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ABSTRACT

Background: An increasingly ageing population, a shortage of health professionals, and the
transfer of specialised healthcare services to primary care are among the challenges currently
facing home care services. Norwegian authorities emphasise the rationalisation potential of
older people living longer in their homes and using welfare technology in order to meet these
challenges. Furthermore, there is a call for increased user involvement focusing on the co-
production of the services. Moreover, such initiatives also involve ethical challenges that must

be addressed.

The overall aim of this PhD study was to explore and describe the experiences of users’
involvement in the implementation and use of welfare technology from the perspective of
home-dwelling older patients, their relatives, and health professionals. Furthermore, the goal

was to identify and elucidate the ethical aspects that come into play in home care services.

Methodology: This qualitative study is based on three sub-studies, all with an explorative and
descriptive design. This design enables exploration and, thus, a deeper understanding of
participants’ experiences, thereby yielding a description of the complex context of this study.
Inspired by the work of van Manen and Gadamer, the scientific theoretical approach is
phenomenological-hermeneutical. The empirical data consist of focus-group interviews
with16 health professionals and individual interviews with 16 patients and 18 relatives
recruited from six municipalities in South-Eastern Norway. Reflexive thematic analysis by

Braun et al. was used to analyse the data.

Results: The nature of home care services in Norway is changing, and the findings indicate
new ways of providing and receiving healthcare. There is an increased awareness of the
various factors that affect the experiences of patients, relatives and health professionals with
involvement and welfare technology. These may include the persons involved, tasks to be
solved, tools and types of technologies to be used, infrastructure, organisations, and
environmental factors. The experiences related to user involvement and welfare technology
are also linked to the physical, mental, and social conditions of the parties involved. Further, it
was found that patients, relatives, and healthcare professionals have very different needs,

wishes, and values, which, in turn, affect their experiences. An individual approach is,



therefore, desirable but is challenged by the expectations of controlling expenses and the
tension between standardisation and individualisation. Ethical concerns about user
involvement in pursuing co-production alongside welfare technology arise from the
experiences of healthcare professionals, patients, and relatives. | identified the need for the
respect and recognition of different competence and efforts, as well as pressure toward
patients’ and relatives’ autonomy. Furthermore, a worry for patient safety, privacy, and how
equal access to technology and services was safeguarded was identified.

Even though health professionals found that welfare technology made their work more
efficient and manageable, there was nevertheless some resistance to its use. This finding
seemed connected to a lack of information, knowledge, and training. Some health
professionals were concerned that the reduced number of home visits engendered by welfare
technologies made the professional assessment of patients’ health more difficult and thus also
negatively affected the relationships with patients and relatives. Limited time and
arrangements to facilitate the co-production were experienced. Health professionals felt that
management considered their knowledge of services and patients when purchasing and

implementing new welfare technologies to an insufficient extent.

For the patients in this study, welfare technology was appreciated when it increased their
safety, independence, and the opportunity for them to stay at home. They were not concerned
about being monitored with welfare technology fitted with such as GPS trackers. Some
patients expressed their desire to be more involved in discussions on technology and the care
they received. Others, however, chose to rely on health professionals to make sensible choices
on their behalf since they did not have the energy to be involved. Nevertheless, patients
wanted to be asked about their needs and wishes and expected their autonomy to be respected.
Further, patients and relatives were concerned about inequality in the services and their access

to technology.

Relatives felt responsible for identifying and providing long-term care for the patients.
Welfare technology largely led to positive experiences in terms of patient safety, and the use
of tracking technology entailed the possibility of freeing up personal time for both patients
and relatives. However, the increased use of welfare technology also reduced the number of
visits made by health professionals. Therefore, relatives experienced an increased transfer of
tasks and responsibilities without prior discussion or any assessment of their familial and

work obligations. The study’s results show that the dissemination of reliable information,



trust, power-sharing, and respect for the different knowledge of those involved is essential for

user involvement and co-production.

Conclusions: This study finds that patients and relatives primarily value welfare technology,
while health professionals had more reservations about its use. However, early involvement,
sufficient information, increased knowledge and an individual approach are prerequisites for
user involvement and welfare technology success. More attention must be paid to the ethical
concerns that arise due to changes in relationships, tasks and responsibilities, autonomy, and
the risk of inequality. Home care services seem unprepared for the increasing use of welfare
technology and user involvement toward the ideal of co-production. This study enhances the
extant understanding of the complexities of user involvement when new technological

solutions are introduced and used.

SAMMENDRAG

Bakgrunn: En stadig aldrende befolkning, mangel pa helsepersonell og overfgring av
spesialiserte helsetjenester til primerhelsetjenesten utfordrer i dag den kommunale
helsetjenesten. Norske myndigheter vektlegger rasjoneringspotensialet ved at eldre bor lenger
hjemme og bruker velferdsteknologi for & mate disse utfordringene. Videre etterlyses det mer
brukermedvirkning med fokus pa samproduksjon. Disse initiativene innebarer imidlertid ogsa

etiske utfordringer som ma handteres.

Det overordnede malet med denne doktorgradsstudien var & utforske og beskrive hvordan
skrgpelige hjemmeboende eldre pasienter, deres pargrende og helsepersonell opplever
brukermedvirkning ved implementering og bruk av velferdsteknologi. Videre var malet &

identifisere og belyse etiske aspekter som spiller inn i dagens hjemmetjeneste.

Metodologi: Denne kvalitative doktorgradsstudien er basert pa tre delstudier, alle med et
utforskende og beskrivende design. Designet innebaerer en mulighet til & utforske og a fa en
forstaelse av deltagerens erfaringer og opplever, og gjennom dette kunne beskrive den
komplekse konteksten deltagerne befinner seg i. Den vitenskapsteoretiske tilngermingen er

fenomenologisk-hermeneutisk inspirert av van Manen og Gadamer. Empirien besto av



fokusgruppeintervjuer av 16 helsepersonell og individuelle intervjuer av 16 pasienter og 18
pargrende. Deltakerne ble rekruttert fra seks kommuner i Sgrast-Norge. For a analysere
dataene ble refleksiv tematisk analyse av Braun m.fl. brukt.

Resultat: Hjemmebaserte tjenester i Norge er i endring og funnene indikerer nye mater a gi
og motta helse tjenester pa. Det er behov for gkt kunnskap rundt faktorer som pavirker
opplevelsen av implementering og bruk av velferdsteknologi. Dette kan vaere personene som
er involvert, oppgaver som skal lgses, verktgy og type teknologi som brukes, miljg,
organisering og infrastruktur. Opplevelser knyttet til brukermedvirkning og velferdsteknologi
henger ogsa sammen med personenes fysiske, psykiske og sosiale forhold. Pasienter,
pargrende og helsepersonell har videre svart forskjellige behov, ansker og verdier som
pavirker deres opplevelse og som det bar tas hensyn til. En individuel tilneerming er derfor
gnskelig, men blir utfordret av forventninger om & kontrollere utgifter og spenninger mellom
standardisering og individualisering. Helsepersonell, pasienter og pargrende har etiske
bekymringer rundt brukerinvolvering i retning av samproduksjon, og velferdsteknologi. Jeg
identifiserte behov for respekt og anerkjennelse av ulike kompetanse og innsats, press mot
bade pasienters og pargrendes autonomi, og en bekymring for pasientsikkerhet, personvern og

hvordan lik tilgang til teknologi og tjenester blir ivaretatt.

Selv om helsepersonellet opplevde at velferdsteknologien effektiviserte arbeidet og ga bedre
oversikter, var det var en viss motstand mot bruk. Dette synes vare knyttet til mangel pa
informasjon, kunnskap og opplering. Noen av helsepersonellet var bekymret for at redusert
antall besgk vanskeliggjer faglig vurderinger av pasientenes helse og pavirker deres realsjoner
negativt. Tilstrekkelig tid og tilrettelegging for samproduksjon var i begrenset grad til stede i
tjenesten. Videre opplevde helsepersonellet at ledelsen ikke bruke deres kunnskap om

tjenesten og pasientene nar ny velferdsteknologi skulle anskaffes og implementeres.

Pasientene i denne studien vedsatte velferdsteknologien nar den bidro til en opplevelse av
sikkerhet og selvstendighet, samt mulighet til & bo hjemme lengst mulig. De var ikke
bekymret for a bli overvaket, blant annet, ved bruk av tygghetsalarmer og klokker med GPS.
Noen pasienter gnsket a veere mer involvert i diskusjonen rundt velferdsteknologi og
helsetjenestene de mottok. Andre stolte pa at helsepersonellet tok fornuftige valg pa deres

vegne siden de i liten grad orket & involvere seg. Pasientene gnsket likevel a bli spurt om



deres behov og gnsker, og forventet at deres autonomi ble respektert. Bade pasienter og

pargrende var bekymret for ulik tilgang til tjenester og teknologi.

Langvarige relasjoner medvirket til at mange pargrende falte ansvar for a identifisere og gi
omsorg til pasientene over tid. Velferdsteknologien bidro til positive erfaringer med tanke pa
pasientsikkerhet, og bruk av sporingsteknologi medfgrte mulighet for egentid for bade
pasienter og parerende. Bruk av velferdsteknologi reduserte imidlertid antallet besgk fra
helsepersonellet. Pargrende opplevde at dette medferte gkte overfaringer av oppgaver og
ansvar til dem, uten at tilstrekkelig kartlegging og diskusjon i forkant ble gjort av deres gvrige
familie- og arbeidsforpliktelser. Studiens resultater viser at palitelig informasjon, tillit, delt
makt og respekt for ulike kompetanse og innsats hos de involverte er essensielt for

brukermedvirkning og samproduksjon.

Konklusjon: Denne studien finner at velferdsteknologi stort sett blir verdsatt av pasienter og
pargrende, mens helsepersonell hadde mer reservasjoner i forhold til bruk. Tidlig involvering,
tilstrekkelig informasjon, gkt kunnskap, og en individuell tilneerming er viktige forutsetninger
for & lykkes med brukermedvirkning og velferdsteknologi. Mer oppmerksomhet ber vies
etiske aspekt rundt endring i relasjoner, overfgring av oppgaver og ansvar, og risiko for
ulikhet. Hjemmesykepleien synes uforberedt pa den gkende bruken av velferdsteknologi og
brukermedvirkning i retning av samproduksjon. Resultatene i studien gir kunnskap om

kompleksiteten i brukermedvirkning nar nye teknologiske lgsninger tas i bruk.
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1.0 INTRODUCTION

“They just came with the medication dispenser-..... It would have been nice if the health

professionals had asked me.”

This statement from one of the patients in sub-study two (Glomsas et al., 2021) encapsulates
the broad agenda of this PhD. This qualitative study focuses on the experiences of older
patients, relatives, and health professionals as active partners when welfare technology is
implemented and used in home care services. Further, the study sheds light on ethical aspects

that come into play with increasing user involvement and the use of welfare technology.

Home care services are under pressure due to the increased number of older people with
multiple and chronic diseases, reduced hospital stay, and a shortage of health professionals
(European Commission, 2020; OECD, 2019). One policy approach to these challenges has
been to improve home care services by involving patients and their relatives in the care
(European Commission, 2018; Eurostat, 2020; Ministry of Health and Care Services, 2020).
During my work with this PhD, my understanding of the complexity of the concept of user
involvement has increased and changed. | have learned that user involvement occurs in many
ways and levels. Patients and relatives are expected to commit to taking more responsibility
and being active partners in care as co-producers (Askheim et al., 2017; Loeffler & Bovaird,
2017; Vennik et al., 2015). Researchers have further pointed out that co-production is a
prerequisite for healthcare service innovations (Askheim et al., 2017; Fusco et al., 2020;
Jenhaug, 2018; Rgiseland & Lo, 2019). Since there are considerable variations in the needs,
expectations, knowledge, and mental and physical capacity of patients and relatives, the
research underlines the necessity for an individual assessment of how they should be involved
in the care and for the use of welfare technology (Dyb et al., 2021; Nakrem et al., 2018;
Santana et al., 2018).

Another policy initiative to meet home care challenges is the expectation of increased use of
welfare technology (Eurostat, 2020; Meld. St. 26 (2014-2015); Meld. St. 29, 2013). Like all
municipalities in Norway, the six municipalities involved in this study are obliged to

implement and use welfare technology in home care services. However, the implementation



and use of welfare technology in Norwegian home care services have hitherto been slow
(Halvorsrud et al., 2021; Rostad & Stokke, 2021). The implementation of welfare technology
requires changes in how care is given and received and entails new and changed requirements
for competence and relations (Holden et al., 2013; Zander et al., 2021). The research has
identified several barriers to implementing and use of welfare technology, such as lack of
information and knowledge, resistance to change, infrastructure and the organisation of home
care (Dugstad et al., 2019; Nilsen et al., 2016; Nilsen et al., 2020). Further, different
technologies and use create challenges that will thus impart manifold consequences on health

professionals’, patients’, and relatives’.

In the course of my study, ethical aspects of user involvement have been identified. Some of
the concerns explored are also illuminated in other studies, such as threats to autonomy
(Lilleheie et al., 2019), conflicting goals and values (Vahdat et al., 2014), changes in relations
and responsibilities (Bjgrkquist et al., 2019; Vahdat et al., 2014), trust and respect (Bjgrkquist
et al., 2019; Gheduzzi et al., 2021b), and justice and equal access to service (Gheduzzi et al.,
2021a). Further, this study, as well as others, have also identified several ethical aspects of the
implementation and use of welfare technology, such as threats to autonomy (Zwijsen et al.,
2011), safety (Brims & Oliver, 2019; Hofmann, 2013; Sanchez et al., 2017), vulnerability
(Hofmann, 2013), monitoring (Hofmann, 2013; Sanchez et al., 2017), and equal access to the
technology (Hofmann, 2013; Zwijsen et al., 2011).

This thesis comprises papers from three sub-studies (Glomsas et al., 2022; Glomsas et al.,
2020, 2021). The three papers separately examine patients’, relatives’, and healthcare
professionals’ experiences concerning their involvement in welfare technology and what
factors influence their experiences. This thesis aims to explore further how different values,
interests, and realisations within and between these three groups of welfare technology users

influence each other and their experiences.



1.1 Introduction to the methodology and theories

This study is grounded in a scientifical theoretically phenomenological-hermeneutical
approach inspired by van Manen (1990/2015) and Gadamer (1960/2010). It was essential for
me to capture and understand the richness, complexity and individuality of real-life
circumstances regarding the actions, attitudes, and relationships that exist among health
professionals, patients, and relatives (Gadamer, 1960/2010; van Manen, 1990/2015). Since the
study aimed to grasp the participants’ everyday experiences, qualitative focus-group
interviews were chosen for the health professionals and individual interviews for the patients
and relatives; this approach was drawn from Bowling (2014) and Brinkmann and Kvale
(2015). The reflexive thematic analysis described by Braun, Clarke, Hayfield and Terry

(2019) was taken advantage of in the analysing process.

To explore the ethical challenges identified in the study, | found the ethics of care theory by
Virginia Held (2006) and Joan Tronto (1994) to be applicable, together with the principle-
based biomedical ethics of Beauchamp and Childress (2013). The ethics of care theory
highlights the importance of context, relations, responsibility, respect, trust, and the balance of
power (Held, 2004; Tronto, 1994). Principle-based biomedical ethics supports the discussion
of autonomy, non-maleficence, beneficence, and justice (Beauchamp & Childress, 2013).
Rather than being competing or mutually exclusive approaches to moral theory, these two
theoretical perspectives supplement each other and are valuable in discussing the ethical

aspects of involvement and welfare technology.

Through working on the study, | have become increasingly aware of the mutual influence
patients, relatives, health professionals, technology, and other system factors have in the
pursuit of optimising healthcare to the best possible use of welfare technology and efficient
home care services. The human factors will play an essential role in the future of
technological advances, where people and technology are being integrated more closely and
intensively than ever before (Carayon & Hoonakker, 2019). Therefore, it was necessary to
construct a simplified picture of how people influence each other and are affected by
technology and other elements such as organisation, environment, culture, and infrastructure.
| found socio-technical system theory built on human factors to be suitable and useful in this
regard (Carayon et al., 2020; Holden et al., 2013; Leeds University Business School, 2021).



The socio-technical system theory is also appropriate for an individual approach where the
focus is on the person or group of people at the centre of healthcare. Efforts to support people
through individual care to fit their capabilities, limitations, and performance needs are

essential for optimising the use of welfare technology (Dul et al., 2012; Holden et al., 2013).

1.2 My engagement in the study

My engagement with welfare technology goes back several years when | worked for a
company that developed an electronic patient record system for hospitals, and later as a nurse
responsible for implementing welfare technology in a home care setting. | recognised through
these experiences that welfare technology could be positive for patients, relatives, and health
professionals. However, | was also able to witness that there exist certain barriers to the
successful implementation and use of such technologies. Nevertheless, a sense of optimism
concerning the use of welfare technology marked my preconceptions upon embarking on this

study.

There was limited focus on user involvement in my earlier work environments, at least in
terms of understanding patients and relatives as partners in care. Recognising the potential of
user involvement as a way of working, thinking, and improving the implementation and use
of welfare technology gradually aroused my interest. When | first began to develop the
present study, my level of understanding was such that I thought that user involvement
amounted to a simple “yes or no” question. However, my deepening understanding of the
complexity of user involvement can be traced through the increasing problematisation of the
concept in the papers and further in this thesis. It has become clear that the concept is
exceedingly broad and features many nuances, angles, levels, and ways of understanding.
Therefore, | have limited my discussion of user involvement in this thesis as primarily related

to user involvement in the direction of co-production.

Further, as a nurse, | feel obliged but also curious to explore and be aware of the ethical
aspects of user involvement and welfare technology. | became interested in the importance of
positive relations between patients, relatives and health professionals as a prerequisite for

meaningful involvement in the use of welfare technology. Further, autonomy and equality as



basic human rights were also at the centre of my attention. Moreover, the question of who

benefits from increased use of welfare technology and user involvement caught my interest.

My curiosity in this field was further aroused when I, as an assistant professor in nurse
education, was invited to join a project titled “Support Quality of Life (SOL)”
(Kunnskapsbyen Lillestram & Karlstads kommun, 2018). The overall goal of SOL was to
increase the quality of life and self-efficacy of people needing help by using the support that
technology could provide. The study took place from 2016 to 2018, and this PhD study is a
further development that has its origins in the sub-study of the SOL project, “Knowledge-
based introduction of welfare technology in home-based service”. Data from the SOL sub-
study concerning health professionals are in addition to new data used in sub-study one of my
PhD work (Glomsas et al., 2020).

1.3 Relevance of the study

In recent years, welfare technology has gained momentum in home care services, and the
available types and uses thereof are constantly changing. Therefore, further research on the
experiences of user involvement of those involved in implementing and using such

technology is needed (Kamp et al., 2019; Oelschlégel et al., 2021).

Health services are increasingly occurring within patients’ homes, which means that for some,
welfare technology has become a part of their quotidian domestic environments. It is essential
to verify whether the experiences of health professionals, patients, and relatives in such home
care set-ups are in accordance with health policy expectations, including such factors as
empowerment, independence, and safety for the patients and their relatives (Eurostat, 2020;
Kamp et al., 2019). Further, the extant research highlights that the use of welfare technology
in care seems to be only as successful and suitable as organisational culture, infrastructure,
work practices, and local government finances allow it to be (Carayon et al., 2014; Frennert &
Ostlund, 2018; Holden et al., 2013). The research mentions different forms of health
professionals’ resistance to welfare technology, such as organisational, cultural, technological
and ethical resistance, which all affect the use of welfare technology (Dugstad et al., 2019;
Nilsen et al., 2016). There seems, however, to be limited knowledge about whether such

resistance also applies to patients and relatives. A recent systematic review identified



capacity, attitudes and values, health, expectations, participation, identity, and lifestyle as the
main barriers to using welfare technology (Zander et al., 2021). Nevertheless, there is a lack
of knowledge about how patients and relatives experience welfare technology with regard to

their relationships, responsibilities, and co-production with health professionals.

There is an expectation of increased user involvement in the direction of co-production in the
way of thinking, working, and responding to the challenges present in home care services
(European Commission, 2020; European Public Health Alliance, 2019; Eurostat, 2020). The
implementation and use of welfare technology demand the interaction and involvement of
patients, relatives, and healthcare professionals alike. However, despite decades of focus on
user involvement, it still does not seem to be an integral part of mainstream healthcare
practice (Angel & Frederiksen, 2015; Gulbrandsen et al., 2016; Johannessen et al., 2018).
Therefore, it is relevant to extend the extant knowledge on how patients, relatives, and health
professionals experience the changes in home care. The research indicates that user
involvement in care is complex and can occur differently (Malloggi et al., 2020; Omeni et al.,
2014; Vahdat et al., 2014). Further, knowledge of user involvement in home care is scant
since the research thereon is primarily from the perspective of mental healthcare, hospital
care, and transition care (Johannessen et al., 2018; Lilleheie et al., 2019; Millar et al., 2016).
In this thesis, | have mainly chosen to examine user involvement, and the concept of co-
production since this seems to be the expected level of user involvement (Clarke et al., 2017;
Greenhalgh & Papoutsi, 2019; Redman et al., 2021). Despite the increased political focus on
co-production in health care, few studies have evaluated how co-production is experienced by
patients, relatives, and health professionals and whether it is in line with the political

ambitions of health services (Redman et al., 2021).

To understand patients’, relives’, and health professionals’ experiences of user involvement
and the use of welfare technology, it may be valuable to look more closely at its social and
technical aspects. The social aspect largely concerns a person’s contact, cooperation,
interaction, and feelings of togetherness and involvement. The technical aspect focuses on
how the technology is designed and works, the network for internet use, routines,
environments, organisation, and follow-ups. As Holden (2013) points out, there is increasing

recognition of the value of human factors, the influences of decisions and experiences, and a
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need for individual approaches whenever technology is employed. Further, how the demand
for efficiency and cost-saving practices influences the experience of user involvement and
participation is essential knowledge in the pursuit of enhancing the quality of home care

services.

According to several researchers, further research is required to describe the ethical aspects of
care in the transition to patients’ homes and the call for their increased involvement in welfare
technology (Bennett, 2019; Hofmann, 2013; Mort et al., 2015). An exploration of changes
with regard to power balance, respect, relations, values, and trust between patients, relatives,
and health professionals is thus relevant (Held, 2004, 2006; Mort et al., 2015; Vanstone et al.,
2019). It has been noted that health professionals’ attitudes and practices can threaten
patients’ and relatives’ autonomy (Entwistle et al., 2010; Gheduzzi et al., 2021a). Another
ethical concern is related to the reduced number of physical visits from health professionals
due to the increasing use of welfare technology. Even though this is a health policy goal, there
may be a concomitant safety risk and dehumanisation of the care when face-to-face
encounters are replaced with technology (Brewster et al., 2014; Saborowski & Kollak, 2015).
It can further take away some of the relational dimensions of care, which poses a further
challenge for user involvement since it may affect the settings and perceptions people have of
each other (Nordang & Halvorsen, 2022). There are also concerns over the transfers of tasks
and responsibility to patients and relatives since these patients are generally frail and
vulnerable, and relatives also have other commitments to attend to (Haukelien, 2020; Stokke
et al., 2019). Health professionals are further concerned that tracking technology can threaten
the sanctity of patients’ private lives (Bartlett et al., 2019; Dahl & Holbg, 2012). Questions
should be asked about whether patients and relatives have equal opportunities for healthcare
services and access to welfare technology (Beauchamp & Childress, 2013; Held, 2006;
Patient and User Rights Act, 1999; Tronto, 1994; United Nations, 1948).

This study presents a critical view and new knowledge of contemporary perspectives
connected to user involvement in pursuing co-production in welfare technology use. It
identifies and discusses further the ethical aspects underlying user involvement in welfare
technology. The knowledge generated in this thesis can help to improve the quality of home

services if it is used sensibly.
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1.4 Aim of the study

Based on the challenges and changes encountered in home care services, the overall aim of
this PhD study was to explore and describe user involvement experiences in the
implementation and use of welfare technology from the perspective of home-dwelling older
patients, their relatives, and health professionals. Further, the goal was to identify and

elucidate the ethical aspects that come into play in contemporary home care services.

The aims of the three sub-studies were:

- Sub-study one aimed to learn more about the factors that promote or inhibit user
involvement among health professionals when implementing welfare technology in home
care services.

- In sub-study two, the aim was to explore older patients’ experience of user involvement in
the implementation and everyday use of welfare technology in home care services.

- Sub-study three aimed to explore the relatives’ experiences of involvement regarding
caring for frail older patients who are receiving home care and are supported by welfare

technology, as well as the possible ethical aspects that arise.

1.5 How users are defined in the papers and in the thesis
In this thesis, the users of welfare technology are frail older patients, their relatives, and health

professionals with daily patient contact. The health professionals comprised registered nurses
and nursing assistants. A relative, as defined in this study, was a person registered as the
closest relative in the electronic patient record. In this thesis, | largely use the terms
“patients,” “relatives,” and “health professionals.” However, different terms are used in the

papers, as explained below.

In paper two, patients are called “service users” after discussing the term “patient” with the
PhD advisory team (the team is described in section 1.7). The patient representative did not
want to be called as such. In paper three, patients are called “care receivers” or parents,
siblings, and spouses to highlight the close relationships between the family members.
However, | have returned to the term “patient” in this thesis for two main reasons; first, using
both “service users” and “users” is likely to confuse readers, and second, since all patients in

this study received home care services, they are patients according to the law and thus have
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certain rights and obligations, such as being involved in their own care (Patient and User
Rights Act, 1999). The relatives are called “next of kin” in papers one and two. In paper three,
they are called “family caregivers” or “spouses,” “sons,” “daughters,” and “siblings” to show
their close relationship with the patient. In this thesis, | use the term “relatives” since it
appears from the description of the inclusion criteria that they are the patients’ closest

relatives (described in section 5.3.1).

1.6 Welfare technology used in the participating municipalities
Technological solutions in the Norwegian health care context fall under the welfare

technology umbrella (Kamp et al., 2019). Kamp et al. (2019) point out that the term is broad
and loosely defined, thereby covering many technologies. In the international literature on
health care technology, terms like “telecare,” “telehealth,” “assistive living technology,” and
“e-health” are commonly used, but their definitions and the dividing lines between them seem
to be blurred (Cook et al., 2016; Greenhalgh et al., 2013; Solli et al., 2012). In this study, all
the health professionals had access to electronic patient records on digital tablets, and digital
door locks were widespread. Further, the patients used digital medication dispensers and
personal safety alarms (analogue and digital) with and without an integrated global
positioning system (GPS). A few watches fitted with GPS, stove guards, window and door
sensors, and digital calendars and planners also supported patients receiving home care

services and their relatives.

1.7 The PhD advisory team

Connected to my PhD work, we settled on an advisory team. Two members of this team were
recruited from two pensioners associations and one from the Norwegian Institute of Public
Health resource group of relatives. The team consisted of one patient receiving home care and
two relatives, one of whom was also a retired nursing assistant. The members of this team
acted as discussion partners in designing the interview guides and interpreting the findings.
The goal of the team was to discuss and strengthen how the result could be understood and
interpreted from the point of view of patients and caregivers. The team met twice a year, and
input and reflections on results were additionally exchanged by e-mail to me.
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1.8 Structure of the thesis

Chapter 1 introduces this thesis’ focus, theoretical framework, design and methodology,
relevance, aim, the designation of the participants and the structure of this thesis.

Chapter 2 describes the background regarding the key concepts, namely home care services,
innovation and welfare technology, user involvement, and co-production.

Chapter 3 presents the research status of a home care service in change, welfare technology,
user involvement, health professionals, patients and relatives as co-producers.

Chapter 4 presents the theoretical framework: the theory of ethics of care, principle-based
theory within biomedical ethics, and socio-technical system theory.

Chapter 5 presents the design, data collection methods, and data analysis.

Chapter 6 comprises discussions of ethical considerations and methodology.

Chapter 7 briefly presents the main findings from the three sub-studies.

Chapter 8 comprises a discussion of the significance and consequences of the overall findings

of the three sub-studies.
Chapter 9 comprises the main conclusions, implications for practice, and suggestions for

further research.
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2.0 BACKGROUND

Increased longevity in the life expectancies of older people, a lack of health professionals,
early discharge from hospitals, and scarce resources in public healthcare place pressure and
restrictions on home care services (European Commission, 2020, 2021; Eurostat, 2020). With
these challenges, it is argued for the importance of fulfilling a healthcare policy that
emphasises the concept of “Aging in place” (Pani-Harreman et al., 2020; World Health
Organization, 2015b). This implies that older people are expected to live in their homes for as
long as possible, supported by relatives, home care services and welfare technology. Further,
even though many patients are old, frail, and vulnerable, it is still expected that they should
take more responsibility for their health with the support of welfare technologies (Jacobsen,
2020; Peek et al., 2014; Wiles et al., 2011). Relatives are also expected to be more actively
involved in patient care (Callaghan, 2012; Sgvde et al., 2019; Tgnnessen et al., 2016). In this
context, health professionals experience more tasks with less time to see and follow up with

patients and relatives (Fjertoft et al., 2020).

2.1 The home as the site of care

Today, Norway has approximately 5.4 million inhabitants and is divided into 356
municipalities (Statistics Norway, 2021). The number of people over 70 years of age in
Norway was 12.4% in 2020 and is expected to reach around 22.4% in 2060 (Statistics
Norway, 2021). An overview from Statistics Norway shows that 28.6% of inhabitants over 80

use home care services, a percentage that is on the rise (Statistics Norway, 2022).

Home care services in Norway are organised geographically, and municipalities are obliged to
provide primary health care (The Health and Care Services Act, 2011). All Norwegians with
health-related needs have the legal right to receive public home care services free of charge
(Patient and User Rights Act, 1999), which municipalities primarily finance through the
receipt of taxes (Magnussen et al., 2009). This approach to healthcare is called the
Scandinavian or Nordic welfare model (Kamp & Hvid, 2012). The Nordic welfare model is

based on solidarity and focuses on universal human rights and the protection of minorities.
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The home as an important arena for healthcare services was taken up politically in the 1970s
(Ringard et al., 2013), and the Act on Municipal Health Services (1982) required
municipalities to offer home services to all citizens. Until the 1980s, the extant services
mainly focused on care for older people. However, in the following years, a series of reforms
and escalation plans gave municipalities the responsibility of providing long-term care
services to users of all ages and with multiple diagnoses and disorders (Gautun, 2020; Gautun
& Grgdem, 2015; Otnes, 2015). During the same period, the political objective to transfer
more tasks from hospitals to municipalities has also taken precedence. This focus on and
development of home care services in Norway were further strengthened when the
Coordination Reform was implemented in 2012 (Meld. St. 47 (2008-2009)).

Due to financial pressures in healthcare, there is a focus on extracting maximum value from
the healthcare budget and moving as much healthcare as possible to patients’ homes
(Henderson et al., 2012; World Health Organization, 2015a). There are considerable savings
to be made when older people live longer at home in contexts with tight local budgets. A
report by the Norwegian Directorate of Health on unit costs in municipalities in 2018 shows
that they can save NOK 700,000 per year for each senior who lives at home rather than in a
nursing home (Norwegian Directorate of Health, 2019a). Nevertheless, the operation of home
care services is expensive for municipalities, and the cost is only increasing due to the
increasing number of older people needing such services. Further, access to sufficient staff
with the requisite expertise is an issue that European home care services must deal with
(Rafferty 2018; White et al., 2019).

2.1.1 Demands for innovative thinking
From a political point of view, innovative thinking is highlighted as a response to the

demographic, organisational and economic challenges in home care services. (Meld. St. 15
(2017-2018); Ministry of Health and Care Services, 2015a). Innovative thinking and working
are described as necessary factors for transforming today’s system of care into one of more

sustainable service delivery.
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The World Health Organization (2021) explains the concept of “health innovation” as

follows:

Innovation identifies new or improved health policies, systems, products and
technologies, and services and delivery methods that improve peoples’ health and
well-being. Health innovation responds to unmet public health needs by creating new
ways of thinking and focusing on vulnerable populations’ needs. It adds value in
improved efficiency, effectiveness, quality, sustainability, safety, and affordability.
Health innovation can be preventive, promotive, curative, rehabilitative, or assistive

care.

As noted above, innovation is not just seen as a new idea or intervention. It can be connected
to things as well as relations. For example, it can include developing user-friendly and
resource-saving technologies to support patients and relatives or improving and streamlining
services. Innovations can also be understood as a new way of involvement, such as the co-
production of care to save municipal resources or improve caring processes due to a new way

of thinking.

2.2 The political expectations of welfare technology
During the 2000s, technological solutions gained increasing attention in Norwegian healthcare

(Meld. St. 47 (2008-2009); NOU 2011:11). Welfare technology is expected to contribute to
the innovation of healthcare services with a focus on effectiveness and improved quality. The
white paper “An innovative and sustainable Norway” (Meld. St. 7 (2008-2009)) proposed
that the government find new, innovative solutions to meet tomorrow’s care challenges. The
white paper “The right treatment - in the right place - at the right time” (Meld. St. 47 (2008-
2009)) highlighted the need to develop new technological solutions in healthcare. However, it
was not until the white paper “Innovation in care” that the term “welfare technology” was
launched and a definition given (NOU 2011:11). The definition has since been used widely in

Norway:
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Welfare technology means, first and foremost, technological assistance that
contributes to increased security, safety, social participation, mobility and physical and
cultural activity. It also strengthens the individual’s ability to manage themselves in
everyday life despite illness and social, mental or physical disability. Welfare
technology can also function as technological support for relatives and otherwise help
improve accessibility, resource utilisation and quality of service provision. Welfare
technology solutions can, in many cases, prevent the need for services or admission to
an institution (NOU 2011:11, p. 99). Translation by Hole (2017).

To strengthen the ability of the healthcare sector to innovate and enable new solutions to be
developed, tested, documented, and put into use, the national welfare technology program in
Norway was initiated in 2013 (Norwegian Directorate of Health, 2019b). The program’s main
goal was that welfare technology should be an integral part of healthcare services by the end
of 2021 and be offered to users at the same rates as other services (Breivik et al., 2021). Due
to delays, the national welfare technology program has been extended from 2022 to 2024
(Prop. 1 S (2021-2022)).

Some welfare technologies are offered for free; others are provided as a voluntary service and
are not required by law. Most municipalities, therefore, charge a monthly fee for some welfare
technologies based on Section 11-2 of the Health and Care Services Act (2011) and on
regulations on deductibles for municipal health and care services (The Regulations on
Deductibles, 2011).

