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Abstract

Background: Demographic, economic and organisational changes challenge home care services. Increased use of
welfare technology and involvement of family members as co-producers of care are political initiatives to meet these
challenges. However, these initiatives also involve ethical aspects.

Method: The aim of this qualitative study was to explore family caregivers’ experience of involvement and possible
ethical aspects of caring for frail older family members receiving home care services supported by welfare technology.

This study used a qualitative explorative and descriptive design within a phenomenological-hermeneutical approach.
Sixteen interviews with eighteen family caregivers were conducted. The participants were sons, daughters, siblings
and spouses of frail older people receiving home care services with the support of welfare technology. Data were ana-
lysed using reflexive thematic analysis. The COREQ checklist was used.

Results: The analysis led to five main themes. First, the family caregivers’ experienced caring as meaningful but
increasingly demanding concerning the changes in home care services. Second, they experienced a change in
relationships, roles, tasks, and responsibilities related to more family involvement and the use of welfare technology.
This also challenged their sense of autonomy. However, welfare technology helped them deal with responsibilities,
especially safety. The family caregivers requested early involvement, dialogue for care decisions, more cooperation
and support from health professionals. Third, the participants experienced that health professionals decided the
conditions for co-production without discussion. Their need for information and knowledge about welfare technol-
ogy were not met. Fourth, the family caregivers felt that the health professionals did not adequately recognise their
unigue knowledge of the care receiver and did not use this knowledge for customising the welfare technology to the
care receiver and their families. Fifth, the family caregivers expressed concern about service and welfare technology
inequality in home care services.

Conclusions: Co-production in the involvement of family caregivers in care is still not an integral part of home
care service. Welfare technology was appreciated, but the family caregivers called for early involvement to ensure
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successful and safe implementation and use. More attention needs to be given to ethical concerns about the change
in relations, transfer of tasks and responsibility, and risk of inequality.

Keywords: Caregiver, Elderly, Ethics, Home care, Involvement, Qualitative research, Technology

Introduction

During the past two decades, healthcare services have
changed due to increasingly ageing populations, a short-
age of health professionals and a transfer of specialised
healthcare services to primary care [1-3]. The rationing
potential of older people living longer in their homes
receiving home care services is emphasised in health
policy documents [4, 5]. To support services for older
people, the importance of using welfare technology is
underlined. Furthermore, health policy calls for family
caregivers to co-produce care [2, 4, 6].

With the transformation of health care, home care
is changing the service for older care receivers through
increased use of welfare technology. More knowledge is
needed about family caregivers’ experiences as co-pro-
ducers of care using these technologies and their collabo-
ration with the services. Investigation of ethical aspects
of this complex interaction and co-production is under-
explored and requires attention if the quality of care is to
be ensured.

Background

Older people living at home are often frail and need sup-
port from their family [2]. A central challenge in home
care services seems to be that welfare technology is often
introduced without involving the care receivers and their
families in the process [7, 8]. Increased expectations of
co-production of care and the use of welfare technology
raise ethical concerns about how to balance responsibil-
ity and proper care, maintain trust and mutual respect
for individuals’ autonomy, and secure equal access to
welfare services.

The role of family members

In Norway and the rest of Europe, there has been
increasing awareness in health policy of family members’
vital contribution to the care of frail older people living
at home [2, 4, 9]. Data from Europe show that 5.4% of
women and 2.2% of men aged 18-64 have reduced their
working hours or taken breaks from work of more than a
month to take care of ill and older family members with
disabilities [10].

Many family members wish to be involved in decision
making and care planning in a collaborative practice
with health professionals [11]. They can bring invaluable
knowledge about the care receivers’ values, resources
and needs [12, 13]. Their knowledge of the care receivers

can improve home care services if used wisely [14, 15].
The ethics of care theory underlines family caregivers’
ability to recognise and respond to care receivers’ well-
being and needs [16, 17]. However, numerous stud-
ies stress that the feeling of duty and responsibility for
practical and psychological support can be challenging
[14, 15, 18]. Family caregivers often perceive their role
as lonely, exhausting and burdensome [18]. Challenges
related to the power asymmetry between health profes-
sionals, family caregivers and care receivers, in terms of
communicative strategies, have been identified [18, 19].

User involvement and co-production

The trend towards more user involvement is expected
to result in a demand for increased co-production. Co-
production is receiving broad attention worldwide in
healthcare. It can be seen as a step towards increased
democratisation and the right to improve healthcare
services [6, 20, 21].

The Co-production Network for Wales describes the
term co-production as: ‘an asset-based approach to pub-
lic services that enables people providing and people
receiving services to share power and responsibility and
work together in equal, reciprocal and caring relation-
ships’ [22].

