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ABSTRACT

Objectives: One of the main reasons for people with dementia to move to a dementia special care
unit of a nursing home is challenging behavior. This behavior is often difficult to manage, and in the
Netherlands, residents are sometimes relocated to a severe challenging behavior specialized unit.
However, relocation often comes with trauma and should be prevented if possible. This study aimed
to investigate the patient- and context-related reasons for these relocations.

Methods: Qualitative multiple case study using individual (n=15) and focus group interviews (n=4
with n=20 participants) were held with elderly care physicians, physician assistants, psychologists,
nursing staff members, and relatives involved with people with dementia and severe challenging
behavior who had been transferred to a severe challenging behavior specialized unit. Audio recordings
were transcribed and analyzed with thematic analysis, including directed content analysis.

Results: After five cases, data-saturation occurred. The thematic analysis identified three main processes:
increasing severity of challenging behavior, increasing realization that the clients’'needs cannot be met,
and an increasing burden of nursing staff. The interaction between these processes, triggered mainly by
a life-threatening situation, led to nursing staff reaching their limits, resulting in relocation of the client.
Conclusion: Our study resulted in a conceptual framework providing insight into reasons for relocation
in cases of severe challenging behavior. To prevent relocation, the increasing severity of challenging
behavior, increasing burden on nursing staff, and increasing realization that the clients’needs cannot
be met need attention.
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Introduction Falk et al., 2011; Mirotznik & Kamp, 2000; Morse, 2000; Walker
etal., 2007).

In alarge cross-sectional study in eight European countries
exploring reasons for relocating people with dementia, chal-
lenging behavior, specifically apathy, wandering, and agita-
tion/aggression was among the most often mentioned reasons
(Afram et al., 2014). Although challenging behavior is found in
up to half of the people with dementia who live in the com-
munity (Borsje et al., 2015; Savva et al., 2009), a systematic
review of 28 studies showed that the weighted mean preva-

Worldwide around 55 million people experience deterioration
in memory, thinking, behavior, and the ability to perform every-
day activities. These are symptoms of dementia, with about 10
million new cases every year (WHO, 2023). Dementia has a
significant impact on the quality of life of people themselves
but also on their caregivers, families, and society at large. About
79% of the people with dementia in the Netherlands live inde-
pendently (Dutch-Alzheimer-Society, 2021), but many people
with dementia will at some point relocate to a long-term care

facility as the disease progresses and care can no longer be
provided at home (Alzheimer’s Association, 2018).

Castle (2001) defines the term ‘relocation’as the move from
one environment to another. Relocation of frail people is a
complex process, often leading to trauma, referred to as relo-
cation stress (Castle, 2001; Mallick & Whipple, 2000; McKinney
& Melby, 2002). The relocation stress syndrome is characterized
by symptoms such as anxiety, confusion, hopelessness, depen-
dency, and withdrawal (Walker et al., 2007). In a scoping review
thatincluded thirteen papers studying the impact of relocation
of people with dementia on mortality, morbidity and well-
being, most studies found adverse health effects for people
with dementia being relocated (Ryman et al.,, 2018). Other
papers reported higher stress levels (Bellantonio et al., 2008;

lence of having at least one neuropsychiatric symptom was, in
fact up to 82% for older people with dementia living in a nurs-
ing home (Selbak et al., 2013). As a result of governmental
policies to enable people to live independently for as long as
possible, people who finally do come to live in a nursing home
are expected to have more severe challenging behavior.
Therefore, in recent years, several so-called SCBS units (Severe
Challenging Behavior Specialized units) have been developed
in the Netherlands. Severe challenging behavior mostly
includes depression, psychosis, vocally disruptive behaviors
such as screaming, agitation, physical aggression, and physical
violence (Brodaty et al., 2003). Although little is known about
the prevalence and course of these extreme behaviors, two
recent explorative studies showed a prevalence of about 7%
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for very frequent or very severe agitation and 11.5% for very
frequent vocalizations (Palm et al., 2018; Veldwijk-Rouwenhorst
etal., 2017, 2021).

