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Abstract.

BACKGROUND: Working family carers are an important resource for the care of older people but can experience negative
pressures without support.

OBJECTIVE: This study examined the perceived value of forms of support and the level of receipt of valued forms of support
among Swedish working carers, with a focus on information and communication technology (ICT)-mediated support.
METHODS: A convenience sample (N = 129) of working carers caring for an older (> 65 years) relative completed a web-
based questionnaire that addressed: caring characteristics; work-care conflict; and valued and received forms of support.
RESULTS: Overall non-ICT forms of support were the most highly valued, while receipt of valued support was low: on average
only 16.9% of participants who valued ICT-mediated forms of support received such support, while the figure was only slightly
higher (23.4%) for non-ICT forms of support. Higher levels of work-care conflict were associated with higher perceived value of
support for 13 out of fourteen forms of support.

CONCLUSIONS: The findings suggest that ICT-mediated and non-ICT forms of support should be regarded as complementary,
while the low level of receipt of valued forms of support could indicate high levels of unmet need in working carers. Implications
for further research and policy on working carers are considered.
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1. Introduction contribution to the care of older people is likely to be-
come even more important in the future [2]. However,

In Sweden, as in most European countries, work- working carers face significant challenges in balancing
ing family carers (i.e., family members providing un- and maintaining the roles of worker and carer. To date
paid informal care while also working in paid employ- there has been little research that has focused on the
ment/work or as self-employed, hereafter referred to as forms of support that working carers find valuable. In
working carers) play a pivotal role in caring for older particular, with increasing emphasis being placed on
people in the community [1]. Due to population ageing the potential of information and communication tech-
and the reduction in welfare provision, working carers’ nologies (ICTs) to support carers of older people [3],

more information is needed regarding the perceived

- value of such ICT-mediated support among working
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Kalmar, Sweden. E-mail: stefan.andersson @Inu.se. tation. This paper reports a study of the perceived value
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of various forms of support among Swedish working
carers of older people, with a focus on ICT-mediated
support.

1.1. Work and care

About 70% (900 000) of Swedish carers are in
work [4]. The largest group of working carers are
middle-aged adults that regularly provide care for a
family member, about 80% of whom are an older fam-
ily member, most often a parent [5]. Both women and
men provide care, while women provide the most de-
manding care and experience more difficulties to focus
on their job [6].

It is acknowledged that working carers can gain sat-
isfaction from providing care, which can sustain them
in their role [7]. Satisfaction can arise from the rela-
tionship with the care recipient, from feeling appreci-
ated and supported as a carer, and from a sense of ac-
complishment [8,9]. However, most research has fo-
cused on the negative impact of the challenges arising
from providing care [10], such as high levels of de-
pendency and behavioural disturbance in the care re-
cipient that can cause work interruptions, and restric-
tions on the carer’s social life, leading to a reduction
in his or her psychological wellbeing [8,9]. A nega-
tive impact can also be related to the strain arising
from the combination of care and work obligations. For
example, providing care can impact on work perfor-
mance, and work-related pressures can interfere with
the provision of care commensurate with a spillover-
crossover effect [10,11]. However, working carers may
equally value their work as it provides social contact
and support, a form of respite from caring and oppor-
tunity for self-realisation and independence [10]. The
complexity of work-care reconciliation with fluctuat-
ing care needs and varying forms and levels of sup-
port can make achieving a work-care balance more dif-
ficult. This can potentially be detrimental to working
carers’ mental and physical health [12] and may lead
to financial insecurity and loss of pension benefits [13].
While giving up work to provide care is not an option
for many Swedish carers, 10% reduce their working
hours to care for an older family member while some
5% give up work altogether [4,14,15], with no differ-
ence between males and females [6].

1.2. Support for working carers

In Sweden, the need to support working carers is
receiving attention from policy and carer organisa-

tions [13,16]. Family care support may consist of
several forms in four areas addressing carer needs:
1) Health and social care management, such as to learn
and access information about caring issues of rele-
vance to their own situation (e.g., about the care re-
cipient’s needs and available support); have practical
assistance in caring (e.g., via information and train-
ing in care provision) and in planning and coordina-
tion of care/help/support; 2) Social, peer-to-peer, and
emotional support, such as to talk about their situation
and share their experiences with others (e.g., to cope
with caregiving) via social support, counselling, and
carer support groups; 3) Carer relief and respite care,
and care recipient independence, such as to have ac-
cess to relief and respite care (temporary supervision of
the care recipient by a formal care provider to relieve
family carers) and day care for the care recipient; and
4) Financial support [17-19]. Anecdotal reports from
Swedish municipal family support units imply that ex-
isting services such as information, counselling, and
carer support groups are underused by working car-
ers [15,16]. Earlier empirical evidence validates such
claims, with data indicating that Swedish working car-
ers, especially non-cohabiting/working daughters of
older care recipients, report low frequency of use and
limited benefit of support [17]. Be that as it may, in
these studies the perspectives of working spousal car-
ers seem underrepresented, and results are based on a
fairly narrow definition of support and venues for im-
plementation.

