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Research background

The value of taking part in a number of research groups has contributed to my
development as a researcher and to the PhD research process. It has been a
privilege to have the opportunity to immerse myself in the informal caregiver
context and contribute to the knowledge about adult children’s motivations as
caregivers of persons with dementia.

My master’s thesis in health sciences, entitled “Working daughters’ perspective
on coping and staying power in the caregiver role when parents with dementia
live at home”, was conducted as part of the Carers Research Group at the
University of Stavanger (UiS). The master thesis resulted in the following
research article: Norheim, A., & Dombestein, H. (2015). “On the alert” all the
time! About the informal caregiver role taken on when family members develop
dementia. Demens & Alderspsykiatri [Dementia & Geriatric Psychiatry],
19(4), 22-28.

My work continued when | started as a PhD candidate within caregiver
research, where | designed an independent PhD project. As a member of the
Carers Research Group, | was part of an interdisciplinary group of researchers
with backgrounds in social work, law, and nursing. As part of this research
group, | participated in the Sixth International Carers Conference in Sweden
(2015) and the Seventh International Carers Conference in Australia (2017).

At a later stage, | became a member of the Health Promotion and Health
Challenges (ProHealth) Research Group composed of members with
knowledge and experience using motivational theories like self-determination
theory (SDT). | participated in several workshops where | presented my work.
As part of this research group, | participated in the Conference on Motivation
at the University of South-Eastern Norway (2018). When | attended a PhD
course on theoretical and innovative approaches to long-term illnesses, | had
the opportunity to learn more about SDT, and the theory helped me in
structuring my research. In the course paper, | conducted a literature review to
see how SDT had been used in dementia caregiver research. As there was little
research within the field of dementia, | extended the work to adult caregivers
of patients with long-term illnesses.



In 2019, | became a member of, Centre for Resilience in Healthcare (SHARE),
in which patient and stakeholder research is a priority. | have presented my
work at several research meetings at the SHARE Centre. | have also worked as
a coordinator for the Network for Carer Research, organised and financed
through SHARE. This work has been highly relevant for the PhD thesis, giving
me an overview of the carer research area. At the same time, it has been
inspiring and educative to work together with other researchers, healthcare
professionals, and caregiver representatives, all with special interests in
research areas related to caregiving.
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Summary

Background

It is often seen as demanding to be an informal caregiver of a home-dwelling
relative or friend with a long-term illness. Adult-child caregivers are important
resources for both their ill parents and their community healthcare services.
Dementia is one of the most severe chronic long-term illnesses and represents
comprehensive challenges for public health in Norway as in the rest of the
world. Research within the caregiver field has generally focused on primary
caregivers, the burden of taking on the caregiver role, and interventions to
improve health outcomes. Less research has been devoted to understanding
how secondary caregivers, such as adult children, remain motivated and how
they experience community healthcare services, applying recent theoretical
approaches such as self-determination theory and relationship-centred care.
Therefore, the overall aim of this thesis was to gain a deeper understanding of
adult children’s motivations to remain in the caregiver role when parents with
dementia live at home.

Methodology

The current PhD project applies a qualitative multi-method design including
the following three methods: 1) an integrative literature review of the previous
research literature concerning the motivation of caregivers of persons with
long-term illnesses, 2) individual face-to-face semi-structured interviews with
21 adult-child caregivers who had home-dwelling parents with dementia, and
3) focus group interviews with 15 of the adult-child caregivers who had been
individually interviewed. Analyses were conducted using narrative analysis and
systematic text condensation.

Findings

There is consistency between caregivers of persons with long-term illnesses and
persons with dementia, describing their quality of motivations and how they
experienced being caregivers. High-quality motivation depends on the
satisfaction of the caregivers’ three basic psychological needs for competence
(understanding of diagnosis, management of symptoms, problem solving,



communication skills, knowledge of appropriate healthcare services),
autonomy, (available options, planning, freedom of choice regarding tasks), and
relatedness, (interacting with parent with dementia and others, being part of the
care team, mutual respect, acknowledgement, dialogue, belonging, meaning
something to others). Thwarting those psychological needs could lead to
amotivation. The main issues thwarting caregivers’ motivations include parents
being resistant or refusing to receive community healthcare services, challenges
in getting access to timely healthcare services, and not being appropriately
involved in their services. Still, caregivers of persons with dementia often
prioritised their parents’ needs over their own. The literature review found the
three needs of competence, autonomy, and relatedness to be equally important
in predicting the quality of caregivers’ motivations and thereby their well-
being, as according to the self-determination theory. From the perspective of
adult-child caregivers, these basic needs were confirmed as motivational
drivers when caring for a home-dwelling parent with dementia. Yet, they
reported relatedness as their main motivational driver, including relations with
their parents with dementia, with persons in their social network, and with their
parents’ community healthcare services. Caregivers wanted to be
acknowledged as competent partners in the care team who utilise significant
efforts to improve the home-dwelling period for their parents. These findings
imply that healthcare professionals should value the importance of relatedness
when interacting with caregivers of persons with dementia.

Conclusion

By applying self-determination theory combined with a relationship-centred
care approach, this thesis offers a deeper understanding of caregivers’
motivations in the long-term illness context and, in particular, in caring for
persons with dementia. A caregiver’s motivation is described along a
continuum representing different qualities of motivation. Addressing
caregivers’ motivations is necessary, as the quality of their motivations for
caregiving has consequences for their health and well-being. Caregivers’
motivations to remain in this type of role are closely related to satisfaction or
thwarting of their basic needs for competence, autonomy, and relatedness. To
remain motivated throughout a parent’s trajectory of dementia, support to fulfil
the three needs is required. Dyadic improvement efforts addressing both
caregivers’ and patients’ needs are recommended.

Vi
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Introduction

1 Introduction

This thesis focuses on motivation in the informal caregiver role. It is often
considered demanding to be the daughter or son of a home-dwelling parent with
a long-term illness. Adult-child caregivers are important resources for both
parents and community healthcare services. This also applies to dementia,
which is a common long-term illness. Therefore, as the parent’s illness
progresses, it is vital to understand motivation as it pertains to the caregiver
role.

1.1 Informal caregiving

Informal caregiving consists of the ongoing activities and experiences involved
in offering unpaid help to relatives or friends who are unable to take care of
themselves (Nolan et al., 2003; Roth et al., 2015). This help is given by family
members or other informal caregivers, either instead of or in addition to
professional caregivers offering public or paid healthcare services (Zigante,
2018). The caregiver’s approach to caregiving depends on the patient’s type of
illness or condition (Sullivan & Miller, 2015), the caregiver’s resources
(Wennerberg et al., 2016), volition in caregiving (Al-Janabi et al., 2018), and
family relations (Hanssen & Sommerseth, 2015). In this thesis, caregiver will
be used as the main concept, encompassing other common terms in the
literature, such as next of kin, carer, relatives, and family.

Long-term serious illnesses, such as cancer, Parkinson’s disease, multiple
sclerosis, and dementia, are demanding conditions that affect both the care
recipients themselves and their informal caregivers on several levels (Adelman
etal., 2014; Fuetal., 2017; Sullivan & Miller, 2015). As the illness progresses,
the need for care and assistance increases for the person living with a long-term
condition. Across the EU, family caregivers account for more than 80% of all
care (Hoffmann & Rodrigues, 2010; Zigante, 2018) while in Norway, informal
caregivers provide almost 50% of all care (Meld. St. 15, 2017-2018).

Caregiving is not a new role for family members, as people have always
provided emotional, physical, and financial support to those with whom they
have close relationships. Still, on a general basis, there are some characteristics
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and functions that are specific for the long-term illness caregiver role (Schulz
et al., 2020). Throughout the trajectory of the patient’s illness, the caregiver
moves along a continuum from fewer contributions to often substantial
contributions (Bgckmann & Kjellevold, 2015; Nolan et al., 2003). A caregiver
can have the role of a receiver of general information if the patient has not
consented to healthcare professionals giving out personal information. On the
other end of the continuum, a caregiver can provide assistance with daily
activities and direct care to the patient. Along the continuum, the caregiver can
also have the role of a source of information and provide knowledge about the
patient’s situation, act as an assistant or collaborator to the healthcare
professionals, or represent the patient in making decisions if the patient is not
capable of making them on his or her own (Bgckmann & Kjellevold, 2015).

Dementia is one of the most severe chronic long-term illnesses that has a
substantial impact on people receiving the diagnosis and their caregivers. On
average, the illness can last about eight years before the patient dies. Therefore,
one must be prepared for the need to be an informal caregiver for many years.
As a result, it is especially important to focus on caregivers of people with
dementia (Alzheimer’s Disease International, 2018).

1.2 Dementia and dementia care

Dementia is a collective term for a chronic condition characterised by reduced
memory, language, problem solving, and other cognitive capacities that affect
a person’s ability to perform everyday tasks (WHO, 2020). As dementia
symptoms develop, it also affects the family, friends, neighbours, and others
interacting with the ill person (Garcia-Ptacek et al., 2019). They often assume
the role of caregiver, taking responsibility for the daily care of the person with
dementia and meeting basic and instrumental life needs (Chiao et al., 2015).

Many informal caregivers are affected because dementia afflicts approximately
50 million people worldwide. This is a chronic long-term condition that
increases the most in prevalence, and thereby constitutes a considerable global
health challenge (WHO, 2020). In low-income countries, there might not be
systems for official dementia care, and in some countries, dementia is still not
considered a diagnosis. These are the same countries that will experience the
largest increase in new cases of dementia. While the numbers are estimated to
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increase by 78% in Europe by 2050, it will increase by 349% in Latin America.
This is due to the fact that the elderly population around the world is sharply
increasing (Alzheimer’s Disease International, 2018). In line with current
ageing policies, older persons with dementia live for as long as possible in their
own homes. As the majority of people with dementia live in the community and
not in residential care settings, the quality of informal care is crucial for
managing the behavioural and psychological symptoms of illness, as well as
enhancing the quality of life for both persons with dementia and the caregivers
themselves (OECD, 2018). The provision and financing of measures to meet
their long-term care needs, including support for their family carers, will
inevitably become increasingly urgent political priorities (Prince et al., 2013).

Neuroscience research aiming to improve prevention, diagnosis, and treatment
of diseases of the brain are highly prioritised, but still far from finding a
treatment for dementia. In anticipation of a cure, society should do its utmost
to ensure the best quality of life possible for people with dementia and their
caregivers (OECD, 2018). Therefore, it is important to study how people with
dementia and their caregivers not only experience their situation, but also how
society can better facilitate their everyday lives. There are also large gaps in our
knowledge concerning how community healthcare services should be designed
and staffed to provide optimal services to people with dementia living at home,
including their caregivers (Ministry of Health and Care Services, 2015).

Over the last two decades, western healthcare systems have been striving to
provide person-centred care for individuals with dementia described by for
example Kitwood (1999) as ideal care (Fazio et al., 2018). Nolan et al. (2003;
2002) advocated that person-centred care does not include caregivers as
partners in collaboration with healthcare professionals and persons with
dementia. Therefore, they suggested relationship-centred care as a theoretical
approach to healthcare services delivered to patients with dementia and their
families. Within relationship-centred care, patients, professionals, and family
members acknowledge the importance of their relationships with one another
to provide high-quality care (Beach et al., 2006). This partnership perspective
is in line with the WHO’s resolution on primary healthcare emphasising the
need to deliver more integrated and people-centred care to everyone. Co-
production of health services should be developed and implemented in
partnership with individuals and their families (WHO, 2016).
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In the dementia context, new research claims that most family caregiving
theories are individually focused rather than family-centred and lack
consideration of the realities of multigenerational caregiving. As such,
researchers have limited guidance to study the complexities within the context
and trajectory of dementia caregiving (Gallagher-Thompson et al., 2020). At
the same time, person-centred approaches to caregiving have been reviewed
lately, including, to a greater extent, caregivers. It is argued that healthcare
services need to be designed as person-centred so that caregivers and recipients
are engaged and motivated to persevere through challenges during the course
of dementia (Connor et al., 2015). Additionally, it has been suggested that
perspectives encompassing relations should be valued because it is difficult to
separate caregivers from the patients receiving care (Bernild, 2016).

1.3 Adult-child caregivers vs. spouse caregivers

More varied family structures and cultural backgrounds will require more
alternative thinking about sustainable caregiving plans (Connor et al., 2015).
The literature in the field has focused on primary caregivers, almost to the
exclusion of other family members (Gallagher-Thompson et al., 2020). The use
of informal care is particularly high among co-residents, while caregivers who
do not live together with the person who has dementia spend fewer hours
providing care (Ydstebg et al., 2020). Other family members and network
around the person with dementia are important for how caregivers experience
the collaborative climate within the family (Bjgrge et al., 2016). In other words,
adult children play an important role even if they are not primary caregivers.

A lot of research has treated family caregivers as a homogenous group, with
few studies comparing spouse-caregivers with adult-child caregivers (Pinquart
& Sorensen, 2011; Tatangelo et al., 2018). Adult children are likely to juggle
caregiving with work and other family responsibilities, whereas spouse
caregivers are more likely to undertake a full-time caregiving role (Conde-Sala
et al., 2010). Therefore, caregivers should not be considered a homogeneous
group. A review article of Lloyd et al. (2016) advocates for further research
with specific sub-groups comprised of caregivers, such as adult children, for
persons with dementia.
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1.4 Caregiver burden

The caregiver is often the patient’s most important support and, in most cases,
wants to be a resource for the patient. This individual knows the patient well
and has experience knowing what may be of help in different situations.
Dementia caregiving may generate positive aspects with respect to caregiver
self-esteem, a feeling of satisfaction with the work carried out, the ability to
overcome certain difficulties, and the strengthening of the bond with the person
receiving care (Lloyd et al., 2016; Ribeiro et al., 2020; Yu et al., 2018).
Nevertheless, it is a highly demanding responsibility, and it provokes caregiver
burden and stress (Chiao et al., 2015; van der Lee et al., 2014).

Previous research has focused on potentially negative consequences for
caregivers and their considerable burdens of care. The challenges caregivers
experience is well known. They undertake the essential care of people with
dementia while simultaneously striving to sustain meaningful and mutually
satisfying relationships. As behavioural and psychological symptoms of
dementia become increasingly difficult to manage with illness progression,
caregivers can become cognitively, emotionally, and physically overwhelmed.
This often leads to depression and decreased physical health (Pearlin et al.,
1990; Schoenmakers et al., 2010), lower quality of life (de Oliveira et al., 2015),
and earlier retirement and loss of income (Ugreninov, 2013). This may have a
negative effect to people with dementia, caregivers, and society (Chiao et al.,
2015). In their systematic review, Beinart et al. (2012) found that a caregiver’s
demographic and psychosocial attributes can predict greater burden, including
factors like older age, lower socioeconomic status, female gender, type of
coping strategy, and poor access to social support.

1.5 Caregiver support

Support is pivotal for adult children who are caregivers of a mother or father,
as they might be overwhelmed by the burden and uncertainties of being
caregivers (Frias et al., 2020). Informal caregivers need support when caring
for a person with dementia to prevent burn-out (Holt Clemmensen et al., 2020).
Over the past decades, accepted theories guided research in the caregiver
context, such as Bandura’s self-efficacy model (1977) or interventional
research based on Lazarus and Folkman’s (1984) original stress and coping
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model, modified to a dementia context by Pearlin et al. (1990). These theories
have been used with the goal of improving caregivers’ mental and physical
health outcomes and thereby supporting their well-being (Gallagher-Thompson
et al., 2020). Adequate formal support may provide help and relief to family
caregivers and reduce the negative consequences of caregiving (Laparidou et
al., 2018), but it is still necessary to find better ways to support caregivers to
ameliorate the burden (Haikio et al., 2020). Several interventions have been
tested, including information, support groups, and respite care, intended to
provide support for caregivers of persons suffering from dementia (Frias et al.,
2020). Respite care is understood as any intervention designed to give rest or
relief to caregivers (Maayan et al., 2014). Previous research focused has on the
drawbacks of caregiving, testing interventions aimed at preventing burden and
stress, but only demonstrating small and short-lasting effects (Moniz Cook et
al., 2012; Maayan et al., 2014; Reilly et al., 2015).

Other studies focus on the importance of a more balanced view when
developing caregiver support services. A shift from “reducing stress” to
“optimising positive experience” in the caregiver role is endorsed (Lloyd et al.,
2016; Ribeiro et al., 2020). Still, studies that have tried to explain the more
rewarding aspects of caregiving are at a relatively early stage, and the topic
deserves greater attention (Lloyd et al., 2016; Yu et al., 2018). Factors relating
to the positive aspects of caregiving and the association between these positive
aspects and well-being are under-researched (Crellin et al., 2014). In order to
find better ways to support caregivers of persons with dementia, more research
is warranted to focus on how their motivation changes over time (Quinn et al.,
2012).

1.6 Motivation to provide care

Given the challenging nature of caregiving, it is important to understand what
motivates people to become caregivers. More research should aim to
understand why they continue in caregiver roles, despite the growing needs of
care recipients (Greenwood & Smith, 2019). Informal caregivers’ motives for
taking care of family members with dementia have been found to include
emotional ties and cultural, spiritual, and religious responsibilities (Zahed et al.,
2019). The motivation to provide care is also a significant predictor of the
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positive aspects of being a family caregiver of a person with dementia (Quinn
et al., 2010; Quinn et al., 2012; Yu et al., 2018) and plays an important role in
the development and maintenance of caregiving (Quinn et al., 2015). Quinn et
al. (2012) recommended more studies conceptualising motivation within a
theoretical perspective. Utilising appropriate conceptual frameworks can
further illuminate how motivation can influence caregiving outcomes.

To understand the motivational drivers behind human action, self-
determination theory (SDT) has been applied in several research domains, such
as education, work, sports, religion, psychotherapy, behaviour change, and
healthcare (Milyavskaya & Koestner, 2011; Ng et al., 2012; Righy & Ryan,
2018; Weinstein & Ryan, 2010). Within these contexts, this theory has been
used to identify, understand, predict, promote, and support individual
motivation (Ng et al., 2012; Williams et al., 2014). SDT is a broad framework
that conceptualises the study of human motivation. It identifies three innate
psychological needs as key drivers of motivation that influence well-being and
thriving, including competence, autonomy, and relatedness (Ryan & Deci,
2017). This theory is widely used in health research (Ng et al., 2012; Ntoumanis
et al., 2020), but is relatively new in the field of caregiving (Barry et al., 2020).
Preliminary evidence shows that caregiving based on intrinsic motivation tends
to affect the well-being and health of caregivers. Thus, further exploration of
the role of SDT in understanding caregiving motivation is recommended (Ryan
& Deci, 2017). In this PhD project the term motivation is understood to be the
energy in people that drives their action or inaction (Deci & Ryan, 2014; Ryan
& Deci, 2017).

1.7 Aim, objectives, and research questions

So far, research within the caregiver field has focused on primary caregivers,
the burden of taking on the caregiver role, and interventional research rooted in
traditional psychological models to improve health outcomes. Less research has
been devoted to understanding how secondary caregivers, such as adult
children, remain motivated and how they experience support and healthcare
services in the community, using more recent theoretical approaches like SDT
and relationship-centred care applied to the long-term illness and dementia
context.
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The overall aim of this thesis is, therefore, to gain a deeper understanding of
adult children’s motivations to remain in the caregiver role when parents with
dementia live at home. To address this aim, three objectives with belonging
research questions guided the three sub-studies included in the PhD thesis.

Sub-Study 1
e To describe and explore empirical studies of caregivers’ motivations from
the perspective of self-determination theory.

o How can an adult informal caregiver’s motivation for taking care
of a friend or relative with a long-term illness be understood from
the perspective of self-determination theory?

Sub-Study 2
e To explore adult children’s motivations in caregiving for their home-
dwelling parents with dementia.

o How can adult children’s motivational drivers for caregiving be
described using self-determination theory?

Sub-Study 3

e To describe and explore adult children’s experiences with community
healthcare services for their home-dwelling parents with dementia and how
these influence their caregiver motivations.

o How do adult-child caregivers describe their experiences with their
parents’ community healthcare services?

o How do these experiences influence their motivations to remain in
the caregiver role?
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2 Contextual background

As the empirical data in the PhD project was collected in a Norwegian setting,
it is appropriate to account for the dementia caregiver context, including
national guidelines, legislation, and community healthcare services.

2.1 Dementiain the Norwegian context

It is necessary to describe the dementia illness to illuminate the trajectory of
dementia caregiving to understand the caregiver role (Ulstein, 2007).

2.1.1 Dementia —the illness

The Norwegian Directorate of Health (2019) refers to the WHO’s definition of
dementia:

Dementia is a syndrome due to disease of the brain, usually of a chronic or
progressive nature, in which there is disturbance of multiple higher cortical
functions, including memory, thinking, orientation, comprehension,
calculation, learning capacity, language, and judgement. Consciousness is not
clouded. The impairments of cognitive function are commonly accompanied,
and occasionally preceded, by deterioration in emotional control, social
behaviour, or motivation. This syndrome occurs in Alzheimer’s disease, in
cerebrovascular disease, and in other conditions primarily or secondarily
affecting the brain (WHO, 2019, ICD-10).

Thus, dementia is not a disease in itself, but it is a syndrome that results from
various diseases or damage to the brain, and it is entirely attributable to normal
ageing. The different types of dementia are usually divided according to cause.
The three primary pathologies of dementia are degenerative brain diseases,
vascular dementia, and secondary dementia diseases. Degenerative brain
diseases include Alzheimer’s as the most common but also frontotemporal
dementia, Lewy body, and Parkinson’s disease (Engedal & Haugen, 2009;
WHO, 2020). Most commonly, dementia is caused by the consequences that
occur when brain cells are destroyed and die.
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Different forms of dementia have various symptoms in the early stages,
depending on which part of the brain is attacked first. Therefore, the challenges
and stressors faced by caregivers vary (Svendsboe et al., 2016; Terum et al.,
2019). As the disease spreads to larger parts of the brain, typical dementia
symptoms become more prominent irrespective of the type of origin (Engedal
& Haugen, 2009). Therefore, it is useful to get a diagnosis early to receive the
right services at the right time and be able to plan for the future together with
caregivers (Ministry of Health and Care Services [MHCH], 2020). Still, not all
dementia patients are given a specific diagnosis, but are underdiagnosed or just
categorised under a broad “dementia” diagnosis (Skogli et al., 2020a; Vossius
etal., 2015).

Usually, dementia is an insidious disease, and as the brain injury spreads, the
lack of cognitive ability becomes severe enough to interfere with activities of
daily living. Many experience cognitive symptoms like impaired concentration,
being more easily distracted, falling out of conversations, weakened short-term
memory, and gradual loss of language. The capability of reasoning and thinking
abstractly is reduced, and dealing with time or handling money can be difficult.
The ability for physical orientation can deteriorate and make it difficult to drive
a car or find the way home. Eventually, one may have problems performing
practical tasks like using the stove and preparing meals. Despite these cognitive
challenges, many persons with dementia can preserve resources to manage a lot
of activities in daily life, even with illness (Norwegian Directorate of Health,
2018; WHO, 2020).

It is challenging for caregivers to deal with cognitive impairment and changes
that occur in a person with dementia (Bruvik, 2014; Nordtug, 2011; Ulstein,
2007). Typically, the biggest challenge facing a caregiver involves
neuropsychiatric symptoms that develop in over 90% of people with dementia.
This can be divided into the following four categories of symptoms: 1)
behavioural symptoms, such as aggression, agitation, lack of inhibition,
irritability, and repetitive behaviour; 2) psychotic symptoms, (e.g.,
hallucinations, delusions); 3) affective symptoms, such as depression, anxiety,
euphoria, and apathy; 4) vegetative symptoms, such as sleep disturbances and
changes in appetite. People who develop dementia can also experience motor
symptoms, such as problems with muscle management, coordination of
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movements, and incontinence. As the condition progresses to severe dementia,
many patients experience a greater degree of physical symptoms, eventually
becoming bedridden and totally dependent on care from others (Norwegian
Directorate of Health, 2018).

Currently, dementia does not have a cure, and no one survives it. However,
there are medical treatments available that may improve some symptoms for a
period. If the person with dementia does not die from other causes, dementia
will have a fatal outcome (WHO, 2020). A Norwegian survey found that a
dementia course lasts an average of 8.1 years, but this varies depending on the
point of time of diagnosis, the type of dementia, and the person’s age at the time
of onset (Vossius et al., 2015). Either way, dementia is characterised as a long-
term illness, and thus caregivers remain in their roles over a prolonged period.

2.1.2 Prevalence of dementia

Until recently, prevalence figures in Norway have been inaccurate based on
studies from other countries carried out in the 1990s (Skogli et al., 2020a),
which estimated that approximately 77,000 people with dementia lived in
Norway in 2013 (Alzheimer Europe, 2013; Prince et al., 2013). A new survey
found that the prevalence of dementia in Norway is higher than previously
estimated. In 2020, the total number of people with dementia in Norway was
estimated to be 101,000. This constitutes 14.6% of the population over 70 years.
The most common type of dementia in Norway is Alzheimer’s disease (57%),
followed by vascular dementia (10%), mixed dementia (9%), dementia with
Lewy bodies (4%), and frontotemporal dementia (2%) (Gjera et al., 2020).

Dementia illnesses are strongly linked to advanced age. Statistically, women
live longer than men. Therefore, more women develop dementia. As the
population gets older, we can expect the numbers to increase (WHO, 2020). It
is estimated that the number of people with dementia will increase to 235,000
in the year 2050 and to 380,000 in the year 2100 (Gjgra et al., 2020). The recent
figures provide a more accurate estimate to help the government plan the right
scope of services for people with dementia and their caregivers (MHCH, 2020).
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2.2 Informal caregiving in Norway

In 2020, it is estimated that more than 400,000 close relatives or friends are
caregivers to people with dementia (Norwegian Health Association, 2020). The
home-dwelling period for a person with dementia lasts for approximately six
years, and during this period, over 90% receive informal help from relatives or
friends. Even after the dementia diagnosis, an average of 60 to 80 hours of
informal caregiver support a month is provided. Prior to moving to a nursing
home, this increased to around 160 hours of help the last month living at home,
equivalent to a full-time position (Skogli et al., 2020b; Vossius et al., 2015).
During the subsequent nursing home stay, a caregiver provides on average 6.7
hours of help per month, indicating that the nursing home staff take over most
of the care for the patient (Vossius et al., 2015). During the home-dwelling
period, the amount of time and effort caregivers spend depends on whether they
live together with the person with dementia, if they share the caregiver tasks
with someone else, access to healthcare services (Ydstebg et al., 2020), and
how relationships and collaboration are handled within the family (Bjerge et
al., 2017).

The care provided by adult children includes things like assistance with
practical tasks, transportation, support for personal care, and medical treatment.
However, it mostly involves emotional support, including spending time
talking with the parent and visiting or calling to ensure that the parent is safe.
Compared to caregivers who are not cohabitants, spouses, partners, and others
living together with the person who has dementia spend more hours providing
care and might also assist with activities like preparing meals, personal hygiene
practices, and toilet visits (Norwegian Directorate of Health, 2018). Adult
children are important care providers in their parents’ final years of life,
independent of diagnosis. The contribution of adult children often depends on
whether they live in close proximity to their parents (Daatland et al., 2010).

About half of the caregivers of people with dementia engage in income-
generating work. Of them, between 20% and 50% report losing working hours
due to the parent, but less than 1% of them stop working (Vossius et al., 2015).
Adult-child caregivers who combine full-time work with caring for elderly
parents are more prone to report poor health with a higher probability of sick
leave absence (Ugreninov, 2013). Caring for older parents has a negative
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impact on the child’s labour market participation, more so for daughters than
sons (Gautun & Bratt, 2017; Vangen, 2020).

2.3 National guidelines and legislation

Expecting an increase in the number of persons with dementia, the Norwegian
Ministry of Health and Care Services published, as one of the first countries in
the world, a national dementia plan in 2007 to better meet the needs of patients
and their caregivers. The dementia plan was updated in 2015 and in 2020
(MHCH, 2020). In 2020, the government also published the first Caregiver
Strategy, to be seen in conjunction with the Dementia Plan 2025 (Ministries,
2020). One of the main goals of the current plan is to enhance support for family
caregivers and create a more dementia-friendly society that takes care of and
integrates people with dementia in the community so they can live longer in
their own homes (Meld. St. 15, 2017-2018; MHCH, 2020).

A new calculation estimates that informal care in Norway amounts to about
136,000 man-labour years (MHCH, 2020). This is almost at the same level as
the community healthcare service, which amounts to about 142,000 man-labour
years. As family caregiving is recognised as the backbone of dementia care,
viewing caregivers as resources is regarded as a high priority. National
guidelines and the Norwegian political framework point to the importance of
making caregivers’ efforts visible and appreciated. The goal is to keep the
efforts of caregivers at the current level. One of the objectives of the
“Programme for an active, future-oriented informal care policy” (Meld. St. 29,
2012-2013) is to improve the interaction between public and informal care. The
need for more knowledge concerning motivating and burdensome aspects of
the caregiver role has been emphasised together with the development of
measures to improve collaboration between healthcare professionals, patients,
and caregivers.

The Norwegian national guidelines for dementia care (2018) provide an
overview of legislation regarding caregivers’ rights and duties. It is the
healthcare services that provide healthcare to patients that should offer
information and follow-up for caregivers of persons with dementia. Adult
children do not have a legal duty to take care of their parents, but they still may
feel that they have to participate due to moral commitments (Bgckmann &
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Kjellevold, 2015). If the parent has defined the adult-child as their next of kin,
the adult child has the right to take part in decisions together with or on behalf
of the parent (The Patient and User Rights Act, 1999). Healthcare professionals
have a duty to provide information, training, and support for caregivers (The
Health Personnel Act, 1999). Municipalities are committed to offer respite-care
and economic compensations to caregivers with especially onerous caregiver
tasks (The Municipal Health Services Act, 2011). The national guidelines for
caregivers in the healthcare sector provide recommendations on how healthcare
services can involve and support caregivers (Norwegian Directorate of Health,
2019).

Compared to other countries, Norway has an advanced position in terms of
national plans, guides, policies, and legislation to safeguard the caregivers of
persons with dementia (Norwegian Directorate of Health, 2018; Skogli et al.,
2020b). Nevertheless, empirical research suggests that professionals do not
adequately involve the family as partners in daily care. Families experience
inadequate communication, are not acquainted with the staff, and are unfamiliar
with the way homecare services are organised. They experience a lack of
mutual information exchange and clarification of roles and responsibilities
(Henriksen et al., 2020; Moholt et al., 2020; Aasgaard et al., 2014).

2.4 Community healthcare services

In Norway, public healthcare services provide the majority of care, rendered
free of charge to patients (Meld. St. 29, 2012-2013). The public welfare model
is constructed for taking care of persons with dementia, supplemented by
support from informal caregivers, and the healthcare services of people with
dementia should be person-centred (MHCH, 2020). Specialist care is provided
by regional health authorities and consists of hospitals and specialised units,
such as memory clinics and geriatric hospital wards.

Primarily, 356 Norwegian municipalities offer formal care for people with
dementia (MHCH, 2020). General practitioners (GPs) are responsible for the
diagnosis. Nearly 80% of Norwegian municipalities have dementia teams or
coordinators that consist of nurses and occupational therapists. Persons with
dementia and their caregivers have the right to support and follow-up once
dementia is diagnosed (Norwegian Directorate of Health, 2018). About 60% of
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all people with dementia live in their own home (Gjgra et al., 2020). In the
home-dwelling period, homecare services are common. Initially, the services
are limited, but they increase with the progression of dementia. The type of
healthcare services the person with dementia receives is dependent upon the
severity of symptoms and the family situation, and at the end of the disease,
moving the parent into a nursing home is often unavoidable (Norwegian
Directorate of Health, 2018). Home-based nursing can be perceived as
insufficient by caregivers and not individually adapted, especially for those in
the later stages of dementia (Tretteteig et al., 2019). Research has highlighted
the challenges and barriers to coordination in dementia care in Norwegian
municipalities (Haugen, 2020; Larsen, 2017; @ydgard, 2018) and the
caregivers’ need for support (Moholt, 2019).

Even if the municipalities are obliged to provide assistance to the caregivers,
only 74% of them report having routines for surveying caregivers’ support
needs, including assessment of their need for information, training, guidance,
and respite care. Nevertheless, almost all municipalities (97%) state that they
provide relief to caregivers in the form of short-term stays for patients at nursing
homes, day-care centres, or in their homes (Norwegian Directorate of Health,
2018). However, there is a lack of data regarding how often or how many
caregivers receive these forms of support. Tretteteig et al. (2019) found that
caregivers of persons with dementia perceived day care as a high-quality option
that provides positive relief for caregivers, while respite short-term stays in
nursing homes need improvement.

Sixty-eight percent of the municipalities in Norway offer caregiver courses, so-
called “caregiver schools” (Norwegian Directorate of Health, 2018). The
“schools” provide caregivers with opportunities to learn more about dementia.
Usually, the participants meet five to eight times. Also, a lecturer is invited to
every meeting. The lectures can cover everything from what the disease means
to the legal rights of the person with dementia and their caregivers. Among
caregivers living in municipalities with such tailored support structures, 36%
reported that they had used this type of services (Norwegian Directorate of
Health, 2021). A Norwegian study found that participation in family support
classes can be experienced differently and does not necessarily suit everyone
(Tretteteig et al., 2019). The Dementia Association, Red Cross, and other
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voluntary organisations offer peer work and other measures to support
caregivers of persons with dementia (Norwegian Health Association, 2020).
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3 Theoretical background

This chapter first presents the current literature within the caregiver context,
then the research field of motivation, including the self-determination theory,
and finally an overview of a relationship-centred approach to care.

3.1 Current literature within the caregiver context

The main body of research considered within the caregiver context has
traditionally centred on negative aspects with a focus on stress, burden, and
consequences. However, the positive aspects of caregiving have gained
increasing attention in the research literature, including the experiences,
emotions, appraisals, resources, and strengths the caregivers have in managing
their roles (Lloyd et al., 2016; Zarit, 2012). Examples of the positive aspects
include a caregiver’s feeling of uplifts, gratification, acceptance, reciprocity,
reward, mastery, growth, and improved relationship quality. Also, being useful
and important to others makes caregivers feel satisfaction (Lloyd et al., 2016;
Nolan et al., 1996). Yu et al. (2018) reviewed conditions predicting the
emergence of positive aspects of being a caregiver of a person with dementia,
where finding meaning and motivation in this role were considered essential.

