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ABSTRACT

Purpose: We explored how family caregivers perceive decision-making regarding the care of
nursing home residents.

Methods: This qualitative study used Flemming's Gadamerian-based research method. In
person semi-structured interviews about decision-making concerning residents’ care were
conducted with 13 family members (nine women, four men) of residents of three Norwegian
nursing homes.

Findings: The following themes emerged: Excessive focus on autonomy threatens resident
wellbeing and safety. Resident wellbeing is the caregiver’s responsibility. Resident wellbeing
serves as a guiding principle.

Conclusions: The family members of residents and the nursing home caregivers disagreed
about the significance of upholding resident autonomy to respect residents’ dignity. The
family members held that not all instances where residents refused care reflect autonomy
situations as care refusal often does not reflect the resident's true values and standards but
rather, stems from barriers that render necessary care actions difficult. In situations where
residents refuse essential care or when the refusal does not align with the residents second-
order values, the family members suggested that caregivers strive to understand the causes
of refusal and seek non-coercive ways to navigate it. Hence, the family members seemed to
endorse the use of soft paternalism in nursing homes to safeguard residents’ wellbeing and
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Introduction

Healthcare services were originally characterized by
paternalism, with healthcare professionals having
more power than patients and residents. Recently,
focus has shifted towards strengthening resident
autonomy in nursing homes (Moilanen, Kangasniemi,
et al., 2021; Moilanen, Suhonen, et al., 2021). However,
professional caregivers in nursing homes face ethical
dilemmas when the principles of beneficence and
autonomy conflict (Mortensen et al., 2022). The pri-
mary concern within discussions about autonomy and
beneficence is paternalism (Jacobson & Silva, 2010;
Killmister, 2018). Additionally, maintaining resident
autonomy has been used as justification for not pro-
viding residents with necessary care (Moilanen,
Suhonen, et al, 2021; Mortensen et al, 2022). This
indicates the need for new research-based knowledge
on the experiences of stakeholders regarding deci-
sion-making in nursing homes, especially regarding
the use of paternalism. In a previous study, we
explored how nursing home residents experience
paternalism. In this study, we explore how family

caregivers perceive decision-making regarding the
care of nursing home residents.

Background

The decision to move an individual to a care home is
typically delayed until they can no longer manage
with support from family and homecare services
(Samsi et al.,, 2022). Hence, nursing home residents
are older and frailer than before, and have a higher
care dependency (Ekstrom et al., 2019; Rijnaard et al.,
2016), which threatens resident autonomy (Caspari
et al, 2018; Moilanen, Suhonen, et al, 2027).
Supporting resident autonomy is perceived as
a sign of respect and dignity, while hindering it
leads to feelings of confinement and frustration
(Moilanen, Kangasniemi, et al., 2021). Additionally,
supporting independence and autonomy is crucial
for residents’ adjustment when moving to a nursing
home (Caspari et al, 2018; Davison et al, 2019).
Nurses perceive autonomy as a basic principle and
an important part of quality care. Caregivers in
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nursing homes support resident autonomy by pro-
tecting residents’ rights, acting as their advocates,
and respecting their wishes. Nurses also support
autonomy by offering choices and information to
residents and their family members. Individualizing
care and ensuring safety are also essential for sup-
porting resident autonomy (Moilanen, Suhonen,
et al., 2021). The belief that nursing home residents
cannot make autonomous decisions and the need to
balance residents’ wishes against those of their
family members, sometimes hinders caregiver sup-
port of resident autonomy (Moilanen, Suhonen,
et al,, 2021). Family members and friends are impor-
tant for supporting resident autonomy as they pro-
vide continuity to residents’ previous life experiences
(van Loon et al.,, 2021).

Family members of nursing home residents are
highly involved in making decisions regarding resi-
dent care (Egan et al,, 2023; Mortensen et al., 2023),
and are usually responsible for moving residents to
the nursing home (Seiger Cronfalk et al., 2017). Family
members often hold themselves responsible for mon-
itoring and evaluating the quality of care the resident
receives, and they have moral concerns and troubled
consciences regarding the resident (Ekstrom et al,
2019; Seiger Cronfalk et al., 2017). Family members
of nursing home residents have “insider knowledge”
of resident history and can aid in the continuity of the
resident’s values, beliefs, and personal identity, which
is associated with adjustment, satisfaction, and
healthy transition to the nursing home (Fitzpatrick &
Tzouvara, 2019). The extensive knowledge and inter-
est of family members contribute to their ability to
detect subtle changes in residents and resident health
that professional caregivers are unable to perceive
(Powell et al., 2018). Family members also represent
the resident as an intermediator between them and
nursing home staff when they no longer can speak
adequately for themselves (Ekstrom et al, 2019;
Fitzpatrick & Tzouvara, 2019). The continuation of
relationships with family members and significant
others helps residents maintain self-identity and
helps bridge the past and the present (Fitzpatrick &
Tzouvara, 2019; Seiger Cronfalk et al., 2017). Hence,
the exchange of care-related information between
family members and nursing home staff and family
member participation in nursing homes is crucial for
person-centred care (Ekstrom et al.,, 2019). However,
in a review of 34 studies concerning facilitators and
inhibitors to successful transition to long-time care
facilities, only five studies investigated the perspective
of family members (Fitzpatrick & Tzouvara, 2019),
indicating the need for further research.

Existing studies have mostly explored the per-
spectives of nurses and residents regarding support-
ing resident autonomy and dignity in nursing homes
(Moilanen, Kangasniemi, et al, 2021; Moilanen,

Suhonen, et al., 2021), and research on the perspec-
tives of family members, especially regarding patern-
alism, is lacking. The aim of this qualitative study is
to explore how family caregivers perceive decision-
making regarding the care of nursing home
residents.

Methodology

This study draws upon Gadamer’s philosophical her-
meneutics, which asserts that our preconceived
understanding of the world—our “horizon of under-
standing” — preconditions and shapes our interpreta-
tion of the world (Gadamer, 2013). This horizon is
made up of all our knowledge, beliefs, biases, includ-
ing unconscious and internalized understandings
(Gadamer, 2013). Gadamer also emphasizes the
importance of historical and cultural context in shap-
ing our understanding (Gadamer, 2013). Thus, under-
standing is not an endpoint of interpretive research,
but rather a precondition that evolves throughout the
project.

