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Abstract

Background: People living with dementia can develop resistive behavior during eating and drinking, complicating food
and fluid intake.

Objective: This study aimed to explore how relatives and healthcare professionals navigate care decisions, and to iden-
tify possible ethical dilemmas related to decision making and the impact on all involved.

Methods: A qualitative multiple case study was conducted, nested in a prospective study. We identified cases where
resistive behavior was observed in a person with dementia. We aimed at interviewing at least one relative and three
healthcare professionals closely involved with a specific case. The interviews were transcribed verbatim and analyzed
thematically.

Results: A total of sixteen cases were eligible, of which five cases were included. Four cases concerned people res-
iding in a nursing home, and one person was living at home. Three themes were identified from a total of sixteen
interviews: |) fundamental tension between autonomy and adequate nutrition, 2) understanding the person with
dementia and the resistive behavior, and 3) solutions: searching for a personalized approach. This study contributes
to the understanding of decision making in situations involving resistive behavior that adversely affects the intake of
food and fluids.

Conclusions: The findings emphasize the importance of a personalized approach that balances autonomy, quality of life,
and adequate nutrition to provide the best care for people with dementia. The perspectives elicited in this study can help
multidisciplinary teams to navigate this complex decision-making process.
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Introduction

People living with dementia can develop resistive behavior
affecting the intake of food and fluids. These behaviors
include verbal and non-verbal behaviors, such as walking
away or throwing with food or cutlery. Such behavior can
have serious consequences, for example malnutrition, dehy-
dration, and weight loss.'™ Causes of resistive behavior
during eating and drinking may relate to a variety of
factors. Due to cognitive decline, persons may have
trouble understanding how to eat or be less able to eat inde-
pendently. For some, resisting help during mealtimes may
reflect an attempt to maintain autonomy. Dealing with
such situations presents significant challenges for both rela-
tives and healthcare professionals and can lead to ethical
dilemmas concerning decision-making around food and
fluid intake.>°

Towards the end of life, decreased oral intake can result
in a variety of reactions from relatives. Some may accept the
decrease in oral intake, while others view continued intake
as part of the “battle against the disease”.®” In these situa-
tions, the two main options are to either accept the conse-
quences of reduced intake and focus on comfort care or to
administer artificial nutrition and hydration. However, the
administration of artificial nutrition and hydration is not
recommended in guidelines, because it does not necessarily
prolong life.® Moreover, it may also result in a decreased
sense of comfort during the palliative phase, which in turn
may lead to ethical challenges."'®'° Relatives often feel
that it is important to explore the different options,
because for some, withholding nutrition and hydration
can be difficult to accept. Not providing food and fluids
can be experienced as giving up on the person with demen-
tia, and relatives sometimes want to be sure that every avail-
able option has been tried."'®!” Furthermore, relatives may
experience not providing artificial nutrition and hydration
as taking someone’s life." This may be the case in cultures
where the provision of food and fluids is an expression of
love and care or is related to religious beliefs.'¢'®

Decision making regarding treatment options is often
complicated when there is a discrepancy between the views
of relatives and those of healthcare professionals. This can
be related to the grief experienced by relatives, who may
struggle to accept the nearing end of life. These differing
views can lead to disagreement between relatives and health-
care professionals,'*'*! complicating the decision-making
process and increasing burden already experienced by rela-
tives. To support achieving consensus about decisions regard-
ing end-of-life care in complex cases, a moral case
deliberation can be helpful because it provides a structured
approach in which all perspectives are considered.®**

So far, the way sensitive decisions are being made
remains unclear, as are the ways in which persons involved
deal with possible ethical dilemmas surrounding resistive
behavior that adversely affects the intake of food and

fluids. The aim of the present study was to explore how rela-
tives and healthcare professionals navigate treatment and
care decisions in persons with dementia whose behavior
complicates the intake of food and fluids. We aimed to iden-
tify possible ethical dilemmas related to the decision
making and the impact on all involved.

Methods

Study design

A qualitative multiple case study design with an explorative
approach was chosen nested in a larger study on resistive
behavior affecting the intake of food and fluids in dementia.
We aimed to include six different cases, to describe a
diverse range of situations related to resistive behavior
that adversely affects intake of food and fluids. Individual
interviews were conducted with involved relatives and
healthcare professionals. The findings are presented in
accordance with the Consolidated Criteria for Reporting
Qualitative Studies (COREQ) checklist*® (Supplemental
Material 1).