A previous review of the quantitative research literature described motivation
for caregiving as “why carers take on the role” (Quinn et al., 2010). They found
that a caregiver’s relationship to the dementia patient and their cultural
background influenced the motivation for caring. Religion and filial
responsibilities played a role for some groups more than others. Motivation is
not always related to positive aspects of caregiving and can be driven by
emotional ties and cultural, spiritual, and religious responsibilities (Zahed et al.,
2019). As such, it is useful to consider caregivers’ motives as a
multidimensional construct when studying their stress and coping mechanisms
(Romero-Moreno et al., 2011). In the context of informal caregiving,
researchers have studied caregiver motivation as intrinsic (i.e., caregiving as a
valued activity) and extrinsic (i.e., caregiving as a duty) (Lyonette & Yardley,
2003; Quinn et al., 2012; Romero-Moreno et al., 2011). Intrinsic motives were
related to meaning, caregiver competence, and caregiver satisfaction. Extrinsic
motivation was related to caregiver stress, burden, and feeling like a captive in
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the role. Quinn et al. (2015) found that caregivers scoring simultaneously low
on intrinsic motives and high on extrinsic motives may be at particular risk for
negative caregiving outcomes. One study suggested that intrinsic and extrinsic
motives for caregiving are not mutually exclusive and may combine to provide
a better explanation of the impact caregiving has on their well-being and
adaptation (Romero-Moreno et al., 2011).

Greenwood and Smith (2019) synthesised the qualitative research literature on
what motivates a person to care for someone with dementia. They understood
motivation as a reason for caregiving. However, they were unable to establish
whether motivation for starting to provide care for someone with dementia was
similar or different to the motivation for continuing in the role. Examples of
common reasons were reciprocity, love, duty, commitment, and responsibility.
Satisfaction derived from caring was more often highlighted by carers from
western countries, while the term filial piety (i.e., a son or daughter’s obligation
towards a parent) was more frequently reported in studies from Asia and Africa.
The authors refer to different understandings of the term motivation across
cultures as a limitation of their review (Greenwood & Smith, 2019), while
different theoretical approaches to motivation are not included. To better
understand the motivation for caregiving, it is necessary to comprehend the
theoretical concept of motivation in general.

3.2 Motivation

Motivation is a substantial research field applied by philosophers,
psychologists, parents, educators, students, employers, employees, healthcare
professionals, and patients (Lillemyr, 2016). Romain et al. (2020) have, for
example, conducted a meta-analysis of interventions in healthcare based on
different motivational theories and how these interventions can impact a
patient’s ability to be more physically active. There are an abundance of
motivational theories, such as competence motivation theory (White, 1959),
expectancy value theory (Vroom, 1964), achievement motivation theory
(Atkinson, 1964), goal-setting theory (Locke, 1968), intrinsic motivation (Deci,
1975), self-efficacy-theory (Bandura, 1977), stress and coping (Lazarus &
Folkman, 1984), and self-determination theory (Ryan & Deci, 2000).
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Reeve (2018) summarised the understanding of motivation from different
theoretical perspectives. Currently, motivation is mainly understood as internal
processes that give behaviour its energy, direction, and persistence.
Mobilisation of energy and direction implies there are processes that create
interest, develop engagement, and desire to invest of oneself for certain
activities and actions. Persistence implies that behaviour has endurance and
sustains itself over time. Original grand theories of motivation were based on
human will, instincts, and drive, which were exemplified by Freud’s drive
theory in 1961. In this theory, he argued that human motivation and drive for
behaviour is largely due to unconscious urges or psychological energy rooted
in early childhood. As the research field evolved, the early grand theories were
found to be less relevant as their scope was seen as too limited or too broad,
studies turned into dead ends, and the theories were accused of only naming
motivation instead of explaining the phenomena (Reeve, 2018).

Inspired by the grand theories, new motivational theories were developed,
giving mainly two types of explanations. One focused on basic biological,
social, and psychological needs, as in Maslow’s theory from 1954 of a
hierarchy, and the other focused on extrinsic reward or punishment as
motivation for behaviour (Reeve, 2018). Consequently, researchers revealed
that humans engaged in activities for other reasons, including expressing
positive feelings of interest, enjoyment, and satisfaction when conducting
certain tasks. The researchers posited new motivational drivers and called it
intrinsic motivation (Sansone & Harackiewicz, 2000). Today, several theories
of motivation acknowledge the requirement for a combination of cognitive and
affective aspects. The social perspective should also be prominent as in the self-
determination theory (Reeve, 2018).

As mentioned, there are common factors involved in several motivational
theories. They deal with why people take certain actions and list internal (e.g.,
intrinsic) and external (e.g., extrinsic) reasons behind them making these
choices. Examples of extrinsically motivated behaviour are when we feel
controlled, driven by an external reward, or want to avoid punishment.
Examples of intrinsic motives are finding it enjoyable, satisfying, and
meaningful to perform certain tasks. The behaviour then comes naturally and
spontaneously when we feel free to follow our own interests or values (Sansone
& Harackiewicz, 2000). Human behaviour is often composed of both
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intrinsically and extrinsically motivated actions. However, if the action is based
more on intrinsic than extrinsic motivation, it may have positive consequences,
such as thriving and well-being. The distinction between intrinsic and extrinsic
motivation has traditionally been controversial and is still involved in an
ongoing debate. For example, studies have illustrated the paradox that extrinsic
rewards can undermine intrinsic motivation like receiving payment for
conducting tasks that initially were satisfying in themselves. Nonetheless,
Sansone and Harackiewicz (2000) suggest in light of this debate that
researchers in all contexts who wish to understand motivation should base their
research not just on studying human struggle, but also looking at the positive
and joyful sides of life and learning from them.

3.3 Self-determination theory

Since intrinsic motivation is essential for understanding the motivation for
caregiving, a motivational theory that recognises the importance of this is vital
(Barry et al., 2020). According to Reeve (2018), SDT is increasingly engaged
by the fact that self-determination has a strong impact on human intrinsic
motivation and, in recent years, has influenced theory development. The theory
includes cognitive, affective, and social dimensions, while intrinsic motivation
is best stimulated in contexts where the person receives support for making
choices, has a sense of competence, and a sense of belonging. This focus is also
timely in the caregiver context.

SDT was developed from empirical motivational research by the psychologists
Richard Ryan and Edward Deci. It is an approach to describe and explore
human motivation and well-being. SDT has been applied to research in other
healthcare-related fields, such as physical activity promotion, medication
adherence, dietary change, smoking cessation, and other areas critical to health
(Ryan & Deci, 2019), and in a study of the caregiver context (Barry et al., 2020).
There is preliminary evidence that goals and actions based on intrinsic
motivation, through experiences of competence, relational affiliation, and
autonomy, can promote mental health and well-being among caregivers (Ryan
& Deci, 2017). Based on what we know about the situation for family
caregivers, their mental health is exposed, and there is a risk that providing
long-term care will result in poorer health. With this perspective, support that
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gives caregivers better motivations in their daily lives will have a positive effect
on their health and well-being (Barry et al., 2020; Tretteteig et al., 2017Db).

3.3.1 A motivational continuum

SDT has been able to identify several distinct types of motivation, each of
which has specific consequences for personal coping, how humans perceive
experiences, and for their well-being (Ryan & Deci, 2000). Motivation,
according to SDT, is not considered in the form of quantity, but rather by
quality. It can be placed on a motivational quality continuum. SDT
differentiates types of motivation along such a continuum from non-self-
determined to self-determined motivation based on different types of regulatory
styles (see Table 1). Barry et al. (2020) link examples from the caregiver
context to the specific types of motivation (Table 1).

Table 1 Motivational continuum based on Ryan and Deci (2000) and Barry et
al. (2020)

Non-self-determined Self-determined
Type of Amotivation Extrinsic Motivation Intrinsic
motivation Motivation
Regulatory | Non- External Introjected | Identified |Integrated | Intrinsic
styles Regulation Regulation |Regulation | Regulation | Regulation | Regulation
Source of Impersonal External Somewhat | Somewhat | Internal Internal
motivation External Internal
Examples of | Passivity and | External Avoid Caregiving | Caregiving | Feeling
motivational | lack of rewards like | feeling seen as seen as pleasure or
regulators in | intentionality | payment or | ashamed if | important |inherent |interest
the for threats like |not giving |and to the when
caregiver caregiving punishment | care valuable | caregiver’s | caring for
context from family to the identity the patient

members patient
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Types of motivation that are non-self-determined, also named controlled
motivation, include amotivation, external, and introjected regulated motivation.
At the left of the self-determination continuum is amotivation, labelled non-
regulation, the state of lacking the intention to act where people either do not
act at all or act without intent by just performing the tasks while going through
the motions (Ryan & Deci, 2000, 2017). Barry et al. (2020) suggest that an
amotivated caregiver might have fallen into the caregiving role unintentionally,
or may feel a lack of motivation despite continuing to engage in the behaviour.
The caregivers may feel that the support they provide is not effective or they do
not connect it with personal meaning or interest. Regarding amotivation,
caregivers experience increased role limitations due to physical problems,
decreased social functioning, increased pain over time, and thereby experience
a decrease in their well-being (Barry et al., 2020). External regulation
characterises behaviour that people engage in to satisfy an external demand,
such as avoiding punishment or receiving rewards. Caregivers who possess an
external source of motivation may provide care because they receive payment
for caregiving or other family members would be angry with them if they do
not take care of the patient. Introjected regulation refers to behaviour a person
engages in to avoid bad feelings like guilt or anxiety or to attain ego
enhancements, such as demonstrating ability or avoiding failure. An example
of introjected motivation would be caregivers who provide care because they
would otherwise be ashamed.

In contrast to non-self-determined motivation for behaviours is self-determined
motivation. This is also named autonomous motivation, referring to the
experience of freely choosing to engage in a certain behaviour. Types of more
autonomous regulatory styles include identified, integrated, and intrinsic
regulation. Identified regulation refers to consciously valuing and engaging in
a behaviour because you feel it is important (Ryan & Deci, 2000, 2017). An
example within caregiving would be to provide care because it is important and
valuable to the recipient. Integrated regulation refers to engaging in a behaviour
because you have evaluated and brought it into congruence with your other
values and needs. An example would be a caregiver who provides care because
it is inherent to their identity. The most autonomous and self-determinant type
of motivation at the right end of the continuum is intrinsically regulated,
referring to behaviour that people are engaged in because it is enjoyable,
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satisfying, or interesting. People who are intrinsically motivated to engage in
caregiving do so because they feel pleasure or interest when caring for their
patients. Barry et al. (2020) found that high energy levels were positively
associated with intrinsic motivation and thereby emotional well-being in the
caregiver role.

3.3.2 Caregivers’ basic psychological needs

SDT provides a framework for understanding the factors that promote
motivation and well-being. The framework addresses how social-contextual
factors thwart or support people’s thriving through the satisfaction of their basic
psychological needs for competence, autonomy, and relatedness. These
universal and innate psychological needs are understood as an energising state
that, if satisfied, conduces to health and well-being but, if not satisfied,
contributes to pathology and ill-being (Ryan & Deci, 2017). For informal
caregivers, satisfaction of these needs is necessary for optimal motivation,
physical health, psychological well-being, and social integration. In addition,
caregivers’ motivations will help them to sustain their persistence and
performance of caregiving tasks over time (Barry et al., 2020; Kim et al., 2008;
Kindt et al., 2016). SDT argues that all three needs are equally essential, as
thwarting any of those needs will lead to distinct functional costs (Ryan & Deci,
2017).

Having a sense of competence is described as the first basic psychological need,
as this is a well-researched issue building on the competence motivation theory
(White, 1959). The need for competence is essential in all humans, and it refers
to experiencing capability, mastery, and perceptions of performing tasks with
confidence (Ryan & Deci, 2017). Strekalova (2016) addressed a caregiver’s
need for competence by efforts to seek information, to understand the patient’s
diagnosis, and to find out how to locate professional help. Another example is
from an SDT-informed intervention study within the field of cancer care. It
aimed to support a caregiver’s competence by standardised, tailored manuals
on self-care, stress and coping, symptoms management, problem solving, and
skills in maintaining and enhancing relationships. Caregivers with stronger
competence and the ability to master their roles will more likely invest greater
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effort compared to those who consider themselves to be incompetent in
conducting caregiver similar tasks (Badr et al., 2015).

The need for autonomy refers to volition as having a sense of choice and
ownership over one’s actions. The association between people’s values,
interests, attitudes, priorities, and actions is essential (Ryan & Deci, 2017).
When caregivers are autonomous, their actions are characterised by feelings of
freedom and their ability to make choices because they can set goals based on
personal preferences and experiences. It is important to make efforts to achieve
autonomy e.g., allow caregivers to make their own decisions, and to have the
choice regarding the capacity to help the patient (Kindt et al., 2015), and to be
able to autonomously plan for the future (Strekalova, 2016).

The need for relatedness concerns the universal desire to feel belonging,
connection, and meaningfully related to others. This also includes the feeling
of being personally accepted by others as someone they trust and consider to
have importance. Likewise, finding satisfaction in supporting and caring for
others, is essential (Ryan & Deci, 2017). Strekalova (2016) found that
caregivers satisfied their needs for relatedness through contact and support from
other families in a similar situation. The quality of the caregivers’ existing
relationships with their patients strongly influences the degree to which they
experience relatedness and thereby endorse their support roles. Relatedness in
the caregiver context seems to be particularly important for caregivers’
motivations (Kim et al., 2008; Kindt et al., 2015). Improving caregivers’
relationships, specifically with patients and healthcare providers, can positively
impact their motivations to provide care and their well-being (Barry et al.,
2020). Since relatedness seems especially important in the caregiver context, it
is useful to explore a theoretical approach that addresses the relationships
among patients, caregivers, and healthcare professionals.

3.4 Relationship-centred care

Many terms have been used within the health and caring sciences to emphasise
an individual approach to care, such as client-centred care, patient-centred care,
and person-centred care. More recently, a family-centred approach has been
supported that includes not just the patient and the primary caregiver but
embodies the family as a whole (Connor et al., 2015). Nolan et al. (2006; 2004;
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2003; 2002) advocated that a relationship-centred approach to care might be
more appropriate. Within relationships in healthcare, information is exchanged,
appointments are made, and training, support, and help are given or received.
Relationships provide the context for activities and functions, as none of the
examples mentioned involve solely one party. The qualities of the relationships
link patients, caregivers, and healthcare professionals together (Beach et al.,
2006; Nolan et al., 2003). Relationship-centred care can be defined as “care in
which all participants appreciate the importance of their relationships with one
another” (Beach et al., 2006). Within relationship-centred care, triadic
relationships are based on mutual appreciation of each other’s knowledge,
recognition of each other’s equal worth, and enhancing and facilitating joint
understanding (Nolan et al., 2002). The term “partnership” is also used to
emphasise the dynamic interactions among those involved in caring, including
the patient, family caregivers, and healthcare professionals. The purpose of
such a partnership is to promote processes to reduce stress and burden and
create balance for everyone involved in the care team (Beach et al., 2006; Nolan
et al., 2003).

Based on the perspectives from relationship-centred care, Nolan et al. (2001,
2003) developed a framework underpinned by a belief that all parties involved
in caring should experience relationships that promote senses of significance,
belonging, achievement, security, continuity, and purpose. These senses
provided a means of highlighting important, but often taken-for-granted,
aspects of care. The framework considers how positive relationships can be
created and sustained. The focus is on the sources of satisfaction for family
carers with regard to their caring relationship as opposed to focusing on sources
of stress and burden. The six senses and what they hold from the perspective of
older people, for staff, and for family carers are described in Nolan et al, (2003).
Most relevant for this PhD thesis are the senses seen from a caregiver
perspective, and therefore this part of the framework is outlined in the
following.

The framework claims the importance of a caregiver’s feeling of significance.
This feeling implies that they are recognised and listened to as people, to feel
that their actions and existence are important, that they matter, and that their
caring efforts are valued and appreciated. The sense of belonging entails that
they feel like an active and equal partner in caregiving, able to maintain
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relationships, confide in trusted individuals, and don’t feel alone. The sense of
achievement is described as “to feel you’re getting somewhere”. It is important
to meet challenges successfully, develop new skills, and meet competing
demands successfully to know they have done their best. The sense of security
implies that caregivers feel confident and able to provide good care without the
loss of personal well-being. It is also essential to have adequate support
networks, timely help when required, and the ability to relinquish care when
appropriate. The sense of continuity represents a caregiver’s ability to maintain
shared pleasures and pursuits with the care recipient while maintaining
involvement in caregiving across environments. To provide competent and
consistent standards of care, whether they are delivered by caregivers
themselves or by others, is important for sustaining a sense of continuity in
caregiving. The sense of purpose relates to caregivers having goals to aim for,
to feel that they are able to make a difference. The purpose is to ensure that the
patient receives the best possible care while safeguarding their dignity and
individuality. The purpose also includes being able to achieve a balance
between caregiving and other important parts of life (Nolan et al., 2001; Nolan
etal., 2003).

The relationship-centred care approach expands the psychological need for
relatedness referred to in the SDT framework in the way that it takes a more
social and contextual view. Williams et al. have studied relationship-centred
care integrated with SDT concepts from a patient outcome perspective, a
patient-family perspective (2000), and later from a patient-practitioner
perspective (2014). Findings point toward the positive effects of relationship-
centred care on motivation, pinpointing both psychological and social factors.
So far, no research has been identified on the interface between relationship-
centred care and SDT, including from the caregiver perspective.

3.4.1 The relationship-centred care framework in
research and practice

The Nolan et al. (2001; 2003) relationship-centred care framework has been

developed through research and is empirically tested in close collaboration with

older people, family carers, and practitioners, mostly within nursing homes.
Later, the framework was used to guide the development and evaluation of
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responsive information and communication technology support services for
older people living at home and their caregivers (Magnusson & Hanson, 2004).
Other research projects have used the framework to identify strategies that
promoted relationship-centred care in acute hospital settings for older people
and their caregivers (Dewar & Nolan, 2013), or studied migrant caregivers’
relationships to frail older people living at home (Teshuva et al., 2019).

The framework offers educational and practical tools that have been used to
achieve better quality relationship-centred care, including a dementia context.
Studies found that the framework provided practical guidance for supporting
relationship-centred care until the end of life for people with advanced dementia
(Watson, 2016). The use of the framework empowered caregivers and patients,
but also enhanced the job satisfaction of professional dementia carers (Brown
Wilson et al., 2013). De Witt and Fortune (2019) found support for the six
senses to be vital aspects of positive dementia care experiences in community
settings for all involved. The focus was on ensuring continuity in care so that
time could be spent on relationships during home visits through consistent
healthcare professionals paired with patients and their caregivers.

To emphasise the positive sides of care for all involved, the relationship-centred
approach presents practical applications for healthcare services (Nolan et al.,
2001; Nolan et al., 2003). Therefore, the approach was introduced in the PhD
project (Sub-Study 3) to address the need for understanding how adult-child
caregivers could stay motivated in the caregiver role by applying the
operationalised set of senses described by Nolan et al. (2003).
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4 Methodology

This chapter presents the methodological approach used to study adult
children’s motivations to remain in the caregiver role when parents with
dementia live at home. A brief introduction to the philosophical underpinning
of the PhD project is included, together with research design, data collection,
sample, data analysis, research quality, and ethical considerations. The
strengths and limitations of the PhD project are included in the discussion
chapter.

4.1 Philosophical considerations

Guided by the overall aim of this PhD project, to gain a deeper understanding
of caregivers’ motivations, a qualitative approach was required (Hesse-Biber et
al., 2015). Such approach has the common assumption that social reality is
constructed and that subjective meaning is a critical component of knowledge
building. Within the constructivist paradigm, one assumes that social reality is
subjective, consisting of narratives or meanings constructed and co-constructed
by individuals within a specific social context. The aim is to gain a deeper
understanding based on the participants’ experiences (Lincoln & Guba, 2003).
This was also the case in this PhD project where a literature review explored a
deeper understanding of motivation in the long-term illness caregiver role. In
the empirical sub-studies, the participants’ experiences formed the basis for
describing their ideas, thoughts, meanings, and perceptions of motivation in the
caregiver role within the context of caring for a home-dwelling parent with
dementia.

In this PhD project, | have combined different qualitative methods within the
constructivist paradigm (Hesse-Biber & Johnson, 2015). | have chosen to lean
on pragmatic philosophy, as this view of science is often applied when using
multiple methods in combination (Cherryholmes, 1992; Frost & Shaw, 2015;
Polit & Beck, 2018).

Pragmatism holds that reality is multiple, complex, constructed, and stratified,
and considers truth as “what works”. Therefore, it is the research question that
should drive the design of the study (Biesta, 2010; Polit & Beck, 2018). The
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PhD project is in line with this way of thinking since the overall aim has guided
the selection of applied methods for data collection and analysis. Within
pragmatism, participants’ experiences and the consequences of these
experiences and actions are central, as experience emerges in a continual
interaction between people and their environments (Frost & Shaw, 2015;
Lincoln & Guba, 2003). It is advocated that the researcher’s position, interests,
and values in making decisions affecting the research process must be
transparent (Cherryholmes, 1992). Pragmatism also seeks to link theory and
practice, and there is a strong belief in transparency where researchers should
be reflexive about how theory has been used in the research process (Frost &
Shaw, 2015).

During the initial empirical data collection, the PhD project was inspired by
phenomenological thinking. More specifically, the project utilised
interpretative phenomenological thinking in the exploration of everyday
practical knowledge, where the phenomena and its context outlined the
interpretative process of understanding the lived experiences of adult-child
participants (Benner, 1994). As the PhD project was further developed,
including several methods, pragmatism was seen to better frame the overall aim
of the PhD project.

4.2 Research design

Guided by the aim, the design of this PhD project was a qualitative sequential
multi-method design (Hesse-Biber et al., 2015; Hunter & Brewer, 2015)
including an integrative literature review, semi-structured individual
interviews, and focus group interviews. Multi-method design is, according to
Creswell and Plano Clark (2011) combining multiple types of qualitative or
guantitative methods, while mixed-methods design traditionally combines at
least one qualitative and one quantitative method. Overall, multi-method
designs are particularly suitable when exploring areas that have not yet received
much attention (Hesse-Biber et al., 2015). As there has been limited focus on
exploring the motivations of caregivers of parents with dementia, and the self-
determination theory has not been applied to this context, the outlined multi-
method design was seen as appropriate.
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The core component when designing the PhD project was qualitative interviews
used to gain a deeper understanding into the motivations of caregivers of
persons with dementia (Hesse-Biber & Johnson, 2015). After conducting
preliminary analyses based on extrinsic and intrinsic motivation, | realised that
the data material called for a broader perspective on motivation and chose to
re-analyse the data and redesign the PhD project using elements from the SDT.
This also included adding a literature review to the design of the PhD project.

According to Morse and Niehaus (2009) it is possible to redesign a research
study by adding a supplementary component, in this case an integrative
literature review, to gain a deeper understanding of how SDT had been used in
a caregiver context. Through the literature review, a broader perspective of
motivation (competence, autonomy, relatedness) based on SDT became evident
and provided me with nuances to enrich the analysis of the empirical data
material.

When redesigning a research study, pacing is essential because it is understood
as the mode in which the core and complementary components are
synchronised (Morse, 2017; Morse & Niehaus, 2009). The design of the PhD
project can thus be defined as a sequentially paced design (Morse & Niehaus,
2009) as the core component (interviews) was completed before the
supplementary component (literature review) commenced. As each component
was equally weighted, they resulted in separate articles, followed by
synthesising the sub-studies in this thesis. Figure 1 provides an overview of the
PhD study design.
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PhD project (multi method design)

Overall research aim: Understand caregivers’ motivations
|

v v v

Sub-Study 2 Sub-Study 3
(single method (single method
design) design)

Identify the sample of the empirical studies

Collecting the data,
Individual interviews

Summary of

Individual
el ndividua

interviews informed
Sub-Study 1 the interview guide
(single method

design) Collecting data

from focus group

. interviews
Integrative

litterature review

Collecting data
from original
articles included
Qualitative analysis

Gusliitivsrnalyss Qualitative analysis

Research findings Research findings Research findings

Article | Article Il Article Il

Inform overall research aim:
Synthesis of research findings

Figure 1 Overview of the PhD multi-method study design inspired by Morse and Niehaus (2009).
The timeline of the sub-studies is illustrated by vertical positioning.
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4.3 Use of theory

Qualitative research questions are not neutral, but they provide the researcher
with a theoretical lens through which data are viewed (Morse, 2015, 2017).
Transparency in the use of theory throughout the research process is important,
as it influences the findings of the PhD project. Therefore, | have described the
use of theory in different steps of the research process.

SDT (Ryan & Deci, 2000, 2017) has influenced the PhD project consistently
and in several ways, while relationship-centred care (Nolan et al., 2001; Nolan
et al., 2003) played a complementary role toward the end of the PhD project in
Sub-Study 3 and in the thesis synthesis. The abstract term motivation was a
main component of the phenomena under study, and it was necessary to present
a definition and an operationalisation of the phenomenon, leaning on
motivational theory. There are many existing motivational theories, and the
choice fell on SDT since this has been widely used in research in various health
contexts and presents a broad perspective to motivation encompassing several
elements (autonomy, competence, relatedness). The theory is relatively new
and could therefore add to the dementia caregiver context.

Since the aim of Sub-Study 1 was to gain a deeper understanding of caregivers’
motivations from the perspective of SDT, it was selected as an inclusion
criterion for the articles included in the literature review. Even though the
narrative analysis was data driven, SDT had already automatically influenced
the findings, as application of the theory was an inclusion criterion for the
sample of articles. In Sub-Study 2, the interview guide was inspired by intrinsic
and extrinsic motivation, also elements in SDT. The first steps in the analysis
were inductive, reading the transcripts with an open mind, coding, and forming
sub-groups close to the data. The last step was deductive using core components
from SDT (i.e., competence, autonomy, relatedness) to structure the sub-groups
into categories. In Sub-Study 3, SDT was used to define and operationalise the
concept of motivation. The analysis of the interviews was done in an inductive
way close to the data. The findings of Sub-Study 3 were then discussed in light
of relationship-centred care (Nolan et al., 2001; Nolan et al., 2003) framing the
motivations of caregivers of persons with dementia in a relational perspective
with healthcare professionals interacting with them. Throughout the research
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process, | moved between different theoretical perspectives, followed by a
move between inductive and deductive approaches (Polit & Beck, 2018).

If the researcher overemphasises theory, this might result in blinding him or her
to the contextual aspects of the phenomenon (Hesse-Biber et al., 2015). On the
other hand, pre-existing theories can also help identify aspects that would
otherwise go unnoticed. Both the research questions and the theory used in the
sub-studies guided my attention towards caregivers’ motivations throughout the
research process.

4.4 Methods

4.4.1 Literature review (Sub-Study 1)

The starting point for conducting the literature review was to explore how SDT
has been used in current dementia caregiver research. This was based on the
fact that Ryan and Deci (2017) previously referred to only one SDT study in
the dementia context (Pierce et al., 2001), including few details on caregiver
motivation. In the current test searches, | found no studies combining dementia
caregiving and SDT. As demonstrated by previous research, there are
similarities regarding caregivers of persons with long-term illnesses, such as
dementia, cancer, Parkinson’s disease, multiple sclerosis, and stroke (Adelman
et al., 2014; Sullivan & Miller, 2015). As a result, the literature search was
extended to apply to long-term illnesses in general. A preliminary search
revealed a limited research area that consisted of studies using diverse
methodologies. An integrative literature review was then suitable, as the topic
had not yet been extensively researched (Doolen, 2017; Whittemore et al.,
2014). The integrative review method by Whittemore and Knafl (2005) was
considered appropriate, as the research topic could be investigated using
theoretical, quantitative, or qualitative methods.

Traditionally, integrative reviews have been descriptive, lacking a theoretical
perspective to focus the review within a broad sampling frame (Whittemore &
Knafl, 2005). SDT was therefore chosen as a theoretical perspective and formed
one of the inclusion criteria. The review method was used to understand

34



Methodology

caregivers’ motivations and provide a more solid evidence base with the
potential for contributing to development of the SDT.

Even though the integrative literature review consisted of qualitative and
quantitative original articles, the analysis and presentation of findings should
be considered qualitative. This is due to the exploratory research question of
understanding informal caregivers’ motivations. Written narratives of the
findingds in each article were used as units of analysis. This is in line with
Gough et al. (2012) differentiating review methods as either aggregative or
configurative. Reviews that are exploratory and seek to understand the variation
and complexity of a phenomenon are based on a configuring logic with results
presented as narrative text. Therefore, Sub-Study 1 is embedded in a qualitative
research approach along with Sub-Studies 2 and 3, based on interviews.

4.4.2 Individual interviews (Sub-Study 2)

Individual retrospective face-to-face semi-structured interviews were used in
Sub-Study 2 to explore the caregivers’ motivations at the time that their parents
with dementia lived at home and thereby their motivational drivers to serve in
the caregiver role. This method was chosen as individual, semi-structured
interviews fit the purpose of gaining a deeper understanding and revealing the
meaning of the participants’ actions and thoughts (Polit & Beck, 2018). The
method also holds the potential to facilitate trust between participant and
interviewer, which was warranted in this PhD project, so that data on
participants’ feelings and experiences could be collected (Kvale & Brinkmann,
2009).

Seeking the caregivers’ personal experiences could produce memories leading
to emotional reactions. The potential for revealing issues of a sensitive nature
made individual interviews the preferred method over focus groups (Kvale &
Brinkmann, 2009). Observations would also present challenges. It would be
difficult to gain insight into the participants’ experiences, thoughts, and
descriptions (Robson, 2002) of their motivations as caregivers based on
observed actions.
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4.4.3 Focus group interviews (Sub-Study 3)

Focus group interviews were used in Sub-Study 3 to describe and explore adult
children’s experiences with the community healthcare services for their home-
dwelling parents with dementia. Their experiences are embedded in and formed
by their social contexts (Creswell & Creswell, 2018) and focus group
interviews were appropriate to discuss experiences that all participants have in
common (i.e., community healthcare services) and that occur in a social context
(Krueger & Casey, 2015). The interaction among the participants provided new
insight, opened up new perspectives, and identified aspects of motivation. This
was reinforced when they exchanged experiences, complemented each other,
but also by disagreeing and bringing different viewpoints to the table (Morgan,
1997). The focus for the group interviews was not considered sensitive for the
participants, but suitable for exchange of experiences and engaged discussions.

Focus group interviews were chosen because the collective interaction and
dynamics among participants might have brought forth reflections and ideas
that would not have been captured through individual interviews (Kvale &
Brinkmann, 2009).

4.4.4 Multi-method approach (Thesis)

The goal of using multiple methods, various data sources, and two theoretical
approaches was to inform the overall aim of the PhD project from different
perspectives (Hesse-Biber et al., 2015). According to current mixed-methods
literature, a supplementary component cannot stand alone and be published as
an independent publication (Morse, 2017). This is assessed differently in a
multi-method design, where each sub-study might be published, and a final
publication may integrate the different study components (Green, 2015). In this
PhD project the three sub-studies resulted in three separate articles, and the
thesis serves to integrate and synthetise the sub-studies. Table 2 summarises the
multi-method approach with empirical settings, data collection, data material,
timing, and analysis of each sub-study.
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Table 2 Overview of the three sub-studies in the PhD project

Sub-Study 1

Sub-Study 2

Sub-Study 3

Empirical setting

Adult caregivers
of persons with
long-term illness

Adult-child caregivers of home-
dwelling parents with dementia

Data collection
methods

Integrative
literature review

Individual
interviews

Focus group
interviews

Participants/
material

10 peer reviewed
articles

21 caregivers

15 caregivers

Timing of data
collection

Dec. 2018

Dec. 2016 — May
2017

May —June 2017

Analysis methods

Narrative analysis

Systematic text con

densation

Timing of finalising

Jan. - April 2019

April — Nov 2019

Nov. 2019 — July

analysis and 2020
writing the

articles*

Articles Article | Article Il Article I

*The analysis processes of data from Sub-Studies 2 and 3 started immediately
after the interviews but were finalised in the periods prior to writing Articles I

and Il

4.5 Data collection Sub-Study 1

The integrative review method outlined by Whittemore and Knafl (2005)
guided the literature review process of Sub-Study 1. After defining the research
area of caregivers’ motivations, the research question was formulated applying
self-determination as a theoretical lens.

45.1 Literature search

The literature search in databases used combinations of the following search

terms: “caregiver”, “family care”, “next of kin”, “informal care”, and “self-
determination theory”. Relevant MeSH and thesaurus terms were applied when
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possible. When not possible, the search terms using asterisk (*) or quotation
mark were searched for in article title, abstract, and keywords. The search
strategy began with the union (“OR”) of terms to capture articles related to the
main concept “caregiver”, and then the intersection (“AND”) of the term “self-
determination theory” to identify the full range of articles that combined the
two main concepts. In databases that allowed limitations, peer-reviewed articles
were preferred, and no limitations were placed on publication year or language.

The search strategy was comprehensive, comprising two searches (initial and
follow-up). The initial systematic literature search of the bibliographic
databases MEDLINE, Scopus, Psychinfo, PsycNET, Cinahl, and Cochrane
Library was conducted in May 2018, resulting in 105 titles. An updated and
extended follow-up search was performed in December 2018, including the
search terms “spouse”, “filial”, and “relatives”, and by adding the EMBASE
database. The updated search identified 54 new titles. In sum, literature
searches in the multidisciplinary databases Scopus and EMBASE, using the
term caregiv* in combination with self-determination theory, gave the most
relevant records.

4.5.2 Eligibility criteria

After defining the research question and establishing the search terms and
applicable databases, eligibility criteria (Whittemore & Knafl, 2005) were
decided, guiding the process of selecting articles for further analysis. The a
priori inclusion and exclusion criteria are displayed in Table 3.
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Table 3 List of paired inclusion and exclusion criteria for the literature review

Inclusion

Exclusion

Health context
Adult informal caregivers

Patient/person cared for must have a
long-term illness

Informal caregiver perspective

Reporting informal caregiver outcome

Specified use of self-determination
theory

Not health context
Children under 18 years as caregivers

Caregiving in an acute illness setting

Formal/professional caregiver
perspective only

Studies reporting patient outcomes only

Not specified use of self-determination
theory

Peer-reviewed articles Books, book chapters, protocols,
reviews, study protocols, conference,

and poster abstracts

4.5.3 Study selection

Eligible studies were identified from database searches, a manual search of
reference lists, and an additional record (Pierce et al., 2001) identified through
Ryan and Deci (2017) as an expert source. A total of 159 titles were identified.
After removal of duplicate items (N=100), none of the remaining records
(N=59) were excluded after scanning the titles. Guided by the eligibility
criteria, the remaining abstracts were independently evaluated by three
researchers. The reasons for excluding certain abstracts were mostly because
those studies reported only patients’ outcomes (N=19) and studies not reporting
from a health context (N=15). Of the reviewed abstracts, 14 articles were
selected for full-text reading. After screening the full-text records identified in
the database searches, eight articles were included in the review. Manual
searches were performed in the reference lists of included studies, and two
additional studies were included, adding a total of 10 articles in the review. The
PRISMA diagram (Moher et al., 2009) was utilised for the review process (see
Figure 2).
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Identification

Eligibility Screening

Included

Database searched (N=159)

Scopus = 39 Chinal = 13
PsycINFO =31 PsycNET =7
Medline = 29 EMBASE =32

Cochrane Library =8

v

Additional records identified through
expert sources
(N=1)

Records after duplicates removed
N =59

v

Records screened by abstract

N =59 —> Records excluded with reasons
- (N =45)
Full-text articles assessed for Full-text articles excluded, with
eligibility —> reasons (N = 6)
N=14 Studies reporting patient outcomes
* only = 5, Review article =1
Articles included Hand-search carried out in reference
N=8 lists of the 8 included articles

v

q

N=2

Articles included in the review
N =10

4.5.4 Data evaluation
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Figure 2 The PRISMA diagram (Moher et al., 2009) illustrating the workflow of
identification, screening, eligibility, and inclusion of studies in the literature review
(Dombestein et al., 2019).

