѶ	ŐƔƏĺƒő

Self‐rated health (bad or very bad) ѵƓ	ŐƐѵĺƓő

Characteristics of the care recipient

Self‐rated health (bad or very bad)b ƐƏѵ	ŐƑƕĺƓő

Disorientationb ƐѶƏ	ŐƓѵĺƔő

Care‐related characteristics

Carer and care‐recipient live together ƖƏ	ŐƑƒĺƒő

Duration	of	caring	ŐƾƐƏ	yearső ƑƏƒ	ŐƔƑĺƔő

Hours	of	care	ŐƾƐƏ	hrņweekőb ƒƒƏ	ŐѶƔĺƒő

Provides personal care ƑƔѵ	ŐѵѵĺƑő

Provides support with medicines ƑƕƑ	ŐƕƏĺƒő

Survey administration

Interview by telephone ƔƐ	ŐƐƒĺƑő

Mean Őrangeķ SDő

ASCOTŊCarer	CRQoLb ƐƒĺƓƒ	ŐƏŋƑƐķ	ƓĺƕƏő

Carer	Strain	Index ѵĺƓƓ	ŐƏŋƐƑķ	ƒĺѶƓő

IņADLs	with	difficuѴtyb,c ƓĺƖѶ	ŐƏŋѶķ	ƑĺƕƐő
aOther relationships include: parent or grandparent (n	Ʒ	ƕƓőĸ	 sibѴing	
(n = 19); child (n	Ʒ	ƔѶőĸ	 other	 reѴative	 Őn	Ʒ	Ɣőĸ	 neighbour	 or	 friend	
(n = 20).bMissing values. Relationship to care‐recipient (n	Ʒ	ƒƒőĸ	CareŊre‐

cipient health (n	Ʒ	Ɠőĸ	 Disorientation	 Őn = 2); Hours of care (n = 1); 

ASCOTŊCarer	CRQoL	Őn	Ʒ	ƒőĸ	IņADLs	with	difficuѴty	Őn	Ʒ	ƔőĺcThis scale in‐

cѴudes	the	foѴѴowing	IņADLsĹ	getting	around	the	houseĸ	getting	inņout	of	
bed or a chair; feeding yourself; dealing with money and paperwork; 

washing in a bath or shower; getting un/dressed; using the toilet; and 

washing face and hands.
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TA B L E  ƒ Պ Multiple regression