The public sector has embraced this involvement
approach because of its potential to improve service
quality and user satisfaction and reduce costs [6, 23].
Co-production occurs when people individually or col-
lectively engage actively in delivering and designing the
services they or their family members receive. Valuing
knowledge from all parties involved while acknowledg-
ing each persons’ strengths are core principles in co-pro-
duction and are inspired by common ethical values and
principles [24, 25]. The emphasis is on peoples’ lives, not
on the systems [22]. A positive attitude towards co-pro-
duction and trust between family caregivers and health
professionals are considered requirements for co-pro-
duction of care [16, 26, 27]. However, there are ongoing
debates about its definition and impact [28].

Public home care services and implementation of welfare
technology

There are differences in the availability and practi-
cal organisation of home care services for older people
in Europe [29, 30]. In Norway, municipalities provide
primary health and social care, including home care
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services. The home care service is organised by geo-
graphical areas and is an integral part of the healthcare
service [31]. Taxes primarily finance the services, which
are free of charge. All inhabitants of Norway have a legal
right to receive healthcare regardless of age, gender and
socio-economic status [32]. Equal access to health ser-
vices is an essential ethical principle [33]. The Norwe-
gian healthcare model is based on solidarity, focuses on
universal civil rights, and is part of the Scandinavian or
Nordic welfare model. However, the ageing population,
immigration, globalisation and limited resources chal-
lenge the model [9]. Despite the basic premise of equal
access to services, we see in Norway and Europe that
access to and use of healthcare services vary among pop-
ulation groups and are related to income and education
level [34-36].

We have chosen the Scandinavian umbrella term ‘wel-
fare technology’ to describe and name technological
solutions used to support older people living at home
[37]. Welfare technology can also function as a support
for family caregivers [38]. One of the most used defini-
tion of welfare technology in Norway is:

‘Welfare technology is primarily technological
assistance that improves the safety, security, social
participation, mobility and physical and cultural
activity, and strengthens the ability of individu-
als to fend for themselves in everyday life despite
illness and social, mental or physical disability.
Welfare technology can also act as support to their
families and otherwise help to improve availability,
resource utilisation and quality of service provi-
sion. Welfare technological solutions in many cases
can prevent the need for services or institutionali-
sation’ ([39], p 99). Translation by Hole [40].

Kamp et al. [37] point out that the term is broad and
loosely defined, covering a wide array of technologies. In
international literature on healthcare technology, terms
like assistive technology, telecare, telehealth and e-health
are used, but the dividing lines between them seem to
be blurred [41, 42]. To increase quality, save time and
cut costs, welfare technology is expected to be an inte-
gral part of primary healthcare in Norway [43]. However,
welfare technology affects the lives of care receivers and
family caregivers and therefore involves empirical, practi-
cal, and ethical issues related to the introduction of wel-
fare technology.

Many frail older people want to live at home for as long
as possible, supported by home care services and fam-
ily caregivers. Welfare technology can help to make this
possible [8, 44]. Welfare technology solutions are being
implemented to improve safety and care quality for care
receivers and family caregivers [2, 37]. They may reduce
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the stress and strain experienced by some family caregiv-
ers [38]. However, family caregivers’ views and experi-
ences of welfare technology and their involvement in
implementation and daily use have been poorly docu-
mented [45].

Ethical aspects of family caregivers’ involvement

and welfare technology

Involvement and the increased use of welfare technol-
ogy include ethical aspects for care receivers and their
families [46, 47]. Some ethical implications of welfare
technologies have been examined and discussed, such
as implications for privacy, freedom and autonomy of
care receivers [46, 48, 49]. However, little consideration
has been given to the implications for the involvement of
family caregivers when the use of welfare technology is
increased.

To understand family caregivers’ experience and the
values at stake, we examine the importance of personal
relationships and responsibility inspired by the ethics of
care theory [16, 17]. The values of responsibility, con-
cern and attachment forming care are based on personal
relationships. Personal attitudes, such as respect for the
other and the desire to provide care, are central [16]. Still,
family members can also perceive care as an obligation
and an added burden in their daily lives [16]. Hence, the
feeling of obligation and added responsibility can chal-
lenge the family caregivers sense of autonomy and feel-
ing of agency. According to Beauchamp and Childress
[33], we ought to have the freedom to plan and live our
lives according to our desires, beliefs and preferences.
However, as Tronto [17] points out, people are not fully
autonomous since we are interdependent, social beings
relying on others for advice and support. There can be
a tension between respecting a persons’ autonomy and
the principle of benevolence and care for the vulnerable
other. This dilemma might not only be apparent in the
care for the frail family member but might also charac-
terise the relationship between the family carers and the
health professionals as well.

Another essential aspect of relationships between peo-
ple is trust. Trust is based on the understanding that
another person or persons will have honourable inten-
tions with their actions. For there to be trust between
people, such understanding must be mutual. Care is both
a value and a practice and must be based on mutual con-
cern, respect and trust [17].