Population

A total of 36 care units in 12 Dutch nursing homes were
monitored for a period of 12 months. Residents were
recruited from 17 special care units for younger persons
with dementia, 15 special care units for older persons
with dementia, and four mixed care units for both
younger and older persons with dementia. The persons res-
iding on the care units were monitored from October 2022
to October 2023. The nursing homes were in various
regions of the Netherlands and were affiliated with the
University Knowledge Network of Old Age Care
Nijmegen (UKON) or the Young-Onset Knowledge
Center. Each incident case was considered for inclusion in
the current multiple case study. A contact person was
appointed at each participating care unit during the follow-up
period. The contact person screened cases following the inclu-
sion criteria, and discussed eligibility of the case with the
researcher EVB. The potential interviewees were recruited
and invited after selection of an eligible case.

Cases

Cases were deemed eligible for inclusion when a dementia
diagnosis had been established. Additional inclusion cri-
teria were the presence of one or more behavioral symptoms
adversely affecting the intake of food or fluids, including
verbal and non-verbal behaviors, such as walking away or
throwing with food or cutlery. Further, the behaviors
occur at least twice a week, and result in significant conse-
quences such as weight loss or dehydration. In this study,
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we considered decision making as a broad concept includ-
ing “small” decisions such as whether or not to adjust the
approach of the person with dementia during mealtime, in
addition to major decision such as considering to administer
artificial nutrition and hydration.

Further, purposeful sampling was aimed for achieving a
diversity of cases based on the following criteria:

- ethnic minority;

- age at first dementia symptoms onset, referring to
young-onset dementia (YOD) or late-onset dementia
(LOD);

- whether artificial nutrition and hydration was pro-
vided or considered;

- level of agreement on treatment decision among
professionals;

- level of agreement on treatment decision between
relatives and healthcare professionals;

- amoral case deliberation to gain consensus about the
treatment decision.

Participants

Candidate participants closely involved with the specific case
in question were selected and invited for a one-time individual
interview by the researcher EVB. Eligible participants were
relatives, physicians, nurses, psychologists, occupational
therapists, dietitians or speech and language therapists. The
contact person of the care unit informed the person with
dementia and their representative about the study and
invited them to join. In addition, the involved (elderly) care
physician or psychologist assessed the appropriateness of
also inviting the person with dementia for an interview.
Exclusion criteria for relatives were limited communication
skills or a high level of caregiver burden. When a relative
or healthcare professional agreed to participate, the researcher
(EvB or AvD) contacted the participant by e-mail or tele-
phone and scheduled a date, time and location for the inter-
view. Healthcare professionals were only invited for an
interview when the person with dementia and their represen-
tative agreed to join the study. Prior to the interview, the par-
ticipant was informed, verbally and in writing, about the study
and asked to sign the informed consent form. The researcher
co-signed the form to confirm having provided adequate
information to the participant. Participants were assured that
they would be unrecognizable in publications, and they
were permitted to withdraw their consent at any time.
Persons with dementia who had the capacity to do so gave
their informed consent on their own behalf.

Data collection

Semi-structured interviews with relatives and healthcare
professionals were conducted by researchers EvB or AvD.
The time and location of the interview were agreed upon

with the participant. At the time of the study, AvD was
working as an (elderly) care physician in training, EvB
was a PhD candidate. Neither researcher had any prior rela-
tionship with participants. Only the researchers and partici-
pants were present during the interviews, and field notes
were made after the interviews. The interviews were audio-
recorded. The interviews were conducted using a topic
guide, which was not pilot tested before data collection
(Supplemental Material 2). The participants were offered
the transcripts to provide feedback. None of them had add-
itional comments.

