Family caregivers’ involvement in decision-making processes regarding admission of
persons with dementia to nursing homes

Abstract

The current Western health policy of ageing in place relies on a triad collaboration among
patients, healthcare service providers and family caregivers. Such collaborations presuppose
involvement in a vague juridical landscape. This article explores family caregivers’
experiences with involvement in and influence on nursing home decision-making processes
for persons with dementia. The data consist of twelve in-depth interviews with family
caregivers. Using positioning theory, we demonstrate how family caregivers strive to balance
their assumed duty to care for the person with their needs to care for themselves. Their
involvement (or non-involvement) in the complex decision-making-grocess is demonstrated
through the following seven positions: 1) self-condemning determiner, 2) dominant, 3)
proponent, 4) saluting, 5) pending, 6) prisoner, and 7) stooge. Furthermore, we discuss why
expedient positions are more available for some individuals and the consequences of family
caregivers’ various positions on the healthcare policy aims of collaboration and equal

healthcare services.
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Introduction

The large number of people affected by dementia diseases, posing major challenges for
Norwegian public health, healthcare services and healthcare service providers (HcPs)
(Ministry of Health and Care Services, 2013:41). According to Wiles, Leibing, Guberman,
Reeve, and Allen (2012), the ideal of ageing in place has gained traction in Western
countries. This ideal is associated with the assumption that living in the community rather
than in institutional care enables people to maintain independence, autonomy and connection
with family and friends, and postpone the costly option of institutionalization (Wiles et al.,
2012). Ageing in place presupposes support from family caregivers, friends, volunteers and

non-governmental organizations.

In Norway, most home-based care for people with dementia is provided hy family caregivers
with various sources of support from public, local healthcare services (Ceci, Bjornsdéttir, &
Purkis, 2012). The majority of Norwegian long-term eldercare is\provided by nursing homes,
but most Norwegian municipalities have ceased using nursirig-homes in recent decades and
have instead opted to build assisted living facilities (Holimen, 2016). However, there is a
scarcity of assisted living facilities, labour and healthcare competence (Bergh et al., 2015),
and the family caregivers’ role in home-based care has been more explicitly defined in recent
governmental reports (Ministry of Health and Care Services, 2013, 2015a, 2015b, 2018). For
example, in 2013, the Norwegian official report “Future Care” (Ministry of Health and Care
Services, 2013) launched a programme aiming to appreciate family caregivers’ efforts in
home-based care and enable family caregivers to stay longer in the caregiving role through
measures such as flexible fespite arrangements, family caregiver support, increased
collaboration with heaithcare services and improved payment for informal care work. In
2018, a governmental report described family caregivers as priceless and “renewable

resources” (Ministry of Health and Care Services, 2018:47 [Authors' translation]).

Thus, the ideal of ageing in place rests on the ability of healthcare services to support family
caregivers and family caregivers’ willingness and capacity to care for individuals with

dementia at home.

Regarding family caregivers’ willingness and capacity, numerous international studies have
documented family caregivers’ efforts as a potential physical, psychological and social
burden (Graneheim, Johansson, & Lindgren, 2014; Murray & McDaid, 2002; Purkis & Ceci,
2015). During the month prior to the admission of persons with dementia to nursing homes,
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Norwegian family caregivers provided approximately 160 hours of support to these
individuals, whereas an average of 16 hours was provided by healthcare professionals in the

persons’ homes (The Norwegian Directorate of Health, 2016).

The amount of informal caregiving work leads to substantial consequences for family
caregivers if the person with dementia refuses to apply for admission to a nursing home (or
other healthcare services) (Miller, Withlatch, & Lyons, 2016). Following the Patients’ Rights
Act, users of healthcare services (in this case, home-dwelling persons with dementia) are
entitled to user involvement; thus, users have the right to be informed of and involved in
plans for and choices of treatment and care (Ministry of Health and Care Services, 2016). If a
person with dementia does not consent to healthcare, HcPs (most often general practitioners)
assess the need of the person with dementia for services and his/her capacity to consent and
can make decisions on the patient’s behalf. Nonetheless, HcPs should.consult with family

caregivers before making important decisions (Ministry of Health and Care Services, 2016).