2.3 Opportunities for user involvement

User involvement is a central perspective in this study. Its provenance can be dated back to
the Universal Declaration of Human Rights in 1948 (United Nations, 1948). The declaration
establishes that everyone has the right to a good, safe, and meaningful life based on their
capabilities and that all people enjoy the same rights. In terms of health, user involvement and
empowerment are often connected to the World Congress in Ottawa (World Health
Organization, 1986). The Congress represented a paradigm shift from a traditional and

paternalistic way of thinking based on health professionals’ authority to an understanding of
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patients’ rights and power to participate in the decision-making processes that concern them
(Kokeny, 2011; Tveiten & Boge, 2014). User involvement has historically been linked to a
democracy-oriented and market-oriented perspective (Andreassen, 2017; Christensen &
Fluge, 2016). However, there is an increased focus on co-production in user involvement,
where patients and relatives are supposed to assume more responsibility and become partners
in their own care (Dent & Pahor, 2015; Greenhalgh & Papoutsi, 2019).

There are requirements to involve patients and their relatives in their healthcare in various
European green and white papers (Dent & Pahor, 2015; European Commission, 2021; United
Kingdom Parliament, 2012). Further, section 3-1 of the Norwegian Patient Rights Act (1999)
contains a clear statement on the obligation of healthcare services to ensure that patients play
an active role in decisions concerning their own lives: “Patients and service users are entitled
to participate in the implementation of their health care. The form of involvement shall be
adapted to the individual patients’ ability to give and receive information” (My translation).
Relatives also have the right to be involved in the care when the patient wishes to. They may
also have to take over patients’ decisions when patients can no longer decide for themselves,

as in cases of cognitive impairment (Patient and User Rights Act, 1999).

2.3.1. Co-production

User involvement, described as the “co-production of care,” was first conceptualised by an
academic team led by Elinor Ostrom at Indiana University (Realpe & Wallace, 2010).
Initially, the idea referred to a co-production between health professionals and patients, but
later definitions were expanded to include relatives and civil society as actors (Pestoff, 2014;
Realpe & Wallace, 2010). Co-production can be seen as a step toward increased
democratisation and patients’ right to be involved in the care (European Commission, 2018;
Hamann & Heres, 2019; Vennik et al., 2015). Policy decision-makers want a healthcare
service based on active collaboration where power and responsibility for care are shared
between patients, relatives, volunteers, and health professionals in planning, implementing,
and evaluating certain measures (Beresford et al., 2015; Christensen & Fluge, 2016). Further,

policymakers all over Europe have embraced co-production since it can reduce public costs
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when patients and relatives take more responsibility for their provision of care (Loeffler &
Bovaird, 2017).

In this thesis, | use the following definition of co-production: “an asset-based approach to
public services that enable people to provide and people receiving services to share power and
responsibility and work together sharing in equal, reciprocal and caring relationships” (The

Co-production and Involvement Network for Wales, 2021).

Figure 1: Ladder of involvement in relation to welfare technology

Older people control the
Control technology In their lives (with
_——— support If needed)

Older people and those around
Partnershlp them work together to identify,
install and use technology
Older people are asked about
technology and what they need,
Consultation but not given control over
choices
— - B Older people are told about
= new technolog that is bein
Informing 47 =

introduced, but with no say
over it

The figure is from the report “Aging well with assistive technology: Co-production
technological solutions with older people. A scoping review of the evidence” by Rolfe et al.
(2021) and is inspired by the work of Arnstein (1969). The figure is used with permission
(Appendix XI).

Figure 1 visualises the different levels of involvement. It shows that the higher the patient’s
level of involvement on the ladder, the more responsibility and additional tasks are added, but
also an expectation of transfer of power from health professionals to patients and their
relatives.
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3.0 RESEARCH STATUS

In section 3.1, | present the current state of Norway’s home care services. The expectations
surrounding welfare technology as an integral part of home care services are also described.
In section 3.2, | present the research status for the concept of user involvement, followed by

an elaboration on the notion of co-production in care.

3.1 Home care is changing
The research presents home care services as a practice with many expectations, requirements

and ethical challenges (Andersen et al., 2018). At the same time as the number of older
patients is increasing, the number of nursing homes has been reduced. The threshold for
securing a place in a nursing home has become increasingly higher, with the upshot that
patients have to stay at home for longer (Gautun, 2020). A further consequence is that patients
who live in their homes and receive home services are considerably older and frailer today
compared to those who lived at home in the 1970s and 1980s (Gautun, 2020). As a result of
the increasing number of patients in need of home care services, the research has pointed out
that health professionals experience time pressures amid more tasks and responsibilities as
well as conflicting expectations and demands (Fjertoft et al., 2022; Strandas & Bondas, 2018).
This may potentially challenge health professionals’ relationships with patients and relatives
and compromise their professional obligations (Martinsen et al., 2018; Mgller & Delmar,
2019). It has been found that the municipalities have not been provided with enough resources
to meet the increasing number of challenges following health reforms, such as the Norwegian
coordination reform (Haukelien et al., 2015; Kristiansen et al., 2019; Theie, 2018).
Increasingly tighter resource limits have also led to changes in who receives home services as

well as the content thereof (Kristiansen et al., 2019).

The typical geriatric patient receiving home care services undergoes age changes and may
have multiple diseases and often different forms of functional and mental impairment. The
frail older patient is particularly vulnerable to injury and illness (Ranhof, 2020). Clegg et al.
(2013) state that almost half of those over 85 are probably frail. It is important to note that
frailty can affect user involvement when welfare technology is implemented and used
(Bjerkquist et al., 2015; Lilleheie et al., 2019).
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3.2 The use of welfare technology
The research indicates that the use of welfare technology amid the possibility of remaining in

one’s familiar environment can improve empowerment, increase feelings of safety and
independence, and strengthen patients’ ability to cope with their life situations (Bennett, 2019;
Halvorsrud et al., 2021; Sanchez et al., 2019; Zander et al., 2021). When welfare technology
is used, the patient’s physical and mental ability should be considered (Holden et al., 2013;
Vahdat et al., 2014). We know that an individual’s state of health, attitudes, values,
expectations, identity, and lifestyle are important factors regarding the use of welfare
technology (Frennert & Ostlund, 2018; Stokke et al., 2019; Zander et al., 2021). Involving
older patients in implementing welfare technology is further desirable but challenging due to
the lack of capacity, information, and competence surrounding the available technology and
what they may benefit from (Bjgrkquist et al., 2015). Additionally, some health professionals
are worried that patients perceive the use of such technology leads to an infringement on their
privacy by being monitored (Boise et al., 2013). However, several studies indicate that
patients are more concerned about how welfare technology can contribute to their security,
safety, freedom, and mobility than concerns over being monitored (Bartlett et al., 2019;
Karlsen et al., 2018; L. Liu et al., 2017).

For relatives, welfare technology can support them in providing care and reducing potential
stress and strain when caring for frail older patients (Czaja et al., 2016; Kamp et al., 2019;
Karlsen et al., 2018). However, with the increased use of welfare technology and fewer visits
from health professionals, there is a risk of the perception that more of the responsibility and
care workload will fall on relatives (Karlsen et al., 2018; Oderud et al., 2015; Sriram et al.,
2019).

For health professionals, welfare technology is meant to support and streamline their daily
work and support their decision-making processes (Kamp et al., 2019; Kirkegaard &
Andersen, 2018; Majumder et al., 2017). Welfare technology is also expected to save costs
with more efficient workflows and reduced patient visits (Kamp et al., 2019; Snoswell et al.,
2020). However, welfare technologies can also threaten stability and predictability, power,
role and group identity, and fundamental healthcare values (Nilsen et al., 2016). With the

reduction of face-to-face meetings, health professionals’ opportunities to see patients and
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make professional assessments of their health status are challenged (Saborowski & Kollak,
2015).

A study by Kleiven (2020) showed that new technology is often based on how designers
picture its use, which might not fit users’ needs and practices. Since not all technology is
suitable for all users, welfare technology must be assessed in view of the individual user’s
needs and requirements (Halvorsrud et al., 2021). Another study indicates that new
technology should be tested and customised before being used (de Veer, Fleuren, Bekkema, &
Francke, 2011). Further, as Cresswell et al. (2013) point out, the extant infrastructure is often
insufficient when implementing welfare technology. Network instability is an issue that can
undermine trust in welfare technology and lead to uncertainty, frustration, and concern about
the quality of care (Andersson & Edberg, 2012; Barrett et al., 2014; Kruse et al., 2017). Other

concerns about welfare technology include equal access and cost (Kruse et al., 2016).

Welfare technology is still not fully implemented in Norway’s home care services. There are
substantial local differences in the technological solutions the management chooses to
purchase and in how advanced municipal healthcare is in the process of implementation and
use (Halvorsrud et al., 2021; Rostad & Stokke, 2021). There may be discrepancies between
expectations and the complex reality these technologies are part of (Stokke, 2018). As
Halvorsrud et al. (2021) also point out, the implementation and use of welfare technology are

multifaceted and complex.

3.3 Prerequisites for user involvement
The research highlights that patients, relatives, and health professionals should all be involved

in innovation processes in healthcare since users have different desires and needs to be
considered (Barber et al., 2019; Bergerum et al., 2020). User involvement has been credited
with improving information availability and service accessibility, thereby leading to increased
empowerment, confidence, and patient satisfaction (Alm Andreassen, 2018; Kaltoft et al.,
2014; Omeni et al., 2014). Further, meaningful discussions and a shared understanding of
what user involvement entails and why it is essential are prerequisites for reaching each

party’s respective goals (Johannessen et al., 2018; Mathisen et al., 2016). Access to reliable
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information can also be necessary to make informed choices between reasonable alternatives
(Glicksman, 2018; Sedig, 2016). The research indicates, however, that health professionals’
attitudes, knowledge, and time allocated to cooperation are essential for patients and their
relatives’ opportunities for involvement (De Rosis et al., 2020; Dugstad et al., 2019;
Saborowski & Kollak, 2015). The research underlines the importance of empowerment
processes that involves being heard, seen and respected, to increase user involvement (Dent &
Pahor, 2015; Spreitzer, 2008). Additionally, the studies indicate that when patients feel
empowered and are actively engaged in their healthcare, they are liable to experience
autonomy, better health outcomes, and improved care experiences (Kuosmanen et al., 2021;
Vahdat et al., 2014). Furthermore, trust, respect, and mutual recognition are also prerequisites
for adequate involvement in care relations (Held, 2006; Tronto, 1994). However, it is not
necessarily the case that user involvement automatically leads to a better quality of healthcare
service provision. In their research, Williams, Kang and Johnson (2016) note the risk of
power imbalance and stereotypical prejudices in users’ involvement in care. According to
various personal ideologies, circumstances, and needs, other studies have revealed that health
professionals, patients, and relatives can have different perceptions and understandings of
what user involvement means and entails (Dent & Pahor, 2015; Fudge et al., 2008; Skjeldal,
2021). Differences in the values of patients, relatives and healthcare professionals can create
conflicts in the provision and the involvement of care (Hofmann, 2013; Sanchez et al., 2017;
Vanstone et al., 2019). However, planning and performing the services together can deepen
their understanding of each other’s competencies and values (Batalden et al., 2016; Hvitstein-
Strem, 2019).

Older patients are a highly heterogeneous group with different wishes and needs (Grates et al.,
2019). They are also often unfamiliar with the concept of user involvement in healthcare since
they are accustomed to the traditional, paternalistic, and task-oriented care approach (Dyrstad
et al., 2015; Hestevik et al., 2019; Johannessen et al., 2018; Olsen et al., 2019). Bennet (2019)
further states that patients’ decision-making capacities must be considered. Older patients
often struggle to understand and remember information about welfare technology, which
challenges the extent to which comprehensive user involvement is possible (Lilleheie et al.,
2019). Furthermore, identifying and redistributing power for promoting patients’ and
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relatives’ relationships with health professionals is needed since paternalistic working
methods and attitudes are not always easy for health professionals to put aside (Askheim et
al., 2017; Christensen & Pilling, 2019).

Relatives usually have close, long-term relationships with patients and wish to be involved in
care decision-making (Held, 2004; Tronto, 1994). The research shows that relatives can bring
valuable knowledge about the patient’s values, resources and needs (Manias et al., 2019; Ris
et al., 2019; Wilson et al., 2017). Such knowledge can improve the quality of home care
(Callaghan, 2012; Tagnnessen et al., 2016). However, they often have other private tasks and
responsibilities in addition to providing care to the patient, which affects the capacity to be
involved in the care (S. Liu et al., 2017; Wulff et al., 2020). One must therefore be aware of
the potential burden of the responsibility of giving care to older family members (Pl6thner et
al., 2019; Tennessen et al., 2016). To what extent and how relatives want to be involved in the
decision-making will differ and must also be respected as part of individuals’ autonomy
(Elwyn et al., 2012; Johannessen et al., 2018; Wiig et al., 2020). The research has revealed
that involvement opportunities based on mutual dialogue and cooperation with health
professionals can lead to feelings of coping, self-efficacy, autonomy, and self-determination
on the part of relatives (Sakanashi & Fujita, 2017).

Studies on user involvement are primarily concerned with understanding and practising the
involvement of patients and relatives (Ocloo & Matthews, 2016; Ree et al., 2020). Electronic
patient records and work lists on tablets, as well as digital door locks and alarms, indicate that
health professionals are also users of welfare technology; opportunities for user involvement
in the workplace are important principles that promote democratisation, job satisfaction and
empowerment, among them (Spreitzer, 2008). Satisfied users are often more optimistic and
willing to engage with others. Further, since health professionals provide information and
facilitate follow-ups on patients’ use of welfare technology, they need adequate information

and competence in welfare technology (Brewster et al., 2014; Dugstad et al., 2019).
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3.3.1 Health professionals, patients and relatives as co-producers
The co-production approach rejects the traditional understanding of patients as dependent and

instead focuses on public services that redefine the user relationship as one of co-dependency
and collaboration, thereby focusing on patients as partners with resources (Boyle & Harris,
2009; Turakhia & Combs, 2017). The co-production perspective emphasises an understanding
of user involvement, which, in addition to involvement and influence, highlights patients’ and
relatives’ feeling of responsibility for contributing to their healthcare as equal partners of
health professionals (Batalden et al., 2016; De Rosis et al., 2020; Loeffler & Bovaird, 2017).
Health professionals are expected to have an individual approach when meeting the
multidimensional needs and preferences of older people dependent on care by acknowledging
the carers and the patient’s family. By considering each individual’s needs, limitations, goals,
and abilities, the probability of involvement in the use of welfare technology can be
strengthened, and quality improvement of health care services may increase (Ebrahimi et al.,
2021; Kogan et al., 2016). Health professionals are essential in facilitating patients’ and
relatives’ opportunities for involvement in co-production (Batalden et al., 2016; De Rosis et
al., 2020).

Recent studies have suggested co-production as an intervention to increase satisfaction and
trust in health professionals (Jo & Nabatchi, 2019), enhance innovation (Palumbo et al.,
2018), and improve the effectiveness and efficiency of products and services (Brandsen et al.,
2018; Luo et al., 2019). Co-production may support services of seeing patients and relatives
as equal participants in their care and strengthens the possibility of individualised care
(Blunden & Calder, 2020). Nonetheless, co-production may also pose harmful and unintended
consequences. A higher degree of involvement may not always benefit all users of welfare
technology (Tritter & McCallum, 2006). Larkin and Milne (2014) further argue that the
concept of co-production in care does not allow for a focus on relatives’ perspectives and
needs. It is of much concern that the expectations of co-production in care can impose an
additional heavy burden on relatives in terms of the responsibility and tasks in care they may
be saddled with (Callaghan, 2012; Tennessen et al., 2016).
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4.0 THEORETICAL FRAMEWORK

This chapter presents an overview of the theoretical perspectives | have used to grasp the
complexity and ethical aspects of patients’, relatives’, and health professionals’ experiences in

their respective involvement and use of welfare technology in home care services.

First, neither user involvement in care nor welfare technology is value-neutral in meeting the
challenges of home care services (Hofmann, 2019). Therefore, assessing the ethical aspects of
these interventions in municipal healthcare contexts will be necessary. Changes in services
influence autonomy, power shifts, relations, interactions, the need for trust, and questions of
inequality. Values further influence user involvement and welfare technology and can trigger
tensions between patients, relatives, and health professionals (Beauchamp & Childress, 2013;
Held, 2006; Tronto, 1994; Tronto, 2013). Based on this, | needed suitable ethical frameworks
on which to base both my analysis and discussions. Therefore, ethics of care theory inspired
by Held (2006) and Tronto (1994) and biomedical theory based on the work of Beauchamp

and Childress (2013) were used and are presented in this chapter.

Second, changes in home care services can be understood and improved if both “social” and
“technical” aspects are brought together and treated as interdependent parts of a complex
system (Ackerman et al., 2018; Bossen, 2018). For this thesis, | have used socio-technical
system theory to discuss and understand the interdependent and complex human and technical
factors in home care services (Carayon et al., 2020; Holden & Carayon, 2021; Holden et al.,
2013).

4.1 Ethical theory

Ethics of care theory adopts a relationship-based approach, thereby focusing on how people
interact and respect each other (Held, 2006; Tronto, 1994). The theory highlights that care
ethics is both a practice and a value and impacts human interactions (Held, 2006). The
biomedical ethics principle by Beauchamp and Childress (2013) focuses on a person’s
autonomy and how increasing welfare technology and increased responsibility for care tasks

can lead to a focus on non-maleficence if not used as intended. Further, it involves a moral
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discussion on who will benefit from the changes in home care services. The final principle is
justice, which focuses on human rights and justice for all to have equal services and access to
welfare technology.

4.1.1 Ethics of care theory
Ethics of care theory arose from a feminist appreciation of the importance of care and caring

labour and was developed by Sara Ruddick, Carol Gilligan, and Nel Nodding (Held, 2006).
Virginia Held and Joan C. Toronto further developed the theory, and their approach is used in
this thesis (Held, 2006; Tronto, 1994). This approach focuses on the interconnectedness of
humanity and places a moral significance on relationships. Through this study, | have realised
that relationships intrinsically influence how patients, relatives, and health professionals

experience their respective involvement and use of welfare technology.

Ethics of care theory is an approach to personal, social, moral, and political life that operates
from the reality that all human beings need to receive care and care for others (Held, 2006;
Tronto, 1994). Care relationships among people are part of what marks us as humans, and we
are always interdependent beings (Tronto, 1994; Tronto, 2013). The ethics of care points out
that the ability to provide care cannot be considered pure theory’ but requires a particular type
of competence and sensitivity to the specific needs of others. Respect, trust and a balance of
power are essential elements that are necessary for healthy relationships (Held, 2006; Tronto,
1994). These elements are thereby vital for understanding users’ experiences of their

involvement in welfare technology in home care services.

Held (2006) describes a caring person as one with the commitment and appropriate
motivation to care for others by adopting practical caring approaches. For that reason, a caring
person could be either a health professional or a relative. She further argues for limiting
market provisions for the care and legalistic thinking in ethics, asserting that care ethics has
superior resources for dealing with the power dynamics that imbue all relations. This focus on
relationships is often situated within contexts of power and control. The power distribution
can be seen in the desire for co-production in the involvement and willingness of health

professionals to hand over more of their power to patients and relatives. She also argues that
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care ethics can help to promote healthy social relations rather than pursuing self-interest. Held
(2006) further suggests that care should be performed and caregivers valued in public and

private spheres, including input concerning user involvement.

In this thesis, the “four phases of caring” are drawn on to explore the experiences of giving
care (Tronto, 1994, pp. 105-108). The phases include “caring about,” where the focus is on
recognising patients’ need for care; “taking care of,” which assumes a feeling of responsibility
for care; “caregiving,” when health professionals or a relative provide care; and, finally,
“care-receiving,” which is about how well the caring needs are met. Further, Tronto’s five
moral elements of care that arise from the four phases of caring are used, namely
attentiveness, responsibility, competence, responsiveness, and trust (Tronto, 1994, pp. 127-
136). Tronto (1994) further emphasises that people cannot be fully autonomous since they are
interdependent social beings who rely on others for advice and support. Tronto is also
concerned about the inequality that arises when people with high incomes and social status
purchase caring services, thereby delegating the burden of care to healthcare professionals so

as to avoid responsibility for the adequacy of hands-on care (Fieser & Dowden, 2021).

It is claimed that the focus on relationships prevents a focus on more systemic injustice in
public life (Pettersen, 2008). Further, Beauchamp and Childress (2013) criticise the ethics of
care theory for being incomplete in determining what is right to do in any context. However,
especially when it comes to user involvement, a focus on relationships between involved
partners and the experience of duty of care can be useful. Ethics of care theory will thus be
useful to complement the biomedical model described in the next section.

4.1.2 Biomedical ethics

The “Principles of Biomedical Ethics” by Tom L. Beauchamp and James F. Childress (2013)
first appeared in 1977; this thesis uses the 8™ edition. The four principles are autonomy, non-
maleficence, beneficence and justice, thereby involving fairness in distributing benefits to all
(Beauchamp & Childress, 2013).

The first principle is respect for a person’s autonomy as a universal moral principle.

According to Beauchamp and Childress (2013), all people have a right to make their own
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choices and the freedom to live their lives following what they deem to be in their best
interests and in line with their desires, beliefs, and preferences. Autonomy is also at the very
foundation of human rights (United Nations, 1948). The principle highlights the right to
choose what welfare technology to use and how to be involved in care. The second principle
is to prevent death and suffering due to illness and to save lives. To cure, care, and comfort
are stated in the Oath of Hippocrates, with the primary call to not harm (Hajar, 2017). This
later became known as the principle of non-maleficence (Beauchamp & Childress, 2013). In
this thesis, examples of non-maleficence may be connected to patients’ lack of knowledge,
their inadequate mental capacity to handle welfare technology, or when too much
responsibility is transferred to patients or relatives. The principle of beneficence reflects a
moral obligation to act for the benefit of others. The idea behind this principle is that health
professionals have a duty to be concerned about any benefit to the patient and take positive
steps to avoid harming them. The utility form of benefits requires focusing on the overall
result by balancing benefits, risk, and cost. This approach may emphasise what is important
for patients and their relatives and how this can be supported by co-production and welfare
technology. The principle of justice deals with the expectation that all people have equal
access to care in the same circumstances, which is also described in the Norwegian Patient
Rights Act (Patient and User Rights Act, 1999). The principle also implies fairness in
providing healthcare to patients regardless of gender, race, or religion, as stated in the Human
Rights Declaration (United Nations, 1948). Healthcare professionals are further obliged by
their social mandate to deliver healthcare resources reasonably and efficiently with an overall
concern for the healthcare budget with fair, equitable, and appropriate distribution of benefits
and norms (The Health Personnel Act, 1999). However, this ideal is challenged by limited

healthcare resources.

Biomedical ethics has not been without its critics. Hedgecoe (2004) claims that biomedical
ethics presents an idealised, rational way of thinking and tends to exclude social and cultural
factors, relegating them to the status of irrelevancies. Huxtable (2013, pp. 40-41) notes four
problems with the four principles: first, the principles fail to recognize the diversity of extant
traditions and perspectives even within the societies they purport to reflect; second, they are

inapplicable since particular problems are said to arise when the principles confront patients
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who lack autonomy; third, they are inconsistent since the principles do not significantly help
to identify moral problems and there may be situations wherein they simultaneously pull a
conscientious health professional in different directions; fourth, they are inadequate in that
they fail to provide solutions to the very dilemmas in which one might legitimately expect

such a framework to assist. By using ethics of care, some of this criticism can be met.

4.2 Socio-technical system theory

Socio-technical system theory is the result of Eric Trist and Ken Bamforth’s studies into the
organisation of work’ in the British coal industry in the 1950s. It features a focus on
effectiveness and the satisfaction of employees (Fox, 1995; Trist & Bamforth, 1951). Since
the key goals of involvement and welfare technology are to improve the quality of care and
reduce costs, socio-technical system theory can be useful in this context. User involvement,
such as co-production, is crucial for promoting ownership of innovative collaboration
processes and using tools like welfare technology, an ideal that socio-technical system theory

also emphasises (Aanestad & Olaussen, 2010).

Socio-technical system theory focuses on interactions between individuals in an organisation
and technology (Carayon et al., 2020; Dul et al., 2012; Leeds University Business School,
2021). Human factors describe an individual’s capabilities and limitations in performing tasks
and functions, their understanding of information, and the environment that suits each user’s
skills and resources. Efforts must be made to an individual support people through a co-
production design that fits their capabilities, limitations, performance needs, and other
characteristics, and not the other way around (Holden et al., 2013). A further key factor is
where the tasks take place (Carayon & Hoonakker, 2019). A consideration of the context in
which the system will be used and social and cultural factors, including care practices and the

structure of the organisation, is essential (Baxter & Sommerville, 2010).

Welfare technology is often blamed when errors and adverse events occur, such as unstable
network coverage (Joshi & Woll, 2015). However, the cause could also be attributed to how
welfare technology is used, insufficient training, or a lack of resources. Therefore, to

understand the outcomes of welfare technology, it is necessary to investigate the whole work
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system and not just a single element (Committee on Patient Safety and Quality Improvement;
Institute of Medicine, 2012). This means that rather than simply putting people into existing
technical systems, technological solutions should be designed so that individuals and

technology can coexist in care contexts.

Figure 2 illustrates the socio-technical system theory used in the SEIPS 2.0 model

WORK SYSTEM PROCESSES OUTCOMES

* Physical e Cognitive e Social/behavioral

Tools &
Technology

Desirable
Distal

Professional Work

Person(s) Collaborative

Professional-Patient Work Patient Profesgional Organizational g/ﬂ

Internal

Environment
Patient Work

Proximal
\ Undesirable /

External
Environment

* Anticipated or unanticipated e Short- or long-lasting e Intermittent or regular

ADAPTATION

This figure is from the article “SEIPS 2.0: A human factors framework for studying and
improving the work of healthcare professionals and patients” (Holden et al., 2013). Copyright
has been obtained (Appendix XII).

The general structure of the SEIPS 2.0 model is that the socio-technical work system produces
work processes that shape outcomes (Holden et al., 2013). It conforms to the input-
transformation-output framework (Karsh et al., 2006). The theory also supports the inclusion
of feedback loops, which represent the need for constant adjustments to improve the services
(Holden et al., 2013). The person(s) in this model can be patients, relatives, health
professionals, or anyone involved in care. The focus on persons as the core factor fits the
individualised approach in co-production and user involvement. The model highlights further
interactive factors such as technology and tools, the organising of services, the tasks to be
solved, and internal and external environments. The SEIPS 2.0 model does not include
infrastructure as a separate factor. For the purposes of this thesis, however, | have decided to

include it as a factor, as others have done before me (Leeds University Business School, 2021;
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Shepherd & Clegg, 2011). All factors influence systems and individuals differently, and
understanding these interrelated factors is essential for the successful involvement,
implementation, and use of welfare technology (Sittig & Singh, 2010).

The processes illustrated in Figure 2 are where the involvement takes place. It can be divided
into physical, cognitive, and social/behavioural processes for collaboration (Holden et al.,
2013). An example of a process could be the administration of medication, which could be
subdivided into tasks such as patients accepting, learning, and handling the medication
regimen, and health professionals training the patients, refilling medications and

documentation thereof.

The outcome can be experienced differently from the point of view of patients, relatives,
health professionals, and the organisation (Holden et al., 2013). What concerns patients and
relatives in their desire for an outcome is not necessarily the same as what is important to

health professionals or management.

Socio-technical system theory focuses on the interactions between human resources and
technology. However, socio-technical system theory is not useful for discussing ethical values
for different users when new technology is selected, implemented, and used, or when they are
expected to be involved in such processes. Biomedical ethics can, however, look into the
values and moral rules of human activities that occur within these systems and give direction
toward the right choices. Further, ethics of care theory focuses on the importance of the
relationships between people and the use of technology. In this way, the two ethical theories

combined address the relational and moral deficiencies of socio-technical system theory.
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5.0 METHODOLOGY

I have chosen qualitative research methods to explore and understand the experiences of
health professionals, patients, and relatives in this study. This approach allowed me to
uncover trends in opinions, get close to the participants, and explore their experiences of user
involvement and welfare technology. The study draws on a phenomenological-hermeneutical
philosophical approach inspired by van Manen (1990/2015) and Gadamer (1960/2010). It is
phenomenological in that the goal is to grasp the participants’ meaning-making processes
underlying their lived experiences and hermeneutical in that the method is based on the
interpretation of textual data from interviews. The empirical data in this study are derived
from qualitative interviews of health professionals, patients and relatives. The interviews were
analysed using reflexive thematic analysis inspired by Braun, Clarke, Hayfield, and Terry
(2019, pp. 852 -857).

Table 1 presents an overview of the aims, designs, data collections, settings and participants
in the three papers on which this thesis is based.

Aim Design Data Setting Participants

collection
To learn more Quialitative Five focus Three Sixteen health professionals. Nine
about the factors exploratory | group interviews nurses and seven nurses assistants.
that promote or and interviews were Three men and eleven women,
inhibit user descriptive conducted at ranging from 33 - 62 years of age.
involvement the
among health participants’ The inclusion criteria were that the
professionals workplaces. health professionals had worked in
when The two home care services for at least six
implementing follow-up months, in at least a 50 % position.
welfare interviews
technology in were
home care conducted at
services. the university.
To explore older Quialitative 16 Three Sixteen patients.
patients’ exploratory individual interviews Five males and eleven females,
experience of user | and interviews took place ata | ranging from 65 to 95 years old of
involvement in descriptive day activity age.
implementing and centre for
everyday use of seniors, and The inclusion criteria were that the
welfare the rest in the | patient could give consent, had
technology in participants’ used welfare technology for at least
public home care homes. six months, was 65 years old or
services. older, and was able to sign an

informed consent.
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3| Toexplore Qualitative 16 Nine Eighteen relatives. Eight men and
relatives’ exploratory | individual interviews ten women, ranging from 54-77
experience of and interviews were years of age.
involvement and | descriptive were conducted by
possible ethical planned. telephone, and | The participants included two
aspects of Caring HOWQVEf, seven were spouses, SiX sons, nine daughters,
for frail older in two conducted and one sibling.
patients receiving interviews, face-to-face,
home care one extra two in private | The persons had to be noted as the
services supported sibling asked | homes and the | closest relative in patients’
by welfare to be remaining in | electronic medical records to be
technology present. quiet public included. In addition, the patient
places. they were related to had to have
A total of 18 used welfare technology for at least
relatives six months and be over 65 years
participated. old.

5.1 An explorative-descriptive design

There has been an increasing focus on user involvement and welfare technology in Norwegian
home care services (Brandsen et al., 2018; Meld. St. 47 (2008-2009)). Nevertheless, there is
limited knowledge of users’ experiences of being involved in the introduction and use of
welfare technology, namely from the perspective of patients, relatives, and health
professionals. An exploratory design allows the researcher to explore a topic that has received
given scant attention earlier and enables the study participants to enhance their knowledge of
the field (McCallum & Howes, 2018; Patton, 2014). Further, a descriptive design is suitable
for characterising individuals, situations or groups more accurately (Patton, 2014). This
design was used since the purpose was to increase the level of knowledge and descriptions of
the participants’ experiences and situations and how certain factors were related to each other
(Patton, 2014). Information related to the participants’ attitudes, attributes, behaviour, beliefs,
and experiences was collected through interviews, in line with Sim and Wright’s (2000)

description of descriptive research.

5.2 A phenomenological-hermeneutical approach

A phenomenological-hermeneutical philosophical approach was adopted since the
relationship between phenomenology and hermeneutics can be seen as one of reciprocity
(Lindseth & Norberg, 2004). The goal was to capture and understand the richness,
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complexity, and individuality of the participants’ experiences. When the participants
expressed their lived experiences of user involvement and use of welfare technology, | wanted
to understand the described actions, attitudes, relations, and other human aspects of the
phenomena in line with my understanding of van Manen’s (1990/2015) phenomenology. The
term “life-world” is not used in the papers. However, this is the basis of phenomenology as I
read van Manen, and the term is thus used in this thesis. The hermeneutic part of this study is
oriented toward interpreting the textual data of the interviews with the participants and is
inspired by Gadamer (1960/2010).

5.2.1 A phenomenological approach

A phenomenological approach has the way individuals act, feel, experience, and understand
as its starting point. Max von Manen’s (1990/2015) phenomenological life-world concept
provided the necessary inspiration to understand the meaning behind the participants’ lived
experiences that emerged from the interviews and the transcribed material: “Anything that
presents itself to consciousness is the potential of interest of phenomenology, whether the
object is real, imagined, empirically measurable or subjectively felt” (van Manen, 2017, p. 2).
Using a phenomenological approach helped to reduce imposing personal values on the data by
constraining assumptions about what the phenomena are like or how they should be studied. It
is essential to acknowledge that the background and knowledge of the patients, relatives, and
health professionals largely determined their experience, areas of interest, and understanding
of the changes taking place in home care. It is thus reasonable to believe that individuals have
different experiences when approaching, for example, welfare technology. Such differences
are important in the exploration of various experiences. As a researcher, | draw on the
participants’ lived experiences of certain phenomena as they describe them themselves
(Creswell, 2014; van Manen, 1990/2015).

5.2.2 A hermeneutical approach
Inspired by Gadamer (1960/2010), the hermeneutical approach was used to achieve a good
understanding and valid interpretation of the experiences expressed by the health
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professionals, relatives, and patients in the interviews and in the field notes. In this study,
hermeneutics was not used as a method but more as a philosophical approach. However, the
hermeneutic approach is visible through the description of the reflexive thematic analysis in

section 5.3.3.

Hermeneutics is often understood and explained using the terms preconceptions, horizons,
and the hermeneutic circle (Gadamer, 1960/2010). As Gadamer (1960/2010) points out, a
person’s preconceptions are rooted in their education and are experienced throughout life. The
goal is to view a text or an encounter with people with as little bias as possible. However,
Gadamer (1960/2010) rejects the objective, entirely neutral, or value-free readings of texts
and instead outlines the intersubjective aspects of meaning-making or understanding. When |
approached the research field, my background was rooted in humanistic values, my prior
experience as a registered nurse and a teacher of nursing students, and my previous

knowledge about user involvement and welfare technology in home care.

As described in the chapter “My engagement in the study,” I already had some experience
implementing and using welfare technology and caregiving in home care services when
starting this PhD study. | expected other health professionals to be enthusiastic and willing to
use technology as well as to involve patients and relatives in their care. However, this
expectation turned out to be inconsistent with reality. Further, most of the patients
participating in this study were frailer than | had expected. Nevertheless, they expressed a
positive attitude towards the use of welfare technology. However, some patients were
sceptical concerning their involvement. Ultimately, | had expected a more homogeneous

group of patients, relatives, and health professionals than was the case.

