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ABSTRACT

Dementia is associated with increasing dependence and complex care needs, placing significant psychological
and practical demands on caregivers. Understanding how caregivers maintain emotional stability under these
conditions has led to growing interest in resilience as a protective construct. This literature review examines
how resilience is conceptualized, the factors that shape it, and the relevance of established measurement tools,
particularly the Connor-Davidson Resilience Scale (CD-RISC), in assessing adaptive capacity among dementia
caregivers. Evidence from global and Indonesian studies demonstrates that CD-RISC is a useful instrument for
identifying variations in coping ability and for linking resilience with caregiver well-being. Across the
literature, resilience emerges as a multidimensional process influenced by personal beliefs, coping strategies,
and external supports. The findings highlight the potential of resilience-focused approaches to alleviate
caregiver burden and inform intervention development. Continued research is needed to explore culturally
specific determinants of resilience and to evaluate models that strengthen long-term caregiving capacity.
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INTRODUCTION

Dementia is a progressive neurodegenerative
syndrome characterized by a decline in cognitive,
behavioral, and functional abilities severe enough
to interfere with daily life [1]. The global burden of
dementia continues to rise at an unprecedented
rate. In 2020, more than 55 million people were
living with dementia, and this number is projected
toincrease to 78 million by 2030. These projections
highlight dementia as a growing public health and
socioeconomic challenge, especially in low-income
and middle-income countries where healthcare
resources remain limited [2, 3].

The progression of dementia is frequently
accompanied by complex neuropsychiatric
symptoms that intensify care needs and place
substantial demands on caregivers, most of whom
are family members in many cultural contexts [4].
Caregivers often assume responsibilities that extend

beyond physical assistance to encompass emotional
support, behavioral = management, medical
coordination, and continuous supervision. Such
prolonged and multifaceted demands expose
caregivers to chronic stress, social isolation, reduced
physical health, and diminished quality of life [5].

Given these challenges, understanding caregivers’
capacity to adapt to persistent adversity has become
increasingly important. Resilience, defined as the
ability to preserve or regain psychological stability
in the face of substantial stressors, plays a pivotal
role in influencing caregiving outcomes [6]. Existing
literature indicates that resilience arises from the
interaction of personal attributes, coping mechanisms,
cultural values, and the availability of social
supports. Validated tools as the Connor-Davidson
Resilience Scale 25 (CD-RISC-25), allow for
systematic assessment of resilience across emotional,
cognitive, behavioral, and spiritual domains [7, 8].
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This literature review synthesizes current evidence
on dementia, caregiver burden, and the conceptual
foundations of resilience to provide a comprehensive
theoretical basis for examining resilience among
dementia caregivers. Particular attention is given to
the sociocultural characteristics of Indonesia, where
familial expectations, cultural norms, and community
structures play a significant role in shaping caregiving
experiences and adaptive capacities [9].

METHODS

This literature review was conducted using a
narrative synthesis approach to examine current
evidence on dementia, caregiver burden, and
psychological resilience. Relevant academic sources
were identified through searches in major academic
databases using key terms associated with dementia
caregiving and resilience. No primary data collection
or statistical analysis was conducted.

REVIEW CONTENT
(1) Dementia

¢ Definition and Epidemiology of Dementia

The literature describes dementia as a progressive
decline in cognitive functioning that affects
memory, thinking, behavior, and the ability to
perform everyday activities [1]. It occurs when
nerve cells in the brain deteriorate or cease to
function properly [2]. Although most common in
older adults, dementia is not a normal part of aging.
[ts severity ranges from mild cognitive impairment
to advanced stages in which individuals become
fully dependent on others for basic daily functions.
Several types of dementia exist, including
Alzheimer’s disease, vascular dementia, Lewy body
dementia, and frontotemporal dementia, with
Alzheimer’s disease accounting for 60-80% of all
cases [10].

In 2023, an estimated 55 million people worldwide
were living with dementia, with approximately 10
million new cases each year, and two-thirds
occurring in low-income and middle-income
countries. Dementia is the seventh leading cause of
global mortality and a major contributor to
disability and dependency among older adults [2].
In Indonesia, around 1.2 million people were
affected in 2016, increasing to an estimated 2
million by 2030 and 4 million by 2050 [11]. A more
recent study conducted in 2021 across Java and
Bali reported a prevalence of 27.9% among
individuals aged 60 years and older [12].

e Risk Factors and Symptoms of Dementia

The likelihood of developing dementia is
influenced by risk factors that emerge at different
stages of life. In early adulthood, limited
educational attainment reduces cognitive reserve
and increases vulnerability. Midlife contributors
include hearing loss, obesity, hypertension, and
alcohol use, whereas in later life, conditions such as
depression, physical inactivity, social isolation,
diabetes, smoking, and air pollution further elevate
risk [13].