Challenging behavior not only affects the well-being of the
person with dementia, but is also associated with distress, work-sat-
isfaction, and burn-out of the nursing staff (Garcia-Martin et al.,
2023; Hazelhof et al., 2016; van Duinen-van den lJssel et al., 2018;
Zwijsen et al.,, 2014, 2014). Although the nursing staff should pro-
vide tailored interventions (Lagerlund et al., 2022), the situation of
a resident with severe challenging behavior can be experienced
as an impasse (Veldwijk-Rouwenhorst et al., 2022). High levels of
distress can be an attributing stressor of a crisis (Vroomen et al.,
2013), suggesting that severe challenging behavior may directly
or indirectly lead to a crisis. Given its detrimental effects on the
well-being of the person with dementia and the nursing staff, in
the Netherlands, the person with dementia and severe challenging
behavior can receive specialist treatment, in which their own
multi-disciplinary team receives support from a consulting old-age
(geriatric) psychiatrist or sometimes from a specialized team from
the national Centre of Consultation and Expertise (koopmans et
al,, 2017 and CCE). Although the conditions for high-quality care
are present, collaboration difficulties and insufficient work pro-
cesses still exist (Veldwijk-Rouwenhorst et al., 2022), leading to
management challenges for clinicians (Carrarini et al., 2021). The
relationship between both challenging behavior and the relational
and social context of these crises might be modifiable for resolu-
tions (Hopkinson et al., 2021). Yet, if all interventions are not effec-
tive, clients are often relocated to an SCBS unit. However, there is
a lack of research on reasons for relocating people with dementia
and severe challenging behavior from a regular dementia special
care unit to an SCBS unit. This study aims to investigate reasons,
both patient and context related, for the relocation of residents
with dementia who display severe challenging behavior.

Design and methods

This qualitative multiple-case study focused on cases of clients
with dementia who displayed severe challenging behavior and
who were relocated to a SCBS unit. The Consolidated criteria for
Reporting Qualitative studies (COREQ) were used as a framework
for conducting and reporting our study (Tong et al., 2007) and
are listed in Appendix. In-depth interviews and focus groups
were held to collect data. Inductive thematic data saturation was
used as the guiding principle (Saunders et al, 2018). The
expected number of necessary cases was seven, based on pre-
vious qualitative research by Veldwijk and colleagues (2022).

Participants

Participants were recruited through units participating in the
D-zep network. The D-zep network is a Dutch nation-wide
collaboration between long-term care facilities specialized in
care for people with severe challenging behavior and demen-
tia (Koopmans et al., 2022). The participants were all relatives
or formal caregivers from the discharging care-facility. The
following inclusion-criteria were used. In order to participate,
the informants needed to be involved with: (a) a person with
dementia and very severe or extreme challenging behavior
who (b) had been relocated to a SCBS unit and (c) had lived in
a Dementia Specialized Care-unit (DSC-unit) before their relo-
cation that (d) had taken place less than one month ago.

Procedure

When a resident was relocated to one of the SCBS units, the
researcher determined whether they met the inclusion criteria.
After written informed consent from the legal representative
was obtained, the involved staff of the discharging DSC-units
were asked to participate.

The nursing-staff was interviewed in an online focus group
discussion and an online semi-structured in-depth interview was
held with the elderly care physician, psychologist and relative.
The in-depth interviews were held separately to prevent hierar-
chical influence since it was expected that the nursing staff mem-
bers would speak more freely if the treatment staff, who often
was in charge of the treatment process, were absent. An initial
topic list for the interviews was prepared and discussed among
the co-authors. Both the focus group discussions and interviews
focused on two main questions: "What were the clients’ charac-
teristics and what were the ‘contextual’factors leading to reloca-
tion?" A researcher performed the interviews and a second
researcher observed the process in the focus groups, taking notes
during the interviews, asking additional questions, and observing
body language and interaction between the participants. This
information helped to specify, understand and gain depth within
the discussion. After each interview, the researchers discussed
the results and identified topics that could be explored further.
The individual and focus group interviews were audio-taped,
transcribed verbatim eliminating any names or privacy-related
information, and coded and analyzed by a researcher and a sec-
ond researcher using Atlas.ti.

Ethics

The regional Medical Ethics Committee for Arnhem-Nijmegen
assessed the study and stated that it did not require ethical
approval under Dutch legislation for medical trials. The study
was conducted in accordance with the declaration of Helsinki
(World-Medical-Association, 2013) and the law on the protec-
tion of personal information. In order to maintain anonymity
for participants, except gender and occupation, no personal
information was collected. All interviewees provided written
consent for participation. All their names were removed from
the transcripts and only the researchers had access to the orig-
inal interviews.

Data analysis

A generic qualitative approach was used to understand how
participants interpret, construct or made meaning regarding
their experiences (Kahlke, 2014; Merriam, 2009). Data was col-
lected through in-depth interviews and focus groups. Content
analysis was used as a strategy (Elo & Kyngas, 2008; Hsieh &
Shannon, 2005) and codes were generated from the data.
Thematic analysis (Braun & Clarke, 2006) was used to search for
themes and patterns within the cases and between the cases.
All transcripts were coded separately by at least two researchers,
developing a coding system in which codes were grouped in
categories and themes. The coders discussed the codes, content
and relationship between the categories and themes with each
other and the whole research team. When coding the fifth case,
no new codes were found, leading to the conclusion that data
saturation was achieved (Saunders et al., 2018).