Methods

Aim

The aim of this qualitative study was to explore family
caregivers’ experience of involvement and possible ethical
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aspects of caring for frail older family members receiving
home care services supported by welfare technology.

Research design and philosophical approach
This study used a qualitative explorative and descriptive
design. A qualitative design entails gathering data related
to the participants’ perceptions and reflections [50]. The
study was based on individual interviews of family car-
egivers, which were recorded and transcribed, thus pro-
ducing texts that we could interpret [51, 52]. We were
particularly interested in family caregivers’ experiences
of changes in relationships, roles, responsibilities and
tasks and ethical aspects of their involvement in caring
for their older family member using welfare technology.
A phenomenological-hermeneutical approach was
chosen to capture and understand the richness, complex-
ity and individuality of the participants’ experiences [50,
51]. We focused on the family caregivers’ experiences in
real-life circumstances regarding actions, attitudes and
relationships. We were inspired by van Manen’s phenom-
enology when exploring and attempting to understand
the essential meaning of the phenomena when the fam-
ily caregivers’ expressed their lived experiences and ethi-
cally difficult situations in home care [53]. However, the
research method is also hermeneutical since it is based
on text interpretation [54]. Our pre-understanding of the
parts of the text emerged and led to new understandings
in a circular process.

Research context

Family caregivers in six municipalities in south-eastern
Norway participated in the study. It included both urban
and rural areas. The municipality with the smallest pop-
ulation has approximately 1800 inhabitants and covers
500km?, while the largest has about 86,000 inhabitants
and covers 410km? [55].

The municipalities were obliged by the national author-
ities to implement welfare technology in their daily home
care services but were at different stages. Digital door
locks, digital medicine dispensers, patient alarms (both
analogue and digital) with and without an integrated
global positioning system (GPS), watches with GPS, stove
guard, window and door sensors and digital calendars
and planners supported the frail older family members
received care in this study.

Recruitment

The management of the home care service had knowl-
edge of the family caregivers who were actively involved
in caring for their family members where different types
of welfare technology were used. The management con-
tacted, informed, and recruited potential participants by
combining their knowledge of the family caregivers with

Page 4 of 14

the inclusion criteria and our request for both genders
to be represented, different ages and relation to the car-
egiver. The management did not state how many family
members were asked and if any refused to participate;
they only informed about the number of participants
that accepted the invitation. The management collected
signed informed consent forms and passed them to the
first author before the interviews. When the management
invited potential participants, they told the family mem-
bers that the study focused on their experiences of user
involvement and the care receivers use of welfare tech-
nology. A definition of welfare technology was included
in the consent form: “With welfare technology, we think
of technical solutions that are adapted to users’ needs, for
example, safety alarms, door and windows sensors, GPS
trackers, digital door locks and various types of robots
such as medication dispensers’ The family caregivers also
received an information letter about the study to give to
the care receiver and asked for their oral consent before
the interviews. The caregivers were asked to withdraw
if the care receiver did not want them to participate in
the study. The first author contacted the participants by
phone to schedule the interviews.

To be included in the study as a family caregiver, a per-
son had to be mentioned as the closest family member in
the care receivers’ electronic medical record. In addition,
the caregivers’ family members who received home care
services had to have used welfare technology for at least
six months and be over 65 years old. Eighteen family car-
egivers participated: eight men and ten women aged 54
to 77 years (average 64). The participants consisted of two
spouses, six sons, nine daughters and one sibling.

Interviews

The authors developed a qualitative semi-structured
interview guide (Table 1). An essential prerequisite for
the successful introduction and use of welfare technology
is mutual respect and collaboration with care receivers
and their families. To gain a deeper understanding of the
family caregivers real-life experiences, some questions
focused especially on involvement, relations, informa-
tion, and knowledge exchange with the health profes-
sionals since this may indirectly impact the use of welfare
technology.

Sixteen individual interviews were planned and
arranged. However, two extra siblings asked to participate
in two of the interviews. For that reason, eighteen family
caregivers participated in the study. The first author con-
ducted all the interviews. She met the participants for the
first time and were the only person present besides the
participants in the interviews. The first author is a regis-
tered nurse and doctoral student and has previous expe-
rience in individual interviews and qualitative methods.
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Table 1 Questions in the interview guide for family caregivers
Questions
1 Could you tell me how your mother/father/sister/brother/husband/wife got the welfare technology?
- Could you describe your involvement in the process?
2 Could you describe how your mother/father /sister/brother/husband/wife uses the welfare technology and whether
you give him/her assistance in any way?
3 Could you describe how you find health professionals’interest in your experiences and wishes for your mother/father/

sister/brother/husband/wife?