Thus, decision making regarding nursing home admissions.is a complex negotiation process
involving the construction of a shared understanding ¢f-the situation in which the autonomy
of both the family caregivers and the persons with.@ementia is challenged (cf. Chrisp et al.,
2013). Often, family caregivers initiate contact'with local healthcare services without the
person with dementia knowing (Chrisp, Tabberer, & Thomas, 2013). Studies have also
documented family caregivers’ decisional burden regarding nursing home admissions

(Koenig, Lee, Macmillan, Fields,«& Spano, 2014)

In the Norwegian context, thie nursing home decision-making process generally occurs in
phases. Initially, a perscii decides to apply and eventually makes a final decision when
offered a space. Hawever, it is a responsibility of healthcare services to determine the
services that are best suited to meet the citizens’ needs. Healthcare services must prioritize
the needs of all citizens in the municipality and make decisions based on their knowledge of
the available labour and competence (Ministry of Health and Care Services, 2016). Thus, the

period between the application and a space being offered can be long.

Several researchers have highlighted the need for knowledge about decision-making
processes regarding admission to nursing homes for persons with dementia (Afram, Verbeek,
Bleijlevens, & Hamers, 2015; Koenig et al., 2014; Lord, Livingston, Robertson, & Cooper,
2016; Stephan et al., 2014; Taghizadeh Larsson & Osterholm, 2014). Decision-making



processes in Norwegian home-based care are sparsely investigated, and no studies have
investigated Norwegian family caregivers’ involvement in and influence on nursing home

decision-making processes for persons with dementia.

Purpose and research question

The purpose of this study is to explore family caregivers’ experiences with, involvement in

and influence on nursing home decision-making processes for persons with dementia.

Knowledge of nursing home decision-making processes is essential for policymakers and
healthcare services to approach the ideal of ageing in place. Furthermore, this knowledge can
be important for safeguarding user involvement among persons with demefitia and facilitating

the involvement and reducing the decisional burden of family caregivers.

Literature review

Several international studies have explored family caregivers’ experiences with decisions
regarding admission to nursing homes (Taghizadéeh Larsson & Osterholm, 2014). Studies
have demonstrated that family caregivers pursue shared or supported decision making during
the early stages of dementia and gradualiy change to surrogate decision making during the
later stages (Fetherstonhaugh, McAuiiffe, Shanley, Bauer, & Beattie, 2017; Lord, Livingston,
& Cooper, 2015; Samsi & Manthorpe, 2013). The surrogate decision-maker position is
seldom formalized, and thecpersons with dementia are sparsely involved in decisions
concerning their admission to nursing homes (Koenig et al., 2014; Miller et al., 2016). A
Norwegian study demonstrated that HcPs mainly relied on family caregivers’ knowledge
about the persons with dementia in making decisions regarding admission to nursing homes
(Rognstad, Sagbakken, & Naden, 2015).

Studies have demonstrated that family caregivers have a good sense of the values and
preferences of the persons with dementia (Whitlatch, Pipiparinen, & Feinberg, 2009) and that
family caregivers safeguard the autonomy of the person with dementia in decision making
(Fetherstonhaugh, Rayner, & Tarzia, 2016; Samsi & Manthorpe, 2016). However, Koenig et
al. (2014) found differing views between older adults and their family caregivers among two-

thirds of the participants. The differing views were mostly related to involvement in the



decision of moving such that the family caregivers wanted the older adult to move, while the

older adults did not consider moving necessary.

Several studies have demonstrated family caregivers’ experiences of deep sorrow, exhaustion
and fractured relationships while making decisions regarding admission to nursing homes
(Butcher, Holkup, Park, & Maas, 2001; Lord et al., 2016; Park, Butcher, & Maas, 2004) and
after the final decisions are made (Cheek & Ballantyne, 2001; Graneheim, Johansson, &
Lindgren, 2014; Koenig et al., 2014). Based on a review study, Lord et al. (2015) presented
the triggers and barriers of admission to nursing homes. The triggers included deterioration in
the health of the person with dementia, deterioration in the health of the family caregivers,
change in the living environment, and the ability of the persons with dementia to make
decisions with which the family caregivers agreed. The barriers included. Fesistance by the
person with dementia, the family caregivers’ desire to honour the person’s wishes, the
emotional impact of making a decision on the family caregivers,'change in the roles in the
family, varying symptoms of dementia, preconceived resporisibilities, and discrepancies

between the families’ and HcPs’ views of the needs of the person with dementia.