An example of raw data transferring into a theme can be
found in Figure 1; in all cases, the participants were asked for
context related factors influencing the clients’ behavior. The
outcome of this question (raw data) was coded into codes like
‘visitors, ‘physical environment; ‘other residents’ and ‘objects;
eventually leading to a theme called ‘environmental triggers.

After analysis of each case in separate meetings with the
research team, the coding system was adjusted. A mind map was
made for cross-case analysis of all cases, leading to main processes
and subthemes. A conceptual framework was developed that
represents the reasons for relocation. More detailed information
about the process of data analysis can be found in Appendix.

Results

Figure 2 shows an overview of the focus groups and in-depth
interviews of the five participating DSC-units. Unfortunately,
due to organizational difficulties in DSC-unit 5, no focus group
was held there. The other focus groups consisted of nursing
staff with different levels of education. In total, two physician
assistants, three elderly care physicians, five psychologists, four
relatives, and twenty-one nursing staff members were inter-
viewed (N=35). Table 1 shows age, sex, and type of dementia
of the clients included.

Conceptual framework

Figure 3 provides the identified processes toward relocating
clients with severe challenging behavior to units with specific
expertise on very severe challenging behavior. The central pro-
cess identified was that relocation was a consequence of the
nursing staff reaching their limits, often triggered by a
life-threatening incident. We further identified three strongly
interacting main processes consisting of seven subthemes, lead-
ing to nursing staff members reaching their limits and/or a cry
for help. The main processes were as follows:

A. Increasing severity of challenging behavior.

B. Increasing realization that the clients'needs cannot be met.

C. Increasing burden on nursing staff.

Main process A: increasing severity of challenging
behavior

The first main process regarded the clients’challenging behavior
(subtheme 1) which became more and more frequent over time
and increased in severity, often leading to an escalation. Initially,
the clients’ behavior was manageable, but in time physical

Figure 1. Example of data transferring into theme.
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aggression towards nursing staff and other residents was more
frequently reported leading to dangerous and life-threatening
situations. Environmental triggers (subtheme 2) were consid-
ered to continuously enhance the challenging behavior.

Subtheme 1: clients’ behavior

The clients of the five cases showed a variety of types of chal-
lenging behavior, which were described as physical and verbal
acting-out aggression toward (specific) persons or materials,
hallucinations, delusions, fear, anxiety, compulsive behavior,
and dependent behavior.

In all cases, the challenging behavior became more frequent,
severe, unpredictable, and fluctuating over time. Also, escala-
tions with other residents, such as pushing and strangling, were
reported. Nursing staff members found it difficult to detect
warning signs. Therefore, the behavior was very challenging to
manage and preventing escalations was very difficult. Because
of this challenging behavior, nursing staff members started to
question whether the client could stay on their unit.

Quotations:

‘He started hitting, grabbing me by the throat, pushing me against the
wall! (Nursing staff member)

‘He would look at you and smile and then when you turned away for a
moment and turned back again, he would punch you in the face with
a fist! (Nursing staff member)

‘And that behavior, it was already happening, but not to such an
extent; it wasn't until about five to six months ago, | think, that we
really started to see it as problem behavior. (Medical treatment staff)

‘At first, it was fine. It was still acceptable then. He had the odd bad day
every now and then... oh well. Iwasn’t too bothered about that. | think
it’s been for approximately the last six months that he’s been here, that
he has changed and you had to deal with him on a daily basis.
(Nursing staff member)

Subtheme 2: environmental triggers. Environmental
triggers regarded the physical context and the interaction
with other residents, visitors, and professional caregivers.
The physical context, for example, a small amount of
personal space and shared sanitary facilities, was considered
to lead to increased challenging behavior. Furthermore, the
clients were reported to have difficulties in understanding
and responding to these environmental triggers with an
increase of the challenging behavior as a result. Ringing
telephonesor physical restraints such as alocked wheelchair
also resulted in increased agitation.
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Figure 2. Overview of focus groups and in-depth interviews.

Table 1. Case characteristics.

Case nr Age Sex Dementia type

1 82 female Lewy body

2 84 male Mixed

3 65 female Vascular

4 76 male Vascular

5 79 male Alzheimer
Quotations

‘He was extremely focused on everything that was happening around
him, you only had to say, to hear, to see, to feel something, he had to
be involved in everything. He had to address all those stimuli in the
home. (Nursing staff member)

‘When | look at the department itself, in terms of the entourage, it was
like the reception hall of Schiphol. The atmosphere was stark... there
was no feeling of recognition at all: (relative)

‘If there is too much pressure in his environment, too much noise, too
many people, yes, that will make him agitated.’ (Psychologist)

Main process B: the increasing realization that the clients’
needs cannot be met

The second main process identified was the teams’increasing
realization that clients’needs could not be met. This was a result
of four subthemes: organizational staff-related struggles (sub-
theme 3), collaboration difficulties among professional caregiv-
ers and with relatives (subtheme 4), inadequate care (subtheme
5), and ineffective treatment (subtheme 6). These subthemes
also interacted: The organizational problems contributed to a
shortage of knowledge and experience in working with clients’
severe challenging behavior. Furthermore, instability among
the nursing and treatment staff negatively impacted their col-
laboration and led to a less-effective treatment, which subse-
quently led to even tenser collaboration.