When the condition begins to develop, individuals
typically show gradual progressive symptoms.
Early manifestations often involve memory
difficulties, reflecting accelerated neuronal
dysfunction beyond normal aging [1]. Over time,
additional problems may appear, including
reduced attention, challenges performing daily
activities, disorientation, visuospatial difficulties,
impaired communication, misplacing objects,
poor judgment, withdrawal from social
engagement, and changes in personality or
behavior [11].

e Physical, Psychological, and Behavioral Changes in
Dementia

As the condition progresses, individuals with
dementia experience a range of physical,
psychological, and behavioral changes. Unintentional
weight loss is common and is often linked to reduced
sensory awareness, weakness of orofacial muscles,
and impaired swallowing coordination, which make
eating increasingly difficult [14]. Mobility limitations
also emerge. A study from Brazil reported that people
with dementia show markedly reduced life-space
mobility and require more assistance to achieve
higher levels of movement than cognitively healthy
older adults [15].

Psychological = manifestations are  equally
significant. Difficulties may arise in both expressing
and experiencing emotions. Impaired emotional
communication includes diminished facial
expression, reduced comprehension of prosody,
and alexithymia, or difficulty identifying and
describing feelings. Disturbances in emotional
experience may involve depression, anxiety,
hallucinations, delusions, agitation, and aggression,
all of which negatively affect the quality of life of
both patients and caregivers [16].

Sleep disruption represents another prominent
issue. Many individuals exhibit insomnia and
fragmented sleep, with reductions in total sleep
time, slow-wave sleep, and REM sleep [17]. These
alterations are closely associated with worsening
cognitive [18].

Behavioral changes, particularly apathy, also
frequently develop. Apathy is characterized by
reduced motivation, diminished goal-directed
behavior, and decreased initiative. It is associated
with faster functional decline, poorer quality of life,
reduced performance in daily activities, and
accelerated global deterioration. Up to 70% of
individuals with dementia experience apathy at
some stage, and this symptom substantially
increases caregiver burden [19, 20].

These progressive and multidimensional changes
not only affect individuals with dementia but also
directly shape the demands placed on those who
care for them. As functional dependence increases,
caregivers become central to managing daily needs
and responding to the evolving challenges of the
disease.
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(2) Caregivers

¢ Definition and Types of Caregivers

A caregiver is described by the National Cancer
Institute as an individual who provides assistance
to someone requiring support, including children,
older adults, individuals with disabilities, or those
living with chronic illness. Caregiving may be
carried out by health professionals, family
members, friends, social workers, or community
members across settings such as the home,
hospitals, or long-term care facilities [21].
Caregivers are generally classified into formal and
informal roles. Formal caregivers are paid workers
or trained volunteers affiliated with health or social
service organizations. Their services may include
home-based care, community programs such as
adult day services, or residential facilities including
nursing homes [22].

In contrast, informal or family caregivers provide
unpaid support to relatives or loved ones with
chronic illness or disability within the home or
community. Although caregiving can offer
emotional fulfillment, informal caregivers often
face considerable challenges, including poorer
well-being, financial strain, and increased risk of
anxiety, stress, and depression [23].

e Caregiver Stressors

Increasing care needs and dependency among
individuals with dementia place substantial
physical and psychological demands on caregivers.
Stress often arises from limited personal time, lack
of support from other family members, inadequate
caregiving knowledge, caregiver age, and feelings
of guilt when patient needs cannot be met [4].
Evidence also shows that dementia caregivers
experience higher stress levels than caregivers of
other chronic conditions, placing them at greater
risk of burnout [24].

e The Effects of Caregiving

The effects of caregiving are multifaceted. Feelings
of loneliness and social isolation are common,
driven by reduced social engagement and
emotional connection. In the United Kingdom, for
example, eight out of ten caregivers reported
significant loneliness related to their caregiving
responsibilities [25, 26]. Physical health may also
decline, particularly among informal caregivers
who have limited time for self-care, with reports of
fatigue and weight loss being frequent concerns
[27].

Emotionally, prolonged caregiving can lead to
substantial stress and depressive symptoms. A
study from Brazil found that 86.4% of caregivers of
individuals with Alzheimer’s disease experienced
stress, and 36.9% reported depression. These
emotional burdens can accumulate over time,
contributing to a decline in caregivers’ overall
quality of life. As patient dependency increases, the
strain on caregivers intensifies, creating a cycle of
stress, exhaustion, and reduced well-being [28].

Given the significant and cumulative pressures
faced by caregivers, understanding the factors that
help them maintain psychological stability
becomes essential. In this context, resilience has
emerged as a critical concept in explaining how
caregivers adapt to prolonged stress and sustain
their well-being.

(3) Resilience

o Definition and Aspects of Resilience

Resilience is described as both a process and an
outcome of adapting to challenging life experiences,
particularly those that disrupt emotional, mental, or
behavioral stability. It enables individuals to regain
previous levels of well-being and maintain
functioning during periods of adversity [6, 29].