Other forms of support may also be added to the
list above, such as various information and commu-
nication technologies (ICTs). These are increasingly
recognized as innovative means to increase accessibil-
ity of, and flexibility in, support [20]. ICT-mediated
support, such as support available via the Internet, has
been proposed as a means to provide Swedish work-
ing carers with flexible access to information, psy-
chosocial support, and learning opportunities, which
would otherwise be difficult to obtain due to limited
time while working and providing care [21,22]. Such
forms of ICT-mediated support and social, peer-to-
peer, and emotional support have been reported to re-
duce carer burden [23,24] and stress [25-27]. Tele-
care and assistive technologies for remote monitor-
ing, alerts and distance communication, used both out-
side and at the workplace, may help the care situation
and promote independence of the care recipient [19].
In various countries (e.g., the United States and the
United Kingdom), these forms of support for work-
ing carers are reported to reduce burden, provide re-
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lief and peace of mind from being relieved from care-
giving duties and from knowing that the care recip-
ient is safe [ct. [24,26,28]]. However, such forms of
support may also produce an unintended burden aris-
ing from the additional responsibility of responding to
alerts and from the daily maintenance of the technol-
ogy [23]. ICT-mediated support can also have a posi-
tive effect on secondary stressors arising from work—
care conflict [cf. [10,11]], connected to reduced work-
care interference, and increased work productivity and
work participation [26,27]. However, to our knowledge
studies on support for particularly Swedish working
carers that focuses on ICT-mediated support are still
sparse.

1.3. The present study

The main aim of this study was to describe the
perceived value of different forms of support among
Swedish working carers of older people, with a focus
on ICT-mediated support.

The primary research questions were: (1) What
forms of support are valued? (2) How are ICT-mediated
forms of support valued relative to non-ICT forms of
support? and (3) To what extent are valued forms of
support received? The secondary research questions
were: (1) What aspects of working life are affected by
providing care? and (2) are caring characteristics and
work-care conflict associated with the perceived value
of forms of support?

2. Methods
2.1. Design

A cross-sectional questionnaire-based survey design
was used as we wished to access a broad range of car-
ers and measure their perceived value of support at a
set point in time.

2.2. Sampling frame and participants

A convenience sampling strategy was used to re-
cruit participants via two channels, the Swedish De-
mentia Association (Svenska Demensforbundet) and
Carers Sweden (Anhorigas Riksforbund) as a way to
access a sample of working carers from a large, es-
timated population of working carers. Inclusion crite-
ria for participants were: being over 18 years of age;
being self-employed or in paid employment/work; and

presently caring for a person aged 65 years or older. A
total of 129 participants were recruited. Due to the na-
ture of the recruitment process (see Procedure, below),
a response rate cannot be determined.

2.3. Materials

The questionnaire contained a selection of standard
items for demographic information, items developed
by the research team, and validated items and/or scales.
The questionnaire consisted of four main sections: de-
mographic details; the family care situation; work-care
conflict; and valued and received forms of support.

2.3.1. Demographic details

Demographic information was obtained using a se-
ries of standard items to determine participant char-
acteristics, such as age, gender, employment, and so
forth.

2.3.2. Family care situation

Data on participants’ family care situation was ob-
tained using five items about the carer and the care re-
cipient situation. Items addressed caring history and
current caring circumstances. One item had dichoto-
mous response options (e.g., “yes”/“no”’), whereas four
items had multiple choice response options from which
participants could select those that applied to them.

2.3.3. Work-care conflict

The effect of caring on participants’ work situa-
tion was measured by a single item. Participants were
asked: How does providing care affect your working
situation? The response format was multiple-choice,
with participants selecting those response options that
applied to them. The influence of work on the possi-
bility to use support when providing care was mea-
sured via two items: Are work and care commitments
too time-consuming to allow you to participate in carer
support? If you have not used support for information,
education, and carer network meetings during daytime,
is this non-use due to work? Response options were:
“very often,” “often,” “sometimes,” “not at all,” and
“not sure.” Work-care conflict was measured using the
five-item work- care conflict Likert-type scale [10,11].
A forward and back translation procedure was used, as
gold standard, to translate the five items from English
into Swedish. Until agreement, first and third author
translated items into Swedish and fourth and last au-
thor, both Swedish and native English speakers, trans-
lated back into English. Participants were asked to rate:

99 ¢ ELINT3
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worry for the care recipient; lower energy levels; stress
over phone calls from, and about, the care recipient
while at work; work absenteeism; and self-perceived
quality of performed work. The response options for
all items were 1 = “totally disagree,” 2 = “partly dis-
agree,” 3 = “partly agree,” and 4 = “totally agree.”
The scale score was the mean of the scores for the five
items (range 1-4), with a high score representing high
work-care conflict. Cronbach’s alpha for the scale in
this study was 0.85.

2.3.4. Valued and received forms of support

The perceived value of support was measured us-
ing 10 items about, or related to, ICT-mediated sup-
port, and 14 items about non-ICT support. Items about
non-ICT support addressed common forms of support
and were drawn from the employers for carers’ sur-
vey [29], and from literature reviews conducted within
the Swedish Family Care Competence Centre. Further
items on ICT-mediated support were included follow-
ing a literature review [19]. Value of support is concep-
tualized and measured as something that is perceived
regardless of whether or not that support has been ex-
perienced. Participants were asked to rate how valuable
the forms of support would be to them in their situa-
tion as a working carer. Response options for each item
were: “it would be very”/“quite”/“a little”/*not valu-
able to me” and “I don’t know.”