Subtheme 3: organizational staff-related struggles

In all cases, organizational problems related to the staff, such
as instability due to sickness, shortage, or high turn-over were
reported. Participants described their team as understaffed and
still felt the burden of the COVID-19 pandemic. In some cases,
there was disagreement in vision about the treatment of the
challenging behavior between nursing staff and treatment staff.
For example, from an organizational perspective the treatment
had to be psychosocial at all costs, whereas the nursing staff
thought the solution should be found in psychotropic

medication. Treatment staff members considered this discrep-
ancy in vision as a disruptive factor treating the challenging
behavior.

Subtheme 4: collaboration difficulties

The working collaboration between nursing staff and treatment
staff was complex since the nursing staff mostly did not feel
heard. As the challenging behavior increased, nursing staff
members expected more support from the treatment staff, like
advice, to be present on the unit to observe the behavior, quick
adaptations of treatment policies or decisions to transfer. They
questioned the treatment staffs' recommendations, and there
was no agreement about what treatment was appropriate. In
fact, the nursing staff sometimes felt they were being blamed
by the treatment staff for the increasing challenging behavior.
On the other hand, treatment staff experienced the communi-
cation with the nursing staff as insufficient, stating that they
could not make an adequate analysis of the challenging behav-
ior due to different observations of the nursing staff members
and inadequate reports. Relatives also often reported the rela-
tionship with treatment as well as nursing staff as being com-
plex. Relatives expressed the wish for more shared
decision-making and influence on the patients’ treatment. In
addition to these issues, some nursing staff team members
reported feeling unsafe within their team and there was an
overall feeling of lack of management support.

Quotations

‘At one point we also said to the psychologist; ‘Try and be here for a
whole day. She would sometimes come and then she would come for
fifteen minutes, but you can't sketch a whole day in fifteen minutes.
And then she said; ‘well it’s better than expected. ...... “better support,
at least for them to believe what we are saying. (Nursing staff
member)

‘Yes, there was a lot going on, and so they might not always support
each other or exchange knowledge. And yes.... there was quite a lot of
finger pointing, at each other. (Psychologist)

‘I hadn't realized there was such a lack of trust in us as therapists
among that team. (Psychologist)

Subtheme 5: inadequate care

The clients” highly complex care needs were very difficult for
the nursing staff to meet. According to the treatment staff and
even the nursing staff themselves, nursing staff experienced a
lack of knowledge, skills, and competencies for dealing with



Figure 3. Conceptual framework.

clients with dementia and severe challenging behavior. In addi-
tion, treatment staff reported nursing staffs’ working routines
as not being tailored to the specific needs of these clients.
Treatment staff reported that nursing staff members struggled
to adapt their routines and rigidly tried to continue their daily
work. Furthermore, having different opinions about the appro-
priate treatment led to nursing staff not working together as a
team, also leading to an increase in challenging behavior.
Quotations

‘What bothered her, of course, is that everyone reacted to her in a dif-
ferent way. There was very little clarity for her and that just brought
more fears or more uncertainty. (Medical treatment staff)

‘But they do not apply the interventions consistently. Medications were
not given, were forgotten, handling advice was not given, yes... They
were not on the same page at all’ (Medical treatment staff)

‘There was very strict adherence to a certain time for breakfast, so the
lady was only allowed to set the table at 8 o'clock, while she wanted to
set the table earlier in the morning. Surely that wouldn’t bother any-
one? You can see that around breakfast time, that there was a lot of
adherence to certain structures, in one’s own head, actually!
(Psychologist)

Subtheme 6: ineffective treatment

Initially, interventions such as psychological advice were imple-
mented but did not reach the desired effect. The nursing staff
started questioning the psychological advice since the challeng-
ing behavior did, in fact, increase. Therefore, new interventions
recommended by the psychologist had no support from the
nursing staff to implement. Meanwhile, the nursing staff kept
providing care, mostly hoping for the prescription of psychotro-
pic medication. The treatment staff often consulted colleagues
with more expertise, of which the nursing staff was unaware.