My understanding of user involvement has been challenged throughout the course of this
study, and the concept appeared to be more complex than expected. To a limited extent, | had
reflected on the challenges inherent in the involvement of frail older patients and the potential
feelings of burden and obligation for responsibility and tasks for relatives. Knowing myself,
increasing my level of awareness, and having a reflective relationship with my preconceptions
have all been essential factors in this process. They may have influenced how the research
methods were conducted, how the results were understood, and what findings | considered

most appropriate.
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An interesting aspect of hermeneutics is the concept of horizons of understanding. These
encompass my overall perceptions, experiences, and prejudices at a given time (Gadamer,
1960/2010; Thornquist, 2018). The context involving, for example, the location, amount of
time spent, and the participants’ horizons may affect both communication and content. In line
with Gadamer (1960/2010), horizons enable the transfer of meanings, and one must challenge
oneself by looking at the same issue in different ways. My horizon and the situation changed
when | interacted with the participants and listened to their experiences. New understandings
were acquired by revising my evaluations or setting the participant’s assessment amid a larger
context of possible reviews. Through this process, the participants’ horizons merged with my
own into a new, common horizon. An example of this kind of “fusion” of horizons was when
my experience and pre-understanding of older patients’ scepticism about welfare technology
were changed after interviewing one of the oldest patients. The participant showed me how he
ordered technical aids online himself and told me that the technology had provided him with a
safe and active lifestyle and that the aids were easy to use. However, he pointed out that many
of his friends, also seniors, did not know how to use the internet, which was an obstacle to
obtaining the correct information by themselves. A new common horizon emerged wherein

older people may like to try new technologies but are often dependent on others as facilitators.

Put simply, the hermeneutic circle describes the parts from the whole and the whole from the
parts (Gadamer, 1960/2010). This philosophical way of thinking also coincides with Braun et
al.’s (2019) reflexive thematic analysis method, which I will return to in section 5.3.3. As a
researcher, I can neither understand the whole text nor any individual part without reference
to another; hence, it is a circle. The hermeneutic circle illustrates how understanding, as a
process, differs from holistic understanding via partial understanding to a new holistic
understanding. It describes a process of dynamic cognition that oscillates between part and
whole in an attempt to understand both (Gadamer, 1960/2010). The circle is often described
as a spiral to show that an understanding changes over time with no end. As a researcher, |
must be open to change and possible improvements throughout the process (Thornquist,
2018).
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5.3 Interviews

Qualitative interviews were a natural choice to elicit reflections and experiences from the
participants in the search for a deeper understanding of user involvement and welfare
technology.

5.3.1 Recruitment and sampling

Understanding the subjective reality of the experiences of user involvement and welfare
technology cannot be achieved with a large representative sample but with a limited sample
and open interviews with participants representing typical examples of the field under study. |
wanted to draw on participants who could share their unique experiences of their life-world to

increase my understanding and knowledge of the focus of the study.

Before the data collection process started, representatives from municipalities taking part in
the SOL pre-study (described in section 1.2) were invited to a joint information meeting. The
management of these municipalities was informed about this study’s objective and planned
research design and accepted the invitation to participate further and recruit health
professionals. Additionally, three more municipalities were invited to recruit patients and
relatives to ensure that there would be enough participants (Appendix V1).

Before the interviews were conducted, | telephonically contacted managers for further
information. Furthermore, the home care services management contacted, informed and
recruited the participants. They combined their knowledge of potential participants with the
inclusion criteria and our request for both genders of different ages. The management did not
state how many participants refused to participate when invited. The plan was to have focus
group interviews with health professionals and solely individual interviews with patients and
relatives. However, in two of the interviews with relatives, an extra relative asked to
participate. For that reason, a total of 16 patients, 18 relatives, and 16 health professionals
participated. The size of the focus groups varied from six to eight participants, as
recommended by Malterud (2015) and Brinkman and Kvale (2015).

To obtain more satisfactory information strength concerning user involvement and the use of

welfare technology emerging from the first three interviews of the SOL project, we performed
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two follow-up interviews with the health professionals in sub-study one until we were
satisfied. The total number of focus group interviews was five. When the 16 interviews with
patients and the 16 interviews with relatives were completed, and a preliminary analysis was
carried out, the authors assessed and concluded that satisfactory information strength had been
achieved for these groups, in line with the recommendation of Malterud (2016). As Clark and
Brun (2021) argue, it is necessary to dwell on uncertainty in thematic analysis and recognise
that meaning generated through interpretation is inescapably situated and subjective; it also

cannot be determined in advance of the study.

In order to be eligible for recruitment, the health professionals had to be registered nurses or
nursing assistants and to have worked in home care services for at least six months in at least
a 50% position. By choosing to include only nurses and nurse assistants and not unskilled
carers, | expected the participants to have some professional competence in communication,
ethics, and user involvement as well as the ability to reflect on and professionally discuss
certain topics during the interviews. Having a position above 50% meant that the health
professionals regularly saw and experienced user involvement and welfare technology in
home care services. In addition to these inclusion criteria, | asked for participants of varied
ages and gender. | wanted the selection to be heterogeneous to reduce bias and strengthen
validity.

Since the patients were frail and old, it was ethically important to consider their ability to
provide informed consent. Therefore, management was asked to consult health professionals
who knew the patients well to be particularly aware and to consider their ability to consent
before asking them to participate. Since experiences often change over time, the patients
should have used welfare technology for at least six months. I also had the preconceived
notion that younger patients would differ in their use and experience of technology.
Therefore, 1 wanted the patients to be 65 years and above. In addition, | wanted this group to

vary in their gender, age, experience, and interest in welfare technology to strengthen validity.

| asked for relatives with status as the closest relative in the patients’ healthcare records since
they probably had more in-depth knowledge about the patients and were more actively
involved in their care than other relatives might be. The patients they were related to had to

have used welfare technology for at least six months so that the relatives could have gained
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the requisite experience over time. To strengthen the study’s validity, | wanted the
experiences of both males and females, relatives living with the patients and outside patients’
homes, and relatives of different ages so as to obtain a varied picture of relatives’ experiences

of involvement and welfare technology.

5.3.2 Data collection using focus groups - and individual interviews

Interviews are among the most familiar strategies for collecting qualitative data (Brinkmann
& Kvale, 2015). In all the interviews, semi-structured interview guides were used (Appendix
V and X). While a structured interview entails a rigorous set of questions, a semi-structured
interview is more open, allowing new ideas to be brought up during the interview based on
the interviewee’s responses (Brinkmann & Kvale, 2015). The importance of flexibility is

essential for the explorative part of the design.

In all the focus group interviews, | was the moderator, while my principal supervisor had the
role of a secretary who took notes and regularly summed up the talking points to validate the
discussions. In the individual interviews, | performed the above actions alone and wrote my
reflections in my field notes after the interviews. During the interviews, | was attentive to the
respondents’ narratives and was sensitive to surprises, topics, and opinions that might
challenge my preconceptions, in line with the recommendations of Brinkmann and Kvale
(2015).

Through the focus group interviews, health professionals could describe, reflect on, and
discuss their subjective experiences, opinions, views, or attitudes related to involvement,
welfare technology, and relevant ethical aspects (Brinkmann & Kvale, 2015). As Brinkman
and Kvale (2015) describe further, the focus group discussion aim is not to reach a consensus
about a topic or find solutions to the issues discussed but to bring forth different viewpoints.
Focus groups are also suitable for finding areas for improvement in what the participants
perceive as inadequate or lacking or for providing ideas for what should be done differently in
home care. Focus group interviews provide greater opportunities for reflection than individual
interviews because when several participants engage in discussion together, they inevitably

influence each other’s thoughts and understandings. The group dynamics between the
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participants generated a wide variety of ideas and views in the five focus group interviews in

the study.

| experienced high activity across all five interviews with the health professionals. However,
some participants were more verbal than others. Bowling (2014) points out that a weakness of
focus group interviews may be caused by the composition of the group or the dominance of
certain views among group members. Therefore, | encouraged certain participants to speak up
about their views and experiences in order to obtain the richest possible material, as
Brinkmann and Kvale (2015) recommend. The participants expressed nuanced opinions and
were not afraid to discuss various situations and different views. The discussion took new and
unexpected turns in some situations, as is to be expected in an explorative design. An example

was an intense ethical discussion of GPS trackers in one of the focus group interviews.

The individual interviews allowed me to encourage patients and relatives to speak about their
attitudes, beliefs, desires, and experiences. More detailed questions could be asked and thus
the deeper interactions were useful in getting to know the participants better than in the focus
group interviews, as Bowling (2014) suggests. The patients in this study were frail and all had
health problems that required home care. Therefore, | paid special attention to their capacity
to give informed consent to the interviews before starting them. If I had been unsure of their
informed consent or whether they were able to cope with the interview, | would have chosen
to talk to them only briefly and not use those interviews in this study. However, this did not
occur. All the participants in the same group of users were asked the same general questions,
but the follow-up questions were based on how they described their experiences (Brinkmann
& Kvale, 2015). In my study, | could better address individual needs during these individual
interviews than in the focus group interviews, for example, in some situations where patients
had problems expressing themselves due to mild cognitive impairment or having previously
had a stroke. These health challenges also meant that adjustments were necessary on my part
to specify and explain some questions in more detail. For that reason, simple verbal prompts
were used to improve communication in some of the patient interviews. Moreover, some
patients expressed exhaustion during the interviews, and so, in a few situations, the interviews

had to end earlier than planned because of the patient’s health status.

42



Being present in the same room as the person being interviewed allowed for numerous
observations, such as looking at the participant’s clothes, body posture, and facial
expressions. My field notes included these observations in line with Brinkmann and Kvale’s
(2015) recommendations. Other advantages of face-to-face interviews were that I, as the
interviewer, could give responses to non-verbal expressions and clarify any ambiguities and

contribute to creating an impression of the whole situation.

Further, Bowling (2014) ) points out that it cannot be assumed that the participants share the
same frame of reference, values, and underlying beliefs as the interviewer or would interpret
the words of each question in a similar way. There were examples of patients asking what
welfare technology was, even when they had used medicine dispensers and safety alarms for
some time. In one municipality, the health professionals I talked to before the interviews
recommended using the term “the box” when I talked about the medication dispenser. This

enabled me to share a common understanding of this item with the participants.

| also planned face-to-face interviews with all the relatives. However, several were very busy
with their private lives, making it difficult to find time for the interviews. Many accepted the
invitation to participate when offered telephonic interviews instead of conducting them face-
to-face. Telephonic interviews also made it easier to reach relatives living far away. However,
when interviews are conducted telephonically, one cannot see the participant’s body language
or observe their environment, which can be essential for a more comprehensive picture of the
context (Brinkmann & Kvale, 2015). Bowling (2014) points out that telephonic interviews are
only suitable for short questions and non-sensitive topics. My experience was that sensitive
issues were nevertheless brought up and discussed over the phone. Still, the overall time spent
on those interviews was generally shorter than in the face-to-face interviews and tended to be

less deep.

The interviews were transcribed verbatim and de-identified. The transcriptions were verbatim
because of the importance of including all spoken words, which is essential for capturing the
nuances of the transcribed material. The texts were de-identified during transcription to ensure
anonymity. | transcribed the follow-up interviews of the health professionals, eight of the

patient interviews, and five of the interviews with relatives. Professional transcribers
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transcribed the rest of the interviews. During the transcription work, I became more familiar

with the data and more aware of my interview style.

5.3.3 Data analysis
The interviews were analysed within the phenomenological and hermeneutic tradition, taking

advantage of reflexive thematic analysis as developed by Braun et al. (2019, pp. 852 -857).
Being reflexive is about identifying one’s personal beliefs and assumptions that may affect the
research. Further, thematic analysis involves reading through the data set gleaned from the
interviews and identifying patterns in meaning therein. This method was chosen because it
enabled the effective categorisation of the perceived changes in home care services. Thematic
analysis is a flexible method and should not be used step by step (Braun & Clarke, 2019). In
my study, it was used in an adjustable manner wherein we went back and forth between the
different phases until an agreement was reached, a process that coincides with hermeneutic
thinking. This approach is also compatible with phenomenological approaches; it describes or
summarises participants’ lived experiences rather than an approach that involves more

interpretative or conceptual work (Braun et al., 2019).

All the authors of the three papers were actively involved in the six phases of analysis in the
different sub-studies. The first step in the thematic analysis was familiarisation. I listened to
all of the interviews and, as described above, transcribed some of them. All the other
authors read the transcribed data and wrote informal notes about their first impressions of
the text linked to the study aim in this initial phase. We reflected on the directly expressed
experiences and interpreted them in light of our preconceived understanding and
experiences. We also reviewed the secretary’s field notes from the focus group interviews
and my field notes from the individual interviews to obtain a richer picture of the
participants’ statements. In phase two, we explored each transcript and worked systematically
on the data to generate codes. In this step, we moved to a more detailed and systematic
engagement with the data, focusing on making sense of them. We organised the meaning
content from the data around similar codes and meanings. In phase three, we constructed
themes across the data based on the research questions and our interpretations. We created an

overview of the tentative themes and sub-themes based on the patterns and statements in the

44



text. We categorised some statements under more than one theme in this phase, as we still
found them to overlap and be difficult to place. In phase four, we reflected on our themes and
discussed them back and forth. We revised the themes to avoid overlaps and clarify how each
theme was related to the others, and they were checked across the whole data set. In phase
five, we sought to ensure that the names of the themes were clear, comprehensive, and
captured the meaningful content of the data, and thereby produced the final themes. We
wrapped up the analytical work in the sixth phase, namely, producing the papers.

5.4 Ethical considerations

Ethical considerations were ongoing across all stages of the study, from planning and
designing to conducting interviews, analysing, interpreting, and reporting the results
(Brinkmann & Kvale, 2015). The research goal chosen is not merely to contribute new
scientific knowledge but also to include ethical aims based on the insights and reflections that
are gained (Resnik, 2005).

This PhD study was undertaken in line with the Declaration of Helsinki (World Medical
Association, 2017) and was registered with the Norwegian Centre for Research Data,
reference number 473910 (Appendix I). In addition, the study was submitted to the
Norwegian Regional Committees for Medical and Health Research (REK) with reference
number 2018/2462. REK considered the study to be outside the scope of the Norwegian

Health Research Act, and approval was deemed unnecessary (Appendix I1).

All the participants were informed about the study and its aim. They provided a signed
statement indicating informed consent after receiving oral and written information in line with
the recommendations of Brinkmann and Kvale (2015) (Appendices 11, 1V, VII, VIII). This
also included the assurance that the participants could withdraw their consent without
consequence according to the GDPR (General Data Protection Regulation (GDPR), 2016) and
the Personal Data Act (Personopplysningsloven, 2018). Relatives participating in the study
got an information letter concerning the participation they cud give to the patient in their
family (Appendix IX). Before the interviews started, | repeated the information in the consent

form to ensure that their consent was still valid. The participants were also informed about the
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planned length of the interviews. Some choices were also made to reduce negative
consequences for the participants before and during the interviews. For example, some
interviews ended earlier than planned in situations where | assessed the patient to be too tired

to continue.

Regarding anonymity and confidentiality, data was handled and stored securely in keeping
with applicable rules and guidelines for storing research material at OsloMet (Oslo
Metropolitan University, 2016). The digital recordings have been deleted and the transcribed
material, names of participants and code key, and consent forms will be destroyed following
the agreement with the Norwegian Centre for Research Data (Appendix ). My transcription
was done on a research computer that was not connected to the internet. When sharing data
with professional transcribers, they had to sign and follow OsloMet’s agreement on data
processing (Oslo Metropolitan University, 2022). All identifying names and places in the
transcribed data were described as “***” to safeguard the anonymity and confidentiality of
the interviews. Further, when quotations from the interviews were used in the papers, the
participants’ interview numbers were used instead of their names. When sharing de-identified
data with the supervisors and co-authors of the papers, the data was sent in encrypted e-mails,

where the code was sent separately to their mobile phones.

An essential value in academic quality is a high ethical standard. For example, anonymisation
is essential as the patients and relatives in this study are vulnerable and dependent on certain
services. It was important to protect the participants and encourage openness and honesty
from them about their experiences without the concern of being recognised. Several of the
patients also had mild cognitive impairment; therefore, as a researcher, | have a special
responsibility to protect them. In addition, my responsibility also encompasses how the

experiences of healthcare professionals are interpreted and presented.

In the following chapter 6, “Methodological discussion”, reflexivity, reliability and validity

will be addressed and discussed.
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6.0 METHODOLOGICAL DISCUSSION

Brinkmann and Kvale (2015) emphasise that it is essential to consider quality criteria in
research relating to reflexivity, reliability, and validity. These concepts are traditionally
discussed in quantitative research, and there is a discussion in the qualitative research
tradition about how they should be used. Brinkmann and Kvale (2015) argue for their
relevance in a reconceptualised form, recognising that they represent a different truth from
that of qualitative research (Brinkmann & Kvale, 2015). | have chosen to use these terms

critically to discuss the methodological approach used in this study.

6.1 Reflexivity

Throughout my thirty years of nursing, | have always been concerned with the patient’s best
interests. However, over the years, | have changed my views on how nursing should be
carried out and what it takes to support patients and relatives in the best way. For example,
when | was a newly qualified registered nurse, | performed care for the patient. Today, it is
important to me that care is done with patients and their relatives. Further, I have work
experience from a computer company delivering electronic patient journal systems and ten
years of work experience in municipal healthcare, focusing on quality work and welfare
technology solutions. For that reason, | have experience with home care services, welfare
technology, and increased awareness of the need for user involvement in care. However,
home care services are changing, and new challenges and concerns are rising due to an

increased focus on user involvement and welfare technology.

When focusing on reflexivity in the study, there is a need for continual reflection upon the
research process and an awareness of my preconceptions as well as my background, beliefs,
values, judgments, motivation, theoretical knowledge, life and work experience, expected
findings, and how these factors collectively influence the research (Creswell, 2014; Polit &
Beck, 2017). Reflexivity is important because it addresses an underlying threat to the validity
of the research outcome. An awareness of misperceptions through reflexivity enables the
interviewer to design specific questions for the interviewee that help inform and clarify the
interviewer’s understanding of the outcomes. In searching for the essence of the experiences

of patients, relatives, and health professionals, | was aware of the risk of my personal bias in
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the research throughout the process, which is in line with Brinkmann and Kvale’s (2015)
recommendations. An example of this was when | first entered this study; | had a
preconception that older patients had a resistance to the use of welfare technology and a desire
for more active involvement. This may have influenced my questions. Further, I had only, to a
limited extent, reflected on the importance of relationships in care. This probably means that |
had initially placed little focus on this in the interviews. This changed and, particularly after
discussions following the analysis made with my co-authors, was given more space than | had
first thought. However, my personal bias was reduced by being aware of and reflecting on
these facts and discussing them with my supervisors and co-authors. Further, the results of all
the sub-studies were presented to the members of the PhD advisory team (presented in section
1.7). The members of this team served as my discussion partners in interpreting the findings.
Their responses did not produce any immediate changes but confirmed that the analytical
reflections aligned with their experience. Regarding health professionals’ experiences, the
results in the first three interviews were also brought back and discussed in the last two
interviews, which helped me capture what was essential for the participants.

| had a leading role in all the interviews and was aware that the atmosphere and how questions
were asked could affect the interview responses (Bowling, 2014). In line with Bowling’s
recommendations (2014), | focused on not using leading questions, complex questions, and
questions containing double negatives that might lead to biased replies. | was also aware of
and recognized the power relationship between myself as a researcher and the participants. |
listened actively during the interviews and encouraged the participants to deepen their
reflections. Nevertheless, some participants gave short, single-word answers such as “yes” or
“no” in a few situations due to their health conditions. To use these brief responses, I had to
find other instances where the participants talked about the same topic and gave similar
answers; | otherwise did not use such responses in the study. When re-listening to the
interviews and reading the transcribed material, | became aware of having advised the
relatives in a few situations. As a nurse, | knew of some of the difficulties the participants
described and how they could be solved. However, this knowledge conflicted with my role as
a researcher. As an interviewer, | should have been neutral, as Bowling (2014) suggests.

However, this advices did not affect the interview focus and progress. As | see it in retrospect,
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one possible moral solution to the situation could have been to inform and advise the relatives

after the interview had ended.

Through the research process and inspired by methodological literature, | have tried to reflect
critically on how my knowledge, experiences, and attitudes might have influenced the
interview situation, the data received, and the analysis. | have gradually become aware of my
attitudes and knowledge gaps regarding welfare technology and the complexity of user
involvement. My preconceptions might have led to hasty or premature deductions and
influenced my interpretations, as some aspects may have been taken for granted (Brinkmann
& Kvale, 2015). | may also have overlooked essential questions. Gadamer calls this “false
prejudice,” a situation wherein researchers do not separate the participants’ experiences of
phenomena and their own and the participants’ experiences of phenomena (Gadamer,
1960/2010). During the study, it has been essential to not attempt to prove a point, my
knowledge of the field, or my preconceptions but to consider a plurality of possibilities. In-
depth reflections and discussions with my supervisors have been an essential part of the
analysis reflexivity process. My reflections have matured my position as a researcher and my
awareness of my role, skills, and understanding. | have gained valuable new knowledge that
will be used in further research. Going forward, | will maintain this reflection and awareness
in all my interactions with participants in interviews since new insight is revealed in each

discussion of the interviews and subsequent analysis.

6.2 Reliability

In qualitative research, the researcher serves as an instrument for generating and analysing
data (Brinkmann & Kvale, 2015). As Morse (1994) states, research has the goal of remaining
relatively objective. The term “relatively” is used because the interpretation of interview data
can never be wholly objective and dispassionate despite the researcher’s efforts. To strengthen
the reliability, I carefully considered and described all practical matters regarding sampling,
the definition of the inclusion criteria, the preparation of the semi-structured interview guides,

how the interviews were conducted, and the analysis process.
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Before the recruitment of participants, I collaborated with my supervisors to design the
inclusion criteria and requested variations in gender, age, and experience with welfare
technology among them. The entirety of the recruitment process was conducted by the
management of the home care services, which meant it might have been conducted using
various methods. | conducted all the interviews following semi-structured interview guides.
This helped me ask the questions as similarly as possible across the different user groups,
which is a strength of this study. However, in line with Gadamer’s description of
hermeneutics, my knowledge and preconceptions changed while interviewing the participants
and probably affected the questions and my perception of their answers (Gadamer,
1960/2010). Further, the interview follow-up questions varied in response to the participants’
answers and, therefore, between the interviews. Nevertheless, one of the advantages of a
qualitative process is that the researcher can learn certain lessons and thus ask new questions
during the process. In several situations in the interviews, | asked questions based on the
answers the participants provided. An example was when relatives described their feeling of
responsibility for responding to the patient’s care needs when they became frailer and when
there was uncertainty about their coping with the welfare technology; new questions about
how this affected the relatives’ relationship with the patients’ were raised. My attention to the

complexity of care also increased by asking follow-up questions.

Moreover, | am aware that interviews can differ when they are conducted face-to-face or by
telephone, in peoples’ homes or in public places, and with or without other people nearby
(Brinkmann & Kvale, 2015). The disadvantage of telephonic interviews must be weighed
against the risk of not being able to include the desired number of participants in the study and
the potential burden of time spent on the interviews of relatives. All the interviews were
transcribed verbatim. When a professional transcriber did the transcriptions, I listened to the
discussions to check and ensure the accuracy thereof. As Brinkmann and Kvale (2015) point
out, when an interview is transcribed, the dynamics of a social interaction disappear, as does
the unfolding of pace, tone of voice, and body language. Nevertheless, it remains necessary to
structure the interviews to make them more suitable for further analysis. All the interviews

were analysed similarly using reflexive thematic analysis (Braun et al., 2019). All the co-
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authors ensured reliability during the analysis process through discussion, mutual agreement,

and refining the relevant codes and themes.

6.3 Validity

Even though | had conducted focus groups and individual interviews before this study, I am
otherwise not an experienced researcher. Bowling (2014) states that the researcher’s
competence is a decisive factor in a study’s validity. However, through discussion with my

supervisors, the validity of the process was safeguarded and strengthened.

In creating the semi-structured interview guides, | discussed the content with my supervisors
and the PhD advisory team. Further, | was inspired by the recommended interview questions
of Brinkmann and Kvale (2015, pp. 160-164). | tested the interview guide for the health
professionals on nurses from the municipalities participating in the SOL study team. The
interview guides for patients and relatives were tested on one patient and one relative to
ensure appropriate and understandable interview questions and that they reflected the aims of

the sub-studies.

The goal of qualitative interviews is to go in-depth; there is less of an emphasis on breadth.
(Brinkmann & Kvale, 2015). The number of participants will, therefore, usually not be
representative. | wanted to gain a nuanced picture of participants’ involvement in and use of
welfare technology. | asked the management to recruit participants representing patients,
relatives, and health professionals of various ages and gender. However, | was also aware of
the possibility that it would be easiest to recruit socially advantaged individuals with the
energy and interest to participate. However, several patients and relatives in this study
mentioned their having a low income, even though | had not asked about it (Glomsas et al.,
2022; Glomsas et al., 2021). Other participants stated that they were in a good financial
position and thus were able to buy the technology themselves. Some patients were faced with
cognitive challenges after suffering from a stroke, for example. They had difficulty finding
the right words, became tired during the interviews, and reported having no social life outside
their homes (Glomsas et al., 2021). This confirmed the assumption that the home care

management had recruited a good mix of patients and relatives for the interviews.
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Although it would have been desirable to obtain feedback from patients and relatives on the
results to strengthen validation, as Brinkman and Kvale (2015) recommend, the patients and
relatives were not asked for this. There was a risk that several of the patients had become
frailer since the interviews had been done. Moreover, even for the first interview, it was
challenging to reach some of the relatives. This strengthened the assumption that it would

have been even more difficult to obtain their post-interview feedback.

Data were collected differently across the focus groups and individual interviews. Focus
group discussions tend to describe, reflect, and bring out more nuanced points of view than
personal interviews. | could, however, delve deeper into the individual interviews and give
my complete attention to the individual participants. Further, telephonic interviews do not
allow for the same observation of participants as in face-to-face interviews (Brinkmann &
Kvale, 2015). Furthermore, the duration of the interviews and some of the participants’ short
answers may also have resulted in more superficial content than desired. In qualitative
interviews, it is a common issue that some participants do not elaborate on what they mean
and think in the same way as others. In consultation with my supervisors, | found that
reflexive thematic analysis was a suitable method to answer the aims of the study based on the
phenomenological statements made by the participants. These were further interpreted in a
hermeneutic approach. In this approach to analysis, the subjectivity of the researchers is
recognised and valued as an integrated part of the analysis process, in line with Campbell et
al. (2021).

The results provide a limited picture of health professionals’, patients’, and relatives’
experiences of user involvement and welfare technology since they are merely based on
interviews of 16 health professionals, 18 relatives, and 16 patients from six municipalities. |
cannot claim that the results from this study are generalisable to all home care service units in
Norway. Nevertheless, the transferability of the gained knowledge was increased by having
participants of different ages and experiences from several municipalities of different sizes
and populations, all at different stages in implementing welfare technology. The findings are
likely to be relevant to other units, patients, and relatives. Further, the results are confirmed

with reference to international literature, which serves to strengthen this study’s validity.
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7.0 RESULTS

This chapter summarises the main findings from the three papers of the study. The research
design, data collection, participants, and setting of each paper are summarised in Table 1 on

pages 34-35. The results are extensively elaborated in the papers.

7.1 Paper |

Glomsas, H. S., Knutsen, I. R., Fossum, M. & Halvorsen, K. (2020). User involvement in the
implementation of welfare technology in home care services: The experience of health
professionals - A qualitative study. Journal of Clinical Nursing, 29(21-22), 4007-40109.
https://doi.org/10.1111/jocn.15424

In the paper, we explored a variety of experiences as factors that promote or inhibit user
involvement in implementing and using welfare technology among health professionals
working in home care services. We developed five interrelated themes based on a reflexive

thematic analysis of five qualitative focus group interviews.

First, competence was highlighted as a critical component for involvement and preparedness
for changes in home care services. Competence was also associated with confidence in

welfare technology and concerns about the quality of the service.

Second, information on welfare technology was stated as a prerequisite for active user
involvement. There were certain experiences reported by the health professionals wherein
participants felt as though they were not being heard and management failed to note important

patient care information.

Third, implementing welfare technology led to changes and new ways of working for health
professionals. The use of welfare technology saved them time and improved access to
information. Nevertheless, some choose to persist with old routines. The participants justified
this by citing the unstable internet and a lack of knowledge and faith in the technology. The
organisation receiving an increasing number of alarms from digital welfare solutions such as
different forms of sensors, safety alarms, GPS’s and medication dispensers was found to be

inadequate.
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Fourth, the participants stated that their leaders did, to a limited extent, require their
involvement in the procurement or facilitation of welfare technology implementation. In
several situations, the health professionals found that their management was more concerned
with costs than listening to their experiences about patients’, relatives’, or their own needs and

wishes and how different technologies could improve care.

Fifth, health professionals also had several concerns about the changes in patient services and
how this affected their relationships with patients and their relatives. This was connected to,
for example, tracking technologies and the patients’ right to privacy. Another concern was
that the use of welfare technology reduced the number of visits and the opportunities for

physical observation and assessment.

There appeared to be a lack of preparedness for the changes in home care services entailed by
the implementation of welfare technology. The health professionals wanted to be more
involved but emphasised that the key elements of competence, information, and collaborative
arenas were missing. Competence also affected their attitudes and willingness to use the
technology. The participants gave the impression of being in a dilemma between providing
good care and improving the quality thereof, on the one hand, and having less time for

patients and becoming more efficient, on the other.

7.2 Paper Il
Glomsas, H. S., Knutsen, I. R., Fossum, M. & Halvorsen, K. (2021). ‘They just came with the

medication dispenser’- a qualitative study of elderly service users’ involvement and welfare
technology in public home care services. BMC Health Services Research, 21, Article 245.
https://doi.org/10.1186/s12913-021-06243-4

Paper two focused on older patients’ experiences regarding user involvement in implementing
and using welfare technology in home care services. The reflexive thematic analysis of the 16

qualitative individual interviews resulted in four main themes.

First, the results indicate that the group of patients in the study had very different needs and
wishes regarding user involvement. Some participants did not want to decide and be involved

as partners in their care because they lacked either the energy or the requisite knowledge.
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Others, however, wanted to be more involved and make active choices in their care and in the
use of welfare technology. The participants found that health professionals merely introduced
the technology and expected them to use it without any prior discussion.

Second, substantial individual differences in information, knowledge, and training in welfare
technology challenged user involvement and affected the participants’ ability to ask for more

technologies and become involved in the decision-making process.

Third, the participants were generally positive about using welfare technology when it led to
greater independence, safety, and getting help when needed. They were not concerned about
monitoring when tracking devices were used. Standard offers and implementing welfare

technology without user involvement resulted in some situations wherein welfare technology

was not used as expected or not used at all.

Fourth, the participants wished to stay at home for as long as possible, and welfare technology

aided this inclination.

The patients were generally positive about using welfare technology. They had, however,
varying insights into welfare technology that challenged user involvement. The results reveal
that user involvement should be facilitated and implemented carefully, highlighting autonomy

and collaboration and focusing on respect, reciprocity, and participants’ capacity.

7.3 Paper Il
Glomsas, H. S., Knutsen, I. R., Fossum, M., Christiansen, K. & Halvorsen, K. (2022). Family

caregivers’ involvement in caring for frail older family members using welfare technology: A
qualitative study of home care in transition. BMC Geriatrics, 22(1), Article 223.
https://doi.org/10.1186/s12877-022-02890-2

This third paper focused on relatives’ involvement in and possible ethical aspects of caring for
frail patients receiving home care services supported by welfare technology. To understand
their experiences, we examined the importance of personal relationships and responsibility. A
total of 18 relatives participated in 16 interviews, and five main themes were identified in the

reflexive thematic analysis.
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First, close and long-term relationships contributed to the relatives’ sense of moral
responsibility and obligation to observe and respond to the patient’s needs. They felt that
caring was meaningful but nevertheless also demanding. Support and discussion with health

professionals were considered to be essential to coping with caregiving over time.

Second, some had experienced changes in roles, tasks, and responsibilities. Welfare
technology helped the relatives deal with responsibilities and ensure the patient’s safety.
However, the expectations from patients and health professionals challenged their sense of
autonomy when they, in certain situations, felt forced to take responsibility for the patients’

care

Third, the relatives felt that, in several situations, health professionals determined the
conditions for collaboration and did not discuss and adapt their capacity and opportunity for
co-production in care. The participants further described the knowledge and information gaps

they had in welfare technology and user involvement.

Fourth, it was found that sharing power and responsibility and respecting mutual knowledge

must be paramount when improving the quality of home care for older patients.

Fifth, the relatives had concerns over the inequality engendered by their lack of knowledge

and care receivers’ finances regarding fair access to healthcare and welfare technology.

Co-production is still not an integral part of home care services; however, it may not always
be the preferred approach for user involvement. Care provision can be experienced as
rewarding but also as a burden. The relatives appreciated welfare technology, but attention
must be given to ethical concerns over autonomy, relationship changes, the transfer of tasks

and responsibility, and the risk of inequality.
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8.0 DISCUSSION OF RESULTS

The overall aim of this thesis was to explore and understand patients’, relatives’, and health
professionals’ experiences and perspectives of user involvement and welfare technology in
home care services. Experienced ethical aspects were also explored. This discussion
elaborates on the results of the three sub-studies, thereby drawing on socio-technical system
theory, ethics of care, principle-based biomedical ethics, and relevant research to discuss

findings across the different user groups in the study.

In section 8.1, factors affecting the adoption and use of welfare technology are discussed. In
the sub-studies, we found that factors such as the persons involved, access to and use of
welfare technology as tools, how the technology was used to solve care tasks, the organisation
of the service, environments, and infrastructure influence users’ experiences. The mutual

interactions between people and technology are highlighted.

Section 8.2 addresses the complexity of user involvement with regard to frail older patients,
their relatives, and health professionals in the implementation and use of welfare technology.
The sub-studies showed that the groups of patients, relatives, and health professionals were
heterogeneous and had different expectations, needs, and prerequisites for user involvement.
Barriers such as a lack of information and knowledge affected the users’ attitudes and
opportunities to be actively involved in care. The health professionals interviewed in this
study had limited background knowledge to enable co-production in care. Furthermore, they

experienced a heavy workload due to increased tasks and time pressures.