Receipt of support was assessed by listing 13 differ-
ent forms of support for caring and asking participants
to indicate which of the forms of support they had re-
ceived outside of their workplace. An option to specify
an ‘other’ form of support was also provided.

2.4. Procedure

An advertisement for the study was placed in a
member bulletin of the Swedish Dementia Association
in February 2016, and also sent in May 2016 via an
email registry of delegates that had previously attended
the annual National Carers’ Day conference (Anhori-
griksdagen) organized by Carers Sweden. The advert
directed potential participants to a website containing
an online questionnaire. For the Swedish Dementia
Association potential participants were also offered a
paper-based format, which none of the participants re-
quested. The questionnaire was accessible from Febru-
ary to July 2016. One advert update was placed in the
Swedish Dementia Association member bulletin and
two email reminders were sent out to Carers Sweden’s
email registry.

2.5. Data analysis

SPSS v. 23.0 was used for all statistical analyses.
Descriptive (univariate) statistics were used to describe
the sample characteristics and study variables. Spear-
man’s rho (r) was calculated for associations between
the perceived value of support and work—care conflict,
while point biserial correlation () was calculated for
associations between the perceived value of support
and carer characteristics (being a spouse/non-spouse
and dementia/non-dementia carer). Reliability analysis
was performed to calculate Cronbach’s alpha () as a
measure of the internal consistency of the work conflict
scale. Alpha was set at p < 0.05 for each test, with no
adjustment for multiple testing; note should therefore
be taken of the potential for an inflated type I error rate,
and consideration given to the effect size of significant
associations.

The response options “very often,” “often,” and
“sometimes,” for the questions on the influence of
work on using support were collapsed into one cate-
gory. The response options for the perceived value of
support were collapsed from four into two, with “very”
and “quite” combined and “a little” and “not” com-
bined. The 24 forms of support were categorized, via a
triangulation process involving study authors (SA, LM,
EH, KM) until consensus, into four support areas (as
listed in the Introduction), and another category, i.e.,
support that didn’t fit in to a clear category.

2.6. Ethics

This study was conducted in compliance with ethical
principles of the Helsinki Declaration [30] and was ap-
proved by the Swedish regional ethics committee (dnr
2016/8-31).

3. Results
3.1. Demographic characteristics

Descriptive data on the sample is presented in Ta-
ble 1. The majority of the sample was female (n =
98; 95.1%), married/cohabiting (n = 87; 84.5%), col-
lege or university-educated (n = 78; 75.7%), and aged
45-65 (n = 86; 83.5%). The majority of participants
worked full-time (n = 70; 64.8%), with most em-
ployed in administrative work (n = 38; 40.9%).

3.2. Family care situation

The majority of participants had been caring for
their care recipient for more than 4 years (n = 78;
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Table 1
Participant demographic and care situation characteristics (/N = 129)
N %o N %
Gender Weekly caring hours
Female 98 95.1 1-5 hours 63 48.8
Male 5 49 6-10 hours 29 225
Age, years 11-20 hours 13 10.1
3044 11 107 21-34 hours 11 8.5
45-65 86 835 > 34 hours 13 10.1
66-77 6 5.8  Relationship to the care recipient
Relationship Adult child/children-in-law 88  68.2
Married/cohabiting 87 845 Spouse/partner 31 240
Unmarried 14 136 Other 10 7.8
Partners living separately 2 1.9  Diagnosis of the care recipient
Education Dementia 71 55
High school 25 243 Frailty 13 10.1
College/university 78 5.7 Physical impairment/disability 5 39
Employment Other 40 31
Full-time 70 64.8  Living and caregiving situation
Part-time 26 242 Cohabiting with the care recipient 26 20.2
Seeking employment 1 0.9 Caring for a person living alone in his/her own dwelling 55  42.6
Self-employed 11 10.1 Caring for a person cohabiting with another person in 19 147
Occupation his/her own dwelling
Administration 38 409 Caring for a person living in a caring home 29 225
Operational work/production 32 344
Manager 23 247
Caring duration
< 6 months 3 23
6-11 months 6 4.7
1-3 years 42 326
4-6 years 31 240
> 7 years 47 364

60.4%) and was caring for a parent/parent-in-law (n =
88; 68.2%), in a large number of cases a care recip-
ient with dementia (n = 71; 55%). Just over half of
the sample (n = 66; 51.2%) provided 6 hours or more
of care per week. The majority (n = 100; 77.5%)
cared for someone living in her/his own dwelling, or
for someone with whom they were cohabiting. Further
data on the care situation is presented in Table 1.

3.3. Work-care conflict

Relatively few participants indicated that their car-
ing role did not influence their work (n = 17; 14.8%).
Data on how the remaining (n = 98) participants’ car-
ing commitments affected their working situation is
presented in Table 2. The majority of participants in-
dicated that their work was affected by psychologi-
cal and physical strain arising from their caring role,
i.e., by being worried about the older person while
at work (n = 72; 81.8%) and having less energy for
work (n = 70; 77.8%). Fewer participants reported
that their caring role affected logistical or practical as-
pects of their work, although in some cases these ef-
fects were reported by a substantial number (e.g., be-

ing disturbed by telephone calls about, and from, the
care recipient during work, (n = 47; 53.4%); using va-
cation days (n = 42; 42.9%) and adapting their work
(n = 32; 32.7%) to be able to provide care). The mean
score for participants’ responses to the five items of the
work-care conflict scale was 2.30 (SD = 0.85), close
to the mid-point of the scale (note: additional analysis
found no significant difference in work-care conflict
between carers of home-based care-recipients, and car-
ers of care-recipients in residential care). Table 2 also
shows that about a third of participants was unable to
access support groups for information, education, and
carer networking during their day due to work, while
two-fifths did not have time to use carer support due to
work and care commitments.