AGING & MENTAL HEALTH (&) 5

The interventions that were started did not achieve the desired

effect. In the end, just before transfer, the treatment staff

reported a lack of cooperation from nursing staff in executing

interventions and a lack of time investment from the nursing

staff toimplement the treatments correctly, leading to an inabil-

ity of the multidisciplinary team to provide adequate treatment.
Quotations

‘In a short time his behavior has become more aggressive, which is why
I also said: ‘| don't think we have enough space to do a proper analysis
of the behavior. (Psychologist)

‘Because of the increase in that agitation, we may have lost the team a
bit. The willingness to really put our shoulders to the wheel and say
we're going to get this job done... that... yes... We had a contact plan
and at a certain point that didn’t work either, or rather, not everyone
was able to stick to it anymore. (Psychologist)

Main process C: the increasing burden on nursing staff
The third main process describes the impact of the clients’
behavior (subtheme 7) on the nursing staff, leading to feelings
of being burdened, and reflects a process of losing hope.

As the challenging behavior became more frequent and
severe, feelings of anxiety and unsafety of the nursing staff
increased. The hope of finding an appropriate and effective
treatment faded, leading to feelings of hopelessness.

Subtheme 7: impact of clients’ behavior

Initially, the impact of the clients’ behavior led to a feeling of
being burdened among the nursing staff and relatives. These
feelings differed between team members. Nursing staff mem-
bers and relatives both reported challenging behavior such as
agitation, restlessness and dependent behavior of moderate
severity. The nursing staff reported that after a while, all their
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attention would be focused on the specific client. As the behav-
ior occurred more frequently, other residents became annoyed
and some escalations with other residents were reported,
involving physical aggression toward nursing staff and other
residents, even leading to injuries that severely impacted the
nursing staff. Over time, the behavior led to emotions such as
fear and irritation among the nursing staff. Several nursing staff
members mentioned re-living earlier negative experiences with
other clients’ behavior, leading to a further increase in fear.
Nursing staff reported needing to be alert all the time and feel-
ing overly responsible, powerless, and unable to manage the
situation.
Quotations

‘Until he took a knife from a table at one point... And | just say: “Give it
to me” And he pushes me... And luckily there was a chair there, other-
wise | would have fallen over. (Nursing staff member)

‘I said at home: “If something happens to me tonight... | have sent an
email to the treatment team, so it’s there in black and white that the
situation is unmanageable and not safe. So if something happens to
metonight... Well, I think he will squeeze my throat one day.” (Nursing
staff member)

Relationship between the three main processes

As mentioned earlier, the three main processes interacted.
Starting with the clients’ behavior, the frequency and severity
of the challenging behavior increased over time, influenced by
environmental triggers. Next, organizational problems, short-
age of knowledge and experience, inadequate care and inef-
fective treatments increased the challenging behavior. These
organizational problems, shortage of knowledge and experi-
ence, inadequate care and ineffective treatment also made
nursing staff feel increasingly hopeless. Additionally, their feel-
ings of irritation, anxiety, and hopelessness increased as a result
of the behavior and its consequences, especially because of
escalations. Moreover, in some cases these feelings, in turn,
affected the nursing staffs’ reaction to the client in such a way
that it led to a further increase of the challenging behavior.
Together, the three main processes increased the nursing staffs’
burden, in some cases resulting in a cry for help and demanding
a relocation.

Enough is enough

Even though the treatment staff mostly still had hopes of find-
ing an effective treatment, a life-threatening escalation made
the nursing staff draw their boundaries toward the treatment
staff, and express that they were unable to continue providing
care for the client and therefore demanded a transfer to a SCBS
unit. At that point, the decision to transfer the client to a SCBS
unit was made, and the relocation process started.

Quotations

‘The signal came from the team. We did see several possibilities to sup-
port him in different ways so that he could stay. (Psychologist)

‘We still had ideas that we wanted to try out, but... There was simply
no more support for the situation.’ (Medical treatment staff)

‘I then called the doctor because | just didn't think that was safe and
then [ said: “I just want something to change today, tonight, because
it’s almost night.” (Nursing staff member)

‘Then | gathered all my courage... | walked over to the doctor and
then I told him plain as day: “He has to go. He has to get out of here.”

And then the doctor said: “Yes, but we are trying to find a place.”
And then | said: “No... he has to get out of here.” And then they
started making a real effort with the phone calls.” (Nursing staff
member)

Discussion

This study shows the complexity of treating people with
dementia and severe challenging behavior in a DSC unit set-
ting. The increasing severity of challenging behavior, and the
realization that the clients’ needs cannot be met, combined
with a loss of hope in finding an appropriate and effective
treatment, led to nursing staff being burdened to such an
extent that they demanded relocation of the client. The factors
leading to this relocation interacted. We found a variety of
challenging behaviors that all became more frequent, severe,
unpredictable, and fluctuating over time. Triggers from the
physical context and interaction with others resulted in an
increase of clients’ challenging behavior. In addition to orga-
nizational problems among staff, collaboration difficulties
between nursing staff, treatment staff, and relatives were an
issue as well. All these factors resulted in inadequate care and
ineffective treatment that led to the realization that the clients’
needs could not be met and the challenging behavior became
more severe.