To enhance the rigour of an integrative review, it is crucial to conduct a data
evaluation to assess the quality of the included studies (Whittemore & Knafl,
2005). The Mixed Methods Appraisal Tool (MMAT), version 2018 (Hong et
al., 2018), was used to evaluate the methodological quality of the included
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articles. The MMAT is designed for methodological quality appraisal when
performing complex systematic reviews and assesses the quality of qualitative,
quantitative, and/or mixed-methods studies (Pluye et al., 2009). Data evaluation
was performed by three researchers who independently rated the articles,
followed by a discussion to achieve consensus. The quality of the included
studies was above moderate, with MMAT remarks on four of them. No articles
were excluded based on the quality assessment.

4.6 Data collection Sub-Studies 2 and 3

Data collection in Sub-Studies 2 and 3 included information on adult-child
caregivers’ motivations for caring for home-dwelling mothers or fathers with
dementia and their experiences with the community healthcare services the
parents received.

4.6.1 Setting and sampling strategy

The data collection was carried out in different parts of a large municipality in
Western Norway containing urban areas and rural districts. The municipality
offered healthcare services to persons with dementia, including general
practitioners, homecare, day-care centres, and nursing homes. Information and
support to caregivers was partially included in these services.

Purposive sampling (Polit & Beck, 2018) was used and involved selecting
participants who shared particular characteristics and had the potential to
provide rich, relevant, and diverse data pertinent to the overall research aim of
gaining a deeper understanding of adult-child caregivers’ motivations. A total
of 21 adult-child caregivers were continuously recruited and participated in
individual interviews in Sub-Study 2. Of those, 15 agreed to continue
participating in the project by taking part in the focus group interviews in Sub-
Study 3.

4.6.2 Sample characteristics

The participants in Sub-Studies 2 and 3 were daughters and sons. Biological,
adoptive and foster children were given equal status. At the time of interest
when parents with dementia were living at home, none of the participants had
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been sharing a household with them. In addition to being informal caregivers,
all participants were between 40 and 69 years old and had paying jobs.

Sample in Sub-Study 2

In Sub-Study 2 the sample consisted of 21 participants and 12 of them had
parents living alone, while for nine of them, the parent with dementia was living
with her or his spouse. Table 4 shows the variation in caregivers’ ages, genders,
education, job statuses, and the parents’ household statuses.

Table 4 Characteristics of caregiver participants (N=21) in Sub-Study 2

Characteristics N=21
Gender, N (%): Female 12 (57)
Male 9 (43)
Age group, years, N (%): 40-49 5 (24)
50-59 11 (52)
60 — 69 5(24)
Education, N (%): Public school 2 (10)
High school 5(24)
University 14 (66)
Job status, N (%): Full-time 19 (90)
Part-time 2 (10)
Parents’ household statuses, N (%):  Mothers living alone 7 (33)
Mothers living with spouse 5(24)
Fathers living alone 5(24)
Fathers living with spouse 4(19)

Sample in Sub-Study 3

The sample in Sub-Study 3 was a sub-set of the sample in Sub-Study 2, meaning
that the participants (N=15) contributed to both the individual interviews and
the focus groups. In Sub-Study 3, the sample consisted of 15 participants and
eight of them had parents living alone, while seven of them had parents with
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dementia living with their spouses. All of the adult children had been in contact
with healthcare professionals in their municipalities and had experiences
interacting with these professionals related to their parents’ healthcare services.
Table 5 contains information about the variation in participants’ ages, genders,
education, job statuses, and the parents’ household statuses.

Table 5 Characteristics of caregiver participants (N=15) in Sub-Study 3

Characteristics N=15
Gender, N (%): Female 10 (67)
Male 5(33)
Age group, years, N (%): 40-49 3 (20)
50-59 8 (53)
60 — 69 4(27)
Education, N (%): Public school 1(7)
High school 3(20)
University 11(73)
Job status, N (%): Full-time 13 (87)
Part-time 2 (13)
Parents’ household statuses, N (%):  Mothers living alone 6 (40)
Mothers living with spouse 5(33)
Fathers living alone 2 (13)
Fathers living with spouse 2 (13)

4.6.3 Participant selection and recruitment

To be included in Sub-Study 2 and 3, a participant had to be over 18 years old
and registered as a primary or secondary caregiver of a parent who was
diagnosed with dementia and receiving healthcare services in the municipality.
In addition, the parent should have moved to a nursing home in the period
between 2 and 12 months prior to the interview. The reason for conducting
retrospective interviews (Morse, 2011) was that the last home-dwelling period,
waiting for a place in the nursing home for the parent, could be especially
stressful for both parents and caregivers. Consequently, a caregiver might then
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find it difficult to express the positive elements of the caregiver role. Thus, by
interviewing a caregiver at least 2 or more months after the parent had moved
to a nursing home, the caregiver would have had time to create some distance
from the parent’s home-dwelling period and be better able to reflect on the
situation, add meaning to this experience, and articulate it. The upper limit (12
months) was set so that each participant would be able to recall the caregiver
experience.

Recruitment Sub-Study 2

Adult daughters and sons who met the inclusion criteria were identified and
recruited by a project nurse who worked as a coordinator in the municipality.
She was instructed to recruit both male and female caregivers. She telephoned
31 people. Five declined to participate, claiming that they did not have the time,
energy, or capacity to do so. I then sent a letter with information (see Appendix
A) about the PhD project to the 26 participants who had agreed to be contacted
by the researcher. After one week, | called them and asked if they were still
interested in participating in individual interviews. Interview appointments
were made with the 21 people who agreed to participate. In sum, 10 people
declined to participate in the study, and 21 people consented to be interviewed.

The recruitment process for Sub-Study 2 lasted for 5 months, and the interviews
started as soon as the first participants were recruited. Recruitment thus took
place in parallel with the interviews. In interview numbers 20 and 21, no new
relevant information was generated, and the interviews confirmed the
revelations of previous participants. Therefore, the number of participants was
discussed within the research group (Polit & Beck, 2018). It was agreed that
continued interviews were unlikely to provide any further information. This
was also in accordance with the Malterud et al. (2016) model of information
power and sample size in qualitative studies.

Recruitment Sub-Study 3

When the participants from Sub-Study 2 received the letter with information
about the PhD project (Appendix A), it also contained information about the
focus group interviews in Sub-Study 3. The participants could choose whether
they would take part in only the individual interviews or in both Sub-Studies 2
and 3. Toward the end of each individual interview, the participants and | talked
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about important relevant themes to discuss in the focus groups, and the
participants were asked if they wanted to proceed to Sub-Study 3. In this way,
| functioned as a gatekeeper and had to be conscious that I did not manipulate,
pressure, or discourage the participants to continue participation in the project.
According to Malterud (2012a), gatekeepers benefit from having established
trust among the participants, and | believe that the participants in Sub-Study 2
felt free to decide whether they wanted to take part in Sub-Study 3. Of the 21
participants in Sub-Study 2, 15nts volunteered to take part in the focus group
interviews in Sub-Study 3. Five declined to participate and said they did not
have the time or were not comfortable talking about the topic in a group of
“strangers”.

After conducting three focus group interviews with the 15 participants, the
research group discussed the number of participants. Following the Malterud
et al. (2016) pragmatic model for appraisal of sample size in qualitative
interview studies, the sample size was determined to have acceptable
information power, as the focus groups had provided rich data and in-depth
knowledge based on their experiences. Hence, the number of interviews and
participants was considered to be sufficient.

4.6.4 Development and use of interview guides

Two semi-structured interview guides were sequentially developed and
reviewed by the research group, and the interview guide used in Sub-Study 2
was pilot tested.

Interview guide for individual interviews

For Sub-Study 2 a semi-structured interview guide with open-ended questions
(Kvale & Brinkmann, 2009; Polit & Beck, 2018) was informed by motivational
theory and discussions within the research group. The purpose was to explore
a caregiver’s motivation at an individual level. Therefore, aspects elaborating
on intrinsic and extrinsic motivation informed the interview guide, as it was
necessary to operationalise motivation. The interview guide was tested on a
daughter who met the inclusion criteria. She found it hard to answer the
question about why she had put so much effort into helping her father. She
recommended breaking the question into smaller themes to encourage
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participants to start talking about their motivations. She requested more precise
questions about her relationship with her father before and after the dementia
diagnosis, her knowledge about dementia and of her father’s symptoms, and the
importance of being able to decide for herself what she should and should not
do as a caregiver. Her feedback led to a more detailed and expanded interview
guide (see Appendix B). In all subsequent interviews in Sub-Study 2, the same
revised interview guide was used. However, the pilot interview guide was
sufficiently like the final interviews contributed with relevant and rich data. The
interview was therefore included in the analysis.

Interview guide for focus group interviews

Toward the end of each individual interview in Sub-Study 2, participants were
asked to describe important support structures that influenced their motivations
to continue caring for their parents. Their responses were summarised and
formed the basis for the contents of the interview guide for Sub-Study 3 to
ensure relevant discussions in the focus group. A semi-structured interview
guide (Krueger & Casey, 2015; Malterud, 2012a) with open-ended questions
was then developed with the following three main themes: 1) experiences with
caregiver support and parents’ healthcare services, 2) acknowledgement of
adult children’s efforts as caregivers, and 3) prioritising support to sustain
caregivers’ motivations (see Appendix C). All focus group interviews used the
same interview guide.

4.6.5 Conducting the interviews

Before conducting the interviews, all participants were informed that | was a
PhD student writing my thesis on the topic of caregiver motivation. They were
also informed that | am an experienced nurse trained in interviewing and
consulting older patients and their caregivers.

Individual interviews

The data was obtained from individual face-to-face semi-structured interviews
(Kvale & Brinkmann, 2009; Polit & Beck, 2018) conducted by me in 2017. The
interviews took place at times and places that were convenient for the
participants, such as their workplaces, their homes, or a meeting room at the

46



Methodology

university. All participants were interviewed once, and each interview lasted
from about one to two hours (median 71 min, range 56 to 107 min). In each
interview session, only the participant and the interviewer were present.

Each participant’s subjective narrative was essential (Kvale & Brinkmann,
2009), and in that respect, the interviews started by encouraging the participant
to talk about his or her experience in the caregiver role when their parent with
dementia lived at home. Most of the participants had never been asked about
this and were therefore happy to share their caregiver stories in great detail. In
some interviews, | had to be aware of the conversation not turning into a
therapeutic interview. For example, if the participant started to cry, | asked him
or her whether they wanted to take a break or return to the current question
later. | was also cautious about giving advice or guidance to participants who
made the requests. Instead, I encouraged them to contact their parents’ nursing
homes for information. After the interviews, some participants said that it felt
good to tell their stories. In some instances, | could sense this and therefore did
not stop the participants even though they talked about issues that were perhaps
outside the main scope of their interviews. Their stories were typically centred
on practical issues, psychological stresses, and lack of support and/or respite
services in their everyday care for their parents with dementia. By listening to
their stories, | tried to follow up with questions from the semi-structured
interview guide whenever appropriate (Kvale & Brinkmann, 2009). In this way,
a trusting atmosphere was established in which the participants were able to
share their experiences and reflect on the influence on their motivations.

By telling their caregiver stories, the participants shared examples and reflected
upon several of the questions in the interview guide, making it unnecessary to
ask all interview guide questions. Still, some topics were more difficult for the
participants to elaborate on, particularly the question “What made you help
your mother/father while she/he lived at home?” The follow-up questions
developed to make the topic more specific were then useful (Kvale &
Brinkmann, 2009). The semi-structured interview guide also allowed me to
spontaneously formulate follow-up questions. This flexibility helped in
validating the information from the participants if | was uncertain about the
meaning of their responses, and also allowed for elaboration of specific issues.
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An issue when conducting retrospective interviews was that some participants
could switch from the past to the present time and talk about the parent living
in the nursing home. Therefore, there was a risk of obtaining irrelevant
information. This was handled in the interview situation by asking the
participants to specifically recall examples from the home-dwelling period.

In participants’ caregiver stories, information about their parents with dementia
was naturally integrated. This raised an ethical issue, as their parents had not
consented to the data collection. Therefore, | had to remind the participants to
keep the focus on themselves as caregivers and their experiences. Still, it was
inevitable that some information on the health status of their parents was
included, and therefore | anonymised it when transcribing the material.

The data material was digitally audio-recorded and later transcribed, mainly by
me. A professional service was hired to transcribe seven interviews. The
transcripts were not returned to participants for comments, as their spontaneous
descriptions were considered essential for the aim of the study.

Focus group interviews

Sub-study 3 employed focus group interviews to describe the caregivers’
experiences with healthcare services for their parents with dementia, with the
aim of gaining a deeper understanding through group interactions and
discussions (Morgan, 1997). Participants decided which focus group interview
they wanted to attend depending on what time would best suit them. According
to their time schedules, five participants were allocated to each of three focus
groups. Group 1 consisted of two daughters and three sons, in Group 2, five
daughters participated, and Group 3 consisted of three daughters and two sons.

The data collection was conducted over a 2 month period in 2017, and the focus
group interviews took place in a meeting room at the university. Each interview
was conducted in one session and lasted from 92 to 106 minutes. | moderated
all three focus groups, and my co-supervisor acted as co-moderator in two of
the groups, while a research fellow co-moderated the third group. | facilitated
the group discussions while co-moderators asked for clarifications and took
notes on group dynamics, interactions, and nonverbal communication (Krueger
& Casey, 2015; Malterud, 2012a). After each interview, the moderators
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reviewed the discussion, the atmosphere in the group, and evaluated the notes.
The notes were not part of the systematic text condensation analysis but were
used to reflect on my interview skills and as project documentation. All three
focus group interviews started with the participants seeming a bit nervous, only
having met the moderator once before. After a few “warm-ups” questions, the
participants discussed their experiences and expressed their opinions. The
participants were encouraged to comment on each other’s experiences (Krueger
& Casey, 2015). Participants in all groups were engaged, shared, and discussed
both positive and negative experiences with their parents’ healthcare services.
This reflected that a trusting atmosphere was established in the groups.

To reduce the risk of predetermined responses and increase the chance of an
open group discussion, participants were not sent the interview guide before
their interviews. The focus group interviews were digitally audio recorded and
subsequently transcribed verbatim by me. The transcripts were not returned to
participants for comments, as their intuitive experiences were essential to
explore the aim of the study.

4.7 Data analysis

Leaning on the pragmatic philosophy of science (Cherryholmes, 1992),
different types of analyses were used in the PhD project. Systematic text
condensation as outlined by Malterud (2012b) was applied in Sub-Studies 2 and
3. Narrative analysis inspired by Whittemore and Knafl (2005) was used in Sub-
Study 1 and in synthesising the findings across the sub-studies in the thesis
Synopsis.

4.7.1 Narrative analysis

The integrative literature review in Sub-Study 1 was conducted using a
narrative analysis, according to Whittemore and Knafl (2005). The data
analysis comprised four stages, including 1) data reduction, 2) data display, 3)
data comparison, and 4) conclusion drawing and verification. The synthesis of
evidence was performed as a narrative analysis, allowing for a movement from
descriptions of patterns and relationships to higher levels of abstraction from
the particular to the general (Whittemore et al., 2014; Whittemore & Knafl,
2005).
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The data analysis was carried out during two analysis workshops in which three
researchers participated. In the first stage, relevant data from each article was
extracted by writing narratives and compiling them into a matrix (data
reduction). In the second stage, extracted data was converted into a display to
visualise patterns and relationships among the primary sources (data display).
The tabulation of quantitative and qualitative findings within a single matrix
supported the synthesis of both statistical and narrative data, facilitating a
systematic comparison of the primary data sources. The third stage involved
coding for each of the included articles. This was followed by a review by my
two fellow researchers to identify new themes or data suggesting variance or
dissonance within or between the articles (data comparison). In the fourth stage,
an interpretive approach was used to describe how caregivers’ motivations
could be understood from an SDT perspective. The data synthesis was then
verified using the findings from the included articles for confirmability and
accuracy (conclusion drawing and verification).

4.7.2 Systematic text condensation

The data material from Sub-Studies 2 and 3 was organised with NVivo 12 (QSR
International, 2019), including 402 written pages of transcribed data material
in Sub-Study 2 and 79 pages in Sub-Study 3. NVivo was used to systematise
and identify meaning units related to each of the code groups. Three researchers
participated in the analyses of Sub-Studies 2 and 3.

Systematic text condensation, a four-step method for thematic analysis of
qualitative data (Malterud, 2012a, 2012b), was adopted to explore the
motivation across caregivers. A single designated participant might have
illustrated a typical case but not demonstrated variations in caregivers’
motivations. Analysis of the data consisted of the following four steps: 1)
reading all the data material to obtain an overall impression, identifying
preliminary themes; 2) identifying meaning units representing different aspects
of themes and describing codes and code groups; 3) condensing the contents
into subgroups; and 4) summarising the contents of each subgroup, structuring
it into result categories.
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Analysis Sub-Study 2

One of the research team members and | read all transcribed interviews, while
the third researcher read one-third of them. The three researchers independently
listed emerging themes and, through discussions, agreed on preliminary
themes. | then identified meaning units and quotes reflecting each theme,
followed by descriptions of code groups. Descriptions reflecting each of the
code groups were discussed among the research team before reorganising,
renaming, and eliminating code groups. | then condensed the contents into
subgroups before a new analysis workshop was used to reach consensus on
seven subgroups. The first three analysis steps involved an open data-driven
approach where coding, condensates, and subgroups were developed to
represent the essence of the participants’ experiences and reflections (Malterud,
2012b).

In the fourth step, we used the theoretical constructs of SDT to structure
subgroups into categories and find meaningful headings for the categories. The
seven sub-groups were sorted into three categories representing the
motivational drivers of the participants, including competence, autonomy, and
relatedness. Consensus was reached after several analysis workshops. The
deductive approach used in the fourth step may risk the exclusion of relevant
data (Overgaard & Bovin, 2014). This has been handled by summarising and
reporting findings, which was not categorised according to the SDT.

Analysis Sub-Study 3

In the same way as in Sub-Study 2, three researchers constituted the research
team in analysing the data material in Sub-Study 3 following Malterud’s
(2012a, 2012b) systematic text condensation. In contrast to Sub-Study 2, all the
steps of the analysis were inductive. SDT was only used as a background for
defining and operationalising motivation in the interview guide. All three
researchers independently read the focus group transcripts. Otherwise, the first
three steps of analysis were similar to the process in Sub-Study 2, as described
above. In the fourth step, the contents of the subgroup condensates were
synthesised into three result categories describing caregivers’ experiences with
healthcare services for their parents with dementia and how this influenced their
motivations. Consensus on the three categories was achieved after several
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analysis workshops, where all three researchers participated, summarising the
contents of each subgroup and structuring it into result categories.

4.7.3 Synthesis of findings across sub-studies

To inform the overall aim of the PhD project, synthesis of findings across the
three sub-studies is warranted (Morse & Niehaus, 2009). According to
Malterud (2019), the purpose of synthesising is to reveal new knowledge
compared to individual findings from the sub-studies.

Motivation in the caregiver role was studied using three different methods
(literature review, individual interviews, and focus groups). The use of different
methods calls for individual analysis of each study followed by a synthesis of
findings (Hesse-Biber & Johnson, 2015; Morse & Niehaus, 2009). In the PhD
project the three analyses and their findings are presented in Articles I-111.
Whittemore and Knafl’s (2005) method of narrative analysis is suitable when
synthesising findings from studies using different research methods to fully
understand a research topic (Doolen, 2017). This analysis method was also used
in the literature review in Sub-Study 1. The analysis units are the three written
articles in the PhD project. In Article I, findings are presented as themes in line
with Whittemore and Knafl (2005), while Articles Il and Il findings are
presented as categories according to Malterud’s systematic text condensation.
As both analysis methods are thematic analyses, they can still be combined in
synthesis of research literature (Malterud, 2012b; Vaismoradi et al., 2013).

The narrative data synthesis comprised four stages (Whittemore & Knafl,
2005). First, relevant data from the findings in each of the three articles was
extracted and written in the form of narratives, and then the text was coded
(data reduction). In the second stage, extracted data from the individual articles
was converted into one display to visualise patterns and served as a starting
point for interpretation (data display). The third stage involved examining the
data display to identify new patterns, themes, or data suggesting variance or
dissonance between the articles (data comparison). In the fourth stage, an
interpretive approach was used to describe adult children’s motivations to
remain in the caregiver role when parents with dementia live at home. The data
synthesis was then verified by the findings from the three articles for
confirmability and accuracy (conclusion drawing and verification). The
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interpretive approach in the fourth stage was furthermore complemented with
Malterud’s qualitative meta-synthesis (2019), providing more detailed
descriptions of synthesising.

All three articles were given equal weight in the synthesis, independent of the
number of participants and amount of data (Carter et al., 2014). The integration
and synthesising of findings from the three sub-studies provided a deeper
understanding of caregiver motivation than each study alone (Malterud, 2019).
The synthesis of findings is presented in Chapter 5.4 and discussed in Chapter
6.

4.8 Research quality

Several measures were taken throughout the PhD project to ensure the quality
of the research. In qualitative research, trustworthiness is used to assess quality
and refers to the extent to which one can establish trust in the results and
consider them relevant to other settings (Polit & Beck, 2018). Malterud (2002)
proposed reflexivity as an overall criterion for the appraisal of quality.

4.8.1 Trustworthiness

Lincoln and Guba (1985, 2003) have developed a widely used framework for
evaluating trustworthiness in terms of the following five criteria: credibility,
dependability, confirmability, transferability, and authenticity. The framework
is outlined in Polit and Beck (2018, p. 297) and the five criteria are used to
discuss the strategies utilised to enhance trustworthiness in the PhD project.

Credibility

Credibility refers to confidence in the data, and it involves two aspects,
including conducting the study (e.g., selection of setting, participants, data
collection approaches) and describing the results so that they are regarded as
credible by external readers (Lincoln & Guba, 1985). A predefined project plan
and a description of possible deviations with justifications will help to
strengthen the credibility. | have tried to provide accurate descriptions of the
research process so the reader can take this into consideration when interpreting
the findings. In Sub-Study 1, this was complied with using Whittemore and
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Knafl’s (2005) method for integrative literature reviews. In Sub-Studies 2 and
3, the qualitative approach permitted a number of options. So, to enhance
credibility, | used the consolidated criteria for reporting qualitative research
(COREQ), a 32-item checklist (Tong et al., 2007) when reporting the two
studies in the articles.

The credibility of the PhD project was strengthened by including samples with
sufficient information power (Malterud et al., 2016). Sample adequacy, data
quality, and the variability of relevant participants were valued as more
important than the number of participants. The sample size of 21 participants
in Sub-Study 2 with specific experiences related to caregiving for parents with
dementia ensured variation and rich data material. The interview guide formed
the basis for a specific focus on caregiver motivation. Open-ended questions
were asked, and participants were given the opportunity to respond based on
their own experiences and using their own words. As the participants were
informed about confidentiality, both written and orally prior to the interviews,
this presumably contributed to trust and honest responses. This was particularly
important in the focus group setting, where a trusting atmosphere contributed
to more easily exchanging conflicting and varying views among participants.
An open and direct dialogue also indicated sufficient information power in the
sample (Malterud et al., 2016).

During the individual interviews, adequate information power was achieved
after 21 participants had been interviewed. During the focus group interviews
in Sub-Study 3, each interview provided new information as the discussions
elaborated on relevant nuances of the study aim. | could have conducted
additional group interviews to obtain more information about caregivers’
motivations, but also realised that the participants’ experiences with their
parents’ healthcare services was an inexhaustible topic. Therefore, the research
team considered the data material sufficient, as three focus groups had given
valuable information on the topics in the interview guide.

| have attempted to remain aware of and reflective about my own role as a
researcher (see Chapter 4.8.2) to enhance the credibility of the findings and
interpretations of the PhD project. Credibility also deals with the analytical
process, the selection of meaning units, and how well the categories cover the
data (Polit & Beck, 2018). | was a member of a research team in all sub-studies
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that contributed to the analysis process through discussions and agreement on
how data should be analysed. Such researcher triangulation increases
credibility, not just during analysis but throughout the entire research process
(Polit & Beck, 2018). The PhD project has a multi-method design using
different methods and investigating different caregiver groups. Furthermore,
using different perspectives, methods, and researcher triangulation has
contributed to the credibility of the PhD project.

Dependability

Dependability in qualitative research refers to the stability of data over time and
shifting conditions (Lincoln & Guba, 1985). An example from Sub-Study 3 was
the composition of participants in the focus groups representing different
conditions, interests, settings, and atmospheres influencing the data collection.
A stabilising aspect was that the same interview guide was used in all three
focus groups. The individual interviews in Sub-Study 2 took place under
different physical conditions, locations, and times, where the interview guide
contributed to stability. To ensure solidity in the material, | constantly checked
that all topics in the interview guides were covered during all interviews.

Consistency during the research process is a central aspect of dependability
(Lincoln & Guba, 1985). In the PhD project | have arranged for consistency by
conducting all parts of the project myself and by being directly involved in all
phases. This consistency provided stability and continuity in the project. This
also made it possible for me to get a clear overview of all phases of the project
and to provide detailed descriptions of the research process.

According to Lincoln and Guba (1985), dependability also means whether the
study can be replicated under similar conditions by other researchers. This is
possible for Sub-Study 1, as the literature review method (Whittemore & Knafl,
2005) provided a stringent approach to the study, represented by its rigorous
and systematic review procedure. Even though comprehensive descriptions of
the research process are provided in Sub-Studies 2 and 3, trying to duplicate
this would probably be possible only to a certain extent, as is often the case for
qualitative empirical studies. Still, it is valuable and necessary to describe the
entire research process in as much detail as possible, as this illustrates how the
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findings depend on the planning and accomplishment of the studies included in
the PhD project (Polit & Beck, 2018).

Confirmability

Confirmability refers to objectivity to the extent that it is the participants’ and
not the researcher’s opinion that is documented through the research (Lincoln
& Guba, 1985). The major technique for establishing confirmability is an
inquiry audit (Polit & Beck, 2018). In the PhD project, this involved the
creation of a project journal where | gathered relevant literature,
methodological and theoretical orientations, field notes, process notes,
reflection notes, and summaries. During analysis in all three sub-studies, I also
collected analysis records with tables and data reduction matrixes. If findings
can be traced back to data, it can contribute to establishing confirmability.
Using NVivo (QSR International, 2019) for management of the data material
made it possible to easily trace the process from subgroups to codes to the
original text in the transcripts.

During the interviews, | used a technique (Kvale & Brinkmann, 2009) where |
summarised the participants’ answers, asking them to confirm, disconfirm, or
provide a further explanation. This contributes to confirmability in the
interview setting, as misunderstandings are prevented (Polit & Beck, 2018).
Initially, a workshop with the participants was planned to present the findings
from a preliminary analysis in Sub-Study 2. It would have been a strength to
test the findings in an analytical stage to confirm them (Lincoln & Guba, 1985).
Due to practical constraints and time issues, this was not feasible.

Objective research findings are a central aspect of confirmability, and a
criterion is that several researchers agree on the findings (Polit & Beck, 2018).
Measures taken in Sub-Study 1 to increase confirmability were that the
literature searches were done under the supervision of a specialised librarian.
All researchers on the team participated in the article selection, in writing
narratives that formed the basis for analysis, and in workshops to reach a
consensus on themes representing the findings. In Sub-Studies 2 and 3, all
authors participated in several workshops and negotiated preliminary themes,
code groups, and categories. This process is referred to as “peer review” or
“peer debriefing” by Polit and Beck (2018), which is understood to involve
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sessions with peers of the researcher to review and explore various aspects of a
qualitative study to strengthen confirmability. As a member of different
research groups and environments, | have had presentations and received
feedback on my research ideas, empirical interpretation, and theoretical
orientation. This feedback contributed with critical input assuring me not to
seek confirmation of my preunderstandings.

Transferability

| have attempted to remain aware of and reflective of the potential the
qualitative findings have for being applicable in other settings, contexts, or
groups (Lincoln & Guba, 1985). It is the researcher’s responsibility to report
the study in a way that the reader can evaluate for themselves the applicability
of the data and findings (Polit & Beck, 2018). To promote transferable findings
in Sub-Studies 2 and 3, participants were recruited from a large municipality
containing urban areas and rural districts. A purposeful sampling strategy
provided a variety in age and gender when recruiting participants, ensuring rich
and detailed descriptions. Trying to provide the readers with detailed
descriptions of findings using rich quotations was another measure taken to
enable them to reach their own conclusions as to whether transferability of
findings can be considered possible.

The descriptions of the community healthcare services in Sub-Studies 2 and 3
are context-specific for the current municipality. Since healthcare services in
Norway strive to offer equal services, one might assume that findings could be
transferred to other municipalities. Transferability to contexts with diagnoses
other than dementia or relations other than those between adult-child caregivers
and their parents could also be considered relevant. The transferability must be
tested in practice and through new research within these other contexts (Polit
& Beck, 2018). Motivation in the caregiver role is quite universal, and the
findings address several issues that are also present in international literature.
The ways of understanding and supporting the motivation of caregivers of
persons with dementia are relevant for the caregivers, themselves, healthcare
professionals, and decision-makers. The literature review in Sub-Study 1
provided accumulated knowledge transferable beyond the individual articles
included.
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Authenticity

Authenticity refers to how researchers show a range of different realities while
communicating in a way that allows the reader to better understand the
portrayed experiences and their contexts (Denzin & Lincoln, 2003). The
findings from Sub-Studies 2 and 3 are presented with quotations from a variety
of participants, giving the reader thick descriptions mirroring the participants’
experiences. This gives the reader an opportunity to evaluate the extent to which
the findings reflect authenticity.

As | used audio recording in all interviews and transcribed the digital files
verbatim, this contributed to the authenticity of the data material (Polit & Beck,
2018). I made accurate transcriptions of participants’ own words, phrases, and
expressions and also noted their non-verbal communication. This made it easier
to present quotes that reflected participants’ experiences. Another measure was
the choice of not displaying the interview guides to the participants prior to
interviews, resulting in spontaneous reflections. If participants are allowed to
prepare, read up on the topic, or plan a tactic, it can influence data so that
authenticity is weakened (Denzin & Lincoln, 2003).

Furthermore, | have been conscious of using quotes from as many participants
as possible when presenting the findings. | also chose quotes close to each
participant’s storey to show respect and increase authenticity.

4.8.2 Reflexivity

In all steps of the research process, reflecting critically on my own role as a
researcher is an important criterion for evaluating quality in the PhD project.
This is what Malterud (2002) and Denzin and Lincoln (2003) call reflexivity,
implying a self-conscious account of the production of knowledge. It is
therefore valuable and essential to report, as best as possible, how my position,
background, preunderstanding, preconceptions, standpoints, and values may
have influenced the research process (Polit & Beck, 2018).

My position refers to my background and experience relative to the research
participants or the research context (Malterud, 2002). For several years, | had
been working closely with persons with dementia and their caregivers. In 1998,
| started working as a district nurse in community homecare services, and in
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2004, | was employed as a coordinator at a community health and social office.
As a coordinator, | saw the importance of interdisciplinary approaches to
provide the best possible healthcare services to patients and their caregivers.
My clinical experience has given me a deeper understanding of the empirical
context in which the motivation of caregivers of persons with dementia is
studied. This position was considered a strength, as profound understanding of
the context can be an advantage in connecting the theoretical and empirical
parts of the study (Polit & Beck, 2018). On the other hand, being familiar with
the context might “blind” me as a researcher, making it difficult to explore new
issues while seeking to confirm my preunderstanding.

My academic background is relatively new as I finished my master’s degree in
2014 within health sciences with a specialisation in ageing and dementia. Here,
my understanding of the health concept was broadened, incorporating
knowledge from other disciplines, such as social sciences, occupational
therapy, public health, and psychology. This multi-disciplinary knowledge
inspired the selection of theoretical perspectives in the PhD project. Throughout
the master’s programme, I developed a special interest in the situation for
caregivers of persons with dementia. This was based on a combination of the
theoretical knowledge achieved through the programme and my encounters
with caregivers as part of my job in the community healthcare services.

My preunderstanding assumed that being a caregiver of a person with dementia
was associated with struggle, stress, and burden. | assumed that it would be
difficult for them to see the positive sides of caregiving and reflect on their
motivation as caregivers. As part of an interdisciplinary research team, | was
able to prevent my preunderstanding from “blinding” the findings in the PhD
project.

Issues regarding reflexivity should also be raised in relation to focus groups.
According to Malterud (2012a), this is especially important when the researcher
is involved in all phases of a research project, making it difficult to maintain a
critical distance. Sometimes | felt sorry for the participants having experienced
challenges in their relationships with their parents and the community
healthcare services. As a result, I wanted to acknowledge them for their efforts.
This might have challenged the conduct of the interviews in trying to remain
neutral. Keeping this critical distance during the interview situation was most

59



Methodology

challenging during the focus groups, as | had become familiar with the
participants while individually interviewing them. The role of my co-supervisor
and a fellow researcher as co-moderators were therefore equally important.
They took a meta-position in the group interviews and were especially aware
of conditions that | did not notice because | was closer to the participants.

Another measure to increase reflexivity was to pause the complete data analysis
of Sub-Studies 2 and 3 until | had finalised Sub-Study 1. This made me gain a
distance created by time and adhere to the transcribed material when finalising
the analyses. A potential disadvantage is that | could have forgotten the moods
and nonverbal communications from the interviews. However, | overcame this
possible challenge by utilising detailed notes from the project journal.

4.9 Ethical considerations

Ethical issues were carefully considered throughout the PhD project following
the World Medical Association’s Declaration of Helsinki (The World Medical
Association, 2008).

Since Sub-Study 1 was a literature review of already published scientific
articles, we assumed that each of the included articles had handled their ethical
concerns securely when conducting their empirical research. Therefore, no
ethical approval was sought for Sub-Study 1. Sub-Studies 2 and 3 included
caregivers of persons with dementia as participants, seeking knowledge of
health aspects, and handling person-sensitive information. Therefore, approval
from the Regional Committees for Medical and Health Research Ethics Norway
(REC) or an assessment by the Norwegian Centre for Research Data (NSD)
was necessary (Fangen, 2015).

Ethical approval

According to the guidelines, REC first conducted a remit assessment of the PhD
project and confirmed that a full application was required, including a project
plan, interview guides, an information letter, and a consent form (No.
2016/262/REC West). The committee then concluded that the PhD project was
not within REC’s approval mandate and should be referred to the NSD.
Appendix D contains the response from REC. A notification form was
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submitted to the NSD for their assessment. The NSD determined that the project
complied with the current regulation, and they recommended that the project
could begin (No. 48276). Appendix E contains the response from NSD.