The nursing home decision-making process is comgiex, long-lasting, and emotionally
challenging. Support and counselling by HcPszare crucial for helping persons with dementia
and their family caregivers feel safe, safeguarding the rights of the persons with dementia and
reducing the family caregivers’ burdep (Afram et al., 2015; Koenig et al., 2014; Kraijo, de
Leeuw, & Schrijvers, 2015).

Despite their discomfort in snaking the decision, family caregivers have highlighted that
controlling decisions ismportant in their interaction with formal healthcare services
(Schaber, Blair, Jost; Schaffer, & Thurner, 2016). Family caregivers may attempt to control
decisions to be able to meet the assumed normative expectations of their care work. Thus, if
the family caregivers are not involved by HcPs in decision-making processes, they might
question their own abilities to provide care (cf. Larsen, Normann, & Hamran, 2015). Several
studies have demonstrated that family caregivers’ perceptions of their abilities to meet the
assumed normative expectations of their care work are a predictor of institutionalization (cf.
Caron, Ducharme, & Gritffith J, 2006; Lord et al., 2015; Vernooij-Dassen, Felling, &
Persoon, 1997; Zarit, Todd, & Zarit, 1986).



Methods

The purpose of this study is to explore family caregivers’ experiences with, involvement in
and influence on the nursing home decision-making process for persons with dementia.
Family caregivers’ experiences were reported in semi-structured interviews and analysed
through the lens of positioning theory (cf. Harré, 2004) to identify various family caregiver

positions.

Participants

The participants in this study (n=12) were recruited among participants in a survey study
conducted in Northern Norway involving family caregivers for people withidementia (Table
1). In the survey, the participants indicated whether they were willing to-participate in a
qualitative interview regarding their experiences with being a family caregiver. Written
information and consent forms were sent to 30 persons in five municipalities. After the

signed consent forms were returned, we scheduled interviews directly with the participants.

Table 1: The participants

ID | Gender | Age | Relationships | Distance to Pwlz*home

1 | Female | 60s | Daughter Neighbour

2 | Female | 40s | Daughter 10-min driving distance
3 | Male 70s | Spouse Sharesome

4 | Female | 70s | Spouse Shaie home

5 | Female | 50s | Daughter 18-min driving distance
6 | Female | 60s | Sibling {"Neighbour

7 | Male 60s | Nephew Neighbour

8 | Female | 60s | Spouse Share home

9 | Male 80s | Spause Share home

10 | Male 60s | Sibling 10-min driving distance
11 | Male | 70s ¢ Spouse Share home

12 | Female | 60s | Daughter Neighbour

Data construction

The participants selected the meeting locations, including hotels, their homes or working
offices. The interviews, which were conducted by the first author, lasted between 56 and 176
min and were audiotaped. A semi-structured interview guide including open-ended questions
about the family caregivers’ care situations, collaboration between the persons with dementia
and healthcare services, decision-making processes and future prospects, was used. The



interviewer wrote field notes immediately after each interview session, and the interviews

were transcribed.

Data analysis

The data consisted of transcribed audio files and field notes. We used the qualitative data
analysis computer software NVIVO 11 for Windows to perform the analysis (QSR
International Pty Ltd, 2014). The first author read the interview transcripts several times and
wrote a preliminary interpretation of each interview. Key phrases in the transcripts were
coded. Consistent with Tjora (2012), codes close to the original texts were constructed. The
codes were gathered into six categories of relevance to the research questioi. Each interview

transcript was reread during this stage to ensure the appropriateness ofour interpretations.

According to Harré and Langenhove (1999), re-descriptions of interactions can be explored
through the analytical concepts of “the positioning triad”, which has been described as the
following intertwined basic features of interactions: storytines, position and illocutionary
forces (Harré & Langenhove, 1999). Storylines are utierances that carry meaning, i.e., the
tellers’ assumptions about what they and others.are entitled to do or say. Moreover, tellers
achieve something through their utterances;:thus, storylines have illocutionary forces.
Individuals’ physical positions in time,$iace and history and the metaphorical positions of
the storyline characters are significant to the meaning and illocutionary force of a storyline.
People often become aware of positions when they are deprived of something or are rejected.
Therefore, positions can be‘understood as people’s conscious or subconscious representations
of themselves and othars always in relation to the other (Van Langenhove & Harré, 1999).
Negotiations of pasitions in decision-making processes are discursive processes. According
to Harré and Dedaic (2012), discursive processes are the starting point of research.