Section 8.3 highlights that ethical aspects are connected to relationships, recognition and
respect for different knowledge and effort, trust, and conflicting values. Further, potential
threats to autonomy, privacy and safety, transfer of responsibility and tasks without adequate
mapping and cooperation were identified. Finally, the risk of inequality in services and access

to welfare technology is discussed.
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8.1 Factors affecting the adoption and use of welfare

technology
My thesis has revealed that the expectations of increased involvement and the use of welfare

technology entail new ways of providing care for health professionals and relatives and
receiving care for patients (Glomsas et al., 2022; Glomsas et al., 2020, 2021). Welfare
technology is not just a matter of “plug and play,” as Stokke (2017) points out. Studies show
that implementing welfare technology is a complex process involving many factors that
translate the means and goals into practice (Ertner, 2019; Halvorsrud et al., 2021; Rydenfalt et
al., 2019).

To improve care quality and simultaneously take account of the extant resources and
sustainable service requirements, there is a need for increased awareness of the different
factors affecting the involvement and use of welfare technology. In line with socio-technical
theory, experience with welfare technology is affected by human and technical factors such as
people, tools, tasks, organisation, culture, infrastructure, and environmental factors (Holden et
al., 2013; Leeds University Business School, 2021). When one factor in the system is
affected, others are influenced. It is necessary to examine the whole system and not just a
single element thereof (Institute of Medicine 2012). Welfare technology works differently in
different contexts and for different people (Cozza et al., 2019).

8.1.1 The persons involved
For the successful experience of involvement in the implementation of welfare technology, it

should be asked what is essential for patients and relatives and which technologies can best
support their daily life (Olsen et al., 2020; Tsai et al., 2019). Furthermore, questions should be
asked about how welfare technology can support and promote health professionals’ work
(Kamp et al., 2019; Majumder et al., 2017).

Sub-study one revealed that welfare technology could provide efficient planning and work
strategies, thereby giving clearer overviews and streamlining health professionals’ service
provision (Glomsas et al., 2020). The findings of other studies support these findings (Kamp
etal., 2019; Majumder et al., 2017; Rouleau et al., 2015). However, some of the health
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professionals in my study chose not to adopt new technological solutions, such as digital door
locks. The results in sub-study one revealed that when a digital alarm was triggered, it took
time for the health professionals to go to the office to collect the right key instead of going
directly to the patient (Glomsas et al., 2020). The time used could affect the patient’s safety
and is an inefficient use of time. Further, there is a risk of not achieving the expected savings
if both new and old solutions, such as physical keys and digital door locks, are simultaneously
allowed. Based on the results, there seems to be a need for management to ensure that only
new digital solutions are used. As Nilsen et al. (2016) point out, there can be several reasons
for health professionals’ resistance to new technological solutions and ways to perform health
care. However, to reduce the resistance, my study found revised information and knowledge
to be among the most decisive factors (Glomsas et al., 2020). Better access to competence can
contribute to health professionals feeling safe and mastering the technology. Further, it can
enable them to inform and answer questions from patients and relatives and train them in the
proper use of the technology. This also shows that one group’s assumptions and competence
can affect those of another group.

Although reducing the number of visits from health professionals to save costs is one of the
policy goals of introducing welfare technology, the effect of reducing the number of visits
may be a challenge for some of the persons involved (Brewster et al., 2014; Karlsen et al.,
2018; Mort et al., 2015). According to Sujan (2022), the consequences for the relationships
involved must be considered with the increasing use of welfare technology. My study has
revealed that there were concerns among the participants that reduced face-to-face
interactions dehumanised care (Glomsas et al., 2022; Glomsas et al., 2020, 2021), a finding
also coincides with other studies (Kim et al., 2017; Lynn et al., 2019; Mostaghel, 2016;
Saborowski & Kollak, 2015). Moreover, health professionals may perceive reduced visits as a
threat to their professional role and fear of losing power or control, as supported by Nilsen et
al. (2016). It is a dilemma that reduced visits are desirable to save time but also provide fewer
opportunities for professional assessments and identifying patients’ health changes, such as
impaired cognitive function and health deterioration. Wherein patients can no longer handle
the technology, and health professionals do not detect this can represent a safety risk for the
patient (Holthe & Wulff-Jacobsen, 2016). The relatives identified such an issue in sub-study
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three, where a relative said that the patient forgot how to use the technology due to increased
cognitive impairment (Glomsas et al., 2022). Using technology in such a scenario will neither
be effective nor serve its purpose. This also shows that it is not necessarily the welfare
technology itself that is the problem. In such situations, healthcare professionals are expected
to ensure that replacing care tasks with technology implies safe and improved care (Nakrem et
al., 2018).

Even though most patients had positive experiences with welfare technology and the
reduction of visits was desirable due to increased independence and empowerment, a few
patients still wanted daily visits from health professionals if they could choose. However, this
was more connected to loneliness and not the technology itself (Glomsas et al., 2021). This
highlights the fact that different values among different people can be set against each other,
and the use of technological solutions can create new needs. If these new needs are related to
social contact, they can, in some situations, be taken care of by individuals other than health
professionals. Involving volunteers is a significant part of Norwegian healthcare policy and
has become a national and strategic priority for the government in the past decade (Meld. St.
15 (2017-2018); Ministry of Health and Care Services, 2015b). However, recruiting
volunteers is not always easy. There may also be situations where some are not suitable for
performing the actual tasks to be carried out. Further, a question arises of who will approve
volunteers for service assignments if this takes place under the auspices of the healthcare
services. Furthermore, the shortage of health professionals and the focus on efficiency also
leads to the question of whether patients can choose between technology and receiving

personal visits from health professionals in the future.

Some studies visualise that welfare technology has reduced some of the care burdens on
relatives (Davies et al., 2020; Marasinghe, 2016). In my study, it was connected to freeing up
personal time and reducing safety concerns (Glomsas et al., 2022). Nevertheless, the use of
welfare technology also places demands on relatives since health professionals expect them to
follow up on information and the patient’s use of the technology. My study indicates further
that with reduced visits from health professionals, several patients depended on increased
support from relatives (Glomsas et al., 2022; Glomsas et al., 2021). Close follow-ups and
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regular evaluations by relatives are even more important to ensure patient safety when

technology takes over some of the daily tasks that health personnel used to perform.

8.1.2 Tasks, tools and technology
Healthcare tends to be squeezed between standard and tailored solutions and is often

determined by economic factors (Kvel et al., 2022; Nuti & Panero, 2013). If technology is not
customised for patients, there is a risk that they may not use it or not use it as intended
(Halvorsrud et al., 2021). For example, in sub-study one, the home care management decided
to rent medicine dispensers that did not feature a digital voice telling the patients it was time
for their medication and how the medicine should be taken. As a result, several patients with
cognitive diseases could not use the dispenser, and the health professionals had to continue
with the same frequency of visits as before in order to administer the medication (Glomsas et
al., 2020). The medication dispensers without a digital voice were cheaper to rent. However,
the total cost for the municipality was probably higher since fewer patients could use them
and health professionals nevertheless had to continue their daily visits. The identification of
who the users are and their prerequisites should form the basis for selecting and acquiring new

technology.

A wide range of studies highlight problems with welfare technology design, especially with
the insufficient involvement of patients in the design process (Bonner & Idris, 2012;
Chadborn et al., 2019; Greenhalgh et al., 2015). My findings identified that material attributes
of technologies, such as shape and size, can influence whether and how the technologies are
used, which aligns with other studies (Greenhalgh et al., 2013; Nordang & Halvorsen, 2022).
An example from sub-study two was a new type of safety alarm that several patients found
too heavy to wear around their neck (Glomsas et al., 2021). As a result, they put the safety
alarm in their handbag, laid it on the table or hung it on their walking frame. The patients did
not reflect on the risk of being unable to access the alarm if they needed help. Technologies
meant to be beneficial and enhance safety might not be suitable if the patient does not use
them as intended, as also found in the study by Stokke (2017). This indicates that patients and

relatives should also be part of the design process to ensure usability.
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8.1.3 Organisation, environment and infrastructure

Health care management often controls the organisation of the service and the environmental
factors without involving the health professionals who carry out the day-to-day care (Lipsky,
2010). For example, the health professionals in sub-study one experienced that the
management controlled the general guidelines and resources, with limited opportunities for
their involvement (Glomsas et al., 2020). They described a work situation that lacked personal
choices regarding the time to perform care, the possibility of influencing the organisation, and
what technology was acquired. The lack of time and opportunities for health professionals to
customise the technology for patients shows that the system often prevents the optimisation of
welfare technology. Health professionals’ working conditions also affect their job satisfaction
and thus the opportunities for patients’ and relatives’ involvement in their care. As Kvel et al.
(2022) point out, management must consider health professionals’ opportunities to perform
professionally sound and good care. This is also an important prerequisite for strengthening
the empowerment of healthcare professionals, patients, and relatives alike (Dent & Pahor,
2015; Spreitzer, 2008).

Several healthcare professionals in my study expressed further fear of internet problems in
rural areas and were sceptical of using technical solutions depending on it (Glomsas et al.,
2020). Infrastructural issues such as poor internet connections can cause technical problems,
affect use and satisfaction, and undermine trust in welfare technology. It could further lead to
uncertainty, frustration and concern about healthcare quality. Trust in technology is thus an
important influencing factor for accepting welfare technology (Berge, 2018; Hung et al.,
2021; Nakrem et al., 2018). Cresswell (2013) supported this concern and noted that

infrastructure is often not given sufficient attention when implementing welfare technology.

The health professionals in sub-study one argued that their units were unprepared for the
changes following the implementation of the technology (Glomsas et al., 2020). An example
was the increasing number of alarms triggered by faults in the medication dispensers,
increased use of digital safety alarms, and alarms from window and door sensors. Plans for
how and who will respond to the alarms should be clarified and followed up with adequate
measures and changes to the organisation of this part of the service. In 2016, the Norwegian

Directorate of Health (2016) issued recommendations for the municipalities to establish
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response centres to meet the need for better, faster and more coordinated responses to
increased alarms from welfare technology solutions. These centres have health professionals
who can take care of false alarms, respond orally to some of the alarms and prioritise further
follow-up for the others. In this way, response centres relieve the health professionals in home
care. Yet none of the participating municipalities in my study had implemented such response
centres. Nevertheless, these centres cannot solve the psychological strain associated with
worrying about dangerous situations for patients if help is not provided quickly enough due to
alarms in real-time, as identified as a concern in sub-study one (Glomsas et al., 2020).
Furthermore, the health professionals found that their managers had limited focus on this type
of stress, which concerned them. This shows the necessity of discussion and exchange of
knowledge about how health professionals also experience the daily use of the technology so
that their needs can be met sensibly. It also highlights that the use of welfare technology
affects but is also affected by other factors in the system, as supported by socio-technical
system theory with the focus on the interaction between human factors and technological
factors (Carayon et al., 2020; Holden et al., 2013; Wooldridge et al., 2017).

Since the welfare technologies discussed in this thesis are used in the patient’s homes, the
patient ultimately controls the internal environment. However, several patients from my study
commented on the design of the most used medication dispensers. They felt the dispenser was
“big and ugly. However, since they experienced it useful, they accepted them in their homes.
Using the medication dispenser enabled them to take their medication at the right time, gave
them freedom in not having to wait for health professionals, and gave them a feeling of
empowerment in mastering the administration themselves (Glomsas et al., 2021). This shows
that some values can be more important than others (Glomsas et al., 2021). Tsai et al. (2019)
point out that availability and perceived usefulness for resolving tasks are important factors in
accepting welfare technology. Still, awareness of the risk that if patients do not accept the
design of welfare technology, it may mean some do not want to use it.

The external environment, including policy guidelines, procedures and factors such as
financing and costs, is highly important to ensuring greater welfare technology involvement.
It is also one of the driving factors behind the policy focus on increased welfare technology

use (European Commission, 2021; Eurostat, 2020). However, there is a risk that economic
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considerations are experienced as the opposite of quality from the view of patients and
relatives. This can be such as reduced physical visits and the municipalities’ choice of the
cheapest technology that is not adapted to most patients.

Some studies have pointed out that the most effective way of ensuring the successful
implementation of new technologies is to involve and cooperate with groups who are
expected to use them so as to enable an efficient information flow (Cresswell et al., 2013;
Dixon-Woods et al., 2011). Other studies describe the minimal effect of involvement in
implementing and using welfare technology (Cartwright et al., 2013; Davies et al., 2020).
However, these studies fail to consider the complex interactions between technology, patients,
relatives, and health professionals; they merely consider welfare technology to be a simple
tool that is easy to implement and use (Greenhalgh et al., 2015; Greenhalgh et al., 2013).

8.2 The complexity of user involvement
User involvement is a generally accepted democratic principle in healthcare and is

emphasised in the UN’s outline of human rights (United Nations, 1948). Further, several
countries, including Norway, have developed legislation and integrated the provision into
policy documents to strengthen the influence of service users (Meld. St. 15 (2017-2018);
Ministry of Health and Care Services, 2015a; Patient and User Rights Act, 1999). In health
policy, there is further an expectation for more co-production in involvement, which entails a
shift in responsibilities and tasks for patients and relatives and a transfer of power for health
professionals (Batalden et al., 2016; Dent & Pahor, 2015). A co-production approach in
involvement may improve service quality and satisfaction as well as reduce costs (Alm
Andreassen, 2018; Ding et al., 2019; Omeni et al., 2014). A further challenge in this context is
also that users tend to understand the concept of user involvement differently, which
challenges the planning and performance of user involvement towards achieving common
goals (Batalden et al., 2016; Coulter & Oldham, 2016; Hvitstein-Strem, 2019).

By focusing on collaborations between the people involved in the care and being aware of
their physical, mental, social, and behavioural conditions, one can better understand how
different ways of involvement are experienced and can optimally fit individuals (Holden et
al., 2013). Patients’ and relatives’ differences in needs, expectations and possibilities require
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an individual approach to the extent to which involvement is desirable (Bjgrkquist et al.,
2019; Kveel et al., 2019; Nakrem et al., 2018). However, as Jenhaug (2018) points out, user
involvement will not automatically increase satisfaction and a positive value for relatives and
patients. Furthermore, co-production may not necessarily entail the right level of involvement

for all patients and relatives and can, in some situations, be unrealistic and too ambitious.

Figure 1, presented in section 2.2.1, visualises how welfare technology fits at the different
levels of involvement (Rolfe et al., 2021). At the lower level of involvement, patients and
relatives are relayed certain “information” about welfare technology but have no say in its
application. This can be the desired level for some, as identified in other studies (Ekdahl et al.,
2010; Johannessen et al., 2018; Pearson et al., 2015). In my sub-study one, some of the
patients expressed that they just wanted more information and did not have the knowledge or
energy to be more actively involved. For that reason, they wanted healthcare professionals to
make decisions on their behalf (Glomsas et al., 2021). This can indicate that patients have
trust in health professionals, but the reluctance to be involved in the care may also be due to
many older patients users are accustomed to the traditional, paternalistic and task-oriented
care approach (Dyrstad et al., 2014; Hestevik et al., 2019; Johannessen et al., 2018; Olsen et
al., 2019). If patients do not have the energy to be actively involved, the exception of co-
production may be overwhelming and be too much to expect from frail older patients, as
Paillaud et al. found (2017). Age-related issues such as cognitive impairment may further
affect how patients can be involved in their care and the use of welfare technology (Bjgrkquist
et al., 2015; Halvorsrud et al., 2021; Holthe et al., 2018; Swarbrick et al., 2019). As some
relatives described in sub-study thee, some patients did not remember the information they
were given (Glomsas et al., 2022). This coincides with Lilleheie’s (2019) findings that older
patients may struggle to understand and remember the information they are given. A concern
is the unforeseen consequences of inviting frail old patients and their relatives to be more
involved as co-producers of their care and whether this could lead to a feeling of negative
mastery and disempowerment. Disempowerment can occur due to the inability to cope with
the expected level of involvement and use of technology (Bennett, 2019). Consideration must

thus be given to their decision-making capacity (Bennett, 2019; Wang et al., 2019).
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It is first at the participating level in figure 1 we can begin to discuss user involvement in
pursuing co-production of care. This level focuses on patients, relatives and health
professionals working together to identify, implement and use the welfare technology (Rolfe
et al., 2021). The co-production approach expects shared power and responsibility (Loeffler &
Bovaird, 2017; The Co-production and Involvement Network for Wales, 2021). Health
professionals must communicate with patients and relatives throughout the healthcare
continuum. They should consider individual preferences, needs and values to optimise user
involvement and encourage user involvement at a level that is adapted to the patients and their
relatives (Berghout et al., 2015; Coulter & Oldham, 2016; Santana et al., 2018).

When relatives saw tracking technology gave patients more freedom and opportunities for an
active life, some wanted to be actively involved and take responsibility for the follow-up.
Further, using the GPS also gave them time for themselves and a feeling of safety in knowing
where the patients were should they go out on their own (Glomsas et al., 2022). Such
experiences strengthened these users’ desire for involvement and increased use of other
welfare technology. However, the early identification of relatives’ needs and preferences for
their involvement in the use of welfare technology and close follow-ups from health
professionals are essential to reducing the potential burden of care (Pléthner et al., 2019). If
not, there may be a risk that relatives feel the burden too high and got health issues like
depression, anxiety and sleep disorders due to the excessive strain (S. Liu et al., 2017; Wulff
et al., 2020). Furthermore, there is a risk that relatives may want to withdraw from the

patient’s care.

Health professionals are legally obliged to transfer the necessary information and knowledge
to enable patients and relatives to become involved and make informed choices (The Health
Personnel Act, 1999). However, when the health professionals perceive a lack of information
and expertise about involvement and welfare technology, it affects how they can be involved
in the development of the home service, but also how they involve patients and relatives
(Berge, 2017; Guise & Wiig, 2017; Stokke et al., 2019). It is difficult for health professionals
to inform and transmit knowledge to patients or relatives if they do not have the necessary

information and knowledge themselves.
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The perspectives of patients and relatives are affected by information, competence and the
awareness of involvement and the availability of welfare technology (Kolkowska et al., 2016;
Nilsen et al., 2016; Zander et al., 2021). Several participants stated they did not know what
welfare technologies were available on the market, what they could apply for, and what the
procurement process was (Glomsas et al., 2022; Glomsas et al., 2021). This led to frustration,
especially for the relatives who applied for and acquired the technology from the
municipalities on the patient's behalf, and the reduced opportunities for active involvement
(Glomsas et al., 2022).

In paper three, a relative knew that the patient needed medication while she still was in bed.
However, this specific knowledge was not taken into consideration as the health professionals
first placed the medication dispenser in the patients’ living rooms. As a result, the medication
dispenser did not serve its purpose (Glomsas et al., 2022). Identifying challenges, where they
are in the system, and close follow-ups are essential for professional care. This example also
highlights the need for co-production and exchange of information about patient’s health and
other issues for optimal use of welfare technology (Greenhalgh et al., 2015; Staniszewska et
al., 2022; Tennessen et al., 2016).

Several challenges related to the user involvement of patients and relatives can be linked to
health professionals. Attitudes and resistance to change, cultural perceptions of relations and
cooperation where health professionals have traditionally made decisions, and the
unwillingness to give up power are some of these barriers (Hestevik et al., 2019; Johannessen
et al., 2018; Nilsen et al., 2016; Olsen et al., 2019). What patients see as important should be
the guiding principle for services and interventions if genuine user involvement is to be taken
seriously, a notion also supported by other studies (Dyrstad et al., 2014; Olsen et al., 2020;
Vahdat et al., 2014). The Institute for Healthcare Improvement (2021) has primarily been
responsible for one of the most used measures, spreading the question “What matters to you?”
as a slogan and symbol for individualised involvement in care. In Norway, the question has
become part of the political rhetoric to improve healthcare quality (Meld. St. 15 (2017-2018);
Norwegian Institute of Public Health, 2021). The health professionals participating in this
study were all familiar with the slogan and used it to justify that they were experienced in

involving users in care since they asked this question. However, in the interviews, some of the
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health professionals’ statements indicated that they did not follow up on this question or failed
to make patients’ or relatives’ wishes the main focus of their care (Glomsas et al., 2020).
Several patients and relatives described paternalistic attitudes on the part of health
professionals, such as deciding the conditions of their involvement and arriving at their homes
with the welfare technology without any discussion thereof. The experiences expressed in this
thesis indicate that health professionals need to develop how they think about their roles and
involvement in care, as also described in the study by Hestevik et al. (2019). More than being
performers in care, health professionals should act as facilitators and relinquish some of their
power (Dugstad et al., 2019). The maintenance of power imbalances and stereotypical
prejudices in the healthcare system thereby pose a challenge to co-production in care. To
relinquish health professionals’ power, they need more knowledge of what power entails and
how to establish themselves in equal relationships with patients and their relatives (Halvorsen
et al., 2020). When the decision-making power is not balanced in reciprocal and caring

relationships, one cannot discuss co-production in a sense defined in section 2.2.1.

A further issue is that health professionals are part of the healthcare system, which features
several incumbent challenges. In many situations, they have limited influence over how the
services they provide are organised and the resources allocated to the various tasks, as
described by Lipsky (2010). The time available for observing patients and discussing their
needs with them and their relatives was reduced due to the high number of tasks and patients
they had, despite cooperation being essential for the relationship, sense of trust, and
involvement between the parties (Glomsas et al., 2020). Involvement as a partnership in care
requires regular meetings and time spent together, the importance of which other studies have
also described (Dahl et al., 2014; Kval et al., 2019; van Dongen et al., 2017). Questions must
also be asked about whether health professionals are able to work in a more involved way

with patients and their relatives with the limited resources they have available.

8.3 Ethical aspects

There are two main drivers in the home care context: expectations of quality improvement
and reduced healthcare costs (Rolfe et al., 2021). These two drivers often oppose each other

and create tensions concerning priorities and values. Further, they also affect ethical aspects
68



and underlying relations, autonomy, safety, trust, independence and equality of involvement
in welfare technology in the current home care services context. The ethical focus can enable
to highlight some of the tensions between the user groups and how different values and power
dynamics influence practice and decision-making processes (Gheduzzi et al., 2021b;
Hofmann, 2013; Mort et al., 2015).

From a human rights perspective, there are concerns about the ethics of introducing welfare
technology without the full involvement of older people and their relatives (lenca et al., 2018;
Novitzky et al., 2015; Rolfe et al., 2021). The research has identified that when a person does
not feel involved, respected, and heard, this gives rise to feelings of anxiety, an unwillingness
to be involved further, and lower perceived empowerment (Spreitzer, 2008; Vahdat et al.,
2014). It can result in a powerless position for the patients and relatives in relation to health
professionals (Halvorsen et al., 2020; Knol & van Linge, 2009). In my study, it was some
experiences of tasks and responsibilities merely transferred from the health professionals to
patients and relatives without assessing if they had the necessary knowledge, capacity, or wish
to engage in such a practice (Glomsas et al., 2022; Glomsas et al., 2021). When such
situations occur, this does not promote user involvement respectfully nor reciprocally, which
is a prerequisite for discussing involvement as a means of co-production of care (Beresford et
al., 2015; Christensen & Fluge, 2016; Rolfe et al., 2021). To what extent and how patients and
their relatives want to be involved in the decision-making process will differ and must be
respected as part of their autonomy, as other studies have also pointed out (Dyrstad et al.,
2015; Johannessen et al., 2018; Wiig et al., 2020). Respect is a moral value, and health
professionals are expected to involve patients and relatives with an understanding of their
whiches (Held, 2004). These findings underline that there has to be a balance between the
expectation of active involvement and patients” wishes and capacities. Further, the choice of
involvement must be made after patients and relatives have been given sufficient information
about their options and the possibility to make informed choices, as cited in the Patient and
User Rights Act (Patient and User Rights Act, 1999). It is concerning that some patients feel
forced to use welfare technology when health professionals merely bring it to their homes
(Glomsas et al., 2021). Patients’ sense of autonomy is at stake when they do not get the option
to choose, as the findings of other studies have also revealed (Dyrstad et al., 2015;
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Johannessen et al., 2018). Moreover, there is also an ethical dilemma involved when patients
are offered welfare technology, but it is unclear whether they are competent in their ability to
accept and use it, especially those with cognitive impairment (Novitzky et al., 2015). This
requires extra sensitivity from healthcare professionals to ensure patient safety. Health
professionals should continue engaging and functioning as a safety net if patients make
unhealthy choices (Batalden et al., 2016). Involving frail old patients and relatives can be
demanding and requires time and effort from health professionals, especially for creating
good relations (Fischer et al., 2019; Fjertoft et al., 2020).

As a result of close and long-term relationships, relatives often feel attentive to and
responsible for identifying and meeting the needs of patients (Tronto, 1994) Even though
several of the relatives consider caring as an act of giving, they may also consider it as an
obligation and a threat to autonomy (Glomsas et al., 2022). As human beings, we are
dependent on each other and are never fully autonomous, a view that is in accordance with the
ethics of care theory (Held, 2006; Tronto, 1994). This was especially true of relatives who did
not feel they had a choice in providing more care to the patient when health professionals
reduced their number of visits. Furthermore, this thesis further highlights the challenges faced
when a patient and healthcare personnel’s expectations do not match the relatives’ ability to
spend time or energy on their care. Emotional exhaustion on the part of relatives is further
amplified when patients do not have insight into their health or are refused to accept care from
either relative or health professionals (Glomsas et al., 2022), as found in other studies (Andrén
& Elmstahl, 2008; Sgvde et al., 2019). Such feelings are also described as a concern in the
ethics of care theory (Held, 2004). Further, health professionals must pay more attention to
the relatives’ needs when they are partners in the patient’s care, especially when increased co-

production is expected, entailing more responsibility and increasing the number of care tasks.

Generally, health professionals do not intend to cause harm but merely want to focus on
patients’ and relatives’ well-being and do the best for the patient (Beauchamp & Childress,
2013). However, healthcare professionals are bound by their management’s frameworks and
expectations (Fjertoft et al., 2021). When health professionals have insufficient resources at
hand, such as the necessary time to facilitate care co-production, this may lead to difficult

choices about priorities and professional judgment. In line with the ethics of care, they may
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feel unable to offer adequate care to their patients, which can be experienced as excessively
demanding considering their professional obligation to identify and follow up on their
patient’s needs (Tronto, 1994).

Non-maleficence and beneficence can also conflict with the principle of autonomy. For
example, health professionals are morally responsible for listening to patients’ wishes and
preferences. However, this can pose problems when patients do not have the cognitive
capacity to understand the correct use of welfare technology but still want to use it, as several
relatives described in sub-study three (Glomsas et al., 2022). As suggested in the study by Ris
et al. (2019), recognising the complementary forms of knowledge and expertise of relatives
and health professionals is essential to cooperation and reducing the risks of harm. As ethics
of care highlights, there is a need to avoid paternalistic domination from health professionals
(Held, 2004). Health professionals must listen with interest to patients and relatives,
recognising them as partners in care (Heaton et al., 2016; Wolff et al., 2020). However,
different values can create conflicts concerning what the best is and for whom, as highlighted
in my stub-studies (Glomsas et al., 2022; Glomsas et al., 2021). In such situations, health
professionals must determine whether replacing care provided by people with technology is

justifiable.

Some health professionals in my study expressed reservations about the impact of tracking
devices on civil rights, patient’s need for privacy, and the threat to their autonomy (Glomsas
et al., 2020), as also seen in other studies (Hofmann, 2013; Sanchez et al., 2017). The patients
and relatives, however, did not consider the use of the technology as a means of insidious
monitoring but rather as a safety measure that gave them peace of mind (Glomsas et al.,
2021). This finding coincides with other studies (L. Liu et al., 2017; Olsson et al., 2016).
However, we saw a change towards a more positive attitude from the first to the last interview
among the health professionals who had gained more knowledge about the strict regulations
governing the use of such technology (Glomsas et al., 2020). This strengthens the assumption

that knowledge is an important prerequisite for attitudes surrounding the use of technology.

Another concern raised in my study was the possibility of reduced treatment quality and a
threat to patient safety resulting from fewer face-to-face visits by health professionals.

Relatives usually do not have the sufficient professional competence to take over tasks and
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professionally assess patient health changes (Glomsas et al., 2022), an issue also highlighted
by Dugstad (2019). Further, frail older patients who do not have relatives to follow up on
them will be particularly vulnerable when welfare technology replaces face-to-face
interactions with health professionals. There is a question of where the limit is for what is

professionally acceptable.

Respecting and recognising individual differences, knowledge, and needs and avoiding
paternalistic domination from the health professionals are highlighted as a part of the ethics of
care (Held, 2004). To become aware of the power that lies in dependency on healthcare
services, health professionals need to reflect on the power dynamics involved in the
relationship between patients and relatives (Halvorsen et al., 2020). It is not necessarily
desirable to share power and responsibility equally between patients and professionals in all
situations; it is more a question of respect and collaboration when needs are identified and

when welfare technology is to be implemented and used.

Equality is a part of the principle of justice (Beauchamp & Childress, 2013). It is also a legal
right (The Health and Care Services Act, 2011) and a moral principle enshrined in the Human
Rights Declaration (United Nations, 1948). Additionally, it is an essential principle in modern
welfare states (Dahl & Rasmussen, 2012). When inequality is experienced, it may affect
individual and collective well-being and productivity and undermines trust in the healthcare
system. Equality of services and thus also of access to welfare technology with fair
distribution of benefits for all is a central principle of biomedical ethics (Beauchamp &
Childress, 2013) and the ethics of care (Held, 2006; Tronto, 1994). Some relatives discussed
the dynamics between the level of services patients received and how active they were in
demanding and requesting the services (Glomsas et al., 2022). For several patients reporting a
low income, the rental of safety alarms was a difficult issue to overcome (Glomsas et al.,
2021). It is ethically problematic if differences in service access are due to relatives’
knowledge or ability to stand up for the patient or their financial situation. The review by
Kruse et al. (2018) and Deloitte’s (2017) study identified that cost is one of the main barriers
to adopting welfare technology. Wiborg and Hansen (2018) point out that inequality in health
knowledge and finances in a given population can increase pressure on solidarity and

democracy, as seen in Scandinavia and in other European countries.
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Hofmann (2013) has expressed an ethical concern about who stands to primarily benefit from
welfare technology. He is concerned that increasing use of welfare technologies will benefit
health services more than those actually in need of care. Others are also concerned that user
involvement and co-production are just political rhetoric for shifting tasks from health
professionals onto relatives to cut costs more than it is in pursuance of quality improvements
(Askheim, 2016; Batalden et al., 2016; Haukelien, 2020). Municipalities in this study
exacerbate this concern by focusing more on financial savings than on patients’ needs when
procuring welfare technology (Glomsas et al., 2020), which coincides with the findings of
Dyb et al. (2021).
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9.0 CONCLUDING REMARKS

This PhD thesis provides new and relevant knowledge as well as a deeper understanding of
patients’, relatives’, and health professionals’ experiences of user involvement when welfare
technology is implemented and used in home care services. The thesis also identifies and
discusses the ethical aspects of user involvement in the pursuance of co-production and
increased use of welfare technology. It has generated an enhanced understanding of the
complexity of the changes in home care service for patients, relatives, and health

professionals.

In the first section, 9.1, | present the conclusions of this thesis. Section 9.2 offers
recommendations to enhance welfare technology and user involvement in home care services.

Section 9.3 addresses a potential future research study.

9.1 Conclusion and thoughts for the road ahead

Home care is changing due to political expectations of the increasing use of welfare
technology and user involvement as a response to expanded tasks and demographic changes.
(European Commission, 2018; Eurostat, 2020). Different system factors affect individuals’
experiences of welfare technology, and the individual characteristics of the persons involved

in turn, affect the collaboration processes (Carayon et al., 2014; Holden et al., 2013).

My study has identified a call for building good relationships and trust between those
collaborating in health care services that are in line with the ethics of care theory (Held, 2004;
Tronto, 1994). However, this will require time and interest from patients, relatives, and
healthcare professionals. Such arrangements should be put into regular practice and have
significant potential for promoting patients’ and relatives’ involvement by giving voice to
their needs. It could also prevent unfortunate consequences such as the incorrect use of the

technology, which can lead to dire safety issues.

Healthcare professionals play a fundamental role when it comes to involvement, and their
attitudes are of significant importance to the success of the co-production of care. Therefore,

healthcare professionals should become more aware of their influence as providers of home
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care services. Access to the information and competence surrounding user involvement and
welfare technology is necessary for health professionals to facilitate and transfer that

competence to patients and relatives. However, it is also important that health professionals
operate under reasonable conditions that allow them to fulfil their care obligations, such as

having time to promote involvement and co-work with patients and relatives.

Involvement and respect for what is essential for patients can improve their autonomy and
feeling of empowerment and increase the perception of high-quality services. Most patients in
this study appreciated and wanted to use welfare technology more since it provided a sense of
safety, independence, and the opportunity to live in their homes for longer. Further, the
adequate dissemination of information and knowledge is necessary for increased involvement
and the optimal use of the relevant technologies. Standardised technological solutions may not
fit everyone, so individual adjustments must be made. This reinforces the need for end-users

to be involved across all stages, from procurement to daily use.

The relatives in this study appreciated the use of welfare technology since they found that it
enhanced patient safety, gave them more flexibility and time for themselves, and assured them
that the patient would receive help when they could not be physically present. They called for
early involvement to ensure successful and safe implementation and use. Relatives can be
essential contributors to co-production. However, autonomy and their life situation must be
taken into account when in the involvement process. Health professionals have a
responsibility to facilitate conditions in which relatives feel respected, acknowledged, and
empowered to become involved in the care of patients.

This thesis has revealed that human and technological factors influence how contemporary
home care services are experienced. Information and knowledge were prerequisites for user
involvement and optimal use of welfare technology. Individual approaches related to patients’
and relatives’ wishes, needs, and capacities can improve the experience and quality of the
home care service. Among the issues raised were ethical concerns about autonomy, the risk of
inequality in receiving services, and the availability and affordability of welfare technology.
Home care service seemed unprepared for the changes involved in the greater use of welfare

technology and the call for co-production in involvement.
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9.2 Implications for practice

This study provides valuable insights into the complexity of user involvement and the use of
welfare technology from the viewpoints of patients, relatives, and health professionals. It can
create a basis for targeted efforts and measures in home care services to create a more
inclusive environment in care provision. The new knowledge provided by this study may be
used to guide the necessary assessments and interventions as well as to support municipal

decisions when buying or renting welfare technology.

When planning for the involvement and use of welfare technology for frail older patients and
their relatives, it is essential to consider their health and living situations and their individual
needs for information, expectations, attitudes, and values. The co-production process should
be characterised by respecting and acknowledging the resources and understanding of those
involved.