In this study we used Flemming’s Gadamerian-
based research method (Fleming et al, 2003). In
accordance with this method our study proceeded
in five stages: In the first stage, we established the
research question in line with interpretative herme-
neutics’ objective. In the second stage, we sought to
comprehend and analyse our pre-existing beliefs
about decision-making in nursing homes. Through
discussions and reflections within the research group
our biases and preconceptions were revealed. These
preunderstandings indicated that the concepts of
autonomy, paternalism, and dignity would contribute
to enhance our understanding of the views of resi-
dents’ family members regarding decision-making. In
the third stage of the study, the data collection, the
first author engaged in dialogue with study partici-
pants through semi-structured interviews. In the
fourth stage, our understanding was expanded
through dialogue-based analysis and interpretation
of the interviews, prior studies, and theoretical texts.
The final stage of Flemming’s Gadamer-based
research method involves ensuring the study’s trust-
worthiness by meticulously outlining each step of the
research process to foster transparency and
auditability.

Theoretical framework

The interpretations of this study are influenced by our
understanding of the concepts of autonomy, patern-
alism, and dignity.

The concept of autonomy refers to the right
human beings have to self-government: the right to
make own decisions, to decide own values and ends,
and to pursue these. The concept of autonomy
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includes the ability to make autonomous decisions,
which implies the capacity for rationality and critical
reflection (Killmister, 2018). Additionally, the concept
of autonomy describes conditions to determine if
a choice is autonomous or not. For a choice to be
autonomous, it must be motivated by second-order
values and desires, must be justifiable by the one
making the choice, and it cannot be a product of
oppression or manipulation (Killmister, 2018). Second-
order values and desires are those values and desires
that we desire to have. These are long-held values
and desires that align our actions with our long-term
goals, as opposed to first-order values that align our
actions to short-term goals and immediate desires
(Killmister, 2018).

Disregarding a resident’s autonomy with the
intention to protect or benefit the resident is con-
sidered paternalism. Hence, whenever autonomy
and beneficence are discussed, paternalism is the
primary concern (Jacobson & Silva, 2010). Acting
against a person’s explicit wishes is usually consid-
ered hard paternalism (Killmister, 2018). If the
choice is not truly autonomous or the resident’s
capacity for autonomy is compromised, it is consid-
ered soft paternalism. Soft paternalism aims to
bring a person’s choices and actions in line with
their true goals and values. Hence, soft paternalism
assumes a mismatch between expressed will and
authentic will (Killmister, 2018). Soft and hard
paternalism can be differentiated based on how
easy the paternalistic influence is to resist.
According to this conceptual framework, nudging
is considered soft paternalism (Thaler & Sunstein,
2008), whereas pressure and coercion are consid-
ered hard paternalism.

Traditional definitions of autonomy emphasize
independence, self-sufficiency, and the ability to
think rationally. These virtues are also considered dig-
nitarian norms, norms that carry dignity, which means
that those who uphold them are bestowed with dig-
nity (Killmister, 2020).

According to Killmister (2020), dignity consists of
three intertwined strands: Status dignity, which asks
others to treat us appropriate to the status or posi-
tion we hold (human being, doctor, resident etc.),
personal dignity, and social dignity. Personal and
social dignity are subjective concepts that are
linked to the adherence to applicable norms and
standards. These are norms that the individual and/
or society find dignifying to uphold, or view as
disgraceful and degrading to violate. Thus, we
have personal and social dignity to the extent to
which we uphold or transgress the relevant norms.
Transgression of these norms entails withheld
esteem that can extend to disdain and shame
(Killmister, 2020). Status dignity is objective and
cannot be reduced but is harmed when others fail

to treat us with the respect our status commands
(Killmister, 2020).

Study setting and participants

This study is part of a larger study exploring the
experiences of different stakeholders in Norwegian
nursing homes. The larger study includes participant
observation across three different nursing homes and
interviews with residents, staff, and family members.
This article only reports findings from interviews with
residents’ family members.

The participants were purposely sampled from
a population of family members of residents at three
different nursing homes: a long-term unit, a dementia
unit, and a rehabilitation unit. The first author con-
ducted the interviews between November 2020 and
June 2021. The chosen nursing home units were
diverse in resident population, caregivers’ experience
with paternalism, and access to resources. Therefore,
we assumed that the participating family members
would also provide differing experiences and perspec-
tives. Thirteen family members of residents, who were
between 51 and 83 years of age, were interviewed.
The number of included participants mirrored the
sizes of the nursing home units.

The inclusion criterion was a family member of
a resident in a participating unit who visited regularly.
The sample was purposely recruited, with the aim of
achieving a balanced gender distribution in both par-
ticipating family members and residents (one family
member per resident), variance in residents’ physical
and mental function, and variance in the resident’s
history of accepting and/or resisting healthcare and
assistance. Registered nurses in the unit who had
extensive knowledge of residents and their family
members, owing to their involvement in care,
recruited family members for participation.
Participant selection for interviews was conducted at
the end of a participant observation period (after five
to six weeks), to ensure consensus between the
researcher and the nurses concerning inclusion cri-
teria and the need for a diverse sample of
participants.

The characteristics of the residents and their parti-
cipating family members are presented in Table 1.

Data collection

The semi-structured interviews were conducted in
privacy in small meeting rooms in the nursing
homes right before or after family visits. The inter-
views lasted between 30 and 65 min (mean: 46 min).
Participants were assured that information provided
in the interviews was confidential before the record-
ings began. Participants were aware of the research-
er's background in teaching and supervising nursing
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Table 1. Sample characteristics.

Long-term unit

Thirty residents Informant Relationship
Family members of two male residents and four female residents P1 Wife
One resident was considered clear and oriented by their family P2 Daughter
and nurse. Three residents had mild dementia, and two residents P3 Daughter
had more serious dementia (according to the interviewed family P4 Son
members). P5 Son

P6 Daughter

Dementia unit
Eight residents
Family members of one female and one male resident P7 Daughter
Both residents suffered from serious dementia and had P8 Wife
a history of serious refusal of care.