3.4. Valued forms of support and support areas

Table 3 shows, for each form of support, the pro-
portion of participants who indicated the support was
very/quite valuable, and the proportion who indicated
the support was a little/not valuable. Nearly two-thirds
(n =15, 62.5%) of the forms of support was valued
by 50% or more of the sample. The most valued form
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Table 2
Participants responding affirmatively to questions on the influence of care on work, work-care influence, and accessing carer support (N = 129)
n %
Care influence on the work situation®
Vacation days used to be able to provide care 42 429
Adapted work or changed jobs to be able to provide care 32 327
Reduced working hours to be able to provide care 18 184
Refrained from seeking or taking on other work due to caring 17 173
Taken sick leave as a consequence of caring 14 143
Taken on less qualified work/responsibility to be able to provide care 8 8.2
I don’t know 5 5.1
Other 7 7.1
Work-Care influence during the last two months?
Being worried about the older person while at work 72 81.8
Having less energy for work 70  77.8
Being disturbed by telephone calls about and from the cared for person during work 47 534
Having lost to many workdays 28 318
Less self-perceived quality of performed work 27 310
Influence on carer using support3
Has not participated in carer support for him/herself because work and care commitments have been too time-consuming 44 386
Has not used support for information, education, or carer network meetings during daytime due to work 39 349

1Based on dichotomised responses (“yes”/“no”). n. = 98 due to missing and non-applicable cases. 2Likert — type items of the work-care conflict
scale. “Totally” and “partly agreed” are combined and presented as one response. Due to missing cases and non-applicable cases, n = 88-90.

”

3Based on Likert type-item responses. “Very often,
114-112.

of support was ICT-mediated (web access to informa-
tion, n = 86; 76.8%), but otherwise eight out of the
ten ICT-mediated forms of support were valued by less
than half the participants. By comparison, only one of
the non-ICT forms of support was valued by under half
the participants.

In terms of the most valued support areas, when con-
sidering ICT-mediated support Health and social care
management was the most valued support area (63.6%
of participants, as an average of two forms of support
within this area), followed by Social, peer-to-peer, and
emotional support (47.7% of participants, one form of
support), then Carer relief and respite care, and care re-
cipient independence (38.1% of participants, averaged
across five forms of support combined). For non-ICT
support, Health and social care management was the
most valued support area (63.6% of participants, an av-
erage of four forms of support), followed by Social,
peer-to-peer, and emotional support (58.7% of partici-
pants, averaged across six forms of support), then Fi-
nancial support (55.2%, one form of support) and fi-
nally Carer relief and respite care, and care recipient
independence (52.7%, an average of three forms of
support). Thus, the ranking of support area by value
was comparable between the two delivery modes, but
the level of value was generally higher when the mode
of delivery was non-ICT. It should also be acknowl-
edged that the level of value for forms of support could
range substantially within a given support area. Thus,
within the Carer relief and respite care and care re-

often,” and “sometimes” are combined and presented as one. Due to missing cases, n =

cipient independence support area (non-ICT) whereas
nearly two-thirds of the sample valued relief from car-
ing through the help of family and friends (n = 67;
63.9%), only just over a third of the sample (n = 37,
35.3%) valued help to rest and have time for them-
selves e.g., through respite care. However, the majority
of participants (n = 66; 58.9%) valued having infor-
mation about where and how to get time for self and
rest.

3.5. Received forms of support

Of the fourteen possible forms of support specified
(including ‘other’), the median number received by
participants was 2.0 (n = 110; IQR 1.0-3.0). For those
forms of support for which data was gathered on both
value and receipt (n = 11), we examined the propor-
tion of participants who received a valued form of sup-
port. Thus, Fig. 1 shows, for those participants who re-
sponded that a form of support was valued, the propor-
tion that was and the proportion that was not in receipt
of that support. As would be anticipated given the low
median value for the number of forms of support re-
ceived, in general the proportion of participants in re-
ceipt of valued support was low. Averaged across the
11 forms of support, the proportion of participants in
receipt of valued support was 21.7%.