This thesis also illustrates the necessity of respectful relationships based on trust and equality
between health professionals, patients, and relatives. Regular meetings with patients and their
relatives should be held, information and knowledge exchanges should be encouraged,
sufficient time for cooperation must be allotted, and evaluations must be performed regularly
and put into a system. There cannot merely be a transfer of responsibility and tasks; there
must be a genuine partnership where power and responsibility are shared. Co-production may
not be suitable for all patients and relatives. For that reason, individual assessments and
mutual discussions may strengthen the possibility of discovering the most appropriate level of
involvement for patients and relatives. Further, there is a need for a stronger focus on the
working conditions of health professionals in home care services and available resources and

knowledge for implementing the user involvement policy.

Attention should be directed towards a holistic approach with individual assessments of
patients’ and relatives’ health and living situations to determine the support they need in using
welfare technology. The findings may be relevant for researchers, policymakers, and
professionals to facilitate user involvement and empowerment in home care and increase the

use of welfare technology.
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9.3 Future research

This study revealed the challenges in implementing and using welfare technology, such as the
physical design of some technologies, unstable networks, and arrangements related to
training, knowledge, and the priority of time and resources. All these challenges should be
followed up with research and the further development of the services. However, the major
challenge experienced by this study’s participants was related to how the various users were
involved in patients’ care. Moreover, there is a great need for a specific focus on healthy
relationships to reduce the risk of negative consequences for patients and relatives in
pursuance of co-production in care. This thesis revealed that caring for patients involves an
interaction between values, beliefs, and attitudes and is a far more complex activity than is
often perceived. It thereby requires positive, intentional actions on the part of health
professionals.

In the development of this study, | have become aware of the importance of further research
on the person-centred approach and frameworks for proper care where health professionals
work with patients and relatives to plan care and support to meet the individual’s unique
wishes and needs. McCormack and McCance (2006) offer a framework and theoretical model
for person-centred nursing. They describe several core concepts and mutual relations that
provide building blocks for realising reasonable care (McCance & McCormack, 20173,
2017b; McCormack, 2020; McCormack & McCance, 2016; McCormack & McCance, 2006).
Their framework is interwoven with a “transformational practice development” strategy and
research methodologies that originate from the action research paradigm (McCormack and
McCance, 2016). They argue that the framework is particularly suitable for empirical studies
that aim to develop practical knowledge on the realization of person-centred care
(McCormack & McCance, 2016). Further research to test this model for a closer examination
of patient-centred care in the context of user involvement in the implementation and everyday
use of welfare technology in home care services would be interesting as an extension of this
PhD work.
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Foresparsel om fornyet samtykke fra helsepersonell

User involvement and ethics in welfare technology in home care
- A qualitative study of healthcare service users, next of kin and healthcare professionals’
experiences (brukermedvirkning og velferdsteknologi).

Denne henvendelsen gjelder fornyet samtykke fra deg som helsepersonell om bruk av data fra
intervjuer foretatt var 2017o0g/eller hgst 2017. Intervjuene ble utfert i forbindelse med
forprosjektet «Muligheter og barrierer ved innfaring av velferdsteknologi i hjemmebaserte
tjenester - helsepersonell perspektiv». Prosjektet var en del av prosjektet SOL (Support
quality Of Life).

Arsaken til at vi ber om nytt samtykke er at Norsk Senter for forskningsdata (NSD) har bedt
om at vi innhenter fornyet samtykke, slik at det er klart for deltagerne at dataene fra
forprosjektet ogsa vil bli benyttet i dette doktorgradsprosjektet.

| dette skrivet gir vi deg informasjon om malet for prosjektet og hva fornyet samtykke
innebarer for deg.

Formal

Denne studiens hovedmal er & mgte noen av utfordringene i velferdssamfunnet, ved a bidra til
kunnskap om en vellykket implementering og bruk av velferdsteknologi i helsetjenesten. Det
overordnede malet er & fa ny innsikt i brukeres erfaringer av brukermedvirkning, samt belyse
etiske problemstillinger og utfordringer ved implementering og bruk av velferdsteknologi.
Brukere vil si pasienter, neermeste pargrende og helsepersonell.

Hva innebeaerer prosjektet?

Du bes om fornyet samtykke, fordi vi gnsker & benytte dataene fra forprosjektet i denne
doktorgrads studien.
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vitenskapelige publikasjoner. Dersom du senere gnsker a trekke deg, eller har spgrsmal til
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som er kryptert og passordbeskyttet. Det er kun prosjektleder Kristin Halvorsen og stipendiat
Heidi Snoen Glomsas som har tilgang til denne listen.
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slettes etter at prosjektet er ferdig og senest 2027.
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Heidi Snoen Glomsas, universitetslektor OsloMet — storbyuniversitetet, stipendiat
Kristin Halvorsen, fgrsteamanuensis OsloMet — storbyuniversitetet, hovedveileder
Ingrid Ruud Knutsen, farsteamanuensis OsloMet — storbyuniversitetet, medveileder.

Mariann Fossum, professor ved universitetet i Agder, medveileder.

Godkjenning

Regional komité for medisinsk og helsefaglig forskningsetikk har vurdert prosjektet, og har
vurdert at prosjektet faller inn under helseforskninglovens virkeomrade. Prosjektet er ogsa i
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henhold til regelverk meldt Norsk Senter for forskningsdata (NSD), og har fatt
referansenummer 473910.

Etter ny personopplysningslov har behandlingsansvarlig OsloMet - storbyuniversitetet og
prosjektleder ansvar for & sikre at behandlingen av dine opplysninger har et lovlig grunnlag.
Dette prosjektet har rettslig grunnlag i EUs personvernforordning (GDPR), artikkel 6a og
artikkel 9 nr. 2 og ditt samtykke.

Du har rett til & klage pa behandlingen av dine opplysninger til Datatilsynet.

Kontaktopplysninger

Dersom du har spgrsmal til prosjektet kan du ta kontakt med OsloMet- storbyuniversitetet
ved:
- Heidi Snoen Glomsas, doktorgradsstipendiat, e-post: hglomsas@oslomet.no, telefon
45208061
- Kristin Halvorsen, prosjektleder, e-post: kristin.halvorsen@oslomet.no, telefon
9221625.
- Personvernombud ved institusjonen er Ingrid Jacobsen, e-post:
ingrid.jacobsen@oslomet.no, telefon: 993 02 316

Jeg samtykker til at tidligere innhentede data i SOL prosjetet benyttes
prosjektet brukermedvikning og velferdsteknologi

Jeg har mottatt og forstatt informasjon om prosjektet “User involvement and ethics in welfare
technology in home care - A qualitative study of healthcare service users, next of kin and
healthcare professional’s experiences?” (Brukermedvirkning og velferdsteknologi)

Jeg har fatt anledning til a stille sparsmal om prosjektet.

Jeg samtykker til at:
O Data innhentet i intervju varen 2017/hgst 2017 i prosjektet «Muligheter og barrierer
ved innfering av velferdsteknologi i hjemmebaserte tjenester - helsepersonell
perspektiv» kan benyttes i dette doktorgradsprosjektet.

0 Jeg samtykker til at mine opplysninger behandles frem til doktorgradsprosjektet er
avsluttet, og senest 2027.

(Signert av prosjektdeltaker, dato)
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Appendix IV

Nasjonalforeningen

for folkehelsen

Gen Brukermedvirkning og velferdsteknologi

Forespgrsel om deltakelse i forskningsprosjektet:

Brukermedvirkning og velferdsteknlologi i hjemmebaserte tjenester
- En kvalitativ studie av brukere, pararende og helsepersonell opplevelse.

Dette er en forespgrsel til deg som er helsepersonell og som tidligere har deltatt i SOL
prosjektet om du gnsker a delta i et oppfalgingsintervju.

| dette skrivet gir vi deg informasjon om malene for prosjektet og hva deltagelse innebarer for
deg.

Formal

Studiens hovedmal er & mgte noen av utfordringene i velferdssamfunnet, ved a bidra til
kunnskap om en vellykket implementering og bruk av velferdsteknologi i helsetjenesten. Det
overordnede malet er & fa ny innsikt i brukeres erfaringer av brukermedvirkning, samt belyse
etiske problemstillinger og utfordringer ved implementering og bruk av velferdsteknologi.
Brukere vil si pasienter, neermeste pargrende og helsepersonell.

Hva innebeaerer prosjektet?

Du far spgrsmal om a delta i denne studien, fordi vi gnsker oppfalgings intervju(er) av
helsepersonell fra de 3 kommune som tidligere har deltatt et forprosjektet (Support Quality of
Life — SOL). Deltagelse vil si a gi et til tre intervju i lgpet av prosjektperioden.
Avdelingsledere i hjemmebaserte tjenester i aktuelle kommuner har fatt forespgrsel om a
finne frem til helsepersonell, som kan vaere aktuelle deltagere i denne studien.

Om du sier deg villig til & delta, vil du fa informasjon fra din leder om dato og klokkeslett for
intervjuet. Intervjuet vil forega i OsloMet sine lokaler pa Kjeller, og vil vare i ca. 1 time.

Du vil blant annet fa sparsmal om:

e Bakgrunn for bruk av velferdsteknologi og hvilke lgsninger kommunen du jobber i
benytter.
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e Dine erfaringer knyttet til hva du synes var bra eller utfordrende ved bruk av
velferdsteknologi.

e Det vil vaere et sarlig fokus pa hvordan du opplevder mulighet for brukermedvirkning.

e Det vil vaere spgrsmal om du tenker at det er noen etiske problemstillinger og
utfordringer ved anskaffelse og bruk av velferdsteknologi.

Vi vil registrere alder, kjgnn og hvor lenge du har jobbet i hjemmebaserte tjenester.
Stipendiat Heidi Snoen Glomsas vil stille sparsmalene under intervjuet. En av hennes
veiledere vil veere tilstede pa intervjuet. Intervjuet tas opp pa en digital lydopptaker.

Frivilling deltakelse og mulighet for a trekke sitt samtykke

Det er frivillig & delta i prosjektet. Dersom du gnsker a delta, undertegner du
samtykkeerklaringen pa siste side. Du kan nar som helst og uten & oppgi noen grunn trekke
ditt samtykke. Dette vil ikke fa konsekvenser for deg. Dersom du trekker deg fra prosjektet,
kan du kreve a fa slettet innsamlede opplysninger, med mindre opplysningene allerede er
inngatt i analyser eller brukt i vitenskapelige publikasjoner. Dersom du senere gnsker a trekke
deg, eller har spgrsmal til prosjektet, kan du kontakte Heidi Snoen Glomsas, telefon 45 20 80
61, e-post: hglomsas@oslomet.no , eller prosjektleder og hovedveileder Kristin Halvorsen,
telefon 92 21 62 50, e-post: kristin.halvorsen@oslomet.no

Hva skjer med opplysningene om deg?

Opplysningene som registreres om deg skal kun brukes slik som beskrevet i hensikten med
prosjektet. Du har rett til innsyn i hvilke opplysninger som er registrert om deg og rett til & fa
korrigert eventuelle feil i de opplysningene som er registrert. Du har ogsa rett til & fa innsyn i
sikkerhetstiltakene ved behandling av opplysningene.

Alle opplysningene vil bli behandlet uten navn og fadselsnummer, eller andre direkte
gjenkjennende opplysninger. En kode knytter deg til dine opplysninger gjennom en navneliste
som er kryptert og passordbeskyttet. Det er kun prosjektleder Kristin Halvorsen og stipendiat
Heidi Snoen Glomsas som har tilgang til denne listen.

Prosjektet skal etter planen avsluttes 31.12.2021. Alle intervjuer bade pa papir og digitalt
slettes etter at prosjektet er ferdig og senest 2027.

Deling av data

Ved a delta i prosjektet, samtykker du ogsa til at opplysninger i anonyme intervjuutskrifter
kan deles med medforfattere.

e Kristin Halvorsen, fgrsteamanuensis OsloMet — storbyuniversitetet, hovedveileder
e Ingrid Ruud Knutsen, farsteamanuensis OsloMet — storbyuniversitetet, medveileder.
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e Mariann Fossum, professor ved universitetet i Agder, medveileder.

Godkjenning

Regional komité for medisinsk og helsefaglig forskningsetikk har vurdert prosjektet. | REK
vedtak av 16.01.2019 er prosjektet vurdert til a falle utenfor helseforskningslovens
virkeomrade med referanse 2018/2462. Prosjektet er ogsa i henhold til regelverk meldt Norsk
Senter for forskningsdata (NSD) med referanse nummer 473910.

Etter ny personopplysningslov har behandlingsansvarlig OsloMet - storbyuniversitetet og
prosjektleder Kristin Halvorsen et selvstendig ansvar for a sikre at behandlingen av dine
opplysninger har et lovlig grunnlag. Dette prosjektet har rettslig grunnlag i EUs
personvernforordning (GDPR), artikkel 6a og artikkel 9 nr. 2 og ditt samtykke.

Du har rett til & klage pa behandlingen av dine opplysninger til Datatilsynet.

Kontaktopplysninger

Dersom du har spgrsmal til prosjektet kan du ta kontakt med OsloMet- storbyuniversitetet
ved:
- Heidi Snoen Glomsas, doktorgradsstipendiat, e-post: hglomsas@oslomet.no, telefon
45208061
- Kiristin Halvorsen, prosjektleder, e-post: kristin.halvorsen@oslomet.no, telefon
9221625.
- Personvernombud ved institusjonen er Ingrid Jacobsen, e-post:
ingrid.jacobsen@oslomet.no, telefon: 993 02 316

Jeg samtykker til & delta i prosjektet brukermedvikning og velferdsteknologi og
til intervjuet brukes slik det er beskrevet

Jeg har mottatt og forstatt informasjon om prosjektet “User involvement and ethics in welfare
technology in home care - A qualitative study of healthcare service users, next of kin and
healthcare professional’s experiences?” (Brukermedvirkning og velferdsteknologi)

Jeg har fatt anledning til & stille spgrsmal om prosjektet.

Jeg samtykker til:
O Delta i oppfalgingsintervju
[ Dataene kan benyttes i forbindelse med arbeid relatert til dette doktorgradsprosjektet
0 Jeg samtykker til at mine opplysninger behandles frem til doktorgradsprosjektet er
avsluttet, og senest 2027.

(Signert av prosjektdeltaker, dato)
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Appendix V

Nasjonalforeningen

for folkehelsen

En Brukermedvirkning og velferdsteknologi

Brukermedvirkning ved innfgring og bruk av velferdsteknologi i
hjemmebaserte tjenester — oppfalgingsintervjuer av helsepersonell

Demografiske data:

Profesjon: (sykepleier, hjelpepleier, omsorgsarbeider etc.):
Alder:

Kjonn:

Hvor lang erfaring har du i bruk av velferdsteknologiske lgsninger? (mnd. / ar)

Disse dataene legges inn under hver respondent.
Respondent 1.
Respondent 2:
Respondent 3:
Respondent 4:
Respondent 5:
Respondent 6:

Hva slags velferdsteknologi er tatt i bruk i din kommune?
Kommunel:
Kommune 2:

Kommune 3:
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Intervjuspgrsmal
1: Kan dere diskutere hva dere forstar med brukermedvirkning?
Hjelpesparsmal: Er dere opptatt av dette, og snakker dere om dette pa jobben?

Pa hvilke mater jobber dere med brukermedvirkning i jobben?

2: Har det veert noen endringer i forhold til bruk av velferdsteknologi i deres kommune siden
det forste intervjuet og i sa fall kan dere beskrive disse?

Hjelpespgrsmal: Kan dere fortelle litt om dine erfaringer dette har det bragt med
seg? (kunnskaper/holdninger)

3: Kan dere diskutere hvordan dere opplever informasjon, veiledning og oppfelging fra
kommunens side i forhold til bruk av velferdsteknologi?

Hjelpespgrsmal: Er det variasjoner mellom kommunene?

Hva tenkere dere hadde veert optimalt og hvordan kunne det gjares?

4: Kan dere diskutere erfarte eller potensielle etiske problemstillinger ved bruk av
velferdsteknologi?

Hjelpesparsmal: Overvakning
@konomi
Privat/offentlig anskaffelse og bruk
Pargrendes rolle og ansvar i forhold til daglig bruk
Selvbestemmelse
Trygghet
Utvisking av offentlig og privat sfere

Makt

5: Tenker dere at det er noen forskjell pa de etiske aspekter sett fra deg som helsepersonell og
hvordan pasienter og pargrende ser pa dette?

Hjelpesparsmal: Interesser

Fokus
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Behov

6: Kan dere diskutere hvilke muligheter for brukermedvirkning det er i deres kommune?
Hjelpesparsmal: For helsepersonell, pasienter og pargrende
Anskaffelse
Innfgring

Daglig bruk

7: Har dere noen eksempler pa hvordan dere jobber med brukerinvolvering av pasienter og
pargrende?

8: Hvordan tenker dere at pasienter og pargrende bgr involveres for at det skal bli best mulig
bruk av teknologien og tjenenestene i hjemmebaserte tjenester?

Hjelpesparsmal: Hva tenker dere er viktig for a fa dette til?

Informasjon og kunnskap

9: Far pasienter og pargrende velge om de vil ta velferdsteknologi i bruk, og i sa fall hva er
konsekvensene dersom de ikke velger teknologien med tradisjonell tjenesteutgvelse?

Hjelpespgrsmal: Hva og hvordan far de vaere med & velge?
Autonomi
Trygghet
Sikkerhet

Er det andre ting dere tenker er viktig og som vi ikke har vart inne pa?
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Appendix VI

Nasjonalforeningen
for folkehelsen

En Brukermedvirkning og velferdsteknologi

Til leder i hjemmebaserte tjenester
Kjeller 01.04.2019

Doktorgrads studie: Brukermedvirkning og velferdsteknologi

| de neste tre arene skal vi forske pa brukermedvirkning og velferdsteknologi i hjemmebaserte
tjenester. | den forbindelse trenger vi godkjenning fra deg som leder, til & gjennomfare studien
i din kommune.

Doktorgrads studien er en oppfelging av fra EU-prosjektet Support Quality of life (SOL). Et
hovedmal i SOL, var a utvikle ny kunnskap og etablere bedre praksis for & introdusere og
bruke velferdsteknologi i hjemmebaserte tjenester. Arbeidsforskningsinstituttet (AFI), SOL,
Fet kommune og SHA samarbeidet om prosjektet. Ansatte i hjemmebaserte tjenester i tre
kommuner deltok i fokusgruppe intervju. Funn i SOL prosjektet viste at det er behov for mer
kunnskap om brukermedvirkning og velferdsteknologi.

Studiens hovedmal er & fa ny kunnskap om erfaringer knyttet til brukermedvirkning, samt
belyse etiske problemstillinger og utfordringer ved implementering og bruk av
velferdsteknologi. | denne sammenheng, gnsker vi & intervjue pasienter og pargrende fra5 — 7
kommuner. Kunnskapen kan bidra til 2 mgte noen av utfordringene i kommunene, ved a bidra
til kunnskap om en vellykket implementering og bruk av velferdsteknologi.

Vi haper a fa godkjenning fra deg som leder til a rekruttere pasienter og pargrende i din
kommune utfra gitte inklusjonskriterier. Vi gnsker a intervjue 4-5 pasienter, og 4-5 pargrende.
Om du godkjenner deltagelse, vil vi be om at en representant fra hjemmebaserte tjenester
innhenter pasientens eller pargrendes samtykke til & delta. Pasienten eller den pargrende vil
deretter fa en telefon fra stipendiat Heidi Snoen Glomsas, for & avtale tid for intervjuet.
Intervjuet vil bli foretatt i deres hjem, dersom det er i orden for pasienten/pargrende. @nsker
pasienten eller pargrende heller & bli intervjuet et annet sted, kan dette avtales. Intervjuet vil
vare i ca. 1 time.

Intervjuene vil vaere knyttet til pasienter og pargrendes erfaringer om innfaring og bruk av
velferdsteknologiske lgsninger og hvordan de opplever brukermedvirkning. Vi vil registrere
alder, kjgnn og relevante diagnoser i forhold til bruk av velferdsteknologi, samt tiden
teknologien er benyttet.
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Inklusjons kriterier for pasienter:
e Har hjemmebaserte tjenester
e Ma ha brukt velferdsteknologi i minst 6 mnd.
e Fra 65 ar og oppover
e Vere samtykkekompetente

Inklusjons kriterier for pargrende:
e Veare nermeste pargrende til pasienter over 65 ar som har hjemmebase tjenester, og
som har brukt velferdsteknolog i minst 6 mnd.
e Vare samtykkekompetente

Det er selvfalgelige frivillig & samtykke til deltagelse i prosjektet. Den som intervjues kan nar
som helst og uten & oppgi noen grunn trekke sitt samtykke. Dette vil ikke fa konsekvenser for
hverken pasienter eller pargrende. Dersom godkjenning trekkes tilbake kan den som er
intervjuet kreve a fa slettet innsamlede opplysninger, med mindre opplysningene allerede er
inngatt i analyser eller brukt i vitenskapelige publikasjoner.

Opplysningene som registreres skal kun brukes slik som beskrevet i hensikten med prosjektet.
Alle opplysningene vil bli behandlet uten navn og fadselsnummer, eller andre direkte
gjenkjennende opplysninger. Prosjektet skal etter planen avsluttes 31.12.2021. Alle intervjuer
bade pa papir og digitalt slettes etter at prosjektet er ferdig og senest 2027. Regional komité
for medisinsk og helsefaglig forskningsetikk har vurdert prosjektet. | REK vedtak av
16.01.2019 er prosjektet vurdert til & falle utenfor helseforskningslovens virkeomrade med
referanse 2018/2462. Prosjektet er ogsa i henhold til regelverk meldt Norsk Senter for
forskningsdata (NSD) med referanse nummer 473910.

Studien er et samarbeid med Nasjonalforeningen for folkehelsen.

Eventuell godkjenning fra deg som leder, samt navn og kontaktinfo pa person i din
tjeneste som kan vaere kontaktperson, kan sendes pa mail til hglomsas@oslomet.no.

Pa forhand takk, og ta gjerne kontakt om dere trenger mer info.

Vennlig hilsen

Heidi Snoen Glomsas Kristin Halvorsen

PhD kandidat Hovedveileder

TIf: 4520 80 61 /67236537 TIf: 9221625

E-post: hglomsas@oslomet.no E-post: kristin.halvorsen@oslomet.no
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Appendix VII

Nasjonalforeningen
for folkehelsen

O
NV
e & %
FIELEEN Brukermedvirkning og velferdsteknologi

Forespgrsel om deltakelse i forskningsprosjektet:

Brukermedvirkning og velferdsteknologi i hjemmebaserte tjenester
- en kvalitativ studie av helsepersonells, brukere og pargrendes opplevelser.

Dette er en forespgrsel om du som bruker av velferdsteknologi og hjemmebaserte tjenester
gnsker & delta i et doktorgradsprosjekt om brukerinvolvering og etiske problemstillinger
relatert til implementering og bruk av velferdsteknologi i hjemmebaserte tjenester. Med
velferdsteknologi forstar vi lgsninger som er tilpasset brukeres behov knyttet til for eksempel
overvakning av sykdommer, digital kommunikasjon med tjenesteyter, trygghetssystemer,
digitale darlaser og ulike type roboter for hjelp i hjiemmet.

| dette skrivet gir vi deg informasjon om malene for prosjektet og hva deltagelse innebarer for
deg.

Formal

Studiens hovedmal er & mgte noen av utfordringene i velferdssamfunnet, ved a bidra til
kunnskap om en vellykket implementering og bruk av velferdsteknologi i helsetjenesten. Det
overordnede malet er & fa ny innsikt i brukeres erfaringer av brukermedvirkning, samt belyse
etiske problemstillinger og utfordringer ved implementering og bruk av velferdsteknologi.
Brukere vil si pasienter, neermeste pargrende og helsepersonell.

Hva innebeaerer prosjektet?

Du far spgrsmal om a delta i denne studien, fordi vi gnsker brukere fra 5-7 kommuner pa
@stlandet som deltagere i denne studien, til sammen ca. 20 brukere. Deltagelse vil si a gi et
intervju i lgpet av prosjektperioden. Avdelingsledere i hjemmebaserte tjenester i aktuelle
kommuner har fatt forespersel om a finne frem til brukere som benytter velferdsteknologi i
deres kommune, som kan veere aktuelle deltagere i denne studien. Informasjonen om at en du
mottar hjemmebaserte tjenester og benytter velferdsteknologi er gitt fra leder i hjemmebaserte
tjenester i din kommune.

Om du sier deg villig til & delta, vil du fa en telefon fra stipendiat Heidi Snoen Glomsas, for &
avtale tid for intervjuet. Intervjuet vil bli foretatt i ditt hjem, dersom det er i orden for deg.
@nsker du heller a bli intervjuet et annet sted, kan dette avtales. Intervjuet vil vare i ca. 1 time.
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Temaer for intervjuet vil blant annet veere:

e Bakgrunn for bruk av velferdsteknologi.

e Dine erfaringer knyttet til hva du synes var bra eller utfordrende ved & bruke
velferdsteknologi.

e Det vil veere et serlig sgkelys pa hvordan du opplever mulighet for
brukermedvirkning.

e Det vil vaere temaer knyttet til etiske problemstillinger og utfordringer ved anskaffelse
og bruk av velferdsteknologi.

Vi vil registrere hva slags velferdsteknologiske Igsninger den du benytter for og bakgrunnen
for at velferdsteknologiske lgsninger er tatt i bruk. Hovedfokus i intervjuet med deg som
pargrende er hvordan du erfarer medvirkning i prosessen ved implementering og bruk av
velferdsteknologiske Igsninger i hjemmet.

Stipendiat Heidi Snoen Glomsas er den som intervjuer deg. Intervjuene tas opp som
lydopptak.

Frivilling deltakelse og mulighet for a trekke sitt samtykke

Det er frivillig & delta i prosjektet. Dersom du gnsker & delta, undertegner du
samtykkeerklaringen pa siste side. Du kan nar som helst og uten & oppgi noen grunn trekke
ditt samtykke. Dette vil ikke fa konsekvenser for deg. Dersom du trekker deg fra prosjektet,
kan du kreve a fa slettet innsamlede opplysninger, med mindre opplysningene allerede er
inngatt i analyser eller brukt i vitenskapelige publikasjoner. Dersom du senere gnsker a trekke
deg, eller har spgrsmal til prosjektet, kan du kontakte Heidi Snoen Glomsas, telefon 45 20 80
61, e-post: hglomsas@oslomet.no , eller prosjektleder og hovedveileder Kristin Halvorsen,
telefon 92 21 62 50, e-post: kristin.halvorsen@oslomet.no

Hva skjer med opplysningene om deg?

Opplysningene som registreres om deg skal kun brukes slik som beskrevet i hensikten med
prosjektet. Du har rett til innsyn i hvilke opplysninger som er registrert om deg og rett til & fa
korrigert eventuelle feil i de opplysningene som er registrert. Du har ogsa rett til a fa innsyn i
sikkerhetstiltakene ved behandling av opplysningene.

Alle opplysningene vil bli behandlet uten navn og fadselsnummer, eller andre direkte
gjenkjennende opplysninger. En kode knytter deg til dine opplysninger gjennom en navneliste
som er kryptert og passord-beskyttet. Det er kun prosjektleder Kristin Halvorsen og stipendiat
Heidi Snoen Glomsas som har tilgang til denne listen.
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Prosjektet skal etter planen avsluttes 31.12.2021. Alle intervjuer bade pa papir og digitalt
slettes etter at prosjektet er ferdig og senest 2027.

Deling av data

Ved a delta i prosjektet, samtykker du ogsa til at opplysninger i anonyme intervjuutskrifter
kan deles med medforfattere (hovedveileder, medveiledere og samarbeidspartner).

Heidi Snoen Glomsas, universitetslektor OsloMet — storbyuniversitetet, stipendiat
Kristin Halvorsen, farsteamanuensis OsloMet — storbyuniversitetet, hovedveileder
Ingrid Ruud Knutsen, farsteamanuensis OsloMet — storbyuniversitetet, medveileder.
Mariann Fossum, professor ved universitetet i Agder, medveileder.

Godkjenning

Regional komité for medisinsk og helsefaglig forskningsetikk har vurdert prosjektet. | REK
vedtak av 16.01.2019 er prosjektet vurdert til & falle utenfor helseforskningslovens
virkeomrade med referanse 2018/2462. Prosjektet er ogsa i henhold til regelverk meldt Norsk
Senter for forskningsdata (NSD) med referanse nummer 473910.

Etter ny personopplysningslov har behandlingsansvarlig OsloMet - storbyuniversitetet og
prosjektleder Kristin Halvorsen et selvstendig ansvar for a sikre at behandlingen av dine
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Du har rett til & klage pa behandlingen av dine opplysninger til Datatilsynet.

Kontaktopplysninger

Dersom du har spgrsmal til prosjektet, kan du ta kontakt med OsloMet- storbyuniversitetet
ved:
- Heidi Snoen Glomsas, doktorgradsstipendiat, e-post: hglomsas@oslomet.no, telefon
45208061
- Kiristin Halvorsen, prosjektleder, e-post: kristin.halvorsen@oslomet.no, telefon
9221625.
- Personvernombud ved institusjonen er Ingrid Jacobsen, e-post:
ingrid.jacobsen@oslomet.no, telefon: 993 02 316

115


mailto:hglomsas@oslomet.ni
mailto:kristin.halvorsen@oslomet.no
mailto:ingrid.jacobsen@oslomet.no

Jeg samtykker til & delta i prosjektet brukermedvirkning og velferdsteknologi
og til intervjuet brukes slik det er beskrevet

Jeg har mottatt og forstatt informasjon om prosjektet “User involvement and ethics in welfare
technology in home care - A qualitative study of healthcare service users, next of kin and
healthcare professional’s experiences.” (Brukermedvirkning og velferdsteknologi)

Jeg har fatt anledning til a stille sparsmal om prosjektet.

Jeg samtykker til:
0 Deltai intervju
1 Dataene kan benyttes i forbindelse med arbeid relatert til dette doktorgradsprosjektet
[0 Jeg samtykker til at mine opplysninger behandles frem til doktorgradsprosjektet er
avsluttet, og senest 2027.

Jeg kan kontaktes pa telefonnummer om avtale for intervju.

Sted Deltager
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Appendix VIII

Nasjonalforeningen
for folkehelsen

Gen Brukermedvirkning og velferdsteknologi

Forespgrsel om deltakelse i forskningsprosjektet:

Brukermedvirkning og velferdsteknologi i hjemmebaserte tjenester
- en kvalitativ studie av helsepersonells, brukere og pargrendes opplevelser.

Dette er en foresparsel om du som pargrende gnsker a delta i et doktorgradsprosjekt om
brukerinvolvering og etiske problemstillinger relatert til implementering og bruk av
velferdsteknologi i hjemmebaserte tjenester. Med velferdsteknologi forstar vi lgsninger som
er tilpasset brukeres behov knyttet til for eksempel overvakning av sykdommer, digital
kommunikasjon med tjenesteyter, trygghetssystemer, digitale darlaser og ulike type roboter
for hjelp i hjemmet.

| dette skrivet gir vi deg informasjon om malene for prosjektet og hva deltagelse innebarer for
deg.

Formal

Studiens hovedmal er & mgte noen av utfordringene i velferdssamfunnet, ved & bidra til
kunnskap om en vellykket implementering og bruk av velferdsteknologi i helsetjenesten. Det
overordnede malet er & fa ny innsikt i brukeres erfaringer av brukermedvirkning, samt belyse
etiske problemstillinger og utfordringer ved implementering og bruk av velferdsteknologi.
Brukere vil si pasienter, neermeste pargrende og helsepersonell.

Hva innebaerer prosjektet?

Du far spgrsmal om a delta i denne studien, fordi vi gnsker brukere fra 5-7 kommuner pa
@stlandet som deltagere i denne studien, til sammen ca. 20 pargrende. Deltagelse vil si a gi et
intervju i lgpet av prosjektperioden. Avdelingsledere i hjemmebaserte tjenester i aktuelle
kommuner har fatt forespgrsel om a finne frem til aktuelle brukere som benytter
velferdsteknologi i deres kommune, som kan vare aktuelle deltagere i denne studien.
Informasjonen om at en du er bruker benytter velferdsteknologi er gitt fra leder i
hjemmebaserte tjenester i din kommune.
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Om du sier deg villig til & delta, vil du fa en telefon fra stipendiat Heidi Snoen Glomsas, for &
avtale tid for intervjuet. Intervjuet vil bli foretatt i ditt hjem, dersom det er i orden for deg.
@nsker du heller & bli intervjuet et annet sted, kan dette avtales. Intervjuet vil vare i ca. 1 time.

Temaer for intervjuet vil blant annet veaere:

e Bakgrunn for bruk av velferdsteknologien.

e Dine erfaringer knyttet til hva du synes var bra eller utfordrende ved prosessen nar den
du tok i bruk aktuell velferdsteknologi.

e Det vil veere et seerlig viktig for deg for at du skal opplevde brukermedvirkning.

e Det vil ogs vare temaer knyttet til etiske problemstillinger og utfordringer ved
anskaffelse og bruk av velferdsteknologi.

Vi vil registrere hva slags velferdsteknologiske lgsninger du bruker og bakgrunnen for at
velferdsteknologiske lgsninger er tatt i bruk. Hovedfokus i intervjuet er hvordan du erfarer
medvirkning i prosessen ved implementering og bruk av velferdsteknologiske lgsninger i
hjemmet.

Stipendiat Heidi Snoen Glomsas er den som intervjuer deg.

Det er ngdvendig i prosjektet at den du er pargrende for er informert hvis du velger a delta.
Vedlagte informasjonsskriv er til den du er pargrende for. Dersom vedkommende har
innsigelser pa at du skal delta, ber vi om at du tar hensyn til dette ved & ikke delta. Dersom
den du er pargrende til av ulike arsaker ikke kan gi uttrykk for din deltagelse eller ikke,
bestemmer du selv.

Frivilling deltakelse og mulighet for a trekke sitt samtykke

Det er frivillig & delta i prosjektet. Dersom du gnsker a delta, undertegner du
samtykkeerklaringen pa siste side. Du kan nar som helst og uten & oppgi noen grunn trekke
ditt samtykke. Dette vil ikke fa konsekvenser for deg- eller den du er pargrende til. Dersom
du trekker deg fra prosjektet, kan du kreve a fa slettet innsamlede opplysninger, med mindre
opplysningene allerede er inngatt i analyser eller brukt i vitenskapelige publikasjoner. Dersom
du senere gnsker a trekke deg, eller har sparsmal til prosjektet, kan du kontakte Heidi Snoen
Glomsas, telefon 45 20 80 61, e-post: hglomsas@oslomet.no , eller prosjektleder og
hovedveileder Kristin Halvorsen, telefon 92 21 62 50, e-post: kristin.halvorsen@oslomet.no

Hva skjer med opplysningene om deg?