Short-term/rehabilitation unit
Twenty-seven residents
Family members of two male residents and three female residents P9 Daughter
One resident had serious dementia and was awaiting transfer to P10 Daughter
a long-term care facility. One resident had mild dementia, according P11 Son
to their family member. One resident was mentally disabled, and P12 Niece
two residents were considered clear and oriented by their family members. P13 Son

students and had been informed that the researcher
was conducting participant observation in the nursing
home. Data from the participant observation were not
included in this study. However, observations did pro-
vide context during the interviews as they gave the
researcher and participants a common frame of refer-
ence, which we believe enhanced the quality of the
interviews. The interview guide contained open-
ended questions encouraging participants to talk
about what they considered important for the care
of their resident, what contributed to successful col-
laboration between residents and staff, how nursing
home staff could arrange for the best possible care for
the resident, whether they had experienced situations
where the resident had refused necessary care, and if
they had experienced situations where coercion was
used in the nursing home. The participants were also
asked how staff should handle situations where resi-
dents resisted care activities such as food, morning
routines, showering, and so on, how staff can prevent
situations that may entail the use of coercion, and the
extent to which staff can influence residents’ beha-
viours and choices before the influence becomes
unethical. Silence, follow-up questions, and para-
phrasing were used to stimulate more detailed
responses, and to verify the interviewer's initial inter-
pretations. At the end of the interview, family mem-
bers were asked if there was anything else they
wanted the interviewer to know. The interviewer
(first author) wrote field notes immediately after
each interview. Audio recordings were uploaded to
a secure platform and transcribed verbatim by the
interviewer. Quotes presented in this paper are trans-
lated from Norwegian and edited for clarity.

Analysis and interpretation

Interpretation of the material started during the
interview, as the study’s aim and the interviewer’s

horizon of understanding influenced what the
researcher heard and the researcher’s interpreta-
tions of the participants’ answers. This interpreta-
tion influenced follow-up questions during the
interviews. Similarly, transcriptions of interviews
also involve an interpretation of the material
(Brinkmann & Kvale, 2018). Hence, the study aims
and preconceptions were crucial for the interpreta-
tions. Following these initial steps, the first author
conducted the formal interpretation of the inter-
views by entering a dialogue with the texts. The
researcher wrote memos with preliminary ideas and
interpretations during this process. This dialogue
was initiated by a careful reading of the interviews
to gain an in-depth understanding of the funda-
mental meaning of the interviews, as the meaning
of the whole text influences the understanding of
the parts of the texts (Fleming et al., 2003). The first
two interviews were read in their entirety by four
members of the research group to ensure that all
researchers had the same initial understanding of
the fundamental meaning of the whole interview.
The interpretation of the interviews continued with
a reading where every sentence and section were
investigated to expose its meaning, thus facilitating
the first identification of themes and ideas. The
sections were then related to the meaning of the
whole text expanding this understanding. This pro-
cess of analysing and interpretating continued in an
iterative process between the texts, and the mean-
ing in its entirety and sections of the material gen-
erated new interpretations that were subsequently
applied to the entirety of the texts (Gadamer, 2013).
Previous research and theoretical texts (the theore-
tical framework) were also included in this iterative
process that expanded the understanding of the
whole and the parts. When we felt that we had
reached sufficient understanding, data passages
and sections of the texts that seemed to be
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representative of the shared understandings were
identified. These sections and passages were then
translated to English by the first author. The write-
up of the findings section and the discussion also
facilitated new interpretations and new understand-
ing of the subject matter.

Ethical considerations

The principles of informed consent, confidentiality,
and assessment of consequences for participants
were observed throughout the entire study. All par-
ticipants received written and oral information,
were assured of confidentiality, and informed that
they could withdraw from the study at any time.
The Regional Ethics Committee (REK Case number
175,774) and Sikt—Norwegian Agency for Shared
Services in Education and Research (Case number
248,550) permitted and supervised the study.
Family members from Langerudhjemmet partici-
pated in an advisory user participation group. This
advisory user participation group reviewed consent
forms and information, interview guides, and
interpretations.

Trustworthiness and auditability

To ensure trustworthiness and auditability of the
study we diligently detailed each stage of the
research process while adhering to the Standards for
Reporting Qualitative Research (SRQR) (O'Brien et al.,
2014). Trustworthiness and interpretation validity
were also reinforced as the researcher, who con-
ducted the interviews, transcribed, analysed, and
interpreted them (Brinkmann & Kvale, 2018). Final
interpretations were reviewed by an advisory user
participation group. Quotations from the interviews
offer support for the interpretations presented in the
findings.

Findings

The interpretation of the interviews revealed that the
family members were concerned that caregivers
placed too much emphasis on resident autonomy
when making care-related decisions. Caregivers prior-
itizing resident autonomy over resident wellbeing
caused the family members to question their com-
petence and worry for resident safety. From the
perspective of the resident’s family, the resident’s
wellbeing is the caregiver’s responsibility. The family
members expressed that resident wellbeing should
be the guiding principle for decision-making regard-
ing resident care.

Excessive focus on autonomy threatens resident
wellbeing and safety

The family members expressed concern that nursing
home staff placed too much emphasis on resident
autonomy and would hence leave too many deci-
sions, and the wrong kind of decisions, to the resi-
dent. One participant expressed.

(P3): | sometimes wonder that she is allowed to
refuse. That she can say “no thanks” to food in the
evening, and then have very low blood sugar in the
morning. Then | think: “Where is the professional
judgment?” Maybe it is because of goodwill?
Because that's how we usually relate to others?

The family members questioned the professional care-
giver's knowledge and competence when they enter-
tained refusal too easily or left the wrong decisions to
the resident. This led to worries that residents would
not receive necessary care in the nursing homes. The
family members attributed this excessive focus on
residents’ choice to goodwill and misguided attempts
to preserve resident autonomy, along with an overly
fearful attitude towards coercion.

(P3): I think that when you're a professional, you're
very afraid to be accused of being coercive.

From the perspective of the family members,
a resident’s refusal did not always mean that they
made a deliberate choice to not receive care, or to
not perform care activities. Rather, the resident’s refu-
sal was interpreted as a sign of other issues.

(P5): | think that if Dad refuses these things, there’s
something wrong, something that he doesn’t quite
have control over. Then you must try to talk him into
it. Make him come to his senses.

