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Abstract

Background: Being an informal carer of a person with dementia (PwD) can have a negative effect on the carer’s
health and quality of life, and spouse carers have been found to be especially vulnerable. Yet relatively little is
known about the care provided and support received by spouse carers. This study compares spouse carers to other
informal carers of PwDs regarding their care provision, the support received and the psychosocial impact of care.

Methods: The study was a cross-sectional questionnaire-based survey of a stratified random sample of the Swedish
population aged 18 or over. The questionnaire explored how much care the respondent provided, the support
received, and the psychosocial impact of providing care. Of 30,009 people sampled, 11,168 (37.7 %) responded, of
whom 330 (2.95 %) were informal carers of a PwD.

Results: In comparison to non-spouse carers, spouse carers provided more care more frequently, did so with less
support from family or the local authority, while more frequently experiencing negative impacts on their social life
and psychological and physical health. Spouse carers also received more carer support and more frequently
experienced a closeness in their relationship with the care-recipient.

Conclusions: Spouse carers of PwD differed from non-spouse carers on virtually all aspects of their care situation.
Policy and practice must be more sensitive to how the carer-care-recipient relationship shapes the experience of
care, so that support is based on an understanding of the individual carer's actual needs and preferences rather
than on preconceptions drawn from a generalised support model.

Keywords: Informal carer, Spouse carer, Dementia, Care provision, Population study, Sweden

* Correspondence: mfk@du.se
'School of Health and Welfare, Dalarna University, SE-791 88 Falun, Sweden
Full list of author information is available at the end of the article

© The Author(s). 2021 Open Access This article is licensed under a Creative Commons Attribution 4.0 International License,
which permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give
appropriate credit to the original author(s) and the source, provide a link to the Creative Commons licence, and indicate if

changes were made. The images or other third party material in this article are included in the article's Creative Commons
licence, unless indicated otherwise in a credit line to the material. If material is not included in the article's Creative Commons
licence and your intended use is not permitted by statutory regulation or exceeds the permitted use, you will need to obtain
permission directly from the copyright holder. To view a copy of this licence, visit http://creativecommons.org/licenses/by/4.0/.
The Creative Commons Public Domain Dedication waiver (http://creativecommons.org/publicdomain/zero/1.0/) applies to the
data made available in this article, unless otherwise stated in a credit line to the data.


http://crossmark.crossref.org/dialog/?doi=10.1186/s12877-021-02264-0&domain=pdf
http://orcid.org/0000-0002-8480-190X
http://orcid.org/0000-0002-8795-7555
http://orcid.org/0000-0002-7685-3216
http://orcid.org/0000-0003-3740-6138
http://orcid.org/0000-0002-0407-9831
http://orcid.org/0000-0001-7609-4822
http://orcid.org/0000-0003-2028-6213
http://orcid.org/0000-0001-7630-7904
http://orcid.org/0000-0003-2511-9502
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/publicdomain/zero/1.0/
mailto:mfk@du.se

Johansson et al. BMC Geriatrics (2021) 21:338

Background

In 2015, 46.8 million people globally were living with a
dementia condition, with 7.4 million persons with de-
mentia (PwDs) living in Western Europe. With current
projections the number of PwDs is expected to almost
double every two decades, which will have a severe im-
pact on health and social care services [1, 2]. Over the
past decade or so, health and social care providers have
faced difficulties in providing adequate care for the in-
creasing number of PwDs, and informal carers account
for a substantial proportion of the total care for older
adults [3—7]. In Sweden, there have been cutbacks in in-
stitutional care for older adults and an increase in infor-
mal care over the past decade [8, 9], with the result that
nearly half of PwDs reside in ordinary housing and re-
ceive little or no formal social care services [6, 10, 11].
While informal carers constitute a heterogenous group
of people, they are most often the spouse or an adult
child of the care-recipient [12—14]. This study presents
the findings from a Swedish national survey of informal
carers and compares the situation of spouse carers to
other informal carers when caring for a PwD.

Spouse carers have been identified as an especially vul-
nerable group of informal carers, often being older than
other informal carers and also tending to provide more
extensive care [15]. A recent review showed that spouse
carers of PwDs are at risk of developing several different
conditions due to disturbed sleep and chronic stress
[16]. Other research shows that spouse carers can ex-
perience more negative effects of the caring role com-
pared with other informal carers of PwDs, with a
reduced quality of life [17, 18], poorer health and in-
creased rates of depressive symptoms [12], poorer social
relationships [19] and a greater amount of grief due to
their care-recipient’s illness [20, 21]. However, relatively
few studies have had a focus specifically on the associa-
tions between the spousal relationship and the carer’s
provision of care, the support received and the psycho-
social outcomes of their care situation, and studies there
have mostly used qualitative methods thus limiting the
generalisation of their findings.