Opplysningene som registreres om deg skal kun brukes slik som beskrevet i hensikten med
prosjektet. Du har rett til innsyn i hvilke opplysninger som er registrert om deg og rett til a fa
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korrigert eventuelle feil i de opplysningene som er registrert. Du har ogsa rett til a fa innsyn i
sikkerhetstiltakene ved behandling av opplysningene.

Alle opplysningene vil bli behandlet uten navn og fadselsnummer, eller andre direkte
gjenkjennende opplysninger. En kode knytter deg til dine opplysninger gjennom en navneliste
som er kryptert og passord-beskyttet. Det er kun prosjektleder Kristin Halvorsen og stipendiat
Heidi Snoen Glomsas som har tilgang til denne listen.

Prosjektet skal etter planen avsluttes 31.12.2021. Alle intervjuer bade pa papir og digitalt
slettes etter at prosjektet er ferdig og senest 2027.

Deling av data

Ved a delta i prosjektet, samtykker du ogsa til at opplysninger i anonyme intervjuutskrifter
kan deles med medforfattere (hovedveileder, medveiledere og samarbeidspartner).

Heidi Snoen Glomsas, universitetslektor OsloMet — storbyuniversitetet, stipendiat
Kristin Halvorsen, farsteamanuensis OsloMet — storbyuniversitetet, hovedveileder
Ingrid Ruud Knutsen, farsteamanuensis OsloMet — storbyuniversitetet, medveileder.
Mariann Fossum, professor ved universitetet i Agder, medveileder. Karin
Christiansen, dosent, Aarhus universitet (VIA), Danmark, samarbeidspartner og
medforfatter.

Godkjenning

Regional komité for medisinsk og helsefaglig forskningsetikk har vurdert prosjektet. | REK
vedtak av 16.01.2019 er prosjektet vurdert til & falle utenfor helseforskningslovens
virkeomrade med referanse 2018/2462. Prosjektet er ogsa i henhold til regelverk meldt Norsk
Senter for forskningsdata (NSD) med referanse nummer 473910.

Etter ny personopplysningslov har behandlingsansvarlig OsloMet - storbyuniversitetet og
prosjektleder Kristin Halvorsen et selvstendig ansvar for a sikre at behandlingen av dine
opplysninger har et lovlig grunnlag. Dette prosjektet har rettslig grunnlag i EUs
personvernforordning (GDPR), artikkel 6a og artikkel 9 nr. 2 og ditt samtykke.

Du har rett til & klage pa behandlingen av dine opplysninger til Datatilsynet.

Kontaktopplysninger

Dersom du har spgrsmal til prosjektet kan du ta kontakt med OsloMet- storbyuniversitetet
ved:
- Heidi Snoen Glomsas, doktorgradsstipendiat, e-post: hglomsas@oslomet.no, telefon
45208061
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- Kiristin Halvorsen, prosjektleder, e-post: kristin.halvorsen@oslomet.no, telefon
9221625.

- Personvernombud ved institusjonen er Ingrid Jacobsen, e-post:
ingrid.jacobsen@oslomet.no, telefon: 993 02 316

Jeg samtykker til & delta i prosjektet brukermedvikning og velferdsteknologi og
at data fra intervjuet brukes slik det er beskrevet

Jeg har mottatt og forstatt informasjon om prosjektet “User involvement and ethics in welfare
technology in home care - A qualitative study of healthcare service users, next of kin and
healthcare professional’s experiences.” (Brukermedvirkning og velferdsteknologi)

Jeg har fatt anledning til & stille sparsmal om prosjektet.

Jeg samtykker til:
0 Deltai intervju
[0 Dataene kan benyttes i forbindelse med arbeid relatert til dette doktorgradsprosjektet
O Jeg samtykker til at mine opplysninger behandles frem til doktorgradsprosjektet er
avsluttet, og senest 2027.
O Jeg har informert den jeg er pararende for at jeg deltar i dette prosjektet og de har
bekreftet at dette er i orden.

Jeg kan kontaktes pa telefonnummer om avtale for intervju.

Sted Deltager
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Appendix IX

Na:jot;allmclllingcn o
or folkehelsen
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ELSEN Brukermedvirkning og velferdsteknologi

Informasjonsskriv til deg som har pargrende som blir invitert til a delta i

doktorgradsprosjektet «Brukermedvirkning og velferdsteknologi»

Dette er en informasjon til deg som bruker av velferdsteknologi og
hjemmebaserte tjenester, fordi vi gnsker a intervjue din nsermeste pargrende i
forbindelse med et doktorgradsprosjekt.

Gjennom prosjektet gnsker vi a fa gkt kunnskap om hvordan pasienter,
pargrende og helsepersonell opplever brukermedvirkning, samt etiske
problemstillinger og utfordringer ved implementering og bruk av
velferdsteknologiske lgsninger i hjemmet, som for eksempel medisindispensere,
elektronisk dgrlas, trygghetsalarm eller lignende. Denne kunnskapen haper vi
kan bidra til & gjgre hverdagen bedre for hjemmeboende brukere av
velferdsteknologi og deres pargrende.

Vi gnsker & intervjue din nermeste pargrende om hvordan han eller hun har
opplevd a fa ta del i prosessen omkring innfaring av velferdsteknolgi for deg. Vi
vil registrere hva slags velferdsteknologiske lgsninger du har behov for og
bakgrunnen for at disse er tatt i bruk. Det kan vere at det fremkommer
opplysninger som diagnose eller funksjonssvikt. | den forbindelse er det
ngdvendig at du er informert om intervjuet og ikke har noen innvendinger. Hvis
du har innvendinger mot at din pargrende deltar, er det viktig at du sier ifra til
din pargrende om dette.

Vennlig hilsen

Heidi Snoen Glomsas
Doktorgradsstipendiat ved OsloMet- storbyuniversitetet
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Appendix X

Nasjonalforeningen
for folkehelsen

! Brukermedvirkning og velferdsteknologi

Intervjuguide: Brukermedvirkning ved innfgring og bruk av
velferdsteknologi i hjemmebaserte tjenester — pasienter og
pargrende

Demografiske data:

Alder:

Kjeonn:

Hvor lang tid har du eller den du er pargrende til brukt velferdsteknologi?
Hvilken velferdsteknologi bruker du/den du er pargrende til?

Hvordan fikk du/den du er pargrede til denne teknlogien?

Arsak til at du/den du er péargrende til benytter velferdsteknologi (aktuell diagnose)?

Intervjuspgrsmal

1: Kan du fortelle meg om dine erfaringer med velferdsteknologi?

Har bruk og holdninger av velferdsteknologi endret seg siden du/den du er pargrende
til tok det i bruk?

Hvordan tenker du bruk av velferdsteknologi kan bidra til god og forsvarlig
helsehjelp?

Hvordan oppleves brukervennlighet og utforming

2: Kan fortelle om hvordan du opplever informasjon, veiledning og oppfalging fra
kommunens side i forhold til bruk av velferdsteknologi?

Hva hadde veert optimalt og hvordan kunne det gjeres bedre?
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Hvordan opplevde du tidspunkt for nar tjenesteapparatet kommer inn, eller behov
identifiseres.
Var det nok informasjon om

Hva som finnes
Hvordan man kan fa tak i dette
Oppleering

3: Kan du fortelle om hvordan du opplever helsepersonnellet har interesse for & hgre om dine
gnsker og hvordan du opplever & bruke teknologien?

Rutiner og organisering

4: Kan du fortelle om du erfarer at det er noen forskjell mellom dine gnsker og behov knyttet
til bruk av velferdsteknologi og din(e) pargrende/den du er péargrende til

Bruker/pargrende vil noe og den andere vil ikke/ser ikke konsekvser av bruk.

5: Kan du fortelle hva du tenker p& nér vi snakker om brukermedvirkning?

Er du opptatt av dette, og er det noe du snakker med andre om?
Opplever du at det er noe som helsepersonell er opptatt av og pa hvilken mate?

Har dere noen eksempler pa brukerinvolvering av deg som bruker/pargrende?
Helsetjenesten mer tilpasset organisering enn brukers behov?

6: Kan du si noe om hvilke muligheter for brukermedvirkning det er i forhold til
velferdsteknologi i din kommune?

Far bruker og pargrende vaere med pa valgene kommunen gjer i forhold til:
Hva kommunen skal tilby, innfgring og daglig bruk

Velge om du/dere vil ta velferdsteknologi i bruk, og i sa fall hva er
konsekvensene dersom de ikke velger teknologien

7: Hvordan tenker du at pasienter og pargrende bgr involveres for at det skal bli best mulig
bruk av teknologien og tjenenestene i hjemmebaserte tjenester?

Hva tenker du er viktig for a fa dette til ?
Hvilken type informasjon trenger du?
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Nar trenger du den, og pa hvilken mate?

8: Ser du eller har du erfart noen etiske problemstillinger ved bruk av velferdsteknologi og i
s& fall hvilke?

Overvakning

@konomi

Privat/offentlig anskaffelse og bruk

Pargrendes rolle og ansvar i forhold til daglig bruk

Selvbestemmelse

Trygghet

Utvisking av offentlig og privat sfeere (for eksempel bruk av privat mobil)
Makt

Ansvaret den enkelte har selv i forhold til & forberede alderdommen

Har du noen andre tanker om brukermedvirkning og velferdsteknologi som du tenker er viktig
og som vi ikke har snakket om?
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Appendix: XII

Dear Sir/Madam

Thank you for your correspondence requesting permission to reproduce content from a Taylor &
Francis Group content from our Journal in your thesis to be posted on your University’s repository.

We will be pleased to grant the permission without fee on the condition that you acknowledge the
original source of publication and insert a reference to the Journal’s web site: www.tandfonline.com

This permission does not cover any third party copyrighted work which may appear in the material
requested. Please ensure you have checked all original source details for the rights holder.

Please note that this licence does not allow you to post our content on any third-party websites.

Please note permission does not provide access to our article, if you are affiliated to an institution
and your institution holds a subscription to the content you are requesting you will be able to view
the article free of charge, if your institution does not hold a subscription or you are not affiliated to
an institution that has a subscription then you will need to purchase this for your own personal use
as we do not provide our articles free of charge for research.

Thank you for your interest in our Journal.

With best wishes,

Journal Permissions

Journals, Taylor & Francis Group

Permissions e-mail: permissionrequest@tandf.co.uk

web: www.tandfonline.com

=] 4 Park Square, Milton Park, Abingdon, OX14 4RN

@ +44 (0)20 8052 0600

Taylor & Francis Group

an informa business

Taylor & Francis is a trading name of Informa UK Limited,

registered in England under no. 1072954
b% Before printing, think about the environment.
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Abstract

Aims and objectives: The aim of this study i to learn more sbout factors that pro-
mote or inhibit user involvement among heslth professionals when implementing
welfare tachnology in home care services.

Background: It is a hestth policy goal to increase the use of welfare technology in
order to address some of the challenges that healthcare services are facing. Health
professionals' involvement is important for the successful implementation of welfars
technadogy in home care services.

Diesign: The study has an explorative and descriptive longitudinal design based on
a quelitative approach. Five focus group interviews were conducted with 16 nurses
and assistant nurses from three different municipalities over a period of 2 years. The
data were analysed using reflexive thematic analysis. The COREQ checklist was used.
Results: The analyzis led to five main themes: competence a critical component, in-
formation and information lines, new weys of working, cheice of welfare technology
and change in patient services. From health professionals' perspective, there ap-
peared to be a lack of preparedness for the change in the implementation of welfare
technodogy entailed for home care services. The respondents experienced limited
facilitation and opportunities for user involvement.

Conclusion: Health professionals want to be more involved but emphasised that com-
petence, information and collabarative arenas are necessary factors if involvemeant
iin the process is to be i d. Ci aff d some of the at-
titudes and willingness to use the - Ther nts also experienced that
the managements' focus on facilitation and interest in user involvement in addition to
infrastructures that functioned in various ways had an impact on user involvement.
Relevance to clinical practice: The knowledge geined from this study about factors
that promiote or inhibit user invol nt among health i could contrib-
ute to better prep for further implementation of welfare technology in the
field of home care.

Thiz is am open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reprodic fion in aey mediem,

provided the origiral work is propery cited.

© 2020 The Authars. Jc

sbiiched by John Wiley & Sons Ltd
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1 | INTRODUCTION

In Weztern zocieties, there iz pressure on and growing demand for
home care services due to the increasing number of older people,
economic pressure and changes in health policies (Eurostat, 2019;
Genet et al, 2011). It iz 3 heaith policy goal to increaze the uze of
i World Heaith
Organization Regional Office for Europe, 2008). In Europe, 20% of
citizens were over 65 years old in 2018, and thiz proportion = ex-
pected to reach 2 pesk of around 29% in 2040 (Eurostat, 2019}
or older used home care services in 2018, and this percentage iz ex-
pected to increaze (Statistics Norway, 2019).

countries fall under the umbreila term weifare technolozy (Kame,
Obstfeider, & Anderzzon, 2019). Kamp et al. {2019) point out that the
term iz broad and loosely defined, covering 3 wide array of technol-

ogiex. In i i literature on the term
telecare iz used, but on utions iz lmited
{Cook et al. 2016; Greenhaigh et al., 2013). Other commonly used

‘What does this paper contribute to the wider

= Insight into health professionals’ experiences of uzer
e when i ing welfare n

home care services.

= Identification of factors that promote or inhibit uzer
menting welfare technology in home care zervices.

= Highlights user involvement 2z 3 prerequisite for suc-
cessful implementation of welfare technology in home

assistive home care, in addition to mursing {Genet et al_ 2011). In
Norway, municipalitie are rezponzible for providing primary heaith
and social care, including home care. Home care is organized ac-
cording to geographical areas, and it iz an integrated part of the

zervice. All ianz with heakth-related needs have

e-heaith, but the dividing fines between them zeem to be biurred
(Barrett, Thorpe. & Goodwin, 2014; Solki, Hvalvik, & Hellezs, 2012}
In this study, we uze the term welfare technology. understood az
technological aszistance used by both patients and next of kin to
contribute to safety, security, weliness, mobility, socal and cultural
contact and iCpatic care. Such

can ako provide uzeful information, overviews and logistical zofu-
tions in home care zervices for heaith professionals.

@ legal right to receive public home care zervices, in the municipal-
ity where they rezide regardiess of their age, gender, and zocio-
economic status (Ministry of Health and Care Servicez, 2011). This
approach to health care iz called the Scandinavian or Nordic Model
{Kemp & Hyid, 2012]. The Nordic heaithcare model is bazed on zoli-
darity and focuzez on both universal civil rights and protection of
minorities. The welfare state haz the main rezponzibility for provid-
ing healthcare services to the entire population fiving in the Nordic

‘countriez. The icif lic home care ser-
and 2 principle vices through taxes, and thiz care i publicly owned and operated

tion and job sati: i i {Spreitzer, 2008). Vranbaek, & Saltman, 2009).
Heslth T L and ip have There are variations in the numbers of registered nurses (RNz),

been shown to be important success factors in innovation processes
in the workplace (Framke et al. 2019). The context of home care i
important for hesith professionals” experience in this study. Studies of
scarce. The focus of thi: y i
uzeri

‘we¥are technology in home care services.

11 | Background
111 | Organisation of home care services

Home care services appear to differ between and within coun-
tries. In most countries, they incude i e and

nurzing assiztants (NAz} and nursing aides employed in each munic-
ipafity home care depending on its size. population, needs, finances.
3nd how municipaities organize their hesithcare zervices (Holm,
Mathizen, Seterstrand, & Brinchmann, 2017). The high level of
variation among municipafities makes it difficult to get exact figures
about the number of employ=es who work in home care.

However, in Norway, and globally, there is 2 shortage of RNs.
Thiz may lead to a high workload and can affect the quality of the
services (Rafferty, 2018; Statistics Norway, 2019; WHO, 2006}

112 | I ion of welfare technology

Several municipaiities in Westem societies are carrying out projects

of aces {Barland & Lovest, 2014).
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There iz an expectation that increased uss of wefare technolozy will
have 3 positive =ffect to mest the changing situstion resulting from
the growing rumber of patients with complex nesds, shorter has-

Jmdof 2
Chiniieal Nursing W1 IEVJ_
next of kin, health professionak or other users, can influence the
decizicn-making proceszas and the design of home care services
Both “uzar® and “involvement” are terms that can be interpreted in

pital stayz, the T of health Gonalk and 3 zeveral wayz, and thers are 2 number of suzzestions for how user
demanding financial situation, all of which are ing he-alth, i can be , facilitated and increased (Dent &
services in the municpalities [Gaikwad & Warren, 2009; Kruse, Soma, Pahor, 2015; Kalioft, Nieken, Salkeld, & Dowss, 2014 Focusing on
Pulluri, Nemali, & Brooks, 2047). Welfare [ iz user i can be se=n a3 a step towards zeneral democra-
as leading o new, smarter ways for health professionals to wark, tisation and right to on the of

iz = higher levels of safety and quality services (Barmes & Cotterell, 2017 The ides is that user involve-

(Kamp =t al, 2019]. For example, slectronic patient record systems.
(EPRz) on tablets assist health professionals during their workday

ment will contribute to better health services for both the individu-
aks and communities and will result in greater respect for personal

and help them find and provide information, ni:
treatment, a5 well d

effective individual plans. It is also expected to create efficent work-
flow and support decision-making (Roulesu, Gagnon, & Cété, 2015
Other technologies, for instance digital door locks, may provide
health professionals easy access to the patients’ home (Majumder
et al, 2017). Digital safety alarms, sensors and medical robots pri-

w (Dent & Pahor, 2015).

Sewveral studies have highlighted the need for user involve-
ment in general in health care, although not relating to welifare
technology. In addition, most studies focus on patients as users,
whille only a few focus on health professionals (Andreassen, 2017;
Dent & Pahor, 2015). Decision-making skills, motivation and qual-
ity of health care were mentioned in 3 study by Omeni, Bames,

marity i safety, d
wel-being in their own homes (Dugstad, Eide, Nisen, & Eide, 2019;
Huolthe, Habvorsrud, Karterud, Hoel, & Lund, 2018; Stokke, 2017
Different welfare technologies have implications for RNz’ and NAs"
daily work in home care, and several factors influence patients’ and
health i 3 i and i to use these tech-
nologies (Barrett et al., 2004; Brewster, Mountain, Wessek, Kelly, &
Harwley, 2004 Sabonowszki & Kollak, 2015).

To provide hich-quality nursing competence is reguired, both
for the technology Eself and the new ways of working

Crawford, and Rose (2014) 3z benefits of uzer in-
walvement in heaith care. Cresswell's (Cresswell et al, 2013) ar
ticke pointed out the importance of managers identifying needs
together with every volved, inch i , tor
penerate new insight and prepars the professions for changes. De
Veer, Fleuren, Bekkema, and Francke (2011) offer insight into how
& group of nurses perceived new technologies. They found that co-
operative approaches may be the best way of achieving positive,
sustasinable implementation. Anather study shows that improve-
depends on ch but that chs alv generate

Lindholm, Petterzson, & Jonasson, 2007). Ressanch shows that thers
are barriers to overcome when implementing weifare technolozy, in-
chuding orzanisational, cultural, technological and ethical resistance
[Milz=n, Dugstsd, Bde, Gullsiett, & Eide, 2016). Rezittance arzes from
3 variaty of percaived threats, such az thieats to stahility, predictabil-

new challenges (Dion-Woods, Amalberti, Goodman, Bargman, &
Glazziou, 2011). Howeves, empirical studies of how user imvolve-
ment best can be facilitated in the changing of home care services
are scarce.

Health professionals’ imvolvement may be important to the pro-

ity and knowledze. Moreover, resistance develops from threats to fessional services, and th the
health = role e et weell a5 thrests to basic implementation process. The impact of the changes on health pro-
lues and pati l etal, 2016) The studyby  fessionals and the processes of facilitating i i d uzer
Brewster et al. L ths information flow has v studied. Most of th i
influence the process of impl ing: Giestzen, useri in health L the patis

Wiz and Testad (2017} identified management, workforce, motiva-
tion for change and maturity as important sucoess factors in prmary

as the user, and not on health professionals, and they are not linked
to the uze of weifare technology. There iz thus a need to explore

care the 5an of welfars Khas  heslth professi of uzer i and welfare
been pointed out that trust and partnership ars izites for the inth £h i
fwelf {Berge, 2018} Inmost of
of welfars technodogy, the facus iz an the technalogy and it= imple-
mentation, iomals are nthe 1.2 | Aim of the study

process, as is the case in this study.

1.1.3 | Userinvolvement among health
professionals

In this study, user imvolvement in the healthcars services is under-
stood to refer to how those who are affected by 2 decision: patients,

Thiz study will address and reflect on changes and prepared-
nezs for the process of implementation of welfare technology in
home care services, and health professionals’ experience of user
invohrement.

The aim i to kearmn more about factors that promote or inhibit

user amang health professionals when i
welfare technology in home care services.
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2 | METHOD

To explore hesith professionals’ experience. we decided to canry out
a3 qualitative study with an explorative and descriptive longitudinal
diesizn, usi L iews. The design entails an cpportu-
nity to llumi L and oz part of a process of
sharing and discussing experiences in a focus proup interview and
miake serse of them. We gained insight and an understanding of the
respondents’ experiences, and through this, we could describe this
study's complex comtext [Bowing. 2014 Morgan, 1997). For the
analyses, we use reflexive thematic analysis as described by Braun,
Clarke, Hayfield, and Terry (2019)

The COREQ checklist for reporting qualitative studies was used
(Supplementary File 1).

Thiz study iz @ part of 2 PhD project on welfare technology and
user inwolwement in home healthcare services. It & the first of four
sub-studies in the project.

21 | Design

In order to explore health professionals’ experiences, attitudes
and reflections on what inhibits and what promotes user invohe-
ment in i ing " home ices, we
used @ phenomendlogical-hermeneutical approach to both grass
the essence of the respandents’ eweryday experiences and inter-
pret these i from an of user i

(Bowiing. 2014). Hence, we used focus group interviews with health
professionals working in the home healthcare sector. In order to
£ain knowledge and an understanding of the everyday context and
complexity of home health services, we searched for experiences of
profeszionals with first-hand knowledze from warking in the field.
In focuz groups. where people with different experiences meet
and discuss the topics of the study, there iz an ity to get

design. A written information consent form was ako e-mailed to
them zfter inE. The of the home i

in three municipalities sccepted the invitztion to participate in the
study, and they handed out invitations to the RNz and NAz in their
department.

221 | Setting

The respondents wers registered RNs' and NAs™ working in hame:
care zervices in three municipalities in Eastern Norway from 2017-
2019. The smallest municipality had spproximately 11,000 inhab-
itantz, whils the largest had appraximately 18,000 inhabitants. In
terms of land ares, the size of the municipalities varied between 176
and 961 km” and they included bath urban and rural areas.

Like all municipalities in Narway, the three municipalitias were:

obliged to i nd ifal in their day-to-
day work in home care zervice: ' hon was
started, the icipalities wer i in the pi 3
In all the icipalities, health L had to EPRs

on digital tablets, and patients used medical robots and safety
alarms. Mast of the safety alarms were digital, having GPS track-
ing and the possibility of connecting to sensors. Howsver, there
were still some analogue alarms in use. Digital door locks were
about to be installed in all thres municipalities during the study
period.

222 | Sampling and recruitment

A purposive sampling procedure was chosen due to the aim of the.
study. The inchuzion criteria wers that RNz or NAZ had worked in
home care zervices for ot least & monthe, in 2t least ot 50% pesi-
tion. bon for both genders was reguested along with a

complex perspectives through the participants' discussion and ex-
change of wiswpoints (Morgan, 1697). it was for this reason that we

wanted focus group respor ith i ds, same.
with a great deal of experience and interest in welfars technology
and others with 2 imited interest in it We al: d

variety of ages and work experience. In order to be included in the
follow-up interviews. respondents must have had participated in
cnes of the three initial interviews. One RN and one MA from each
municipality, a total of six, were invited to attend the two follow-

from different municipalities that had different approaches to and
experiences from the implementation process. The field of welfare
technology iz in rapid development, and there iz reason to befieve
that this also impacts processes of involvement and health profes-
sionals’ experiences. We wanted to conduct additional focus group
i o again after ime for the the
desizn also has 2 longitudinal h 2t iod of 2 years.

22 | Data collection

During the planning stages for data callection, = joint infarmation
mesting was held for the management of the relevant munici-
palities. They were informed about the study's goaks and reseanch

up @ i It was the of each of the three munici-
palities who recruited the respondents for all five interviews and
gave out the consent forms and collected the sipned forms. In all
he i iews, the fi agreed with bout
time and place for the interviews. The management informed the
respondents.

223 | Respondents

A total of 16 respondents,  RNs' and 7 MAS agreed to partici-
pate. There were 3 men and 13 women, and their ag= ranged from
33-62 years, with 2 medi of 45, Their ience in their
municipafities ranged from 8 manths to 13 years, with 3 median of
10 years
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2.24 | Focus group interviews

Focuz groups are particularly suitable when the cbjective i to leam
ment where they uzuslly interact (Morgan, 1997). The rezpondents
were invited to discuzs and comment on each other’s opinions and
experiences (Morgan, 1997). We wantad to thed light on a variety of
experiencez, views and attitudes to welfars tachnolozy.

A moderator ffirzt author) and a secretary (lazt author)
ducted the focus froup intarviews, 2z recommended by Morzan
(1997). They held the zame pozition during all five interviews. The
moderator lad the interviews, while the zacretary took notes and
rezularty summed up to sonz. Th waz
sttentive to the respondents’ dizcuszions and stories and semsitive

ceptions. the
first time at the first three interviews. Both the moderator and the
zecretary are RN’ and have previous experience of focus group in-
tecviews and qualitative methods. The moderator & a PhD student,
while yiz g

2.25 | Conducting the focus group interviews

Five focus group interviews were held. Three interviews wers con-

was done manually, and il the researchers played an active role in

the procezz.
As recommended by Braun et al. (2019, pp. 852-857). the six
phazes in the data analyzes were followed, starting with phaze one.

2017, One follow-up
interview in autumn 2017 and i
the first authorz” workplace.
A flexible interview guide was uzed for the first three inter-
views, tech-

woloss M ; B e Eide wars based on thy

reread by all the suthors. The data material was discuzsed, and intu-
itive codes elaborated. In phaze two, we carried out more detaidled

rezearch questions and focuzed on what characterizes an effective
process for implementing welfare technology, and what barriers

and ic work on the data to genercte codes. Each transcript
waz explored uzing open thematic coding In thiz process, we ex-
tracted the meaning content from the data, which were organized

and i were L in the i ion process
and daily use of existing welfare technology. For the follow-up in-
terviews, the interview guide was lightly modified to focus more
on how the implementation proces: in the municipafity developed,
and how thiz influenced user involvement. The purpoze of the

fourth and fifth ;i

codes and meanings. In phaze three, themez were con-
structed, built and moulded across the data, bazed on the research
queztions and the rezearchers’ interpretations. An averview of ten-
tative themes and sub-themes was crested bazed on the patternz.
and statements in the text. In this phase, zome statements were

of implementing weifare tachnology, and whether or how uzer in-
volvement was affected. In addition. we wanted to obtain 3 more

zaturated dezcription from of uzer i than
had emergad in the first three interviews. The interviews lasted for
90 min on average, and they i

verbatim.

2.3 | Dataanalyses

The data were analyzed using reflexive thematic analysis. as de-
scribed by Braun et al. (2019). In refiexive thematic analyses, the
themes are described Nng- i th that are

evident in either exphcit or conceptual ways. The analysz process

a3 overlapping and difficult to place. After the initial coding, sorting.
and Hsing. we codex
eszary to proceed to the next analytical level. Themes were revised
in phaze four, and we refiected on and discussed themes back and
forth. All the themes were discuzzed and revized to avoid overlaps
and to gain 3 clear zenze of how each of the themes was related
to the others, and they were checked acrozs the whole data zet. in
phaze five, the themes were defined and given meve dlarified names
to convey the exsence of the empirical data. (Figure 1) The analyt-
ical work waz wrapped up in the sixth phaze, producing thiz article,
which involved checking how well the themes worked, together and
individually.

Tables 1 and 2 visualize how we have arrived 3t selected theme:
through coding and analyzs.
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TABLE 1 Examples from the coding procadure
= i Code Group Tnitial themes.
*I have experienced poor training. | suddenly stood there and an slwmwent off  Afesling of not Lackof training  Inzecurity
the z i d1 & knowing what
todo
e £ ke Routine ch Change of work
inztead of 25 min getting to the patient” (4)
“The kst time | waz interviewed | vas g of GPS, but Factorzinfluence  Attitudes
now | am very positive. So | turned around. it's i changed sttitudes  attaudes
strict the law iz in relation to thiz.”
“

In the follow-up interviews, the rezpondents were invited to
check the analysiz of the previous interviews. We prezented the
results from the previous interviews at the start of both follow-up
interviewsz. We asked i the respondents had any comments, objec-
tions or additions to the result: of our prefiminary analysis. They
confirmed our results.

The results from afl five interviews were alzo prezented to the
advizory group of the PhD project, of which this study is 3 part.
Participants in thiz group were recruited from two Pensioners
Azzociations, and one was recruited from 2 next of kin group from
the National Aszociation for Public Health. The group consists of
one perzon recetving home care, two next of kin, of whom one was
3lzo 3 NA. The 'z role wastobe a = i
interpretation of the findings. The advisory group introduced new
perzpectives from their point of view, for instance how to interpret.
the quotes from the interviews.

24 | Research ethics

respondents in the study were given oral and written informa-
tion about the project and zigned written informed conzent. They
were informed that they could withdraw from the project if and
whenever they wished, but that the data already in the analysiz
could not be shredded. Furthermore, they were informed that
all data are uni ified and that their iality was safe-
guarded. They were informed that the data were stored in ac-
cordance with appicable rulez and guidelines for storing research
material.

The study has been reported and approved by the National
Centre for Research Data.

3 | RESULTS

cussing user nvoivement and the implementation of welfare tech-
nology in home care services. All of them were active in the focus
oroups and engaged with the uze of welfars technology. However,
they had a somewhst different understanding of the concept of

The study complies with the Helsinki D = uzer and there were different user experiences of
for medical rezearch (The World Medical Aszociation, 2017). All technologies.
TABLE 2 Resuits of the analysis
Initial themes. Sub-themes. Msin themes.
1= Changed way of working New ways of working New ways of working
2= Getting information Information fines. Information and mformation fines
3: Network challenges Infrastructural challenge: Information and information fines
4:Time and areas. Facilitating competence enhancement. Competence
5 Insecurity Facilitating competence enhancement Competence
& Rezources and economy Deciding which technology to chooze (Choice of welfare tachnology
7: Limited information Need for information Information and information finez
B: Competence iz needed Need for competence Competence
©: Astitudes. Need for competence Competence
10: Resiztance to change Need for competence Competence
12: Concern for patients. Profezzionalizm and concern for Changz in patient service
patientz
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In this study, we found that health professionals experienced
that. when welfare technology was implamemnted in homs care ser-

Sicd Nursing— W1 ey

rounds in which different technology was tried out, some managers
i - . e

wices, thare wers several factors that inhibited user i
and 3 few that promoted it One overall result from the perspec-
tive of the health professionals appeared to be an g of

v =till some. o izing the
o that they reached all health

ungreparedness for the change that would follow the implemen-
tation of welfare technology in home care services at all lavels.
The health profeszionals also experienced limited opportunities
for user involvement.

In this section, we have added the number of the health profes-
sional (HP) respondent in front of the quotation, and the interview
mumber they are associated with, in parentheses.

professionals since mast of them worked shifts.

The respondents realised that not all of them could decide
in the implementation of the technology and supported the idea
of using resource groups in such processes. However, they em-
phazized the importance of having a basic understanding and

of the di ies, in addition to pl;
active role in the implementation process and dialogue with the
patients, next of kin and their colleagues. They were concerned

that limited competence might have negative consequences for

31 G e a critical comp it patient care.

Imgl i of welfare ¥ requires in HP 5 e fiwel We have i that patients have re-
the sense of being prepared for change. s=eing opportunities and ceived incorrect information and training because of limited
using welfare technology as intended. Most of the health i

stated that competence was the most important prerequisits for

user i [= was i with the hand, some of the that having in-
and concern about the quality of home care, Fke # appeared in nzps gy They

interview three. positive, sagper, and ruehy and b of

HP 17: It iz neceszary to have good information and competence,
first and foremeat about the products to be used.

HP 20 followed this up: We must learn enough about it fweltfare
technology), have confidence about it. talk positively about
it Then itll be easier to speak to the next of kin and patients
about it

Several respondent= expreszed that they did not have
encugh competence in relstion to welfare technolbozy, and few
opportunities o acquire thiz. There were differences in
petence leveks even within the same municipality, as appesred in in-
tervimw one:

com-

HP 2: There are some digital safety alarms in use

HP & Yes, but they've probably been bought on the private market
becaus= | don't think we have any

HP £: What do you mean by digital? What do they look like?

The respondents stated that their manager only to 2 small extent,

patient=’ oppartunities and needs. The quotstion below is an sxample:
of how patients might be at rizk if the management do=s not provide:
competence-enhancement measures.

HP 2 (Interview fourt We had a research and dewelopment nurse:
wha came from the management staff who taught us how
to uge edectronic patient reconds on the digital tablets. That
helped us a kot becauze we can plan our workdays betber.
Previously, mamy forgot to give the medication becauze they

I whare to find the &

The fact that the technology was often introduced before ade-
quate training was given may have caused cperational problems, as
well 3z resistance to the use of the technology. Heslth professionals:
Fele: infront of the pats kan ¥

a fesfing of i and zome chase not to use:
welfare technology.

HP & (Interview five): | suddenly stood there, and an alarm went off.

ided to learn and the dici il haad j: dici bot. | did
about welfare technology. Some managers expected the health pro- not know what to do.
fessionals i with this during
their ime. which was experi ng. Ther o We found that health professionals’ attitudes to taking mi-
ations between the three municipalities, but the tendencies revealed tiatives or ibility for i ing their waried.
a convincing pattemn of not involving health professionals in compe- Some of the wanted L re-
tence-enhancement measunes. sponzibility from their colleagwes. While most of the respondents
By the time of the last follow-up interview, wanted ire more a few were sceptical and did

hancement programmes had become mare comman and were of-
fered within the framework of ardinary working hours. After some

not want to use the technology or leam mare abaut it than they
nesded to.
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HP 7 (Interview onel- I'm not very zood and uncertzin about how
to uze the technology. | will soon retire, o | am not very
interested in bzarning more or being imvolved more than |
need to.

