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Abstract

Aims: This study aims to qualitatively explore the positive experiences of caregivers
for people with dementia (PwD).

Methods: A descriptive phenomenological design was employed with purposive
sampling. This study was conducted in Indonesia by the Alzheimer’s Indonesia
organization. Participants were selected using purposive sampling methods. The
study involved 11 caregivers, including paid caregivers and family members,
including children, grandchildren, spouses, siblings, and other close relatives, who
had provided care for at least one year. Data were collected through in-depth
interviews conducted face-to-face or via Zoom in 2022. Colaizzi’s method guided the
data analysis to extract significant statements, formulate their meanings, and
identify emerging themes. Rigor was ensured through data triangulation, peer
checking, and participant validation.

Results: The study identified four main themes reflecting the positive experiences of
caregivers of persons with dementia: (1) Personal Growth and Development,
including increased patience, empathy, and caregiving competence; (2) improved
relationships and connections, characterized by stronger emotional bonds and
supportive family dynamics; (3) Search for Meaning and Role Satisfaction, where
caregiving was seen as a purposeful, spiritually meaningful role; and (4) Positive
Psychological Outcomes, such as reduced stress, greater emotional resilience, and
enhanced well-being.

Conclusion: Despite the challenges, caregiving for individuals with dementia can
lead to personal growth, stronger relationships, a sense of meaning, and emotional
resilience. These positive experiences highlight the importance of supporting
caregivers and recognizing their strengths.
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Introduction

Dementia is a significant and growing public health issue that affects millions of
people worldwide (Laparidou et al., 2019). The World Health Organization (WHO)
estimates that 55 million individuals currently live with dementia globally, a figure
expected to rise to 78 million by 2030 and 139 million by 2050 (World Health
Organization, 2021). Dementia impacts multiple dimensions of an individual's life,
including cognitive abilities, emotional well-being, and social interactions
(DiSantostefano, 2018; Li et al., 2017). Its progressive nature often results in
increased dependency and the need for long-term care (Van Buuren et al., 2022). In
many societies, particularly in low- and middle-income countries, family members
often bear primary caregiving responsibilities, frequently without formal training or
adequate resources (Ho et al., 2024).

Caregiving for persons with dementia is frequently viewed through the lens of burden
and stress, overshadowing the potential positive aspects that caregivers may
experience (Kunicki et al., 2021; Zhang et al., 2020). Caregivers often experience high
levels of stress, anxiety, and depression owing to the intensive demands of dementia
care (Orlova et al., 2024). This psychological strain is exacerbated by disease
progression and the complexity of daily caregiving tasks (Leon-Campos et al., 2018).
The stress-process model in caregivers captures the main challenges they face and
highlights the types of support they need from healthcare services (Laparidou et al.,
2019).

However, in recent years, there has been growing recognition that caregiving is not
solely a negative experience (Hall et al., 2024). Despite these challenges, emerging
research indicates that informal caregivers of PwD report meaningful and positive
experiences throughout their caregiving journeys (Yuan et al., 2023). These positive
aspects have been shown to moderate caregiver stress and enhance overall well-being
(Walker et al., 2016). According to the transactional model of stress and coping,
stress occurs when individuals perceive environmental demands as threats to their
well-being that exceed their coping resources (Werntz et al., 2015; Yuan et al., 2023).
Within this framework, positive caregiving experiences are valuable coping resources
that can buffer the adverse effects of caregiving-related stress (Leén-Campos et al.,
2018). Prior studies involving dementia caregivers have demonstrated a significant
inverse relationship between positive caregiving experiences and caregiver burden.