4 Could you describe your experience of information exchange with the home care services?
5 Could you describe your experience of cooperating with home care services?
6 Could you describe how you feel about giving care and whether it has affected your relationship with the care receiver?
7 Do you have any concerns about your family member using welfare technology?
-If so, could you describe them?
8 What are your thoughts on how your involvement in the care could be improved?
9 Can you describe what you think could improve the quality of home care services in general?

A semi-structured interview guide was used (Table 1).
Notes were taken for the analysis both during and after
the interviews, as Brinkmann and Kvale (2015) recom-
mend. During all the interviews, attention was paid to the
participants’ experiences and how these were expressed.
Information that emerged during the interviews was reg-
ularly summed up to validate or clarify the participants’
meaning. After 16 interviews, the first author stopped
collecting data since the authors agreed that satisfactory
saturation had been achieved.

The family members chose the time and place of the
interviews. Nine interviews were conducted by tele-
phone. Seven were conducted face-to-face, two in private
homes, and the remaining five in quiet public places. The
interviews lasted 20-62 min (average 35min). They were
recorded digitally and transcribed verbatim but de-iden-
tified. The first author transcribed five of the interviews
and a professional transcriber eleven.

Table 2 The six phases of thematic analysis [52]

Data analysis

Thematic analysis inspired by Braun, Clarke, Hayfield,
and Terry [52] was employed to analyse themes and
patterns in the dataset, as shown in Table 2.

The analyses were manually carried out. All the
authors were involved in all parts of the analysis.
Table 3 svisualise how three different quotes were con-
densed to the same main theme.

The results were presented and discussed in an exter-
nal advisory group for the PhD project of which this
study is a part. One caregiver and one care receiver in
this group were recruited from two pensioners asso-
ciations. One caregiver was recruited from a group of
patients and next of kin via the National Association
for Public Health. Reflections that emerged during
meetings in the advisory group did not produce any
immediate changes to the analysis but rather confirmed
the analytical reflections.

Phase Description of the process

1 Familiarisation

We read and re-read the dataset and took notes through a curious approach to what was interesting in the data

and to notice possibilities, connections, and quirks, which may add depth and nuance to our later coding.

2 Generating codes

Essential characteristics of the data that might be relevant to answering the aim of the study were identified. We

organised data around similar meanings. By generating codes, we got a sense of the participants’ experiences of
involvement, welfare technology and ethical aspects.

3 Searching and construction themes We examined the codes systematically and identified patterns of meaning, developing potential themes from
the analytical work and ‘tested it out’ concerning the aim.

4 Reviewing themes

All the themes were discussed and revised to avoid overlaps and to understand how each of the themes was

related to each other. They were checked across the whole data set to determine if they reflected the data and

the aim.

5 Defining and naming themes
final themes.

6 Producing the report

We explored how well the themes worked together and separately and finished by defining and naming the

The last step was the selection of examples, preparing and writing this article.
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The Consolidated Criteria for Reporting Qualitative
research (COREQ) checklist for reporting qualitative
studies was used (Additional file 1).

Ethical considerations

The principles for medical research stated in the Decla-
ration of Helsinki [56] were followed. All participants
received verbal and written information about the study
and signed an informed consent form before the inter-
views. Information was provided about the possibility to
withdraw from the study before the data were analysed.
Confidentiality and anonymity were assured and safe-
guarded. Guidelines for storing research material were
followed. Participation was voluntary, and no finan-
cial compensation was given. The study was registered
with the Norwegian Centre for Research Data (NSD),
reference number 473910. The Norwegian Regional
Committee for Medical and Health Research Ethics,
South-Eastern Norway (REK south-east), considered the
study. They waived the ethical approval, reference num-
ber 2018/2462, in view of the procedures during the data
collection and the nature of the study.

Results
Eighteen adult family caregivers with close and long-
term relations with their frail older family members
participated. The participants had varied backgrounds
regarding their health, social and economic status. The
family caregivers had different needs, knowledge and
experiences of involvement and welfare technology. The
two spouses lived with their wives and were retired from
work. Most of the daughters, sons and the sister lived
with their own families, and several worked full-time.
Five main themes were identified in the analysis. First,
the family caregivers’ experience of caring as meaningful
but demanding. Support and discussion with the health
professions were expressed as important for caregiving.
Second is the experience of changing roles, tasks, and
responsibilities to follow up the care receivers and how
the welfare technology worked. Third, the family caregiv-
ers’ experience of health professionals decided the con-
ditions for collaboration without dialogue. The health
professionals did not explore whether the family car-
egiver had sufficient information and knowledge to fol-
low up on the care receivers’ use of technology. Fourth,
the need to recognise complementary forms of knowl-
edge. The family caregivers pointed out that they ought
to be involved early to adapt the technology to care
receivers. Fifth and finally, the family caregivers’ concern
about inequality related to their knowledge and the care
receivers’ finances concerning the access to services and
welfare technology.