Data analysis

The audio recordings of the interviews were transcribed verba-
tim. Thematic content analysis was used and supported by
Atlas.ti 9.1.6** The researchers moved back and forth
between data collection and analysis. The data were analyzed
by researchers EvB and AvD, both trained in the basics of
conducting qualitative research, while the research team’s
expertise covered extensive qualitative research. EvB and
AvD independently coded five interviews, and a comparison
of the codes in Atlas.ti showed sufficient consensus. EvB sub-
sequently coded the other interviews independently based on
the preliminary codebook. Data analysis started with an open
coding process in which new codes were identified induct-
ively, and the preliminary codes were subsequently discussed
by AvD, EvB and MP. Next, EvB, AvD and MP formulated
categories and finally themes. These were discussed by EvB,
AvD, MP en JvdS until consensus was reached, and subse-
quently discussed with RK and CB as well. With backgrounds
as general practitioner and methodologist, MP and JvdS are
experienced dementia care researchers with experience in
qualitative research.

Ethical considerations

This study was approved by the research ethics committee
of the Radboud university medical center Nijmegen (file
number CMO: 2021-13085) on March 22, 2022.

Results

A total of 16 cases were eligible for inclusion, in five of
which consent was provided. This resulted in 16 interviews
with one person with dementia, five relatives and eleven
healthcare professionals involved in these cases. In consult-
ation with the contact person of the care unit, we decided
that some relatives were not eligible as participation was
estimated as too burdensome. For example, in cases when
the person with dementia recently died. Other candidate
participants involved with the eligible cases did not want
to participate in the study. The cases were drawn from
three different nursing homes, with one case involving a
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person with dementia living at home. The interviews were
conducted between June 2023 and June 2024 and lasted
20 to 50 min. Interview locations included quiet spaces in
nursing homes (n=15), participants’ home (n=23), general
practices (n=2), and online via Microsoft Teams (n=6).
A detailed overview of the cases and participants is pro-
vided in Table 1.

Thematic analysis resulted in three themes, capturing the
dynamics surrounding resistive behavior in persons with
dementia. These themes are 1) fundamental tension
between autonomy and adequate nutrition, 2) understand-
ing the person with dementia and the resistive behavior,
and 3) solutions: searching for a personalized approach
(Table 2). The first theme covers contemplation and consid-
erations around doing good, while the searching for con-
crete causes and interpretations in the second theme
provide directions for an individual approach. The decision-
making process around these situations reflects a search as
well, and the findings from this study indicate an implicit
approach. The third theme finally focuses on practical solu-
tions—what to do during mealtimes to help the person with
dementia eat and drink in the best possible way.

Fundamental tension between autonomy and
balanced nutrition

The first theme illustrates tensions between autonomy and
adequate nutrition, including considerations around the
right treatment and whether to accept the resistive behavior
including its consequences. Both relatives and healthcare
professionals felt a tension between respecting someone’s
autonomy and ensuring adequate nutrition. The participants
expressed concern about maintaining and monitoring
adequate nutritional intake and weight. Relatives empha-
sized the importance of balanced nutrition while recogniz-
ing the probable limited effects of intervening. For some
relatives, the tension arose from wanting their relative to
be healthy on the one hand, and how to help to eat and
drink without forcing someone. This was discussed with
healthcare professionals in most cases, and they made
mutual agreements about the treatment plan, taking auton-
omy of the person with dementia into account. At the
same time, relatives and healthcare professionals felt that
forcing the resident with dementia to eat would be counter-
productive. Such approaches were viewed as distressing
and would exacerbate the resistive behavior.

“Forcing him to eat and drink doesn’t help. It only backfires.
To begin with, that’s not something I want for him.” [relative 3]

Participants mentioned the emotional challenges of accept-
ing low oral intake, especially in cases where persons with
dementia explicitly refused to eat or drink or when a lot of
interventions were tried without being effective. The parti-
cipants highlighted the importance of reaching a shared

understanding of the treatment plan, considering the
quality of life of the person with dementia and their previ-
ously expressed wishes.

“If giving someone food and drink does not improve their
quality of life, then the absence of it is better than adding
stress.” [Healthcare psychologist 1]

Although most participants found a treatment plan essential,
most relatives mentioned that they preferred to wait for a
problem to occur and subsequently discuss it with health-
care professionals.

“I find that very upsetting, because it’s someone else’s life and
then I have to decide what we’re going to do (...) Yes, I feel
when the moment is there, then I may decide.” [Relative 1]

The acceptance of limited oral intake while resistive behav-
ior persists, was described as difficult by both relatives and
healthcare professionals. One of the relatives described:

“I am wondering where this may lead, when she continues to
lose weight, and her life may come to an end”

While the initial stages were described as emotionally challen-
ging for relatives, relatives felt that with the progression of
time they were able to also gradually adjust to the situation.
They reported that in due time, they managed to emotionally
distance themselves from the situation, allowing for greater
acceptance of the consequences of decreasing oral intake.