Despite this evolving perspective, much of the current evidence stems from Western
contexts, potentially overlooking the influence of cultural, spiritual, and familial
values that shape caregiving in other regions (Yuan et al., 2023). In collectivist
cultures, caregiving is often closely linked to familial responsibility, religious
devotion, and cultural norms, which significantly influence the challenges and
perceived benefits of caregiving (Kline & Killoren, 2022; Zhan, 2004). Thus, this study
addresses this gap by exploring positive caregiving experiences within the Indonesian
cultural context. This study aimed to qualitatively explore the positive experiences of
caregivers of PwD, drawing on diverse caregiving roles, including those of adult
children, spouses, and formal caregivers. Through in-depth interviews, this research
seeks to understand how caregiving fosters emotional growth, strengthens
interpersonal connections, nurtures meaning and role satisfaction, and contributes
to psychological well-being of the caregivers.
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Methods

Study Design

A descriptive phenomenological study was conducted using in-depth interviews for
data collection. This study followed the methodological framework for descriptive
phenomenological research proposed by Abraham & Padmavathi (2024).

Population and Sample

The participants were caregivers who provided care to individuals with dementia.
These caregivers were paid caregivers and family members, including children,
grandchildren, spouses, siblings, and other close relatives, such as nieces, nephews,
daughters-in-law, or parents-in-law, who provided direct care and support for
individuals with dementia. This study included 11 caregivers. No eligible participants
refused to participate, and there were no dropouts during the study period. The
number of participants was determined based on data saturation, which was reached
when no new information or themes emerged in the interviews. After the eleventh
interview, the researcher observed repetition in participants’ responses, indicating
that the data had reached saturation.

Participants were selected using purposive sampling, a non-probability sampling
technique commonly used in qualitative research. This approach allowed the
researcher to intentionally recruit individuals who met specific criteria relevant to
the study objectives. Participants were identified through the Alzheimer’s Indonesia
organization, which provides support and networking for families of individuals with
dementia. The inclusion criteria for participants were: (i) family members and paid
caregivers who are currently providing care for a person with dementia, (ii) aged 18
years or older, (iii) having provided care for at least one year, (iv) able to communicate
fluently in Indonesian, and (v) directly involved in caregiving activities.

Instrument

In qualitative research, the primary instrument is the researcher. The in-depth
interview guide used in this study consisted of six open-ended questions developed
based on the research objectives and a review of the relevant literature on the positive
aspects of caregiving and dementia care. To ensure clarity and appropriateness, the
interview guide was reviewed by two experts in qualitative research and gerontology
nursing. A pilot interview with one caregiver was also conducted to test the clarity
and flow of the questions, and minor adjustments were made before the main data
collection began. The interview guide included the following questions: (1) Can you
describe your experience caring for a person with dementia? (2) Could you share how
you feel about the caregiving process? (3) Have you experienced any positive aspects
of your life while caring for a person with dementia? (4) Please describe something
that you find meaningful or that gives you a positive impression of your caregiving
experience. (5) Could you describe your daily activities while caring for a person with
dementia? (6) What type of care or support services do you think you need while
caring for a person with dementia?

Data Collection

The selection of data collection techniques was based on the research objectives to
facilitate the gathering of relevant information. This study was conducted naturally,
utilizing primary data sources through in-depth interviews with the participants. The
interviews were conducted by the researcher (EPA), a female bachelor’s nursing
student with training and experience in qualitative interviewing, face-to-face while
adhering to health protocols (mask-wearing, physical distancing, and hand hygiene).
If face-to-face interviews were not feasible, interviews were conducted online via
Zoom meetings in 2022. No individuals other than the participant and the researcher
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were present during the interviews to ensure privacy and comfort throughout the
data-collection process. Each interview lasted approximately 45-60 minutes and was
guided by six open-ended questions developed based on the research objectives and
the relevant literature. The data collection tools included an interview guide, voice
recorder, writing instruments, and field notes for recording non-verbal cues.