The proportion of participants in receipt of ICT-
mediated support averaged at 16.9% across three forms
of support. However, this average hides very low lev-
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Table 3
Perceived value of different forms of support (N = 129)
“Very”/  “Alittle”/
Forms of support! “quite “not
valuable”  valuable”
n % % Support area
ICT-mediated support
To have access to information via the web 112 76.8 10.7 Health and social care management
To be able to participate in meetings for care planning or 107 50.4 40.2 Health and social care management
doctors’ appointments at a distance via computers, tablets,
smartphones, and TV screens
To be introduced to available technical aids, such as alarms, 105 49.5 33.4 Relief and respite care, or care recipient
sensors, and equipment for communication independence
To be able to meet other cares via forums on the web to share 109 47.7 41.2 Social, peer-to-peer, and emotional support
experiences
To have the possibility to use technologies during work hours 105 42.8 40.9 Other
(e.g., alarms, cameras, video, GPS)
To be able to communicate with the care recipient from a 107 40.2 47.6 Relief and respite care, or care recipient
distance via computers, tablets, smartphones, and TV screens independence
To be alerted in case of falls, or of use of windows and doors, 107 34.6 46.7 Relief and respite care, or care recipient
via sensors and cameras in the home of the care recipient independence
To be able to receive information about the care recipient, or 107 34.6 50.5 Relief and respite care, or care recipient
to be able locate where the care recipient is outside the home, independence
e.g. via GPS
To receive information, via different technology solutions, 108 31.8 54.2 Relief and respite care, or care recipient
about whether the care recipient has used the stove, refriger- independence
ator, pill dispenser, toilet door, or bed
To be able to remain anonymous when meeting other carers 109 25.7 56.9 Other
Non-ICT-mediated support
To have access to information about where to get help for the 112 72.3 14.3 Health and social care management
care recipient
Emotional support- to be able to talk to someone about one’s 109 66.9 24.8 Social, peer-to-peer, and emotional support
situation’
To receive more assistance with planning and coordination 105 64.8 20.0 Health and social care management
of care/help/support
To get information on how to get support as a carer 112 64.3 20.5 Social, peer-to-peer, and emotional support
To get more relief in caring with help from other family and 105 63.9 23.8 Relief and respite care, or care recipient
friends independence
To get support from the family care support unit in the mu- 109 60.2 27.5 Social, peer-to-peer, and emotional support
nicipality
To have help to have assistive aids introduced and adaptions 105 60.0 27.6 Health and social care management
made at the home of the care recipient
To access information about where and how to get time for 112 58.9 21.4 Relief and respite care, or care recipient
self and rest, respite independence
To receive more help performing domestic tasks in caring, 105 57.2 29.5 Health and social care management
e.g., cleaning, gardening, shopping
To access information about, or to get into contact with, the 112 57.1 25.0 Social, peer-to-peer, and emotional support
municipal family care support
To receive financial reimbursement for caring 105 55.2 342 Financial support
To be able to meet other carers onsite (face-to-face) in groups 109 532 39.4 Social, peer-to-peer, and emotional support
to share experiences
To enjoy social support, e.g., carer support, carer groups 105 50.4 36.7 Social, peer-to-peer, and emotional support
To be able to rest and have time for self ,e.g., through respite 105 353 44.7 Relief and respite care, or care re indepen-

care

dence

1Due to missing cases, n varies across items; n per item is given where appropriate. “Don’t know” responses are included in the calculation of
percentages, but are not presented in the Table. GPS = global positioning system; ICT = information and communication technology.

els of receipt for two forms of web-based support, sup-
port for becoming informed and educated in caregiv-
ing (n = 6; 7.0%) and support for meeting peer carers
(n =4;7.2%). By comparison, the receipt of technolo-
gies in the home of the care recipient (e.g., alarms and

sensors) was considerably higher (n = 19; 36.5%).
The proportion of participants in receipt of non-ICT
support averaged at 23.4% across eight forms of sup-
port. The lowest level of receipt was for support en-
abling rest or time for self, respite care, which was re-
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Fig. 1. Proportion of participants receiving valued forms of support.

ceived by none of the 33 participants who valued that
support, while the highest level of receipt was for relief
received from family and friends (n = 32, 47.8%).

3.6. Associations between value of support,
caregiving characteristics, and work-care
conflict

The bivariate associations between caregiving char-
acteristics, work-care conflict, and value of support are
presented in Table 4, separately for ICT-mediated and
non-ICT based support.

3.6.1. ICT-mediated support

Being a spouse vs. non-spouse carer was not signif-
icantly associated with the value of support for any of
the ICT-mediated forms of support. Caring for a per-
son with dementia was associated with a higher value
for being introduced to available technical assistive de-
vices, such as alarms, sensors, and equipment for com-
munication (r,,(87) = 0.261; p < 0.05), and use of
such technologies in the home of the care recipient for
emergency alerts (e.g., in case of falls, use of windows
and doors) (7,,(87) = 0.230; p < 0.05).

Six out of the ten associations between the work-
care conflict scale and the value of ICT-mediated
forms of support were significant, all indicating that

higher levels of work-care conflict were associated
with higher levels of value. The strongest associations
were between high work-care conflict and high value
for being introduced to available technical assistive de-
vices (i.e., alarms, sensors, and equipment for commu-
nication) (rp5(84) = 0.458; p < 0.01), the receipt of in-
formation on, and equipment for, locating the care re-
cipient outside the home (7,,(87) = 0.346; p < 0.01),
and using technologies (e.g., alarms and sensors) dur-
ing working hours (r,,(85) = .325; p < 0.01).

3.6.2. Non-ICT support

Caring for someone with/without dementia was as-
sociated with the value of only one form of support,
indicating that caring for someone with dementia was
associated with a higher value for more assistance
with planning and coordination of care/help/support
(rpp(89) = 0.227; p < 0.05).