“Yes, well, the first year was really tough. But now I am better
able to look at things from a distance.” [relative 2]

Then, with further progression of dementia, relatives
found it easier to make decisions such as stopping with
actively providing food and drinks. The involved relatives
and healthcare professionals felt that the focus of care
shifted from ensuring adequate nutrition to prioritizing
comfort and enjoyment during mealtimes. Further, health-
care professionals found it easier to maintain an emotional
distance, although some of them experienced feelings of
frustration or helplessness, especially in cases where com-
munication with the person with dementia was no longer
possible.

“If she could clearly say, ‘If Idon’t eat, I'll die’, that’s fine, then
it’s a different story. But if you can’t talk to someone about it at
all, you are left feeling powerless.” [(elderly) care physician 1]

Although accepting the situation became more easy over
time, in one of the cases the situation had negative conse-
quences for the health of the relative themselves, who
was eating less, was having a one-sided diet, and became
less active.



van Buuren et al.

"UoneJpAY puE UORLIANU [BIDYNIE O SI9JR] HNVx

uopisAyd 240> (Auspp3)
JauonopId [pIdUD)
Jauonmopid

JUDISISSD paspq-ad1op4d
[p4auaD) :sjeuolssajoud
aJedeaH

“eJUSWIAP Jo sisouelp

® pey ays Jeys 3dedde 10U pIp 3yS 'sueak
9—G JO 954n0d 3Y1 J3AOC IySIoMm Jo swiea3o|n|
0€ Ajerewixouadde 1s0| ayg ‘spinjy pue

pooj jo aelul punoJe uonenis ay3 yoeoadde
031 MOY JUSW3.188 O3 SWOD 01 P|oY SEM
uoneJaqIap ased [edow B ‘gZOT U] ‘PuUBRgsny

pUDGSN :S9ANE[RY J3Y YIIM dwoy JB PaAl| OYM BIUSWSP A|[eq4aA S
BIUSWSP YIIM UOSIY POOUBAPE UlIM UBLLIOM B PIA[OAUI 3SBD SIY | oN oN pooj} sasnjoy oN dol 4 9se)
D1S
SuisinN “m_mco_mmwwtn_ "9JOWAUE 189 01 MOY pUuBISISpUN swpnjesw
aJeoylfesH 30U PIp INQ |0J3UOD Ul 3q O3 PIjUEM Surnp ¥
191SIS :SIAIE[RY  dYS "SJBIA T JIAO 0} JOIABYD] dANSISAI JO SUSIg Sap oN djay sasnjey oN dol 4 9se)
Jauonimopid asinN
1s130joyoAsd 2.poy3DIH ‘syluow 4 J9)e palp aH Aeme
‘s|euoissajo.ud “Pam Jad 1ySiem jo wieaSop| | Inoqe 3Iso| peay siy suan]
aJedylfesH 9H "Pa340dau SeM 3SBD DY) USYM S39M OM] A|[equan €
UoS :S9ANERY  J0)3udsaJd usaq pey JoIABYDq dANSISAI JO SuSIg Sap oN pooj} sasnjoy ON dOA W ?dse)
‘(@8en8ue| puodas
Jay sem yoang) Jatiaeq a3en3ue| e 01 anp
Pa3IWI| SEM UOIEDIUNWIWOD dAIIYT A|ise
djay 1dadoe j0u pIp pue ‘sjeaw uo 8uisndoy
Yam Anoujip paseauoul pasustiadxa
Inq ‘swoldwiAs swes ay1 panqIyxs
ays ‘awn siy] "ureSe pooyj 3uisnjo. palJels
Jauonmopid asinN 3ys asnedaq ‘urede pajJodad sem dsed ay) J1qm
1s130joyoAsd 2.poy3DIH ‘€707 Y| *(uondazoud yorwols) uopesipaw 33 S9ABD)|
SHois o1y193ds 8uiAeda. Jaye urede Sulip Jo Jareyd ayy
SuisinN :seuoissajoud PUE 183 0} Pa1JeIS 9YS JUOIABYS] DANSISA wouy dn spuelg
aJedylfesH P221qIyxa 3sJ1 dYS ‘7T7OT U] -olABYaq Keme z
pupgsnH :sAnNeRY  AnSsIsaJ jo saposida ajdninw pey uosiad siy| sap ON  Peay Jay suanp 9L  dOA 4 9se)
sy
"JJ3[e pue 3Y31 SOABI)
1 SJOW YdNW p 00| pue ‘sjeaw 3uisna. Jo Jreyd sy
paddoas 9y8iam Buiso| paddoas ays ‘syauow wouy dn spueag
93443 493y "I9Ip duaJajRud jeuos.aad A|[equan |
D3N :SOANERY ® paJayo sem pue 9y3iom 1so| Ape| siy Sap oN pooj} sasnjoy sasA  dol 4 9se)
S9OMBIAINU| uonemis ay3 jo uondudsaq suoisiap «Papiroud swoydwAs  Auoulw Q7T XS
Jusunea.y Jo paJapisuod [eJolABYDg Uy /AOA
Uo JUBWRRISY HNY