Page 7 of 14

In this section, we have added the interview num-
ber of the participants in parentheses at the end of the
quotation.

Caring is perceived as meaningful but also demanding

The family caregivers’ close relationship and emotional
attachment to the care receiver contributed to their
wish to give care and perceive it as meaningful. Several
family members spent most of their spare time assist-
ing the care receiver. Family carers responded very posi-
tively to situations where health professionals discussed
their perception of the conditions for care and offered
increased services and welfare technology in times of
need. Although this happened rarely, it provided the fam-
ily caregivers with a sense of safety and renewed energy
for continuing the care.

T am very concerned about whether I can manage
to handle my wife at home. ...... we were invited
to a meeting where they said they could offer her a
place at the day centre three days a week. Getting
that offer before I even started to ask for it was a
nice gesture’ (1).

Nevertheless, most participants found caregiving to be
demanding and exhausting. These feelings were par-
ticularly strong among those who did not lived with
the care receiver and worked full-time. When the fam-
ily caregivers could not spend sufficient time with their
older family members to care for them properly, vari-
ous emotions such as pain and guilt transpired. The
participants expressed frustration and tension build-
ing up when health professionals did not understand
the constraints they were working under. This often
resulted in feelings of anger, sadness and helplessness.
Several family caregivers said that most health profes-
sionals did not seem to care about those feelings and
showed no particular interest or empathy with their
situation.

‘When we are not there enough, it feels like we are
not caring for our mother properly. It hurts to feel
like that. My mother thinks she does not need any
help from home care services because she has six
children. She relies on us. Now it is our turn’ (9).

Changed roles, tasks and responsibilities

The family caregivers felt a high degree of responsibil-
ity for the well-being and safety of their parents, siblings
or spouses. They also said that using welfare technol-
ogy freed up time and supported them in creating a safe
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environment and dealing with the anxiety of not being
available 24 h a day.

1t was a relief when mother got that medication
dispenser and that she has the safety alarm. It’s
crucial to relax a little and know that mother ...
that someone will come and help her if we're not
close by. It’s crucial that we feel safe then’ (10).

Most of the family caregivers wanted to be involved in
the care and the care receivers’ use of welfare technol-
ogy. The results indicated only a few established rou-
tines and wide variations in how the home care services
informed caregivers and followed up general needs and
special needs connected to welfare technology. There
were no regular collaboration meetings, although these
were requested by many participants. Family caregivers
usually took the initiative to contact home care services
to discuss the care receivers’ situation, the need for care
and how welfare technology could support them and
the care receivers.

T would like to get involved. I always try to make
it possible for my mother to have a good life in
her flat for as long as possible. So, I want to get as
much information as I can’ (10).

The family caregivers respected the family mem-
bers’ desire for autonomy and to live relatively inde-
pendently in their own homes for as long as possible.
However, the participants had to assess and respond to
signs of frailty such as cognitive decline. They stressed
the importance of having a close dialogue with health
professionals about changes in the health status of
care receivers requiring adjustments to the use of wel-
fare technology. There were examples of care receivers
who no longer remembered that they had a particular
technology or had forgotten how to handle it prop-
erly. Hence, new safety concerns arose and had to be
addressed regularly.

‘She has a safety alarm but does not know how to
use it. She does not understand... she no longer
thinks about the fact that she might need help’ (9).

The participants expressed concern about the ration-
alisation of home care services, such as fewer visits due
to increased allocation and implementation of welfare
technology for the older care receivers. One example
was a care receiver who only received help in admin-
istering medication. When the care receiver got a
medication dispenser, the number of visits from health
professionals was reduced from daily visits to only once
every fortnight. In these situations, the family caregiv-
ers felt more responsibility was added to their normal
duties regarding follow-up and reporting back on the
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patients’ needs, health changes and potential health
issues.

Health professionals decided the conditions

for collaboration

In several situations, the participants found that health
professionals decided the conditions for their collabora-
tion and took their contribution and efforts for granted.
They, therefore, felt that the power relationship was
asymmetrical.

T had to take time off from work because I had to
come at a time that suited the health profession-
als. It was completely wrong for me. I have already
spent so much time there to assist the home care
service’ (11).

Several family caregivers expressed frustration that
changes in home care services primarily seemed to trans-
fer tasks and responsibilities from health professionals to
them. They felt they did not receive the necessary infor-
mation and had no dialogue and discussion before tasks
and responsibilities were transferred. As the quote below
shows, one family caregiver was not even consulted by
the health professional before she was responsible for
explaining and repeating information to her mother
about the use of welfare technology.

“They just said to her that it would be a lot of infor-
mation, but I would explain to her after they had

left’ (2).