The complexity of the cases and our findings about the
impact of client and contextual factors are partly in line with
earlier studies. As mentioned, previous literature found that
severe challenging behavior is associated with (very) high dis-
tress levels in nursing staff (van Duinen-van den lssel et al.,
2018; Zwijsen et al., 2014). Furthermore, high workload, staffing
shortage, and interactions with co-workers were also found to
have an additional effect on distress levels in nursing staff
(Edvardsson et al., 2009; Schaefer & Moos, 1996). Our research
supports these findings. Moreover, our study shows that the
interaction between nursing staff and treatment staff had an
additional effect on the levels of distress of nursing staff. They
were supposed to carry out a treatment plan that they did not
support or trust but that was directed by the treatment staff.
Nursing staff reported not feeling heard by the treatment staff,
leading to high levels of distress and the loss of hope in finding
a resolution. This loss of hope was recently described by
Veldwijk-Rouwenhorst et al. (2022), although they found that
some staff members lost hope while others kept searching for
a solution to manage the behavior in situations of severe chal-
lenging behavior that were experienced as an impasse. In line
with our study, they identified several characteristics and atti-
tudes of staff members involved in these situations; interaction
issues within staff member groups; and interaction issues
among (groups of) staff that contributed to this impasse
experience.

The central process we identified is in line with results from
a review conducted by Vroomen et al. (2013) about processes
in crisis. They define crisis in dementia as a process where a
stressor causes an imbalance requiring an immediate decision to
be made which leads to a desired outcome and therefore a reso-
lution of the crisis. If the crisis is not solved, the cycle continues
(Vroomen et al., 2013). In our study, many decisions were made
by treatment and nursing staff, without the desired outcomes.
Therefore, the cycle continued, ultimately leading to losing
hope and relocation of the client. Today, life in DSC units is
mostly group oriented and consists of specific structured day



programs and working routines. Our study reported nursing
staff members trying to keep the client with severe challenging
behavior in these daily routine programs of the DSC units. These
attempts led to an increase in challenging behavior. Therefore,
it is questionable whether this specific group of people with
dementia and severe challenging behavior benefits from
group-structured programs. Veldwijk-Rouwenhorst et al. (2022)
mention the possibility that small-scale units are not suitable
for clients with extreme challenging behavior, which raises the
question of what a supportive environment for this client group
requires and if and under what conditions they benefit from
treatment in intensive specialist care units (Brodaty et al., 2003).

A recent group-concept map study identified three domains
of successful treatment for this specific client group (van
Voorden et al., 2023). First, successful treatment should be about
the well-being of the client and all the people directly involved.
Next, multidisciplinary analysis and treatment, comprising mul-
tidisciplinary analysis, process conditions, reduction in psycho-
tropic drugs, and person-centered treatment must be in place.
Third, the attitudes and skills of those involved, comprising
consistent approaches by the team, understanding behavior,
knowing how to respond to behavior, and open attitudes were
found to be crucial.

In our research, all three aspects mentioned above showed
inadequacies. For example, the overall treatment focus was on
managing the challenging behavior and less on the well-being
of all involved. Treatment staff struggled to get full insight into
the challenging behavior because nursing staff members
reported the behavior from their personal perspective instead
of integrating all colleagues’ experiences. In our study, nursing
staff members reported feelings of doubt about the treatment
from the start. The treatment staffs'recommendations changed
over time and were interpreted differently and sometimes even
ignored by the nursing staff. Agreements and clear problem
definitions with a treatment plan and evaluations appeared to
be absent or were not supported by all caregivers.

Strengths and limitations

Clients with dementia and severe challenging behavior on
DSC units are often transferred to SCBS units. Little research
has been done into this specific group of clients, no known
research has been done into reasons to transfer in this spe-
cific group, although it is known that the relocation of frail
people often leads to relocation trauma (Castle, 2001; Mallick
& Whipple, 2000; McKinney & Melby, 2002). A strength of this
study is the in-depth insight it provides into reasons for trans-
fer in this specific client group by using rigorous qualitative
methodology with inductive thematic data saturation as a
guiding principle (Saunders et al., 2018). Furthermore, mul-
tiple researchers were involved, all relevant stakeholders in
the cases participated, and data triangulation was achieved
by combining individual and focus group interviews and
analytical techniques. This further strengthened the trans-
ferability, dependability, and confirmability of the data
(Korstjens & Moser, 2018). The resulting conceptual frame-
work provides a detailed overview of the central process with
its three main processes and the interaction between the
sub-themes.

