
COMMEN TAR Y

Like beauty and contact lenses, the meaning of dementia
behavioral changes is in the eyes of the beholder

Dementia, calledMajor Neurocognitive Disorder in
the DSM-5, is a syndrome associated with progres-
sive and irreversible decline of brain functioning,
leading inevitably to dependent on others to perform
activities of daily living. Dementia can be the result
of a variety of diseases, but 60–70% of the cases are
caused by Alzheimer’s disease (AD). Recent epide-
miological estimations suggest that the number of
people living with dementia worldwide will increase
from about 55 million today to approximately 78
million in 2030 and 139 million in 2050 (World
Health Organization, 2022).

Although the main clinical manifestation of
dementia is a significant decrease in cognitive func-
tioning (thinking, remembering, and reasoning),
most individuals with the diagnosis also display
noncognitive symptoms at some stage of the disorder.
These are commonly referred to as behavioral and
psychological symptoms of dementia (BPSD) and
may be classified into four clusters: psychosis (delu-
sions and hallucinations), affective syndrome (anxiety
and depression), psychomotor syndrome (agitation,
aberrant motor behavior, irritability), and mania
(euphoria, disinhibition, apathy). A recent systematic
review based on 30 cross-sectional studies showed
that the prevalence of BPSD in the community
ranged from 4% (for mania disturbances) to 56%
(for anxiety), depending on the type and severity of
dementia and the behavior examined (Kwon and
Lee, 2021). Higher rates were reported by other
reviews, including longitudinal studies and those
conducted in acute care and long-term institutions.
Overall, it is estimated that up to 90% of people living
with dementia display at least one type of BPSD
during the course of their illness.

Such extremely high prevalence rates are worri-
some especially given the harmful consequences of
BPSD. These include decreased quality of life and
quality of treatment and increased distress and
health deterioration of both people living with
dementia and their caregivers. Other negative effects
of BPSD include increased stigma, frequent hospi-
talization, and early institutionalization. Clarifying
the causes and the meaning of BPSD is, therefore,
crucial for preventing, managing, and reducing their
economic and emotional costs (Burley et al., 2020).

Recent studies have started moving away from an
understanding of BPSD as a series of pathophysio-
logical changes in the brain to the recognition that it
involves a complex interaction between biological,
psychological, and social factors (Werner et al.,
2022). Today, threemainmodels are used to explain
BPSD: (a) the unmet needs model (also called the
need-driven, dementia-compromised behavior model)
conceptualizes BPSD as the manifestation of dis-
tress provoked by physical or psychological needs
(such as pain or loneliness) that the person with
dementia is unable to communicate and satisfy,
often as a result of caregivers’ inability to understand
them (Cohen-Mansfield, 2000); (b) the behavioral/
learning model postulates that BPSD is the result of a
conditioning process emerging in response to envi-
ronmental triggers, especially caregivers reinforcing
disruptive behavior This model led to the develop-
ment of the Antecedent-Behavior-Consequence
(A-B-C) approach for the management of BPSD
which seeks to identify and reduce the antecedents
by providing adequate responses; (c) the environ-
mental vulnerability/reduced stress-threshold model
explains the manifestation of BPSD as a reaction
to discrepancies between the needs and capacities of
the person with dementia and the over- or under-
stimulating environment (Cohen-Mansfield, 2000).

These psychosocial models for the understanding
and treatment of BPSD are not mutually exclusive
and are all based on a person-centered approach.
Dementia person-centered care, initiated by
Kitwood (1997), proposes to expand the reduction-
ist biomedical view of dementia through a holistic
perspective aimed at improving the quality of life
and care of people with dementia based on their
remaining strengths, individual needs, values, and
preferences. Yet, the well-being of people with
dementia is closely tied to that of their caregivers,
especially when dealing with the onset of BPSD,
which is closely related to caregivers’ distress and
burden. Recently, dementia person-centered care
has been expanded into a “relationship-centered”
approach that includes the views and preferences of
the person with dementia and the caregiver, their
relationship, and communication patterns (Mohr
et al., 2021). The work by Burley et al. (2022) is
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one of the few studies that adopt this much-needed
approach.