Independent variabѴea

ASCOTŊCarer CRQoL Carer Strain Index

Unstandardised 
Coeffĺ ŐBő ƖƔѷ CI p value

Unstandardised 
Coeffĺ ŐBő ƖƔѷ CI p value

Reasons for caring

No‐one else available ƴƏĺƓƔ ƴƐĺƑƕ	to	Əĺƒƕ 0.281 ƏĺƓƐ ƴƏĺƒƏ	to	ƐĺƐƒ ƏĺƑƔƒ

Willing or able to help ƏĺƒƑ ƴƏĺƕƖ	to	ƐĺƓƓ ƏĺƔѵƖ 0.78 ƴƏĺƐƖ	to	Ɛĺƕѵ ƏĺƐƐƓ

Not working or work 

part‐time

ƏĺѶƓŖ ƏĺƏƐ	to	Ɛĺѵƕ ƏĺƏƓѶ ƴƏĺѵƔ ƴƐĺƒƕ	to	ƏĺƏƕ 0.077

Particular skills or ability 

to care

0.87 ƴƏĺƏƓ	to	ƐĺƕѶ ƏĺƏѵƏ ƴƏĺƐƓ ƴƏĺƖƒ	to	ƏĺѵƔ ƏĺƕƒƏ

Social services suggested I 

care

ƴƐĺѶƖŖŖ ƴƒĺƐѶ	to	ƴƏĺѵƐ ƏĺƏƏƓ 1.00 ƴƏĺƐƑ	to	ƑĺƐƑ 0.081

Itŝs	expected	of	me ƴƏĺƏƖ ƴƐĺƐƒ	to	ƏĺƖƓ ƏĺѶѵƒ ƐĺƒƑŖŖ ƏĺƓƐ	to	ƑĺƑƑ ƏĺƏƏƓ

S/he wouldn't want 

anyone else

ƴƐĺƏƒŖ ƴƐĺƖƐ	to	ƴƏĺƐƓ ƏĺƏƑƒ ƴƏĺƑƖ ƴƐĺƏƔ	to	ƏĺƓѶ ƏĺƓѵƐ

Care‐recipient requested 

my help

ƴƏĺƓƔ ƴƐĺƒƑ	to	ƏĺƓƑ ƏĺƒƏƕ 0.27 ƴƏĺƓƖ	to	ƐĺƏƒ ƏĺƓѶƒ

Took over from someone 

else

ƴƏĺƑƓ ƴƐĺƓѵ	to	ƏĺƖѶ ƏĺѵƖƓ ƴƏĺƏѵ ƴƐĺƐƒ	to	ƐĺƏƏ 0.907

Gender (male) ƐĺƔƒŖŖŖ ƏĺƕƐ	to	Ƒĺƒѵ <0.001 ƴƏĺƖƖŖŖ ƴƐĺƕƐ	to	ƴƏĺƑѶ 0.007

Age	ŐƾѵƔ	yearső ƏĺƐƒ ƴƏĺƕѵ	to	ƐĺƏƑ ƏĺƕƕƓ ƴƏĺƓƕ ƴƐĺƑƓ	to	ƏĺƒƏ 0.227

In paid employment ƐĺƏƑŖ 0.02 to 2.01 ƏĺƏƓѵ ƏĺƔƖ ƴƏĺƑѶ	to	ƐĺƓѵ ƏĺƐѶƒ

Carer health (bad or very 

bad)

ƴƒĺƐƓŖŖŖ ƴƓĺƑѵ	to	ƴƑĺƏƑ <0.001 ƏĺƓƔ ƴƏĺƔƑ	to	ƐĺƓƑ ƏĺƒƔѶ

Care‐recipient health (bad 

or very bad)

ƴƏĺѶƓ ƴƐĺƕѶ	to	ƏĺƐƐ ƏĺƏѶƒ ƏĺƓƖ ƴƏĺƒƒ	to	ƐĺƒƑ ƏĺƑƒƖ

Number	of	IņADLs	with	
difficulty b

ƴƏĺƑѵŖŖ ƴƏĺƓƒ	to	ƴƏĺƐ 0.002 ƏĺƒƏŖŖŖ ƏĺƐѵ	to	ƏĺƓƔ <0.001

Care‐recipient is disoriented ƴƑĺƏƓŖŖŖ ƴƑĺѶƒ	to	ƴƐĺƑƓ <0.001 ƐĺƓƖŖŖŖ 0.80 to 2.19 <0.001