Globally, the situation of informal carers of PwD has
become a prioritized area [2, 22], and the need for tar-
geted support for informal carers has also been identi-
fied as an important issue for the future of dementia
care both nationally and internationally [22, 23]. In
Sweden, local authorities are obliged to provide support
to informal carers. With little national guidelines on
how the support should be provided and the principle of
local authorities’ self-governance, the organisation of
support to carers differs both in content and quality
across municipalities [23, 24]. There are also concerns
that the content, amount and quality of support are
dependent on municipality’s priorities [25]. In the
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national strategy for improvements in dementia care, the
Swedish National Board of Health and Welfare (NBHW)
stated that informal carers are an important part of de-
mentia care, that they should be included to a greater
degree in the planning and provision of care, and that
they are in need of further support in their carer role.
The Board also stated that the support currently being
offered is rarely targeted at specific carer groups such as
spouse carers, nor organised according to their needs.
The Board concluded that further research is required in
order to develop adequate support that meets the needs
of carers of PwD [23, 24]. An important first step for
such research would be to identify in what ways spouse
carers differ from other carers of PwD in terms of their
caring situation and their need of support.

The aim of the present study is to describe the care
situation of spouse carers of PwDs in Sweden in com-
parison to other informal carers by analysing data from
a population-based national survey. Our analyses exam-
ine how being a spouse carer is associated with their
level of care provision, the support they receive and the
impact that caring has on their lives.

Methods

Design

The study design was a cross-sectional questionnaire-
based survey.

Sampling frame and participants

A stratified random sample of 30,009 of the Swedish
population aged 18 years of age or older was drawn by
the Swedish national statistics authority Statistics
Sweden (Swedish acronym: SCB) from the Total Popula-
tion Register.

The sample was stratified by region such that an equal
number of individuals would be drawn from each region
in Sweden. Within the stratified frame, the random
sample of individuals was drawn and provided with access
to the study questionnaire (web-based or hard copy). Ex-
cluding 365 cases (questionnaire returned, wrong address
n = 316; person not contactable n =49), a total of 11,168
individuals responded to the survey (response rate 37.7 %).
Reasons for non-response were: not returned n =17,503;
declined participation 7 =480; prevented from participat-
ing n = 120; wrong person answered the questionnaire 7 =
195; returned spoiled # = 86; promised to send in n = 5.

Sample size requirements were determined by the
need to recruit enough participants who would meet our
criteria for an informal carer (see Data analysis, below)
to enable a range of sub-group analyses, such as those
for the present analytic sample, i.e., (spouse) informal
carers of people with dementia. We based our sample
size calculation on the results of a previous Swedish na-
tional study [15] and its response rate (55 %). Our own
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response rate of 37.7 % meant that our sample of infor-
mal carers was smaller than anticipated, although still
sufficient for most sub-group analyses that we wished to
perform to detect moderate-to-small effects, including
those for the present analytic sample.

Material

A questionnaire was developed by the research team
(Additional file 1: Apendix 1). An initial point of depart-
ure for the research team was a questionnaire developed
by NBHW in consultation with experts in survey meth-
odology in the Unit for Measurement Technology at
SCB and used in a national study on informal care in
2012 [15]. The data from the 2012 survey was reviewed
to determine the performance of individual questions re-
garding, inter alia, response range and skew, item diffi-
culty (proportion missing responses) and item
discrimination, and with data cross-tabulation providing
evidence for item convergent and divergent validity. Fol-
lowing this review, to provide comparability of data with
the 2012 survey and with reflections on potential im-
provements to response formats in some cases, all but
two of the 37 questions of the original questionnaire
were retained as source material for the present ques-
tionnaire. Next, the research team considered the cover-
age of different aspects of informal care in the original
questionnaire. Some relatively neglected or omitted
topics were identified. As a result, new questions were
added on the types of carer support participants had
been offered/received, sleep disturbance due to caring,
the additional financial costs of care, and the main and
secondary reasons the care-recipient required care. In
addition, some questions were expanded to provide
more detailed data on, e.g., the impact of care on work,
the domains of care in which the care-recipient was pro-
vided with care and the source of that care, and the
number of hours of direct and indirect care provided.
Following this revision, and as per the process observed
for the 2012 survey, the draft of the questionnaire was
submitted for quality appraisal to measurement experts
at SCB for review of, inter alia, question wording, re-
sponse formats, item content (face) validity, and ques-
tionnaire navigation (question routing). On receiving
feedback from SCB, some minor revisions were made to
the questionnaire before proceeding to pilot testing. A
convenience sample of family carers was recruited via
the Swedish Family Care Competence Centre at Lin-
naeus University and asked to complete the question-
naire and provide feedback on the relevance, clarity and
comprehensibility of the questions, and the ease of navi-
gation of the questionnaire. After reviewing the carers’
data and feedback, minor revisions were made which
were given a final review by SCB. At the end of this
process, the questionnaire used in the present study had
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57 individual questions (28 primary questionnaires with
associated sub-questions) situated within four sections: (1)
Introduction; (2) Caring and support (general); (3) Caring
and support (specific); and (4) Background data. The
topics covered in the questionnaire and analysed here, as
well as the question wordings and response options are
available as an appendix (Additional file 1: Appendix 1).