Using a qualitative design, these authors explored
the opinions of people with dementia and their care-
givers about behavioral changes, their management,
and the terminology used to label them. This is a
timely study of both scientific and clinical impor-
tance. It shows that except for a general agreement
about the lack of knowledge, awareness, and empathy
toward people with dementia and their caregivers,
study participants expressed different views about
behavioral changes and their management. This find-
ing, supported by a previous bi-national study exam-
ining the meaning of fear for different stakeholders
(Werner et al., 2021), suggests that before choosing
the adequate intervention to reduce the noxious
effects of behavioral changes, it is necessary to con-
sider the unique causes for theirmanifestation, as well
as the characteristics, perceptions, and preferences of
both caregivers and carereceivers.

Although Burley’s publication focuses on people
with dementia and their caregivers in the commu-
nity, the topic applies also to long-term care facili-
ties. It has been consistently documented that, likely
as a result of the severity of the disorder, the preva-
lence of BPSD is higher in people with dementia in
nursing homes than in the community. Applying
patient-centered care practices to manage BPSD is
challenging and complicated in these settings
because of difficulties at the facility level (lack of
resources and staff turnover), staff level (high levels
of caregivers’ stress), resident level (advanced cog-
nitive impairment and communication difficulties),
and family level (lack of knowledge about the sever-
ity of the situation and lack of understanding of
care practices) (Sefcik et al., 2020). Examining
how the views and preferences of those involved
in providing care and support to nursing home
residents can be integrated with care plans for man-
aging BPSD is of utmost importance. A promising
approach to reducing the manifestations of BPSD
in various settings is the Describe, Investigate,
Create, and Evaluate model (Kales et al., 2015),
which incorporates inputs from family and profes-
sionals, but it does not solicit input from the person
living with dementia.

Another important question raised by Burley and
colleagues is whether the views of people with
dementia and their caregivers about BPSD vary
with the type of dementia, with any particular symp-
tom, or both. Although similar manifestations of
BPSD have been reported in different types of
dementia (Schwertner et al., 2022), given the differ-
ences in their complexity, the degree of disturbance,
and the challenges involved in their management, it

is reasonable to expect different views for different
situations and realities.

Burley and colleagues also addressed the termi-
nology used by people with dementia and their
caregivers to describe behavioral changes. Language
shapes the way we conceptualize, perceive, and feel
the world and other people. The choice of language
or terminology we use can either empower or under-
value the identity, self-esteem, and behavior of a
person, and intentionally or unintentionally gener-
ate or perpetuate the stigma ascribed to a person or a
group with a disease or disability (Werner et al.,
2022). This is especially true in the case of BPSD. In
the last years, we have witnessed social media cam-
paigns identified under the tag #BanBPSD calling
to avoid the use of this umbrella term because of its
strong association with a biomedical rather than a
person-centered philosophy, leading to the overuse
of chemical and physical restraints and reinforcing
stigmatic beliefs about people with dementia and
their family caregivers (Cunningham et al., 2019;
Warren, 2022). By examining the preferred termi-
nology used by people with dementia and their
caregivers, Burley et al. confirm the findings of a
few others that BPSD is not the term of choice of
caregivers despite being the one most commonly
used in clinical settings (Gilmore-Bykovskyi et al.,
2020; Wolverson et al., 2022).

In sum, the complexity of the treatment and care
of dementia became generally accepted in the last
years, leading to the need for an individualized,
relationship-centered approach. At the NIH Alzhei-
mer’s Disease Research Summit in 2018, more than
80 experts in the area recommended that the main
strategy to be implemented until 2025 should be to
individualize and differentiate the treatment pro-
vided to people with dementia according to their
characteristics. The discussions and recommenda-
tions at this meeting, however, concerned only the
use of precision medicine, concentrating fully on
biological and genetic characteristics to tailor pre-
vention and care to the needs of the person (NIH,
2022). In 2019, the Alzheimer’s Association con-
vened the Dementia Care Provider Roundtable to
clarify and define how to provide person-centered
care specifically for BPSD (Fazio et al., 2020).
Twenty-three experts produced five practice recom-
mendations to implement a person-centered
approach in the community and in long-term insti-
tutions, conceptualizing changes in behavior as
expressions of needs, stressing the requirement to
examine antecedents, and displaying clinical and
administrative flexibility before implementing rigor-
ous identical protocols to different individuals. The
group also recommended changing the use of the
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terms “BPSD” and “challenging behaviors” to
“behavioral expressions of dementia.”

The study by Burley and colleagues adds to this
new initiative by supporting the adoption of a person-
centered research and clinical approach in dementia
in general and in the management of BPSD in par-
ticular. The authors should be commended for con-
ducting one of the few published studies allowing
persons with dementia and their caregivers to express
their needs and preferences in their own voices.
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