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Abstract

Since “living well with dementia” is a concept that varies from person to person, the care provided is expected to be customized to the individual needs of each person 
with dementia. Support is expected to involve shared decision-making between people with dementia and their caregivers, and a comprehensive geriatric assessment 
within the framework of the International Classifi cation of Functioning, Disability, and Health is expected to be conducted to help these persons with dementia realize 
their goals. Additionally, the Plan-Do-Check-Act cycle is expected to be regularly implemented to verify the effectiveness of the intervention. Although the disability of the 
individual with dementia increases as the disease progresses, it is important to support them to live positively by reducing their diffi  culties in daily living.
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There is now a trend to encourage the medicalization of care 
in the name of its scientifi cation. Regarding the management 
of Behavioral and Psychological Symptoms of Dementia (BPSD) 
in particular, it is recommended to identify the symptoms and 
develop a method of care for those symptoms. However, care is 
provided not for the symptoms but for the persons themselves. 
This manuscript proposes to reconsider the nature of dementia 
care as holistic and individualized.

The goals of dementia care

In the Diagnostic and Statistical Manual of Mental Disorders, 
5th Edition (DSM-5), dementia is defi ned as a progressive, 
neurodegenerative, and cognitive disorder characterized by 
a marked decline in cognitive function from previous levels 
and impaired independence in daily living [1]. In dementia, a 
decline in cognitive function makes it diffi cult to undertake 
social interactions smoothly. For example, symptoms of 
memory impairment may include the inability to recall 
appointments, schedules, or previous conversations. These 
symptoms can interfere with the social lives of individuals with 

dementia. Therefore, a person with dementia requires support 
from others ; in this regard, it is recommendable to have a good 
relationship with their caregivers.

One of the basic concepts of dementia care is that it is 
person-centered and emphasizes the relationship between the 
person with dementia and their caregiver [2]. Person-centered 
care ensures that the needs, preferences, and values of the 
person with dementia guide the clinical decision-making and 
that care is provided in a respectful and responsive manner [2]. 
In other words, dementia care is about supporting a person 
with dementia to “live better”. However, such support does not 
mean that the well-being of the caregiver is sacrifi ced. “Living 
well” may have different meanings for each individual, and 
this diversity is expected to be respected. Therefore, caregivers 
are expected to provide customized support for people with 
dementia according to the disease progression. Further, 
positive interaction between persons with dementia and their 
caregivers is desirable in order to improve the Quality of Life 
(QOL) of both parties [3]. If dementia care is not benefi cial to 
persons with dementia and their caregivers, in the long run, it 
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can lead to the deterioration of relationships and increase the 
burden of care for caregivers.

To live well every day with dementia, it is desirable that 
persons with dementia share the decision-making process 
with caregivers on providing support to protect their dignity 
and to stabilize the relationships with those around them. 
After the onset of dementia, even family members may fi nd 
it diffi cult to communicate with the person with dementia. 
It has been reported that sharing hobbies can help stabilize 
the relationship between persons with dementia and family 
members, reduce the BPSD, shorten the families’ care time, 
and improve the care skills of the family members [4,5].

In addition to the ethical and emotional aspects of empathy, 
caregivers are expected to have signifi cant cognitive empathy 
skills, which is the ability to understand the perspective of the 
person with dementia [6]. Cognitive empathy is important in 
dementia care, especially considering the factors behind the 
behaviors associated with cognitive decline, which make it 
diffi cult for people with dementia to communicate effectively.

Behavioral and psychological symptoms of dementia

BPSD is defi ned by the International Psychogeriatric 
Association (IPA) as a symptom of disturbances in perception, 
thought content, mood, or behavior that frequently occur 
in persons with dementia [7]. The specifi c BPSD includes 
psychological symptoms such as delusions, misperceptions, 
hallucinations, depression, and anxiety, as well as aggressive 
behavior, wandering, restlessness, and agitation [7]. BPSD is 
experienced by most people with dementia [8-10]. Caregivers 
often view BPSD as problematic behavior but they can be 
considered a sign that the needs of the person with dementia 
are not being met, including physical and psychological 
conditions, social interactions, and economic status (Figure 
1). The emergence of BPSD has been associated with increased 
caregiver burden [11-14], decreased QOL of caregivers and 
persons with dementia [13,14], and caregiver burnout [15].