Carer and care‐recipient live 

together

ƴƐĺƏѶ ƴƑĺƐѵ	to	ƏĺƏƐ ƏĺƏƔƐ ƏĺƓƐ ƴƏĺƔƓ	to	ƐĺƒƔ ƏĺƒƖƕ

Duration of caring 

ŐƾƐƏ	yearső
ƴƏĺѶƐŖ ƴƐĺѵƏ	to	ƴƏĺƏƑ ƏĺƏƓѵ ƏĺƓѶ ƴƏĺƑƐ	to	ƐĺƐѵ 0.172

Hours	of	care	ŐƾƐƏ	hrņweekő ƴƐĺƒƓŖ ƴƑĺѵƓ	to	ƴƏĺƏƓ ƏĺƏƓƓ ƐĺƏƔ ƴƏĺƏѶ	to	ƑĺƐƖ ƏĺƏѵƖ

Carer provides personal care ƴƏĺƕƑ ƴƐĺѵѵ	to	ƏĺƑƒ ƏĺƐƒƕ ƏĺѵƖ ƴƏĺƐƒ	to	ƐĺƔƏ 0.099

Carer provides support with 

medicines

ƴƏĺƔƏ ƴƐĺƓѵ	to	ƏĺƓѵ ƏĺƒƐƏ ƐĺƒƓŖŖ ƏĺƔƏ	to	ƑĺƐƕ 0.002

Interview administration: By 

telephone

ƴƐĺƔƓŖŖ ƴƑĺѵƖ	to	ƴƏĺƒѶ 0.009 ƐĺƐƑŖ 0.12 to 2.12 0.028

Constant ƐƖĺƑƐŖŖŖ ƐƕĺƓƑ	to	ƑƐĺƏƏ <0.001 ƴƏĺƐƖ ƴƐĺƕѵ	to	Ɛĺƒƕ 0.807

N ƒƕѵ ƒƕƖ

ANOVA	F‐test ƐƐĺƔѵŖŖŖ ѶĺƏƒŖŖŖ

Adjusted	R2 ƏĺƒѶƒ 0.290

aThe reasons for caring variables are considered as dummy variables, i.e. Reason for caring: no one else available is considered as those who rated this 

category	as	one	of	their	reasons	for	caring	compared	to	those	who	did	notĺ	AѴѴ	of	the	other	variabѴes	Őexcept	for	ľnumber	of	IņADLs	with	difficuѴtyĿő	
were also considered as dummy variables to indicate the presence/absence of the specified category. In the case of self-rated health (carer, care‐recip‐

ientőķ	for	exampѴeķ	the	reference	categories	are	a	seѴfŊrating	of	heaѴth	as	okķ	goodķ	or	very	goodĺ	The	reference	categories	for	the	other	variabѴes	areĹ	
gender (female); age	ŐƺѵƔ	yearsőĸ	In paid employment (not in paid employment, e.g. unemployed, in training, retired; care-recipient disorientation (not dis‐

oriented); carer and care-recipient live together (no, they live apart); duration of caring (<10 years); hours of care per week (<10 hr); personal care (no, carer 

does not provide personal care); support with medicines (no, carer does not provide support with medicines); administration of interview (by face‐to‐face 

interview).
bThe	number	of	IņADLs	with	difficuѴty	is	a	scaѴe	from	Ə	Őno	difficuѴtieső	to	Ѷ	ŐdifficuѴty	with	aѴѴ	eight	IņADLs	considered	in	this	studyőĺ
Ŗp	ƺ	ƏĺƏƔķŖŖp < 0.01,ŖŖŖp < 0.001.
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as control variables in the analysis. Consistent with other studies 

ŐGreenwood	et	aѴĺķ	ƑƏƏѶĸ	MoѴѴoy	et	aѴĺķ	ƑƏƏƔĸ	Pinquart	ş	Sorensenķ	
ƑƏƏѵĸ	Schoenmakers	et	aѴĺķ	ƑƏƐƏőķ	significantѴy	higher	careŊreѴated	
quality of life and lower carer strain was found for male than fe‐

maѴe	 carersĺ	 As	 expectedķ	 a	 significant	 predictor	 of	 Ѵower	 carer	
care‐related quality of life was found to be poor health. Likewise, 

lower quality of life and higher strain were significantly related to 

careŊrecipient	disabiѴity	 ŐIņADLs	compѴeted	with	difficuѴtyő	and	ex‐
perience of cognitive impairment (disorientation). Higher intensity 

care	ŐƾƐƏ	hr	per	weekő	and	Ѵonger	duration	of	careŊgiving	ŐƾƐƏ	yearső	
were found to be significantly associated with lower quality of life, 

while being in paid employment was significantly related to bet‐

ter	 careŊreѴated	QoLĺ	As	 expected	 based	 on	 evidence	 from	 other	
studies of carers who help with administering medicines or medical 