Voluntary and informed consent to participate

A project nurse in the municipality exchanged oral information with potential
participants. Those who agreed to receive more information received a letter
with details about the project stating that participation was voluntary, including
a description of how confidentiality and anonymity was ensured (see Appendix
A). Most of the participants knew the project nurse from when their parents had
moved to nursing homes, as she coordinated the transition process. Since the
parent with dementia had already received a long-term place in a nursing home,
the adult children no longer had a relationship with the nurse.

| then called the participants who had agreed to receive written information
about the project to make appointments for a time and location for their
individual interviews. The participants signed and returned a written consent
form, in which they indicated whether they consented to participate in Sub-
Study 2 or in both Sub-Studies 2 and 3. Some participants had made prior
decisions about their participation in both sub-studies, while others requested
responses to some questions before making decisions. | provided factual
information to answer their questions and to avoid asserting any untoward
pressure.

At the start of each individual and focus group interview, information was
verbally repeated, and participants were reminded that they could stop the
interview or withdraw from the study at any time without stating a reason. They
were also informed that the analysed data would be grouped so that no
individuals could be identified in any report or publication.

Caregivers as a vulnerable group

The participants were regarded as vulnerable research participants, as
caregivers of persons with dementia often experience stress and reduced quality
of life due to their roles. The caregiver burden is often largest at the end of the
parent’s home-dwelling period as the advanced dementia illness progresses and
the patient is waiting to be assigned to a nursing home (Chiao et al., 2015; van
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der Lee et al., 2014; Ydstebg et al., 2020). Therefore, | chose to conduct
retrospective interviews in which the parent had moved to a nursing home at
least two months prior to the interview so that the caregiver was able to
somehow put the demanding period at a distance. The caregiver would then
perhaps feel less stressed as the parent was looked after in a nursing home. The
participants were also informed that they could contact me if they experienced
difficulties after the interview and needed to talk to someone. | was not
contacted by any of the participants.

Consideration of third parties

The NSD stated in their response letter (Appendix E) that there is a special need
to safeguard the privacy of third parties, meaning the parents with dementia. As
participants discussed their caregiving experiences, they revealed information
concerning their parents, who had not consented to data collection. To protect
such sensitive information, the transcribed material was anonymised with
regard to parent identification.
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5 Findings

This chapter presents the main findings from Sub-Studies 1-3 and relates them
to each of the studies’ objectives and research questions. A synthesis of findings
across the three sub-studies is then presented.

5.1 A literature review of caregivers’ motivations

Dombestein, H., Norheim, A. & Lunde Husebg, A. M. (2019). Understanding
informal caregivers’ motivation from the perspective of self-determination
theory: An integrative review. Scandinavian Journal of Caring Sciences,
34(2), 267-279. doi: 10.1111/scs.12735

The objective of Sub-Study 1 was to describe and explore empirical studies of
caregivers’ motivations from the perspective of SDT. Three themes emerged
from the narrative analysis of the literature describing how caregivers’
motivations could be understood in light of SDT.

The first theme, descriptions of caregivers’ motivations, showed that
caregivers’ motivations were investigated, classified, and described according
to different constructs within SDT. These constructs were mainly presented as
positioned towards the ends of the SDT motivational continuum (Table 1). This
included autonomous or intrinsic motivation (i.e., helping because you enjoy or
value this behaviour and experience volition and choice) and controlled or
extrinsic motivation (i.e., helping because you feel forced or obligated to do
s0). Autonomous motivation was positively associated with the satisfaction of
caregivers’ basic psychological needs for competence, autonomy, and
relatedness. Representing the other side of the continuum, thwarting those
needs could lead to controlled motivation. For maintenance of intrinsic
motivation over time, the requirement of caregivers’ internalisation of values
and skills is described.

The second theme, connection between caregivers’ motivations and their well-
being, showed that autonomous motivation led to a positive impact, a sense of
well-being, greater satisfaction with life, better personal functioning, and less
exhaustion as a result of helping someone with a long-term illness. This
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contrasts with the controlled motivational reasons, which led to more stress,
increased caregiver burden, less life satisfaction, and diminished well-being.

The third theme, support of caregivers’ motivations, showed that caregivers of
persons with long-term illnesses may benefit from interventions that facilitate
their ability to be autonomously motivated. The findings suggested that there
could be advantages of supporting caregivers’ basic psychological needs for
competence, autonomy, and relatedness. Examples of such support related to
the need for competence can include health professionals providing caregivers
with tailored information about the diagnosis, symptom management, and
training in problem solving. Communication skills and maintaining and
enhancing relationships can support a caregiver’s need for relatedness, while
the need for autonomy can be supported through promoting available options,
future planning, and freedom of choice with respect to tasks.

Sub-Study 1 addressed the following research question: How can an adult
informal caregiver’s motivation for taking care of a friend or relative with a
long-term illness be understood from the perspective of self-determination
theory? Satisfaction of the three basic psychological needs for competence,
autonomy, and relatedness was considered essential in predicting the quality of
caregivers’ motivations and their well-being. In this review, autonomous
motivation, in contrast to controlled motivation, was the most important
determinant of caregivers’ well-being. The article concluded that SDT can be
applied to identify, categorise, predict, promote, and support motivation among
caregivers of persons with long-term illnesses. This lends support for SDT and
renders further study and application of the theory as a psychological approach
to caregivers’ health and health promotion. Furthermore, the article adds to the
research field by conducting the first literature review that summarises and
analyses previous research combining SDT and the long-term illness caregiver
context.
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5.2 Adult children’s motivational drivers for
dementia caregiving

Dombestein, H., Norheim, A. & Aase, K. (2020). Caring for home-dwelling
parents with dementia: A qualitative study of adult-child caregivers’
motivation. Nursing Open. 7(6), 1954-1965. doi:10.1002/nop2.587

The objective of Sub-Study 2 was to explore adult children’s motivations in
caregiving for their home-dwelling parents with dementia. Based on SDT, three
categories labelled the main motivational drivers for adult-child caregivers
represented in the empirical data.

The competence category described the importance of knowing what the parent
needed as useful for the caregiver, but not being able to meet those needs was
frustrating and thwarted motivation. When helping their parents, an important
driver for caregivers’ motivations involved possessing competence about the
dementia illness and feeling a sense of capacity, mastery, and effectiveness.

The autonomy category described the importance of caregivers being able to
decide for themselves when to help their parents and which tasks they wanted
to perform. To have the opportunity to set boundaries for not accepting to
perform specific tasks, such as helping the parent with toilet visits or in the
shower, was emphasised. Also, regarding caregivers, not taking orders but
voluntarily performing tasks was a motivational driver. In retrospect, caregivers
valued being able to look back on the home-dwelling period with the certainty
of knowing they had chosen to do what they could to help their parents. It then
seemed like values and nuances of a sense of duty were innate when describing
performed tasks and the caregiver efforts appeared natural.

The relatedness category described the importance of the adult child’s
relationship to the parent with dementia, the parent’s spouse, and to other
persons like the caregiver’s siblings, the caregiver’s own spouse, grown
children, or friends. Here, gaining positive energy from interacting with parents
and other people was essential for remaining motivated as a caregiver. This was
not always the situation, and bad relationships could drain a caregiver’s energy
and thwart motivation. It was important to maintain positive relationships with
others, because these feelings led to a sense of belonging, being a respected part
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of a group, being trusted, and meaning something to others. Also, it was
essential to receive understanding and support from these other people.

Sub-Study 2 addressed the following research question: How can adult
children’s motivational drivers for caregiving be described using self-
determination theory? Competence, autonomy, and relatedness are basic needs
that were essential as the adult-child caregivers’ motivational drivers. High-
quality motivation in the dementia caregiver role depended on satisfaction of
those needs, while thwarting those needs could lead to amotivation. Caregivers
reported that relatedness was their key motivational driver. This finding imply
that healthcare professionals should value the importance of relatedness when
interacting with caregivers of persons with dementia. The study also documents
that SDT can be applied in a dementia caregiver context.

5.3 Community healthcare services and
motivational caregiver support

Dombestein, H., Norheim, A. & Aase, K. (2021). How to stay motivated: A
focus group study of Norwegian caregivers’ experiences with
community healthcare services to their parents with dementia. Health and
Social Care in the Community. 00(0), 1-9. doi:10.1111/hsc.13396

The objective of Sub-Study 3 was to describe and explore adult
children’s experiences with community healthcare services for their
home-dwelling parents with dementia and how these influence their
motivations. Three categories were identified influencing adult children’s
sustained motivations as caregivers.

Caregivers prioritise their parents’ needs for healthcare services over
their own needs for support described how the adult children had
experienced specific support services for themselves as being subordinate
as long as the parent with dementia was not receiving proper services. The
caregivers found it difficult to separate their own needs from their
parents’ needs. With the progression of dementia, it was vital for the
sustained motivation of a caregiver to be free from struggle when getting the
parent with dementia appropriate help at the right time. The caregivers valued
healthcare services, like the dementia
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team and the day-care centre because they viewed it as targeted and useful
assistance that ensured continuity of services and safety for everyone involved.

Caregivers need acknowledgement through respect and involvement described
how they wanted community healthcare professionals to value their voices,
appreciate their expertise, and acknowledge them as members of the care team.
The adult children were not asking for an excessive amount of healthcare
services for their parents, but sought mutual respect, more dialogue, and
interactions with healthcare professionals. On the other hand, they did not feel
motivated, seen, heard, or respected when their knowledge or opinions were
disregarded by healthcare professionals.

Caregivers need timely information and competence as the dementia
progresses, describing how the caregivers valued increased knowledge about
dementia. This included specific information, such as what to expect with each
type of dementia, disease development, and functional ability so that they could
make informed decisions and provide the best possible help. This also
contributed to caregivers remaining motivated, involved, and engaged in the
healthcare services provided to their parents. The adult children sought to be
considered competent partners in their parents’ healthcare services. Therefore,
they wanted to learn more about dementia.

Sub-Study 3 addressed the following research questions: 1) How do adult-child
caregivers describe their experiences with their parents’ community healthcare
services; 2) How do these experiences influence their motivations to remain in
the caregiver role? The study found that from the perspective of adult-child
caregivers, being involved in a respectful way in their parents’ healthcare
services, gave them a sense of significance, belonging, and achievement.
Timely access to healthcare services for their parents could give the adult
children a sense of security, continuity, and purpose. This influenced their
motivation to remain in the caregiver role. To stimulate collaboration among
adult-child caregivers and community healthcare services, a relationship-
centred care framework could be emphasised as part of the services to support
their sustained motivations.
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5.4 Synthesis of findings across Sub-Studies 1-3

Through synthesising the perspectives of caregivers of persons with long-term
illnesses (Article 1) and adult-child caregivers of parents with dementia
(Articles Il and I1I), four themes led to a deeper understanding of their
motivations (see Table 6). When presenting the themes (Tables 7-10), | have
provided excerpts of findings across the three articles (Malterud, 2019).

Table 6 Overview of themes across Sub-Studies 1-3

Themes

1. Caregivers’ motivations influence how they perceive caregiving

Caregivers must feel motivated to feel good about caregiving, meaning that the
quality of caregivers’ motivations influence how they perceive caregiving.

2. Relationships are vital to caregivers’ motivations

Adult-child caregivers’ relationships to parents with dementia, to persons in their
social network, and in the parents’ healthcare services influence their motivation.

3. Competent caregivers stay motivated

Competent caregivers stay motivated, but they also appreciate competent
healthcare professionals as this improves the collaboration between them.

4. Caregivers prioritise the parents’ needs over their own

It is more important for the caregivers that their parents were doing well at their
homes than satisfying their own needs for competence, autonomy, and
relatedness.
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5.4.1 Caregivers’ motivations influence how they
perceive caregiving

Table 7 Excerpts of findings across Sub-Studies 1-3, Theme 1

Excerpt Autonomous motivation increased a caregiver’s happiness, positive
from affect, a sense of well-being, greater satisfaction with life, better
Article | personal functioning, and less exhaustion as a result of helping
someone with a long-term illness.

Excerpt Caregivers described caregiving as a “natural” thing to do and “that is

from how we do it in our family, so the values are inherited”. They never
Article Il | thought that not involving themselves in caregiving could be an
alternative.

Excerpt Caregivers felt discouraged when parents were not provided with
from timely and accurate healthcare services. They just wanted to give up,
Article Ill | and under such circumstances, adult children found it hard to remain
motivated for the caregiver role.

Synthesis | Caregivers must feel motivated to feel good about caregiving,
meaning that the quality of caregivers’ motivations influence how
they perceive caregiving.

Autonomous motivation is demonstrated as an important determinant of
caregivers’ long-term well-being, and it protects them from feeling overstressed
and overworked (Article 1). In Articles Il and IlI, the association between
caregivers’ well-being and their motivation was not explicitly addressed. Still,
there are clear descriptions of adult-child caregivers’ frustrations and feelings
of burden, which they relate to their lack of access to timely healthcare services
for their parents or not being involved in a respectful way by healthcare
professionals (Article 111). Caregivers also experienced frustrations with the
lack of information, or when the parents were dismissive of receiving help from
anyone outside the family. Caregivers expressed these conditions as thwarting
their motivations, making them more extrinsically motivated or amotivated
(Articles 11 and I11). These findings are supported by Article I, where caregivers
who were categorised as extrinsically motivated described feeling forced or
obligated to perform caregiver tasks.

Caregivers of persons with long-term illnesses experiencing volition and choice
expressed that their intrinsic motivations were helpful as they enjoyed and
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valued caregiving behaviours (Article I). Such motivation in the dementia
caregiver context depended on satisfaction of the needs for competence,
autonomy, and relatedness, while thwarting those needs led to amotivation (l1).
Findings from Articles Il and Il indicate that most caregivers moved along a
continuum between amotivation and intrinsic motivation, illuminating the
nuances and complexities involved in their roles. Article II supports caregivers’
internalising the values and duties of caregiving as they found the efforts
meaningful, significant, and useful in making the situation as good as possible
for their parents at home. Therefore, caregivers rarely felt forced but chose to
help their parents even if they sometimes struggled with the caregiver role
(Article 11). Across all articles, there is consistency between caregivers of
persons with long-term illnesses and persons with dementia, describing their
quality of motivations and how they perceived being caregivers (Articles I, II,
and III). Three main issues thwarting caregivers’ motivations include parents
being resistant to or refusing community healthcare services, challenges in
getting access to timely healthcare services, and not being involved in those
services (Articles Il and 111).

5.4.2 Relationships are vital to caregivers’ motivations

Table 8 Excerpts of findings across Sub-Studies 1-3, Theme 2

Excerpt Satisfaction of the basic psychological needs for competence,

from autonomy, and relatedness are presented as equally important for

Article | the quality of motivation among caregivers of people with long-term
illnesses.

Excerpt Gaining positive energy from interacting with the parents with

from dementia and other persons are central to caregivers’ motivations.

Article Il This results in feelings of belonging, being trusted, and meaning

something to others. Caregivers report relatedness as their key
motivational driver.

Excerpt Caregivers find it demotivating to have their knowledge or opinions
from disregarded, or their efforts taken for granted. To feel motivated, the
Article Il caregivers want a place in the care team alongside healthcare

professionals. “Mutual respect is fundamental”.

Synthesis | Adult-child caregivers’ relationships to parents with dementia, to
persons in their social network, and in the parents’ healthcare
services influence their motivation.
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Adult children’s relationships to their parents with dementia, their parent’s
spouse, and to other persons provided energy and feelings of belonging, being
a respected part of a group (e.g., family), being trusted, and meaning something
to others (Article Il). This was relevant for caregivers’ relationships to
professionals who worked in the parents’ community healthcare services as
well (Article 111). Caregivers also experienced relationships that drained them
of energy, leading to amotivation or extrinsic motivation (Articles Il and I11).

Satisfaction of the basic psychological needs for competence, autonomy, and
relatedness was presented as equally important for predicting the quality of
motivation among caregivers of persons with long-term illnesses (Article 1),
while caregivers of parents with dementia reported relatedness as their key
motivational driver (Article I1). Adult-child caregivers did not appreciate just a
“pat on the back” but rather sought mutual respect, more dialogue, and
collaboration with healthcare professionals (Article I11).

The importance of relatedness to caregivers of persons with dementia is one of
the most consistent findings across the empirical material (Articles 1l and I11).
When caregivers perceived positive relationships with others, this
automatically accompanied other benefits, such as gaining competence by
learning skills, receiving information and advice (Articles Il and I11), and the
exchange of caregiver experiences among peers (Articles | and II). Positive
relationships also meant that all people involved in caregiving treated each
other respectfully so that they could preserve their autonomy and not feel forced
to do their tasks (Articles I, Il, and Ill). The findings imply that healthcare
professionals should value relatedness when interacting with caregivers of
persons with dementia (Article Il) and emphasise a relationship-centred care
framework in supporting caregivers as partners in community healthcare
services (Article 11).
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5.4.3 Competent caregivers stay motivated

Table 9 Excerpts of findings across Sub-Studies 1-3, Theme 3

Excerpt Maintenance of motivation over time requires that caregivers
from internalise certain skills. Such skills involve understanding the
Article | diagnosis of their relative with long-term illness, management of
symptoms, problem solving, communication, and enhancing
relationships with the friends of their relative.

Excerpt The competence of the adult children allow them to experience
from different levels of control and predictability in the caregiver role, thus
Article Il | affecting their motivation to remain in it.

Excerpt The caregivers expect healthcare professionals to have expertise on
from dementia when working with these patients. More competence
Article lll | among both caregivers and healthcare professionals would constitute
a win-win situation for everyone involved.

Synthesis | Competent caregivers stay motivated, but they also appreciate
competent healthcare professionals as this improves the collaboration
between them.

To stay autonomously motivated and feel capable of handling caregiver tasks,
caregivers of persons with long-term illnesses need competence (Article I).
Caregivers of persons with dementia also described the usefulness of having
knowledge about dementia in general and at the same time knowing their
parents so well that they could better help them (Article 11). To make informed
decisions when helping their parents at home, they valued accurate and timely
information on what to expect with their parents’ type of dementia, but also
information on available and relevant healthcare services (Article I11). This
competence contributed to feelings of capacity, mastery, and effectiveness
when helping their parents and collaborating with community healthcare
services. The possession of skills and feelings competence contributed to
caregivers remaining motivated, involved, and engaged in the healthcare
services provided to their parents (Article Ill). For caregivers to remain
motivated over time, these skills must be internalised (Article I).

Adult children sought to be considered competent partners in their parents’
healthcare services, be acknowledged for their knowledge of how to handle
their parents’ needs, and therefore wanted to learn more about the dementia
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illness (Article I11). To support caregivers, enable competence, and provide
them with skills in handling long-term illnesses, health professionals should
tailor information regarding the diagnosis, symptom management, training in
problem solving, and communication skills (Article 1). The caregivers of
parents with dementia felt amotivated when healthcare professionals lacked the
necessary competence in handling dementia patients, when they did not know
the caregivers’ legal rights or acknowledged their efforts (Articles Il and I11).
It was important that the professionals had competence in handling dementia to
provide services that were targeted, useful, and ensured continuity of services
and safety for both patients and caregivers (Article I1l). Supporting
collaboration between caregivers and health professionals required both parties
to have the basic level of competence to meet each other with respect, dialogue,
and understanding.

5.4.4 Caregivers prioritise the parents’ needs over
their own

Table 10 Excerpts of findings across Sub-Studies 1-3, Theme 4

Excerpt Caregivers of persons with long-term ilinesses benefit from

from interventions that facilitate their ability to be autonomously

Article | motivated by supporting their own needs for competence, autonomy,
and relatedness.

Excerpt It is more important for caregivers to be able to look back on the

from home-dwelling period with the certainty of knowing they chose to do

Article Il | what they could to help their parents, “It felt like the right thing to
do”.

Excerpt Distinct caregiver support services are not seen as useful by the

from caregivers if the parent with dementia is not doing well at home.

Article lll | “..when the one I’'m caring for is doing well, then I’'m also doing well”.

Synthesis | It is more important for the caregivers that their parents were doing
well at their homes than satisfying their own needs for competence,
autonomy, and relatedness.

The caregivers knew their parents well and had experiences with what they
needed to function in their homes (Article I1), yet this was challenging if the
parents were dismissive of healthcare services. Not having to struggle to

73



Findings

provide parents with dementia with appropriate help at the right time as the
illness progressed was vital for caregivers’ sustained motivations (Article III).
The adult-child caregivers had a clear purpose of providing their parents with
the best possible help, and they stretched far to ensure that parents’ needs were
satisfied (Articles Il and 111). According to Article I, caregivers of persons with
long-term illnesses should be supported in their ability to be autonomously
motivated, having their own needs for competence, autonomy, and relatedness
met (Article 1). The caregivers of parents with dementia experienced specific
support services for themselves as subordinate to their parents’ needs,
especially if the parents not received proper help at home (Article I11). The
findings from Article I thus prioritise the caregiver’s needs, while Articles Il
and III prioritise the parent’s needs in understanding caregiver motivation.

The caregivers found it difficult to separate their own needs from their parents’
needs (Articles Il and I11), and therefore valued healthcare services, such as the
day care centre that met their interconnected needs (Article I11). Although the
adult children were not concerned with support structures for their own sakes,
this does not indicate that they have no needs of their own (Article II).
Consequently, it is necessary to facilitate interventions that aim to both support
caregivers’ needs and parents’ with dementia (Articles II and III).
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6 Discussion

By understanding motivation to remain in a caregiver role through the lenses of
self-determination theory and relationship-centred care, this PhD project adds
to the field of carer research by highlighting the quality of caregivers’
motivations. Adult children’s motivational drivers for caring for home-
dwelling parents with dementia are influenced by their experiences in the
caregiver role. To expand on these issues, this chapter discusses the synthesis
of findings in light of existing research and constructs from self-determination
theory and relationship-centred care.

6.1 Quality of caregivers’ motivations

The findings in this thesis indicate that most caregivers move along a
continuum between amotivation and intrinsic motivation. This illuminates the
nuances and complexity of being the caregiver of a person with long-term
illness or dementia. Previous motivational research, within the dementia
caregiver context, described motives for caregiving (Greenwood & Smith,
2019; Quinn et al., 2010), while self-determination theory has been applied only
to a limited degree.

The findings in this PhD project characterise caregivers’ motivations as mostly
non-self-determined (i.e., low-quality motivation) or self-determined (i.e.,
high- quality motivation), placed on each end of the motivational continuum.
Table 11 shows the main findings in the PhD project and their placement in the
self-determination continuum, according to Ryan and Deci (2000).
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Table 11 Caregivers’ motivations

Non-self-determined

P

Self-determined

<

Type of Amotivation Extrinsic Motivation Intrinsic
motivation Motivation
Regulatory Non- External Introjected | Identified | Integrated | Intrinsic
styles Regulation | Regulation Regulation | Regulation | Regulation | Regulation

Perceptions
of caregiving

Not feeling involved,

feeling ignored, parents
dismissing outside help,

P

sense of duty, burden, and

frustration

Achieve purpose,
“natural thing to do”,
positive affect, well-
being

Relationships

Poor relationships with

parent, social network, or

health-care services, lack

of respect and trust, poor
dialogue and collaboration

Positive relationships,
mutual respect,
meaning something to
others, a place
alongside healthcare
professionals

help at progression of
iliness

Competence |Low competence with lack Higher competence
of knowledge about with timely information
dementia, healthcare about dementia,
professionals lacking <+ » knowledge about
competence to handle parents, internalisation
patients with dementia of skills, feeling capable
of handling tasks
Priority of Struggling to provide “Parents needs first”,
needs parents with appropriate - __parents doing well at

home

In the sub-studies of the PhD project not all regulatory styles (e.g., introjected
regulation, identified regulation) were systematically explored. Participants’
focus on each end of the motivational continuum might have been due to the
simplicity of finding examples related to low-quality motivation or high-quality
motivation. Kindt et al. (2017; 2016) demonstrated fluctuations of caregivers’
quality of motivations from day to day when helping partners with chronic pain.
On the other hand, SDT postulates that internalisation of goals and values into
an individual’s identity represents more sustainable constructs, leading to high-
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quality motivation (Ryan & Deci, 2017). Thus, it can be challenging separating
the caregivers’ motives as they might be interconnected, such as feelings of
love and duty (Greenwood & Smith, 2019). Surveys based on SDT have
frequently been applied to categorise different types of motivations in
healthcare research (Ng et al., 2012; Ntoumanis et al., 2020), also to some
extent in the caregiver context (Badr et al., 2015; Kim et al., 2008). Barry et al.
(2020) have exemplified regulatory styles for caregivers to older persons.
Nonetheless, within qualitative research, Ng et al. (2016) reflect on issues when
identifying and classifying regulatory styles, finding it challenging to
differentiate between types of motivation in cancer caregivers’ real lives.

The thesis findings indicate that the quality of caregivers’ motivations is
influenced by how they experience caregiving. This association is also
established from a theoretical motivational perspective, as SDT has identified
several distinct types of motivation, each of which has specifiable
consequences for performance, personal experience, and well-being (Ryan &
Deci, 2017). SDT research in caregiver long-term illness contexts (Kim et al.,
2015; Kim et al., 2008; Kindt et al., 2017; Kindt et al., 2016; Ng et al., 2016)
and in a study of caregivers of persons with dementia (Pierce et al., 2001) has
established the same association. In these studies, motivation is connected to
caregivers’ experiences of burden or their satisfaction and enthusiasm, and
thereby to their well-being in the caregiver role.

The close connection between caregivers’ experiences, motivations, and well-
being is important when arguing for support of caregivers, because they need
to sustain their motivations as dementia and other long-term illnesses last for
many years. In this respect, SDT is helpful as it articulates a set of principles
for how each type of motivation is developed and sustained or thwarted and
undermined (Ryan & Deci, 2017).

6.2 Therole of relatedness

Adult-child caregivers of parents with dementia report relatedness as their key
motivational driver, according to the thesis findings. Caregivers’ relationships
to parents with dementia are highlighted as most important, but also
relationships to persons in their social network and to persons in the parents’
community healthcare services. Previous research has found that the quality of
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the relationships between persons with dementia and caregivers are directly
linked to motivations for providing care and are associated with the meanings
of caregiving (Bjerge et al., 2017; Greenwood & Smith, 2019; Quinn et al.,
2015; Tretteteig et al., 2017b). Consistent with SDT (Ryan & Deci, 2017),
relatedness induces a feeling of belonging, being a respected part of a group
(e.g., family), being trusted, meaning something to others, and being an
important part of the team caring for the parent with dementia. This is in line
with Nolan et al. (2003) describing caregivers’ senses of belonging and
significance when interacting with persons with who have dementia and
healthcare professionals. Satisfaction of the psychological need for relatedness
thus allows caregivers to thrive in the caregiver role (Pierce et al., 2001).

Finding relatedness as the most important motivational driver differs from the
main assumption of SDT, where the needs for competence, autonomy, and
relatedness are valued as equally important for high-quality motivation
purposes (Ryan & Deci, 2017). This has also been found in other contexts
(Williams et al., 2014), as in the long-term illness caregiver context of Sub-
Study 1. Custers et al. (2012) state that within SDT, there is little attention to
the relative importance of the three needs, although it is questionable whether
competence, autonomy, and relatedness are equally important to patients and
presumably caregivers. Nursing home residents considered relatedness with
their professional carers as the most important of the three needs, while
autonomy and competence were less important (Custers et al., 2012). On the
other hand, research shows that people must experience satisfaction of
autonomy as well as competence within relationships to promote their personal
and relational well-being (Niemiec et al., 2014). However, thwarting the need
for competence and autonomy may lead to unsatisfying relationships. This
interconnection of basic needs is also valid for the adult-child caregivers in this
thesis. Positive relationships with others automatically accompany other
benefits, such as gaining competence by learning skills and receiving
information and advice. Caregivers with positive relationships to family
members with dementia are also more competent to make decisions together
with or on behalf of patients (Bjerge et al., 2017). This idea seemingly supports
both the patient’s and the caregiver’s need for autonomy.

Findings from the thesis describe a sense of duty as innate in caregivers when
performing tasks with confidence and when efforts were experienced as natural
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due to the relationship they had with their parents. Traditions and relationships
in the family, as well as expectations from society, play a role. SDT has
previously been criticised for not sufficiently taking into account the cultural
and religious context of different societies. In some cases, the need for
autonomy may stand in contrast to the need for relatedness. Some cultures are
more individualistic and emphasise autonomy, while others emphasise social
and cultural affiliation (Lillemyr, 2016). Filial piety is, for example, a strong
motivational driver for caregiving in Asia, as family-oriented cultural values
stand strong (Ng et al., 2016). Tan-Ho et al. (2020) recommend that support for
caregivers should comprise all three needs to accomplish self-determined
motivation. They also recommend that interventions should be offered to
family caregivers in a culturally relatable manner.

The adult children in the thesis sought mutual respect, more dialogue, and
collaboration with healthcare professionals. This finding is confirmed by a
current survey with Norwegian adult caregivers, where they report that they
want to be recognised through appropriate involvement in their relatives’ or
friends’ healthcare services (Norwegian Directorate of Health, 2021).
According to White Paper 29 (2012-2013) on plans for future care in Norway,
it is a prioritised area to develop healthcare professionals’ attitudes and
expertise so that collaboration with caregivers becomes a natural and integral
part of the service provision. Expectations towards co-production that
harmonises the relationship between healthcare services and family carers are
presented. Regardless, family are considered more as care work contributors
than experts and partners (Jenhaug, 2018).

Also, appearing to be an issue that thwarts caregivers’ motivations occurs when
individuals are not appropriately involved in their parents’ healthcare services.
Therefore, further development of a partnership approach based on
collaboration between professionals and caregivers seems applicable (Nolan et
al., 2003). When testing such a partnership approach in homecare services, all
involved in the caregiving process needed more time to devote to relational
aspects of care (de Witt & Fortune, 2019). This thesis highlights that positive
relationships also involve treating each other respectfully so that caregivers can
preserve their autonomy and not feel forced to do tasks, indicating a first step
to better involvement of informal caregivers.
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The thesis highlights that parents with dementia who resist or refuse to receive
community healthcare services are a central source of frustration. This situation
thwarts caregivers’ relationships with their parents and professionals in
community healthcare services. The person with dementia might want to
remain independent for as long as possible and is therefore reluctant to accept
formal help and support. Families may also be unaware of available services or
find them to be of poor quality, inflexible, or inadequate (Moholt et al., 2020).
Other reasons include the person with dementia not wanting strangers in the
house, not wanting to leave the house, or responding poorly to changes in
routines (Macleod et al., 2017). The caregivers in Sub-Studies 2 and 3 were
frustrated as professionals within the services did not appear persuasive enough
making their parents shower, change clothes, or eat their food. It seemed like
the caregivers experienced a conflict of interest in the relationship with
healthcare professionals in the community. From a healthcare professional
perspective, it is considered unethical to pressure or force patients to perform
activities against their will (Hengelaar et al., 2018). Facilitators for overcoming
this challenging situation can be to create a common understanding across all
involved (e.g., person with dementia, caregivers, professionals) through
dialogue and cooperation (Macleod et al., 2017) similar to a relationship-
centred care approach that is recommended in dementia care (Moholt et al.,
2020).

6.3 Caregivers as competent partners

The participants in Sub-Studies 1 and 2 were mainly highly educated, between
50 and 59 years old, and working full-time. This sample can be considered
resourceful caregivers, and their motivation to care for their parents might differ
from caregivers less likely to seek competence. A total of 72% of the sample
had university educations, compared to 35% in the Norwegian population
(Statistics Norway, 2020). The caregivers presumably had higher levels of
health literacy, like competencies to access, understand, appraise, and apply
health information (Yuen et al., 2018). When a caregiver lacks competence and
possesses a lower health literacy, it can intensify stress levels and have harmful
implications on well-being. H&ikio et al. (2020) claim that a caregiver who has
a higher level of health literacy has increased competence, a better quality of
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life, less caregiver burden, and spends fewer hours on caregiving for a person
who has dementia.

None of the adult children in Sub-Studies 2 and 3 were living together with
their parents with dementia and they wanted a partnership with the parents’
community healthcare services. Tretteteig et al. (2019) found that adult children
not living with family members with dementia were more happy to share
caregiving responsibilities with homecare service providers. Spouses or others
who cohabit with persons with dementia might need other forms of
collaboration and more access to respite care to reduce the demands from
caregiving (Moholt et al., 2020; Nolan et al., 1996).

Competence in this thesis contains an understanding of the diagnosis of their
relative with long-term illness, management of symptoms, problem solving,
communication, and enhancement of relationships. More specifically, this
entails that adult-child caregivers obtain knowledge about the dementia illness
so that they can help their parents in daily activities, but also information about
how to get access to healthcare services. According to SDT, competence
involves capability, mastery, and perceptions of performing tasks with
confidence (Ryan & Deci, 2017). Expanding on this, Eraut (1998) describes
competence both as a task-based ability and a personal characteristic.
Professional competence, on the other hand, also includes technical skills,
clinical reasoning, emotions, values, and reflection in daily practice (Epstein &
Hundert, 2002). These are competencies that caregivers refer to as important,
especially when parents are dismissive of receiving services. Examples involve
dementia teams simultaneously providing high-quality homecare services to
parents and information and support to caregivers. The day-care centre for
persons with dementia also contributes to caregivers’ competencies by offering
information, support, and guidance based on their own values and goals for
caregiving (Tretteteig et al., 2017a).

The adult-child caregivers in the thesis wanted to be considered competent
partners in their parents’ healthcare services and receive acknowledgement for
their competence in how to handle their parents’ needs. This is in line with the
relationship-centred care approach with the potential to empower caregivers,
patients, and professionals (Brown Wilson et al., 2013). For healthcare
professionals, this requires a change in orientation toward recognising
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caregivers as experts. This does not degrade professional expertise, but instead
enhances and facilitates joint understanding (Nolan et al., 2002). However,
Laparidou et al. (2018) found that lack of training of healthcare professionals
means that healthcare services are only to some extent supporting the caregivers
as part of the services. Hengelaar et al. (2018) further described professionals
who are not confident or qualified to support informal caregivers in a
partnership.

6.4 Priority of needs

Adult-child caregivers in this thesis experience specific support services for
themselves as subordinate to their parents’ needs, especially if the parents do
not receive proper help at home. Quinn et al. (2015) found that caregivers’
motivations for providing care can be encompassed under an overarching
process of balancing needs and constantly struggling to rectify their own needs
against those of their relative. The thesis highlights the main issues thwarting
caregivers’ motivations are parents being resistant or refusing to receive
community healthcare services and challenges in getting access to timely
healthcare. Still, the caregivers of parents with dementia prioritised their
parents’ needs over their own. This is also confirmed in previous research
(Tatangelo et al., 2018) that is denoted by Pearlin et al. (1990) as role captivity
where caregivers help the patients as there are no other available alternatives.
Eventually, experiencing there is no other choice leads to amotivation (Ryan &
Deci, 2017) with consequences for the caregivers’ well-being (Al-Janabi et al.,
2018).