Data Analysis

This study employed Colaizzi’s method for data analysis because of its advantages
over other phenomenological approaches, particularly its emphasis on validating
findings with participants and allowing revisions based on their feedback (Creswell,
2018). The analysis began with the researcher understanding the phenomenon and
Positive Aspects of Caregiving (PAC) through a literature review and rapport building
with participants. Data were collected through in-depth interviews, and the
narratives were transcribed verbatim by the researchers (EPA and TPA). The
researcher then thoroughly read the transcripts multiple times to better understand
the participants’ experiences. No specific software was used for data management or
analysis; all transcripts and field notes were manually organized and analyzed using
Microsoft Word and Excel to assist in coding, categorizing, and developing themes,
based on Colaizzi’s phenomenological approach. Significant statements relevant to
the research objectives were identified and extracted, and then organized into a data
analysis table. Each significant statement was interpreted to uncover its underlying
meaning, staying true to the participant’s perspective while bracketing the
researcher’s own assumptions. These formulated meanings were then grouped into
themes based on similarities in context and meaning. The themes and subthemes
were synthesized into a rich, concise description that captured the essence of the
participants’ experiences. The researchers acknowledged their perspectives and
experiences in caregiving and nursing, which could potentially influence the
interpretation of participants’ narratives. To minimize bias, reflexive journaling was
maintained throughout the study to document the assumptions and reflections
during the data collection and analysis. The research team also engaged in
continuous discussions to ensure that the interpretations remained grounded in the
participants’ lived experiences rather than the researchers’ preconceptions. The
findings were validated to ensure credibility by presenting them to the participants
for confirmation, with opportunities for correction or -clarification. Additional
validation was conducted by qualitative research experts. The final step involved
refining the analysis based on feedback to enhance the accuracy and trustworthiness
of the study results.

Rigor

To achieve rigor, we employed several strategies, including accurate documentation
of participant responses, recording and professional transcription of all interviews
verbatim, and employing multiple data sources, including transcripts and
interviewer’s memos. Additionally, we held regular peer-checking meetings to discuss
our interpretations and ensure a consensus on a logically sound interpretation.

Ethical Statement

This study was approved by the Faculty of Nursing, Universitas Airlangga Committee
Ethics (2650-KEPK). All participants were given an Information Sheet and time to
consider consent before being contacted for interviews. Verbal informed consent was
obtained and audio-recorded before the interviews began.
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Results

Demographic Characteristic

The demographic characteristics of the participants are presented as frequencies and
displayed accordingly (Table 1). The participants represented diverse backgrounds
and roles in caregiving, including biological children, spouses, and paid caregivers of
PwD, providing a comprehensive perspective on caregiving experiences. Demographic
data indicate that the majority of the participants were female (81.8%), held a
bachelor’s degree (72.7%), and were predominantly married (54.5%). In terms of their
relationship with PwD, the largest proportion was biological children (63.6%), with
others including paid caregivers, nieces, wives, and grandchildren.

Table 1. Demographic Characteristic of Participants (n=11)

Duration

. Marital . Relationshi
ID Age Gender Education Status Occupation oi.' . with PwD P
Caregiving

P1 24 Female Bachelor’s Single Social Worker 6 years Paid
Degree Caregiver

P2 30 Male Bachelor’s  Single Entrepreneur 3 years Son
Degree

P3 61 Female Bachelor’s Married Entrepreneur 2 years Niece
Degree

P4 29 Female Diploma Single Unemployed S years Daughter

PS5 60 Female Bachelor’s Married Housewife 4 years Wife
Degree

P6 57 Female Bachelor’s Single Entrepreneur 3 years Daughter
Degree

P7 49 Female Diploma Married Housewife 2 years Daughter

P8 53 Female Diploma Single Freelance S years Daughter

Copywriter

P9 45 Female Bachelor’s Married Housewife 1.5 years Daughter
Degree

P10 35 Female Bachelor’s Married Private 1 year 5 Daughter
Degree Employee months

P11 29 Male Bachelor’s  Single Entrepreneur 8 years Grandchild
Degree

Themes

Four main themes emerged from this study: personal growth and development,
improved relationships and connections, search for meaning and role satisfaction,
and positive psychological outcomes.

Theme 1: Personal Growth and Development
This theme identifies caregivers’ instances of self-discovery, emotional maturity, and
the development of caregiving skills.

Subtheme 1.1: Emotional Maturity and Self-Discovery.
Caregivers indicated developing patience and empathy as a result of reflecting on
aging and the vulnerabilities of individuals with dementia.