Recognising complementary forms of knowledge

The long-term personal relationship between fam-
ily carers and care receivers gave a unique insight into
the care receivers’ specific values, needs and demands.
This knowledge could be essential for the wise imple-
mentation of welfare technology in a particular context.
Several participants felt that the health professionals
showed little respect for this kind of knowledge and did
not ask for it.

‘No one knows our mother well, except us then. No
one from the home care service has been with her for
so long that they know her’ (2).

The availability of a named contact person in the home
care service, whom one could easily reach and commu-
nicate with, was considered highly important for co-pro-
duction. One participant emphasised that it was much
easier to find suitable technological solutions quickly
and meet the care receivers’ needs if the health personnel
knew the caregivers and care receiver.
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Several participants found it frustrating not knowing
what welfare technologies were available on the market,
what they could apply for, and the procurement process.

‘We do not know what we can ask about...and that’s
maybe where the missing link is. Because we can see
how problematic things are in everyday life ... we do
not know if there is any technology that can help our
mother’ (7).

The participants emphasised the importance of receiving
information and becoming more actively involved early
in the process concerning proper allocation and imple-
mentation of welfare technology to ensure that it met the
care receivers’ needs. Home care services implementing
welfare technology without dialogue with care receivers
and family caregivers about material circumstances and
daily practices and routines could decrease the likelihood
of appropriate use and raise safety concerns.

“The medication dispenser was initially put in my
mother’s living room by the healthcare professionals.
But she needs to reach the medication while she is
still in bed’ (11).

An important factor for mutual understanding and
cooperation is trust. When information from home care
services about welfare technologies or services was con-
sidered unclear, inconsistent or unreliable, it created
frustration and distrust among family caregivers. One
example was two daughters who had received different
information from separate health professionals about
the services available. This made it impossible to navi-
gate appropriately between the information and argu-
ments provided to reach reasonable and well-informed
decisions.

Concerns about inequality

Several participants reflected on the close relationship
between the level of services received, the number of
follow-up visits from home care service, the availability
of welfare technology and well-educated family members
with insights or interests in welfare technology advocat-
ing for the care receiver.

1 am an engineer by education, so I am all for imple-
menting welfare technology. I read up on everything
about it. I always like to ask, and I think that is the
reason why we got the technology’ (1).

The participants mentioned that in some situations the
home care services did not offer the requested technol-
ogy. Instead, the health professionals recommended the
care receiver or the family caregiver to buy or rent it
themselves. However, this was not possible for all fami-
lies; the cost of buying or renting technology devices
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was a matter of concern. Since home care services are
financed through taxes in Norway, some participants
felt that such additional costs placed an unfair burden on
them or the care receivers.

Discussion

The family members’ experience of involvement and wel-
fare technology was influenced by various factors such as
knowledge, background, living conditions, and the health
status of those involved. Involvement as co-production
implies practical and moral acts, where people must
relate to each other and work together in equal, recipro-
cal and caring relationships. The consequences and ethi-
cal aspects of the changes in home care service and what
is considered essential for family caregivers in this con-
text will be discussed.

Caring as meaningful but also demanding

The ethics of care theory assumes that we are relational,
dependent and vulnerable beings, relying on each other
for care and support. Familial, social and historical con-
texts are essential in care [16, 17]. This can partly explain
why long-term relationships and emotional ties play
a crucial role in family members’ wishes and sense of
responsibility to care for parents, siblings and spouses.
The close relationship provides an experience of caring as
valuable to the family caregiver, as emphasised by Held
[57]. Family caregivers are, in principle, autonomous and
free to live their lives according to their desires, beliefs
and preferences [33]. However, they are dependent on
and shaped by their relationships with and expectations
of care receivers, which affect the feeling of autonomy.
Held [57] supports the notion that family caregivers can
never be fully autonomous but understand themselves
as acting in relation to care receivers and health policy
requirements.

An integral part of health professionals’ work is the
ethical focus on doing right for care receivers and family
caregivers [33]. However, it may be questioned whether
family caregivers perceive the attitudes and practices
of health professionals as the best practice for the family
caregiver. There is no doubt that the participants in
the present study found that their care burden could
be overwhelming when tasks and responsibilities were
transferred from health professionals without consider-
ing their strengths, weaknesses and life situations. Ethi-
cal concerns are raised when responsibility and tasks are
transferred to family members without considering their
ability to take responsibility and risk potential adverse
health consequences. Previous studies have shown an
increased risk of depression, anxiety and sleep disor-
ders due to excessive strain on family caregivers [58, 59].
Although the participants in this study did not report
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such health problems, several reported high levels of
stress and exhaustion.