In the introduction to the questionnaire the study’s
definition of a carer was given: those who regularly pro-
vide care, help or support to a loved one (to someone in
the family, or to someone in a close relationship such as
a friend, neighbour or workmate) in a personal capacity
due to physical or mental illness, disability or old age.
The background information also specified that the sur-
vey was not about care provided in the fulfilment of
one’s occupation, nor about the care that parents give to
their children who have no special needs. A series of ex-
amples of regular care, help or support were then pro-
vided. Finally, it was specified that only the person to
whom the questionnaire had been addressed should
complete the questionnaire and do so alone.

Questions on (1) whether the participant regularly
gave care and/or support to one or more persons and
(2) how often they provided care and support to the per-
son or persons (see additional file 1) were used as filter
questions whereby those participants who indicated ‘no’
to the first question or ‘less often than once a month’ to
the second question were routed to the last section of
the questionnaire (Background data). This was because
such participants did not meet the study’s inclusion cri-
teria of an informal carer as someone (a) giving regular
care and support and (b) at least once a month.

Procedure

Questionnaires were distributed by post to the selected
potential participants by the Data Collection Department
at SCB with instructions that the questionnaire be
completed and returned to SCB. For those participants
who preferred to complete the questionnaire online, a
link to a web-based version of the questionnaire hosted
on SCB’s website was provided, where an English lan-
guage equivalent was also available. Self-completion by
post and web were selected as data collection modes for
the survey as the length of the questionnaire and sample
size combined to make collection via other modes
impractical, e.g., face-to-face or telephone interview.
While the use of online questionnaires can enhance data
reliability through e.g., eliminating errors such as
double-responses and making questionnaire navigation
easier, people with low-levels of digital competence can
be excluded from participation: in Sweden, about 400
000 citizens do not use the internet, the majority older
people, especially those aged 76 years or over [26]. In
order to promote inclusion and maximise our response
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rate, we therefore offered options for postal or web-
based questionnaire self-completion, this approach also
having the advantage of maintaining comparability with
the data collection modes used in the NBHW 2012
survey.

The questionnaire was sent to potential participants in
October 2018. Up to three reminders were sent, with the
last reminder sent in late November. Data collection was
closed in early January 2019. Of the participants, 8,370
(74.9 %) completed the postal questionnaire and 2,798
(25.1 %) the web-based questionnaire. Sixty-six partici-
pants used the English version of the web-based ques-
tionnaire. Postal questionnaires were scanned by the
Data Collections Department at SCB and the data
merged with data from the web-based questionnaires be-
fore being systematically checked for reliability. A stan-
dardised approach was taken to detecting, recording and
— where appropriate — recoding response errors (e.g.,
double responses to questions, inconsistencies in re-
sponses between questions). Data on gender, year of
birth and employment status for each participant were
added from SCB’s register, before the cleaned data were
entered into an SPSS data file. A technical report on the
survey was compiled by SCB and sent together with the
anonymised SPSS data file to the research team, where
final data reliability checks and cleaning were performed.

In information provided with the questionnaire, partic-
ipants were informed of the rules for personal data
processing contained in the EU data protection regula-
tion, in the Act (2001: 99) and the Ordinance (2001:
100) of the Official Statistics and Public and Secrecy
Act; that it was voluntary to participate in the investiga-
tion; that responses were being pseudonymised; and that
informed consent was required and that by answering
the questionnaire and returning it they were providing
said informed consent and agreed to their responses be-
ing supplemented with background data (described
above). Ethical approval for the study was granted by the
Regional Ethics Review Board in Linkoping (reg.no.
2018/135 - 31).