procedures (Stenberg et al., 2010), helping the care‐recipient with 

medicines was also found to be related to higher carer strain. Finally, 

again	as	expectedķ	those	carers	interviewed	by	teѴephone	reported	
lower care‐related quality of life and higher strain than those who 

completed face‐to‐face interviews. The other independent variables 

considered	in	the	anaѴysis	did	not	reach	significance	at	the	Ɣѷ	ѴeveѴĺ

ƓՊ |ՊDISCUSSION

This	 study	 sought	 to	 expѴore	 the	 Ѵink	between	 carersĽ	 reasons	 for	
caring and their care‐related quality of life and care‐related strain. 

WhiѴe	it	has	been	recognised	that	there	are	positive	aspects	to	the	ex‐
perience	of	careŊgiving	ŐBrouwerķ	ExeѴķ	Bergķ	Bosķ	ş	Koopmanschapķ	
ƑƏƏƔĸ	Carbonneauķ	Caronķ	ş	Derosiersķ	ƑƏƐƏĸ	Cohenķ	CoѴantonioķ	ş	
Vernichķ	ƑƏƏƑĸ	Grant	ş	NoѴanķ	ƐƖƖƒĸ	Kramerķ	ƐƖƖƕĸ	Ribeiro	ş	PauѴķ	
2008), measures designed to capture the negative aspects of care‐

giving, like burden or strain, are still widely used in long‐term care 

research and evaluation. In England, however, the broader construct 

of care‐related quality of life has been identified as a key outcome 

of	 the	 ѴongŊterm	 care	 system	 in	 the	 AduѴt	 SociaѴ	 Care	 Outcomes	
Framework (Department of Health, 2017). Carer care‐related qual‐

ity of life is an overarching outcome indicator, which captures as‐

pects of quality of life valued by carers and that also may be affected 

by long‐term care support (e.g. carer support groups, short‐term 

breakső	ŐNetten	et	aѴĺķ	ƑƏƐƑĸ	Rand	ş	MaѴѴeyķ	ƑƏƐƑĸ	Rand	et	aѴĺķ	ƑƏƐƔőĺ	
The focus on carers’ quality of life outcomes reflects the wider re‐

positioning of carers as co‐clients whose own needs and outcomes 

shouѴd	 be	 considered	 by	 ѴongŊterm	 care	 services	 ŐRand	 ş	MaѴѴeyķ	
ƑƏƐƓőĺ	WhiѴe	carersĽ	choice	continues	to	be	primariѴy	conceptuaѴised	
as consumer choice in relation to long‐term care services, there has 

been	some	 recognition	 that	carers	 shouѴd	aѴso	be	abѴe	 to	exercise	
personal choice in terms of whether and how to provide care (NHS 

EngѴandķ	ƑƏƐѵ
Reasons for caring were found to be important predictors of 

careŊreѴated	quaѴity	of	 Ѵifeķ	as	weѴѴ	as	carer	strainĺ	ExternaѴ	 factors	
indicative of a perceived lack of availability or suitability of other 

sources of care (“social services suggested it,” “s/he wouldn’t want 

anyone else”) were related to lower care‐related quality of life after 

controѴѴing	for	other	factors	Őeĺgĺ	heaѴthķ	type	of	careőĺ	The	externaѴ	
factor of time to provide care due to the carer not working or work‐

ing part‐time was, by contrast, associated with higher care‐related 

quality of life. There was also a trend towards significance for the 

internal factor of ‘skills or ability to care, which indicates a sense 

of personal competence and fulfilment in providing care, and higher 

care‐related quality of life. We did not find any significant relation‐

ship between personal choice (“I was willing or able to help”) and 

care‐related quality of life or carer strain. By contrast, internalised 

expectation	 Őľit	was	expected	of	meĿő	was	 reѴated	 to	higher	 ѴeveѴs	
of carer‐reported strain but no significant association was observed 

with care‐related quality of life. This is consistent with other stud‐

ies	that	have	found	a	reѴationship	between	internaѴised	expectation	
(obligation, duty or guilt) and carer strain, burden or mental well‐

being	ŐCicireѴѴiķ	ƐƖƖƒĸ	Lyonette	ş	YardѴeyķ	ƑƏƏƒĸ	Quinn	et	aѴĺķ	ƑƏƐƏĸ	
Romero‐Moreno et al., 2011).