Four out of the fourteen associations between being
a spouse vs. non-spouse carer and the value of non-ICT
forms of support were significant, all indicating that
being a spouse carer was associated with higher levels
of value. The strongest associations were between be-
ing a spouse carer and higher values for being able to
meet other carers onsite in groups to share experiences
(rpp(101) = 0.249; p < 0.05), and with being able to
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Table 4
Perceived value of forms of support: associations with care characteristics and work-care conflict (N = 129)
Dementia/non- Spouse/non- Work-care
Forms of support . .
dementia carer spouse conflict
n Tpb n Tpb n Ts
ICT-mediated support
To have access to information via the web 98 0.052 98 —0.055 94 0.298**
To be able to participate in meetings for care planning or doctors’ appointments 97 0.031 97 —0.165 93 0.066
at a distance via computers, tablets, smartphones, and TV screens
To be introduced to available technical aids, such as alarms, sensors, and equip- 87 0.261%* 87 0.029 84  0.458**
ment for communication
To be able to meet other carers via forums on the web to share experiences 97 0.196 97 0.056 93  0.187
To have the possibility to use technologies during work hours (e.g., alarms, cam- 88 0.148 88 0.045 85  0.325%*
eras, video, GPS)
To be able to communicate with the care recipient from a distance via computers, 94 0.011 94 —0.112 91  0.240%*
tablets, smart phones and TV-screens
To be alerted in case of falls, or of use of windows and doors, via sensors and 87 0.230%* 87 —0.030 84 0.167
cameras in the home of the care recipient
To be able to receive information about the care recipient, or to be able locate 91 0.201 91 0.058 87  0.346%*
where the care recipient is outside the home, e.g. via GPS
To receive information, via different technology solutions, about whether the 92 0.140 92 0.007 87  0.267*
care recipient has used the stove, refrigerator, pill dispenser, toilet door, or bed
To be able to remain anonymous when meeting other carers 90 0.006 90 0.137 85  0.094
Non-ICT-mediated support
To have access to information about where to get help for the care recipient 97 0.109 97 0.071 93 0.330**
To have emotional support- to be able to talk to someone about one’s situation’ 100 0.009 100 0.216* 95  0.438%*
To get information on how to get support as a carer 95 —0.025 95 0.078 90  0.219*
To have help to have assistive devices introduced and adaptions made at the home 92 0.089 92 0.004 90  0.274%*
of the care recipient
To receive more assistance with planning and coordination of care/help/support 89 0.227* 89 0.172 85  0.415%*
To get more relief in caring with help from other family and friends 92 0.137 92 0.023 89  0.356%*
To access information about where and how to get time for self and rest, respite 90 —0.010 90 0.183 86  0.299%*
To get support from the family care support unit in the municipality 96 0.034 96 0.171 91  0.222%*
To access information about, or to get into contact with, the municipal family 92 0.071 92 —0.020 87  0.149
care support
To receive more help performing domestic tasks in caring, e.g., cleaning, garden- 91 —0.009 91 —0.006 89  0.255%
ing, shopping
To be able to meet other carers onsite (face-to-face) in groups to share experi- 101 0.097 101 0.249*% 97  0.286**
ences
To receive financial reimbursement for caring 94 —0.116 94 0.135 89  0.356%*
To enjoy social support, e.g., carer support, carer groups 95 —0.142 95 0.237% 91  0.322%%*
To be able to rest and have time for self, e.g., through respite care 84 0.171 84 0.262*% 80  0.355%*

Note: n: s are based on pairwise deletion of missing cases. 7, = bivariate point-biserial correlation. 7s = bivariate correlation using Spearman’s

rho. *p < 0.05; **p < 0.01.

rest and have time for self, e.g., through respite care
(rpp(84) = 0.262; p < 0.05).

Thirteen out of the fourteen associations between
scores on the work-care conflict scale and the value of
non-ICT forms of support were significant, all indicat-
ing that higher levels of work-care conflict were asso-
ciated with higher levels of value. The strongest asso-
ciations were between high levels of work-care con-
flict and higher value for being able to talk with some-
one (emotional support) (r,,(95) = 0.438; p < 0.01),
more assistance with planning and coordination of care
(rpp(85) = 0.415; p < 0.01), getting more relief from
family and friends (r,,(89) = 0.356, p < 0.01), being
able to rest and have time for self, e.g., through respite
care (r,5(80) = 0.355, p < 0.01), and receiving finan-

cial reimbursement for caring (r,,(89) = 0.356, p <
0.01).

4. Discussion

This study makes a contribution by providing new
knowledge on support for Swedish working carers that
focuses on ICT-mediated support, an area where our
current understanding is relatively poor. Our research
questions asked which ICT and non-ICT forms of sup-
port are valued by working carers of older people, and
to what extent valued forms of support are received.
We also asked whether the provision of care affected
work commitments and whether, and how, work-care
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conflict was associated with the perceived value of
forms of support among carers.

Our main findings indicate that most forms of sup-
port were valued by the majority of participants, with,
overall, non-ICT forms of support being more highly
valued. However, among those participants who valued
a form of support, only a minority received that sup-
port, and this was true for both ICT and non-ICT forms
of support. Most participants indicated that their work
was affected by their care situation, with most report-
ing that their work was affected due to the psycholog-
ical and physical strain arising from their caring role.
Fewer participants indicated that their caring role af-
fected the logistical or practical aspects of their work,
although the proportion affected was still substantial.
The importance of work-care conflict was underlined
by the finding that participants who scored higher on
the work-care conflict scale perceived higher value in
nearly all forms of support. By comparison, such key
characteristics of the care situation as being a spouse or
non-spouse carer or caring for someone with or with-
out dementia had fewer associations with the perceived
value of support.