Data analysis
IBM SPSS v.26 [27] was used to analyse the data. Survey
non-response was unequally distributed by gender, age,
being born/not born in Sweden, education, income, civil
status, occupation and county. To enhance the represen-
tativeness of the sample, the stratified sampling design
and non-response bias was compensated for by applying
a weight based on a combination of the participant’s re-
gion, gender, age and education to all analyses. All data
and analyses subsequently reported in this paper are
based on the weighted sample.

Participants were first identified in terms of whether
they met the study’s inclusion criteria for carer
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(operational definition in the questionnaire information,
then regularly providing care and support to one or
more persons at least once a month, see filter questions
described above). Of the 11,168 respondents, 1,638
(14.7 %) met the study criteria for being an informal
carer. Thereafter, carers of PwDs were selected out for
further analysis, N =330 (20.1 % of the sample of carers).
Univariate and bivariate analyses as appropriate were
performed to examine associations between spouse vs.
non-spouse status of carers of PwD with the variables
measured in the questionnaire. Specifically, associations
were examined in four areas related to the carers’ situ-
ation: (1) amount and frequency of care provided, (2)
supported and unsupported care provision (3) formal
support directed to carers and (4) psychosocial and
health outcomes of care. For some variables, response
categories were combined to more concisely summarise
data or to increase category sample size for analysis.
Level of significance for all analyses was set at p <.05,
due to multiple testing inflating the family-wise error
rate each significance test should be considered in the
context of the obtained effect size.

Results

Sample background characteristics

Just over a fifth (22.5 %) of the carers in our sample of
informal carers were spouse carers while approximately
half (52.0 %) were adult children caring for a parent,
while 14.2 % were siblings or other relatives, 1.3 % par-
ents caring for a child and 7.3 % were acquaintances,
neighbours or legal guardians. Nine participants did not
indicate their relationship to the care-recipient. A major-
ity of the carers was female (58.6 %), with no significant
association between gender and spouse/non-spouse
carer status. As would be anticipated, spouse carers were
significantly older than other carers (Spouse carers M =
73.80, SD =10.65; Non-spouse carers M =52.93, SD =
14.08, £(319) = -11.80, p = < 0.001).

Table 1 presents comparisons between spouse carers
and non-spouse carers on background characteristics.
There was a significant association between spouse/non-
spouse carer status and employment (y*(2) = 66.84, p =
<0.001): 58.3% of non-spouse carers were employed,
while 70.8 % of spouse carers were retired. Most spouse
carers (78.4%) were co-habiting with their care-
recipient, while this was true for only a small minority of
non-spouse carers (4.5 %; ¢(1) =758, p =< 0.001). While
the majority of PwDs resided in ordinary housing, there
were significant associations between spouse carer/non-
spouse carer status and the care recipient’s living ar-
rangements (y*(2) = 26.48, p = < 0.001), with most of the
care-recipients (95.9 %) of spouse carers residing in or-
dinary housing, while 34.5% of care-recipients of non-
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Table 1 Sample characteristics, comparisons of spouse carers vs. other carers (N =330)

Spouse carer

Non-spouse carer

Caregiver characteristics (22.5 %) (74.8 %)

Gender ¢©(1)=-0.008, p=.882
Female, % 573 583

Employment status, % X(2) = 66.84, p = < 0.001
Employed 139 583

Retired 70.8 194

Other 153 223

Co-habitation status, % ©(1)=-0.758, p=<0.001
Co-habiting 784 4.5

Living arrangement, PwD, % X2(2) = 2648, p =< 0.001
Ordinary housing 959 65.6

Sheltered or service accommodation 0.0 7.1

Residential care facility 4.1 274

Number of people to whom care provided % rs(301)=-0.27, p=<0.001
One person 97.3 70.0

Two people 27 223

Three people 0.0 53

More than three people 0.0 24

Hours of care in an average week, % r{(293) =0.54, p = < 0.001
<1h 56 13.1

1-10 h 21.1 758

11-29 h 254 9.0

30-59 h 28.2 12

60 h or more 19.7 08

Frequency of care, % r4(299) =—- 040, p =< 0.001
Everyday 747 18.7

At least every week 213 614

Once a month or less 40 19.9

Note: For analyses in this table n varies between 278-322 due to internal missing data

spouse carers resided in either a residential care facility
or some form of sheltered or assisted housing.