Family members also considered that the resident
could have a change in values and priorities regarding
their standards for appearance and hygiene.

(P10): | realised that those things became a chore to
my dad, and he didn’t do as much of it anymore. He
has always been such an incredibly decent guy... He
never walked across the lawn, he always walked on
the created path .... But eventually, things like that
weren’t as important anymore. | realise that's part of
getting old ....

While mentioning her father's changed values and
priorities, this participant also attributed his refusal
of basic care activities to him being in pain, indicating
that her father's values may not have changed as
much as the effort needed to maintain his standards
and values.

(P10): I'm sure it would have been easier if he wasn’t
in pain, as what he’s saying is that he can’t stand it
because it hurt. So, the fact that he’s in pain is really
what makes him refuse.
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The family members mentioned several barriers that
contributed to residents refusing care, which care-
givers should recognize and overcome to ensure
proper care. Family members mentioned lack of
motivation and initiative, lack of energy, misunder-
standing caregivers’ expectations, a fear of being
unable to meet caregivers’ expectations, discomfort
with receiving help from someone new, shame due
to loss of independence, and pain as reasons for
residents refusing care. These barriers were men-
tioned by family members of residents with and
without reduced cognitive capacity. The family
members were very clear that identifying and over-
coming these reasons were the responsibilities of
professional caregivers.

(P6): They must try to understand what makes her not
want to ....

However, this did not mean that family members
wanted caregivers to disregard the resident’s
opinions.

(P9): They shouldn't be deprived of their opinions,
that's not what | mean. But sometimes it's kind of
like.... I think staff often give up way too quickly or it
might be that they are not allowed to push or coax
residents .... It might be that residents should decide
for themselves.... But I've had a mother in a nursing
home before, and if she said “no” one day, they
simply left her.

Resident wellbeing is the caregiver’s
responsibility

Family members expected the nursing home staff to
assume responsibility for the resident’s fundamental
physical needs, social needs, and hygiene standards,
as this care was originally provided to the residents by
the family members.

(P8): I think they should be able to do it. Because | did
it when the homecare services couldn't. Yes, you
must do it. It's also part of the education, how
you're going to “turn that tile”, so to speak, to make
it happen.

Assuming responsibility meant that one was respon-
sible for finding ways to deliver care and meet resi-
dent needs even when residents refused care, as
refusal had consequences that the resident could
not take responsibility for.

(P6): If someone wants to jump off a balcony, it’s
obvious that you must intervene. If she doesn’t want
to clean and take care of herself, that becomes
a consequence for her life and health in the end but
takes some time.... And dental health is also
a concern. | doubt that she'll brush her teeth by
herself, and | think that's important—the things that
we opt out of occasionally that have consequences
later.

Family members also expressed that caregiver respon-
sibilities should include maintaining the resident’s
dignity.

(P3): There aren’t any goals left to achieve. Hence, it is
more important to make sure she looks well-groomed.
That's how we as relatives think. A well-groomed exter-
ior allows others to approach you in a different way
than when you are not well-groomed. | think that the
fact that she’s still treated with dignity is important to
Mom, and she must look proper for that.

Hence, family members expected caregivers to
assume responsibility for the dignity and personhood
of residents, and to ensure that the resident’s needs
were met despite their refusal.

(P11): Not everyone understands that she really wants
to participate, even though she says no, and that they
must persuade her.

The idea that caregivers should take responsibility
when residents refused care was also evident in the
expectations of the nursing home caregiver’'s compe-
tence and training. Family members expected profes-
sional caregivers to have psychological knowledge
and training in counteracting refusal and making resi-
dents cooperate.

(P5): I assume that when you work in a nursing home
and have a medical background, you are both used to
and trained to handle such situations.

Resident wellbeing as a guiding principle

The family members emphasized that the care pro-
vided in the nursing home should always be guided
by the resident’s needs and wellbeing. This meant
that they expected caregivers to have knowledge
and awareness of each individual resident and their
unique personality.

The family members did not perceive the provision
of care despite refusal as negative or harmful if the
motive for ignoring refusal was to safeguard the resi-
dent’s needs.

(P7): | basically don't think of it as negative because
there is no malice to it. | think that if you have the
resident’s wellbeing in mind, you should try to find
a way of implementing these things. | think the peo-
ple who work here want to do what's best for her, but
it's not easy as she doesn’t always see things the
same way as they do.

Overruling a resident’s wishes because of concerns
with institutional routines rather than the needs of
the individual resident, or to alleviate the professional
caregiver's own needs were not perceived as legiti-
mate. The son of a female resident disclosed very
disturbing experiences that clarify the indignity that
occurs when the resident’s wellbeing is not the guid-
ing principle.
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(P4): It was neat and clean and orderly, but .... It was
all those small episodes ... Once when | came, she
wanted to go to the toilet, but was told that she
could just do it in her panties, because it was meal-
time. You could forget about getting help to go to
the bathroom at mealtime. Then she laid there with
her trousers full, and the same person came back and
asked her what she wanted for dinner! | mean, you
can’t do that!

Although the family members stressed that it was the
caregivers’ responsibility that residents were well
groomed, and that refusal of care should be over-
ruled, they did not want residents to feel coerced or
disrespected. The family members stressed that care-
givers should find ways to overcome refusal and deli-
ver care in ways that provide residents with an
experience as good as possible.

(P6): | think they should find a way to care for her, but
at the same time, you shouldn’t drag her with physi-
cal force into the shower. There’s a middle ground,
where you must try to find the ways to make it
happen. The ends do not justify the means.
However, it depends on how important it is.

Residents’ expressions of wellbeing and contentment
after the completion of a care activity were perceived
as crucial for settling situations where professional
caregivers were unsure if refusal should be respected.
If residents expressed positive feelings of wellbeing
after the care activity, the family members perceived
that caregivers should continue to deliver care despite
the resident’s refusal. If a resident expressed resent-
ment after completion, the resident’s refusal should
be respected henceforth.