3.2 | Information and information lines

To be imvoheed as users, the respondents stated that it was impor-
tant to have the necessary information in all parts of the process,
from planning to day-to-day use. & fori i

mentioned in all interviews, but there did not seem to have been

had not been informed about 3 neceszary software update, which

meant s nat and.aza the
welfare technalogy did not work.
HP 1 (Interview one): We received an SMS cantaini

for the system with a link for updating. It did not come from
the municipality’s address. It would have been nice to et @
mezsage from the [T department or the management about
updating. | thought i SPAM and

impacted on in-
terest in and mativation for user involvement and reported that this
kind of situations led to frustration and a feeling that weifare technol-

amy progress or improvement as regards information and informa- OEY Was and not stated that,

tion lines from the first to the last interview. The results indicate that when the technology did not work, one consequence could be that
it L and i ion and ¥ i using it

collaboration were highlichted ax important factors in this context. On the other hand, when the techmology worked as expected,

The i of i ion that they did not ex- and the s had encugh ion and to

perience were met.

HP 3 (Interview onek We g=t too Rttle information. When we
started
what &5 on the market and what kind of t=chnalogy we can
actually get. | think we knaw too Fttle about it.

inoreazed information, there.

use it, they felt this contributed to 2 better overview and acce=s to
information wherever they were; time was saved for this reason.

HP 3 nterview onel If | have to call the emergency room when
Fm with a patient, | don't have to run to the office. If you
have EPR: on your tablet, you can read about their medica-
tion and whe their GP (General Practitioner] is. You can alsa
read their ald reports. and there's easy access to all the user

" n haw the health " in
nicipality i i alty between those

HP3 (Interview fourl: (taliing about what was new since the last
imtervizwz) We've had some door locks fitted. Otherwize, |

3.3 | Changing services and new ways of working

have no idea. For all the dentz, the i ion of welfare
HP 4| i I know L led to = changes in the services and new ways of work-
and we've talked about it. ing with patients. The respondents felt, however, that the manage-
ment did not requine involvement, and few took responsbility for
Another obstach a the health

managers wers hesitant to provide information and feedback. An ex-
amgle of this was that the health professionals were aware of unstable
or lack of network access in some areas in the municipalities, bt ex-
perienced that no action was taken as a result of their feedback They

discussing opportunities and challenges with them as users during
the change veir ot th i i

imvobsement meant that respondents were womied about how the
changes would affect their workdays in practice, and they argued
that their unit was not prepared for changes following the imple-

found that failed to note that
information could be mizsing because of the unstable or missing net-
work access, even though this was reported because of concem for
patients’ safety. Th described how such mat

L led to a loss of tiwation for user i

New services involving welfare technology can present chal-
lenges relating to the exchange of information with all invohved
partners, such as IT departments and suppliers of the technology,
as the results from this study indicate. The results show that the

£t A " the
of alarms from technologies, and how this impacted on their day-
to-day work, as well as the concern they experienced about how to
handle and follow-up the alarms.

HP 18 (Interview threel: | think that the more alarms we get, this
must be followed up by someone to take care of them. Wha
should that be? Should we reach out to even more patients?

municipaities do not seem to h d ad 1y
procedures for information exchange between 2l parties invohved.
In the quote below, the respondent refers to a situation whers they

ple they gave was about the response time for safety
alarms. i da ituati the

patient i helfp were not provided quickly encugh. Alarms could akso
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be stressful for heith professionals due to the risk of not amiving on
time, and they experienced that their managers had Bmited focus on
the strezs; thi uld tham az health pr i

HP 5 Interview fivel We have one person who has a door sensor.
There iz & rigk that the person will go out onto 2 busy road
before we arrive. If you are with someone elze and have 2
long distance to travel, this causes employees discomfort as
there i a risk of not arriving on time.

Despite challenges arising from technology, several respon-
dents stated that it was important to be able to see the benefits
of using welfare technology. That insight into the positive sides
could influence their attitude and desire for further user involve-
ment. The ogy also inwobved ities to make their
workdays easier.

HP 1 (Interview fourk We have long distances. | normally have to
£ badk to the office to pick up a key. Then | reafized that
the patient had a digital door lock. 5o | used 5 min instead of
25 min to get to the patient.

34 | Userinvolvement in the choice of
welfare technology

Our results showed that thers were different levels of involvement
thr i ion proc |ating to welfa

oey. Before the 13 isition, the: ! exper
ence was that some RNx' and MAs' in one municipality took part in
a respurce group and were involed and listened to in the process.
In the =nd, however, for financial reasons, the management of the
municipality did not follow their recommendation. The health pro-
fessionals who took in thi; i i i and
not heard. This feeling was painful because their i was

St of

Chinical Nuraing W' IEVJ_
and g more and desire for invoh, at this
stage of the process.

HIP 2 {Imterview fourk We look at potentisl users, and then we score
them based on different parameters, to see which candidate

will from the {medical robots). It is
akso important to evaluate regularly because they can nor-
malky only use it for a period of time.

3.5 | Concerns about the changes, and implications
for services and patients

A feeling of not being i in the process of & ing wek-
fare technalogy led to concerns ameng the respondents about the
impiications the change in zervices had for the patients. One sxam-
ple was patients who had services replaced by technology such az
medical rabots. The respondentz were concered that the number
of vizits to some patients would decrease and that the importance
of chzervation and felow-up of cther needs was undsrestimated.
The tension betwesn the patients freedom and socisl contact
and its passible impact on the quality of nursing was discuszed.
Respondents reported that their cancern about the quality of nurs-
i i i relation to attitudes to the use of wek-

fare technology.

HIP & {Imterview onel: We don't catch up if there's something wrong.
do we? If there's 2 patient who iz il we only come when we
bring them medication. Thers ane many times we find other
things wrong that we must pazs on. or report or call the doc-
tor about. loz= T
zcared us when the robot i used.

The health professionals experienced that incentives o use wel-

modtivated by a wish for rational choices. which was about the guality
of the services provided for older people Fving in their own homes.

HP 2 (interview fivel: The management chose the medical robot
that does not speak; it just beeps like an alarm clock. Patients
who suffer some cognitive failure would not understand
what that beeping means. The management of the municipal-
ity zaid that our choices should weigh most, but in the end,
costs were what counted.

After i on, howswer, some heslth = g

. - ich patie: be
offerad the availabh They wers L inan evalu-
ation of welf topether with i it had been

fa wene primarily driven by 2 desire for sfficiency among
N sz

of heatth = ienced

desimble consequences, particulary related to safety and the quality

of the patient services, were not clearly presented.

Anather aspect of concern for patients reparted by the rezpon-
dents was that, if they became uncertain or sceptical about some of
the technology, they were afraid that their concern would spread
to the patients. They stated that competent and confident health
professionals were important for high-quality services and for the
patients to experience a feeling of zafety.

HP 19 (Interview fourk: | have experienced that a consequence of
my being too questioning and uncertain in connection the

in uze for some time. Health profesionals saw themsehves as valuable
sources i i

of the i that the patients do not
want to use it. We must have solid competence to reassure
patients wha are sceptical about it.

136



GLOMEAS e

10 el of
WILEY—Clinical Nursing
4 | DISCUSSION

‘We have explored what inhibits and promotes uzsr involvement
among health profeszionals in the implementation of we¥are tech-

recommendation was not followed up, they were dizappointed and
frit that democracy and invohement only existed in theory. This
could inhibit further invobemant and collaboration. Az other stud-
iz have pointed out. the mozt effactive way of ensuring succezsful

nology in home health care and found a series of factor, icht

have an impact on it
The results indicate that the orzanisstions were not prepared

the ta engage i ing it, the infor
mation flow [Cresswell et al, 2013; Divon-Woods =t al., 2011}, Lack
of i from the may be perceived as passive

for the changes that were nesded for the imiple:

tation of welfare technology. Furthermore, thers appeared to
be a top-down process in the organization, whereby the health
professionals were told what technology it had been decided to
introduce, rather than being fully imvohved in the processes. There
is reason to believe that the limited involvement of health pro-
fessionals might hinder ities for the of the

resistance to user volvement.

Az Cresswedl et al (2013] pointed out. infrastructure i often
mot given sufficient attention when welfare technology iz imple-
mented. As found in this study, network instability can undermine
trust in welfare technology. It can lead to a feefing of uncertainty,

services and use of resources, which Brewster et al. (2014) also.
found in their study.

Our findings indicate that, for a sucoessful implementation pro-
cess, hauld azk th i L
mation and competence they need. This is in line with the findings in
a study by Dugstad et al. (2019). Unfortunatety, our findings indicate
little involvement among managers. Our results show that health

N . . . fare

and concern about the quality of care. As pointed out
bry Berge (2018), trust is important for the acceptance of welfare
technology. Thiz, in turn, can affect attitudes and resistance to the.
use of such technaology, as found in our study and in the study by
Milzen et al_ (2016). The technology should, therefore, be properly
tested and piloted in the ization before bei i ;
use (de Veer et al, 2011} Uzeri P

iz likely to help to uncover challenges at an early stage so that re-
sistance and infrastructure challenges can be taken seriously and

which was Soned in the interviews a3
the mast impartant factor for acceptance and use. The importance
of competence is in line with results from other studies (Dugstad
et al., 201%; Saborowski & Kollak, 2015). One rizk rezulting from low

insight and expertise to be active partners in the implementation
process. Limited pei £an alzo lead imty, which, in
‘tum, can lead to workarounds, wheseby the new systems are used
in unintended ways or completely avoided, as we saw in our study.
Someof the shout ing the
technology in their day-to-day work Az 3 result, some continued to
uze ald solutions as their privabe way of dealing with the challenges,
which might have a negative impact on further implementation and
e

On the other hand, users tend to by fid

d isfied. The results indi that satisfaction can lead to
pasitive sttitudes and 2 desire to increase the use of technology, 25
supparted by Guise and Witz (20171 who found that training cre-
ated confidence and changed attitudes. The study by Berze (2014]

revealed

using technology. Using information from, for example, EPR on dig-
ital tablets enabled health professionals to optimise and schedule
work lists and driving routes, 2 well as to switch assignments be-
tween employees when they receive alarmz. However, health pro-
fessionals must be more flexible than before in terms of what tasks

they may creste

Managers at all levek: of the organization only azked the hesith
professionals for their opinions or suzestions to  limited extent,
and nor did they ack for feedback on reparted needs and sugges-
tions for changes. When health professionats were asked, and their

beis ible, 35 Kujala [2003)
alzo points out. If this is not done, the resuit could be that heaith
professionals do not uze technology, as we found. This can lead to
imefficient services and to technology not being used in an optimal
Wy,

Health i ki
opportunities weifare technology can provide. Thiz may be due to
limited competence. but also becauze of a lack of opportunities for
imvolvement in the implementation process. This may kead to resis-
tance to change, which hax been found in other studies (Lapaints
& Rivard, 2005; Nilzzn et al_ 2015). Niksen =t al. (2018) paint aut
that it iz important to address resistance and not underestimate it.
Dhrespite initial resistance to digital tablets, our study showed that,
after some time, the health professionals found digital tablets
uzeful. They experienced that EPR on the tablets contributed to
@ better quality of care because the health professionals had bet-
ter access to necessary information and 2 better overview of the
tasks to be performed. They also documented their assignments
and aszessments directly. This i in line with Nisen et al. (2016],
who found that resistance changed over time when welfare tech-
nology was implemented. Thiz underfines the importance of user
i thei i d the need
for competence. However, the results from thiz study show that
some rezpondents did ot actively take part or become imvolved
in processes, even when they were given an opportunity to do so.
This iz a challenge for managers, and it sheds light on the challeng-
ing process of changing practice.

The findingz from our study, like the results from Anderson
etal. (2017), show that health professionals had 2 strong desire to
do their best for patients, which may have an impact on choices
and recommendations relating to welfare technology. In-depth
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knowledg= of patients and their needs can be oucial i terms. of
axzigning the right service to the right patient. It can alzo be im-
portant. for example, to identify increased cognitive failure and
evaluate when patients are no longer able to handle the technal-
oEy. a5 pointed out in this study, as well as by Morley and Floridi
[204%). and Holte and Wulff-Jacobsen (2014]. Technologies that
are thought o be beneficial and to enhance safety might, in fact.
not be suitable if the patient iz not petting the help he or she
nesds, a3 demonstrated by Stokie (2017). In these processes, a

it n
Clinical Nurnin;‘w“-EVJ_

nonetheless befieve that this study identifies some important pre-

requisites for uzer i and the further i ion of
wlfare techniclogy.
The suthars’ ionz can affect the i ion of

data, and the results can be coloured by this. The first author of
this article has good knowledze of home cars and thereby an un-
derstanding of the field. To ensure credibility through ongoing
reflexivity. all steps in the analysiz were discussed with all the
authors and tentatively presented with clarity, as Morse (2015)

ereater degree of user by heaith i will be
essential when T b as well az providing inps
on the technology that is to be procured.

Although one of the main poals of introducing welfare techmol-
oy is to reduce the rumber of visits, thiz can be a challenge for
the health profezsionals, 2z shown in our study and by Brewster

5 | CONCLUSION

From the perspective of the health professionals, there appeared

et al. (2014). Despil = sng freed up to be unpreparedness for the changes that the implementation of
through the i ion of weifare by welfare would lead to in the h ices. In the
that can be used by others who i for i i the L described whao seemed
i it can be i ing patients face-to- to want to implement welfare technology before the health pro-

face daily (Saborowski & Kolak, 2015). Several of the respondents
were concerned about patient safety, as well a3 reduced social con-
tact, i i i ial networks. This is

fessionals were ready and had enough competence to take advan-
tage of it. The management had a limited focus on facilitation and
the need for user involvement. The findings show that most of the

an example of haw the implementation of weifare technology often  health i wanted mare i but
creates new nesds. User involvement by patients, next of kin and  that more i s0m and v arenas were
iz is needed the chalk dmake g~ neceszary for inthe p . Limited also

Eestions for how to address them. affected their attitudes and willingness to use the technalogy. The
that they feit that wanted

41 | Further research

User imvolvement iz still @ relatively new field of ressanch, and
much rezearch remainz to be done using differant methods and

to see a quick financial gain when implementing new technology

and that thiz could be at the sxpenze of the quality of the service.

They were also left with an impression of 2 quasi-democratic pro-

cess when their professional recommendations were not followed.
) N -

perspactives. From our study, it seems that user i war-
ims and that health professionaks have many and complex expe-
riences. Further studies of the process of implementing welfare
technology should be carried out, with the focus on how health

nzpired by uzer i ta change services

and increase the use of welfare technology. Imvolvement in the
dewvelopment of the welfare technology itzeff, to enzure that the
technology is better adapted to the services, is another field that
should be explored further. Studies of what promotes user in-
wolvement could provide important input and help to make home
nursing services more prepared for further innovation processes
wheen new technology iz implemented.

4.2 | Limitations of the study

The results provide a limited picture of the factors that promote
or inhibit user imvolvement in the implementation of welfars tech-
nology, based on a sample of 16 health professionats from three
municipalities. Home care services are undergoing development
and changes, and experiences can, therefore, change quickly. We

wiould affect patient services and their work situation. Better facili-
tation and a stronger foous on user involvement among managers at
alll stages of the L ol wsit

identified 2z important, but

6 | RELEVANCE TO CLINICAL PRACTICE

The knowledge of factors that promote or inhibit user involve-
ment. ax experienced by health professionals and gained from
thiz study, may contribute to the refinement of services and in-
creaze focus on providing opportunities for user imvohement in
the home care service. Our findings indicate that health profes-
sionals would like to be involved in the implementation processes
of weifare technology to a higher degree. Our findings also indi-
cate a need for increased attention on user invobvement of health

i vhen i welfars in municipal

home health care. This may have a positive impact on reaching the
health policy goal of increasing the use of weffare technology in
home cars services.
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‘They just came with the medication
dispenser- a qualitative study of elderly

service users’ involvement and welfare
technology in public home care services

Heid! Snoen Glomsas™ () Ingrid Ruud Knutsen', Mariann Fosaum? and Kritin Halvorsen'

Abstract

Background: Public home care for the aderly is 3 key area in relation to improving health care quality. It is an
important political goal to increase elderly people’s involvement in their car and in the use of welfare technology.
The aim of this study was to explore elderly service users” experience of user involvement in the implementation
and evenday use of welfare technology in public home care services.

Method: This quaitative study has an explorative and descriptive design. Soeen interviews of senice users were
conducted in five different municipalities over a period of six months. The data were analysed using reflexive
thematic analysis

Results: Service users recenving public home care senvice are not a homogenous group, and the participants had
different wishes and needs as regards user involvement and the use of weifare technology. The analysis led to four
main themes: 1) diverse preferences as regards user ! 2) individual diff as regards.
knowledge and training, 3) feeling safe and getting help, and 4) a wish to stay at home for as long as possible.
Condusion: The ®msults indicated that user involvement was only to a imited extent an integral part of public
home care services. Participants had varying insight into and interest in welfare technology, which was a challenge
for user involvement. User involvement must be fadlitated and implemented in a gentle way, highlighting
autonomy and callaboration, and with the focus on respeqt, reciprocity and dialogue.

qualitatve research

Keywords: Aged, Home health care, Technok Teehealth, E-health, Relations, Patient participation,

Badkground

In Western societies, the Increasing number of ddedy
people, fisanchl challenges and eady hospital discharges
are setting pressure on public home care services [1, 2]
In addition, a shortage of registered nurses and nurse as-
sistants gives rise to problems regarding the quality of

* Cormespondence: hgomEgasomet o
'racuty of Hea? Iremune of Odo
Mesonoitan Unversty, Pozbox 4, St Ofws plss N0T300sl0, Noway
Eull st of ashor nfoTaton & asilatie at the end of the ace

health care delivered [3]. It has been a goal dudng the
last two decades to enable the ederly to take care of
themselves in their homes for as long as possible [1, 2]
Remaining in a familiar environment is expected to in-
crease independence, is cost-effective and helps the eld-
edy to maintain their health [1, 4]. The implementation
of welfare technology in public home care services is a
response to the challenge posed by the increadng num-
ber of elderly people with care needs [5]. In this study,
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we rely on one of the most used definitions of welfare
technology in Norway:

Technology that can bute to | d swcur-
ity, safety, social particdpation, mobility and physical
and cultural activity, and that strengthens individ-
uals’ abillty to manage for themselves in everyday
Ui despite [liness and social mental or physical dis-
ablity. Welfare technology can also function as

and the quality of service provision. Welfare technol-
ogy solutlons can in many cases prevent the need for
services or hospitalisation’ [6]:99).

Most European countries hawe also adopted a policy for

user involvement and empowerment that crestes expec-

tations of quality knprovamn in public ntvts m27
of user
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life and cope with their life situation, preferably in their
own homes [19-21]. Moreover, the use of welfare tech-
nology comes with an assumption of increased safety br
service users and thelr next of kin [4, 22]. Welfire tech-
nology is expected to contrbute to innovation in health
care services, with the focus on improved quality and -
duced costs [2]. Financial savings associated with the use
of welfire technology are primarlly related to a reduc-
tion in the number of visits from the home care setvice,
fewer hospital admissions and srvice users being able to
stay longer in their homes [23]. There may be discrepan-
cles between expectations and the complex reality these
technologies are part of [21]. Previous studies have
shown that the i of welfare technology can
be beneficial, but also have problemati il and
barders. Not all mdnnlow s sultable for service users
[4 24]. Examples of barriers to the implementation and
use of welfare technology indude attitudes and resist-
ance from users [4, 25], limited knowledge, competence

8]. Despite
e to the chalk 850~

ciated withs transhting the thetoric of involvement into
practice [9, 10f.

New lmovfhdp nfelnkdy service users experiences of
i and use of welfare
tuﬂmulogylnwﬂchome care services is needed and s
the purpose of this study.

Public home care services

Public home care services appear to differ between and
within countries. In most countdes, they indude re-
habilitative, therspeutic and assistive home care, in
addition to nursing [11]. In Norway, all citens with
health-rddated needs have a legal right to receive public
home care srvices free of charge [12]. Public home care
is organised by geographic area, and It Is an integral part
of the municipal health care services that are primarily
financed through taxes [13]. Although some service
users or next of kin acquire welfare technology privately,

and Info [26-28], instability of internet access
and the cost of software [26, 20]. These barders can
have an impact on how use is experienced and affect
user involvement.

User involvement
In contemporary Westem socleties, user involvement is
a widely accepted democratic prnciple, and seversl
countries, induding Norway, have developed legislation
to strengthen service users’ influence [7, 30]. There are
political expectations that user involvement will contrib-
ute to increased quality and eficiency, and reduce health
care costs [31-33]. However, user involvement i in
mmyvnysavqmmnmp( that covers muydlﬂ‘emi
[8, 34]. Iy, user is
linked to individusls’ dght to be able to influence thelr
own lives [35]. User involvement has subsequently been
mumaplmhnofamnmrnd individual
tion, where the Becus on freedom of choice &

the most common situation in Norway is that the muni-
cipal service acquires offers and operates the welfare
technology, as is the case in this study.

Welfare technology

In Scandinavian countdes, the term welfare technol-
ogy is commonly used to describe technological solu-
lhmmedhhmnecxelommandhwe
services [14]. In the | ati terms

central [B]. In recent years, user involvement has been
associated with the terms “co-creation’ or “co-produc-
tion', where users of welfare services are sen as equal
and competent co-producers with expertise and 2
right to influence and improve the services they need
[8, 33, 36].

User involvement is about creating opportunities br
service users to express thelr opinions about the service,

such as telecare, telehealth, telemedicine, assistive liv-
ing technology and e-health are often used synonym-
ously with welfare technology [15, 16]. There appears
to be no consensus on the boundades between the
terms and their content [17, 18]

including sharing and feelings. The service
u:r{go-ls.mdsu:ltqnblnesmubehg\m
ing principle for services and interventions if genuine
user involvement is to be achieved [33, 37]. For this rea-
son, this study should also be seen in light of the in-
creased Beus on pdent(enmdan in health services

The goal of using welfare technok
individualy' ability to manage for Mmelvulneveq&y

[38, 391 | isako about the
relationship between h:ﬂh professionals and srvice
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users [4Y. Studles and reports have highlighted that ser-
vice users who are actively engaged in their health and
care can experence better health outcomes and care ex-
periences [7, 33, 41]. Hm research shows that, in

fage3cF 11

experiences and to interpret them from a user involve-
ment persp By inviting p P with varied

backgrounds in terms of gender, age, experience and
interest In welfire technology, we gained first-hand

many sit user is inadk ly inte-
grated into health care for elderly [34 42]. There are
several studles from hospitals and discharge processes to
home care or mental health, but few empirial studies
on user involvement are from public home care services
[34, 42-44].

Perceptions of user involvement differ among eldedy
service users. Some service users believe that user in-
volvement is about receiving information and only have
3 limited wish to participate in decision-making about
the services they receive [45]. Others percelve user in-
volvement as the ability to become involved as co-
producers and to be able to dedde for themselves [46].
The study by Bjerkquist et al. [5] indicates that involving
elderly service users In the process of implementing wel-
fare technology is challenging due to a lack of compe-
tence and Information sbout what technology is
available and what service users might benefit from. An-
other study found that elderly service users reported that
they often struggled to understand and remember the
information they were glven about welfare technology,
which is a challenge for user involvement [42]. Bennett
[19] argues that condderation must be given to patients’
decision-making capability and human dghts in connec-
tion with user involvement.

Several studies have addressed questions concerning
user involvement among the elderly and the use of wel-
fare technology separately, but few studies have looked
at public home care from the perspective of service
users. We believe that greater insight into factors affect-
ing user involvement in this context will benefit all

Lehold specially those & d in

hproving

Alm and study dedgn
The aim of this !udylstoaq:lo:eelderfyundmunn
of user !
and everyday use of welfare ledinnlo'y in puﬂc home
care services.
A quali study with an exp and descrip

insight, knowledge and an unde ding of the everyday
context and complexity of home hedd! services. This
was further wthened by inviting p p from
different municipalities that had taken different ap-
proaches to the implementation process, and everyday
use of welfire technology.

Context
Service users of public home care services from five mu-
nkplme in Eastern Norway pﬂid[ﬂed. The smallest
y had hab while
the hm had q;pmthdy 873!) inhabitants. In
terms of land area, the municipalities varied between
176 sq. km and 961 sq. km, and both uban and runl
municipalities were included.

The five Norweglan municipalities were obliged to im-
plement and use welfare technology in their day-to-day
provision of home care services. The implementation
had started, but the municipalities were at different
stages of the process In terms of what they were able to
offer their inhabitants.

Recruitment and

During planning of the data collection, a joint informa-
tion mmgwhufcl&mwuofmmof
the palities that Oslo My !

2 cooperation agreement with They were hIouned
about the objective and the planned research design of
the study. Managers of home care services in three mu-
nicipalities accepted the invitation to participate. 'l‘o en-
sure enough p > two more ieipalith

invited.

The indusion criteda for taling part in the present
study were that the service users were capable of giving
consent, had used some kind of welfare technology for
at least six months, were 65years old or older, and able
to sign an informed consent. It was requested that par-
ticipants have varied backgrounds in terms of gender,
age, expedence of and interest in welfare technology.

The of home care services asked the

datnw‘dixen.mdsipaﬁ'enm PP i

health professiomls who were in daily contact with ser-

llnmimu expeﬁencu and obtain in-depth kmkd‘eof
the p of user i through
indvidusl Imewhw‘.andmnﬂeumd‘thh
knowledge [47]. To explore participants’ experiences, at-
titudes and rdedouoavduhﬂ&smdwhzw
mm user ly we used a p

vice users to give potential participants an information
form contalning information about the study and the
written informed consent that was to be signed. As soon
as the home care service recelved the written consent
and delivered it to the first author, the participants were

ical approach [47]. This approach was used in

order to capture the essence of the participants’ everyday

d by phone, and Interviews were scheduled. [ni-
tially, 18 participants consented to take part in an inter-
view, but two withdrew before the Interviews took place.
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A total of 16 participants, five men and 11 women,
ranging In age from 65 to 95 years, participated in the
study. Some had used welfare technology, such as safety
alamnyg for a few months and others for many yeass,
while a few respondents did not remember exactly how
long they had used welfare technology. Digital safety
alarms medication dispensers and digital door locks
were the most used welfare technologies in these
municipalities

Data collection
A semi-structured interview guide was developed by the
authors for this study (Additional File 1). The interview
guide was dedped to ewhm pmidpnm expedences
and it kept the in-
tsﬂm[x“mhmmdnml{mh—
less, as Bowling [47] recommends, It allowed lhe
interviewer to probe and ensbled the
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preliminary analysis had been carded out, the authors
agreed that satisfactory saturation had been achieved.

Three interviews took place at a day activity centre Br
the elderly, and the rest in the participants” homes. The
interviews lasted between 30 and 90 min; they were re-
corded digitally and transeribed verbatim and unidenti-
fied. The first author transcribed eight of the interviews,
and a professional transcriber the rest.

Data analysis
The coding in the data analysis was performed using
NVivo 12 software. Afier the coding, manual analyses
were carded out Al authors were involved in the
analyses.

Reflexive thematic analysis was used, as descrbed
by Br:ln et al. [49]. In the first phase, the objective
with the data All the interviews

raise other relevant lm'ﬂ!wsﬁmhhlﬂzr—
view guide comprised core questions and many associ-
ated questions which, in turn, were further improved
through one pilot tegt in line with Cresswell's recom-
mendations [48]. The main questions in the interview
guide were whether participants could tell the inter-
viewer about: how they obtained the technok

were tead and reread by all the authors, and possible
interpretations of the material were discussed. In
phase two, more detaled and systematic work was
carried out. We extracted the meaning content from
the data and generated codes, using open thematic
coding hf each transcript. The NVivol2 software

how
they used it, whether, in their experience, health | profes-
slonals from the municipal health services were attentive
to their needs and wishes, whether they expedenced be-
ing involved in processes, and what challenges or needs
they believed had to be addressed to ensure more user
involvement. The interviews took place between March
and September 2019,

The firg author conducted the individual interviews
and met the participants for the firg time at the inter-
views The first author assessed the participants’ compe-
tence to consent and decided whether it was appropriate
to conduct the interviews. Only the participants and the
first author were present during the interviews. The first
author is an RN/PhD student and has previous experi-
ence of individual Interviews and quall methods. [n
the interviews, it was desirable to be attentive to the par-
tidipants’ expedences and stores and to be sensitive to
surprises, lopts and opinions that might dnlelge pre-

P panid had some p ex-
pressing themsdola dnrug the luzrvlm after eg.
stroke or mild cognitive impairment. This meant that it
was necessary to make adjustments during some of the
interviews in order to specify and explain some ques-
tions Simple verbal prompts were provided to improve
the communication. Moreover, some answers were very
brief, with the result that some of the dats were of low
quality, while others provided rich data. Both during and
after the interviews, the fisst author took notes for the
analysis. When the 16 interviews were completed and 2

d and helped us to organise and
mnqedieditlnd\eptoaulnp&ulhne.we
grouped codes and manually constructed initial
themes. Themes were Identified and discussed acros
the data and in line with the research questions lnd
our P Some were
under more than one theme. In phase four, we re-
vised Initial themes and discussed themes back and
forth to avoid overlaps. We discussed how the themes
were related to each other across the whole data set.
In phase five, the themes were revised and given
more clarified names that conveyed thelr essence It
was a goal that the final themes should reflect the re-
sults The analytical work was wrapped up in the
sixth phase, which involved checking how wel the
themes worked, together and Individually, and prepar-
ing the article. Throughout the analysis, the suthors
went back and forth in the data material.

The results were presented to an extemal project ad-
visory group for the PhD project of which this study Is a
part. Participants in this group were recruited from two
Pendoners Associations, and one from a next of kin
group of the Natlonal Assodation for Public Health. The
group consisted of one person receiving home care and
two next of kin, one of whom was ako a retired nurse
assstant. The participants in this group acted as discus-
slon partners in the interpretation of the findings. The
topomsdldnmptoduceuylmmdhtzduqsb\n

nfirned that the ly were in line
with their experience.
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The Consolidated Criteria for Rep Quali
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research (COREQ) checklist for reporting qual

to p pate and be involved when welfare technology

studies was used [50].

Research ethics
The Hekinki Dedaration’s pﬁmﬂs for medical re-
search [51] were plied with d in the

was impk d and used Some participants’ attitude
was that health professionals knew best and made the
correct choices on their behall when the municipality ac-
quired welfare technology. Other participants aid that
they did nu(vnuwdeddebew:lhey lacked energy

study were given oral and written lnfomdon about the
pmject and signed a written informed consent. Informa-
tion was also provided about the possibility of withdraw-
ing from the study if they wished before the data were
analysed. Since the participants were a vulnerble group
of frail ederly, competence to consent was assessed be-
fore the Interviews were conducted. All data were anon-
ymised, and the confidentiality of the respondents was
safeguarded. The data were stored in accordance with
the applicable rules and guidelines for storing research
material. The project was approved by the Norwegian
Centre for Research Data (NSD), reference number
473910.

Results

The p had varled back ds as regards their
l\d!h social and economic ulm. and they had differ-
ent needs and experiences. Most of them lived alone,
and there were significant variations in housing stan-
dards. While sume lived relatively isolated, far from their
nearest neighbour and in simple Iving conditions, others
had moved to modern, practical apartments or to an in-
dependent living facility with services h the city eem
area. Some of the p P had p

ing or expressing “themselves orly. for example after
having had a stroke. In contrast, others had no problem
at all and eagerly kept up with the news and were so-
cially engaged Some participants expressed that they
were active users of Skype, Facebook and other types of
social media, while others were not on the intemet and
had neither a mobile phone nor a computer.

Four main themes emerged during the analysis. There
werne challenges related to Involvement in the decidon-
making process because of the different preferences
among the pnnldpmu = r@nk user involvement.
know-
ledge and training affected d:pnrﬂdpmu ability to ask
for welfare technology and become involved in the
decision-making process. A third theme concerned how
mwedmm.nmmwum
of welfare technok of welfare
!aﬂtmlogyunmol that could emhle them to stay as
long as possible in the home was the final main theme.

Diverse preferences for user involvement
The results showed diffe between the p
asran&lowhenenl;dlnwlumyhymd

or knowledge. They exp d gratitude for the help they
recelved and said that other service users should ako be
grateful and not complain or argue when health profes-
slonals came up with idess for new technology. It was a
challenge that some of the participants did not remem-
ber whether they had been asked if they wished to use
welfare technology.

‘Oh, na I don't want to decide. Idon't have enough
energy, so the health professionals must choose (the
type of welfare technology)’

Some of the participants it that they coped well with
everyday life themselves but reported that their famdly
orlnhpmﬁenluﬂnamdlhdrywwm
welfare L In some si tici felt
lhodtu&ddd for them. For some, this was okay,
while, for othess, it was not because they wished to make
their own decisions. Nonetheless, most of the partici-
pants said that they accepted what the health profes-
slorak and next of kin thought they needed because
they did not have enough knowledge or did not want
any conflicts.

No, that§.. it's the family. They want me to have
such a safety alarm, but 1 do not think I need 8"

On several other occasions, participants stated that they
wanted to be involved when health professionals sug-
gested or brought welfare technology with them. They
wanted to discuss the available opportunities with the
health professionals and be given a chance to accept or
reject the new technology. To be able to make individual
choices and having the feeling of being in charge of their
own lives were perceived as important.

. they just came with it (medication dispenser). They
are a bit. what can 1 say ... they are a bit control-
ling It would have been nice if they had asked'

In for welfare technology, the
muddydlm ﬁeqlmﬂy bought or rented just one
model to cover the services in their municipality, and
the service users were not invited to participate in the
process. The result indicates that the technology was not
tallored to the individual service users’ health challenges.
In some cases the result was that some participants
could not use the model ofiered by the municipality, at
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least not in the expected way. An example from this
study was a new type of safety alarm. Several of the par-
ticdpants Bund it too heavy to wear around their necks.
For that reason, they put the safety alarm in their hand-
bag, laid it on the table or hung it on their walling
frame. The participants did not reflect on the rsk of be-
ing unable to access the alarm if they were in need of
help. This example also Indicates that not all develop-
ment is necessarily positive.

.. it doesn’t work with me. I never wear it on me. I

can’t wear anything heavy around my neck I am

very sore in all my muscles and body ... in my skin"

for and

training
Participants” prior knowledge of welfare technology var-
ied from not knowing what the term meant to having a
good overview of what it is, what kind of welfare tech-
nology exists and what the municipality can offer. For
most of the participants, it was important to be given in-
formation about welfare technology in general, and what
the ipality could offer in p k

We need more information because there is a lot
that 1 do not know. What you can apply for, what
you are entitled to, such important things’

Other participants said that they did not need such in-
formation now, but that, if they got worse and some
technology could help them in their everyday lives, they
would like to be gven such information. Based on the
results, it also seems that what is known and what is un-
known about welfare technology influenced whether ser-
vice users themselves take the initistive to apply for it
For example, most of the participants stated that they or
their next of kin had applied for smfety alarms. As
regards medication dispensers and dl;hl door locks
these were aids that health prof d when
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sa Then you have contact with the home care (safoty
alarm).”

