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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

e Beingthe caregiver of ahome-dwelling parent with dementia is characterised as burdensome.

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

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

caregivers.
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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, itisimportant 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.

e 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 a homogenous 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
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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).

Condensate

| want to be recognised for knowing
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

Result section

... caregivers wanted
healthcare professionals
to value their voice,
appreciate their expertise
and acknowledge them as
members of the care team. As

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

me and the nurse. ‘Mutual respect is
fundamental’ (Son D). (Involvement).

Son D put it, ‘mutual respect
is fundamental’. (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 ....



DOMBESTEIN ET AL.

6
“wiiey- [

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, ‘| 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). Haikio 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 services is
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
et al., 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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