Interpretive discussion

The family members were concerned that caregivers
overemphasized the resident’s right to choose and
that they were too fearful of coaxing residents, thus
leaving too many decisions and the wrong kind of
decisions to the resident. Previous studies have indi-
cated that residents’ family members in nursing
homes can act both as a support and obstruction to
resident autonomy (Moilanen, Suhonen, et al., 2021).
The family members participating in this study
expressed that an overemphasis on autonomy can
compromise quality care and pose a risk to the resi-
dent’s health, safety, and dignity. Conversely, care-
givers have been found to view the respect for
residents’ wishes and advocacy on their behalf as
a fundamental aspect of quality care (Moilanen,
Suhonen, et al,, 2021). This indicates a disagreement
regarding the significance of autonomy for good care
in nursing homes.

The family members expressed that residents
should not be allowed to choose whether to
receive/perform care activities in all situations. The

consequences of some situations, although not imme-
diately life- or health-threatening, may be too serious
that residents should not be allowed to choose freely.
This could, for instance, be when residents refuse to
eat, are reluctant to brush their teeth, or neglect to
maintain their standards of appearance. This can be
interpreted as family members advocating for care-
givers to prioritize the wellbeing (beneficence) of resi-
dents over their autonomy in certain situations, while
caregivers in the nursing home prioritize resident
autonomy (Moilanen, Suhonen, et al, 2021).
Historically, nursing homes have transitioned from
a paternalistic approach, to prioritizing residents’
autonomy. Does this mean that the family members
feel that this shift has gone too far? Or is this an
indication that the family members do not fully
appreciate the importance of autonomy in preserving
the dignity of the residents?

Notably, family members said that the residents’
refusal often did not reflect the residents’ true values
and goals. This suggests that family members con-
sider the residents’ previous values and standards as
the accurate representation of their personhood.
Family members have previously been found impor-
tant in aiding residents’ continuity of values, beliefs,
and personal identity, which has been associated with
adjustment, satisfactions, and healthy transition to the
nursing home (Fitzpatrick & Tzouvara, 2019).
Conversely, caregivers might view the choices made
by residents and their expressed values as the genu-
ine reflection of the residents’ wishes and person-
hood. During the interviews, one family member
(P10) expressed that her father’s values and standards
had changed as he grew older, that her father who
had always been very proper started to neglect the
standards and values he had previously held. She was
expressing the idea that a reduction of standards and
values was a “part of getting old”. This idea that
values and standards for appearance are lowered
with elderly residents has also been described by
caregivers working with residents suffering dementia
(Mortensen et al.,, 2022). Caregivers in nursing homes
verbalized that nursing home residents did not have
the same standards for hygiene and appearance any-
more. This expectation of lowered standards in the
elderly was interpreted as a reaction to the cognitive
dissonance caregivers felt when residents refused care
(Mortensen et al., 2022). This suggests that there may
be underlying assumptions that elderly individuals
refuse help with hygiene and appearance because of
alterations in their values and standards. However,
from the family’s perspective, this perceived reduction
in compliance to previous standards did not solely
reflect changes in the residents values and standards.
The participating family members also expressed that
the refusal of care was caused by barriers to the
execution of the necessary actions. These barriers



8 A. H. MORTENSEN ET AL.

made it much more difficult for the residents to
uphold their previous standards. If we interpret the
refusal as a consequence of these barriers and not as
an indication of the residents’ values, then this would
mean that the refusal was not truly autonomous
because an autonomous choice reflects the
person’s second-order values and desires, as opposed
to immediate desires (Killmister, 2018).

Caregivers who are unaware of the resident’s life,
may find it challenging to ascertain if a resident’s
refusal is in accordance with their true values and
standards or caused by such barriers. For example,
the daughter (P10) who first described how her
father’s standards had changed, later in the interview
expressed that her father being in pain was the real
reason behind his refusal. Cultural and linguistic dif-
ferences between residents and caregivers can make
distinguishing the resident’s true values and goals
even more challenging for caregivers (Xiao et al.,
2022). Meanwhile, family members share the resi-
dent’s cultural values and language, and remember
who the resident used to be. This increases continuity
with the resident’s previous life, values, goals, and
personhood (Fitzpatrick & Tzouvara, 2019), and
strengthens family members’ ability to recognize
when the resident’s refusal is not in line with their
typical behaviour. This discrepancy between the resi-
dent’s present behaviour and choices and their pre-
vious behaviour and values also seemed to trigger
their family members to search for explanations
other than such behaviours being expressions of the
residents’ will. As one participant (P5) explained, “If
Dad refuses these things, there’s something wrong”.
Interestingly the family members also expressed that
residents’ expressions of wellbeing and contentment
after completion of the care activities were crucial
in situations where caregivers were unsure if refusal
of care was an autonomous choice or a challenge to
overcome. If residents showed signs of anger or feel-
ings of manipulation after the care activity, their initial
refusal was to be considered a reflection of their true
wishes and values. Hence, the family members
seemed to understand reactions post-care as better
indicators of residents’ true values and standards than
their initial refusal.

The family members expected the caregivers to
take responsibility for the resident’s wellbeing. This
responsibility involved basic care, taking charge of
resident’s social needs through participation in activ-
ities, and ensuring that the resident’s hygiene and
appearance was up to their usual standards. The
family members perceived this as crucial for main-
taining the resident’s dignity. Notably, a family mem-
ber (P3) said that the residents did not have any
goals left to achieve anymore. Independence and
the pursuit of goals are central norms that constitute
personal and social dignity (Caspari et al., 2018;

Killmister, 2020). Similarly, maintaining norms of
appearance contributes to dignity (Killmister, 2020).
When we consider that family members believe that
residents do not have (P3) “goals left to achieve”, the
dignity of appearance, “looking well-groomed”, may
be the most important source of dignity left, ensur-
ing that the resident still feels respected and is trea-
ted with dignity by others. This differs from previous
research on dignity and autonomy, which empha-
sizes the need to support resident autonomy and
freedom of choice to respect their dignity (Caspari
et al., 2018; Davison et al., 2019; Jacobson & Silva,
2010; Moilanen, Suhonen, et al., 2021). This would
explain why caregivers taking responsibility not only
for residents’ health and safety but also for residents
being well-groomed and residents’ participation in
activities was so important to the family members.