In medical practice, the goal of the interventions for BPSD 
is mainly their reduction, while in dementia care, attempts 

Figure 1: Elements of unmet needs.
Unmet needs in all aspects, including physical and psychological conditions, social 
interactions, and economic status, manifest as behavioral and psychological 
symptoms of dementia.

are being made to recognize BPSD from the perspective of 
the person with dementia (except those caused by brain 
degeneration, such as the association between behavioral 
disorders and frontal lobes in frontotemporal dementia [16] 
and the association between visual hallucinations and frontal 
and occipital lobe functions in dementia with Lewy bodies [17]). 
As has been emphasized earlier, highly experienced caregivers 
are capable to exercise cognitive empathy to try to ensure 
that the normal human needs of persons with dementia are 
met, including undertaking meaningful activities, emotional 
satisfaction, and social communication [18]. Meeting the BPSD 
needs of persons with dementia will also lead to improved QOL 
[19,20], indicating that BPSD and QOL are inextricably linked 
[21]. Caregivers are required to provide holistic care rather 
than focus on a single BPSD symptom. It can be inferred that 
meeting the needs of people with dementia through holistic 
care will lead to “living well with dementia”.

Implications of assessing behavioral and psychological 
symptoms of dementia indicators in dementia care

There are three purposes for using BPSD assessment 
indicators for caregivers and health care professionals. The fi rst 
is to identify obstacles to living better. Caregivers may identify 
the needs of a person with dementia by examining the person’s 
words and nonverbal expressions, including facial expressions, 
gestures, voice, and behavior. However, this requires that 
caregivers have specifi c skills. Otherwise, caregivers can use 
the BPSD assessment index as a tool to evaluate the needs of 
the person with dementia that they have not noticed before. 
Second, the assessment can serve as a communication support 
tool to analyze the background factors that cause BPSD and 
to discuss how to cope with the problem among the team of 
formal caregivers. Third, it can be an opportunity for caregivers 
to refl ect on their care and how it affects the improvement or 
worsening of symptoms. 

Although assessing BPSD is useful for professional 
caregivers, it is not enough to assess BPSD alone; assessment 
from a comprehensive perspective is desirable. Therefore, 
Comprehensive Geriatric Assessment (CGA) [22] is useful for 
the holistic care of people with dementia (Figure 2).

Tailor-made dementia care

In dementia care, holistic, individualized interventions are 
desirable, whereas, in usual medical practice, the evidence-
based standard treatment is recommended for an identifi ed 
symptom. 

However, even in usual medical practice, physicians and 
medical professionals do not paternalistically decide and 
implement treatment regardless of the person’s will. The 
physicians and medical professionals are expected to provide 
information based on evidence, share the information with 
the person, respect the person’s will, and decide the treatment 
policy with a Shared Decision-Making (SDM) approach [23]. In 
dementia care, respecting the will of the person with dementia 
is even more important. Since dementia care is desirable 
to be an intervention centered on and tailored to the person 
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with dementia, it is desirable to undertake an SDM approach 
by including people with dementia, those close to them, and 
healthcare professionals, while respecting the person with 
dementia’s values and wishes and taking into consideration 
the current situation, balance of benefi ts and harms of the 
prescribed treatment, and other information.

F igure 3 depicts an SDM chart in the provision of dementia 
care by professional caregivers: the fi rst step is to determine 
the goals of care together with the person with dementia 
through communication tailored to the person’s cognitive 
function. Next, the caregiver is expected to analyze the overall 
policy of care within the framework of the World Health 
Organization International Classifi cation of Functioning, 
Disability, and Health (ICF) [24]: applying the CGA assessment 
to the ICF framework to form a holistic image of the person 
with dementia (Figure 4). Furthermore, care staff is expected 
to practice the Plan-Do-Check-Act (PDCA) cycle [25], a 
method of continuous improvement. In other words, they 
are expected to comprehensively evaluate the person with 
dementia using CGA, plan the care (Plan), practice the care 
(Do), check the effectiveness (Check), formulate improvements 
and countermeasures (Act), and develop new care plans (Plan) 
(Figure 3).