“I've become more patient in caregiving.” (P4)

“We’ll also grow old like them, so we can learn to be patient.” (P8)
This process of reflection also enhanced emotional growth and empathy towards
elderly people.
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Subtheme 1.2: Skill and Competence Development
The participants also reported learning practical caregiving skills and developing
adaptive coping strategies.
“Learning more about how to properly care for older adults with dementia
properly.” (P1)
“Talking to myself... it can’t be changed or cured, and I try to take care for my
father.” (P10)
These experiences reflect enhanced self-efficacy and acceptance in managing the
challenges of dementia care in the Philippines.

Theme 2: Improved Relationship and Connection
Caregiving was perceived as a relational journey that deepens emotional bonds and
strengthens family and community ties.

Subtheme 2.1: Strengthening Bonds.
Daily routines, such as bathing or feeding, were transformed into moments of shared
affection and closeness.
“I've learned how to care, treat, and accompany my mother properly.” (P8)
“The most important thing in caring for a someone with dementia is to love our
parents.” (P10)
Such interactions facilitate a shared understanding and emotional intimacy between
caregivers and recipients.

Subtheme 2.2: Family and Social Support.
Siblings and caregiver support relieved the burden and retained motivation.
“There are three of us siblings, so we can look after each other... when I am
burnt out, my sister assists me.” (P6)
“Families can teach each other, exchange advice on how to care for people with
dementia effectively and appropriately.” (P10)
This describes the community-and culturally embedded nature of caregiving in
extended family structures.

Theme 3: Search for Meaning and Satisfaction in the Role
Caregivers viewed their work as a moral and spiritual duty performed in good faith.

Subtheme 3.1: Sense of Purpose and Responsibility
Caregivers view their roles as a moral and spiritual duty that must be embraced with
sincerity.
“Like it or not, I have to accept my father’s condition.” (P4)
“We learn to accept ourselves and see it as a test from God — we’re chosen to
care for this person with dementia.” (P10)
This mindset transformed caregiving into an unconditional life calling grounded in
belief and acceptance.

Subtheme 3.2: Competence in Role and Achievement
The participants were pleased and proud to have overcome caregiving challenges and
promoted the health of their kin.
“I feel satisfied, I really do. In my neighbourhood, there are individuals who
abandon their old parents, but thank God that is not our case...” (P3)
“Being able to talk, make her laugh brings her happiness... that is happiness
for me and for her.” (P5)
These words express a sense of gratification and emotional fulfillment resulting from
good care and strong family bonds.
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Theme 4: Positive Psychological Outcomes
Caregiving fostered emotional resilience and spiritual growth, enabling caregivers to
adapt positively to sustained adversity

Subtheme 4. 1: Increased Well-being and Coping
Participants reported being quieter, more patient, and emotionally solid as they
gained the ability to deal with stress and to regulate their feelings.
“I feel peaceful taking care of my parents. I don't know why, but there's peace
within that I couldn't describe.” (P11)
“Yes, I've been practicing my patience more.” (P9)
This indicates that caregiving enhances coping skills and promotes psychological
adaptation through self-acceptance and contemplation.

Subtheme 4.2: Spiritual Satisfaction
Religion was a pervasive theme in sustaining hope and optimism, with caregivers
framing their activities as part of God’s plan.
“God willing... Allah will bring happiness in this world and the hereafter that
is His promise.” (P11)
“Allah is pleased when we try first, plan it out, and then He will show us the
way.” (P5)
Such faith fostered gratitude and peace of mind, illustrating how spirituality was a
resilient coping asset along the caregiving journey.

Comprehensive Analysis

Across the four themes, caregiving was experienced as a dynamic process that
entangled emotional, relational, and spiritual dimensions. Participants wrestled with
and grew through the recognition that their ability to sustain care was significantly
shaped by acceptance, family interdependence, and religious meaning-making.
Although caregiving was recognized to be psychologically and physically demanding,
participants preserved balance using adaptive coping habits such as acceptance,
reframing, and shared family responsibility. Instead of eliminating stress, they
transformed it into a meaningful experience based on love, duty, and spirituality.
These findings suggest that emotional and physical equilibrium among caregivers
was not attained through personal endurance but rather through a system of
spiritual endurance instilled in society. Thus, the caregiving experience possessed a
form of collective coping in which empathy and stress coexisted within religious and
family structures.