‘sauedidpaed pue sased papnpaul ays jo uondudssq °| djqeL



Journal of Alzheimer’s Disease 0(0)

Table 2. Hierarchy of themes and categories describing resistive behavior around eating and drinking.

Theme |.
Fundamental tension between autonomy and balanced
nutrition

Shared urgency about maintaining weight and adequate nutrition
Accept consequences when eating and drinking is no longer possible, or the
resident continues to refuse

Considerations regarding eating and drinking policy aimed at quality of life
Coercion is counterproductive
Emotional involvement of healthcare professionals and relatives

Theme 2.
Understanding the person with dementia and the
resistive behavior

What does eating and drinking mean to the person with dementia?
What role does autonomy play for this person?
What does the resistive behavior look like?

What are the possible causes of resistive behavior in the person?

Theme 3.
Solutions: searching for a personalized approach around
eating and drinking

Eating as a positive experience and a solution
Deliberate consideration by healthcare professional of which intervention to
use with the individual person

Influence of type of assistance and who assists with meals

Negative impact of understaffing and staff changes

Effective communication between the healthcare professional and the person
with dementia

Upon asking, the healthcare professionals and relatives
expressed reluctance to provide artificial nutrition and
hydration, in situations of a person continuously refusing
to eat and drink. The reluctance reflected ethical and per-
sonal views. Healthcare professionals mentioned that they
sometimes raised this treatment option, but after explaining
and discussing, families do not want to start with artificial
nutrition and hydration. Most healthcare professionals felt
that artificial nutrition and hydration was not a suitable
option for treatment of persons with dementia. Even
persons with dementia themselves were reported opposed
to such interventions when oral intake would be no longer
possible, affirming their autonomy in end-of-life decisions,
and the person with dementia in our study replied:

“No, I am not going to do that [referring to agreeing on place-
ment of a nasogastric tube]. I'm telling you. If you [husband]
make me do that, I'll put you on a feeding tube forever”
[person with dementia 1]

In one of the cases, the healthcare professionals and rela-
tives organized a moral case deliberation, to discuss the
treatment plan regarding resistive behavior. This was
experienced as being helpful by all involved persons.

“Clarifying the situation and getting everyone on the same page
really brought peace of mind” [General Practitioner 1]

Understanding the resident with dementia and the
resistive behavior
The second theme describes the need to understand the

person with dementia and the mealtime context, including
what eating and drinking means to someone.

Various examples of resistive behavior were described
by participants, such as verbal refusal or non-verbal behav-
ior such as keeping their mouth closed, be distracted, or
walking away from the table in the dining room. The fre-
quency of the behavior varied. Participants mentioned that
in some situations there can be relatively good days when
someone eats an acceptable amount of food, while he
refuses everything that is offered the next day, resulting in
low overall oral intake.