Amount and frequency of care provided

Table 1 also presents the comparisons for spouse/non-
spouse carers for the total amount and frequency of care
provided. Spouse/non-spouse status was significantly
correlated with number of care-recipients, the majority
(97.3 %) of spouse carers provided care for one person
while 30.0 % of non-spouse carers provided care for two
or more people (r4(301) = - 0.27, p = <0.001). There was
also a significant correlation between spouse/non-spouse
carer status and total amount of care provided, with just
under half of spouse carers (47.9 %) providing 30 h or
more care in an average week while the majority of non-
spouse carers (88.9 %) provided care for 10 h or less
(rs(293) =0.54, p=<0.001). The majority of spouse

carers (74.7 %) provided care every day, while this was
true for just under a fifth of non-spouse carers (18.7 %,
75(299) = - 0.40, p = < 0.001).

Supported and unsupported care provision

Across all ten care domains examined, spouse/non-
spouse carer status was significantly associated with
whether care was provided alone or with the support of
other actors (see Table 2). For most care domains, the
reported need for care in the care-recipient was propor-
tionately similar whether the carer was a spouse or non-
spouse. The only domain with a substantial discrepancy
in reported need for care was ‘financial support’, where
no need was reported by 49.3 % of spouse carers in com-
parison to 70.6 % of non-spouse carers (x2(3) =59.11,
p =<0.001). Where there was a perceived need for care,
for all but one care domain, the largest proportion of
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Table 2 Carer support for care-recipient in ten domains of care. (N =330)

No need of care | care alone | care with help from others Others provide all care p X

Household tasks, % <0001 56.02
Spouse carers 14.1 493 338 2.8

Non-spouse carers 226 105 49.0 18.0

Practical activities, % <0001 4741
Spouse carers 56 57.7 352 14

Non-spouse carers 94 17.1 66.9 6.5

Physical activity, % <0001 3516
Spouse carers 143 443 40.0 14

Non-spouse carers 17.6 14.3 50.0 18.0

Contact with services, % <0001 2761
Spouse carers 7.1 514 386 29

Non-spouse carers 6.7 209 594 13.0

Financial support, % <0001 59.11
Spouse carers 493 39.1 11.6 00

Non-spouse carers 70.6 53 14.3 9.8

Personal care, % <0001 63.80
Spouse carers 408 310 239 42

Non-spouse carers 333 33 30.1 333

Medications and treatments, % <0001 5691
Spouse carers 10.0 45.7 243 200

Non-spouse carers 13.6 9.1 226 54.7

Supervision, % <0.001 6843
Spouse carers 29 50.7 37.7 8.7

Non-spouse carers 6.5 8.1 744 11.0

Social relationships, % <0001 2194
Spouse carers 13.0 27.5 594 00

Non-spouse carers 6.9 89 817 24
Cultural activities, % <0.001 3401
Spouse carers 26.5 39.7 324 1.5

Non-spouse carers 27.5 11.9 428 17.8

Note: For analyses in this table n varies between 304-317 due to internal missing data; dfs for all analyses =3

spouse carers indicated that care was provided by them
alone, whereas for eight out of the ten care domains the
largest proportion of non-spouse carers indicated that
care was provided with the help of others. The care
domain ‘medications and treatments’ stands out as
the domain in which the largest proportion of carers
indicated that care was provided by others only
(spouse carers 20.0%; non-spouse carers 54.7 %,
X*(3) =56.91, p = <.001).

There was a significant association between spouse/
non-spouse carer status and whether in the view of the
carer the needs of the PwD were being met. The largest
proportion of spouse carers indicated that the care-
recipient’s needs were being met (spouse carers, 54.9 %;
non-spouse carers, 42.7 %) while a larger proportion of

non-spouse carers (9.8 %) than spouse carers (1.4 %) in-
dicated that they were willing to contribute more care to
meet the care-recipient’s needs (x2(2) =6.87, p=.032)
(not presented in table).

Formal support directed to carers

A significant association (¢(1) = - 0.187, p = <0.001) was
found between spouse/non-spouse carer status and
awareness of the provision in the Swedish Social Service
Act that requires municipalities to offer support to fam-
ily carers. Just below half (49.3 %) of spouse carers were
aware of the legislation while less than a third (28.3 %)
of non-spouse carers indicated the same (not presented
in table).
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Table 3 Carer receipt of or interest in different types of carer support. (N=330)