Although the family members expressed that there
was too much focus on autonomy, they also did not
want caregivers to force or coerce residents into
receiving care. They expected caregivers to find
ways to overcome the resident’s refusal without dis-
respecting residents’ opinions or using coercion. To
ensure that residents are not disrespected, the family
members suggested that caregivers use resident well-
being as a guiding principle to decide when and how
they influence residents’ decisions and actions. First,
the motive and reason for influencing residents’ deci-
sions and actions should be to safeguard resident
wellbeing—their needs, personhood, and dignity.
Other motives for overruling resident choices were
considered illegitimate. This corresponds with patern-
alism as disregarding someone’s desires for their own
good (Killmister, 2018). Second, the family members
expected caregivers to always regard the resident’s
feelings both during the care activity and after the
care was delivered. This expectation aligns with pre-
vious research emphasizing that caregivers should
consider a resident’s feelings during care by choosing
less invasive methods and being mindful of how
these methods are applied (Lohne et al., 2017). This
aligns with the concept of soft paternalism (Killmister,
2018). Hence, it seems that family members support
the use of soft paternalism in the care of their
residents.

Strengths and limitations

This study was conducted during the COVID-19 pan-
demic, with the limitations that the pandemic
entailed. Family members were not allowed to visit
residents as often as before and after the pandemic.
When family members visited residents, they were
instructed to move to the resident’s room and stay
there during the visit. This may have restricted family
members’ insight into the interactions between resi-
dents and staff, and decision-making in nursing
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homes during this period. The COVID-19 restrictions
also influenced the family members to be highly
motivated for participation in the interviews as they
considered the interviews as a method of gaining
access and influence during COVID-19 restrictions.

Another possible limitation of the study is that the
participants were recruited by registered nurses who
were responsible for the participating units. This
might have biased the sample, as the responsible
nurse may have recruited participants who were
cooperative and portrayed the nursing home in
a favourable light. To counter this limitation, partici-
pant recruitment was conducted following an obser-
vation period. During the observation period, the
researcher and the responsible registered nurse
reached a consensus on the inclusion criteria and
the importance of a diverse sample. We now believe
that recruitment by the responsible nurse was
a strength of the study. As the nurse was involved in
daily care and had extensive knowledge of both the
residents and their family members, this study was
able to achieve a varied sample. We also consider the
co-authors’ extensive experience with qualitative
interviews and hermeneutic interpretation as
a strength of the study, as the study’s underlying
preconceptions and its influence on the findings
(Gadamer, 2013) was discussed in detail throughout
the process.

A stage of Flemming’s Gadamerian-based research
method (Fleming et al., 2003) involves gaining under-
standing through dialogue with participants. This
stage involves the researcher and participant working
together to achieve a fusion of perspectives. As under-
standing depends on the historical situation, Fleming
et al. (2003) recommends that the interviewer speak to
the participant two or three times. Repeated interviews
were not achievable in this study. To address this lim-
itation, the interviews were conducted after a period of
participant observations in the nursing home, which
gave the participants and the researcher common
frame of reference before the interview. The researcher
validated interpretations during the interviews by ask-
ing follow-up questions and paraphrasing interpreta-
tions, and final interpretations were discussed with the
user participation group.

Conclusion

Our findings indicate a disagreement between the
family members and the nursing home caregivers
regarding the significance of upholding resident auton-
omy to respect residents’ dignity. The family members
held that not all instances where residents refused care
reflect autonomy situations as the care refusal often
does not reflect the resident’s true values and standards.
Rather, the family members observed that often, care
refusal stems from barriers that render necessary care

actions difficult. In situations where residents refuse
essential care or when the refusal does not align with
the residents second-order values, the family members
suggested that caregivers should strive to understand
the causes of refusal and seek non-coercive ways to
navigate it. Hence, the participating family members
seemed to endorse the use of soft paternalism in nur-
sing homes to safeguard residents’ wellbeing and dig-
nity. Our findings suggest that when residents resist
care, caregivers should not only assess the residents’
capacity for autonomy but also identify potential bar-
riers to care activities and evaluate if the conditions for
autonomy are fulfilled. Further research is needed to
examine the validity of this new perspective in both
local and broader contexts.

Acknowledgments

We thank Editage (www.editage.com) for English language
editing.

Disclosure statement

No potential conflict of interest was reported by the
author(s).

Funding

This research received no specific grant from any funding
agency in the public, commercial, or not-for-profit sectors.

Notes on contributors

Anne Helene Mortensen has been a dedicated nurse since
1996 and is currently a University Lecturer at the Institute
for Nursing and Health Promotion at OsloMet. She holds
a Cand San degree from the University of Oslo. Mortensen is
part of the Dignity and Ethics research group at OsloMet
and is currently pursuing her PhD. Her research is focused
on investigating stakeholder experiences with soft patern-
alism and nudging in nursing homes, using a hermeneutic
interpretation approach.

Dagfinn Naden is an esteemed Professor Emeritus at Oslo
Metropolitan University (OsloMet). He remains an active
member of the Dignity and Ethics research group, which
he formerly headed. Naden completed his doctoral studies
at Abo Akademi University under prof. Katie Eriksson’s lea-
dership, focusing on the art dimension of nursing. Despite
his emeritus status, he continues to engage in active
research, particularly in the fields of Gadamer's
Hermeneutic interpretation, ethics and dignity research. In
addition to his contributions at OsloMet, Naden has held
prestigious positions in academic institutions across Europe.
He serves as a Docent at Abo Akademi University in Wasa,
Finland, and as a Visiting Professor at the University of
Surrey in Guildford, UK. His international experience and
ongoing research make him a respected figure in his field.

Dag Karterud has worked as a clinical nurse caring for
children with epilepsy, headed a department for elderly
people, and provided nursing services in various healthcare


http://www.editage.com

10 A. H. MORTENSEN ET AL.

facilities for drug abuse, as well as in a rehabilitation centre.
He completed his Master’s studies at the University of Oslo,
and his PhD at Abo Academy in Vasa, Finland, focusing on
Caring Science. His thesis examined how to ensure ethics in
healthcare when patients face existential issues due to
severe illness. Dag has been an educator and researcher at
OsloMet for many years, primarily in the Bachelor's pro-
gramme, but has also supervised Master's and PhD stu-
dents. He has been a fellow researcher in Assisted Living,
a multiprofessional research and innovation project study-
ing how to implement technology in healthcare. He has also
served as the head of studies and head of a department at
the Faculty of Health Sciences.