4.1. Perceived value of ICT-mediated and non-ICT
forms of support

Forms of support in the area of health and social care
management were the most valued by participants, re-
gardless of whether they were ICT-mediated or not.
This finding is given credence by research acknowl-
edging that carers are particularly stressed when lack-
ing information, and, with regard to working carers,
when being obliged to organise, plan, and coordinate
health and social care [6,31]. The relatively lower level
of perceived value for social, peer-to-peer, and emo-
tional forms of support found in our study are reflected
in research reporting low frequency of use and lim-
ited benefit of municipally organised support groups
among Swedish working carers [13—17]. Further, the
relatively lower perceived value of support for relief
and respite, e.g., through respite care in our study, has
been reflected in research on Swedish working daugh-
ters low service use when caring of older care recip-
ients refusing such services when allowed to decide
her/his own care arrangements [17].

When comparing the perceived value of ICT-
mediated forms of support to non-ICT forms of sup-
port, we would argue that our results suggest that ICT-
mediated support is complementary to non-ICT sup-
port. Firstly, having information (e.g., about support

for the carer and the care recipient) and getting assis-
tance with planning and coordination for health and so-
cial care management were highly valued. Using the
web to access such information stands out in our results
as the most valued support. Further, the ability to par-
ticipate in care planning or doctor’s appointments from
a distance via ICT may suggest an alternative means
for working carers to stay informed, and may be val-
ued when planning health and social care for their care
recipients.

Secondly, a comparison of different modes for social
and peer-to-peer support shows that web-based support
for carers, allowing them to meet their peers, was only
slightly less valued than an onsite, physical, meeting.
This difference should be considered in the context of
other findings of this study, i.e. the one-third of car-
ers who indicated that they were unable to access sup-
port groups during the day due to work, the 40% who
had no time to use carer support due to their work and
care commitments, and the 25% that indicated a pref-
erence for anonymity when meeting other carers. ICT-
mediated forms of support would clearly have applica-
tion for such carers, as also described by Andersson et
al. [21]. A preference for physical meetings with other
carers rather than ICT-mediated meetings may be re-
lated to experiencing fewer digital skills or the view
that communication is too impersonal when not involv-
ing synchronous interaction or physical contact [21].

Thirdly, between one-third and two-fifths of par-
ticipants valued information on safety and prevention
via remote monitoring technologies. Such technolo-
gies may assist working carers in providing everyday
care while maintaining their employment (e.g., alarms,
sensors as a form of in-house respite care), as shown
in Mahoney et al. [26] and Jarrold and Yeandle [28],
and offer a viable alternative to traditional institutional
respite care or day care at a time when the withdrawal
of the welfare state and the increase in numbers of
older people is putting pressure on such services in
many countries, including Sweden [15]. Nevertheless,
we found a higher perceived value for being introduced
to telecare and assistive technologies than for actually
using these forms of support for safety and preventive
monitoring. This discrepancy may be due to partici-
pants seeing such technologies as more for support-
ing the care-recipient’s independence and safety than
being a support for themselves personally, i.e., as car-
ers [19]. Alternatively, the discrepancy may indicate a
general need for having such support available when
required, as opposed to using such support when avail-
able, which is suggested as a key characteristic of sup-
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port need among European family carers [17]. Finally,
nearly one-quarter of our participants cared for some-
one living in a residential care facility, which may have
reduced the perceived value of all forms of respite care
in our sample.

4.2. Receipt of valued support

The median number of different forms of support re-
ceived by participants in our sample was two, which,
when combined with the general low level of receipt
of valued forms of support, suggests a poor level of re-
ceived support for working carers. Though it cannot be
stated for certain that something that has a high per-
ceived value is in fact needed, still there is an argument
to be made that our results suggest a high degree of un-
met need for support in our participants. The forms of
support that were considered in our study reflect those
domains of support for which high levels of need have
been found among carers in other research, namely,
the need to be able to: (1) learn and access informa-
tion about caring issues of relevance to their own situa-
tion; (2) talk about their situation and share their expe-
riences with others; (3) have practical assistance in car-
ing; and (4) have access to relief and respite care [32].
The low level of receipt of valued forms of support may
indicate an underdeveloped municipal family support
system, which fails to acknowledge the difficult situa-
tion of working carers and/or fails to provide informa-
tion on the availability of support and how to access
it [13,16,33].

4.3. The influence of caring on working life

Our results confirm those from other studies, namely
that caring influences working life [6,34]. Our results
show that the great majority of participants had been
affected in their work situation by their caring role.
Psychological and physical strain arising from their
caring role (i.e., worry about the older person while at
work and having less energy for work) was the most
commonly reported effect; however, a substantial num-
ber of participants were also affected logistically or
practically (e.g., adapting their work for caring, losing
too many workdays, or finding new work).

Our analyses also demonstrated a strong link be-
tween higher levels of work-care conflict and a higher
perceived value of support, for both ICT-mediated and
non-ICT forms of support. The most common con-
tributions to work-care conflict in this study, as mea-
sured via the items of the work-care conflict scale,

were worry about the care recipient, having less en-
ergy for work, and being disturbed at work by phone
calls about, and from, the care recipient. Interestingly,
the strongest associations between work-care conflict
and value of support were found for those forms of
support that may address such contributing factors:
namely, being introduced to available technologies
such as alarms, and using such technologies for locat-
ing the care recipient (not for emergency alerts), espe-
cially during work hours. Our findings reflect those of
other studies, where working carers experience peace
of mind and emotional and physical respite from us-
ing such technologies [24,26,28,35]. Also, using the
described technologies during work hours in worksite
programs may allow working carers to better balance
care and work, thus reducing the negative impacts of
caring [21], although a different research design than
that of the present study would be required to test this
claim. While the associations between work-care con-
flict and perceived value of support cannot be viewed
as causal due to the cross-sectional nature of our study,
it is logically easier to argue that the direction of influ-
ence is that conflict between care and work increases
the perceived value of support rather than that an in-
creased value for support might cause an increase in
work-care conflict.