Yes, offered/

No, not offered/received but

No, not offered/received not

received interested interested

Spouse Non-spouse Spouse Non-spouse Spouse Non-spouse p X

carers  carers carers carers carers carers
Information and advice, % 57.1 249 238 439 19.0 312 <0.001 2397
Education, % 213 125 36.1 43.1 426 444 0.199 3.23
Counselling, % 382 103 309 308 309 59.0 <0.001 2884
Carer support group, % 450 15.0 233 249 31.7 60.1 <0001 2741
Keep-fit/well activities, % 1.8 6.6 589 341 393 594 0002 1224
Health check-up/advice, % 11.9 8.2 49.2 365 390 553 0.084 4.95
Financial benefits/support, % 5.1 7.5 593 36.7 356 55.8 0.007 9.85
Respite from caring, % 323 14.5 29.2 159 385 69.6 <0.001 21.25
Support via modern technology, % 5.2 35 414 274 534 69.0 0.083 498
Support that facilitates work, % 53 2.7 21.1 323 73.7 65.0 0.187 336

Note: For analyses in this table n varies between 278 - 300 due to internal missing data; dfs for all analyses = 2

The findings on the level of support offered to carers
for ten types of carer support are presented in Table 3.
Most types of support had been offered to or received
by a minority of carers regardless of spouse/non-
spouse status. ‘Information and advice’ was the type
of support most offered to or received by carers, with
57.1% of spouse carers and 24.9% of non-spouse
carers having been offered or in receipt of this sup-
port. Almost half of the spouse carers had been of-
fered or received carer group support and just over a
third had been offered or had received counselling
(38.2%) or respite care (32.3%). For six out of the
ten types of support, significant associations were
found between support offered/received and spouse/
non-spouse carer status. For four of these (‘informa-
tion and advice’, ‘counselling’, ‘carer support group’,
‘respite from caring’), a higher proportion of spouse
carers than non-spouse carers had been offered or
were receiving support. Few carers had been offered
or received the other two types of support (‘keep fit/

well activities’, ‘financial benefits/support’), for both
the majority of spouse carers had not received the
support but were interested in receiving it, whereas
the majority of non-spouse carers had not received
the support and were not interested in receiving it.

Finally, a larger proportion of spouse carers (31.5 %)
than non-spouse carers (6.8 %) indicated that they had
received some other kind of support than those specified
in the questionnaire (¢(1)=-0.316, p=<0.001) (not
presented in table).

Psychosocial and health outcomes of care

Table 4 presents analysis of the frequency with which
carers reported experiencing various forms of negative
or positive psychosocial and health outcomes due to
providing care. Spouse carers had significantly higher
mean scores than non-spouse carers on six out of seven
negative outcomes of care: ‘trouble finding time to spend
with friends’; ‘struggle to find time to exercise’; experien-
cing psychological stress; experiencing physical stress;

Table 4 Differences between spouse and non-spouse carers on psychosocial outcomes of care (N = 330)

Spouse carers

Non-spouse carers

M SD M SD t df p
Trouble finding time to spend with friends 149 1.09 0.58 0.74 -6.31 81.06 <0.001
Struggle to find time for exercise 1.09 1.06 0.54 0.77 -392 82.10 <0.001
Psychologically stressful 193 098 1.22 097 -5.16 298 < 0.001
Physically stressful 1.06 0.97 0.52 0.82 -4.46 293 <0.001
Problems in relationship with care recipient 131 1.04 063 0.82 -5.60 9091 <0.001
Financial problems 033 0.65 039 087 0.51 290 0.608
Problems in relationship with family members 0.77 098 0.51 0.77 -2.24 295 0.026
Experience a sense of satisfaction 1.10 0.95 1.35 1.04 1.81 100.88 0.072
Experience a close relationship with care recipient 247 087 1.98 1.05 -3.59 304 <0.001

Note. For analyses in this table n varies between 292-316 due to internal missing data; range for all analyses = 0-3
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experiencing problems in the relationship with the care
recipient and experiencing ‘problems in your relation-
ship with family members’.

For positive outcomes of care, spouse carers had a sig-
nificantly higher mean score on the frequency of experi-
encing a close relationship with the care-recipient than
non-spouse carers. However, no significant difference
was found in mean scores on the frequency of experien-
cing a sense of satisfaction.

Analyses showed that spouse/non-spouse carer status
was significantly correlated with both level of self-reported
health and sleep disturbance, with spouse carers having
poorer self-reported health and a higher frequency of ex-
periencing sleep disturbance. Since age was previously
found to be associated with spouse/non-spouse carer sta-
tus, and both sleep disturbance and self-reported general
health might be anticipated to be associated with age,
these analyses were repeated while controlling for partici-
pant’s age. The significant associations remained, being a
spouse carer was positively correlated with both experien-
cing more frequent sleep disturbance (r,,(304) = 0.34, p =
<.001) and with poorer self-reported general health
(r,5(304) = .31, p = <.001) (not presented in table).