By using positioning theory, we constructed the following two main storylines in which the
family caregivers strived to achieve balance in the nursing home decision-making process: a)
the assumed duty of caring for the person with dementia and b) the caregivers’ own needs.
Based on the storylines and their illocutionary forces, we constructed seven positions. The
positions of involvement (or non-involvement) in decisions can be taken or imposed on the
family caregivers. The constructed positions are as follows: 1) self-condemning determiner,

2) dominant, 3) proponent, 4) saluting, 5) pending, 6) prisoner, and 7) stooge.
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Ethical approval

This project was planned and conducted according to the Committee on Publication Ethics’
International Standards for Authors (Wager E & Kleinert S, 2011). The project is registered
with the Norwegian Social Science Data Services (NSD; no. 42469), and the material is

stored according to NSD guidelines (cf. Norwegian Social Science Data Services, 2012).
Limitations

A large bias in this study is the author’s pre-understanding, positioning and interpretation of
the interview-setting and further analysis of the material. However, the structured methods,
guidance by previous research, positioning theory and discussions regardifig the findings with
fellow researchers has helped us question our pre-understanding and guided further
interpretation.

Furthermore, the participants involved in this study vary in gender, age, relationship with the
person with dementia and described care-burden, but other sampling strategies could have
also had an impact on the results. In this study, all_participants were self-selected and might
have a reflected aim in their participation. When asked, the participants described the topic of

the study as important and stated that they-want to help others in similar situations.



Results

The family caregivers experienced a dilemma regarding the following two conflicting

storylines: (a) the assumed duty to care for the person with dementia and b) the caregivers’

own needs. The family caregivers’ positioning of themselves involved the positioning of the

person with dementia and the HcP. Various situations and interactions resulted in various

positions. An overview of the seven positions in connection with the two main storylines and

illocutionary forces regarding the nursing home decision-making process is presented in

Table 2.

Table 2. An overview of the positions and illocutionary forces connected to the twe main storylines.

Position

Positioning of the
others*

Ilocutionary forces

Self-condemning

-PwD: Confused

Family caregiver presented as the responsible determiner

HcP: Exploiter

determiner and blameless of admission to nursing homes
HcP: Uninformed - Describes decisigrial burden and, in particular,
bad conscience in addition to triggers and
barriers ofdnstitutionalization
- Legitimizes the decision
Dominant PwD: Confused Family caregiver presented as resourceful and in charge
and subordinate - Describes involvement and fights on behalf of
HcP: Ignorant and the person with dementia
a barrier to help =~ Claims to care for own needs
- Legitimizes depriving the PwD of de facto
consent
Proponent PwD: Confused, Family caregiver presented as a valuable partner to the
significant parther | PwD and HcP
HcP: Significant - Describes initiative and involvement
partner - Describes resources and strategies to team up
with the PwD or HcP
Saluting HcR: Principal Family caregiver presented as humble and grateful but
smart
- Describes praising and strategic work
Pending PwD: Confused Family caregiver presented as responsible but not in
and blameless charge
HcP: Principal - Declares the caregiving duty
- Renounces the responsibility for the decision
Prisoner PwD: “Jailer” Family caregiver presented as trapped
HcP: Ignorant - Describes imprisonment
“lawyer” - Questions the range of the family caregiver’s
responsibility for the PwD
Stooge PwD: Burden Family caregiver presented as a stooge

- Describes the feeling of being exploited
- Questions the range of the family caregiver’s
responsibility for the PwD

*Abbreviations: person with dementia: PwD. Healthcare service providers: HcPs.




Self-condemning determiner position

All family caregivers in this study reported that the persons with dementia rejected admission
to a nursing home. Nonetheless, the family caregivers eventually deemed admission to a
nursing home necessary in the near future for both the person with dementia and their own
needs. Thus, by virtue of their situation, all family caregivers were in the self-condemning
determiner position. One daughter (ID12) noted the following: “They are not dolls that I can

put away in a drawer when | get tired™.

The self-condemning determiner position may provide opportunities for family caregivers to
become involved in decision-making processes if the other agents accept the position.
Nonetheless, many family caregivers seemed to condemn themselves regardiess of the
choices they made. One wife (ID8) noted, "My conscience bothers me gven though | realize
this is the only way to make life worth living for both parties.” The liocutionary force
concerned the dilemma of attending to the needs of the person vith dementia or their own

needs in addition to legitimizing their decisions.