When the parent with dementia was dismissive of healthcare services, the
caregiver took over some care tasks even if it felt problematic to do so. Thus, a
dyadic approach complying with the integrity of the person with dementia and
the caregiver’s needs for support is necessary in dementia care (Karlsson et al.,
2015). According to the thesis findings, healthcare services such as the day-
care centre meet these interconnected needs. Tretteteig et al. (2016) also found
that the day-care centre could provide a caregiver with a feeling of safety and
relief, reduce the burden, and increase motivation. In Norway, 88% of the
municipalities have day-care activities adapted to persons with dementia, yet
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the demand is not met and the service should be further developed (Ministry of
Health and Care Services, 2020).

Even when the caregivers in the thesis did not find every task to have been
enjoyable, looking back on the parents’ home-dwelling period, they were
satisfied with having prioritised their parents’ needs first, “having done the right
thing”. Zarit (2012) also highlights that motivation in the caregiver role appears
to be related to more than looking at the pleasant sides of caregiving.
Motivation that is directed towards a purpose of finding meaning is essential to
staying motivated. This is in line with Nolan et al. (2003) advocating that a
caregiver must experience purpose and achievement to perceive satisfaction in
the role. According to the new family caregiver strategy in Norway (Ministries,
2020), healthcare professionals should consider caregivers’ own accounts of
what matters to them. In light of the thesis findings, caregivers might have
problems with separating their own needs from those of the patients, probably
communicating patients’ needs as most important.

According to the Long-term Perspectives on the Norwegian Economy (Meld.
St. 14, 2020-2021), increased family care can reduce the need for healthcare
professionals and thereby alleviate the future challenges of the healthcare
services induced by demographic changes. People over 85 years of age
constitute the population group with the most complex care needs, while people
aged 50 to 66 years of age will provide most of the informal care. This is
identical to the sample of caregivers and their parents with dementia included
in this thesis. Even though the caregivers prioritise their parents’ needs first,
this may not come without costs. Blix et al. (2021) estimate that in the year
2040, each caregiver will on average provide at least twice as much care-time
as current levels. Therefore, the authors point at an urgent need for measures to
uphold high-quality healthcare services and support caregivers of persons with
long-term illnesses such as dementia.

Relying on the findings from this thesis, it is necessary to facilitate interventions
that support both the needs of the caregiver and the parent with dementia.
Dyadic SDT-based interventions have shown some effect on supporting
caregivers and patients with cancer (Badr et al., 2015) and heart failure
(Cossette et al., 2016). Badr et al. (2015) tested a telephone-based dyadic
psychosocial intervention for patients with lung cancer and their caregivers.
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They received tailored manuals and participated in counselling sessions, with
homework between each session. The findings from the study suggested that
future interventions should contain some joint sessions for the patient and
caregiver and some on an independent basis.

6.5 Methodological considerations

In retrospect, some issues could have been handled differently to enhance the
overall study design, trustworthiness, and reflexivity of the PhD project. It can
be discussed whether the project had a multi-method or a mixed-method
approach (Green, 2015). Ideally, the data collection could have been done in a
different order. Sub-Study 1 could have been completed prior to the data
collection in Sub-Studies 2 and 3. This would have given me a deeper
understanding of the theoretical concepts of motivation before planning and
conducting the interviews. On the other hand, | was then able to meet the
participants in a more open way, listening to their caregiver stories, without
trying to guide them in a specific theoretical direction. If the core and
complementary components of the PhD project were paced more succinctly,
the design could have been defined as mixed-method instead of multi-method
(Morse, 2017).

It is considered a strength to conduct the literature review in Sub-Study 1,
according to Whittemore and Knafl’s (2005) stringent, rigorous, and systematic
review procedure. Despite a comprehensive literature search, the inclusion of
grey literature (i.e., not academic journal articles) like book chapters and PhD
dissertations might have given an expanded sample of studies for inclusion. A
scoping review method could then be chosen, as the research area is new and
circumscribed.

The imbalance in the samples of Sub-Studies 2 and 3 should be considered
methodologically, as the caregivers all had positive relationships with their
parents and were dedicated and interested in the PhD project. The findings
would presumably be different if | had interviewed caregivers with more
negative relationships with their parents. Another issue worth mentioning is
that 10 potential participants in Sub-Study 2 and six in Sub-Study 3 declined to
partake, claiming that they did not have the time or capacity to participate.
According to Tong et al. (2007), the sample may have failed to capture
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important perspectives from “difficult-to-reach” participants. Due to ethical
guidelines, it was not possible to recruit these participants, as participation had
to be voluntary.

To capture the variety of experiences of being a caregiver, retrospective
interviews were conducted, as the timing of the interviews would influence the
participants’ experiences. Interviewing the participants during the stressful last
month before the parent moved to a nursing home, their responses would
probably have described experiences thwarting their motivations. On the other
hand, giving the participants time to develop some distance made it possible to
better reflect on their experiences and describe them.

The findings of all three sub-studies provided some indications on gender
issues, but this was not planned as a focus of the PhD project. The sample in
Sub-Study 2 consisted of 12 women and nine men, and Sub-Study 3 consisted
of 10 women and five men. This does not provide an equal gender balance, and
sons and daughters might, to some extent, experience the caregiver role in a
different manner (Moholt et al., 2018). These similarities and differences in
male and female motivation could have been highlighted in the PhD project.
Instead, | chose to describe the sample as resourceful, mainly consisting of
caregivers who are highly educated, aged 50 to 59, and working full-time. The
caregivers in this sample and their motivations might differ from other
caregivers less likely to speak up for themselves and their parents (Henriksen
et al., 2020). The recruitment strategy could have emphasised the inclusion of
participants characterised as less resourceful.

As data in Sub-Studies 2 and 3 was collected in one municipality, more
participants spread over different regions in Norway could have given different
or more varied descriptions of motivation in the caregiver role. On the other
hand, the studies gave a deeper understanding of one particular context in which
all the participants’ parents had access to the same healthcare services. The
municipality was large and consisted of both urban areas and rural districts, and
therefore had some variation.

In Sub-Studies 2 and 3, due to ethical concerns, | was not allowed to collect
data about the parents with dementia. Therefore, the thesis does not include
information on, for example, their type of dementia. Variation in challenges and
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stress faced by caregivers according to different forms of dementia is
documented (Svendshoe et al., 2016; Terum et al., 2019). The prevalence of
behavioural problems with the persons with dementia and the needs for
assistance in activities of daily living also affect caregivers’ motivation
(Tretteteig et al., 2016). Adding information on diagnosis and level of daily
living activities prior to moving to the nursing home could have strengthened
the findings of the PhD project. This could have contributed to the elaboration
of possible differences in maotivation, for example, in being a caregiver to a
parent with Alzheimer’s as opposed to a parent with frontal temporal dementia.
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7 Conclusions

By applying self-determination theory combined with a relationship-centred
care approach, this thesis offers a deeper understanding of adult caregivers’
motivations in the long-term illness and dementia contexts by considering the
perspectives of informal caregivers. A caregiver’s motivation is described
along a continuum representing different qualities of motivation, focusing on
non-self-determined, and self-determined motivation. Addressing caregivers’
motivations is necessary, as the quality of their motivations for caregiving has
consequences for their health and well-being. As dementia and other long-term
illnesses last for many years, supporting caregivers’ motivations is vital if they
are to remain in the role.

Caregivers’ experiences influence their motivations by satisfying or thwarting
their basic needs for competence, autonomy, and relatedness. Adult-child
caregivers with home-dwelling parents with dementia value relatedness as their
main motivational driver, followed by competence and autonomy. To remain
motivated throughout a parent’s trajectory of dementia, support to fulfil the
three needs is required. The adult-child caregiver wants to be acknowledged as
a competent partner in the care team, contributing with a significant effort to
make the home-dwelling period as positive as possible for the parent.
Community healthcare professionals providing support for this group of
caregivers as part of the parents’ services should consider the quality of the
relationships between caregivers, patients, and themselves. This is vital for
caregivers’ motivations for providing care, in line with the relationship-centred
care approach. As adult-child caregivers found it difficult to separate their own
needs from their parents’, it is recommended that future community healthcare
services develop interventions addressing the needs of both groups.

This thesis has shown that self-determination theory can guide research to
systematise, understand, and describe adult children’s motivations related to
caregiving. As SDT has previously been widely used in health research but
rarely in a caregiver context, this thesis has expanded the application of the
theory.
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7.1 Implications for practice

Based on the findings in this thesis, the following suggestions to improve
support for informal caregivers as part of community healthcare services should
be considered:

When parents with dementia refuse to accept community healthcare
services, this should be on more the agenda in a systematic manner,
including ethical, regulatory, and resource challenges. Providing healthcare
services without compromising the integrity of the person with dementia,
while at the same time supporting caregivers, is warranted.

Increased competence among healthcare professionals about dementia, and
handling of symptoms is necessary in the form of education, courses, and
lifelong learning approaches for GPs, community coordinators, and staff in
homecare and day-care centres.

Community healthcare services for persons with dementia, such as
dementia teams and specialised day-care centres, should be further
prioritised within municipalities as they meet the needs of patients and at
the same time support caregivers.

Interventions delivered by healthcare professionals and support given to adult-
child caregivers as part of their parents’ healthcare services can comprise the
following mediators to sustain self-determined motivation:

Relatedness-targeted mediators: Relationship-centred approaches based on
dialogue and collaborative approaches in supporting relatedness among
caregivers and persons with dementia, and among caregivers and
community healthcare professionals. Interventions to improve
interpersonal relationships by teaching patients and caregivers’ strategies
for problem solving, effective communication, and mobilising support.

Autonomy-targeted mediators: GPs, community coordinators, and staff in
homecare and day-care centres collaborating with caregivers should
provide a clear rationale for recommendations and help caregivers see the
different options available. Task distribution and responsibility among
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healthcare professionals and caregivers should be based on dialogue and
freedom of choice.

o Competence-targeted mediators: Besides general information on dementia,
managing symptoms at home, and overview of available healthcare
services, interventions could facilitate peer support between new and
experienced caregivers. Clarification between caregiver and healthcare
professional regarding each other’s competence and what to expect should
be made.

The three mediator groups are also recommended for caregivers of patients with
long-term illnesses other than dementia. Involving spouses or other caregivers
who cohabit with the patient might need adjustments related to, for example,
respite care for the patient.

7.2 Implications for future research

More research is needed to confirm or elaborate on the following findings in
this thesis:

¢ Dyadic interventions could be developed and tested in caregiver contexts
where patients are newly diagnosed with dementia, while the patient’s
cognitive impairment still allows for making joint plans for the future (Badr
et al., 2015). Tailored manuals with information and participation in
counselling sessions with a healthcare professional specialised in dementia
are then recommended.

e An updated literature review with identical inclusion criteria as in Sub-
Study 1 is suggested. Sub-Study 1 identified research mainly published
after 2015, indicating that the field of caregiving and SDT is new and
developing.

e Findings from this thesis (Sub-Study 1) have contributed to the
development of a measure of caregivers’ types of motivation based on self-
determination theory, and piloted on caregivers of older people (Barry et
al., 2020). This measure can be piloted in other contexts, such as for
caregivers of home-dwelling persons with dementia or other long-term
illnesses.
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It is necessary to describe more clearly the different motivational regulatory
styles for caregivers of persons with dementia, especially the external,
introjected, identified, and integrated regulation of motivation. A
continuation of this is to link each regulatory style to consequences for
caregivers’ health and well-being.

SDT surveys, previously conducted in other health contexts, should be
adapted, translated, and validated for the Norwegian caregiver context,
mapping their motivation and well-being (Ng et al., 2012). The utilisation
of quantitative methods and recruiting participants to a wider sample is
suggested. SDT could also be applied to other caregiver settings, for
example other patient diagnoses or other types of caregivers such as
voluntary organisations.

SDT-based interventions should also be pursued in caregiver contexts.
Such interventions should then comprise all three of the psychological
needs (competence, autonomy, relatedness), adjusted to the cultural
context, to accomplish self-determined motivation (Ntoumanis et al., 2020;
Tan-Ho et al., 2020).

Studies to gain knowledge on gender issues in caregivers’ motivations
when caring for home-dwelling parents with dementia are recommended
(Quinn et al., 2015).

An international SDT-based study to compare different caregiver traditions
and contexts characterised by different social structures is suggested
(Greenwood & Smith, 2019).

National guidelines point to acknowledging and respecting caregivers’ efforts
(Meld. St. 29, 2012-2013), but research is still needed on how to achieve this
in practice. The development of relationship-centred care programmes has the
potential to foster positive dementia care experiences in community settings (de
Witt & Fortune, 2019). Concerning adult children caring for home-dwelling
parents with dementia, guidelines, checklists, or models should be developed
for including caregivers as competent and respected partners within community
healthcare services.
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Understanding informal caregivers’ motivation from
the perspective of self-determination theory: an
integrative review.

Background: A long-term illness is stressful both for the
person with the diagnosis and for his or her informal
caregivers. Many people willingly assume the caregiving
role, so it is important to understand why they stay in
this role and how their motivation affects their health.
Self-determination theory (SDT) is a theory of human
motivation that has been successfully applied in human
research domains. To our knowledge, there is no litera-
ture review on the application of SDT in a caregiver con-
text. A systematic review of the literature could improve
the understanding of motivation in caregiver work and
contribute to the utility of SDT.

Aim: To describe and explore empirical studies of care-
givers” motivation from the perspective of self-determina-
tion theory.

Methods: An integrative literature review according to
Whittemore and Knafl was conducted with systematic
repetitive searches in the MEDLINE, Scopus, PsychInfo,

PsycNET, Chinal, Cochrane Library and EMBASE data-
bases. The searches were performed from May through
December 2018. The PRISMA diagram was used for study
selection, and papers were assessed for quality based on
the Mixed Methods Appraisal Tool. Data analysis con-
sisted of a four-stage narrative analysis method.

Result: Of 159 articles, 10 were eligible for inclusion. All
studies considered satisfaction of the three basic psycho-
logical needs for competence, autonomy and relatedness
as essential in predicting the quality of caregivers’ moti-
vation and thereby their well-being. In this review,
autonomous motivation was the most important determi-
nant of caregivers” well-being.

Conclusions: Findings showed that SDT can be applied to
identify, categorise, explain, predict, promote and support
motivation among caregivers. This lends interesting sup-
port for SDT and promotes further study and application
of the theory as a psychological approach to caregivers’
health and health promotion.

Keywords: informal caregiver, long-term illness, well-
being, motivation, self-determination theory, integrative

review.

Submitted 29 April 2019, Accepted 12 June 2019

Introduction

Long-term serious illness such as dementia, Parkinson’s,
multiple sclerosis, and cancer are demanding and often debil-
itating conditions that affect both the care recipients them-
selves and their informal caregivers on several levels (1,2).
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As the illness progresses, the need for care and assistance
increases for the person living with a long-term condition.
Family members or other informal caregivers, either instead
of or in addition to professional caregivers (3,4) attend to the
person with a patient’s needs. Informal caregiving consists of
the ongoing activities and experiences involved in offering
unpaid help to relatives or friends who are unable to take
care of themselves (5,6). In Norway, informal caregivers pro-
vide approximately 50% of all care (7). Across the EU, family
carers account for more than 80% of all care (4,8). Informal
caregiving will continue to be essential in the light of the
future demographic makeup of the population and the cost
pressure on long-term care systems. Supporting and
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maintaining the supply of family care appears to benefit the
care recipient, the caregiver and the public system (3,4).
Accordingly, the research literature recommends tailored
interventions (1) and support services (9), to caregivers who
are struggling to remain motivated (10).

Motivation for long-term caregiving is crucial for the
way in which the informal carers experience caregiving
(10). The perceived burden on the caregiver, the care-
giver’s approach to caring and his or her coping strategies
depend on the type of illness or condition (2); family
relations (11); volition in caregiving (12); and caregiver’s
resources (13). The present understanding of caregiving,
still based on a stress-coping paradigm to reduce the bur-
den on caregivers has become the main goal in the
health services (6,14). The promotion of the positive
aspects of caregiving, such as the sense of satisfaction,
autonomy and expertise among caregivers as specific and
legitimate goals (5,6,14,15) deserves greater attention.
Many people offer informal caregiving so it is important
to understand their motivation for assuming and remain-
ing in this role (10) and these topics are not fully under-
stood (5).
initiate, generate and increase task engagement and
direct actions towards certain goals. Support for healthy
motivation by important others influences a person’s
motivational orientations over time and shape his or her
sense of well-being, psychological growth and resilience
over the long-term (16). Studying motivation within a
theoretical framework can illuminate the ways in which
different motivations can positively or negatively influ-
ence caregivers” well-being (10).

Self-determination theory (SDT) is a broad framework
that conceptualises the empirical study of human motiva-
tion (17,18). SDT identifies three innate psychological
needs as a key drivers of motivation that influence well-
being and thriving: autonomy, competence and related-
ness. The need for autonomy refers not to independence
but rather to volition — the sense that one’s actions are

Motivational processes energise behaviour,

endorsed by oneself, that one has a feeling of choice and
ownership of his or her actions. The need for competence
relates to the mastery and to the perception of perform-
ing a task with confidence; the need for relatedness is a
feeling of mutual belonging and of supporting and being
supported by others (17-19). Fulfilment of these basic
needs promotes autonomous motivation and intrinsic
aspirations, reflecting innate psychological nutriments
essential for functioning, psychological health and well-
being (17,18,20). SDT is particularly concerned with how
social contextual factors support or thwart people’s ability
to thrive through the satisfaction of their basic psycho-
logical needs (18,19,21). According to SDT, motivation is
not characterised by frequency or amount, like little or
much motivation, but rather by a continuum from amo-
tivation or controlled motivation to high-quality motiva-
tion distinguished by autonomous regulated behaviour

(18,22). From the perspective of SDT, a high quality of
motivation predicts beneficial health outcomes like well-
being, thriving and psychological growth (22).

No literature review to date on the application of SDT
in a caregiver context has been identified in scientific
databases or as protocols for literature reviews in
Cochrane Library or Prospero, International Prospective
Register of Systematic Reviews. A systematic review of
literature could aid the understanding of motivation in
caregiver work and might contribute to the utility of
SDT. The theory has been applied in many research
domains, such as education, work, sport, religion, psy-
chotherapy, health care and behaviour change (20,23).
Within these contexts, the theory has been used to iden-
tify, understand, explain, predict, promote and support
individual motivation (19-21). According to the theory
developers, the SDT perspective may predict the motiva-
tion of family caregivers for becoming caregivers, influ-
encing the effect of the role on them. Preliminary
evidence shows that autonomous versus controlled moti-
vation for giving care to ill family members tends to
affect the well-being and health outcomes of caregivers
(18). Thus, further exploration of the role of SDT in
understanding caregiving motivation is recommended.

Aim
To describe and explore empirical studies of caregivers” moti-
vation from the perspective of self-determination theory.

Method

This integrative review was conducted as outlined by
Whittemore and Knafl (24). An integrative review incor-
porates evidence from studies conducted using a wide
variety of research methodologies (25). This approach is
especially useful when the research topic may lend itself
to theoretical, quantitative and qualitative methods of
investigation (24). An integrative literature review is suit-
able when the topic has not been extensively researched
(26). A preliminary literature search revealed a limited
research area that consisted of diverse methodologies.
Therefore, the integrative review method by Whittemore
and Knafl (24) was considered as the most efficient
approach. This allowed the inclusion of both qualitative
and quantitative studies in order to more fully under-
stand the research topic of caregivers motivation, and
provide more solid evidence base with the potential for
contributing to SDT theory development (24).

Research question and eligibility criteria

Having identified the research area of interest, the
research question that guided the review process was for-
mulated as follows:

© 2019 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd
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How can an adult informal caregiver’s motivation
for taking care of a friend or relative with a long-
term illness be understood from the perspective of
self-determination theory?

Table 1 shows the priori inclusion and exclusion
criteria.

Literature search

Eligible studies were identified from database searches, a
manual search of reference lists, and consultation with
experts. The literature search in databases used combina-
tions of the following search terms: ‘caregiver’, ‘family
care’, ‘mext of kin’, ‘informal care’ and ‘self-determina-
tion theory’. Relevant MeSH and thesaurus terms were
applied when possible. The search strategy began with
the union (‘OR’) of terms to capture articles related to
the main concept ‘caregiver’, and then the intersection
(‘AND’) of the term ‘self-determination theory” to iden-
tify the full range of articles that combined the two main
concepts. In databases that allowed limitations, peer
reviewed articles were preferred, and no limitations were
placed on publication year or language. The searches
were done under the supervision of a specialised librarian
at the University of Stavanger.

An initial systematic literature search of bibliographic
databases MEDLINE, Scopus, PsychInfo, PsycNET, Chinal
and Cochrane Library was conducted in May 2018,
resulting in 105 titles. An updated and extended search
was performed in December 2018, including the search
terms ‘spouse’, ‘filial’ and ‘relatives’, and by adding the
EMBASE database. The updated search identified 54 new
titles, and entries for two new eligible papers were added
to the annotated bibliography. The new papers tended to
confirm or extend, rather than challenge, the initial syn-
thesis. See Table 2 for an example of search strings form
the database MEDLINE.

Table 1 Inclusion and exclusion criteria

Inclusion Exclusion

Not health context
Children under 18 years as caregivers
Caregiving in an acute illness setting

Health context

Adult informal caregivers
Patient/person cared for must
have a long-term illness

Informal caregiver Formal/professional caregiver

perspective perspective only
Reporting informal caregiver  Studies reporting patient outcomes
outcome only

Specified use of self-
determination theory
Peer reviewed articles Books, book chapters, protocols,
reviews, study protocols, conference

and poster abstracts

Motivation in the caregiver role: review 269

Study selection

A total of 159 titles were identified. After removal of
duplicate items (N = 100), none of the remaining records
(N =59) were excluded after scanning of titles. Guided
by the eligibility criteria (Table 1),
abstracts were independently evaluated by the authors.
Reasons for exclusion abstracts were mostly studies not
reporting from a health context (N =15), and studies
reporting patient outcomes only (N=19). Of the
reviewed abstracts, 14 articles were selected for a full-text

the remaining

read. After screening the full-text records identified in
the database search, eight articles were included in the
review. Manual searches were performed in the reference
lists of included studies and two additional studies were
included. Figure 1 details and describes the identification
and selection process using the PRISMA flow diagram
(27).

Data evaluation

Data evaluation is crucial to enhance the rigour of an
integrative review (24). The Mixed Methods Appraisal
Tool (MMAT), version 2018 (28), was used to evaluate
the methodological quality of the included articles. The
MMAT (29) is designed for methodological quality
appraisal when performing complex systematic reviews,
and assesses the quality of qualitative, quantitative and/
or mixed methods studies (28). For this review, checklists
for qualitative, randomised and descriptive quantitative
research studies were used. Rating and reporting a total
score for each article is not recommended, but is rather
used to give a description of study quality (30). Data
evaluation was performed by all authors who indepen-
dently rated the articles, followed by a discussion to
achieve consensus. The quality of the included studies
was above moderate, with MMAT remarks on four of
them. See Table 3, spreadsheet on the MMAT for more

Table 2 Example of systematic literature search in MEDLINE,
conducted December 2018

Search modes - Boolean/Phraselnterface - EBSCOhost

Research Databases MEDLINE Result

S1 “self-determination theory" 1250
S2 "caregiv*" OR (MH "Caregivers") 69 488
S3 “family care” 1727
S4 "informal care” 4659
S5 "next of kin" 1292
S6 “filial*" 1383
S7 "spous*" OR (MH "Spouses") 30 055
S8 "relatives" 53 260
S9 S2 OR S3 OR S4 OR S5 OR S6 OR S7 OR S8 153 830
S10 S1 AND S9 29

© 2019 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd
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Database searched (N=159)

Additional records identified through
expert sources

c Scopus = 39 Chinal =13
2 (N=1)
] PsycINFO = 31 PsycNET =7
Z | | Medline=29 EMBASE = 32
o
= Cochrane Library = 8
v

Records after duplicates removed
& N=59
=
c
]
!
v

Records screened by abstract

Records excluded with reasons

—>
N =59 (see table 1)
¢ (N = 45)
Full-text articles assessed for Full-text articles excluded, with
eligibility —> reasons (N = 6)
N=14 i . X
Studies reporting patient outcomes
¢ only =5, Review article = 1
Articles included Hand-search carried out in reference
- N=8 lists of the 8 included articles
(] N=2
3 ! /
[*]
=
Articles included in the review
N =10

Figure 1 Paper selection strategy flow chart. PRISMA workflow of the
integrative review (27)

information. No papers were excluded based on the qual-
ity assessment.

Data analysis

The included articles are presented in Table 4, comprising
information on first author, publication year, origin,
study aim, study design, sample description and short
summary of main findings relevant to our research ques-
tion. The data analysis comprised four stages, (1) data
reduction, (2) data display, (3) data comparison and (4) con-
clusion drawing and verification (24). The synthesis of evi-
dence was performed as a narrative analysis allowing for
a movement from descriptions of patterns and relation-
ships to higher levels of abstraction from the particular to
the general (24,26).

The data analysis was carried out during two analysis
workshops in which all authors participated. In the first
stage, relevant data from each article were extracted and
compiled into a matrix (Table 4) (data reduction). In the sec-
ond stage, extracted data were converted into a display to
visualise patterns and relationships among the primary

identification, screening, eligibility and inclusion of the studies in the

sources (data display). The tabulation of quantitative and
qualitative findings within a single matrix supported the
synthesis of both statistical and narrative data, facilitating a
systematic comparison of the primary data sources (24).
The third stage involved coding of text by the first author
and a read-through by the authors to identify new themes
or data suggesting variance or dissonance within or
between articles (data comparison). In the fourth stage, an
interpretive approach was used to describe how caregivers’
motivation could be understood from an SDT perspective.
The data synthesis was then verified by the findings from
the included articles for confirmability and accuracy (conclu-
sion drawing and verification).

Results

Three themes emerged from the narrative analysis. The
first theme address descriptions of caregivers” motivation.
The second theme contains information on the connec-
tion between caregivers’ motivation and their well-being;
the third theme describes how caregivers’ motivation can
be supported.

© 2019 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd
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Table 3 (Continued)

Quantitative descriptive studies

Is the risk of

Are the

Is the statistical analysis appropriate
to answer the research question?

nonresponse bias

low?

measurements
appropriate?

Is the sample representative
of the target population?

Is the sampling strategy relevant to

address the research question?

Yes

Yes

Yes

Yes

Yes Yes

Yes

Kindt

etal,

(2017)
Pierce

Do not describe the
analysing process

No

Can't tell

Yes

Yes

Yes Yes

Yes

etal,

(2001)

Description of caregivers’ motivation

All studies included here lent insight to the situational
demands that influenced adult caregivers’” motivation for
providing care to a friend or relative with a long-term ill-
ness. Most of the studies had investigated caregivers’
quality of motivation and classified it according to differ-
ent constructs in SDT such as intrinsic motivation, identi-
fied motivation, motivation,  external
motivation (31-38) and amotivation (35). In these stud-
ies, SDT terminology has been used to identify, measure,
classify, categorise or describe caregivers’ quality of moti-
vation. In several of the studies, SDT constructs were pre-
sented as categories of autonomous motivation like
intrinsic motivation (i.e. helping because you enjoy/value
this behaviour and experience volition and choice), or
controlled motivation, understood as extrinsic motivation

introjected

(i.e. helping because you believe you should) (31-37,39).
One qualitative study reported that in real life, the con-
structs and categories of motivation are more ambiguous
than, and not as easy to identify as, in the theory (37).

Two studies did not assess quality of motivation in par-
ticular, but were concerned with how caregivers could
fulfil their need for autonomy, competence and related-
ness (40) or the importance of internalisation where
caregivers have integrated the duties and responsibilities
resulting from their friend’s or relative’s illness (38).
Pierce et al. (38) found that maintenance of motivation
over time requires caregivers to internalise values and
skills for caregiving and to experience self-determination.
This could lead to greater identification with caregiving
and could foster enthusiasm and well-being among care-
givers. Several studies found that caregivers’ feelings of
caregiving as voluntary and that the need for autonomy
was fulfilled, was especially important for high quality of
motivation (31,32,34,36,38,39).

The majority of studies presented evidence for care-
givers’ helping motivation and the contribution to
changes in their daily outcomes through the improve-
ment of their need satisfaction and a decrease in their
need frustration. Two studies explicitly concluded that
the autonomous helping motivation was positively asso-
ciated with the satisfaction of basic psychological needs
(32,34), while most of the other studies merely implied
it. Several studies found that autonomously motivated
help compared with controlled motivated help, had bene-
ficial effects on caregivers (31-37,39).

Caregivers” motivation and well-being

Most of the studies reported on outcomes for caregivers’
well-being (31-38). In addition, equivalent terms like
psychological well-being (32), mental health (33,37)
physical health (33), life satisfaction (32), quality of life

© 2019 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd
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Authorl/year/
country Aims Study design Setting and sample Summary of findings
Ng et al. To explore the Qualitative Caregivers of patients Autonomous motivated caregivers cited
(2016) motivations and Individual being treated for cancer learning points and reprioritised more
Singapore challenges facing family interviews N =20 effectively. Less autonomous caregivers

caregiving and to Inductive thematic ~ Female = 12 Male = 8 reported more internal conflict and less control
suggest a possible analysis Age: 21-64 over their situation. Sociocultural values of
framework to guide Mean age: 45 family caregiving were not uniformly
culturally sensitive future Relation: parents, spouse experienced as positive, and were burdensome
work on caregivers or other for caregivers who gave care primarily for
extrinsic motivations.
The study’s qualitative approach expands the
framework of SDT

Strekalova To understand how Qualitative 106 threads with 645 Through online communication with parents in
(2016) caregivers of newborns Conceptual- responses written by a similar situation, caregivers sought and
USA diagnosed with cystic thematic analyses parents on active CF received support for their autonomy (control

fibrosis (CF) use online of the online online community over lifestyle changes and future planning),

community forums to forum discussions forums competence (understanding the diagnosis and

satisfy their need for Relation: Parents recognising the health care needs) and

competence, autonomy relatedness (relate to the community of other

and Relatedness families with same diagnosis, knowing they
were not alone)

Badr et al. To examine feasibility, Quantitative Dyads of patients and The intervention was found feasible and
(2015) acceptability and effects randomised caregivers acceptable by the participants, proven by a
USA from a dyadic SDT controlled trial Caregivers N = 39 recruiting rate of 60%, and by participants’

intervention for patients (RCT) Female = 27 ratings of the intervention as helpful, relevant

with lung cancer and Male = 12 and convenient. The interventions found large

their informal caregivers Age: >35 decreases in participants’ depression and
Mean age: 51 anxiety, improved patient and caregiver
Relation: spouse/partner competency and relatedness, and caregiver
or other close primary autonomous motivation, and a decrease in
caregiver caregiver burden

Cossette et al.  To test feasibility, Quantitative Dyads of HF patients and  The caregivers were overall satisfied with the
(2016) acceptability and effects  RCT their caregivers intervention. The intervention proved
Canada from a SDT- based Caregivers N = 32 acceptable in terms of content and structure,

nursing intervention for Female = 23 Male = 9 and highly appropriate to help HF self-
caregivers to support Age: >18 management. Caregivers reported provision of
heart failure (HF) Mean age: 64 high levels of support and feeling less
patients’ self-care Relation: Spouse, adult amotivated in their supportive work

child, sibling, or

significant other

Kim et al. To examine the Quantitative Caregivers N = 314 to Autonomous motivation was associated with
(2008) prediction of caregiver cross-sectional cancer survivors positive outcomes for caregivers, including less
USA well-being from the study Female = 160 depression in men and increased benefit-

relationship qualities Benefit finding in Male = 154 finding in women. For both genders,
specified by attachment cancer caregiving Age: >18 attachment security related positively to
theory and from motives  experience, life Mean age: 57 autonomous motives for finding benefit in
specified by SDT satisfaction, and Relation: caregiving. Attachment anxiety related to

depressive
symptoms were
assessed to
measure
caregiver’s
psychological
adjustment

Spousal relationship

introjected motives for caregiving and less life
satisfaction, less well-being and more
depression
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Table 4 (Continued)

Authorl/year/
country Aims Study design Setting and sample Summary of findings
Kim et al. To investigate the extent  Quantitative Family caregivers Internal reasons for caregiving were personal

(2015) to which caregiving longitudinal study N = 369 who were endorsement of caring as meaningful,

USA motives earlier in a Caregiving motives caring for cancer important and valuable. Having a greater
relative’s cancer were measured survivors sense of autonomy correlated with having
pathway predict after 2 years and Female = 233, long-term greater spirituality and better mental
caregivers’ spirituality spirituality and QoL Male = 136 health among male caregivers. Among female
and Quality of Life (QoL)  (mental and Age: 19-90 caregivers, having higher caregiving demands
years after physical health) Mean age: 55 resulted in worse long-term physical health.

were measured at Relation: family Being peaceful predicted better mental health
5 years members and close for both genders, and better physical health
postdiagnosis friends among men. Findings were fully consistent
with SDT and therefore the theory was
evaluated as useful when applied in the cancer
caregiving context
Kindt et al. To examine the Quantitative, cross-  Sample of 48 couples, of  Autonomous motives for helping among

(2015) relationship between sectional study which one partner had partners related positively to partners’ well-

Belgium autonomous versus Outcomes tested chronic pain being and relationship quality, and negatively
controlled motivation to among caregivers Caregivers N = 48 to distress and helping exhaustion.
help in caregivers of were life Female = 12 Relationship-based need satisfaction in partners
individuals with chronic satisfaction, Male = 36 was positively associated with their personal
pain and caregivers’ positive and Age: 31-67 well-being relational function.
personal and relational negative affect, Mean age: 54 Controlled motivated partners gained little well-
function helping motivation,  Relation: Spouses and being from helping their partner with chronic

helping exhaustion,  other definition of pain. Applying SDT in a context of pain
relationship quality,  partners provided new insights into why chronic pain
psychological affected partners’ outcome

distress, and need

satisfaction

Kindt et al. To examine associations Quantitative diary Dyads of 70 where one Fluctuations in partners’ daily autonomous

(2016) between day-to-day survey partner had chronic pain  helping motivation related positively to

Belgium fluctuations in partners’ Outcomes tested Caregivers N = 70 improvements in positive affect and decreases
type of helping among caregivers Female = 17 in negative affect, relational conflict, and
motivation and several included daily Male = 53 helping exhaustion among partners. Providing
outcomes, among helping motivation ~ Age: >18 autonomous help related to improvements in
partners and chronic together, daily Mean age: 55 partners’ daily relationship-based psychological
pain patient affect, relational Relation: Spouses and need satisfaction

conflict, and other definition of The SDT-perspective proved useful and applying

relational-based partners the theory within pain research has the

need satisfaction potential of providing more clinically relevant
directions

Kindt et al. To examine whether Quantitative diary Dyads of chronic pain Caregivers provided more autonomously

(2017) perceived gratitude (i.e., study during patients (ICP) and motivated help on days when they

Belgium received appreciation for 14 days partners. experienced fewer goal conflicts and perceived
providing support) in For partners, daily ~ Caregivers N = 64 more gratitude from their partner. Perceived
partners and goal goal conflict, Female = 6 gratitude predicted an increase in caregivers’
conflicts in partners perceived gratitude  Male = 58 autonomous helping motivation the same day
predicted partners’ and helping Age: >18 and the day after
helping motivation motivation were Mean age: 51 On days that partners experience a lot of

assessed Relation: Spouses and interference between helping the ICP and

other definition of
partners

other life goals, they felt more pressured to
provide help
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Table 4 (Continued)

Motivation in the caregiver role: review 275

Author/year/
country Aims Study design Setting and sample Summary of findings
Pierce et al. To further our Quantitative Caregivers of persons Greater identification with caregiving generated
(2001) understanding of the interviews and with dementia enthusiasm, which then was a significant
Canada factors associated with questionnaire N =50 predictor of caregivers’ general well-being.
the well-being of family Outcomes tested Female = 35, Male = 15 Enthusiasm stems from a more self-determined
caregivers by examining were commitment,  Age: >18 internalisation of caregiving. A more identified
the contributions of internalisation, Mean age: 54 internalisation of their role lead caregivers to

commitment and self-
determination

caregivers'
satisfaction with
providing care and
well-being

Relation: spouse, siblings,
adult children or other

appraise difficult situations as less threatening

(37) and long-term health (37) were presented. All stud-
ies except Strekalova’s (40) found that caregivers’ differ-
ent reasons for engaging in helping behaviour indicated
why some caregivers experienced more stress and worse
well-being than others. In five studies, variations in rea-
sons for providing care were discussed as important ele-
ments in understanding caregivers’ psychological well-
being (32-34,37,38). Two studies explicitly presented sat-
isfaction of the basic psychological needs for autonomy,
competence and relatedness as mediators for predicting
the quality of motivation and thereby psychological
health and well-being among caregivers (32,34).