Discussion

The findings of this study reveal that caregiving for PwD can lead to positive
experiences, personal transformation, and emotional enrichment despite the
inherent challenges. Four major themes emerged from the data: personal growth and
development, improved relationships and connections, search for meaning and role
satisfaction, and positive psychological outcomes. These themes highlight the
multidimensional benefits of caregiving, especially in cultural contexts like
Indonesia, that emphasize familial duty, emotional bonds, and spiritual beliefs.
Sociodemographic characteristics appeared to shape positive caregiving experiences.
Younger and more educated caregivers emphasized learning, self-reflection, and
personal growth, while older caregivers, mostly spouses or long-term homemakers,
highlighted faith, acceptance, and spiritual strength. Female caregivers commonly
describe caregiving as a moral and familial duty, reflecting the cultural expectations
in Indonesia. These variations suggest that background factors, such as age, gender,
and education, influence the experience of positive aspects of caregiving.
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Personal Growth and Development

Personal growth and development illustrate how caregiving can lead to emotional
maturity, increased empathy, and the development of practical-care skills. Many
participants shared that their experience taught them patience and helped them
better manage stress through self-reflection and acceptance. This aligns with
previous research indicating that caregivers often report personal growth as a
significant positive outcome of their caregiving experience. This includes becoming
more patient, resilient, and self-aware, and gaining a deeper understanding of life
and relationships (Leipold et al., 2006; Netto et al., 2009; Sanders, 2005; Yen, 2018).
Caregivers also develop a sense of mastery and spiritual growth, contributing to their
overall well-being (Netto et al., 2009; Sanders, 2005). The demands of caregiving can
increase cognitive complexity and maturity. This growth is often associated with the
duration of caregiving and the challenges faced, such as lack of social
acknowledgment and the need for help with daily activities (Leipold et al., 2008). The
findings indicate that nurses and community health workers can actively contribute
to caregivers’ personal development by offering educational sessions, reflective
support groups, and stress management training that affirms caregivers’ efforts and
enhances their coping abilities.

Improved Relationship and Connection

Improved relationships and connections highlight how caregiving can strengthen the
emotional bonds between caregivers and care recipients. Daily routines, such as
feeding and bathing, became meaningful opportunities for affection and togetherness
among participants. Previous research has shown that caregivers' responsiveness
and sensitivity to cues during feeding can significantly enhance the interaction,
making it a moment of connection and care (Beel-Bates et al., 2012). Similarly,
affective touch, such as stroking or giving half-embraces, displays affection and
intimacy, which helps calm residents and fosters a positive relationship (Mononen,
2019). Caregivers often modify their interactions and the care environment to
minimize stress and address the needs of both care partners, including simplifying
communication and using written cues (Polenick et al., 2020). Additionally, support
from family members and caregiver communities played a crucial role in sustaining
the emotional well-being of caregivers, allowing them to share responsibilities and
gain strength from solidarity (Lindeza et al., 2024). These insights suggest that
nurses and community health workers can enhance caregiver—care recipient
relationships by offering communication training, emotional support programs, and
family centered interventions that promote shared caregiving responsibilities and the
development of empathy.

Search for Meaning and Satisfaction in the Role

The search for meaning and role satisfaction emphasizes how caregiving is perceived
as a purposeful and spiritually meaningful responsibility. Participants described
feelings of acceptance and duty when caring for PwD. Some viewed caregiving as a
divine test, while others found pride and fulfillment in their ability to provide quality
care. These results align with previous research showing that most caregivers
experience increased life responsibilities (Ghezeljeh et al., 2020). This sense of
meaning contributed to a more substantial commitment to the caregiving role of the
participants. These qualitative insights align with quantitative findings, in which
participants demonstrated moderate levels of sense of coherence, resilience, and
emotional regulation, along with a high degree of satisfaction with care. Notably,
Sense of Coherence emerged as the strongest predictor of satisfaction with care,
explaining up to 67% of the variance in a previous quantitative study, particularly
through its components of Significance and Comprehensibility (Sarabia-Cobo &
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Sarria, 2021). This reinforces the notion that a caregiver's ability to find meaning and
understand their role is crucial in sustaining caregiving satisfaction.