Given the self-condemning determiner position, the persons with dementia were positioned as
confused and not to blame for the burden. Moreqwer, while assuming this position, the family
caregivers presented the HcPs as uninformed-about the complexity of the situation.

Consequently, the family caregivers carried the decisional burden.

The family caregivers described actite illness in the persons with dementia as a socially
accepted reason for transitionitig to a nursing home and, consequently, experienced a relief of
their decisional burden. One daughter (ID5) said, "Luckily, he was too physically sick to be
aware of the move." Qther reasons for admission to nursing homes appeared to be more
difficult to speak-about with HcPs and, thus, generated more decisional burden. Such reasons
included a need for a life of their own, their feelings of a crowded house that no longer was a
home because of the HCcPs’ interventions, the personal hygiene of the person with dementia,
and their fear of offending, hurting or injuring the person with dementia. A husband (ID3)
said: "The most troublesome is that I build up a kind of suppression and have to restrain

myself not to yell”.
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Dominant position

By assuming the dominant position, family caregivers attempted to strengthen their

involvement. One wife (ID4) stated, ““the one who still can reason has to decide”. However,
the dominant position appeared to increase the decisional burden. One brother (ID10) noted,
"It is tough, but the family caregivers must accept the burden of the anger of the person with

dementia™.

The dominant position may be associated with the family caregivers’ traits or capacities, e.g.,
management experience or being the dominant partner of the relationship. One sister (ID3)
noted, “I have to say that she signed because of my strong influence on her”. One husband
(1D3) related, ““I have managed this company for many years; so, | mostly take care of the big
decisions at home”. Management experiences and an understanding of general decision-
making processes appeared to be crucial capacities for the dominant position. One brother
(ID10) stated, "If the healthcare service providers disagree witt-me, | will start a fight and

we'll see (who wins)."

Most family caregivers described that their dominangé- in decisions was imposed on them as a
result of the progression of the disease. Moreover, decision making was described as a
burden. Given the dominant position, the persons with dementia were positioned as confused
and subordinate with regard to decisions:“All family caregivers made statements that were
somewhat similar to the following rernarks of one wife (ID8): "He tried to explain that he
could stay at home alone, but he:cannot. | have to make the decision for both of us. The
illocutionary force of the stgrylines legitimized making decisions to which the person with
dementia did not consent. One daughter (ID1) stated, *We had to force him to move.

Otherwise, he woulti-have been dead by now".

By positioning themselves as dominant, family caregivers positioned the HcPs as informed
but as a barrier to access to services. The family caregivers reported that they occasionally
had to overrule the HCPs. In the storylines that concerned conflicts with healthcare services,
several family caregivers (ID1, 2, 3, 6, 7, and 11) presented themselves as “resourceful
families”. One daughter (1D2) stated, "I have broad experiences in life from municipal

offices; so, | make my way".

While assuming the dominant position, family caregivers emphasized the need to care for

themselves. One husband (ID11) remarked that he refused to assist his wife with personal
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hygiene after the application to a nursing home was rejected. He said, "Getting her to shower
was untenable, and | gave up. Then, her poor hygiene became a visible problem, and the

nurses had to allocate a room for her at the nursing home™. He described this decision as "a
desperate choice" because he treated his wife "disgracefully” to force the healthcare services

to take responsibility for her.

Proponent position

Compared to those in the dominant position, family caregivers in the proponent position
appeared to discuss the possible admission to a nursing home with both the person with
dementia and the HcP. The storylines concerned varying initiatives and strategies to achieve
involvement without fights or comprehensive decisional burden. One daughter (ID2)
described, ““She is still somewhat headstrong and discusses the process;with me and the
healthcare service providers; however, now, | am able to supervise-her’. Other family
caregivers described teaming up with other family members as follows: *“I refused to be the
only one to force him...we had to agree among us siblings, at least” (ID5).

In most examples, the family caregivers teamed up with HcPs on different healthcare service
levels. Several family caregivers said that "the nurse took action™ (ID6) when notified. One
daughter (ID5) related, ““I asked him to apply; but he was not in a hurry. Then, the healthcare
service providers urged him to apply, afia he did”. One husband (ID11) described how he
strategically acted familiar by asking the HcPs about their parents when they met at local
stores. He said, "If it had not he&n for me, her (his wife’s) admission to the nursing home

would not have been established as quickly as it did. It's nice to know people.”