In general, the family caregivers appreciated welfare
technology since it contributed to security and inde-
pendence for the care receivers and themselves. For
that reason, it reduced some of the care burdens, which
other studies also support [38, 60]. Nevertheless, wel-
fare technology was also experienced demanding since
health professionals expected family caregivers to follow
up information and the care receivers use. This shows
some of the double-sidedness of using welfare technol-
ogy. It both eases and add to the burdens of the family
caregivers.

Even though providing good care is essential for many
family caregivers, they pointed out the importance of
balancing responsibility for the care receiver with taking
care of themselves. Self-care is now more important with
the expectation of increased involvement and responsi-
bility. Plothner [61] recommends focusing on early iden-
tification of caregivers’ needs and preferences and close
follow-up from health professionals to reduce the care
burden and enable caregivers to bear the responsibility
over time.

Changed roles, tasks and responsibilities

As supported by other studies, welfare technology can
decrease family caregivers’ burden and make it easier
to deal with the responsibility, especially in terms of
safety and freedom [62, 63]. However, family caregivers’
close attention and ability to follow up on any problems
is essential to identify how well the welfare technology
works for the care receiver and make changes if needed.
It is also essential to identify changes in cognitive func-
tioning and assess whether the care receiver can no
longer handle the technology, as pointed out in our study
and other studies [64, 65]. The family caregivers found
it demanding to make such assessments independently,
with limited support from health professionals. This
again highlights the urgency of developing a sustainable
co-production approach.

When health professionals expect family caregivers to
act on information, this means an extra task and respon-
sibility, which may be felt like a forced order and limit
family caregivers’ autonomy. There is also an increased
risk of misunderstandings and misinformation if the
information must go through several channels before
reaching the care receiver. Studies of health professionals
have shown that lack of competence could lead to incor-
rect use of welfare technology [66] and uncertainty and
resistance [67]. This could clearly also apply to many fam-
ily caregivers. Therefore, health professionals should be
very careful about the types of information and respon-
sibility to be transferred to family caregivers, especially if
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the results could have adverse consequences for the care
receiver.

While some family caregivers would have been happy
to take on more responsibilities and perform additional
tasks and roles, this was not true of all of them. An
important fact that all parties must take seriously is that
some family caregivers are frail themselves and do not
have the capacity to perform the expected tasks, espe-
cially not when the tasks and responsibilities increase.
Younger family caregivers might also have particular
needs and wishes that have to be addressed. Many have
full-time work besides caring for young children. They
may not be able to be involved as much as health profes-
sionals or the care receiver request. If there is no proper
exchange of information and clarification of the nature
and scope of caregivers’ involvement, this can create seri-
ous tensions between the parties.

If family caregivers’ needs and capacity to be involved
are ignored, and tasks and responsibilities are just trans-
ferred without dialogue about individual family caregiv-
ers’ health and life situation, the caregivers might find the
care burden excessive and withdraw from the caregiving
role. In line with Pléthner et al. [61] and Tennessen et al.
[14], we recommend regularly discussing tasks and expe-
riences to ensure that family members have the necessary
skills and knowledge about welfare technology and time
and energy to provide care.

Health professionals decided the conditions

for collaboration

Health professionals’ attitudes and willingness to share
power and responsibility with family caregivers and give
them a voice are among the most important factors for
successful co-production [26]. When health professionals
stipulate conditions for collaboration with family caregiv-
ers, this indicates an unequal and non-mutual relation-
ship. The participants seemed to agree that involvement
should take place through partnership, and develop and
mature through mutual dialogue and negotiation of
power between health professionals and family caregiv-
ers, as suggested by Gheduzzi et al. [68]. This way of
working and thinking enhances care receivers’ satisfac-
tion and quality of health [28].

Since older care receivers depend on help from oth-
ers, they transfer power and trust to family caregivers or
health professionals to provide satisfactory care. Trust is
a mutual understanding of intentions and expectations
[16]. It is an example of a value inherent in an ethics of
care since good caring relationships depend on it. Trust
is also essential for optimal use of welfare technology and
co-production of care. Health professionals show their
values, attitudes and desires to involve family caregiv-
ers through their actions. Our study shows that several
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family caregivers felt vulnerable and relied on support,
information, acknowledgement and close follow-up from
health professionals to cope with the challenges of car-
egiving. However, they felt health professionals did not
show them respect and recognised their unique knowl-
edge or efforts. In several situations, the participants
felt their responsibility for the care receivers use of wel-
fare technology was taken for granted by the health
professionals.

The participants provided examples of situations where
they did not feel adequately acknowledged and respected
as caregivers. Unfortunately, the combination of low trust
and lack of mutual respect between the parties might
lead to low satisfaction with the healthcare service, thus
threatening the continuity of care and co-production. In
line with Gheduzzi et al. [68], we recommend that health
professionals change their attitude and work towards co-
production in care.