Ann Gallagher is an experienced professional and academic
with a wealth of experience in health and social care, edu-
cation, research, and editing. Ann is a registered nurse
(adult and mental health) and has a PhD in Professional
Ethics. She has worked mainly in London and South East
England. She is Head of the Department of Health Sciences
at Brunel University London. Ann is a Fulbright Scholar,
a Fellow of the Royal College of Nursing and American
Academy of Nursing and serves as the Editor-in-Chief of
the journal ‘Nursing Ethics'.

Vibeke Lohne is a respected Professor in Nursing Science at
the Department of Acute and Critical Care at Oslo
Metropolitan University (OsloMet). She earned both her
Master’s degree and PhD (Dr.polit) in Nursing Science from
the University of Oslo, solidifying her expertise in the field.
Dr. Lohne leads the Dignity and Ethics research group at
OsloMet. Her research primarily centres on the themes of
hope and dignity, with a particular focus on its implications
for patients, family caregivers, and healthcare personnel.
Throughout her academic career, Dr. Lohne has consistently
aimed to enhance understanding in these areas, contribut-
ing valuable insights that help shape patient care and
healthcare practices.

Author contributions

Anne Helene MORTENSEN: Conceptualization, Investigations,
Interpretations, Project administration, Writing—original draft
Dagfinn NADEN: Conceptualization, Interpretations,
Methodology, Validation, Writing—review and editing

Dag KARTERUD: Interpretations, Methodology, Validation,
Writing—review and editing

Ann GALLAGHER: Conceptualization,
Validation, Writing—review and editing
Vibeke LOHNE: Conceptualization, Interpretations, Methodo-
logy, Project administration, Supervision, Validation, Writing
—review and editing

Supervision,

Ethical considerations

The study was approved by The Regional Ethics Committee
(REK Case number 175,774) and Sikt—Norwegian Agency
for Shared Services in Education and Research (Case number
248,550) The principles of informed consent, confidentiality,
and assessment of consequences for participants were
observed throughout the study.

Public contribution

Family members from Langerudhjemmet participated in an
advisory user participation group. This advisory user

participation group reviewed consent forms and informa-
tion, interview guides, and interpretations.

Reporting method

This study adheres to EQUATOR guidelines for qualitative
research using the SRQR Standards for Reporting Qualitative
Research (O'Brien et al., 2014).

ORCID

Anne Helene Mortensen
1810-6949

http://orcid.org/0000-0003-

References

Brinkmann, S., & Kvale, S. (2018). Doing interviews. SAGE
Publications Ltd. https://doi.org/10.4135/9781529716665

Caspari, S., Raholm, M. B, Seeteren, B. Rehnsfeldt, A,
Lillests, B., Lohne, V., Slettebs, A, Heggestad, A. K. T,
Hay, B., Lindwall, L., & Naden, D. (2018). Tension between
freedom and dependence—a challenge for residents who
live in nursing homes. Journal of Clinical Nursing, 27(21-
22), 4119-4127. https://doi.org/10.1111/jocn.14561

Davison, T. E., Camdes-Costa, V., & Clark, A. (2019). Adjusting
to life in a residential aged care facility: Perspectives of
people with dementia, family members and facility care
staff. Journal of Clinical Nursing, 28(21-22), 3901-3913.
https://doi.org/10.1111/jocn.14978

Egan, C., Naughton, C., Caples, M., & Mulcahy, H. (2023).
Shared decision-making with adults transitioning to
long-term care: A scoping review. International Journal
of Older People Nursing, 18(1), 1-23. https://doi.org/10.
1111/0pn.12518

Ekstrom, K., Spelmans, S., Ahlstrém, G. Wallerstedt, L.,
Nilsen, P., Alftberg, A, & Behm, B. (2019). Next of kin’s
perceptions of the meaning of participation in the care of
older persons in nursing homes: A phenomenographic
study. Scandinavian Journal of Caring Sciences, 33(2),
400-408. https://doi.org/10.1111/scs.12636

Fitzpatrick, J. M., & Tzouvara, V. (2019). Facilitators and
inhibitors of transition for older people who have relo-
cated to a long-term care facility: A systematic review.
Health & Social Care in the Community, 27(3), e57-e81.
https://doi.org/10.1111/hsc.12647

Fleming, V., Gaidys, U., & Robb, Y. (2003). Hermeneutic
research in nursing: Developing a gadamerian-based
research method. Nursing Inquiry, 10(2), 113-120.
https://doi.org/10.1046/j.1440-1800.2003.00163.x

Gadamer, H. G. (2013). Truth and method. Bloomsbury
Academic.

Jacobson, N., & Silva, D. S. (2010). Dignity promotion and
beneficence. Journal of Bioethical Inquiry, 7(4), 365-372.
https://doi.org/10.1007/s11673-010-9258-y

Killmister, S. (2018). Paternalism and autonomy. In K. Grill &
J. Hanna (Eds.), The Routledge handbook of the philosophy
of paternalism (pp. 139-150). Routledge.

Killmister, S. (2020). Contours of dignity. Oxford University
Press. http://ebookcentral.proquest.com/lib/hioa/detail.
action?docID=6121882

Lohne, V., Hay, B,, Lillestg, B., Szeteren, B., Heggestad, A. K. T.,
Aasgaard, T., Caspari, S., Rehnsfeldt, A, Raholm, M. B.,
Slettebg, A, Lindwall, L, & Naden, D. (2017). Fostering
dignity in the care of nursing home residents through


https://doi.org/https://doi.org/10.4135/9781529716665
https://doi.org/https://doi.org/10.1111/jocn.14561
https://doi.org/https://doi.org/10.1111/jocn.14978
https://doi.org/https://doi.org/10.1111/jocn.14978
https://doi.org/https://doi.org/10.1111/opn.12518
https://doi.org/https://doi.org/10.1111/opn.12518
https://doi.org/https://doi.org/10.1111/scs.12636
https://doi.org/https://doi.org/10.1111/hsc.12647
https://doi.org/https://doi.org/10.1111/hsc.12647
https://doi.org/https://doi.org/10.1046/j.1440-1800.2003.00163.x
https://doi.org/https://doi.org/10.1046/j.1440-1800.2003.00163.x
https://doi.org/https://doi.org/10.1007/s11673-010-9258-y
https://doi.org/https://doi.org/10.1007/s11673-010-9258-y
http://ebookcentral.proquest.com/lib/hioa/detail.action?docID=6121882
http://ebookcentral.proquest.com/lib/hioa/detail.action?docID=6121882