When their applicatiofis to nursing homes were rejected by local healthcare services, some
family caregivers emphasized the main storyline of caring for their own needs and teamed up
with their general practitioner (GP). One wife (ID8) said, "I got him admitted to the nursing
home because my GP knows the doctor who is in charge of the nursing home, and they both
backed me up. I was lucky." Other family caregivers approached specialized healthcare
services for support as follows: "At the hospital, they acknowledged my needs as well, and

they met my demands that they could not send him home™ (ID2).

Three family caregivers described that their participation in this study was motivated by their
feelings of not being listened to or acknowledged by healthcare services. One daughter
(ID12) said, "The main reason that | participate in this study is that the politicians need to

12



know how it feels for us”. Thus, some family caregivers assumed a proponent position,
teamed up with researchers and, thus, were involved in healthcare decisions at a higher level

of decision making.

Saluting position

Despite the comprehensive stories about problems related to conflicting views of decisions,
many storylines, particularly the storylines from the older participants, focused on being
thankful to HcPs. The illocutionary forces of the storylines regarding the saluting position
involved praising the HcP and simultaneously presenting themselves as humble and grateful.
One husband (ID3) stated, ““I shall not complain; however, they do fantastic work, the angels
in white. Family caregivers seemed to assume that caring for the person with dementia was
their duty and that the HcP, in line with their competence, should make-decisions about
services. Thus, the family caregivers in the saluting position seemeg to depend on the HcPs’

decisions for help.

However, the saluting position could also be a strategy far being offered more services. A
daughter (ID1) described how she proceeded to makethe HcP change their mind as follows:
"In a humouring manner, | praised them and further explained why my father needed to be
admitted to a nursing home”. One husband {ID9) said, “I emphasize that they do a great job and
| often praise them. Then, it is much easierfor me to ask for services when | need it, and | probably
make it harder for them to reject my request”. These storylines’ illocutionary forces describe how
the family caregivers made themselves more “likeable” to give them an opportunity to

present their view, show family resources, and consequently, influence decisions.

Pending position

The pending position seemed to mostly emphasize the assumed duty of caring for the person
with dementia, and this position seemed to be associated with participants of old age. These
participants performed most of the care work but gave the HcPs responsibility for the final
decision of moving. One husband (ID9) said, “I take it as a matter of course that healthcare
service providers tell us if it is time for my wife to move™. The illocutionary force in their
utterances seemed to declare their own caregiving duty and renounce the responsibility for
admission to nursing homes. Some family caregivers gave utterances similar to this husband
(ID3): “I told her that | would have taken care of her, but it was no longer my decision™. The

renouncement of responsibility seemed to be connected to the assumed loss of social
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reputation if they gave up their caregiving duties as follows: "It was not about me! The
healthcare service providers decided that he should be in a nursing home. It was the house

that was the problem. It’s not built for old people” (ID8).

The pending position may reduce the family caregivers’ decisional burden and loss of social
reputation. However, in this position, the family caregivers depend on HcPs to discover and
acknowledge their needs and subsequently make the decision about admission to nursing
homes as follows: "It was probably someone working there who detected us and observed
that I was not able to do all the care work myself; so, we have been lucky after all” (ID5).

Prisoner position

The prisoner position concerned with family caregivers’ frustrations, non-ifivolvement and
exclusion from society. One daughter (ID1) stated, "I feel I am constantly on my toes and
trapped in the caregiving role”. These storylines described impriscnment and had the
illocutionary force to question the range of family caregivers’™ responsibility. One daughter
(1ID12) cried, “caring for my parent is a choice, but at thé-same time, it's not a real choice ".
One husband (ID9) noted, "Our biggest problem is the blurred lines for responsibility the
moment | leave the house. Thus, I cannot leave."=Thus, the prisoner position is an imposed
position. The family caregivers strived for involvement but described themselves as
powerless, disarranged or excluded. Onghusband (ID3) said, "We are plucked out of context,
and | have no idea what to do about.t"”, and one wife (ID8) stated, "I feel in a pinch without
knowing what I can or cannot.do”. Simultaneously, the person with dementia was positioned
as the jailer. One wife (ID4) stated, "It is not right. He refused to apply, and thus, my life
became more and mora burdensome. | am exhausted, and whatever work tasks seem to drain

me of energy".