Recognising complementary forms of knowledge

One of the main purposes of co-production is to recog-
nise the value of multiple kinds of knowledge and use
this to improve the organisation of health care services
and provide optimal care to care receivers [26]. Family
caregivers know the care receivers far better than health
professionals, at least in terms of their preferences, values
and goals. However, health professionals hold invaluable
medical knowledge developed through training, educa-
tion and clinical practice. Ris et al. [11] suggested that
recognising the complementary forms of knowledge and
expertise between family caregivers and health profes-
sionals is essential for family caregivers’ involvement. It
is also vital to use family caregivers’ knowledge to select
welfare technology and adapt it to the individual users’
needs and coping capacity. Respect for the family car-
egivers’ knowledge requires recognising different knowl-
edge and avoiding paternalistic domination from the
health professionals, as the ethics of care highlight [57].
Health professionals need to listen with interest to fam-
ily caregivers, recognise them as partners in care, and
show respect for their knowledge. Insight into each oth-
er’s specific competencies is required [69, 70]. Further,
co-production also requires sufficient time to cooper-
ate and insight into the philosophy and methodology of
co-production [20]. The importance of working within
a co-production framework was addressed indirectly by
the participants when they reflected on the benefits and
challenges of implementing welfare technology. The par-
ticipants agreed that welfare technology must be tailored
to the individual user to be used as intended [64, 71].
Much will be gained if family caregivers, who know the
needs and interests of the care receiver, are invited into a
dialogue with health professionals about identifying and
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allocating suitable technology. This is particularly impor-
tant if the care receiver is technologically illiterate or suf-
fering from cognitive decline. If the health professional is
open and responsive to the unique insights and contribu-
tions of the family caregivers, the utilisation of welfare
technology and quality of care is likely to improve.

Inequality in care

Equality as a moral principle enshrined in human rights
[72] and is an essential tenet of the modern welfare state.
The Norwegian Patient Rights Act states that all patients
have an equal right to health care [32]. The fact that some
family caregivers found a close association between their
knowledge and engagement with the home care received
and the availability of welfare technology suggests vulner-
ability and inequality. It is legally and ethically problem-
atic if access to welfare technology and various services
depends on the care receivers’ financial situation and on
family caregivers’ knowledge or ability to stand up for
the care receiver. There is a risk that the most vulnerable
people and those without a family will receive lower ser-
vice quality.

A review by Scott Kruse et al. [73] identified cost as one
of the main barriers to adopting welfare technology. If
some people cannot afford to buy or rent the equipment,
there is a risk of inequality. It also makes it less likely that
the technology will be used by many families to maxi-
mum benefit. Fewer users of the technology may threaten
the policy initiatives to meet challenges in home care
with increased use of welfare technology [37].

Limitations and methodological concerns

With 18 participants, the results provide a limited picture
of family caregivers’ experiences of involvement, welfare
technology and possible ethical aspects. Further, our par-
ticipants may have had a higher socio-economic status
than average since they agreed to participate in the study.
For these reasons, the results cannot be generalised.

Moreover, we are aware that results of interviews can
differ according to whether they are conducted in peo-
ples” homes or public places, and with or without other
people nearby [51]. The two interviews where two sib-
lings asked to be present affected the interview situation
and challenged our plan of using only individual inter-
views. However, with their presence, the data in those
two interviews were more nuanced.

Further, individual face-to-face interviews often
become more personal and deeper than telephone inter-
views [51]. Additionally, telephone interviews do not
allow us to observe body language. The duration of the
interviews and some of the participants’ short answers
may have resulted in less substantial content than
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desirable. Nevertheless, the qualitative data provided a
rich picture of family caregivers’ experiences.

Conclusions

The family caregivers felt that they had a moral respon-
sibility to observe and respond to care receivers’ needs
and use of welfare technology. The feeling of obligation
to provide care to family members and health profession-
als’ expectation of increased involvement challenged the
family caregivers’ autonomy. However, welfare technol-
ogy supported the participants in creating a safe environ-
ment and freeing up time. Still, welfare technology also
made new tasks and responsibilities for information and
followed up of the care receiver.

Equal and fair access to healthcare service is a demo-
cratic ideal, which means equal access to services and
welfare technology for all people. It seems essential that
the transfer of tasks, roles and responsibilities is clarified
and adapted to family caregivers’ capacity and opportu-
nity for co-production in care for their older family mem-
bers. Health professionals’ must give attention to family
caregivers’ living situations and provide adequate support
to reduce the care burden and enable them to bear the
responsibility of care over time. Reliable information and
trust are vital for family caregivers to co-produce care in a
close relationship with home care services. Sharing power
and responsibility and respecting mutual knowledge must
be paramount when the goal is to improve the quality of
home care service. However, the family caregivers experi-
enced that home care services were not prepared for their
involvement as active and equal partners in co-produc-
tion when implementing and using welfare technology.
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