This study has some limitations. The study sample size was lim‐

ited; therefore, nonsignificant results may be due to insufficient 

power. We were also unable to run analyses on the subgroup who 

reported only an intrinsic motivation of personal choice to pro‐

vide care because of the small number in this subgroup (n = 17). 

The	 findings	 are	 aѴso	 based	 on	 a	 data	 coѴѴection	 from	 ƑƏƐƒņƐƓĺ	
As	suchķ	there	may	have	been	subsequent	temporaѴ	shifts	due	to	
the	impact	of	the	changing	poѴicy	Ѵandscapeķ	for	exampѴeķ	the	im‐

pѴementation	of	the	Care	Act	ŐƑƏƐƓőĺ	Further	research	is	neededķ	
thereforeķ	to	expѴore	the	reѴationship	between	reasons	for	caring	
and	outcomes	in	a	Ѵarger	sampѴe	of	carers	to	expѴore	any	potentiaѴ	
differences	by	subgroup	of	carer	incѴudingķ	for	exampѴeķ	the	type	
of	heaѴth	condition	experienced	by	the	careŊrecipientķ	as	weѴѴ	as	to	
expѴore	the	impact	Őif	anyő	of	the	impѴementation	of	the	Care	Act	
ŐƑƏƐƓő	or	other	poѴicy	trendsĺ

Despite the limitations of the sample, the findings of this study 

Ѵend	support	to	the	extension	of	the	definition	of	carer	choice	in	poѴ‐
icy to consider also the initial choice to provide care (NHS England, 

ƑƏƐѵőĺ	In	recognition	of	the	EngѴish	ѴongŊterm	care	systemĽs	reѴiance	
on unpaid care, policy has focussed on what may be done to support 

carers in their care‐giving role by enabling them to sustain important 

aspects	of	Ѵife	and	their	own	heaѴth	ŐDepartment	of	HeaѴthķ	ƑƏƐƓőĺ	
Despite	 the	 direction	 of	 poѴicy	 strategy	 and	 the	 Care	 Act	 ŐƑƏƐƓő	
to conceptualise carers as coclients on an equal footing with those 

they	 care	 for	 ŐDepartment	 of	HeaѴthķ	 ƑƏƐƓőķ	 the	 practice	 of	 aduѴt	
long‐term care continues to primarily regard carers as resources 

or	coworkers	ŐGѴendinningķ	MitcheѴѴķ	ş	Brooksķ	ƑƏƐƔő	and	tends	to	
overlook carers’ opinions, needs, and outcomes (Brooks, Mitchell, 

ş	 GѴendinningķ	 ƑƏƐѵőĺ	 AѴthough	 there	 are	 compѴex	 reѴationaѴ	 and	
organisational factors that affect carers’ ability to choose whether 

or	 not	 to	 care	 ŐArksey	ş	GѴendinningķ	 ƑƏƏƕőķ	 the	 finding	 that	 the	
reasons to provide care are related to carers’ care‐related quality of 

life, as well as carer strain, suggests that carers’ reasons for providing 

care should also be considered by long‐term care policy and practice.