Discussion

Based on data from a survey of a stratified random sam-
ple of the Swedish population, this study examined the
situation for spouse carers of PwDs in comparison with
other carers of PwDs. The results show that spouse/non-
spouse carer status is associated with amount and inten-
sity of care provision, the extent to which care is pro-
vided alone or with support, the receipt of carer support,
and the experienced negative impact and positive value
of care. In comparison to non-spouse carers, spouse
carers provide more care more frequently, do so with
less support from family or the local authority, while ex-
periencing more frequent restrictions on their social life
and negative impacts on their psychological and physical
health. Conversely, our results findings indicate that
spouse carers in comparison to non-spouse carers re-
ceive more carer support and more frequently experi-
ence a closeness in their relationship with the care-
recipient.

Our study found that spouse carers were significantly
older than non-spouse carers and that eight out of ten
PwDs were co-resident in ordinary housing with their
spouse carer. This reflects the transitioning care of older
persons in Sweden where ageing-in-place and marketisa-
tion policies have resulted in a reduction in the amount
of beds in special housing for older PwDs and where
home care services are the pillar of formal care for older
adults [28-31]. While being cared for at home in a fa-
miliar environment has been shown to be beneficial for
the PwD [32, 33], previous research has shown that
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cohabitation, older age and being a spouse carer are all
factors that can contribute to lowered quality of life
amongst informal carers [18].

Spouse carers more so than non-spouse carers were
aware that they as carers should personally be offered sup-
port from local authorities. This finding provides the con-
text for another finding: that being offered/receipt of carer
support was associated with spouse/non-spouse carer sta-
tus for six out of the ten types of support considered in
our study. For four of these (‘information and advice’,
‘counselling’, ‘carer support group’, ‘respite from caring’) a
high proportion of spouse carers compared to non-spouse
carers had been offered/received the support. However,
overall the proportion of carers being offered/in receipt of
carer support is low, a situation also reported in other
studies [34]. In our study, only one form of support — in-
formation and advice — was offered to/received by more
than a quarter of carers. Furthermore, the profile of which
types of carer support were most commonly offered or re-
ceived was similar for spouse and non-spouse carers.
Taken together, these results may suggest that local au-
thorities are targeting spouse carers to a greater extent
than non-spouse carers for carer support, but the extent
of support is still low and the types of support most com-
monly offered are similar for spouse and non-spouse
carers. This may indicate that local authorities are not
sensitive to the different situations of spouse and non-
spouse carers when offering support, and thus not provid-
ing individualised care to PwDs and their carers as recom-
mended in both national and international dementia care
strategies [22, 24, 35].

Our findings regarding the receipt of carer support
can be contrasted with the level of support spouse
carers received from families and local authorities in
providing care to the care-recipient. We found that a
significantly higher proportion of spouse carers than
non-spouse carers provided care alone across almost
all care domains considered in our study. Such a situ-
ation should be considered with other findings in our
study, such that proportionately more spouse carers
than non-spouse carers reported providing care on a
daily basis and for over 60 h in an average week.
Such findings provide context for the higher frequency
with which spouse carers compared to non-spouse carers
experienced various negative impacts of providing care.
Our findings are supported by those of previous research,
in which spouse carers can, depending on the severity of
the PwDs’ illness, take on a substantial care responsibility,
being preoccupied day and night with providing care and
support and neglecting their own interests and needs, and
experiencing a lower quality of life [14, 18, 19, 21, 36, 37].

Compared to non-spouse carers, spouse carers more
frequently experienced a close relationship to the care
recipient due to providing care, yet more frequently
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experienced difficulties in the relationship with the care
recipient. These results may seem contradictory but
might be reconciled if considered in the context of the
challenges a spouse faces when becoming a carer and
adapting to the changes in the nature of the spousal re-
lationship. Previous research has found that due to the
condition of the PwD the spouse carer can experience a
strain on their relationship as well as lower well-being,
but that the carer can adapt to maintain the relationship
and in some cases experience a closer relationship with
the PwD [19, 20, 38, 39]. While comparing data from
national studies is problematic due to methodological as
well as policy and cultural differences [34, 40], other na-
tional studies have found that spouse carers report
higher levels of burden than non-spouse carers [31].