Fesling safe and getting help
The panticipants expressed that the use of several wel-
fare technologles gave them an rk of safety, and
that this was essential if they were to have a positive atti-
tude to using such technology. For example, usng safety
alarms made the participants feel safer, and this feeling
was further enhanced for those who had safety alarms
with Global Positioning System (GPS) tracking. None of
the pankqnm experlmud GPS n:ddq a intrusive
g only as p g In d safety. This indi-
cates that paﬂkbm were mare concemed about get-
ting help than about the possibility of being monitored.
Another positive aspect emphasised by the participants
was that if they forgot to charge for example the safety
alann, the health care professionals were notified digit-
aly daum the low btuty In such tue. the health pro-
rticipants and asked them to
chrgel’l’hehnmecmerdawnaho notified if the
sewvice user forgot to take the medication from the
medication dispenser, or If there was something wrong
with the dispenser, for example, if the medication Inside
the dispenser had jammed.

It is the safety that makes it okay to have one {safety
alarm), 30 you can get hold of someone if you should
Jfall.!

Tbtmduhdk&dmformepﬂdpnmlh
for and

lhmcﬂlmhmr‘dﬁunwrwm
some particdpants’ insight into their own cognitive cap-
acity was limited. For example, some of them stated that
they did not und d why the medication disp

upnuddnlheyummhkuﬂdne'ﬂzydd
they sometimes became irrtated and thought that the

they thought it would hdpnwﬁ:e users. mcoye with
everyday life and continue to live at home.

Only to a limited extent did health professionals ak
the participants about how they experienced using the
technology and what knowledge they felt was lacking.
Most participants were satisfied with the use of welfare
technology and felt that it was easy to use, even though
several of them had only been glven limited training.
Our results indicate, however, that, in some situations,
participants had a limited undesstanding of how to use
the equipment, which may have led to incomrect use.

Because 1 didn't know how 1o .. Because I thought it
was just a arse of pressing the button, but it was not.
You hawe to touch & and hld it for a fow seconds or

di was being ‘fussy. Experiences also differed as
regands whether health professionals observed that they
mastered the use of welfare technology. Most of the par-
ticipants said that it was reassuring that the health pro-
ﬁedonkched(d how they used it, while, for others, it

d as rather ling and indicated a lack
u(toaﬂdumeln!hm

Now, they do not check. In the beginning they did,
but then they realised that I could remember how to
do it myself”

Some of the participants had experienced some start-up
problems with the technology, for example related to an
unstable network or software Issues. When the welfare
technology had fauks or did not work this could
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represent a safety rsk for the service users, for example
if the health professionals could not open the digital
door lock when service users were in need of help. The

ipants did not empls such challenges [nstead,
Lheyloundmﬂ!cq:pun¢uuwlhpmﬂenwu
solved. For example, participant 18 stated: 7t stdll hap-
pens a fow times that the deor lock does not work but 1
keep the balcony door open and the health professionals
can enter by it, w It is not a probiem.” The participants
did not perceive an unlocked balcony door as a security
problem and seemed to be less afraid of uninvited guests
than of not getting help when needed.

A wish to stay at home as long as posdble

Several of the participants stated that welfare tech-
nology was a prerequisite for continuing to stay at
home They were positive about making more use of
welfare technology If that would enable them m
cope with their yday. When they i

for example, that tu:}ndogy belped them to remem-
ber to take their medicine, this gave them a feeling
of mastery.

T think you can say that everyone should try a medi-
cation dispenser. They will become o fond of them
In the moming when 1 get up, the dispenser says,
“it’s time for medicine” and then I manage to take it
myself

None of the partidpants reported that they had been
ad:dvbdlemqw«idptdeaﬂllfmmnkdm
1 to ad thelr med instead of
udq!hemedkxhn dqamt. Howevc. mol partici-
pants said that they p d the
On!ug\mlhlwsmdoudmrdlmﬂnth
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Uf1 had the choice, I would have chosen someone to
come. I am alone a lot. I think &t is nice when some-
one comtes ltere and talks to me."

Discussion
When wemmdlheuudy our objective was to explore
ly in the imple-
mentation and evuy&y use of welfare technology in
public home care services. After our analyss, the results
showed that we could not refer to elderly people living
at home as a homogeneous group. They are a group of
individuals with very different knowledge, needs and
preferences s regards user involvement and how to use
welfare technology.

The results flustrate various aspects of involvement,
engagement and dialogue sbout the implementation and
use of welfare technology. Based on the results from this
study, we would argue that user involvement seems to
be more of an ideal than normal practice in home care
sevices, even though it has been a legal requirement
and a political goal for some time [1,2, 7, 8].

Conditions and challenges for involvement and decision
making

The results which are in line with other studies [34, 37],
show that some participants felt that they were not in-
volved, which may lead to 3 feeling of disempowerment
and resignation. This can especially be the case if the
service user gets the feeling that health profsdonals
have made up their minds before discussing with them,
which is supported by the study by Rydeman and Témk-
vist [52]. Health professionals’ attitudes and whether
they focus on users’ needs and goals in their contact
with service users may have an impact on the swvice
users feeling of involvement. Hestevik et al [53 argue

was the of taking medi

the right time, instead of waiting for the health pmh—
sionals to come, which had previously been a problem.
Managing the ad of medication gave the
participants a feeling of independence and increased
freedom, which Qlustrates that, for some service users,
technology can be expedenced as better than the ser-
vices provided by health professionals.

‘The home care service came up with this idea, and 1
trought it was a gift package (medication dispenser).
It is a lot easier because, if people come here every
day, then 1 have to ... then I am very tied up.”

5 d physical visits for
M.Mmdnn&mhlwewm‘wnl&
option. For them, health professionals represented sockl
contact in a situation where they struggled with
loneliness.

that a p listic attitude on the part of health profes-
slonals n relation to how service users are included in
the process and allowed to share their wishes and expe-
riences can be a barrier to user involvement. In line with
Olsen et al. [39], 2 more patient-centred focus can con-
tbute to user Involvement in relation to service users’
health-related needs and goals.

The study revealed differences between the partici-
pants as regards to what extent and in what way they
wanted to be involved in decidon making, which other
studies also support [34, 54]. It & pertinent to ask what
is realistic to expect of elderly service users, especially in
relation to see them as equal and competent partners, s
in co-production, since many of them have multimor-
bidity and experience low energy. As Bennet [19]
pointed out, it is to congder the
of inviting frail service users to be more invalved, and
whether this could lead to a feeling of negative mastery.
Our results indicate that involvement and democratic
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ideals may be overwhelming and too much to expect
from frail service users, as also Paillaud et al found [55]-
In line with our findings and Pearson et al. (2015), ser-
vice users sometimes want health professionals or their
next of kin to make choices for them. This indicates that
sewvice users hawe trust in health professionals, but it
couldakobebenme many dds‘lyurvbe users are ac-
to the and task-
oriented care approach [3‘.53.56.57L However, when
service users do not want to be involved, thelr autonomy
should be repected. Choosing not to be involved can
also be seen as a form of user involvement.
Cozza et al [58] point out that welfare technol

fage 2o 11

information are also necessary for service users to be
able to look after their health, self-manage their own
lives and provide input that can increase the quality of
th.wka[ﬂ.n&—a} Our results show that the

asked for logies they were familiar
M!b.ndusufztyahmxsﬁayahmhnvebeswdl
established and much used since the late 1970s in health
care services In Western socleties [22].}‘«!& other
welfare technologies such as medk it
was the health ptoienhndnwh suggested udn; them.
This highlights the need to improve information sbout
what exigts and how to obtain it However, information

works diferently in difierent wnmnlmfordlﬂ'eren

people, something our results also indicate. The material
attributes of technologles, such as shape, colour, durabil-
ity and sze, can influence whether and how the tech-
nologles are used [18]. Technologies that are meant to
be beneficial and to enhance safety might not be suitable
if the service user does not use them as intended, s was
the case for some of the use of safety alamms in this
study, and as ako found In the study by Stokke [22]
This the need for user involvement by end-
users in the procurement process if the home care ser-
vice is to acquire new technology that actually meets
service users needs. Furthermore, other studies [4, 39]
point out that health professionals have a responsibility
to lowup on what service users experience as
important.

Health care decidon-making is complex and requires
efficient and explicit processes to ensure transparency

and of criteria dered [59]. Health
dedsion-making frameworks provide policymakers with
evidence to inform dtdiun—mnqu [60]. Weights on
criteria in frameworks vary widely, reflecting the diverse
perspectives of involved participants [61[. In this

and do not atically emable service
users to infl decigons about the introduction of
welfare technology in home care services.

Welfare technologies’ impact and consequences for
safety, independence and the ability to stay at home
Overall, the participants In our study were positive to
welfare technology and wanted to use it more because of
the feeling of safety it gave them and because it could
help them to continue to live an independent life at
home, as supported by findings from other studies [4,
19, 20]. For example use of safety alanns enabled partici-
pants to keep doing dally activities without worrying
about falling, which is in line with a finding from a study
by Stokke [22]. Another point of agreement with other
studies [21, 65], was the initial scepticism we found
about using the technology. After a while, participants
felt that welfare technology contributed to their feeling
of safety. Such Initial scepticism highlights the need for
friendly nudging when welfare technology s introduced,
and for dose cooperation and follow-up to keep users
fedling safe.

One consequence of usng welfire technology was a

process, service users’ I and about
social, economic, organisational, and ethical uush an
enrich the d. In stuations where

d in the number of physical visits by health pro-
fessionals w some pnudpnm. Even though this is a de-
sired d rties and some ervice

and involvement from fral service users can be challen-
ging, alterrative data collection should be dered. If
data from one essential group is missing, decidons of
criteria can be made on an inadequate basis, and there &
2 dsk that quality work will fail

The need for knowledge, information and training

Knowledge, information and training is a prerequisite
for exercising the right to be involved, and it must be
adapted to the individual’s needs, & enshrined in the
Norwegian Patients’ Rights Act [30]. Our study found
shortcomings in this area, and we also found that limited
knowledge and training led to uncertainty and resistance
to the use of welfare technology, which is in line with
the study by Nilsen et al. [25]. Sufficient k dge and

users p:npeai\e. Ba\na [191 points out that it is essen-
thal to consider the impact such changes have on service
users As the results from several studies Indicate, it &

1 to acknowledge that technology in eldedy
mannotbenmuanmllod and it ks essential
to consider the impact its use has on erwvice users [19,
22, 66]. For example, one of the participants was happy
about using a medication dispenser but said that, if she
had the choice, she would still prefer to have a person
come with the med because of loneli Re-
duced vists can also be challenging for health profes-
slonals as regards identifying whether, for example, a
service user's cognitive function Is decreasing and evalu-
ann( whether service users can no longer handle the

logy, as pointed out in another study [67].
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In some studies health professionals have expressed
some reservations sbout the impact on dvil rights of
using GPS tracking [26, 68]. The findings from our study
show that the participants did not expedence the use of
GPS as monitoring but as a safety measure. What ser-
vice users see as important should be the guiding
prnciple for services and interventions if genuine user
involvement is to be achieved, rather than the attitude of
the health professionals, as ako supported by other stud-
ies [33, 39, 56]. A feeling of being heard and lstened to
was seen as important by the participants in our study.
In line with Kuipers et al. [38], we found that user in-
volvement with the focus on patient-centred care and
cocreation of care can have a positive efiect on service
users’ well-being and satisfiction Olsen o al [39]
pointed out that patient-centred care is esential for
trust and as well as for optimising health

Page 90F 11

l’mﬂ\e improve the quality of home care nwics. user

should be fcilitasted and imgp d in s
gentle and patient-centred way, where the focus & on
autonomy and collsboration, as well as on respect, red-

procity and dislogue about the service users’ situation.

Conclusion

The results indicate that user involvement s only to a
limited extent an Integral part of public home care ser-
vices for the service users. Most of the participants
called for more knowledge, Information, training and op-
portunities to play an active part in decisions on the use
of welfare technology. However, some of them preferred
health professonals taking decisons on their behalf Ser-
vice users’ autonomy should be respected even when
they do not want to be involved. Standard offers of wel-

care. Making patient-centred user lmnlvanen !l!
standard way of working among health

fare technology and limited dislogue between the home
care mm and the participants result in limited op-

hamsofuqathddonlopmml&nwte
user in focus If this is not done, there Is a risk that user
involvement will end up as mem rhetoric and not 2 real-
istic approach for the public home care service.

Limitations of the study

individual adsptation. In some cases, this

led to non-optimal use of the technology. Nevertheless,

the welfare technology that was already Introduced made

participants’ feel safer and enabled them to continue to

live at home, which was very important and In accord-
ance with political recommendations and goals.

As regards user Involvement, our results highlight the

This study is based on a sample of 16 p i and
the welfare technologies they use, which means that it
has a vhat limited knowledge base. The icipal

ities were at different stages dunplememmn whkh
may have afiected participants’ experiences and reflec-

tions The participants were frail elderly, which may
have had an impact on the responses we received. None-
theless, the results highlighted challenges for user in-
volvement and everyday use of welfare technology. The
authors” preconceptions and expedence could also have
influenced the results. To ensure credibility though on-
going reflexivity, all steps in the analysis were discussed
with all the authors and tentatively presented in a dear
manner.

Relevance to dinical practice

This study provides valuable knowledge and will increase
awareness of different needs and preferences for user in-
volvement among eldexly nMne users. It also highlights
the & of and adds to
our knowle@e and understanding of the complex nature
of public home care. The results show that information,

h of imvolving frail eldedy in the implementa-
tion and everyday use of welfire technology in public
home care services. A relevant topic for future research
would be to look more dosely at interventions that can
encourage patient-centred user involvement and test it,
for example, in a randomised controlled trial
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Family caregivers'involvement in caring “--a‘-;}
for frail older family members using welfare
technology: a qualitative study of home care

in transition

Heidi Snoen Glomsas' ‘0, Ingrid Ruud Knutsen', Mariann Fossum?, Karin Christiansen? and Kristin Halvorsen'

Abstract

Background: Demographic, economic and onganisational changes challenge home care services. Increased use of
welfare technology and involvernent 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 involverent 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 sors, daughters, siblings
and spouses of frail older people receiving home care services with the support of welfare technology. Data were ana-
fysed 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
refationships, 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 caregi d early ir dialogue for care decisions, more cooperation
and support from health professionaks. Third, the participants experienced that health professionals decided the
conditions for co-production without discussion. Their need for information and knowledge about welfare technal-
ogy were not met. Fourth, the family caregi H'lhauhehn"h fessionals did not ads ) re:ogmsethen

unique knowdedge of the care receiver and did not use this k b forc ising the welfare tothe
care recever and their families. Fifth, the fxniycaegwersexp'ssedcmoanabmnsewiceandweﬁvenechmbgy
inequality in home care services.

Cond Co-production in the invoh of family jivers in care is still not an integral part of home
care service. Welfare technology was iated, but the family caregivers called for early invoh 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, Involvernent, Qualitative research, Technology

Introduction

During the past two decades, healthcare services have
dungeddnemmﬂnglylgemgpopnhhms,:slm
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 tachnology. More knowledge is
mededd)onlfull}yatengedupenumnco-pm—
d f care using these d 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 I‘ll.Acemnlchlllmgeinhnme
canservm:eanstnbedul fare technology is often

duced without i g the care recei n.ndther

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 logical support can be challenging
{14, 15, 18]. Family caregivers often perceive their role
as lonely, exhausting and burd, [18]. Chall
related to the power asymmetry between health profes-
sionals, familycareg:vmlndcaremcemﬂ.mmmof
identified |18, 19].

User involvement and co-production

The trend towards more user involvement is expected

to resnll ina demantl for increased co-producmn Co-
is broad

healthcare. It can be seen as 2 step towards mcrened

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 sactor has embraced this involvement

families in the process [7, 8] d
oopmdncnonofcmmdllunsenlwdfxmmchndogy
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
vnd\huhhpm‘mmmlslll] ﬂ\eyc:nbdngmvﬂuable

about the care receivers’ values, resources
and needs [12, 13]. Their knowledge of the care receivers

h because of its potential to improve service
quah!y 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
hmhdgpﬁwndlpmesmvdvedwhﬂeadmwhdg—
ing each persons’
dudmlldmmnedbymmneducdvﬂmmd
principles [24, 25]. The emphasis is on peoples’ lives, not
on the systems [22]. Apomnve:ﬂmndemardsm—pm-
ducﬁnnanitmn ﬁmilycauglvmamlhmlﬂl

ls are for co-pro-
dmdm[l&lﬁ.ﬂ] However,dm!mongmm
debates about its definition and impact [28].

Public 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, :ndlspanofd\eSandlmvuncr

Pagedof 14

the stress and strain experienced by some family caregiv-
en[ulma.ﬁnﬂyawmﬂdeqnn
ences of welfare technology and their i
implementation anddaﬂyuhmbeenpoorlydom
mented [45].

Ethical aspects of family caregivers' Involvement
and welfare technology
h and the i d use of welfare technol-

detwelf:mnndd. the ageing pop

Jobalisation and limited 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 technole is primaril PR

ogy include ethical aspects for care receivers and their
{amills [46. 47] Someedmll m\glnnonsnfvrelﬁre

ave been d and di d, such
uunplmtmnsforpnvaq 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 unds d family : ience and the
wlmashh.weexmmed!mwmofpemml
relationships and responsibility inspired by the ethics of
care theory [16, 17]. The values of responsibility, con-
mmmdmnhmmfom\mgmmhndonpersmd

assistance that improves the safety, security, social
i 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
Sfamilies and otherwise help to improve availability,
resource utilisation and quality of service provi-
sion. We&ntcdlmbgmdwhmummm
can prevent the need for services or i

Personal attitudes, such as respect for the
oﬂleranddledenmmpmndeﬂxe.mmnnalhsl 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 ibility can chal-
lmged\eﬁnnlyumgi\mssemedanmmtyandﬁd~
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.
Hmr.nTmn[W]pommt.peopleammlfully

sation’ (39], p 99). Translation by Hole [40]

Kamp et al. [37] point out that the term is broad and
loaselydefmed nwmamdexnwol’uduwlopu In
terms
lhmuhmlogyldmre 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 tachnology.

Many frail older people want to live at home for as long
as possible, supported by home care services and fam-

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

since we are social beings
mlyugmdhersbrndvlceandmpp«!.‘lhemunhe
a tension between persons' autonomy and

n respecting a
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].

Ikdwds

Theumofd\nquhmneﬁudymwuphmhnuh
T and possible ethical
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aspects of caring for frail older family b the inclusion criteria and our request for both genders
home care services sup d by welfare tachnol to be rep d, different ages and relation to the car-

egiver. The management did not state how many family
Research design and philosophical approach members were asked and if any refused to participate;
This study used a qualitati ple d they only informed about the number of participants
design. A qualitative design entails gathering data related  that the invitation. The llectad
the p ions and 50]. The signed informed consent forms and passed them to the

smdywushwdonudmdnalummdﬁnnlym—

egivers, which were recorded and transcribed, thus pro-

dua'ng &xu that we could interpret [51, 52]‘ We were
1 in famil :

first author before the interviews. When the management
invited potential participants, they told the family mem-
be:dulﬂ\estndyfncnsednnmurayanmuofuer

k and the care receivers use of welfare tech-

of changes in relationships, roles ibilities and
u:h:Meﬂ\nlaspecun(ﬂmtmdvmlmmnm
fordmrdder&mdymnbermngwd&m hnol

nology. A definition of welfare technology was included
mthemmentfnun. “With welfare technology, we think

dmm\naptumardmdemndﬂunchmmwla—

I solutions that are adapted to users' needs, for
example, safety alarms, door and windows sensors, GPS
u-adem.dlgnldnorlodsandvmnslypaolmbou

ity and indi of the p [50,
51]. Webcmdonﬂlebmﬂycmgwm upenencenn
real-life circumstances regarding actions, attitudes and
relationships. Wewenmnpnedbyvnn Manen'sphennm—
enology when ing and

duesumlmunngomiey}mumawhendw&m—
ily p d their lived experi and ethi-
cally difficult situations in home care [53]. However, the
research method is also hermeneutical since it is based
on text i ion [54]. Our pi d ding of the

parts of the text emerged and led to new und

such as medicati ! The family also
reeuvedanmfwunnonlemnbmlt}!ﬂndymmln
the care receiver and asked for their oral consent before

if the care receiver did not want them to participate in
the study. The first author contacted the participants by
phone to schadule the interviews.

To be included in the study as a family caregiver, a per-
mhdtobemumzdnﬂaednseﬁhmﬂynmberm
the care receivers ! electronic medical record. In addition,
the ! family bers who received home care

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-
iﬁuﬁnimplmmrdﬁutzdmobgyindm‘ldzihhom
care services but were at different stages. Digital door
locks, digital medicine dispensers, patient alarms [bdh
analogue and digital) with and without an i

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 i d
uunvwwgmde(‘rlble 1). Anesa\hﬂpmtqmmafar
the successful introduction and use of welfare technology
is mutual respect and collaboration with care receivers
lndlhutfxmduTopmadeepﬂundemndmgofﬂu
family rulh.& P some q
focused ially on i

dobdpoauaungsynem(cl’s) 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.

‘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, infc d, and ited potential participants by

bining their knowledge of the family ivers with

relations, informa-
tion, and knowledge ex:lunp with the health profes-
sionals since this may indirectly impact the use of welfare
technology.

Sixteen individual interviews were phnnzd and
arranged. However, two extra sibli
mlwnofﬁuemrvml‘ordm-nnmaghumhnﬂy

participated in the study. The first author con-
duud:ﬂmemvmslumﬁepammbrﬂ!
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.

155



Glomsds ef ol BMC Gesictrics  (022) 22223

Table 1 Questions in the Interviaw guide for family caregivers

PageSof 14

Questions
1 Could you how your i o=t
“Coud Yok inth 7
3 Cindd ol oo Hoow o i
you give him/her assistance in 2y way?
E Coud find heakh your your
sster/brothes/husbandiwife?
4 Could Yo h
5 Could your exper
3 Could you faed about givi it ¥ Vi thy
7
- 0, could you describe therm?

E

a7

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 darify the participants’
meaning. After 16 interviews, the first author stopped
saturation had been achieved.

The family members chose the time and place of the
il i Nine i i were ducted by tele-

phone. Seven were conducted face-to-face, two in private
homes, and the remaining five in quiet public places. The
interviews lasted 20-62min {average 35min). They were
tified. The first author transcribed five of the interviews
and a professional transcriber eleven.

Table 2 The six phases of thematic analysss [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 1o what was i ing in the data.
. e b oo, ol e
g itk : et of thie data that ik i im of the stucly wese identibied We

ganised d i we got 3 sere of the pacimants expenercas of
£ oy ad ethical aspects

k] i jon themes We examined i d identi
the aralytical wark snd tested it cut'conceming the arm.

4 Feviewing thermes Al i d oFth
eletest o uch ot They s a y data and
the aim.

5 Deini g themes We the togetf defining and
firal themes.

& Producing the report The bt step ing this arscle
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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-
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-

urmmlanomwth!helrhiloldshmlymanbai
The particij had varied back

npldmgd\s!henllh.mlndemmmm

famﬂynungmhlddlﬁumtmhmkd#md
of invol and welfare technology. The
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In this saction, we have added the interview num-
ber of the participants in parentheses at the end of the

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-
uwlytonunm where health professionals discussed

need. Although this happened rarely, it provided the fam-
ily caregivers with a sense of safety and renewed energy
for continuing the care.

‘I 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].

theless, most partici found iving to be
dﬂmndngandexlmstmg'ﬂmfeelmpwmpar—
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 propery, vari-
ous emoti sw:hup-m md guilt transpired. The

anpmseshvedwlﬂ\d\a"mumdwemmuredfmm

work. Most of the daughters, sons and the sister lived

with their own families, and several worked full-time.

an\aintllemwereidﬂﬁﬁedindumﬂyﬂ's.ﬁm.

the family of caring as ingful

Im' di Sup md i wilhlheheahh
i for

Semndisd\eexpmmdchrgmgmls 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 dislogue. The health
pm&somlsdldmexplomwhethertheﬁnllyw-
egiver had and knowledge to fol-
low up on the care receivers’ use of technology. Fourth,
the need to recognise complementary forms of knowl-
edp.'ﬂ\efumlycmgwuspommdwlﬂ\ndwywdn

muivtrs"ﬁmmuoomemingdumzrvicsmd
welfare technology.

and tension build-
mgnpwhmhnlth 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].

Ch es, tasks and
Theﬁlmlyumgmrsfellahlghdegreeohspﬂm‘hﬂ
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 24h a day.
‘It 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-

PageBof 14

patients' needs, health changes and potential health
issues.

for collaboration

lnwvaalsmxmam ﬂ\epuﬂcwmﬁmnddm)mhh
Is decided the for their

ummdmokd\elrmmrfbuuonandﬂumﬁrmmrd

They, therefore, felt that the power relationship was

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 reqi d by many particip Family i

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.

‘I 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 inpormnce of having a close dialogue with health
professionals about changes in the health status of
care rzcerven reqmrmg ndlustmenu to the use of wel—
fare

1 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
dwngumbovmcmmpmnlywm&dtomrw—
fer tasks and responsibili th p z to
Mmﬂtﬂwyﬁdmtmwudwmmﬁb
nuxinnmdhndmdialoguemddi-cnsionbefouuda

and responsibilities were transferred. As the quote below
shows.onefxmdyuregiwrwwmtevmwmhzdby

the heal!h pmfmoml ﬂ'xe was responsible for
jion to her mother
ﬂ:outdleueofwelﬁletedlnology

“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],

of care
who no longer remernbeud 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-
alxnhon of home care services, nu:h as fewer visits due

d all and ion of welfare
lechnolugy 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 relponslbihty was added to their normal
duties follow-up and reporting back on the

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
s0 long that they know her’[2].

‘The availsbility 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
to find suitable technological solutions quickly
and meet the care receivers’ needs if the health personnel
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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 ecev
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
wdhxemdnmbgywnhmduhgwmﬂnmm
and family caregivers about material ci and
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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-
ﬁnmdmdogywuhﬂcmwzdbyvuimﬁmchhu
d, livil and the health
mmxofdwmmhed.lnmhummaswmvdumn
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-

daily practices and routines could decrease the likelihood
ofap use and raise safoty

mmmu&armmmuaﬂyﬂtmm

text will be di

rma:
Theed!uolmdmmnmdmweammhnnml.
and vul beings, relying on each other

mother’s living room by the health
But she needs to reach the medication while she is
still in bed' [11].

Anhnpa-tmtfnﬂurﬁumnnulmdamdmgmd

frustration and distrust among family caregivers. One
example was two daughters who had received different

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
mspoluﬂﬂl.ymmnhfplmnmslumgsmdspmm
The close rel: of caring as
nhdvkmﬂuhnﬂywegiver asanphlﬂsedbyl-ldd
[57]. Famil and
ﬁmmhvetherhmamdhuh&eirmbdﬂs

information from separate health profe ls about £ 4
dumxmhﬂaﬁnnudennmposﬂiemmn— :::dupdbydf’:] 1 "d:i,ﬂl":rd o
e 3 between the i ion and argu- of care receivers, which affect the feeling of autonomy.

ments pnmdzd to reach reasonable and wdl-mbmwd
decisions.

Concems 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 availabili

l-lel‘l[57]mpponsmenn&mﬂmhmiyumglmsun
never be fully
as acting in relation to care receivers and health policy
requirements.

An integral part of health professionals’ work is the
eﬂ\nlfocunndomnﬂltbrcmmmmmhnuly

of welfare technology and well-ed d family k

with insights or interests in welfare technology advocat-
ing for the care receiver.

T am an engineer by education, so 1 am all for imple-
menting welfare technology. I read up on everything
about it. I abways like to ask, and I think that is the
reason why we got the technology’ [1].

The particip ioned 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

[33]. H it may be ioned whether
family ivers 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
bmdmmldbemnrldmmgwhenuﬁsmdmspon—
sibilities were ferred from health f

without their k and life
stumm.mlulmmnmdvd!nrsponn‘hil
ity 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 disorders due to excessive strain on family caregiv-
ers [58, 59]. Although the participants in this study did
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not report 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 Iﬂ. &0]. Naenhelss. mzl-
fare technology was

health professional d family caregi mb!!ml
w-nhnmuddnmmmmﬁsshm
some of the double-sidedness of using welfare technol-
on.nbod\msmdnddmd!burdensufdwﬁmﬂy

caregivers.
Even though providing good care is essential for many
family caregivers, they pointed out the i of
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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-
wmlsotd\ecuemnqumllduehmpmper
of i and clarification of the nature

bdmngrspmmhhwh'hemmwnhuhng
cmddnmndva&dlweunmmnmonmlmﬂn
of i

the and responsi-
bﬂlty Plod\ns [61] recommends focusing on early iden-

follow-up from health professionals to reduce the care
burden and enable ivers to bear the responsibili

over time.

Changed roles, tasks and responsibiiities

As supported by other studies, welfare technology can
decrease family caregivers' burden and make it easier
to deal with the responsibility, .spemll’ymlennlol
safety and freedom [62, 63]. However, family caregh

and scope of caregivers' involvement, this can create seri-
ous tensions between the parties.

1f family caregivers’ needs and capacity to be involved
ferred without dialogue sbout individual family caregiv-
ers’ health and life situation, the caregivers might find the
care burden ive and withdraw from the ivil
role. In line with Plothner 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

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.
1t is also essential to identify changes in cognitive func-
tioning and assess whether the care receiver can no
Iungrhandled!eudlmlogy.upoinmdmmwmdy
and other studies [64, 65]. The family caregivers found
udmndmgmm&emd’-mumdepmde
with limited support from bnldlwnlslmals.
again highlights the urgency of developing &
m—pmducuon:wmadn
When health professionals expect family ivers to
nclmmﬁornuuon.ﬂmnmm:nmmmkmdrspon
sibility, which may be felt like a forced order and limit
ﬁmﬂyurqms’uwnuny Thav:sdw:nnuzmucd
risk of and ion 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
raimnm[67] 'ﬂmwnﬂdsrlydwapplymmnyhnv
health p should be

veryula‘n!lbmlﬂbetypuofmﬁrmmmdw
sibility to be transferred to family ly if

fwmlhbtnmn

them a voice are among the most important factors for
successful co-prodxn:hon [26]. When health professionals
tipulate for collaboration with family caregiv-
ers,dmmdscuzlmnmq\mhndnunmmulmhnon
ship. The participants seemed to agree that involvement
d\muuhplaceduwghpumnadup.anddevdopaml
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].
Smceoldercmremvmdeyendunhelpﬁomodh
theymns(apowenndmm&mdymmor
heah.h f ls to provide satisf: ,ure.Tmstu
2 mutual und ding of i i
IISIuhanenmpleof:nlnemhamtm:ndnmu(
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 falt 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
d\wﬂ!mmspectandmogmsedd\enm\lquehml-
edge or efforts. In several the
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Bocating suitable technology. This is particalarly
unti!dnnumeiveﬁsudmﬂagmdlyﬂh&mzmmf—
fering from cognitive decline. If the health professional is
open and responsive to the unique insights and contribu-
mofthzﬁnﬂynmgmﬂieuhﬁmnofwd&u

felt their responsibility for the care receivers use of wel-
fare technology was taken for granted by the health
mfzssomls

P

idad R :

theydldmtfed’, ly acknowledged and respected

ly, the combination of low trust

mdhckn(mumalmspeclbetweenﬂupamsmldlt

ladwbwsus&cuanmlhdlehed\.hanm.dlu
e ok

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
hmily _,' found a close iation between their
with the home care received

ity of care and duction. In
hnwnbchedunadlw]wemmmaxdthnhnim
professionals change their attitude and work towards co-
production in care.

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

ll\dthgmhbi!ityo‘wdﬁmlechmlogymwdm-
ability and inequality. It is legdlylndeducﬂlypmﬂun—

atic if access to welfare tachnology and various services

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

medical knowledge developed through training, educa-
ﬁaluddhdpmmnll[ll]mmlht
the y forms of knowledge and

the technology will be used by many families to maxi-
mum benefit. Fewer users of the technology may threaten
lhepdtymmuvsmnmduﬂmgesmlnmeare

expertise between f:mxlymrsalﬂl!dﬂlwofs»
mmkusmmdfuﬁnﬂymdlmohmmh

with i d use of welfare technology [37].

L 4 methodol "

is also vital to use family ’ knowledge to select
welfare technology and adapt it to the individual users’
medsmdcophgupmylespectfwdleﬁmlyw»
egivers' knowledge requires recognising different knowl-
edpmdmdhgpnmksﬂcdmmnﬂmﬁnmd!
health professionals, as the ethics of care highlight [57].
Hnlthpmfmomkmdmlnmwiﬂ:mrmw&m»
ily caregivers, recognise them as partners in care, and
d\wmspmfwﬂmrhwhd@lmmudlodk
er‘ssp«:ﬁc mnmmnreqmmd [69 70) Further,

also to cooper-
mnﬂm@umﬂupﬁﬂmophynﬂmed\oddmof
ducti IZO] u[worhng\nd\in

P P

¥y

With 18 participants, the results provide a limited picture
of family ivers' of invok welfare

tachnology 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 [S1]. The two interviews where two sib-
lings asked to be present affected the interview situation
and challenged our plan of using only individual inter-

d\epamdpmnswlmd\qmﬁecudonthebmehsmd

welfare technology. The par-
hdpamsmeeddmwelﬁnmd\nologymunbemhad
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

views. Hi with their presence, the data in those
two interviews were more nuanced.

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

Page 12014

The

writing thes

Thehudymﬂtdmﬁnyhadumdm
sibility to observe and respond to care receivers' needs

and use of welfare technology. The feeling of obli

pupo= The data & n Norweglan Permizsion

toplov\demmfamlymbanndhddl fessi
hallenged the
famﬂycm autonomy. However, welfare technol-
ogy supported the participants in creating a safe environ-
ment and freeing up time. Still, welfare technology also

from NSO, i data for this.
corren study.

made new tasks and responsibilities for infc ion and

followed up of the care receiver.

and fair access to healthcare service is a demo-
cratic ideal, which means equal access to services and
vdhemchmhgyfaalpeophnmmhlm

i 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 ina
doulehmlhlpmlhhmmmmﬂumq
and and mutual knowledge must
bepunmmwhmd\epulslnnwedlequllyul
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-
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