Based on the findings presented here, it could be argued that 

there should be greater awareness of how organisational factors (for 

exampѴeķ	perceptions	of	the	avaiѴabiѴity	of	servicesķ	the	attitude	of	
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professionals towards carers, and provision of long‐term care sup‐

port for carers) may influence carers’ outcomes in terms of care‐re‐

lated quality of life. This is consistent with qualitative evidence that 

carersĽ	experience	of	whether	and	how	ѴongŊterm	care	services	af‐
fect	their	careŊreѴated	quaѴity	of	Ѵife	is	infѴuenced	by	their	experience	
of barriers to accessing services. These barriers include difficulties 

in making initial contact with adult social services, not qualifying for 

support due to eligibility criteria, or deflection from one service to 

another	 ŐRand	ş	MaѴѴeyķ	ƑƏƐƓőĺ	 In	practiceķ	 for	exampѴeķ	 it	may	be	
beneficial to raise awareness through training of the potential nega‐

tive	effect	of	attitudes	expressed	by	professionaѴs	that	carers	ľought	
to” provide care. It also highlights the potential cost of policy that 

promotes family care through appeal to (legal, social or moral) duty, 

obligation, or responsibility. Even if long‐term care systems rely on 

informal care, the availability (...) or, at least, the perception of avail‐

ability, if needed (...) of formal support may promote carers’ quality 

of life. There is also a question of whether psychosocial interven‐

tions	for	carers	that	expѴore	issues	reѴated	to	choice	and	reasons	for	
caring	Őĺĺĺő	for	exampѴeķ	in	being	supported	to	expѴoreķ	articuѴateķ	and	
reframe	their	reasons	for	caring	aѴongside	the	potentiaѴ	 to	expѴore	
and implement adjustments to the amount or type of care‐giving (...)

may improve carers’ quality of life.

ƔՊ |ՊCONCLUSION

This study has shown that reasons for caring are associated with 

carer care‐related quality of life, as well as strain. The findings indi‐

cate that reasons for caring are related to carers’ outcomes for car‐

ers of adults who use publicly‐funded long‐term care services. This 

is relevant to long‐term care policy and practice, like that in England, 

that seeks to be outcomes‐based and to improve carers’ well‐being 

and quality of life through long‐term care support (Department of 

HeaѴthķ	 ƑƏƐƕĸ	NHS	EngѴandķ	 ƑƏƐѵőĺ	WhiѴe	 the	 carersĽ	 poѴicy	 strat‐
egy in England has focussed on various carer‐specific issues over the 

past	two	decades	ŐDepartment	of	HeaѴthķ	ƑƏƐƏķ	ƑƏƐƓĸ	NHS	EngѴandķ	
ƑƏƐѵőķ	the	issue	of	choice	in	terms	of	the	decision	of	whether	or	not	
to provide care remains underdeveloped. This is partly attributable 

to the conflation of the needs of carers and care‐recipients into a sin‐

gѴe	unit	to	avoid	compѴexity	ŐArksey	ş	GѴendinningķ	ƑƏƏƕőĺ	This	issue	
has been addressed by developments in policy to recognise carers as 

individuals whose needs should be considered on an equal footing to 

the	careŊrecipient	ŐDepartment	of	HeaѴthķ	ƑƏƐƏķ	ƑƏƐƓĸ	NHS	EngѴandķ	
ƑƏƐѵőĺ	Howeverķ	it	does	not	adequateѴy	recognise	the	potentiaѴ	ten‐

sions between carers and care‐recipients’ needs and outcomes: for 

exampѴeķ	if	the	carer	feeѴs	constrained	by	the	careŊrecipientsĽ	needs	
in their reason to provide care (‘s/he wouldn’t want anyone else’). 

AѴthough	 there	 is	 a	 requirement	 to	 acknowѴedge	 carersĽ	 choice	 in	
whether	 to	 provide	 care	 ŐNHS	EngѴandķ	 ƑƏƐѵőķ	 the	 ѴongŊterm	 care	
system in England, like in many other countries, depends on informal 

care. This study, however, highlights that this dependency on infor‐

mal care may have an adverse effect on carers’ wellbeing if carers 

are	under	pressure	to	provide	careĺ	A	more	nuanced	understanding	

of these tensions may further the broad aim of improving quality of 

life of care‐recipients and their carers.
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