The literature identifies three core aspects of
resilience. Adaptive characteristics refer to personal
qualities that support effective adjustment in
stressful situations. Withstanding stress involves
the ability to endure pressure while minimizing
negative psychological impacts. Bouncing back
reflects the capacity to recover quickly from
adversity and restore emotional balance [30].

Resilience is shaped by both internal and external
factors. Internal factors include religiosity,
awareness of social support, willingness to learn,
and self-understanding. These elements strengthen
a person’s ability to cope, develop motivation,
regulate emotions, and manage stress. Religiosity, in
particular, may foster acceptance and meaning-
making during difficult experiences. External factors
encompass social support, psychological
interventions, availability of public services for
individuals with disabilities, and inspirational role
models. Support from family, peers, and
community networks helps individuals feel less
isolated, while psychological and community-
based interventions provide structured guidance
to rebuild emotional strength [31].

o Strategies That Strengthen Resilience

Resilience can be cultivated through a variety of
adaptive approaches that help individuals navigate
challenging circumstances more effectively. One
important strategy is positive reappraisal, the
process of viewing difficult situations through a
more constructive lens. By reframing adversity,
individuals are better able to step beyond their
comfort zones, which strengthens confidence and
promotes psychological growth. Acceptance and
mindfulness also play a meaningful role in
enhancing resilience. These practices encourage
individuals to pause, acknowledge their present
experiences without judgment, and gain clarity
about the circumstances they face. Such awareness
supports more intentional decision-making and
allows individuals to redirect their efforts in ways
that align with their goals and values. Perseverance
further contributes to resilience by fostering
determination and the willingness to continue
striving despite setbacks, uncertainty, or emotional
strain [6].
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Another key element is self-efficacy, or the belief in
one’s own capacity to manage and overcome
adversity. When individuals trust their ability to
cope, they are more likely to engage in effective
problem-solving and maintain emotional stability
during periods of stress. Developing a sense of
meaning and purpose provides additional
motivation, offering direction and a reason to persist
even when challenges intensify. Social support also
forms an essential pillar of resilience. Supportive
relationships, whether from family members,
friends, peers, or community groups that will
provide emotional reassurance, practical help, and a
sense of belonging. These connections reduce
feelings of isolation and reinforce the individual’s
ability to adapt and recover. Together, these
strategies create a multidimensional foundation that
promotes psychological strength and sustained
well-being in demanding circumstances [6].

e Assessment of Resilience Using CD-RISC

Assessing resilience requires valid and reliable
tools, with two of the most widely used being the
Brief Resilience Scale (BRS) and the Connor-
Davidson Resilience Scale (CD-RISC) [7]. The CD-
RISC was originally developed by Connor and
Davidson to evaluate an individual’s ability to adapt
and recover after adversity. It was later expanded
into a 25-item version (CD-RISC-25), which captures
core aspects of emotional strength, coping,
motivation, and meaning. The items are organized
into five domains: personal competence, trust in
one’s instincts and tolerance of stress, positive
acceptance of change and secure relationships,
sense of control, and spiritual influence, providing a
comprehensive framework for understanding
resilience as a multidimensional construct [8].

Several empirical studies have applied CD-RISC to
assess resilience among caregivers of people with
dementia, providing evidence for its practical
relevance. In Indonesia, a cross-sectional study of 42
family caregivers of individuals with dementia
reported moderate resilience levels measured by
the CD-RISC, with no significant associations found
between resilience and demographic
characteristics, suggesting that resilience may be
influenced more by psychosocial and environmental
factors than by age or caregiving duration [32]. In
related research beyond dementia caregiving,
psychometric evaluations have affirmed the
reliability and structural validity of the CD-RISC-25
across diverse adult groups, and a systematic review
has highlighted the scale’s conceptual robustness for
caregiving and health research. Additionally, studies
applying CD-RISC-25 in caregiver populations, such
as those caring for individuals with chronic
neurological conditions consistently show that
higher resilience scores are associated with better
quality of life and reduced caregiver burden [33, 34].
Together, these findings underscore the CD-RISC-
25’s utility for capturing multidimensional
resilience and support its application in future
dementia caregiving research.

CONCLUSIONS

This literature review demonstrates that dementia
produces complex physical, psychological, and
behavioral challenges that significantly increase
caregiving demands and heighten the risk of stress,
emotional strain, and reduced quality of life for
caregivers. Resilience plays a central role in
enabling caregivers to adapt and recover amid
chronic caregiving pressures. Supported by both
internal strengths and external resources,
resilience provides a foundation for coping
effectively with ongoing adversity. Evidence from
prior studies utilizing the CD-RISC among dementia
caregivers further demonstrates the scale’s
relevance in identifying protective factors
associated with improved emotional and functional
outcomes. Strengthening resilience through
supportive, culturally responsive strategies offers a
promising pathway to reducing caregiver burden
and promoting long-term well-being. Future
research should continue examining resilience
within diverse sociocultural settings and develop
interventions that effectively support dementia
caregivers across the progression of the disease.
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