It is acknowledged that caring for someone with
dementia, and for a spouse, can often strongly influ-
ence carers’ support needs [36]. It is rather surpris-
ing, therefore, that these characteristics of the caring
situation had relatively few associations with the per-
ceived value of different forms of support. One reason
for this may be that the categories of dementia care vs.
non-dementia care, and spouse vs. non-spouse, while
defining characteristics of the caring role, are fairly un-
sophisticated descriptions and statistically insensitive
measures of what is a highly complex care situation.

4.4. Study strengths and weaknesses

The study’s main weakness relates to its conve-
nience sample, which was obtained through two re-
cruitment channels for which no response rate can
be accurately determined. It is likely that our sample
is therefore biased in unquantifiable ways, and may
not be a good representation of our study population,
which in itself offers only a limited representation of
our target population. Our sample is representative in
age distribution, marital status, weekly caring hours,
relationship to the care recipient, and living and care-
giving situation compared with Swedish national based
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surveys [4,6]. We do however acknowledge that our
convenience sample has a majority of females. While
most carers are female, the combination of a relatively
small sample size with a large majority of females lim-
ited the extent to which we could carry out analyses by
gender. Women are known to experience more men-
tal and physical strain than men and experience more
difficulties in finding time for leisure activities and re-
duced ability to focus on their job [6]. This may explain
why a higher proportion of our sample,18.3%, had re-
duced their working hours compared to 10% reported
in a survey conducted by the Swedish National Board
of Health and Welfare [4].

We acknowledge that not knowing if participants
have experienced or were aware of the existence of
certain forms of support limits what conclusions can
be drawn. Nevertheless, due to the questionnaire items
identifying forms of ICT and non-ICT support that are
relatively generic, we believe that a lack of awareness
of such forms of support is likely to be low and bias in
the analysis minimal.

We acknowledge that the web-based survey format
required that our participants had some familiarity with
accessing and using the internet and this may have bi-
ased our sample in favour of those carers with such ex-
perience. However, it should be noted that our other re-
cruitment channel offered a paper-based survey format
making it possible for carers with less experience of
the internet to participate.

We also acknowledge 11.6 —18.6% missing data in
our questions on perceived value of support, received
support, and work—care influence, which may have in-
troduced bias into our analyses. Missing value anal-
ysis revealed patterns of not completing the whole
questionnaire, i.e., giving up halfway through (n =
26), which may have to do with fatigue at finding the
questionnaire too extensive, or having technical issues
when completing the web-based questionnaire. How-
ever, an MCAR test [37] was non-significant, so the
null hypothesis that our data are missing at random
cannot be rejected. In our analyses, multiple bivariate
tests were carried out, inflating the chance of type I er-
ror. However, we chose not to correct for this due to
our relatively small sample for specific analyses also
increasing the potential for type II error. Taking all the
above information together, generalization of our find-
ings to the wider population of working carers of older
people must therefore be considered with due caution.

It might also be considered to what extent find-
ings from a study concerning the perceived value of
ICT-mediated and non-ICT forms of support among

Swedish working carers might have implications for
understanding the situation of working carers in other
countries. After all, there are substantial differences
between countries relating to welfare systems, work-
ing and caring cultures, and ICT use. Nevertheless, we
would argue that our findings should be of interest to
academic, policy, and practitioner communities inter-
nationally, as working carers in many different coun-
tries experience the dual pressure to work longer and
care more. Where there is a lack of services and sup-
port for working carers, the price for many is the loss
of paid work, impaired health, and an uncertain finan-
cial future, as a study comparing the United Kingdom
and Sweden has shown [33]. Understanding how work-
care conflict relates to the value of different forms
of support among working carers, particularly ICT-
mediated support, is critical from an international pol-
icy perspective given the reduction of welfare provi-
sion in many countries and the need to retain people of
working age in the labour market [15].

4.5. Conclusions and implications for policy and
practice

Our study found high levels of work-care conflict
among working carers, with conflict associated with
higher levels of perceived value for support, while re-
ceipt of valued forms of support was low. Taken to-
gether our findings suggest a worrying level of unmet
support needs in working carers which is inflated by
the work-care conflict they experience. Our findings
are perhaps indicative of underdeveloped carer support
in municipalities. These findings are relevant for health
and social care professionals, municipalities and for-
mal care organisations, and for employers wanting to
develop strategies to meet the support needs of work-
ing carers of older people. While on one level we found
non-ICT forms of support to be more highly valued
by working carers than ICT-mediated forms, reflect-
ing on different elements of our results suggests that
ICT-mediated and non-ICT forms of support are highly
complementary. We suggest that future research should
explore the effects of ICT on relief and respite care,
and the use of ICT at the worksite and in the planning
and coordination of care.
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