The composition of this tailor-made intervention is 
expected to be holistic, including maintaining residual abilities, 
psychological aspects, and a supportive environment, including 
family support [26]. In addition, as dementia progresses, the 
disability of the person with dementia increases, and the needs 
of people with dementia change depending on the disease 
progression as well as on their physical and psychological 
condition. Hence, it is necessary to provide care that meets the 
needs of the persons with dementia according to their situation 
and progression of dementia. 

Asking persons with dementia what makes them happy

As mentioned above, BPSD and QOL are inextricably linked 
[21] and care for BPSD aims at meeting the unmet needs of 

persons with dementia. Therefore, it may be desirable to go 
one step further and more proactively ask the person with 
dementia directly “What makes you happy?” [27-29]. What 
makes a person with dementia happy (the overall goal of life) 
varies from one individual to another. Therefore, caregivers are 
desirable to support people with dementia according to their 
wishes considering their perspective. 

Limitations

This manuscript is the view of the author, who will continue 
to accumulate evidence in line with this view. As mentioned 
in the introduction, this manuscript proposes to reconsider 
dementia care as a holistic and individualized approach. To 
this end, it may be required to demonstrate the unique value of 
this model of care, rather than medicalizing it, by presenting 
evidence of its advantages in comparison with the conventional 
medical framework of identifying symptoms and verifying the 
effects of the prescribed interventions [30].

Conclusion

Dementia care is about “living well with dementia,” and 
since what makes a person with dementia feel happy varies 
from person to person, tailored interventions are desirable. 
Dementia care aims to create a relationship of mutual 
coexistence and reciprocity in which the person with dementia 
is grateful for the support ofothers and does what he or she can 
to help others. Even though the number of things that a person 
with dementia cannot do increases as the disease progresses, 
it is important to support that person is looking for things that 
they can do and live positively while receiving support from 
others.
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Figure 2: Comprehensive assessment for “living well with dementia” (based on 
reference [21]).
It is important for caregivers to provide individualized support to people with 
dementia since their backgrounds differ greatly from person to person. To live 
well with dementia, caregivers must plan care from a comprehensive perspective; 
otherwise, it will be diffi  cult to meet the needs of the person with dementia. Therefore, 
caregivers need to grasp the whole picture by conducting a comprehensive 
assessment, such as the comprehensive geriatric assessment (CGA).

Figure 3: Process of the dementia care model.
In dementia care, shared decision-making between the person with dementia and 
the caregiver is carried out at every step of the process. The fi rst step is to determine 
the goals of care for people with dementia and their caregivers. Caregivers analyze 
current issues and conduct assessments within the framework of the International 
Classifi cation of Functioning, Disability, and Health. The caregiver matches the 
results of these assessments and repeats the Plan-Do-Check-Act process for 
continuous improvement.
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Figure 4: Organizing our understanding of dementia based on the International Classifi cation of Functioning, Disability, and Health.
The International Classifi cation of Functioning, Disability, and Health classifi es functioning from a holistic perspective, shifting from the International Classifi cation of 
Impairments, Disabilities, and Handicaps [24], which focuses on individual diseases and disabilities. 
It shows the perspective of the quality of life of the person with dementia and their life as a whole. Next, caregivers will identify body functions and structures, activities, 
participation, environmental factors, and personal factors to solve the current issues. Behavioral and psychological symptoms of dementia (BPSD) are characteristic of 
dementia and are classifi ed differently according to symptoms. Symptoms of brain degeneration are considered to belong to the “Body Functions and Structures” category 
(e.g., optical illusions). Some behavioral symptoms belong to “Activities” (e.g., wandering) and others to “Participation” (e.g., violence and verbal abuse). BPSD may be 
infl uenced by environmental factors and physical conditions (e.g., pain, sleep, constipation, dehydration), which may result in increased symptoms.
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