Many family caregivers complained about the lack of arenas for contact with HcPs without
the person with dementia present. One husband (ID3) said, “I need to talk to nurses about
potential services, but it is difficult when she (person with dementia) is always present”. The
family caregivers expected the HcPs to the take initiative and free them from their demanding
situations, similar to a lawyer’s task for imprisoned persons, e.g., to conduct negotiations
with a counterparty with the aim of achieving a fair trial and perhaps the hope of being

released.
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Stooge positions

Most family caregivers said that the local healthcare services took advantage of their efforts.
Several participants expressed sentiments similar to this daughter (ID1) as follows: “They
rely on us to do care work in an effort to maintain the status quo™. Several participants gave
examples of persons with dementia without close relatives who had been rapidly offered
admission to nursing homes. One nephew (ID7) described his uncle as "far more mentally
healthy than the other patients at the nursing home”” and noted, "His being all alone was an
important part of the rapid intervention". Thus, such storylines described feelings of being
exploited and had the illocutionary force of questioning the range of family caregivers’
responsibilities. One brother (ID10) stated, I want to question the use of family caregivers.

It's impossible for most people to do this much care work."

In the stooge position, family caregivers positioned healthcare services as exploiters. One
daughter (ID1) said, "My parents should have moved to the nuréing home a long time ago.
However, nobody in local healthcare services acknowledges our needs.” Several family
caregivers expressed sentiments similar to this daughtey-(ID1): "If he gets worse, I will just

leave! [Long pause — crying] However, | know that | caninot leave him, and the healthcare service

providers know that just as well as I do. | actually go not know what to do anymore."

Some family caregivers had waited for asfong as possible to apply for nursing home
admission. Nonetheless, their first reguests had been rejected due to capacity issues. One
husband (ID9) with a severe illness, who told the interviewer that he would not live much
longer, said, "I could have heiped her (wife with dementia) to make the decision, but there is
no point when the nurses’say that there is no capacity”. A wife (ID8) noted, "Someone must
die for him to get a-¥oom there".
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Discussion

This study explored family caregivers’ experiences of, involvement in and influence on the
nursing home decision-making process for persons with dementia. The results are congruent
with those of previous studies that have described this decision as a complex, long-lasting
and emotionally demanding process (cf.Afram et al., 2015; Graneheim et al., 2014; Koenig et
al., 2014). The family caregivers in this study strove to balance the assumed duty to caring

for the person with their needs to care for themselves.

Providing access to equal healthcare services is an important aim of Norwegian healthcare
(Ministry of Health and Care Services, 2015c). The Norwegian Municipal Health Care Act
states that local healthcare services must offer and provide necessary and justifiable services
based on their assessment of individuals’ needs (Ministry of Health and Care Services, 2011).
Decisions regarding services are based not solely on the needs of the-person with dementia
but also on the overall resources of the municipality (Rgiseland,2016). This study
demonstrated that decisions about admission to nursing homes are influenced by family
caregivers’ abilities to assume expedient positions in coliaboration with the person with

dementia, HcPs and healthcare services.

Positions are regarded to have dualistic dimensions, such as strong and weak (Harré &
Slocum, 2003). In this study, the spouses and daughters who lived in the same home as the
person with dementia appeared to have stronger positions with regard to decision-making
processes than the other participants. Other studies have presented family caregivers’
autonomy as bounded to the autonomy (and thus decisions) of the person with dementia (cf.
Chrisp et al., 2013). If the person with dementia refuses healthcare, the family caregivers who
share a home with the person cannot reduce or leave their responsibilities without leaving
their own homes.Thus, these caregivers may make more vigorous attempts to influence

decisions about admission to nursing homes.

Family caregivers highlight that controlling decisions is important in their interactions with
formal healthcare services, although decision making is associated with discomfort (Schaber
et al., 2016). The dominant position might increase the family caregivers’ influence on
decisions; however, this position is related to a strong self-condemning determiner position.
In this study, the husband who stopped helping his wife with her personal hygiene managed
to escape a burdensome situation. However, the price he described in the forms of decisional
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burden, feelings of failure, sorrow and fractured relationships is congruent with observations

reported in previous studies (Graneheim et al., 2014; cf. Lord et al., 2015).

The positions available to family caregivers depend on their capacities. The dominant,
proponent and saluting positions appeared to provide opportunities for involvement and
influence, and several participants who adopted or were imposed these positions reported to
have management experience. These findings are congruent with those reported in previous
studies demonstrating that “those who have information, contacts and personal skills for
utilizing administrative and political power might encounter different rules for access to

public resources than those who lack these resources” (Haikio & Anttonen, 2011:193).