INTERNATIONAL JOURNAL OF QUALITATIVE STUDIES ON HEALTH AND WELL-BEING . 1

slow caring. Nursing Ethics, 24(7), 778-788. https://doi.
org/10.1177/0969733015627297

Moilanen, T., Kangasniemi, M., Papinaho, O., Mynttinen, M.,
Siipi, H., Suominen, S., & Suhonen, R. (2021). Older peo-
ple’s perceived autonomy in residential care: An integra-
tive review. Nursing Ethics, 28(3), 414-434. https://doi.org/
10.1177/0969733020948115

Moilanen, T., Suhonen, R., & Kangasniemi, M. (2021). Nursing
support for older people’s autonomy in residential care:
An integrative review. International Journal of Older
People Nursing, 17(2), e12428. https://doi.org/10.1111/
opn.12428

Mortensen, A. H., Naden, D., Karterud, D., & Lohne, V. (2023).
Residents’ experiences of paternalism in nursing homes.
Nursing Ethics, 09697330231166085. https://doi.org/10.
1177/09697330231166085

Mortensen, A. H., Stojiljkovic, M., & Lillekroken, D. (2022).
Strategies to manage cognitive dissonance when experi-
encing resistiveness to care in people living with demen-
tia: A qualitative study. Journal of Advanced Nursing, 78(2),
486-497. https://doi.org/10.1111/jan.15030

O'Brien, B. C., Harris, I. B.,, Beckman, T. J., Reed, D. A, &
Cook, D. A. (2014). Standards for reporting qualitative
research: A synthesis of recommendations. Academic
Medicine, 89(9), 1245-1251. https://doi.org/10.1097/acm.
0000000000000388

Powell, C,, Blighe, A,, Froggatt, K., McCormack, B., Woodward-
Carlton, B., Young, J,, Robinson, L, & Downs, M. (2018).
Family involvement in timely detection of changes in health
of nursing homes residents: A qualitative exploratory study.
Journal of Clinical Nursing, 27(1-2), 317-327. https://doi.org/
10.1111/jocn. 13906

Rijnaard, M. D., van Hoof, J., Janssen, B. M., Verbeek, H.,
Pocornie, W., Eijkelenboom, A. Beerens, H. C,
Molony, S. L., & Wouters, E. J. M. (2016). The factors
influencing the sense of home in nursing homes:
A systematic review from the perspective of residents.
Journal of Aging Research, 2016, 1-16. https://doi.org/10.
1155/2016/6143645

Samsi, K., Cole, L., & Manthorpe, J. (2022). ‘The time has come”:
Reflections on the ‘tipping point’ in deciding on a care
home move. Aging & Mental Health, 26(9), 1855-1861.
https://doi.org/10.1080/13607863.2021.1947963

Seiger Cronfalk, B. Ternestedt, B. M., & Norberg, A.
(2017). Being a close family member of a person
with dementia living in a nursing home. Journal of
Clinical Nursing, 26(21-22), 3519-3528. https://doi.
org/10.1111/jocn.13718

Thaler, R. H., & Sunstein, C. R. (2008). Nudge: Improving
decisions about health, wealth, and happiness. Yale
University Press.

van Loon, J,, Luijkx, K., Janssen, M., de Rooij, I., & Janssen, B.
(2021).  Facilitators and  barriers to autonomy:
A systematic literature review for older adults with phy-
sical impairments, living in residential care facilities.
Ageing & Society, 41(5), 1021-1050. https://doi.org/10.
1017/50144686X19001557

Xiao, L. D., Gregoric, C, Gordon, S., Ullah, S, Goodwin-
Smith, I, Muir-Cochrane, E., & Blunt, S. (2022). Staff per-
ceived challenges and facilitators in supporting resident
self-determination in ethno-specific and mainstream nur-
sing homes. Journal of Clinical Nursing, 32, 13-14. https://
doi.org/10.1111/jocn.16440


https://doi.org/https://doi.org/10.1177/0969733015627297
https://doi.org/https://doi.org/10.1177/0969733015627297
https://doi.org/https://doi.org/10.1177/0969733020948115
https://doi.org/https://doi.org/10.1177/0969733020948115
https://doi.org/https://doi.org/10.1111/opn.12428
https://doi.org/https://doi.org/10.1111/opn.12428
https://doi.org/https://doi.org/10.1177/09697330231166085
https://doi.org/https://doi.org/10.1177/09697330231166085
https://doi.org/https://doi.org/10.1111/jan.15030
https://doi.org/https://doi.org/10.1097/acm.0000000000000388
https://doi.org/https://doi.org/10.1097/acm.0000000000000388
https://doi.org/https://doi.org/10.1111/jocn.13906
https://doi.org/https://doi.org/10.1111/jocn.13906
https://doi.org/https://doi.org/10.1155/2016/6143645
https://doi.org/https://doi.org/10.1155/2016/6143645
https://doi.org/https://doi.org/10.1080/13607863.2021.1947963
https://doi.org/https://doi.org/10.1080/13607863.2021.1947963
https://doi.org/https://doi.org/10.1111/jocn.13718
https://doi.org/https://doi.org/10.1111/jocn.13718
https://doi.org/https://doi.org/10.1017/S0144686X19001557
https://doi.org/https://doi.org/10.1017/S0144686X19001557
https://doi.org/https://doi.org/10.1111/jocn.16440
https://doi.org/https://doi.org/10.1111/jocn.16440

	Abstract
	Introduction
	Background
	Methodology
	Theoretical framework
	Study setting and participants
	Data collection
	Analysis and interpretation
	Ethical considerations
	Trustworthiness and auditability

	Findings
	Excessive focus on autonomy threatens resident wellbeing and safety
	Resident wellbeing is the caregiver’s responsibility
	Resident wellbeing as aguiding principle

	Interpretive discussion
	Strengths and limitations

	Conclusion
	Acknowledgments
	Disclosure statement
	Funding
	Notes on contributors
	Author contributions
	Ethical considerations
	Public contribution
	Reporting method
	References