Study strengths and limitations

A main strength of the present study is its stratified ran-
dom sample of the Swedish population and the use of a
detailed questionnaire to collect data on a wide range of
issues relating to carers of PwDs. While the size of the
eventual sample of carers of PwD was moderate and the
response rate to the survey relatively low, the nature of
the sampling frame and the application of weights to ad-
just for sample stratification and non-response bias
mean that we can be relatively confident that our study
findings can be generalised to the population. In the full
sample, item non-response (internal missing) varied
from 1.5 to 15.5 % across questions, non-response being
higher among respondents later excluded as non-carers
and primarily concerning those respondents completing
the postal questionnaire. However, respondents complet-
ing the web-based questionnaire were, as anticipated,
more likely to be inter alia male, younger, and in better
health. Thus, providing optional modes of for question-
naire completion meant that sub-groups of the popula-
tion were not prevented from participating, this
increasing the inclusivity of the study.

As with all cross-sectional studies, one is limited in
the extent to which one can make causal inferences
based on our findings. In addition, the questionnaire
used was not developed specifically for carers of PwD
and in order to keep the survey to a reasonable length
more detailed questions on, for example, the symptoms
of the PwD and the duration of the condition could not
be included. Furthermore, only two questions measuring
positive aspects of care were included in the survey, and
only two on the relationship between carer and care-
recipient, which means that a more nuanced picture of a
spouse carer’s life with a partner with dementia, in
which the undoubted frustrations and despair may be
tempered by joys and intimacies, is beyond the remit of
the present study.
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Implications for future research, policy, and practice
Despite the fact that our study was not designed to pro-
vide a finely nuanced picture of spouse carers of PwDs’
perceived need for support or of how such needs might
best be met, still our findings offer some indications of
how policy and practice might be further developed. Our
analyses confirm the findings of other research that
spouse carers can be considered a high-need group com-
pared to other carers, given they provide higher levels of
care, with less support for providing that care, and with a
greater negative impact on their health and social life.
While it is encouraging therefore that our findings suggest
that local authorities may be targeting spouse carers for
carer support, this finding is tempered by others that indi-
cate the extent of carer support is low and that the types
of carer support most offered are similar for spouse and
non-spouse carers. Our findings show that spouse carers
provide care primarily alone, and it is not clear that stand-
ard forms of carer support currently address the isolation
of their caregiving situation. Firstly, support needs to ad-
dress the restrictions spouse carers frequently experience
on engaging in other activities due to providing care, this
could be achieved through offering more flexible forms of
respite care that match the needs and preferences of both
the spouse carer and the PwD so that they can enjoy time
together and time apart pursuing their own interests or
preferred leisure activities [41, 42].

Secondly, support needs to address the emotional iso-
lation spouse carers may experience: we found that
spouse carers more than non-spouse carers experienced
greater difficulties in their relationship with the care-
recipient at the same time as experiencing a greater
closeness to the care-recipient. Such findings indicate
the importance of providers of dementia care focusing
on maintaining and strengthening the care relationship,
an approach that can increase resilience and promote
well-being for both parties [43, 44]. Examples of such
support could be home-based respite care with a focus
on enriching activities to strengthen relationships be-
tween the PWD and their spouse carer [42, 45]; or day
centres appropriate not only for people with advanced
dementia but also for people with earlier and middle
stages of dementia, so that the PwD is stimulated while
the carer also receives proactive respite at a timely point
so0 as to prevent an accumulation of the negative impacts
of caring [35]. Lastly, the finding that spouse carers
more than non-spouse carers experienced greater diffi-
culties in relationships with other family members indi-
cates that providers of dementia care cannot just focus
on the carer and care-recipient but need to engage with
the broader care situation. Adopting a resource perspec-
tive, where potential sources of help and support can be
identified, and barriers to accessing such sources consid-
ered, would be one potential approach.
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Further research is needed to identify more precisely
support needs in carers and how such needs might best
be met, and to evaluate the effectiveness of the support
offered in reducing the negative impacts of care and en-
hancing its positive value. Future studies should focus
on specific carer groups such as spouse carers to better
explore how the relationship between the PwD and the
carer, the social context of the carer and care-recipient,
as well as the specific disabilities brought on by demen-
tia, affect the carer’s situation and their need for
support.

Conclusions

Spouse carers constitute over a fifth of all carers of PwD
and provide more care than other carers of PwDs.
Spouse carers differ from other carers in the support
they provide, their caring role and the impact that pro-
viding care has on their lives. We conclude that policy-
makers and practitioners must acknowledge how the ex-
perience of being a carer varies with the relationship be-
tween carer and care-recipient, so that assessments of
support directed to carers are based on an understand-
ing of the individual carer’s actual needs and preferences
rather than on preconceptions of their supposed needs
drawn from a generalised support model. Further re-
search is needed to develop such support and evaluate
its effectiveness.
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