Positive Psychological Outcomes

Positive psychological outcomes reflect the emotional and spiritual benefits that
caregivers experience. The participants reported feeling calmer, more grateful, and
more emotionally resilient over time. Many found strength in their faith and
expressed optimism about their caregiving journey, believing that their efforts were
valuable not only in a worldly sense but also spiritually significant. These
psychological resources are significantly associated with better caregiver outcomes,
including improved quality of life, life satisfaction, and overall well-being (Lamont et
al., 2019). Resilience is a critical factor that enables caregivers to recover from, resist,
or adapt to the physical and psychological demands of caregiving (Petriwskyj et al.,
2016). Another study showed that psychological outcomes in family caregivers of
PwD, such as self-efficacy, spirituality, resilience, rewards, gain, and meaning, align
with positive psychology theory (Stansfeld et al., 2017). Spirituality was also a
positive psychological outcome in this study. Higher spiritual well-being helps
caregivers handle physical symptoms, psychological distress, and other caregiving
challenges (Balboni et al., 2022; Ferrell et al., 2013). This study revealed that
caregivers achieved equilibrium between psychological and physical discomfort by
employing adaptive coping methods, including religious introspection, self-
acceptance and collaborative caregiving within the family. Instead of eradicating
stress completely, they converted it into a significant and spiritually enriching
experience. The findings indicate that nurses and community health professionals
can maintain this balance by offering mindfulness training, stress reduction
programs, and culturally attuned counselling that bolster caregivers' resilience and
spiritual fortitude.

Limitations

While this study provides rich insights into the positive experiences of dementia
caregivers, certain contextual boundaries must be considered. The relatively small
sample size, appropriate for a phenomenological approach, offers depth rather than
breadth, and future research with larger or more diverse populations could further
enrich this understanding. Additionally, the study was conducted in a single cultural
context, Indonesia, adding valuable cultural nuance but may not reflect the full
spectrum of experiences across different caregiving cultures globally. Furthermore,
potential bias must be recognized, as caregivers may have highlighted the favorable
aspects of their experiences because of dominant cultural and religious norms that
prioritize thankfulness, patience, and filial loyalty. The tendency for social
desirability may have affected the manner in which the participants recounted their
caring experiences.

Contribution to Global Nursing Practice

This study contributes meaningfully to global nursing practice by exploring
caregivers’ experiences within the Indonesian cultural context, thereby adding
valuable diversity to the existing literature, which has largely centered on Western
perspectives. The findings highlight how caregiving can foster emotional growth,
deepen relationships, and strengthen spiritual resilience, insights that are valuable
for designing holistic and culturally responsive nursing interventions. For global
nursing professionals, this study reinforces the importance of recognizing and
nurturing caregivers’ strengths as part of person- and family centered care models.
These insights may inform culturally sensitive caregiver support interventions in
other collectivist societies, emphasizing the need for approaches that honor familial
values, interdependence, and spirituality as key resources in caregiving practice.
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Conclusion

In conclusion, this study examined the favorable experiences of caregivers of
individuals with dementia within the Indonesian cultural framework. The findings
indicate that caregiving, despite its challenges, promotes personal development,
enhances familial bonds, cultivates a profound sense of purpose, and yields favorable
psychological effects, including resilience and spiritual wellness. These results
indicate that caregiving is not only a challenging obligation but also a
transformational experience influenced by the cultural values of faith, familial
connection, and filial loyalty. The variety of caregivers’ socio-demographic
backgrounds also affected the perception and shaping of these positive experiences.
Future studies should encompass larger and more diverse samples to investigate the
impact of cultural, gender, and generational characteristics on positive caregiving
experiences across various situations. Quantitative or mixed-method approaches
could further validate and assess these favorable attributes more thoroughly.
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