As the data were collected during the COVID-19 pandemic,
all interviews were held online. The interaction between the
focus group participants was therefore more difficult to analyze.
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However, to improve reliability, investigator triangulation was
applied by involving two researchers in each of the interviews.
Furthermore, due to COVID-19 restrictions, the care provided
to the clients in this study differed from regular care. For exam-
ple, team meetings for reflection and training could not take
place. Therefore, the management of the challenging behavior
may have been even more difficult. Nevertheless, according to
participants, the difficulties mentioned within both the main
processes and the subthemes were all present before the
COVID-19 restrictions. Selective sampling may have occurred
since the participating DSC-units all had a SCBS-unit in their
region and they might have been more inclined to transfer peo-
ple with dementia and severe challenging behavior to this
SCBS-unit. Yet, this assumption has not been investigated in
our study.

Conclusion and implications

Relocating frail people often comes with trauma and should
therefore be prevented. Our study resulted in a conceptual
framework which may have important implications for daily
practice; the identified processes and themes may form the
basis of information gathering in cases of increasing challeng-
ing behavior. Assessing these will provide insight into the
complex processes that caring for severe challenging behavior
involves and may help to prevent relocation. Early detection
is needed to manage these extreme challenging behaviors
and to prevent further escalation. In addition to managing the
challenging behavior itself, the well-being of all people
involved should get attention and be seen as treatment-out-
come. Our results suggest that the wellbeing of the nursing
staff did not receive the necessary attention in the studied
cases. It showed how life-threatening situations on DSC units
occur and gave insights into the working conditions of nursing
staff. Further research may include cases without transfers and
give insight in how relocation was prevented. Overall, it can
be stated that nursing staff members tend to go over their
limits and experience difficulties in standing up for them-
selves. Thus, we encourage more research about relation-
ship-centered care to enhance the self-care and therefore
quality of care of professional teams and relatives.
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Appendix. Detailed applied methodology following the consolidated criteria for reporting qualitative
studies (COREQ) 32-item checklist

No. Iltem

Guide questions/description

In our research:

Domain 1: Research team and reflexivity

Personal characteristics
1.Interviewer/facilitator

2. Credentials
3. Occupation

4. Gender
5. Experience and training

Relationship with participants
6. Relationship established

7. Participant knowledge of the

interviewer

8. Interviewer characteristics

Domain 2: study design

Theoretical framework

9. Methodological orientation
and theory

Participant selection
10. Sampling

11. Method of approach
12.Sample size

13. Non-participation
Setting

14. Setting of data collection

15. Presence of non-participants

16. Description of sample

Data collection
17. Interview guide

18. Repeat interviews
19. Audio/visual recording
20. Field notes

21. Duration

Which authors conducted the interview?

What were the researcher’s credentials?
What was their occupation at the time of the

study?

Was the researcher male or female?
What experience or training did the

researcher have?

Was a relationship established prior to study

commencement?

What did the participants know about the
researcher? e.g. personal goals, reasons for

doing the research

What characteristics were reported about the

inter viewer/facilitator? e.g. Bias,

assumptions, reasons and interests in the

research topic

What methodological orientation was stated
to underpin the study? e.g. grounded
theory, discourse analysis, ethnography,
phenomenology, content analysis

How were participants selected? e.g.
purposive, convenience, consecutive,

snowball

How were participants approached? e.g.
face-to-face, telephone, mail, email
How many participants were in the study?
How many people refused to participate or

dropped out? Reasons?

Where was the data collected? e.g. home,

clinic, workplace

Was anyone else present besides the

participants and researchers?

What are the important characteristics of the
sample? e.g. demographic data, date

Were questions, prompts, guides provided by

the authors? Was it pilot tested?

Were repeat interviews carried out? If yes,

how many?

Did the research use audio or visual recording

to collect the data?

Were field notes made during and/or after the

interview or focus group?

What was the duration of the interviews?

LV and LB conducted the individual interviews

LV moderated the focus group interviews. LB asked additional questions, and
observed body language and interaction between the participants.

LV MA, LB MA/PhD, DG professor/MA/PhD, RK professor/MD/PhD, HS MA

LV health care psychologist in training to clinical psychologist, LB psychologist,
DG psychologist, RK elderly care physician', HS health care psychologist

LV Male, LB Female, DG Female, RK Male, HS Female

LV: psychology, entry-level knowledge in Atlas.ti, basic level knowledge
qualitative health research. LB: entry-level knowledge in Atlas.ti, basic level
knowledge in qualitative health research.

HS: entry-level knowledge in Atlas.ti, basic level knowledge in qualitative health
research.

Research team: RK and DG are researchers experienced in qualitative methods

The researchers did not know the study participants before the interview.

An information letter about the purpose of the study and practical information
about the interview was sent to the participants of eligible cases. At the start
of the interview/focus group more detailed information was given. Personal
goals were not discussed.

The profession of the interviewer was shared in the introduction of the
interviews.