Common among the studies was the examination of
the relationship between caregivers’ controlled versus
autonomous motivation to help, and the consequences
for their well-being (32-37). These studies found that
controlled (extrinsic) motivated reasons for providing
care as feeling forced or obligated to take care, led to
diminished well-being among caregivers. Kindt and col-
leagues (35) found that controlled-motivated caregivers
gained little well-being from helping a partner with
chronic pain and experienced increased exhaustion and
stress. In other studies, caregivers reported more internal
relational conflicts (34), negative affect (36) tensions in
their relationship (34), and less control over their care-
giver situation (37). Extrinsic motives for caregiving pre-
dicted greater depressive symptoms (36), less life
satisfaction (32), more stress (36) and increased caregiver
burden (33).

Six studies found that caregivers who were autono-
mously motivated to help experienced less stress and
exhaustion than did those who viewed caregiving as
an obligation (32-37). In Kindt et al. (34) partners
who did not experience external or internal pressure,
but who were committed to helping and derived enjoy-
ment from it reported better well-being (34). Caregiv-
ing motivation was characterised as autonomous when
caregivers’ psychological needs for relatedness, auton-
omy and competence were met within the caregiving

context (34-36). Satisfaction of these needs was

associated with life satisfaction, subjective vitality and
positive affect among spousal caregivers (32-36). Care-
givers who perceived gratitude from the patient (36) or
who were enthusiastic about caregiving (38), were
more willing to provide help. Autonomous motivated
caregivers reported fewer depressive symptoms (32),
greater spirituality and better health (33),
greater personal growth and saw benefits in caregiving
(32). Autonomous motivation led to increased happi-
ness, positive affect, a sense of well-being, greater satis-
faction with life (36,38) and better personal
functioning and less exhaustion as a result of helping
someone with a long-term illness (34-36).

mental

Support of caregivers’ motivation

All studies presented implications for further research
and recommended finding better ways to support care-
givers. Most of the studies argued for the value of map-
ping variation in the reasons for providing care and for
considering the underlying motives of helping behaviour
(32,34,36-38). Some studies pointed out that considering
the reasons for providing informal care is important to
identify caregivers who experience diminished well-being
(32,38) and who might benefit from support services or
counselling (34,38). Caregivers’ helping motivation pre-
dicted (32-36,38), described (37) or supported (31,39)
their health outcomes. Strekalova (40) addressed the psy-
chological needs for competence (i.e. information and
understanding the diagnosis), autonomy (i.e. making
choices and planning for the future) and relatedness (i.e.
contact and support from other families in a similar situa-
tion). She found that early identification of caregivers’
needs may lead to better psychological coping and
improved health outcomes (40). To increase caregivers’
self-determination, Pierce et al. (38) suggested that
healthcare professionals support caregivers by helping
them see the options available to them and allowing
them greater freedom of choice with respect to caregiving
tasks. Findings from Kim et al. (33) suggest that

© 2019 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd

on behalf of Nordic College of Caring Science.

125



276 H. Dombestein et al.

caregivers may benefit from interventions that facilitate
their ability to be autonomously motivated.

Several studies concluded that the development and
testing of SDT-based support services and interventions
in a caregiver context might be useful for development of
effective motivational support to caregivers (31-39). Only
two studies had developed, tested and evaluated inter-
ventions to support motivation in caregivers. Badr et al.
(31) tested an SDT intervention to improve quality of life
for patients with advanced lung cancer and their family
caregivers. The intervention consisted of standardised,
tailored manuals on self-care, stress and coping, symptom
management, communication skills, problem solving, and
maintaining and enhancing relationships. In addition,
dyads of patient and caregiver participated in weekly
telephone counselling sessions. The intervention group
reported improvements in depression and anxiety, a sig-
nificant decrease in caregiver burden, and caregivers’
increased autonomous motivation (31). Cossette and col-
leagues (39) tested an SDT-based intervention on dyads
of heart failure patients and their caregivers. While the
patient was hospitalised, the dyads were offered two
face-to-face meetings with a project nurse; after the
patient was discharged, they were offered three tele-
phone-based meetings. The caregivers reported that they
were less amotivated in their caregiver work and felt
they provided better support to the patient (39). Results
from the two intervention studies reported that the care-
givers were generally satisfied with the interventions and
found them helpful, relevant and convenient (31,39). Ng
and colleagues (37) suggested that models of supporting
caregiver wellness and intervention work ought to focus
not just on reducing anxiety and depression, but also
consider meaning and motivation as foundations for
caregivers’ long-term health and well-being.

Discussion

To our knowledge, this is the first review of the research
literature that explores and discusses caregiving motiva-
tion from the SDT perspective. In sum, the analysis of
the included articles has found that all studies considered
satisfaction of the three basic psychological needs for
autonomy, competence and relatedness as essential for
predicting caregivers’ quality of motivation and thus their
well-being. The review holds the potential to form an
important foundation for future research, and for the
development of interventions that will increase care-
givers’ sense of self-determination.

Caregivers’ motivation and well-being in a long-term illness
context

The most significant finding was that fulfilment of

caregivers’ psychological needs and autonomous

motivation was strongly associated with their greater
well-being. Our findings are consistent with Milyavs-
kaya and Koestner (23) who found that need satisfac-
tion is universally linked to motivation and well-being
across important life domains. Other researchers have
come to the same conclusion in workplace studies
(19,22), among patient populations in health care, and
in health promotion contexts (20). Moreover, Wein-
stein and Ryan (21) found that intrinsic motivation for
helping yielded benefits for the helper through greater
need satisfaction. Perception of choice in entering the
caregiver role is positively associated with well-being
among caregivers, and internalised values about the
importance of caregiving are essential (12). This is con-
sistent with our findings, where the maintenance of
motivation over time requires that caregiver’s inter-
nalise certain values, duties, responsibilities and skills.
Moreover, this review suggests that the feelings of
caregiving as voluntary and fulfilment of the need for
autonomy is especially important for high-quality moti-
vation. Also, caregivers’ perception of support for their
autonomy from family and friends, from their work-
place and from health professionals may be associated
with less depression and increased well-being and life
satisfaction. In line with this, high-quality motivation is
a central marker of well-being and associated with high
performance (22) and personal growth (20,21). In
extension of this, we see the need for health profes-
sionals supporting the caregivers’ volunteering beha-
viour and offering guidance towards
solutions to support sense of autonomy.
Our findings support the theoretical proposition that
fulfilment of the basic needs for autonomy, competence
and relatedness is a primary form of psychological nurtu-
rance that facilitates well-being (17,18) in caregivers.
Intrinsic motivation is distinguished by autonomous
motivation and self-determined behaviour where the
person acts out of interest, engagement and enjoy the
activity (18,20). The review show that fulfilment of the
three basic psychological needs for autonomy, compe-
tence and relatedness are important determinants of care-
givers’ well-being, protecting them from high levels of
psychological distress associated with ill-being and care-
giver burden. In a job satisfaction context, amotivation,
where the motivational
employee finds no value or interest in acting, is associ-
ated with poor well-being and performance (19,22). The
employee appears to have no self-determination and the
motivation for acting is controlled, resulting in poorer
well-being (17). Our narrative analyses confirmed this by
showing that caregivers who reported feeling forced or
obligated to offer care were extrinsically motivated or
amotivated, which predicted more depressive symptoms,
less life satisfaction, and greater stress and caregiver

caregiving

quality is lowest and the

burden.

© 2019 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd

on behalf of Nordic College of Caring Science.

126



Targeting caregivers’ autonomous motivation

We found that a motivational perspective on helping, as
provided by SDT, is useful in explaining variations in per-
sonal and relational well-being and distress among care-
givers. Early identification of caregivers who are
struggling or at risk of struggling is crucial (4). It is
important to identify this subgroup of caregivers so that
they can receive evidence-based services (6). SDT con-
structs can identity, clarify and explain why caregivers in
apparently similar situations differ in terms of well-being
and in their desire to continue offering care. According
to Roth et al. (6) it is important to target evidence-based
services to the subgroup of caregivers who are under
stress or at risk in other ways (6). In line with this, we
found that by identifying caregivers who were intrinsi-
cally motivated or amotivated and suffering from the
caregiver experience, health professionals might better
understand why certain caregivers experience worse
well-being than others, and how these caregivers will
benefit from receiving support services or counselling.
Our results highlight the need for improved ways of
supporting caregivers’ motivation. Moreover, it is crucial
for health professionals to understand when the provi-
sion of caregiver support is considered helpful and bene-
ficial for the caregivers” well-being. According to previous
caregiver research, health services ought to see informal
carers as no less important than the patient (2,4,11). Dif-
ferent kinds of caregivers need different kinds of support
and interventions based on, that is, types or severity of
the relatives” long-term illness (1,9). Support and services
to caregivers are indispensable to caregivers’ psychologi-
cal well-being by preventing burnout (4,8). This is con-
sistent with our findings that well-being is facilitated by
perceived support, especially support for autonomy from
health professionals, the patient and from others. Given
the critical role of autonomous helping motivation,
health professionals can meet caregivers’ needs by being
autonomous supportive. Promising result from the two
pilot interventions in the fields of cancer and heart fail-
ure encourage further development and testing of inter-
support caregivers. The
recommend that health professionals reinforce caregivers’
autonomous motivation by offering choices rather than
restrictions, showing the range of options available to
them,
(31,39). Accordingly, health providers should view care-
givers as partners (5), and take into account caregivers’
resources (13). Here, a more balanced image of the care-
giver as a resilient and capable ally is useful (6). Health
professionals could work more effectively and systemati-
cally with patients to identify, inform and collaborate
with their informal caregivers (6). According to Quinn
et al. (10) efficacious interventions should be developed

ventions that interventions

avoiding criticism and giving encouragement
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and implemented to support caregivers’ motivation and
thus their well-being.

Future directions for SDT in the caregiver context

Our findings suggest that models of understanding care-
giver well-being ought to focus not just on the absence
of stress and caregiver burden, but also consider motiva-
tion as the foundation for caregivers’ long-term health
and well-being. These findings meet previous research
calls for promotion of benefits of caregiving, such as
sense of satisfaction, autonomy and expertise among
caregivers that may act as specific and legitimate goals for
motivational support (5,6,14,15). The existing dominance
of a stress-coping approach pathologies caregiving (6,14).
In contrast, SDT represents greater attention to health
promotion (20) and offers a promising theoretical frame-
work for future research, by shifting the focus from
health threat to health resources in the caregiving
context.

All of the included articles described how SDT was
applied in their respective studies, depicting SDT as an
effective framework for understanding caregivers’” moti-
vation. In this context, it would be valuable to know
more about the application of SDT in research on care-
giving, and in particular, qualitative research is war-
ranted to identify the SDT constructs’ application in real
life. Moreover, all of the reviewed articles included both
male and female caregivers, while only two studied SDT
constructs with respect to gender (32,33). The gender
issue in current SDT research has provided inconsistent
findings (41) representing a knowledge gap in the SDT
research on caregiver motivation.

Most of the studies included in this review used SDT
measurements and questionnaires validated in or adapted
from other contexts. Accordingly, the development, test-
ing and validation of SDT-based instruments and ques-
tionnaires in different languages adapted to a caregiver
context are warranted. Further development of qualita-
tive research approaches to identify methods of promot-
ing caregivers’ autonomous motivation is recommended.
This could add value to a field of SDT research that is
already dominated by quantitative methods. Future SDT
research on caregivers should endorse reporting and
reflecting on the application of SDT.

Methodological considerations

It can be methodologically challenging to include mixed
evidence within one literature review. The integrative
review method has been successfully adapted to allow
diverse primary sources and multiple perspectives to be
combined, to gain in-depth understanding of complex
phenomena (26). Whittemore and Knafl’s integrative
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review method (24) provided a stringent approach to the
current review study, represented by its rigorous and sys-
tematic review procedure.

Our search strategy was comprehensive, comprising
two searches (initial and follow-up) in seven multidisci-
plinary bibliographical databases. This allowed for an
updated and interprofessional approach to the literature
search. Even though no limitations on year or language
were added to the literature search, only 159 articles
were found, most of them published since 2015 and pub-
lished in English. This indicates a circumscribed research
area, but at the same time the combination of caregiving
and SDT seems new and upcoming in both research and
practice. Despite a comprehensive literature search, the
inclusion of grey literature might have given expanded
access to the research area. To enhance the rigor of our
review, a priori and well-defined selection criteria were
used. All authors participated in study selection, ensuring
that the identified documents were eligible for inclusion.
Choosing a single motivational theory (SDT) as a theoret-
ical perspective might be considered a strength of this
review, but may have narrowed the knowledge base. The
inclusion of other motivational theories might have con-
tributed to a broader view on caregiving motivation.

Conclusions

This integrative literature review found that SDT can be
applied to identify, categorise, explain, predict, promote
and support motivation among caregivers. The findings
are an initial demonstration of the differential effects of
caregivers’ autonomous versus controlled motivation for
helping a friend of relative with a long-term illness.
Autonomous motivation is demonstrated as an important
determinant of caregivers’” well-being and may protect
them from feeling overstressed and overworked. When
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1 | INTRODUCTION
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Abstract

Aim: To explore adult children's motivation in caregiving for their home-dwelling par-
ents with dementia.

Design: Qualitative design with a phenomenological approach.

Methods: Semi-structured individual interviews with 21 adult sons and daughters
who were caregivers for a parent with dementia. Data were analysed using system-
atic text condensation.

Results: Inspired by self-determination theory, three categories were identified in
the empirical data representing the main motivational drivers for adult-child caregiv-
ers: relatedness (to the parent with dementia, the parent's spouse, other persons),
competence (in handling dementia, in the parent's need) and autonomy (freedom of
choice, innate values and tasks). Caregivers report relatedness as their key motiva-
tional driver.

These results imply that nurses and other health professionals should value the im-
portance of relatedness when interacting with dementia caregivers and establish be-
longing support structures. Further research should generate more knowledge of the
positive motivational drivers, including interventions to improve relatedness, compe-

tence and autonomy.

KEYWORDS
adult-child caregivers, dementia, home-dwelling, motivation, qualitative method, self-

determination theory

Dementia symptoms can disrupt collaboration between patients

and healthcare professionals. For this reason, focus often shifts to

Dementia is recognized as a public health priority because an esti-
mated 50 million people are living with dementia worldwide (WHO,
2019). Most of these persons experience that dementia leads to
increased impairments affecting memory, personality, meaning-

ful activities, social contacts and self-care (Bjorklgf et al., 2019).

informal caregivers and relatives who become important resources
for both the person with dementia (PWD) and the profession-
als (Garcia-Ptacek, Dahlrup, Edlund, Wijk, & Eriksdotter, 2019).
Therefore, it is necessary for nurses and other healthcare profes-

sionals to be aware of caregivers' situation to identify potential
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challenges and initiate support (Chiao, Wu, & Hsiao, 2015; Koren,
Laidsaar-Powell, Tilden, Latt, & Butow, 2018). Informal caregiv-
ers of home-dwelling persons with dementia often experience
stress and reduced quality of life because of their caregiver role
(van der Lee, Bakker, Duivenvoorden, & Drées, 2014; Pearlin,
Mullan, Semple, & Skaff, 1990). The perceived caregiver burden,
caring approach and coping strategies depend on the type of de-
mentia (Svendsboe et al., 2018), caregivers' resources (Chen &
Bailey, 2018; Wennerberg, Eriksson, Danielson, & Lundgren, 2016)
family relations (Bjerge, Kvaal, Smastuen, & Ulstein, 2017) and
received support (Lee, Puga, Pickering, Masoud, & White, 2019).
Most research in the caregiver field has examined family care-
givers as a homogenous group, without differentiating spouses
from adult children of a PWD (Tatangelo, McCabe, Macleod,
& You, 2018). Adult children are likely to juggle caregiving and
other roles such as work and responsibilities to their own families;
spouse caregivers are more likely to undertake a full-time caregiv-
ing role (Conde-Sala, Garre-Olmo, Turr6-Garriga, Vilalta-Franch,
& Lopez-Pousa, 2010). This study therefore contributes to a more
differentiated knowledge of caregiving regarding adult children to
PWD.

2 | BACKGROUND

So far, research has focused on the challenges of being a caregiver
to a PWD. There is a need to draw attention to other elements of
caregiving (Lloyd, Patterson, & Muers, 2016) such as satisfaction,
autonomy and expertise (Yu, Cheng, & Wang, 2018). Motivation for
caregiving in the dementia context is crucial in informal carers’ expe-
rience of their role (Quinn, Clare, & Woods, 2015) as it energizes be-
haviour, initiate, generate and increases task engagement and direct
actions. Motivation is thus understood as the energy in people that
drives their actions or non-actions. Motivational support increases
caregivers' sense of well-being, psychological growth and resilience
(Weinstein & DeHaan, 2014). In a review article, Greenwood and
Smith (2019) found the motives of family caregivers to persons with
dementia, for example reciprocity, commitment, love, duty, loyalty,
obligations and responsibility, to be identical with their reasons to
sustain as caregivers. Still, the motivations for taking on and staying
in the caregiver role remain an area not fully understood (Greenwood
& Smith, 2019; Quinn, Clare, & Woods, 2010). Thus, studying car-
egiving using a theoretical motivation framework is recommended
as it can further help identify and categorize motivational aspects
(Quinn et al., 2010).

In this study, caregivers' motivation is addressed using self-de-
termination theory (SDT) (Ryan & Deci, 2000, 2017) whose premise
is the three psychological drivers of motivation: the need for auton-
omy, competence and relatedness. Their satisfaction would be es-
sential for individual psychological growth, subjective well-being and
optimal human functioning, while thwarting those needs can lead
to amotivation (Ryan & Deci, 2000, 2017; Weinstein & Ryan, 2010;
Williams et al., 2014). When the need for autonomy is satisfied, one
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experiences a sense of volition and the sense that one's actions are
endorsed by oneself, conferring a feeling of ownership over actions.
The need for competence relates to mastery and perceptions of per-
forming tasks with confidence, effectiveness and being capable of
achieving desired outcomes. The need for relatedness is a feeling of
mutual belonging, genuine connection with others and experiencing
giving support to and being supported by others (Ryan & Deci, 2000,
2017).

Self-determination theory has been applied to several healthcare
contexts (Ng et al., 2012; Ntoumanis et al., 2020) such as caregivers'
motivation for persons with cancer (Kim, Carver, & Cannady, 2015;
Ng, Griva, Lim, Tan, & Mahendran, 2016) and chronic pain (Kindt,
Vansteenkiste, Cano, & Goubert, 2017) as well as to caregivers
caring for relatives with different long-term illnesses (Dombestein,
Norheim, & Lunde Husebg, 2019). To our knowledge, SDT has not
yet been applied to adult children caring for home-dwelling parents
with dementia. There is a lack of qualitative studies expanding the
SDT framework and understanding the phenomenon of caregiv-
ers’ motivation, (Ng et al., 2016) also in a dementia context (Pierce,
Lydon, & Yang, 2001). Therefore, this qualitative study explores
adult children's motivation in caregiving for their home-dwelling par-
ents with dementia. This aim will be addressed through the following
research question:

How can adult children's motivational drivers for caregiving be de-

scribed using self-determination theory?

3 | METHODS
3.1 | Context

In Norway, about 80,000 persons live with dementia. Approximately
the same number are primary caregivers for these persons, while
about 270,000 are secondary caregivers (Norwegian Ministry
of Health & Care Services, 2015). As in other Nordic countries,
Norway's public healthcare system is constructed for taking care of
PWD with supplements from informal caregivers. Specialist care is
provided by regional health services and consists of hospitals and
specialized units such as memory clinics and geriatric hospital wards.
More than 300 Norwegian municipalities are responsible for primary
care like general practitioners, home care, day care centres and nurs-
ing homes (Norwegian Ministry of Health & Care Services, 2018).
In Norway, adult children are not legally required to assume care of
their parents, but many do (Backmann & Kjellevold, 2015). The care
provided by adult children to PWD includes for example transporta-
tion, assistance with practical tasks, support for personal care and
medical treatment, but mostly emotional support including spending
time talking with the parent, visiting or calling to ensure that the
parent is safe. In the home-dwelling period, home care services are
common, often starting small and increasing as the dementia pro-
gress. PWD usually live at home as long as justifiable possible but
moving the parent into a nursing home is often normal at an ad-
vanced stage of the illness (Norwegian Directorate of Health, 2018).
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The participants in this study had home-dwelling parents with de-
mentia in different parts of a large municipality in Western Norway
containing urban areas and rural districts.

3.2 | Study design

This research study adopted a qualitative design (Malterud, 2001;
Polit & Beck, 2018) with a phenomenological approach (Creswell
& Creswell, 2018) to explore the lived experiences with motivation
in the caregiver role as described by the participants. The method
for data collection was individual face-to-face interviews (Polit &
Beck, 2018). This was chosen out of consideration for the partici-
pants who would be sharing personal information on a potentially
sensitive topic. Data were analysed by systematic text condensation
(Malterud, 2012). The COREQ, 32-item checklist is used in reporting
the study (Tong, Craig, & Sainsbury, 2007).

3.3 | Participant selection and recruitment

Purposive sampling (Polit & Beck, 2018) was used and involved se-
lecting participants who shared particular characteristics and had
the potential to provide rich, relevant and diverse data pertinent to
the research question. To be included in the study, the participants
had to be over 18 years old and registered as a primary or second-
ary caregiver as their parent diagnosed with dementia was receiv-
ing healthcare services in the municipality. In addition, the parent
should have moved to a nursing home for between 2 and 12 months
prior to the interview. The reason for conducting retrospective in-
terviews was that the last home-dwelling period—waiting for a place
in the nursing home—could be especially stressful for both patients
and their caregivers. Caregivers might find it difficult to express the
positive elements of the caregiver role. Thus, by interviewing the
caregivers at least 2 months or more after the parent has moved to
a nursing home, the caregiver will have had the time to create some
distance from the parents’ home-dwelling period and be better able
to reflect on the situation, add meaning to this experience and ar-
ticulate it. The upper limit (12 months) was set so the participants
could still remember their experiences with the caregiver role. Adult
daughters and sons who met the inclusion criteria were identified
and recruited by a project nurse working as a coordinator in the com-
munity. She was instructed to recruit both male and female caregiv-
ers. She telephoned 31 people. Five declined to participate, claiming
that they did not have the time, energy or capacity to do so. Author
HD called the participants who had agreed to be contacted by the
researchers and of those five declined to participate for the same
reasons. In sum, ten people who were asked to participate declined.
21 persons consented to be interviewed and none withdrew from
the study.

TABLE 1 Characteristics of participants, N = 21 (%)

Characteristics N=21
Gender, N (%)

Female 12 (57)

Male 9(43)
Age group, years, N (%)

40-49 5(24)

50-59 11 (52)

60-69 5(24)
Education, N (%)

Public school 2(10)

High school 5(24)

University 14 (66)
Job status, N (%)

Full-time 19 (90)

Part-time 2(10)

Retired 0(0)
Parents' household status, N (%)

Mothers living alone 7(33)

Mothers living with spouse 5 (24)

Fathers living alone 5(24)

Fathers living with spouse 4(19)

Note: Table 1 shows the variation in caregivers' age, gender, education,
job status and the parents’ household status.

3.4 | Sample

The participants were 12 daughters and nine sons. Biological,
adoptive- and foster children were given equal status. At the time
of interest when the parent with dementia was still living at home,
none of the participants had been sharing a household with the
care recipient. 12 of the participants had parents living alone,
and in nine cases, the parent with dementia had lived with her
or his spouse. All caregivers were holding paid jobs in addition
to being informal caregivers. Table 1 contains information on the
participants.

3.5 | Interview setting

The interviews took place at times and places that were convenient
for the participants, such as their workplace, their home or a meet-
ing room at the university. A few of the interviews started with the
participants seeming a bit nervous, but after a while, a trusting at-
mosphere was established where the participants were able to share
their experiences and express their opinions. In each interview ses-
sion, only the participant and the interviewer were present and the

participants seemed willing to speak openly.
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3.6 | Data collection

A semi-structured interview guide (Polit & Beck, 2018) with open-
ended questions was informed by previous research, the self-de-
termination theory and through discussions in the research group.
The interview guide was tested on a daughter who met the inclusion
criteria and she contributed to the interview guide and the interview
itself. For example, she found it hard to answer the vague question
of why she had put so much effort in helping her father. She recom-
mended breaking the question into smaller themes to encouraging
participants to start talking about their motivation. She requested
a more precise question about her relationship to her father before
and after the dementia diagnosis; her knowledge of dementia and of
her father's symptoms; and the importance of being able to decide
for herself what she should and should not do as a caregiver. Her
feedback led to a more detailed and expanded interview guide [see
Appendix S1]. This pilot interview contributed with rich data and was
therefore included in the sample.

Data were obtained from individual face-to-face interviews
(Polit & Beck, 2018) conducted by HD in 2017. HD is an experienced
nurse trained in interviewing and consulting elderly patients and
their caregivers. All participants were informed that she was a PhD
student writing her PhD thesis on caregivers. The interviewer was
unknown to all the participants except for the pilot interview; that
participant was an acquaintance. The same interview guide was used
in all interviews except for the pilot interview. All participants were
interviewed once and each interview lasted from 56 min to 1 hr and
47 min; the median length was 1 hr and 11 min. The data material
was digitally audio-recorded and later transcribed, mainly by HD. A
professional transcriptionist was hired to transcribe parts of the last
seven interviews. The transcripts were not returned to participants
for comments as their intuitive experiences were considered essen-
tial for the research question. Permitting elaboration and corrections
could have resulted in a data set that did not represent spontaneous
answers to the interview questions.

The recruitment process lasted for several months. The partici-
pants were interviewed until no new relevant knowledge was gen-
erated (i.e. after 21 interviews). The research group discussed the
point of data saturation (Polit & Beck, 2018). A bias in retrospec-
tive interviews might be that some participants easily could switch
from the past to the present time and talk about the parent in the
nursing home. Therefore, there was a risk of obtaining irrelevant
information. This was handled in the interview situation by asking
the participants to recall examples from the home-dwelling period.
Data on caregiving after the parent had moved to a nursing home
were excluded from the analysis because it was not relevant to the
research question.

3.7 | Analysis

Systematic text condensation, a four-step method for thematic anal-
ysis of qualitative data (Malterud, 2012, 2017), was adopted because
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we wanted to explore the sustained motivation across caregivers.
A single designated participant might have illustrated a typical case
but not demonstrated variations in caregivers' motivation. Analysing
the data consisted of the following steps: (a) reading all of the data
material to obtain an overall impression, identifying preliminary
themes; (b) identifying meaning units representing different aspects
of themes and describing codes and code groups; (c) condensing the
contents into subgroups; and (d) summarizing the content of each
subgroup.

The three first phases of analysis had an open approach. Once
the themes, code groups and subgroups were identified and de-
scribed, the SDT framework was an aid when categorizing subgroups
and finding category headings in the fourth step. In this way, the
analysis was data-driven, but the SDT helped to weave the grouped
data into meaningful categories. This deductive approach of plac-
ing subgroups together in the fourth step may risk the exclusion of
relevant data (Overgaard & Bovin, 2014). This issue has been ad-
dressed by collecting, summarizing and reporting findings not cat-
egorized according to the SDT. Two authors (HD, AN) read all the
transcribed interviews and the third author (KA) read one-third of
them. The three authors independently listed the emerging themes
and through discussions agreed on preliminary themes. HD iden-
tified meaning units and quotes reflecting each theme and devel-
oped descriptions of code groups. The descriptions reflecting the
code groups were discussed among all authors before reorganizing,
renaming and eliminating code groups. Subsequently, consensus on
three categories was achieved after four analysis workshops where
all authors participated. The data material was organized with NVivo
12 (QSR International, 2019) that was used to systematize 402 pages
of transcribed data material.

HD is a registered nurse with a MHSc in ageing and dementia,
working with people with dementia and their caregivers for several
years. She assumed that being a caregiver is stressful and it might
be difficult to see the positive sides of caregiving. Author AN is a
registered nurse and professor of nursing science; and author KA is
an engineer and professor of quality and patient safety. The authors'
range of backgrounds led to fruitful discussions, bringing new per-
spectives and preventing the first author's assumptions from leading

to bias in the analysis process.

3.8 | Ethics

The PhD thesis of which this study forms a part has been ap-
proved by the Norwegian Centre for Research Data (NSD), refer-
ence number 48,276. The study has been conducted according to
the recommendations of the Helsinki Declaration (World Medical
Association, 2013). The project nurse gave oral information to possi-
ble participants. Those who agreed to receive more information got
a letter with details about the study stating that participation was
voluntary, including a description of how confidentiality and ano-
nymity were ensured. The participants signed and returned a writ-

ten consent form to the research team. Identical information was
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verbally repeated at the start of each interview, and participants
were also reminded that they could stop the interview or withdraw
from the study at any time without stating any reason.

4 | RESULTS

All 21 of the adult-child caregivers willingly told their caregiver story,
reflecting on the reasons for helping their mother or father. In the
following, we describe the findings of our analysis according to the
three main categories of competence, autonomy and relatedness with
the associated subgroups (Table 2).

4.1 | Competence

Caregivers described their competence as the capability to master
their daily life with the PWD. The competence of the adult children
allowed them to experience different levels of control and predict-
ability in their role as caregivers, thus affecting their motivation to

remain in the caregiver role.

4.1.1 | The parent with dementia's needs

All caregivers experienced their parent gradually losing the ability to
perform daily activities. The adult children were therefore in contact

with their parents at least once a week and sometimes several times

a day, trying assist their parents with activities of everyday life:

It started with her not being able to pay her bills be-
cause she couldn't handle the internet anymore and
she needed help to pay bills and sort out her finances.
Then she needed help running errands because she
lost her driver's licence and she couldn't get around
as she used to. Then it piled up with different needs
like help with taking her tablets, grocery shopping,
preparing meals and remembering to eat them. She
needed help cleaning her apartment, doing her laun-
dry and eventually she didn't know how the shower
worked so she needed help with her personal hygiene
and so on and so on....

(Daughter, participant G)

Knowing what the parent needed was useful for the caregiver,
but not being able to meet those needs was frustrating and thwarted
their motivation. When caregivers succeeded in meeting their parent's
needs, they felt competent, satisfied and pleased with their capacity to
do so: “I could see that my effort was helping her and that is motivating in
itself. Then helping her was not an energy loss, but gave me good energy”
(Daughter, participant C).

The mastery of meeting the PWD's daily needs for support was
an essential driver for motivation among adult children: “What's
motivated me as a caregiver was that my mother should have the best

TABLE 2 Categories, subgroups and
descriptions of caregivers' motivational
drivers

what he/she needs. Different levels of coping

Knowledge of the dementia illness and related
professional help affects caregivers’ feelings

Category Subgroups Descriptions
Competence The parent with Thorough knowledge of the parent to identify
dementia's needs
and capacity in performing tasks for the
mother/father and in meeting their needs.
Handling dementia
of mastery or helplessness in their role.
Autonomy Freedom of choice The ability to choose when and how to help

Innate values and tasks

Relatedness The parent with dementia

The parent's spouse

Other persons

the parent.

The naturalness of performing tasks to help
the parent without thinking about why they
do so, combined with a nuanced feeling of a
sense of duty.

The relationship with the parent before and
after the dementia diagnosis and how well the
adult child thrives with the parent.

The close relationship with the healthy parent,
mutual belonging and support to the parent
with dementia's spouse having the primary
burden of daily caregiving.

Collaboration and relationships with other
people such as siblings, friends, colleagues
and healthcare professionals. Being listened
to, treated with respect and receiving
support.

137



DOMBESTEIN ET AL.

possible life while staying at home” (Son participant M). A daughter
illustrates her expertise on her mother's needs: “Making her feel as
good as possible was driving me to meet her needs. When | knew her so
well, | could see what she needed and | could see when she was happy
and feeling ok.” (Participant U).

4.1.2 | Handling dementia

Several of the adult children initially described a feeling of incom-
petence and helplessness when they did not know the reason for
the decline in the parent's cognitive function and behaviour. At the
same time, they were struggling to get access to professional help.
Therefore, it was a relief to receive the diagnosis and obtain knowl-
edge on how to handle the symptoms. To have competence in de-
mentia and feel a sense of mastery and effectiveness when helping
the parent was an important source for their motivation. A daughter
was frustrated and exhausted by trying to get her father to wear
clean clothes, but after the diagnosis, she understood how to handle

this behaviour:

If | feel that this is working, what I'm doing is making
my father better in one way or another, then | have a
feeling of mastery and it gives me something. When
it doesn't work, you somehow lose that motivation,
you go on the same track over and over again and it
gets worse and worse actually. So | think maybe that
is where mastering is important and that is part of my
motivation.

(Participant R)

Some caregivers felt a lack of competence, confused and lost in the
health system trying to obtain professional assistance for their parent

sometimes leading to a sense of amotivation:

At first | didn't know where to start. | spent a lot of
time and effort trying to find out where and how to
get help for my mom... It felt like a waste of energy to
struggle against the system. | wish | had known five
years ago what | know now and then | would have
avoided spending so much time and effort trying to
figure things out.