“He had this period. It really was unpredictable. Because just
three weeks ago when I went on holiday, he wanted to stay
in bed all the time. And now I’ve just arrived here and I see
him sitting in the living room happily talking, which he
hasn’t done in almost 2 years. So, it’s really in spurts and
phases. [...] He pushes the plate away. [...] The moment you
want to give him a bite, he will just turn his head or keeps
his mouth closed.” [relative 3]

Both healthcare professionals and relatives emphasized the
need to continuously search for underlying causes of the
resistive behavior, including physical factors to psycho-
logical factors. This continuous search was obvious
through reporting on details of potentially relevant observa-
tions, and people wondering, for example, whether the
person could be bothered by toothache or has difficulty to
concentrate on a meal. Another possible underlying factor
mentioned was the influence of culture, including
knowing what eating and drinking means to the person
with dementia. Awareness of these factors and individual
preferences were described as essential for interpreting the
behavior and tailoring the care to the someone’s needs.

“My aunt is from [a different culture] and they are, well... they
are used to a different kind of food. It’s not that the other food



van Buuren et al.

turns them off or anything, they just like their own food better.”
[relative 1]

Searching for an underlying cause and understanding the
person, it was mentioned that resistive behavior could
also be an expression of autonomy. Healthcare profes-
sionals asked themselves to what extent a person can be
autonomous, and from what moment on they had to
decide for them. Examples of expressions of autonomy
related to the problem were mentioned by healthcare profes-
sionals, relatives and persons with dementia. For example,
it can indicate a diminished will to live, as described by
one of the participants:

“Six months ago, a year ago my father explicitly told my wife
that he doesn’t really see the point anymore. That he wouldn’t
mind if it all ends.” [relative 3]

Solutions; searching for a personalized approach
around eating and drinking

The third theme captures the considerations and concrete
examples of positive or negative effects of interventions.
Understanding the behavior was intertwined with searching
for solutions. Creating positive eating experiences was said
to be important, and something that someone could enjoy.
This was more important than the amount of food and
drinks persons consume. In addition, offering the kind of
food a person enjoys can facilitate higher nutritional intake.

“Yes, well, after all she is 94 years old now, and well, if she
only wants to eat what she likes; and if the nursing home
goes along with it, yes, then I’'m fine with it. [...] Snacks are
important to her. When I visit her and she polishes off a
whole bag of chips or prawn crackers, I'm like ‘okay, she’s
doing well’.” [relative 1]

Individual preferences regarding type of food, as well as the
amount and type of assistance were mentioned as important
information for providing personalized care. Healthcare
professionals described continuously adjusting their
approach to the person with dementia, carefully considering
what to do or not to do and what intervention to user or not
use at any given moment.

“Yes, and also being alert, I have noticed this, that and that.
And that you can share that with your colleagues so that they
can also use it. [...] Sometimes I compare it with a backpack.
As long as you have plenty tools in your backpack, you can
take out something different every time. And there will prob-
ably be something there that suits the specific situation.”
[Healthcare psychologist 1]

Moreover, participants mentioned that in some situations, the
person who assisted during mealtimes made a big difference.

For example, the overall oral intake of some persons with
dementia was higher when a relative was present during
mealtimes. In addition, a link between the type of approach
and the amount of intake was mentioned. Making contact
with someone and proper communication were examples
of factors influencing oral intake. A language barrier was
experienced as problematic by most participants.

“She is originally, she’s from [a distant country with a different
culture and language]. When she was admitted [to the nursing
home] in 2021, she still spoke Dutch fairly well. That is prac-
tically gone now. And she only uses Spanish or French. That
makes communication so difficult. The staff does not under-
stand Spanish and she can’t explain very well in Spanish or
Dutch what she wants, how she feels.” [relative 2]

Familiarity was important in searching for solutions. The
identity of the person who is assisting, the approach to
the person with dementia while helping, and therefore
familiarity, was mentioned to have a significant impact on
oral intake. Participants expressed concern about the
impact of lack of continuity in care units, in terms of staff-
turnover and reliance on temporary workers, which nega-
tively impact previously established agreements. In some
situations, this also led to less communication between
the multidisciplinary team and the relatives, and conse-
quently insufficient attention for the person with dementia.

Discussion

This study explored the decision making and impact of
resistive behavior in persons with dementia that adversely
affects food and fluid intake. Three main themes were iden-
tified: 1) a fundamental tension between autonomy and
adequate nutrition, 2) understanding the person with
dementia and the resistive behavior, and 3) solutions:
searching for a personalized approach. The findings contrib-
ute to a deeper understanding of care decisions, possible
ethical dilemmas and the impact of resistive behavior.