A generic qualitative approach was used. Content analysis was used as strategy
and codes were generated from the data. Thematic analysis was used to
search for themes and patterns.>*

Three ‘severe challenging behaviour specialized units’ participated in our
research. Once a person was transferred to one of these units, LV was
contacted. If the inclusion criteria were met, the elderly care physician of the
unit asked the eligible relative if LV could contact them in order to provide
information about the research and to ask for participation. LV and LB
contacted the relative, because the people with dementia were mentally
unable to give consent, and formal caregivers to provide information and
sent an information letter with a statement of consent. After the statement
was signed, the interviews/focus group were planned.

Participants were contacted by telephone (LV and LB) and also received an
information letter by e-mail.

In total, 35 persons participated in this study.

In one case, the formal relative did not participate because of feelings of
overburden. In another case, the focus group with nursing staff could not
start, because of a high turnover of the nursing staff.

The data were predominantly collected during online interviews. In one case the
focus group was held face to face in the participating nursing home.

In one case, there was a second relative present, which did not actively
participated.

The characteristics of the participants are as follows; 35 participants in total. 33

were female, two were male. Occupation: two physician assistants, three elderly

care physicians, five psychologist, four relatives, 21 nursing staff members. For

the cases, age, sex and type of dementia are presented in Table 2. The interviews

and focus groups were held in the period of March 2021-December 2021.

For all the interviews, LV and LB used a semi-structured interview guide, in
which the main questions and sub-questions were displayed. These interview
guides were also used as an extra check to make sure all topics were
discussed. The interview guides were not pilot tested.

The topic list of the focus group-interviews could change after each focus
group-interview: debriefing took place between moderator and observer to
discuss the findings and to identify topics that could be explored further.
These results were also discussed with DG and RK and the interviewers
received feedback to improve the quality of the data.

No

Allinterviews were audio-taped and transcribed verbatim by two medical
students eliminating any names or privacy-related information.

Field notes were made by LV and LB during and after each individual and focus
group-interview.

The individual interviews lasted between 45 and 60 min.

The focus group-interviews lasted between 60 and 90 min.
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No. Item

Guide questions/description

In our research:

22. Data saturation

23. Transcripts returned
Domain 3: analysis and findings

Data analysis
24. Number of data coders

25. Description of the coding
tree
26. Derivation of themes

27. Software

28. Participant checking

Reporting
29. Quotations presented

30. Data and findings consistent
31. Clarity of major themes

32. Clarity of minor themes

Was data saturation discussed?

Were transcripts returned to participants for
comment and/or correction?

How many data coders coded the data?

Did authors provide a description of the
coding tree?

Were themes identified in advance or derived
from the data?

What software, if applicable, was used to
manage the data?

Did participants provide feedback on the
findings?

Were participant quotations presented to
illustrate the themes/findings? Was each
quotation identified? e.g. participant
number

Was there consistency between the data
presented and the findings?

Were major themes clearly presented in the
findings?

Is there a description of diverse cases or
discussion of minor themes?

All authors discussed findings and data saturation after each case. We stopped
inclusion after interviewing for five cases, because then we reached data
saturation based on not needing new codes during the final case.

No, but LV did a member check based on summaries of the interviews.

Four, LV, LB, MW, HS.

For the first two cases, all interviews were coded double by two persons (LV and
LB) and the coded transcripts were discussed in a consensus meeting with
DG and RK. The other cases were coded by LB, MW or HS and checked by LV.
After analysis of the first case, the coding tree was discussed in a meeting
with LV, LB, DG and RK. After each case, the coding tree was discussed and
the latest version of the coding tree was used for re-coding of the transcripts
of the other cases, to improve accuracy of the analysis.

No, the coding tree is available from the authors on request.

Themes were derived from the data. For each case, consensus meetings took
place with the involved data coders (LV, LB, HS, MW) and the other authors
(RK, DG). In these meetings, the case was discussed, categories were refined
into themes and sub-themes and an overall theme was defined. Per case,
summaries and mind maps of connections between themes were made for
within-case analysis (LV, HS, LB). MIRO was used for making these mind maps
per case and also for cross-case analyses of all cases. The mind maps were
discussed in meetings with all authors. For cross-case analyses, one mind
map was made of all mind maps together (LV, DG, RK) and discussed with the
other authors/coders. A final graphic representation (conceptual framework)
of the themes, sub-themes and their connections was made after several
group discussions.

Analysis with Atlas.ti version 7.1.4. was conducted during data collection (Atlas.ti
Scientific Software Development, Berlin, Germany). www.miro.com was used
for making code-trees and mind maps.

No

Yes, see results section of the manuscript. Quotes were translated into English by
a professional translation company.

Yes

Yes, see results section of the manuscript and Figure 3 ‘Conceptual Framework"

Yes

Abbreviations: LV, Leon Verhees; LB, Leonie Banning; DG, Debby Gerritsen; RK, Raymond Koopmans; HS, Hester Stalman; MW, Mandy Wijnen.
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