(Daughter, participant V)

Knowing how the healthcare system is organized and whom to
contact in different situations was an advantage in caregivers gain-
ing a sense of perceiving control, predictability and competence.
Competence in dementia and the healthcare system was obtained
in different ways using various sources. Only a few caregivers had
attended dementia information meetings or courses; others had
consulted the internet or booklets on dementia. Common among care-
givers was the helpfulness of information and advice from friends or

colleagues whose own parents had had dementia:
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| often went hiking with a friend of mine. Her mother
recently died of dementia... We frequently talked
about what | could expect at different phases of the
illness, how to collaborate with the health care pro-
fessionals and what | could say and do to handle my
father's sometimes challenging behaviour. It was good
to talk to my friend and she supported me for years.
(Daughter, participant J)

4.2 | Autonomy

The adult children expressed the importance of the ability to choose
when and how to help the parent as essential for their motivation in
the caregiver role. At the same time, values and nuances of sense of

duty were innate when describing tasks as natural.

4.2.1 | Freedom of choice

All caregivers agreed on the importance of deciding for themselves
with which tasks to help their parents. Not taking orders but vol-
untarily performing tasks was a driver: “If someone is squeezing you
like a lemon on what you have to do, | would probably just shake it off
and say, ‘No, | want to decide for myself’. It was my own will or my own
motive to help my parents, which | really have no other answer to” (Son,
participant E). Another son stated: ‘I feel that what I did, I did it of my
own free will, | could have said no” (Participant F).

It was also important for caregivers to have the opportunity to
set boundaries for not accepting to perform specific tasks: “To help
my mother was perfectly fine up to a certain point. Therefore, | couldn't
go into the shower with her. It got too close” (Daughter, participant G).

Several caregivers mentioned the uncertainty around the point
where it was time to level up and accept more help from profes-
sionals in the PWD's home. Some daughters had felt guilty but were
content that they had decided to accept help:

| think since we got the offer, | chose to use it to be

able to be the daughter who is not completely ex-
hausted. So | would rather be the one visiting him
and socialising with him instead of being a nurse and
a home maid. | could probably have done more, but |
chose to receive help. | know myself pretty well even-
tually, having to make my choices, be a little conscious
that you need to be yourself as well.

(Daughter, participant A)

4.2.2 | Innate values and tasks
It was challenging for caregivers to explicitly describe their mo-

tivation for taking care of their father or mother with dementia.

Everyone described it as a “natural” thing to do and “that is how we do
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it in our family, so the values are inherited”. They had never thought of
it as an alternative not to involve themselves in caregiving: “No, that's
just the way it should be, she is my mother! So I never thought about
that” (Daughter, participant U).

These descriptions indicate caregiving as part of their innate val-
ues and tasks. Eventually, after talking more about the topic several
caregivers expressed how they felt it valuable and important to per-
form tasks and help their parent and how this was done without a
feeling of obligation, this feeling was part of their “backbone”:

| think motivation comes from what | have learned,
experienced or what is right to do, what makes you
the person you are. Of course, it's your whole life that
has influenced you and the motivation for caring for
my mother lies within myself.

(Daughter participant T)

None of the caregivers reported that someone outside or inside
the family had told them to help their parent, but several had felt the
pressure to do so. The desire to take care of their parents came mostly

from within themselves but sometimes from a sense of duty:

My father took it as a matter of course that | should
provide care for him, he probably did. | never thought
that there was any compulsion in a way, but there
wasn't anyone else. So in a way, maybe indirectly... It
can be an expectation from others and an expectation
from yourself, what you expect of yourself.
(Daughter, participant J)

Most of the caregivers seemed to have accepted these sentiments
and they were not preoccupied with the thought of having acted out of
a sense of duty or out of free will. In retrospect, it was more important
to be able to look back on the home-dwelling period with the certainty
of knowing they had chosen to do what they could to help their parent:
“It felt like the right thing to do” (Son, participant P).

4.3 | Relatedness

The caregivers talked first and foremost about their relations with
other people when describing their motivational drivers. Here, gain-
ing positive energy from interacting with the parents and other per-
sons was central to their motivation. A feeling of belonging being a
respected part of a team was essential for remaining motivated as a
caregiver.

4.3.1 | The parent with dementia

All caregivers talked about the relationship with the parent before
they developed dementia. None of the adult children in this study in-
dicated that they had previously had a markedly difficult relationship

with that parent. Instead, they stated that they were genuinely fond
of their parent and this made it easier to help them even with the
less pleasant tasks:

If your mother has been fond of you, then you are mo-
tivated to return that kindness and when she begins
to struggle, you are much more motivated. You've had
a good relationship all these years and that makes
you contribute to something you don't think is very
nice, such as going home to her when she was living
at home then, picking up clothes that she had peed in
and taking them home and washing them.

(Son, participant O)

Some were concerned with the relationship after the dementia di-
agnosis. The PWD could be discontented and bad-tempered and then
the caregiver sometimes felt like a nagging child not being welcomed in
their parent's house:“...on those days the visit to mom did not give me pos-
itive energy” (Son, participant D). A daughter had similar experiences:
“When | think about how tired | became from helping mom, it may not be

how much time | spent, but how much energy | used” (Participant C).

Several caregivers had not experienced difficulties when visiting
and helping their parent. Some said that their parent had never made
them feel guilty and were just grateful for the help they received. It
was also seen as confirmation of a good relationship when socializing
and other ways of helping the parent were perceived as enjoyable.
Having a good relationship and enjoying time spent with the parent
was an important source of motivation:

We've always had a good relationship and his be-
haviour was my motivation to visit him. So we had en-
joyable times together and it motivated me. But had
it been harder to visit him, then | would probably not
have had the motivation to see him as much as | did.

(Daughter, participant B)

4.3.2 | The parent's spouse

Both parents of nine of 21 caregivers were alive and the parent
with dementia had lived with his/her spouse. In most cases, these
spouses had been in good health and had been the one taking on the
major burden of daily caregiving with the support of the adult child.
These adult children pointed out the close relationship with the

healthy parent as a key reason for their willingness to offer support:

| felt satisfied when | had contributed in a way that
was good for my mother or for instance, made her
happy, then | was motivated by this. Mother wouldn't
have been able to keep him [the participant's father]
home unless | had supported her. However, | think
even more that | have seen in retrospect with what

mom was struggling. She didn't want to worry me
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either, so it's her way of showing her care for me. So
to make sure that | could live my life she took most
of the burden until she couldn't do it anymore. Mom
probably had no regular sleep for the last 4-5 months,
which meant that she was also completely exhausted,
so | was, in the end, afraid that she would somehow
end up with a heart attack or similar.

(Daughter, participant S)

These caregivers wanted to support the healthy parent. They ap-
preciated gratitude but did not necessarily expect it. Several gave ex-
amples of the healthy parent's appreciation of being able to share the
responsibility:

Mother was very positive and she is like that by na-
ture. She also wrote a small booklet on 40 pages over
the last two years where she talks about her expe-
riences and her thoughts. She writes very positively,
so it's her way of saying thank you for the period in
which we contributed.

(Son, participant K)

4.3.3 | Other persons

The responsibility for caregiving was often shared involving not only
the adult child (and the PWDs spouses), but also other people in their
social network like the caregiver's siblings, other relatives, the car-
egiver's spouse or grown children. Having respect, understanding

and support from these other persons were important:

| had a spouse with an extensive understanding of
my situation. He was supportive and never accused
me of not being at home and stuff like that. During
times when | thought it was mentally difficult, he has
been invaluable. I've been the only caregiver for my
mother, but I've always had him as support.
(Daughter, participant T)

Good relations with other caregivers gave a feeling of belonging,
being trusted and meaning something to others. To experience them-
selves as an essential part of a team caring for the PWD was import-
ant to the caregivers. The caregiving also had positive outcomes, like

bringing siblings closer:

We are a family with mother, father and four siblings
... We have been in a situation where the family has
been central and we have been very focused on car-
ing for each other and being friends. There are no
conflicts. We have spent a lot of time reflecting on
how this has changed us and what has changed. We
siblings have actually become even closer. We talk
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about other things and feelings more than we did
before.
(Daughter, participant S)

The caregivers rarely mentioned their relations to healthcare pro-
fessionals. If they did mention these professionals, the relationship was
usually negative but with some exceptions. These professionals could
have been a family doctor, a community nurse, a professional at the day
care centre or a service coordinator. The caregivers expressed being
treated with respect, acknowledgement, understanding and support.
A son mentioned that even though his father's health services were
not always delivered as planned, he was satisfied with the long-term
follow-up:

We had telephone conversations on demand and she
listened to me... She was, as | experienced her, genu-
inely concerned with trying to find alternatives and
things that could help. So, she was very good indeed.

(Son, participant E)

4.4 | The importance of telling the caregiver story

To prevent the exclusion of important finding when using a deduc-
tive approach (Malterud, 2012) in our fourth stage of analysis (see
3.7 Analysis), the transcribed material was searched for data that
might fall outside the findings of the current analysis. In that respect,
we found that caregivers were devoted to telling their caregiver his-
tory concentrating on practical issues, psychological stress, lack of
support and respite services in their everyday assistance to their
parent with dementia and how this also influenced their motivation
negatively. Most caregivers had never had someone outside the
family take an interest in them as caregivers. Therefore, they said it
felt good to speak about what was important to them. In this analy-
sis, these issues were not described in detail as they were outside
the scope of the study.

5 | DISCUSSION

Three categories represent caregivers' main motivational drivers: re-
latedness, competence and autonomy. Despite the challenges and bur-
den, the adult children in this study expressed positive reasons for
becoming and remaining caregivers for their parents with demen-
tia while they were still living at home. Their relatedness to other
persons was the key driver for motivation. Relatedness included the
importance of being treated with respect, understanding, acknowl-
edgement, being listened to and supported. Other drivers included
having competence on dementia and resources to help the parent,
often gained through relatedness with others. At the same time, car-
egivers needed to feel autonomous and to voluntarily perform their
caregiver tasks.
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Relatedness to the person with dementia is a well-known factor
for how caregivers experience their role (Bjorge et al., 2017; Bjorge,
Seeteren, & Ulstein, 2019; Quinn et al., 2015). Relationship quality
is directly linked to motivations for providing care and associated
with the meaning of caregiving (Greenwood & Smith, 2019; Quinn
et al., 2015). Essential in our study was the fact that adult children
with two living parents were motivationally driven by the relation-
ship with the healthy parent defining their role as supporting the
primary caregiver. Greenwood and Smith (2019) found some simi-
lar caring motives described by spousal and adult children like, for
example reciprocity, commitment, love, duty, loyalty, obligations
and responsibility. On the other hand, previous empirical research
has documented different experiences between caring for a parent
or a spouse with dementia and between being a primary caregiver
or a support for the primary caregiver (Conde-Sala et al., 2010;
Tatangelo, McCabe, Macleod, & You, 2018). This is confirmed in our
study from the perspective of adult-child caregivers.

The adult children in our study reported the importance of
relationship quality with other persons (family members, friends,
co-workers, healthcare professionals) where the essence was to
be met with respect, understanding and acknowledgement, being
listened to and supported. Consistent with self-determination
theory (Ryan & Deci, 2017), this relatedness gave them a feeling
of meaning something to others and being an important part of
the team caring for the parent with dementia. Thus, satisfying
the psychological need for relatedness allowed the caregivers
to thrive and become more enthusiastic about caregiving (Pierce
etal., 2001).

Our study also confirmed that positive and supportive relation-
ships were important drivers for increasing adult-child caregivers'
competence in assisting parents with dementia. Common was the
usefulness of retrieving information and advice from friends or col-
leagues whose own parents had dementia. This led to the sense
of mastery in their daily life with the parent with dementia. Pierce
et al. (2001) described how caregivers, who considered themselves
as competent, experienced more meaning and enthusiasm in their
role. The caregivers in our study sometimes felt incompetent and
amotivated when they repeatedly tried to do their best to help their
parents, but the situation still became worse. To avoid amotivation,
it is necessary for caregivers to understand dementia and have the
resources to do so (Chen & Bailey, 2018; Conde-Sala et al., 2010; van
der Lee et al., 2014). According to Williams and colleagues (2014),
amotivational behaviour is the belief that there is no clear connec-
tion between the individual's performance of an activity and the
outcome.

One way of avoiding amotivation is to experience self-determi-
nation and autonomy and caregivers should decide for themselves
which tasks to perform (Ng et al., 2016). In our study, self-determina-
tion was expressed by caregivers' ability to decide which tasks they
would do to help their parents and when to do them. Feeling obli-
gated to assume in caregiving responsibilities can lead to a heavier
subjective burden among adult children (Conde-Sala et al., 2010;
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Tatangelo, McCabe, Macleod, & Konis, 2018). Therefore, being au-
tonomous in the caregiver role is important and, in our study, adult
children often seemed to have internalized the value of caregiving,
performing tasks without talking about the need for autonomy.
Looking back on their parents' home-dwelling period, they ex-
pressed that whether they had become caregivers willingly or out
of a sense of duty was not important to them. The most valuable
motive for them was knowing they had done the right thing by keep-
ing their parent comfortable at home for as long as possible. These
findings differ from a main assumption of the SDT framework, where
being autonomous and self-determined are premises for high-qual-
ity motivation (Ng et al., 2012; Ryan & Deci, 2017; Weinstein &
Ryan, 2010). In work-related contexts, satisfying the needs for au-
tonomy, competence and relatedness is valued as equally import-
ant (Williams et al., 2014), as is the case for the long-term caregiver
context (Dombestein et al., 2019). In this study, dementia caregivers'
needs for competence and autonomy were important, but not as
important as relatedness. In other health contexts, use of self-de-
termination theory has been well-tested with individual patients as
the focus (Ng et al., 2012). Caregiving implies a relationship between
the giver and the recipient of care. Reinforcing this, the adult-child
caregiver and the parent with dementia are parts of a community
relating and collaborating with family members, healthcare profes-
sionals and others.

5.1 | Methodological considerations

Limitations of the qualitative approach applied in this study should
be noted. On the one hand, semi-structured questions provided in
the interview guide may have influenced the final categories, in con-
trast to allowing the participants to speak freely about their expe-
riences without any prompts. On the other hand, the phenomena
motivation is an abstract concept and according to the pilot inter-
view, it was hard to answer open questions like: “What made you
help your mother/father with dementia when she/he was living at
home?” The questions in the interview guide might also have led the
participants to focus mostly on the positive aspects of caregiving,
substantiating a possible exclusion of negative aspects and barriers
to motivation. There is also a bias in using retrospective interviews
as the data collection could obtain irrelevant information or miss
vital information. We handled these issues by focusing on specific
episodes from the parent with dementia's home-dwelling period and
by excluding information not related to the home-dwelling period
from the analysis.

Another limitation might be that since 10 of 31 potential partic-
ipants declined for various reasons, we can discuss if our sample, in
fact, was a convenience sample. According to Tong et al. (2007), this
sample may have failed to capture important perspective from “dif-
ficult-to-reach” participants. Our results might have been different if
these participants had been interviewed and we had the knowledge
of their experience in the caregiver role.
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The last issue was caused by ethical considerations. We were
not allowed to collect data on recipients of care and therefore we
had no information on, for example, the type of dementia they
had. Adding this information to our study could have strength-
ened our findings and contributed to the elaboration of possible
differences in motivation, for example, in being a caregiver to a
parent with Alzheimer as opposed to a parent with frontal tempo-
ral dementia. Further research may explore these issues if ethical
approval allows it.

6 | CONCLUSION

In this study, we demonstrated that adult-child caregivers report
relatedness as the key motivational driver for performing their car-
egiver role for home-dwelling parents with dementia. The knowl-
edge of motivational drivers presented in this study can inform the
work of nurses and other health professionals in dementia care. They
should value relatedness when interacting with dementia caregivers
and establish belonging support structures such as systematic in-
volvement of the adult children in the parents’ healthcare services
or tailored respite care to the parent when needed. From our results,
a possible intervention given to adult-child caregivers could be psy-
choeducational programmes aimed at increasing their competence
on dementia in addition to providing them with customized support
and guidance. In our study, we investigated motivation at an indi-
vidual level, including support and acknowledgement from private
networks, colleagues and healthcare professionals. Future research
could examine how societal attitudes and other macro-level factors
affect adult children's’ motivation for caregiving. Further research
should increase knowledge of the positive motivational drivers for
adult-child caregivers including interventions to improve their relat-
edness, competence and autonomy. It could also be interesting to
study the interconnection of the SDT core aspects in a dementia

caregiver context as this has not been done before.
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Abstract

Motivation to provide care is a significant predictor of informal caregiving among fam-
ily caregivers of persons with dementia. Adequate support is an important source of
help and relief to caregivers, but fragmentation of dementia care services is common
and better ways of supporting these caregivers are needed. Knowledge of adult-child
caregivers' motivation and how this motivation is influenced by community health-
care services is lacking. The aim of this study is therefore to describe and explore
adult children's experiences with community healthcare services for their home-
dwelling parent with dementia and how these influence their caregiver motivation.
The study applied a qualitative design based on three focus group interviews with 15
of these caregivers (40-69 years) in Norway in 2017. The study results indicate three
categories supporting adult children's sustained motivation as caregivers: (a) caregiv-
ers prioritize their parent's need for healthcare services over their own need for sup-
port; (b) caregivers need acknowledgement through respect and involvement; and
(c) caregivers need timely information and competence as the dementia progresses.
To stimulate collaboration among adult-child caregivers, their parents with demen-
tia, and community healthcare services, we claim that a relationship-centred care
framework could be emphasised as a way of supporting sustained motivation among
caregivers to parents with dementia as part of community healthcare services.

KEYWORDS
adult-child caregiver, community healthcare services, dementia, home-dwelling, motivation,
qualitative method

What is known about this topic

Being the caregiver of a home-dwelling parent with dementia is characterised as burdensome.

Motivation is essential for becoming and remaining engaged in the caregiver role throughout
the dementia course.

Dementia care services are fragmented and only partially successful in supporting the
caregivers.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,
provided the original work is properly cited.
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1 | INTRODUCTION

Dementia affects approximately 50 million persons worldwide and
is one of the main causes of disability and dependency among older
persons (WHO, 2020). In line with the current aging policies, the ma-
jority of older persons with dementia live as long as possible in their
own homes. Although a range of community healthcare services is
available to support home-dwelling parents with dementia, infor-
mal care provided by family caregivers constitutes a major portion
of that care (OECD, 2018). With the need to handle a wide range of
physical tasks and distressing emotional and behavioural symptoms
in the home-dwelling period, caregiving has been described as pro-
gressively demanding, stressful and frustrating (Chiao et al., 2015; Yu
etal., 2018). Previous research has often focused on the drawbacks of
caregiving, while some studies emphasise the importance of a more
balanced view (Lloyd et al., 2016) with a shift from ‘reducing stress’
to ‘optimising positive experience’ in the development of caregiving
support services. Still, studies that have tried to explain the more re-
warding aspects of caregiving are at a relatively early stage and the
topic deserves greater attention (Lloyd et al., 2016; Yu et al., 2018).

The motivation to provide care is a significant predictor of the
benefits of being a family caregiver of a person with dementia (Quinn
et al., 2012; Yu et al., 2018) and has an important role in the devel-
opment and maintenance of caregiving (Quinn et al., 2015). Given the
challenging nature of caregiving, it is important to understand what mo-
tivates people to become caregivers for persons with dementia and es-
pecially to understand why they continue in the caregiver role, despite
the growing needs of the care recipient (Greenwood & Smith, 2019).
By motivation, we mean the energy in people that drives their action or
inaction (Ryan & Deci, 2017; Weinstein & DeHaan, 2014).

Caregivers' sustained motivation is influenced by factors that in-
clude individual characteristics and skills, family relations, access to
health care services and the quality of those services (Greenwood &
Smith, 2019; Quinn et al., 2015). Adequate formal support may provide
help and relief to family caregivers and lighten the burden of caregiving
(Alzheimer's Disease International, 2018). An approach that balance
the integrity of the persons with dementia with the family caregivers'
need for support is necessary in dementia care (Karlsson et al., 2015;
Morrisby et al., 2018). Still, new research has found a fragmentation
of dementia care services, meaning that they are only partially sup-
porting the caregivers (Hengelaar et al., 2018; Laparidou et al., 2018).
It is therefore crucial to gain knowledge of how caregivers experi-

ence community healthcare services in supporting their continued

What this paper adds

e Knowledge of how adult-child caregivers' experiences with community healthcare services
influence their motivation to remain caregivers for their parent with dementia.

o Detailed descriptions of how adult-child caregivers value access to healthcare services for
their parent while the caregivers are involved in a respectful way.

e A discussion of how sustained motivation among adult-child caregivers is rooted in a
relationship-centred care framework.

motivation for caring for persons with dementia. With the focus on
interrelations among caregivers, persons with dementia, and health-
care professionals, a relationship-centred care framework that informs
better ways of supporting caregivers is relevant (Nolan et al., 2003).
Such relationship-centred approach should promote senses of sig-
nificance, belonging, achievement, security, continuity and purpose
(Nolan et al., 2001). These senses can describe the aspects of informal
care often provided by family members (Wilson-Brown et al., 2013).

Caregivers of persons with dementia are a vastly diverse population.
Still, most research has treated family caregivers as ahomogenous group,
with a few studies comparing spouse-caregivers with adult-child caregiv-
ers (Pinquart & Sorensen, 2011; Tatangelo et al., 2018). This study con-
tributes differentiated knowledge on how adult children of parents with
dementia experience community healthcare services and how these ser-
vices influence their motivation to continue caregiving. The aim of this
study is therefore to describe and explore adult children's experiences
with community healthcare services for their home-dwelling parent with
dementia and how these influence their caregiver motivation.

2 | METHODS
2.1 | Study design

A qualitative design was chosen to gain insight into caregivers' descrip-
tions of their experiences with healthcare services when caring for
home-dwelling parents with dementia. Their experiences are embed-
ded in and formed by their social contexts (Creswell & Creswell, 2018).
The study used focus group interviews to describe the caregivers' ex-
periences with healthcare services, leading to a deeper understand-
ing through interactions and discussions (Morgan, 1997). The 32-item
COREQ checklist is used in reporting the study (Tong et al., 2007).

2.2 | Context

Like that of other Nordic countries, Norway's public welfare model
is constructed to take care of persons with dementia with supple-
ments from informal caregivers (Norwegian Ministry of Health &
Care Services, 2015). Specialist care is provided by regional health
services and consists of hospitals and specialised units such as
memory clinics and geriatric hospital wards. Norwegian munici-

palities are through community healthcare services responsible
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for primary care like general practitioners, home care, day-care
centres and nursing homes (Norwegian Ministry of Health & Care
Services, 2018). The informal care provided by adult children to
parents with dementia includes for example assistance with prac-
tical tasks, transportation, support for personal care and medi-
cal treatment, but mostly emotional support, including spending
time talking with the parent, visiting or calling to ensure that he or
she is safe (Norwegian Ministry of Health & Care Services, 2015).
According to national legislation, healthcare professionals in the
community are obligated to give information, training and sup-
port to caregivers with especially onerous tasks (Health Personnel
Act, 1999; Municipal Health Services Act, 2011). The Norwegian
national guidelines for dementia care recommend services for
persons with dementia and their caregivers to be person-centred,
holistic and well-coordinated. Most of the support offered to
caregivers takes the form of general information, courses in car-
egiving and respite stays in day-care centres and nursing homes
(Norwegian Directorate of Health, 2018). The participants in this
study had home-dwelling parents with dementia. They lived in
urban areas or rural districts in different parts of a large munici-
pality in western Norway.

This study is part of a PhD project, where a previous study fo-
cused on caregivers' individual motivational drivers (Dombestein
et al., 2020). Caregivers' experiences with healthcare services are
explored in this focus group study. A sample of participants from the
first study volunteered to join the focus group interviews.

2.3 | Recruitment procedure

Purposive sampling (Polit & Beck, 2018) was used to select partici-
pants who shared certain characteristics and had the potential to pro-
vide rich, relevant and diverse data. To be included in the study, the
participants had to be over 18 years old and registered as a primary
or secondary caregiver of a parent diagnosed with dementia receiving
healthcare services in the municipality. Adult daughters and sons who
met the inclusion criteria were identified and recruited by a project
nurse working as a coordinator in the community. She was instructed
to recruit both male and female caregivers. She telephoned 31 car-
egivers. Five declined to participate, citing limited time or energy.
Author HD called the participants who had agreed to be contacted,
and 21 were interviewed individually (Dombestein et al., 2020). Of
those, 15 agreed to participate in the focus group interviews.

2.4 | Data collection procedures

A semistructured interview guide (Malterud, 2012a, 2012b) with
open-ended questions was developed with three main themes (see
Table 1). The three themes were based on information required
through the preceding individual interviews in which participants
were asked to describe support structures that influenced their mo-

tivation to continue caring for their parents. Their responses were

3
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TABLE 1 Interview guide with three main themes and belonging
illustrative questions

1. Experiences with caregiver support and parent's healthcare
services

Can you tell us about measures for support that you experienced
positively?

In what ways do you think your parent's healthcare services could
provide you with better support as a caregiver?

2. Acknowledgement of adult children's efforts as caregivers

Can you tell us about a situation in which you felt that your effort as
caregiver was appreciated by healthcare professionals?

In what ways can caregivers' efforts be visualized and recognized?

3. Prioritising support to sustain caregivers' motivation

Can you describe important issues within the healthcare services

that influence your motivation to continue to care for your
parents?

summarised and formed the basis for the contents of the interview
guide.

The data collection was conducted over a 2-month period in 2017,
and the focus group interviews took place in a meeting room at the uni-
versity. Author HD moderated all three focus groups; coauthor AN was
a comoderator in two of the groups, and a research fellow in one group.
HD facilitated the group discussions while the comoderators made im-
portant clarifications, and took notes on group dynamics, participant
interaction and nonverbal communication (Malterud, 2012a). HD is an
experienced nurse trained in interviewing and consulting older persons
and their caregivers. All participants were informed that the study was
part of a PhD project. In the beginning of the focus group interviews
the participants appeared a bit reserved, having met only the moder-
ator once before. After some ice-breaker questions around the table,
a trusting atmosphere was established in which the participants felt
comfortable discussing their experiences and expressing their opinions.

Each interview was conducted in one session that lasted 92-
106 min. The same interview guide was used in all focus groups. The
participants did not see the list of questions prior to the interviews
to reduce the risk of predetermined responses and support an open
discussion. The focus group interviews were digitally audio recorded
and then transcribed verbatim by author HD. The transcripts were
not returned to participants for comments; their intuitive experi-
ences were essential for the aim of the study.

2.5 | Participants

Practical concerns decided the combination of participants in each focus
group; participants signed up for the time and date most suitable for
them. The 15 participants were therefor randomly assigned to each of the
three focus groups. Group 1 consisted of two daughters and three sons;
group 2 of five daughters; and group 3 of three daughters and two sons.
A total of 10 daughters and five sons participated. None of the
participants had recently been sharing a household with the care
recipient, and all caregivers were also holding paid jobs. Eight of the
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participants had parents living alone, and in seven cases, the parent
with dementia lived with her or his spouse. Table 2 shows the partic-
ipants' characteristics.

2.6 | Data analysis
Systematic text condensation was used to analyse the data as it al-
lows focusing on the particular and contextual while abstracting

data (Malterud, 2012a, 2012b). The analysis consisted of four steps:

1. All authors independently read the focus group transcripts
to obtain an overall impression and to identify preliminary

TABLE 2 Characteristics of participants, N = 15 (%)

Characteristics N=15
Gender, N (%)

Female 10 (67)

Male 5(33)
Age group, years, N (%)

40-49 3(20)

50-59 8(53)

60-69 4(27)
Education, N (%)

Public school 1(7)

High school 3(20)

University 11(73)
Job-status, N (%)

Fulltime 13(87)

Part-time 2(13)

Retired 0(0)
Parents' household status, N (%)

Mothers living alone 6 (40)

Mothers living with spouse 5(33)

Fathers living alone 2(13)

Fathers living with spouse 2(13)

Table 2 shows the variation in caregivers' age, gender, education, job
status and the parents' household status.

themes. This was followed by a data analysis workshop where
discussions led to revised themes.

2. Author HD identified meaning units and quotes reflecting each
theme and developed descriptions of code groups.

3. Descriptions reflecting the code groups were discussed among
all authors before reorganising, renaming and eliminating code
groups. Units of meaning were then split into subgroups and the
contents in each subgroup were condensed.

4. The contents of the condensates were synthesised into three re-
sult categories that described caregivers' experiences with com-

munity healthcare services to stay motivated as caregivers.

Table 3 contains an excerpt of the analytical process. The data
material was organised with NVivo 12 (QSR International, 2019) to

systematise and identify meaning units related to the code groups.

2.7 | Ethical approval

The study was performed in accordance with the Helsinki Declaration
(World Medical Association, 2008) and approved by the Norwegian
Centre for Research Data (No. 48,276). All participants gave their
written consent to participate and were informed that they could
withdraw at any time without repercussion. They were also informed
that the analysed data would be grouped so that no individuals could
be identified in any reports or publications from the study.

3 | RESULTS

Our analysis has identified three categories that represent adult
children's experiences with community healthcare services and how
these influence their motivation in caring for home-dwelling parents
with dementia. First, caregivers prioritized their parent's need for
healthcare services over their own need for support. Second, car-
egivers needed to be acknowledged through respect and involve-
ment. Third, caregivers need timely information and competence as
the parent's dementia progresses. Overall, the adult children painted
a nuanced picture of their experiences with their parents' healthcare
services. The caregivers could cite occasions that had thwarted their
motivation or experiences that sustained their motivation.

TABLE 3 Excerpt of the analysis process using systematic text condensation

Preliminary themes  Code group Subgroups

Respect and
partnership

How caregivers want
to be involved and
acknowledged in the
team supporting the
parent (Respect and
partnership).

Not just a pat
on the back
(Involvement).

Note: Example on excerpt from the full-text section.

Condensate

| want to be recognised for knowing

Result section

... caregivers wanted
healthcare professionals
to value their voice,
appreciate their expertise
and acknowledge them as
members of the care team. As
Son D put it, ‘mutual respect
is fundamental’. (Involvement).

how the illness works for my father and
what he needs to be well. It is important
to me that my assessment also means
something and counts in. It is necessary
that there is mutual respect between
me and the nurse. ‘Mutual respect is
fundamental’ (Son D). (Involvement).
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3.1 | Caregivers prioritize their parent's need for
healthcare services over their own need for support

Support services specifically directed towards the caregivers were
not seen as useful as long as the parent with dementia was not doing
well at home. The adult children did not want their needs to be con-
sidered separately from those of their parent. It was clear that the
adult children prioritised their parent's needs over their own. It was
also difficult for them to imagine the forms such support could take.

Son E summarised the discussion of support for caregivers:

At least not me! I'm not concerned with support for
my own part. There is something about it, as many
have already expressed here, and that's when the one

I'm caring for is doing well, then I'm doing well also.

All the caregivers were most concerned with having the parent
with dementia receive the appropriate healthcare services at the ap-
propriate time as the dementia illness progressed. The adult children
believed that they had an important role in helping connect their par-
ent to the services they needed. Such services often started with the
parent's general practitioner (GP) diagnosing the parent with dementia
and making a referral to the community coordinator who would then
assign services like day-care centre, home nursing and eventually re-
spite stays in a nursing home. Several of the caregivers regarded the
GP as a gatekeeper who unlocked community healthcare services, so
having a good dialogue with that GP was essential:

| think it is important to be secured that the GP also
refers to other healthcare services in the community.
That you don't have to stand crying at every gate to
get access to services, that would be important.

(Son, D)

Most of the adult children reported varying degrees of resistance
from the parent in receiving help from outside the family. This was a
source of frustration and conflict between the caregiver and the parent:

Our problem was that she refused to receive health-
care services. When we siblings saw what condition
her house was in, we called the district nursing ser-
vice, but they came no further than the doorstep, and
there they were totally rejected by our mum. This
happened twice and we met ‘a wall’ that was terribly
difficult to overcome. So particularly that process of
getting her the help she needed, that was heavy.

(Son M)

A parent rejecting to receive healthcare services also included
refusing to take the dementia diagnostic tests, refusing to go to the
day-care centre or refusing to apply for short-term respite stays at
a nursing home. Healthcare professionals often fell short in help-
ing these parents, so the adult children had to take on those tasks
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themselves. Most of the adult children had been struggling to cover
their parents' need for the right healthcare services and others had
received services too late. It was discouraging not feeling able to ac-
complish anything because their parents did not receive the healthcare
services they needed. In the words of Daughter R, ‘It was like banging
my head against the wall ... | just wanted to give up’. In these situations,
some adult children found it hard to remain motivated as caregivers.
Daughter U described it this way:

It was very frustrating, | felt like living in a ‘vacuum’
without ‘getting off the spot’.

Homecare nursing services were rarely described as optimal in
cases where the parent was dismissive of the services or for other rea-
sons did not receive help. The children linked the parent's resistance
to receive healthcare services to the substandard quality of the ser-
vices and the fact that too many different healthcare professionals
visited their parent's home, something that felt unsafe. Most caregiv-
ers opined that homecare nursing should focus more on improving
the quality of their services related to dementia competence and on
workforce stability. A few of the parents had been offered homecare
nursing from a smaller dementia team consisting of specially trained
nurses, which worked out much better. Here, caregivers found that
the assistance provided was targeted, useful and ensured continuity of

services and safety for both the parents and the caregivers:

They were amazing people working in that team. | no-
ticed that they had a tremendous level of calmness,
they were not quarrelsome or too rapid in their vis-
its and they did not ask a lot of questions that she
couldn't answer. If people came in and asked lots
of questions in a rapid manner, then they could just
leave, because she wouldn't let them past the door.
So, there were differences in appearance, those who
had worked with persons with dementia were incred-
ibly caring and got the right contact with her.
(Daughter V)

Even though the adult-child caregivers had experienced variability
in the quality of services, most of them had also experienced ‘backing’
from healthcare professionals. They gave examples of receiving advice
and having supportive conversations with healthcare professionals
working at their parent's day-care centre. At the same time, they knew
that their parent had a good time with others and had eaten two meals
that day. This gave the caregivers a sense of relief and respite. The day-
care centre thus met the interconnected needs of both the adult-child
caregiver and the parent. Others mentioned an alliance with the pri-
mary nurse in the homecare services where they had enjoyed dialogue

and exchange of information. Daughter R gave an example:

We rapidly got quite a common understanding of
what my father was struggling with. That was perhaps
the best support for me ...
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Although the adult children saw their own needs as interconnected
with those of the parent and were not concerned with support struc-
tures for their own role, they still had needs of their own as presented
below.

3.2 | Caregivers need acknowledgement through
respect and involvement

Some of the adult-child caregivers described not having been seen,
heard or respected by healthcare personnel in the community. They
found it demotivating to have their knowledge or opinions disre-
garded, or when their consistent care for their parents seemed to
have been taken for granted:

| think it would be much better if we as caregivers re-
ceived some understanding for the situation we are
in. | specifically think about a situation when the care
coordinator in the community said that it didn't mat-
ter if | was there for my mother or not, that was one
of the most painful experiences... that's what | mean
when | say acknowledgement, | don't need to receive
money or a diploma or anything like that, but when
| was met with the very opposite attitude, that was
shocking.