In this study, balancing autonomy and adequate nutrition
presented ethical and emotional challenges for the persons
involved. Self-determination, choice and control are funda-
mental to self-worth, and this remains true for people with
dementia.*>%° The tension we identified between respecting
autonomy and ensuring adequate nutrition represents ten-
sions in doing good, and indicates that finding a balance
that alleviates this tension remains a key challenge in
daily clinical practice. Healthcare professionals and rela-
tives continuously sought ways to navigate this tension,
mentioning autonomy and quality of life as key considera-
tions in the decision-making process. These findings are
consistent with prior research.'?’

Despite the recognized importance of shared decision-
making, most participants in this study had not actively dis-
cussed advance care planning regarding the situation of
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resistive behavior. Instead, relatives tended to postpone dis-
cussions about treatment plans until a critical event
occurred, such as pneumonia or a near-total loss of oral
intake of food and fluids. Prior research found that while
relatives may be prepared for their role as decision
makers, they may struggle to make decisions on behalf of
their loved ones and tend to focus on the present.*’ > In
this study, decision making did not emerge as a prominent
theme and was not generally perceived as challenging.
Instead, it was viewed as an ongoing process of identifying
actions that aligned with the needs and preferences of the
person with dementia while remaining acceptable to those
involved.

Although decision making itself was not a prominent
theme in our study, one case illustrated that moral deliber-
ation was necessary to reach consensus on a treatment
plan. The complexity of this case was likely due to the spe-
cific context of living at home with dementia. The other
cases in our study concerned the nursing home setting. In
the home care setting, the burden of managing resistive
behavior and implementing interventions falls primarily
on family and 24-h care is not available. In contrast,
nursing home settings provide structured care with close
collaboration among healthcare professionals.
Additionally, in this case, the burden of daily caregiving
had significant health consequences for the primary care-
giver. These findings suggest that resistive behavior may
pose greater challenges in home care settings, where fam-
ilies bear primary responsibility, compared to institutional
settings with multidisciplinary support. A study in the
home care setting in Singapore indicated high levels of
caregiver burden and increased risk of depression, espe-
cially in situations involving neuropsychiatric symptoms
such as resistive behavior.*”

As dementia progressed, the focus of care in this study
shifted from ensuring adequate nutrition to prioritizing
comfort and enjoyment during mealtimes. Relatives in our
study reported that such shift alleviates the burden of deci-
sion making and reduce its emotional impact on the persons
involved. However, accepting the resistive behavior, such
as agreeing on no longer offering food and drinks when
the behavior persisted, remained challenging for relatives.
In addition, the overall impact of resistive behavior on rela-
tives and healthcare professionals evolved over time.
Relatives reported that the situation was particularly chal-
lenging when the resistive behavior first emerged but
became easier to deal with over time and as the dementia
progressed. This is in line with prior research.>’ In our
study, healthcare professionals also experienced feelings
of frustration and helplessness, particularly when the resist-
ive behavior persisted and oral intake decreased. These
findings highlight that resistive behavior affects both rela-
tives and healthcare professionals, although the latter are
generally more emotionally detached than relatives. A
review indicated that healthcare professionals can

experience a considerable amount of distress related to
caring for persons with dementia, which is even greater in
situations with resistive behavior.>> Most participants
ultimately accepted the situation and prioritized comfort
care and dignity over life-prolonging interventions such
as artificial nutrition and hydration, even when this poten-
tially shortened the life expectancy of the person with
dementia. However, the ethical and emotional impact of
withholding food and fluids, especially near the end of
life, remained significant for both relatives and healthcare
professionals.

While artificial nutrition and hydration was discussed in
some cases, it was never administered. Participants
expressed reluctance regarding such interventions because
they wanted to respect their relative’s possible autonomous
decision and did not want to potentially exacerbate resistive
behavior. Research has highlighted negative outcomes of
artificial nutrition and hydration, such as higher risk of
pneumonia and higher mortality rates in people with
advanced dementia with tube feeding compared to people
with dementia who did not receive tube feeding.'>*3*
However, in some countries, artificial nutrition and hydra-
tion are commonly administered or even considered care
by default for people with advanced dementia, indicating
cultural differences regarding such interventions.> >’