To be able to influence decisions through the dominant, proponent or saluting positions,
family caregivers must have knowledge about local healthcare servicesand HcPs. The
purchaser-provider divide has created more distance between those-in'need of services and
healthcare services and between those who provide services and-those who decide which
services to use. Thus, it is challenging for family caregivers to describe their needs in a way
that fits the structure of the services. To be able to be itvolved, family caregivers must know
the system as shown in the proponent position in which the family caregivers spoke directly

to healthcare services (purchaser) and not the HcP (provider).

Conversely, the pending, prisoner and stgoge positions may be chosen to avoid involvement
in or responsibility for the decision. Fhese positions may also be imposed on family
caregivers who are not able to describe their needs in ways that fit the structure of the
services. Thus, the family caregivers depend on help from HcPs or healthcare services as
shown in the prisoner pesition, and the persons with dementia and their family caregivers are

at risk of receiving-.inmatched services if healthcare services are unaware of their position.

According to recent statistical projections, major municipal differences in the services offered
to older citizens are expected. Moreover, home-based care may not be sustainable at the level
of the currently offered services due to the scarcity of people providing care (Rogne & Syse,
2018). Hence, the family caregivers’ role will most likely become more dominant in the
future. Based on this study, we question whether family caregivers pay a harsh price for the

ideal of ageing in place.

In this study, none of the persons with dementia had been assessed for their capacity to

consent. Despite their severe care needs, they all refused admission to nursing homes. All
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family caregivers questioned the capacities of the persons with dementia to make such
solitary decisions. Thus, this study demonstrates that despite non de jure responsibility (Mol,
2008:20), family caregivers strive to escape the self-condemning determiner position. This
finding is congruent with findings reported in previous studies investigating family
caregivers’ experiences of being responsible for decisions regarding admission to nursing
homes (Graneheim et al., 2014).

Conversely, persons with dementia cannot be assumed to be incapable of making decisions
solely on the basis of their diagnoses (Bartlett & O"Connor, 2010). For persons with
dementia, user involvement is strengthened through international agreements (World Health
Organization, 2017), Norwegian healthcare policy reforms (Ministry of Health and Care
Services, 2015a) and legislative changes (Ministry of Health and Care Seivices, 2016). This
study demonstrates that the empowerment of persons with dementia.nas consequences on the
lives of family caregivers who strive to create a mutual understainding of the situation, a
mutual experience of the need for collaboration, and the ability to find structures in
healthcare services that enable collaborations. This long-iasting and emotionally challenging
process must be acknowledged through structured decisional support by healthcare services
that both safeguard the involvement of the persaris with dementia and support family

caregivers in setting limits to their care tasks and involvement.

It is crucial for HcPs to actively explcre whether persons with dementia involve their families
in their decisions. Healthcare services may overlook the family caregivers’ needs and their
democratic right to make autchomous choices in a situation in which their life situations are
strongly affected by the ¢hoices made by others (the person with dementia and/or healthcare
services). Furthermate, it is necessary to ask family caregivers about their own needs and the
care tasks they want and are able to perform in home-based care. Given the positions
described in this study, HcPs should, in particular, be aware of the decisional burden on
family caregivers who adopt a dominant position and family caregivers who live with the

persons with dementia.

Implications

To highlight the legislated user involvement of persons with dementia and reduce the family

caregivers’ decisional burden, politicians and healthcare services must understand,

18



acknowledge and emphasize family caregivers’ own needs. Our model of family caregivers’
positions can be useful for the further development of decisional aids to reduce conflicts and
the negative effects of care on family caregivers in home-based care. If HcPs are aware of the
potential positions in interactions with family caregivers for persons with dementia, they may
enable more expedient positions for themselves and family caregivers. More expedient
positions may result in fewer conflicts and reduce the decisional burden when demanding

decisions, such as admission to nursing homes, must be made.

Conclusion

Health care policies regarding ageing in place rely on the following third party: family
caregivers. This study contributes by describing family caregivers’ exyeiiences of
involvement in and influence on the nursing home decision-making-process for persons with
dementia. Knowledge of how family caregivers present themseives and others within
positions is useful for understanding how decisions regarding admission to nursing homes are
made and evaluating individuals’ access to healthcare;-This knowledge is important for HcPs
to provide tailored support and, thus, facilitate the“involvement of family caregivers in

nursing home decision-making processes for-persons with dementia.
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