(Daughter C)

All the adult children insisted that they did not need praise or com-
pensation for having done healthcare professionals' tasks. They all had
good relationships with their parents, and it was natural to help them. As
Son E declared, ‘l don't need a pat on the back. | really don't appreciate
that, because that is not what this is all about’. Instead, caregivers wanted
healthcare professionals to value their voice, appreciate their expertise
and acknowledge them as members of the care team. As Son D put it,
‘mutual respect is fundamental’. The adult children accepted that the
healthcare professionals were experts on dementia, but that they knew
their parents better and had the best sense of the measures that would
be most helpful in difficult situations. To feel motivated, the caregivers
wanted a place in the care team alongside healthcare professionals. They
wanted to contribute, but not with everything all the time. The adult chil-
dren understood that their mother or father could not receive unlimited
healthcare services, but they sought more dialogue and interaction with
the healthcare services. Son E reflected on this issue:

| want healthcare professionals to acknowledge my ex-
perience, keeping in mind that we caregivers are nor-
mally well-versed people observing and experiencing
vital issues for our parents. Even if we can't express
them using the correct ‘doctor words’, what we say is
fundamentally true, an experience that is not incorrect.
Then | really expect them to take notice of it and do
something about it. Sometimes the response might be:

‘Yes, we see that your father needs this type of service,

but we just can't deliver it right now.' | would accept that
... If those working in the community healthcare ser-
vices are reminded that it is in fact caregivers who often
make observations that matter in this context. Then |
feel that | would be recognised, and that is probably
the acknowledgement that | am looking for ... Actually,
| want that recognition to permeate the entire range of
healthcare professionals | meet, from the general practi-

tioner, to the homecare nurse and everywhere.

3.3 | Caregivers need timely information and
competence as the dementia progresses

One of the main reasons for the adult-child caregivers' motivation
was to ensure that their parent could have the best possible life and
to receive the help he or she needed. To provide such help, caregiv-
ers required more information and advice about dementia. Some
caregivers had been invited to attend a ‘caregiver school’, but only a
few had participated. Some had not been aware of the services and
other did not have the time or energy. Most caregivers had seen it as
essential to search information online themselves or talk to people in
their private network who had competence in dementia and/or how
to navigate in the healthcare system. Daughter N explained how she

missed information:

| didn't know how to deal with her irregular symp-
toms, and I've been annoyed at her because she didn't
want professional help and she was delusional and
difficult. | didn't know better and then | provoked
her and she yelled at me many times. But I've kind of
thought, ‘Okay, that's the way it is'.. If | had gotten
the right information and advice up front, maybe |
wouldn't have been that frustrated and | would have
avoided the scolding from her. Maybe it would have
been easier for the both of us.

All of the adult children wanted to get the accurate and timely
information, and to ensure their parent's access to needed services.
Caregivers also wanted specific information such as what to expect
with their parent's type of dementia, disease development, and func-
tional ability in order to make informed decisions:

After all, the GP has a huge opportunity to provide
us with information, or those at the Memory Clinic
at the hospital or the care coordinator in the com-
munity. What if they could just give us an envelope
the first time around with info on ‘This is dementia.
Check out this website. Here is where you can get
help. Call this number if you need to talk to someone.
These are your legal rights as caregivers and so on
.... Information to caregivers at an early phase is very

important .... because you do not always know what
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to ask for, what information you need, and then you
could call someone as the questions come up.
(Son 1)

The adult children wanted to be considered as capable partners in
their parent's healthcare services. Several of them understood that this
would require a better knowledge of dementia. A daughter explained
that she had learned an incredible amount about dementia and how it
affected her mother. As a result, she remained motivated, involved and
engaged in the healthcare services. It was also clear that the caregiv-
ers expected healthcare professionals to have expertise on dementia
when working with their parents:

So, I'm thinking of further developing the healthcare
services in the community with improved expertise in
dementia and how to involve caregivers. With more
specialised knowledge among professionals, the care-
givers also become more active since you are rec-
ognised because you are in a dialogue and collaborate
with professionals about someone you really care for,
right. This doesn't mean there will be less things to
do for the caregivers, but they will experience better
quality of the total amount of care work. | just think it
becomes more meaningful and rewarding for every-
one. | think even the professionals will feel better be-
cause they work with something that they really have
skills in. It will be a richer experience for everyone,
rather than everyone being dissatisfied.

(Daughter V)

The adult-child caregivers agreed that such competence among
caregivers and healthcare personnel would constitute a win-win sit-
uation for everyone involved in caring for the parent with dementia.

4 | DISCUSSION

Our study of adult-child caregivers' experiences with community
healthcare services for their home-dwelling parents with dementia
found that the caregivers stayed motivated if their parent's needs for
healthcare services were sufficiently met. The caregivers saw their
own needs as interconnected with those of the parent placing their
parents' needs first. Furthermore, they wanted to be involved as re-
spected and competent members of the community healthcare team.

The adult-child caregivers in our study were motivated by health-
care professionals' respect and wanted to be involved partners in the
community healthcare team. They also wanted their specific compe-
tence on the needs and possible measures for their parent to be ac-
knowledged. According to the relationship-centred care framework
(Nolan et al., 2003), this is in line with the sense of significance, a
feeling of being recognised and heard. The emphasis on involve-
ment and being part of the parent's healthcare team is also indica-
tive of the sense of belonging. This implies a feeling of being part of
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something, to be able to maintain relationships, and not being ‘in this
alone’ (Nolan et al., 2003). The adult children in our study wanted
professionals to have expertise on the dementia of their parent and
also in how to collaborate with caregivers. Laparidou et al. (2018)
found that lack of training of healthcare professionals led to absence
of information for caregivers and thus did not fully support the care-
givers as part of the services. Hengelaar et al. (2018) described pro-
fessionals who were not confident or qualified to support informal
caregivers in a partnership. The caregivers in our study appreciated
their own and professionals' competence in dementia as contributing
for better help for their parent. Such a sense of achievement implies
a feeling of ‘getting somewhere’, to meet challenges and competing
demands, and to develop new skills (Nolan et al., 2003).

Even if the adult children in our study wanted to be partners in
the community healthcare services, not all caregivers do. Spouses
and others who cohabit with the persons with dementia might need
other forms of support to reduce the demands on caregiving (Moholt
et al., 2020). The sample in our study mainly consisted of highly ed-
ucated women between the age of 50 and 59 and working full-time.
They should be considered as resourceful caregivers and their moti-
vation might differ from caregivers less likely to speak up for them-
selves and their parents with dementia. Many of the participants had
university education, with assumably higher levels of health liter-
acy and thus higher level of satisfaction in the caregiver role (Yuen
et al., 2018). Hiikio et al. (2020) therefore recommend targeted sup-
port taking caregivers' health literacy into account increasing the po-
tential to enhance their ability to provide sustainable care over time.

Regardless of the adult children's competence, access to timely and
appropriate services for their parent was essential to keep caregivers
motivated. In situations where the adult children struggled obtaining ac-
cess to services, they compared it to ‘banging their head against a wall'.
They emphasised the value of being secured that their parent's needs
were met at an early stage. This sense of security makes caregivers feel
confident, able to provide good care, having adequate support networks,
and timely healthcare services when required (Nolan et al., 2003).
Security was achieved through receiving high-quality services at the
right time from the dementia team. Variability in the quality of servicesis
nevertheless confirmed by the caregivers of our study, as well as in other
studies (Tretteteig et al., 2019). High-quality services also produced a
sense of continuity through the use of a limited number of profession-
als working in the healthcare team and collaborating closely with the
adult-child caregivers. Continuity implies the provision of competent
and consistent standards of care (Nolan et al., 2003). Professionals can
thus provide security and continuity by clarifying goals, consequences
of actions, expectations, providing feedback, and supporting caregiv-
ers' control, provide an overview of the situation, and plans for future
tasks (Pierce et al., 2001; Tretteteig et al., 2017). The adult children in
our study were more concerned with the quality of their parents' health-
care services than their own need for support. It was hard for them to
differentiate their own needs from those of their parent. The caregivers'
motive for providing care was encompassed by an overarching purpose
where their parent should do as well as possible while living at home.
This sense of purpose implies having goals, feeling capable of making a
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difference, and striking a balance between caregiving and other parts
of life (Nolan et al., 2003). Community healthcare services should thus
work with caregivers in a way that recognises their expertise, not sup-
porting caregivers beyond a point at which their health suffers (Quinn
etal., 2015; Nolan et al., 2003).

The relationship-centred care framework implies that good care
of high quality can only be delivered when all the ‘senses’ are expe-
rienced by the persons with dementia, by the caregivers, and by the
healthcare professionals. Nolan et al. (2003) acknowledge that this
might be an idealistic goal in contexts where lack of resources is a
reality (Hengelaar et al., 2018; Laparidou et al., 2018). Challenging
relations between the person with dementia and their caregivers
can also thwart caregivers' motivation making them act out of duty
(Greenwood & Smith, 2019). From the perspective of adult-child
caregivers, our study results still point towards the need for continu-
ing to strive for the senses included in relationship-centred care to
support caregivers' sustained motivation.

4.1 | Limitations

We conducted three focus group interviews with 15 participants. A
larger sample could have generated more information. A small sam-
ple from the Norwegian context may also affect transferability to
countries dominated by private healthcare. The need for support to
parents with dementia and their caregivers was reported by adult
children. Asking spouses the same questions might lead to different
answers. The similarity in caregiver experiences reported by the par-
ticipants in the study might be caused by homogeneity in the sample,
meaning that caregivers who were struggling probably declined to
participate. Still, we suggest that our findings might be transferable
to settings such as adult children caring for home-dwelling parents
with other long-term illnesses.

4.2 | Implications

Community healthcare services can optimise the positive aspects of
caregiving for adult-child caregivers to persons with dementia by im-
plementing the relationship-centred care framework that emphasises
significance, belonging, achievement, security, continuity, and pur-
pose. More research can form the basis for finding better ways of giv-
ing support tailored to the three categories that influence caregivers'

motivation.

5 | CONCLUSION

The study results reveal three categories supporting adult chil-
dren's sustained motivation in their caregiver role: (a) prioritization
of parents' need for healthcare services over caregivers' own need
for support; (b) acknowledgement of caregivers through respect

and involvement; and (c) timely information and competence as the

dementia progresses. From the perspective of the adult-child caregiv-
ers, respected involvement (significance, belonging, achievement) and
access to healthcare services for their parent (security, continuity, pur-
pose) influenced their sustained motivation in the caregiver role. We
claim that a relationship-centred care framework could be emphasised
as a way of supporting sustained motivation among caregivers to par-
ents with dementia as part of community healthcare services.
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MOTIVASJON OG UTHOLDENHET | PARGRENDEROLLEN -
nar foreldre med demens bor hjemme

Dette er et spgrsmal til deg om & delta i forskningsprosjektet MOTIVASION OG UTHOLDENHET |
PARGRENDEROLLEN - nér foreldre med demens bor hjemme. Prosjektet er delt i to delprosjekter. Formalet
i delprosjekt 1 er a fa dypere innsikt i voksne dgtre og sgnner sine opplevelser og erfaringer med det 3
vaere pargrende til foreldre med demens som nylig har bodd hjemme. Ved gkt forstaelse og kunnskap om
denne gruppen pargrende og deres situasjon kan helse-, omsorg- og velferdstjenestene bidra til 3 lette
pargrendes utfordringer i hverdagen og forebygge overbelastning og helsesvikt. Formalet i delprosjekt 2
er a fa fram pargrendes erfaringer og meninger om hva som er og kan oppfattes som god stgtte for a
opprettholde motivasjon og utholdenhet i pargrenderollen. Denne kunnskapen kan i framtiden bidra til

videreutvikling av offentlige tjenester rettet mot pargrende til personer med demens. Eksempel pa
stgtteordninger kan veere informasjon, kurs, veiledning, dialog med helsepersonell og ulike typer
avlastning. Dette doktorgradsprosjektet er tidsaktuelt fordi nyere nasjonale fgringer setter fokus pa
pargrendes rolle som ressurspersoner, og det kreves en ny pargrendepolitikk som anerkjenner
pargrendes kompetanse og innsats.

Du far denne forespgrselen fordi du er registrert som pargrende til din mor/ far, og du har erfaringer med
hvordan det var a veere pargrende da din mor/ far bodde hjemme. Sentral koordinator i Stavanger
kommune har valgt ut pasienter med demensdiagnose som har flyttet til sykehjem for mellom 2 og 12
maneder siden. Du har sagt deg villige til 8 motta dette uforpliktende informasjonsskrivet og bli kontaktet
av doktorgradskandidat Heidi Dombestein for eventuell avtale om tid og sted for et individuelt intervju.

HVA INNEBZARER PROSJEKTET?

Deltagelse i delprosjekt 1 innebaerer et individuelt intervju der du deler dine erfaringer og synspunkter pa
ulike aspekter ved det a veere pargrende. Fokuset under intervjuet vil vaere pa deg og hvordan du
opplevde a veaere pargrende da din mor/ far bodde hjemme i egen bolig. Det vil ikke bli registrert
helseopplysninger og det dreier seg ikke om intime opplysninger om din mor/ far. Det vil bare vaere deg og
undertegnede tilstede, og intervjuet vil ta omtrent en time. Det er gnskelig a gjgre lydopptak av intervjuet,
slik at dine formuleringer bevares og man far ngyaktig oversikt over hva du forteller.

Delprosjekt 2 innebzerer deltagelse i et fokusgruppeintervju som planlegges a ta omtrent 1,5 timer. Her
legges det opp til en gruppesamtale mellom 5-6 pargrende der hensikten er erfaringsutveksling, diskusjon
og idemyldring. Her er man ute etter informasjon om hvilke stgttetiltak pargrende savnet da forelderen
med demens bodde hjemme, og nytenking og forslag til forbedring av stgtteordninger som kan bidra til &
utvikle fremtidens offentlige tjenester rettet mot pargrende til personer med demens.

MULIGE FORDELER OG ULEMPER

Din deltagelse er et viktig bidrag til forskningen, fordi dette prosjektet vil fremme kunnskap som kan
bedre hverdagen for andre pargrende som kommer i din situasjon i framtiden. Du far ingen direkte
personlige fordeler ved & delta, og ulempen for deg er at du ma sette av tid til deltagelse.
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FRIVILLIG DELTAKELSE OG MULIGHET FOR A TREKKE SITT SAMTYKKE

Du har sagt deg villige til 3 motta dette uforpliktende informasjonsskrivet, og du vil dermed bli kontaktet
av Heidi Dombestein per telefon med forespgrsel om avtale av tid og sted for et individuelt intervju. Det
er frivillig & delta i prosjektet. Dersom du velger a delta i et individuelt intervju, tas samtykkeskjemaet med
til intervjuet. Pa slutten av det individuelle intervjuet vil du bli spurt om du gnsker a delta i et
fokusgruppeintervju pa et senere tidspunkt. Du star her fritt til 3 velge om du vil veere med i
gruppeintervjuet eller ikke.

Du kan nar som helst og uten & oppgi arsak trekke ditt samtykke. Dersom du trekker deg fra prosjektet,
kan du kreve & 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 doktorgradskandidat og prosjektleder Heidi Dombestein, telefon
nummer 51 8342 89, E-post adresse: heidi.dombestein@uis.no Hovedveileder og fgrsteamanuensis ved
Universitetet i Stavanger kan ogsa kontaktes pa tif.nr: 51 83 42 83 eller E-post: kristin.humerfelt@uis.no

HVA SKJER MED INFORMASJONEN OM DEG?

Informasjonen 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.

Lydopptakene fra intervjuene vil bli nedskrevet, anonymisert og analysert for & bli benyttet i
forskningsprosjektet. Alle opplysningene vil bli behandlet uten navn og telefonnummer eller andre direkte
gjenkjennende opplysninger. Dine personopplysninger blir gitt en kode for a sikre konfidensialitet. Denne
kodengkkelen og lydopptak blir lagret i et Iast skap. Kun undertegnede og veiledere ved Universitetet i
Stavanger har tilgang til dette. Hovedveileder er fgrsteamanuensis Kristin Humerfelt og medveileder er
dosent Anne Norheim. Nar studien avsluttes 14.06.2019, vil lydopptakene bli slettet, avskriften fra
intervjuene og kodengkkelen vil bli makulert. Ved publikasjon av doktorgradsavhandlingen vil ikke
deltagerne kunne gjenkjennes, og det vil heller ikke bli gjort kjent hvilken kommune deltagerne tilhgrer.

Prosjektleder Heidi Dombestein har ansvar for den daglige driften av forskningsprosjektet og at
opplysninger om deg blir behandlet pa en sikker mate.

GODKJENNING

Prosjektet anbefales gjennomfgrt av Norsk senter for forskningsdata (NSD) sak nr. 48276.

Med vennlig hilsen

Heidi Dombestein
Sykepleier og doktorgradskandidat ved Universitetet i Stavanger
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SAMTYKKE TIL DELTAKELSE | PROSJEKTET —
Universitetet

i Stavanger

INFORMERT SAMTYKKE

Sett kryss
for JA

Jeg bekrefter at jeg har lest og forstatt informasjonsbrev.
Jeg gnsker a delta i et individuelt intervju. (delprosjekt 1)

Jeg gnsker a delta i et fokusgruppeintervju, og jeg forstar at jeg blir kontaktet pa
et senere tidspunkt for avtale om tid og sted. (delprosjekt 2)

Jeg forstar at min deltagelse er frivillig, og jeg kan trekke meg nar som helst uten
begrunnelse.

Jeg gir tillatelse til at det gjgres digitale lydopptak under intervjuene.

oo oo

Jeg forstar at materialet fra intervjuet anonymiseres og behandles konfidensielt.
Bade lydopptak og transkribert materiale oppbevares nedlast og slettes/
makuleres nar doktorgradsavhandlingen er ferdig.

[]

Jeg forstar at dersom jeg har kommentarer i etterkant av intervjuet kan
doktorgradskandidat Heidi Dombestein kontaktes.

Med min underskrift gnsker jeg a delta i studien:

«MOTIVASION OG UTHOLDENHET | PARDRENDEROLLEN - ndr foreldre med
demens bor hjemme»

Navn pa informant dato sighatur

Heidi Dombestein

Navn pa doktorgradsstudent dato signatur

Samtykkeskjemaet tas med til intervjuet og leveres til Heidi Dombestein
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Interview guide (Sub-study 2) ol
(Published as online supplementary material in Article II, except question nr.6

6)

At the beginning of the interview, I will remind the participant that it is the caregiver
who is the focus of the interview and not the patient. [ will also like to mention that I
have not received consent from the parent to obtain information about them. Therefore,
third part information should be minimised.

1. Can you tell me about your everyday life and how it was for you when your
mother/father lived at home with dementia?

Possible follow-up questions:

-What practical tasks and how often did you help your mother/father in everyday life?
-Did you do something social or other things together with your mother/father, can you
tell me about it?

-Did your mother/father have other persons than you to help her/him, if so, who?

2. What made you help your mother/father while she/he lived at home?
Reformulation if necessary:
-What were your drivers to help your parent with dementia?

Possible follow-up questions:

-Did you experience something positive for yourself by caring for your mother/ father,
can you tell about it?

-Did you get any positive feedback and appreciation from other persons for your
efforts? If so, how and from whom?

-Did you see your caregiving as meaningful? If so, can you give examples? Did you
find that you made a difference to your mother/father when she/he lived at home? If so,
in what way?

- Have you ever felt pressured to take care of your mother/father? If so, can you tell
about it and from whom you felt pressure?

- Has your relationship with your mother/ father changed after she became ill? How do
you think your relationship with your mother/ father has affected your efforts in the
caregiver role?

3. What helped you endure and stay in the role of caregiving during the years
when your mother/father lived at home with dementia?

Possible follow-up questions:

- From where did you get information about dementia? Have you attended a dementia
course for caregivers or similar? If so, can you tell me about it?

-If you experienced support from (possible) workplace, your private network or health
professionals, can you tell me about it?

-Did you get any kind of relief, e.g. daycare centre or respite services in nursing homes
for your mother/father?

-Did you receive any kind of financial compensation for the caregiver work, for
example in the form of care pay, leave with pay, pension points or the like?
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4. Think about the challenges you have described. What made you still go on?
Reformulation if necessary:

- Adult children have no legal duty to take care of old parents in Norway, what made
you continue to help your mother/father despite the challenges?

5. Are there any other needs or associations about being a caregiver that you think
is important to mention?

6. Additional question

As next part of this PhD-project I will conduct focus group interviews, where we
gather adult-child caregivers and discuss how motivation in the dementia
caregiver role can be better supported. For you, what is the most important thing
to discuss in this context?

Additional question asked in sub-study 2 was not published online as this was

preparations for the interview guide developed for focus group interviews in sub-study
3.

THANK YOU for participating in this study!
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Interview guide Sub-Study 3. (Only in Norwegian)

FOKUSGRUPPE intervju
Velkommen og introduksjon

Presentasjonsrunde rundt bordet

Tema 1: Erfaringer med foreldrenes kommunale helse- og omsorgstjenester og stotte til
parerende

Eventuelt:

-Hvilke stotteordninger til parerende har dere erfart som virkningsfulle slik at motivasjon og
utholdenhet i parerenderollen bevares/styrkes?

-Er det noe form for stette du savnet da din mor/far bodde hjemme?

-Hvilke forslag har dere til hvordan helsetjenesten kan stotte dere parerende bedre?

Tema 2: Anerkjennelse av parerendes innsats.
Eventuelt:
-Kan dere fortelle om situasjoner der dere har folt at innsatsen deres ble verdsatt?

-Basert pé erfaringene deres, hvilke forslag har dere til hvordan pérerendes innsats kan bli
synliggjort og anerkjent pd en bedre méte?

Tema 3: Prioriteringer for 4 bevare parerendes motivasjon
Eventuelt:

-Dere har na snakket om tiltak som kan stette parerende slik at de bevarer sin motivasjon i
parerenderollen. Hva er det viktigste for dere & prioritere?

-Kan dere tenke spesielt pa voksne senner og detre som er parerende til hjemmeboende
foreldre med demens. Slik dere ser det, hva er det aller viktigste som ma skje i den naeermeste
fremtid for parerende pé feltet?

Takke for deltagelsen i studien
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Svar pa framleggingsvurdering mottatt 04.01.16 fra

post@helseforskning.etikkom.no
REK vest 2016/2 — Fremleggingspliktig

Vir ref. nr.: 2016/2

Prosjekttittel: ""Motivasjon og utholdenhet i parerenderollen nir foreldre med demens
bor hjemme i egen bolig."

Prosjektleder: Heidi Dombestein

Heidi Dombestein.
Jeg viser til framleggingsvurdering innsendt 22.12.2015.

Min forstaelse av prosjektet

Problemstillingen i prosjektet er definert som: "Hvordan opplever voksne barn motivasjon
og utholdenhet i parerenderollen, og hvordan kan offentlige stottetiltak styrkes slik at
parerende kan bidra uten selv & ta skade nar foreldre med demens bor hjemme i egen
bolig?" Prosjektet er planlagt som en doktorgradsavhandling, der resultatene skal sokes
publisert i tre artikler. Hensikten i delstudie 1 beskrives som: "...& komme i dybden og
studere fenomenene motivasjon og utholdenhet i parerenderollen, og det er ikke
helseopplysninger om pasienten som er i fokus."

Vurdering

Helseforskningsloven (jf. §§ 2, 4) gjelder for medisinsk og helsefaglig forskning pa
mennesker,humant biologisk materiale eller helseopplysninger. Medisinsk og helsefaglig
forskning defineres som virksomhet som utfores med vitenskapelig metodikk for & skaffe til
veie ny kunnskap om helse og sykdom. Det er altsa formalet med prosjektet som er
avgjerende for hvorvidt seknad til REK skal sendes eller ikke.

Jeg er enig med prosjektleder i at dette prosjektet havner i grasone, og at det prosjektet ikke
apenbart kan gi ny kunnskap om helse og sykdom. Helsebegrepet skal tolkes vidt, og
kunnskap om "opplevelse av motivasjon og utholdenhet" kan sees pa som ny kunnskap om
helse og sykdom. Ved tvil skal full seknad sendes til REK, og jeg basert pa denne
vurderingen vil jeg derfor be deg sende en prosjektseknad til REK. Vennligst bruk skjemaet
"prosjektsoknad" i saksportalen til REK.

Jeg gjor oppmerksom pa at neste seoknadsfrist er 12.01.2015.

Med vennlig hilsen
@yvind Straume

sekretariatsleder
post@helseforskning.etikkom.no
T: 55978496

Regional komité for medisinsk og helsefaglig
forskningsetikk REK vest-Norge (REK vest)
http://helseforskning.etikkom.no

) REK

REGIONALE KOMITEER FOR MEDISINSK OG HELSEFAGLIG FORSKNINGSETIKK

175



b: REGIONALE KOMITEER FOR MEDISINSK G HELSEFAGLIG FORSKNINGSETIKK

Region: Saksbehandler: Telefon: Var dato: Var referanse:

REK vest Camilla Gjerstad 55978499 04.04.2016 2016/262/REK vest
Deres dato:
16.02.2016

Var referanse ma oppgis ved alle henvendelser

Heidi Dombestein
Institutt for Helsefag

2016/262 Motivasjon og utholdenhet i pirorenderollen nir foreldre med demens bor hjemme i egen
bolig

Vi viser til seknad om forhandsgodkjenning av ovennevnte forskningsprosjekt. Seknaden ble behandlet av
Regional komité for medisinsk og helsefaglig forskningsetikk (REK vest) i motet 10.03.2016. Vurderingen
er gjort med hjemmel i helseforskningsloven § 10, jf. forskningsetikkloven § 4.

Forskningsansvarlig: Universitetet i Stavanger
Prosjektleder: Heidi Dombestein

Prosjektomtale

Prosjektet soker ny kunnskap om pdrorendes opplevelse av motivasjon og utholdenhet i pdarorenderollen.
Man vil videre undersoke deres meninger om betydningen av offentlige stottetiltak, samt deres forslag til
forbedring av offentlige tienester rettet mot parorende. Datainnsamlingen vil forgd ved individuelle intervju
og fokusgruppeintervjuer. I delprosjekt 1 intervjues 20-25 personer. Delprosjekt 2 bestdr av to fokusgrupper
med tilsammen 16 deltakere.

Vurdering

Fremleggingsvurdering

Helseforskningsloven gjelder for medisinsk og helsefaglig forskning pa mennesker, humant biologisk
materiale eller helseopplysninger, jf. § 2. Medisinsk og helsefaglig forskning defineres som «virksomhet
som utfores med vitenskapelig metodikk for a skaffe til veie ny kunnskap om helse og sykdom»y, jf. § 4
bokstav a. Slike prosjekter mé seke REK. Formalet med studien er & undersgke motivasjon og utholdenhet i
parerenderollen nar foreldre med demens bor hjemme i egen bolig. Komiteen oppfatter at formalet med
undersekelsen ikke er & skaffe til veie ny kunnskap om helse og sykdom som sadan, slik dette skal forstas i
helseforskningsloven § 4. Studien omfattes dermed ikke av helseforskningsloven, og seknaden skal ikke
vurderes av REK.

REK gjor oppmerksom pa at forskningsprosjekter som ikke omfattes av helseforskningsloven, men som
innebarer behandling av personopplysninger skal fremlegges for personvernombudet.

Vedtak
Prosjektet faller utenfor helseforskningslovens virkeomrdde og soknaden skal derfor ikke behandles av
REK.

Klageadgang

Du kan klage pa komiteens vedtak, jf. forvaltningsloven § 28 flg. Klagen sendes til REK vest. Klagefristen
er tre uker fra du mottar dette brevet. Dersom vedtaket opprettholdes av REK vest, sendes klagen videre til
Den nasjonale forskningsetiske komité for medisin og helsefag for endelig vurdering.

Besoksadresse: Telefon: 55975000 Al post og e-post som inngar i Kindly address all mail and e-mails to
Armauer Hansens Hus (AHH),  E-post: rek-vest@uib.no saksbehandlingen, bes adressert til REK  the Regional Ethics Committee, REK
Tverrfiay Nord, 2 etasje. Rom  Web: hitp://helseforskning.etikkom.no/ vest og ikke il enkelte personer vest, not to individual staff

281. Haukelandsveien 28
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Med vennlig hilsen
Ansgar Berg

Prof. Dr.med
Komitéleder

Kopi til: post@uis.no
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Camilla Gjerstad
radgiver
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Heidi Dombestein

Institutt for helsefag Universitetet i Stavanger
Ullandhaug

4036 STAVANGER

Vér dato: 06.05.2016 Var ref: 48276 / 3/ HIT Deres dato: Deres ref:

TILBAKEMELDING PA MELDING OM BEHANDLING AV PERSONOPPLYSNINGER

Vi viser til melding om behandling av personopplysninger, mottatt 08.04.2016. Meldingen gjelder
prosjektet:

48276 Motivasjon og utholdenhet i pararenderollen nar foreldre med demens bor
hjemme i egen bolig

Behandlingsansvarlig ~ Universitetet i Stavanger, ved institusjonens gverste leder
Daglig ansvarlig Heidi Dombestein

Personvernombudet har vurdert prosjektet, og finner at behandlingen av personopplysninger vil veere
regulert av § 7-27 i personopplysningsforskriften. Personvernombudet tilrar at prosjektet
gjennomfgres.

Personvernombudets tilrading forutsetter at prosjektet gjennomferes i trdd med opplysningene gitt i
meldeskjemaet, korrespondanse med ombudet, ombudets kommentarer samt
personopplysningsloven og helseregisterloven med forskrifter. Behandlingen av personopplysninger
kan settes i gang.

Det gjgres oppmerksom pa at det skal gis ny melding dersom behandlingen endres i forhold til de
opplysninger som ligger til grunn for personvernombudets vurdering. Endringsmeldinger gis via et
eget skjema, http://www.nsd.uib.no/personvern/meldeplikt/skjema.html. Det skal ogsa gis melding
etter tre ar dersom prosjektet fortsatt pagar. Meldinger skal skje skriftlig til ombudet.

Personvernombudet har lagt ut opplysninger om prosjektet i en offentlig database,
http://pvo.nsd.no/prosjekt.

Personvernombudet vil ved prosjektets avslutning, 01.06.2019, rette en henvendelse angaende
status for behandlingen av personopplysninger.

Vennlig hilsen

Kjersti Haugstvedt
Hildur Thorarensen

Kontaktperson: Hildur Thorarensen tif: 55 58 26 54
Vedlegg: Prosjektvurdering
Dokumentet er elektronisk produsert og godkjent ved NSDs rutiner for elektronisk godkjenning.

NSD — Norsk senter for forskningsdata AS ~ Harald Harfagres gate 29 Tel: +47-55 58 21 17 nsd@nsd.no Org.nr. 985 321 884
NSD — Norwegian Centre for Research Data NO-5007 Bergen, NORWAY  Faks: +47-55 58 96 50 www.nsd.no
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Personvernombudet for forskning (ﬂ)

Prosjektvurdering - Kommentar

Prosjektnr: 48276

Prosjektet har veert vurdert av REK vest (ref. 2016/262) som ikke fremleggelsespliktig etter

helseforskningsloven.

Utvalget informeres skriftlig om prosjektet og samtykker til deltakelse. Informasjonsskrivet er i utgangspunktet
godt utformet, men setningen "Prosjektet er godkjent av Norsk samfunnsvitenskapelige datatjeneste (...)" ma
omformuleres, da vi ikke gir formelle godkjenninger. Det kan heller sta at prosjektet er meldt til oss. For ovrig

har vi nylig byttet navn til NSD - Norsk senter for forskningsdata.

Det tas hoyde for at datamaterialet vil kunne inneholde til dels sensitive opplysninger om identifiserbare
tredjepersoner (foreldre). Behandlingen anses nedvendig for formalet, da det i mange tilfeller vil kunne vaere
vanskelig for informanten a gi beskrivelser uten a identifisere involverte tredjepersoner. Vi forstér det slik at
fokus vil veere pa informanten og dennes opplevelser. Personvernombudet legger til grunn at tredjeperson, sa
langt det lar seg gjore, far informasjon om prosjektet via deltaker. Dersom det i noen tilfeller skulle vise seg
uforholdsmessig vanskelig & informere tredjeperson, kan prosjektleder unntas fra informasjonsplikten.
Alternativt ma opplysninger om tredjeperson anonymiseres fortlopende. Personvernombudet foreslar at

prosjektleder oppfordrer informanten til & omtale andre i sa lite identifiserende grad som mulig/nedvendig.

Personvernombudet legger til grunn at forsker etterfolger Universitetet i Stavanger sine interne rutiner for
datasikkerhet.

Forventet prosjektslutt er 01.06.2019. Ifolge prosjektmeldingen skal innsamlede opplysninger da anonymiseres.
Anonymisering innebarer a bearbeide datamaterialet slik at ingen enkeltpersoner kan gjenkjennes. Det gjores
ved a:

- slette direkte personopplysninger (som navn/koblingsnekkel)

- slette/omskrive indirekte personopplysninger (identifiserende sammenstilling av bakgrunnsopplysninger som
f.eks. bosted/arbeidssted, alder og kjenn)

- slette digitale lydopptak
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Fra: Lasse Andre Raa <Lasse.Raa@nsd.no>

Sendt: onsdag 10. juli 2019 14.14

Til: Heidi Janne Dombestein <heidi.dombestein@uis.no>

Emne: Prosjektnr: 48276. Motivasjon og utholdenhet i pargrenderollen nar foreldre med
demens bor hjemme i egen bolig

BEKREFTELSE PA ENDRING

Hei

Viser til statusrapport registrert hos NSD 3.7.2019.

Vi har na registrert at ny prosjektslutt er 31.12.2019 (tidligere 1.6.2019).

Ved behov for ytterligere forlengelse, ma prosjektet meldes pa nytt meldeskjema og vurderes
etter nytt personvernlovverk som tradte i kraft i fjor.

Prosjektperioden forlenges med dette fra rundt tre ar til rundt 3,5 ar. Forlengelsen anses i liten
grad a gke personvernulempen, og behandlingen har derfor fortsatt lovlig grunnlag i samtykke.

NSD forutsetter at prosjektopplegget for gvrig gjennomfgres i trad med det som tidligere er
innmeldt samt vare tilbakemeldinger. Vi vil ta ny kontakt ved prosjektslutt.

Med vennlig hilsen

Lasse Raa

Seniorradgiver | Senior Adviser

Seksjon for personverntjenester | Data Protection Services
T: (+47) 55 58 20 59

NSD - Norsk senter for forskningsdata AS | NSD - Norwegian Centre for Research Data Harald
Harfagres gate 29, NO-5007 Bergen

T: (+47) 55 58 21 17

postmottak@nsd.no www.nsd.no
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