The second theme of this study highlights the dynamic
nature of resistive behavior. Understanding the person
with dementia, their personal background, preferences,
and the possible causes of resistive behavior, is essential
for developing effective interventions. Assessing each
person and situation individually allows healthcare profes-
sionals to determine whether the resistive behavior stems
from physical discomfort or other underlying causes. In
addition to the physical and psychological factors, resistive
behavior may reflect a diminished will to live. While volun-
tarily stopping eating and drinking did not occur in our
study, it can present significant ethical dilemmas for all
involved.*®>° The search for underlying causes can be chal-
lenging. We know from prior research that many factors can
influence mealtimes, such as environmental, interpersonal
and intrapersonal factors. At the same time, eating experi-
ences are highly individualized, emphasizing the need for
a personalized approach.*® The importance of adaptive, per-
sonalized care was also emphasized in the third theme. This
involves flexible, individualized strategies to support nutri-
tional intake while respecting autonomy. It emphasizes the
need for personalized interventions to address the complex-
ity of resistive behavior.*' Mealtime assistance should be
continuously adjusted to meet the individual needs to
ensure a continued balance between interventions and
respect for autonomy. These findings resonate with earlier
studies highlighting the need for flexible care that prioritizes
individual needs.*? Furthermore, a personalized approach is
consistent with the preferences of persons with dementia,
who value care that wupholds their dignity and
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individuality.*® Healthcare professionals play a crucial role
in understanding the goals and values previously expressed
by the person with dementia and in guiding relatives to
make treatment decisions in line with these preferences.***

Strengths and limitations

The main strength of this study is the diversity of partici-
pants, including not only relatives and healthcare profes-
sionals, but also a person with dementia. The qualitative
design provides a rich and in-depth view from all persons
involved in situations of resistive behavior. Although we
initially aimed to include six different situations, the five
cases that could be included describe a broad variety in
terms of age of onset, ethnic minority, sex, and setting.
The heterogeneity of the sample allowed a variety of experi-
ences and perceptions to be captured. The views of a person
with dementia and of relatives provide a unique insight into
their experiences of dealing with a complex situation, which
to date have been underexplored in research.

One limitation of this study is that not all contact persons
at the participating care units were equally active in identi-
fying and referring potential cases, although we contacted
them every month to monitor inclusion. This may have
resulted in a lower number of potentially relevant cases.
In addition, for ethical reasons we did not contact relatives
of persons who had recently died or when the contact
person indicated that the situation had too much impact
on the people involved. This may have resulted in poten-
tially more complex cases not being captured. However,
we were able to include one complex case in which moral
case deliberation was required to reach agreements on the
treatment plan, and thus shed light on dilemmas that may
be involved in the decision-making process in similar cases.

Another limitation concerns data saturation. Since the
last case still yielded new codes and code groups, theoret-
ical and inductive thematic saturation may not have been
reached. Notably, this particular case was the only one in
which the person with dementia lived at home, unlike the
other four cases in a nursing home setting. This may
explain the refinement of codes in the fifth case.
Regarding data triangulation, we lacked input from some
relevant healthcare professionals (e.g., speech and language
therapists, dietitians, and occupational therapists).
However, we were able to explore the perspectives of the
professionals who were most actively involved in each
case, and we therefore captured the majority of valuable
perspectives from those close to the person.

Conclusion

In conclusion, this study contributes to a deeper understanding
of care decisions, possible ethical dilemmas and the impact of
situations of resistive behavior in people with dementia. Both

relatives and healthcare professionals are advised to continu-
ously balance striving for adequate nutrition without forcing
someone to eat and drink. Healthcare professionals are recom-
mended to proactively navigate decision-making, as clear
solutions are often not obvious and continue to require time,
effort and adjustment from all involved. Open discussion
and shared decision making are critical to developing treat-
ment plans that respect the autonomy and preferences of the
person with dementia while also considering the needs and
well-being of their relatives. When perspective differ and
reaching a consensus on the treatment plan appears challen-
ging, a moral case deliberation may be helpful. Regarding
advance care planning, healthcare professionals can provide
information and guidance to relatives to help them prepare
for potential events, such as developing pneumonia or a hip
fracture, which become more common as dementia pro-
gresses. Tools such as conversation starters or worksheets
can support conversations about preferences and wishes for
future treatment plans.*®
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