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Abstract

Background: Family caregivers provide most day-to-day assistance for people living with dementia in many low- and middle-
income settings, yet caregiver experiences and support needs remain poorly documented in Myanmar. Objective: To explore
family caregivers’ experiences of caring for people living with dementia, including their understanding of the illness, changing
care responsibilities, psychosocial consequences, coping strategies, and perceived unmet support needs. Methods: A qualitative
descriptive study was conducted among 15 purposively selected adult family caregivers of people with dementia receiving
neurological care at No. (2) Military Hospital (500-Bedded), Yangon. Semi-structured in-depth interviews explored recognition
of dementia, caregiving tasks, behavioral and psychological symptoms, family roles, burden, coping, service use, and future
support needs. Data were analyzed using Braun and Clarke’s thematic analysis, with reporting guided by the Consolidated
Criteria for Reporting Qualitative Research. Results: An overarching pattern of caring with limited preparedness and support
was identified. Six interrelated themes were developed: (1) not knowing what to expect; (2) expanding and multifaceted care
requirements; (3) emotional and physical strain of continuous care; (4) changing family roles, decision-making, and cultural
responsibility; (5) social and financial consequences; and (6) learning to cope while seeking professional and future-care support.
Caregivers’ needs extended beyond disease information to practical skills, symptom management, caregiver support, continuity
of care, and anticipatory guidance. Conclusion: Dementia caregiving in this Yangon neurological-care context was characterized
by progressive responsibility, family commitment, and substantial unmet informational, practical, psychosocial, and service
needs. Structured caregiver education and continuing support should be integrated into dementia care.
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1. Introduction

Dementia is a progressive syndrome characterized by de-
cline in cognition and functional ability, frequently accompa-
nied by behavioral and psychological symptoms that affect in-
dependence and everyday life [1, 2]. As the illness progresses,
family members commonly assume responsibility for medica-
tion management, personal care, supervision, safety, appoint-
ments, finances, and decision-making [3].

Family caregiving can be meaningful and culturally ex-
pected, but it can also produce emotional distress, fatigue,
sleep disturbance, restriction of employment and social activ-
ities, and financial strain [3-5]. Behavioral and psychological
symptoms may be particularly difficult when caregivers have
limited information about dementia or little access to practical
professional guidance [5].

These difficulties can be amplified in low- and middle-income
settings where dementia-specific community services and formal
long-term support are limited. A recent qualitative study from In-
dia described family caregivers as insufficiently prepared for ad-
vanced dementia care and identified informational, emotional,
social, practical, symptom-management, cultural, and future-care
needs [6]. Although the stage of illness and health-service context
differ across studies, such findings highlight the central role of
family caregiving where formal services are limited.

Qualitative studies from Asian settings also show that
dementia caregiving is shaped by the gradual recognition
of abnormal cognitive and behavioral change, changing
family roles, cultural expectations, adaptation, and uncer-
tainty about future care [7-10]. Research involving people
living with dementia has similarly emphasized uncertainty
about disease progression, loss of independence, and the
need for information that supports future planning [11]. Ev-
idence from Indonesia and South Asian communities fur-
ther points to gaps in dementia knowledge, stigma, family
responsibility, and difficulty navigating available services
[12, 13]. Recent studies from Indonesia, Singapore, and
China likewise identify persistent unmet informational,
psychosocial, help-seeking, and behavior-management
needs among family caregivers [17-19].

Myanmar-specific qualitative evidence on dementia
caregiving remains limited. Understanding how caregivers
interpret dementia, organize care, manage behavioral and
functional change, cope with family and financial pressures,
and interact with health services is necessary for clinically
relevant support. This study therefore aimed to explore the
experiences, challenges, coping strategies, and unmet sup-
port needs of family caregivers of people living with de-
mentia receiving neurological care in Yangon, Myanmar.
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2. Materials and Methods

2.1. Study Design and Methodological
Orientation

A qualitative descriptive design was used to obtain an ex-
perience-near account of family caregiving and to generate
findings that could inform clinical practice. Semi-structured
individual interviews were selected because they allow partic-
ipants to describe personal experiences while ensuring that
common domains relevant to the research question are ex-
plored. Data were interpreted using thematic analysis as de-
scribed by Braun and Clarke [14]. The manuscript was pre-
pared with reference to COREQ reporting principles [16].

2.2. Study Setting and Participants

The study was conducted in the Department of Neurology,
No. (2) Military Hospital (500-Bedded), Yangon, Myanmar,
between January 2025 and June 2026.

Caregivers associated with people with dementia receiving
neurological care were included so that experiences of every-
day home-based care and interaction with specialist services
could be explored.

2.3. Participants, Eligibility, and Sampling

Fifteen adult family caregivers were included using purpos-
ive sampling. Eligible participants were aged 18 years or older,
were an unpaid family member involved in the care or super-
vision of a relative with a clinical diagnosis of dementia and
had sufficient direct caregiving experience to discuss every-
day care, challenges, coping, and support needs. Caregivers
who were unable or unwilling to provide informed consent
were excluded.

Purposive sampling sought diversity in caregiver relation-
ship, co-residence, primary-caregiver status, caregiving dura-
tion, and care setting. Sample adequacy in this qualitative
study was judged by the richness, relevance, and recurrence
of information rather than by statistical power.

2.4. Recruitment and Consent

Potential participants were approached through the neurol-
ogy service after clinical care had been separated from the re-
search invitation. The study purpose, voluntary nature of par-
ticipation, confidentiality, and right to withdraw were ex-
plained before participation. Written informed consent was
obtained from the participants.
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2.5. Interview Guide and Data Collection

Data were collected through individual semi-structured in-
depth interviews conducted in the Myanmar language at the
Department of Neurology, No. (2) Military Hospital (500-
Bedded), Yangon, Myanmar. Each interview lasted approxi-
mately 30 minutes and was audio-recorded with the partici-
pant’s informed consent.

A semi-structured interview guide was used to ensure con-
sistency across interviews while allowing participants sufficient
flexibility to describe their experiences in their own words. The
interview guide explored early recognition and interpretation of
cognitive or behavioral changes; experiences surrounding the
diagnosis of dementia; changes in everyday caregiving respon-
sibilities; assistance with activities of daily living; medication
management, supervision, and safety; behavioral and psycho-
logical symptoms; emotional and physical effects of caregiving;
changes in family roles and decision-making; work, social, and
financial consequences; coping strategies and family support;
experiences with healthcare services; and expectations for fu-
ture care and support. These domains were informed by issues
identified in Asian and low- and middle-income dementia-care-
giving literature [6-13, 17-19].

Open-ended questions were used to encourage detailed de-
scriptions of participants’ experiences, and follow-up probes
were used when clarification or further elaboration was re-
quired. Interviews focused on the caregivers’ own perceptions
and experiences rather than attempting to quantify the fre-
quency of particular caregiving problems.

Following each interview, the audio recordings were tran-
scribed verbatim in the Myanmar language using MAXQDA
software. The transcripts were reviewed alongside the original
audio recordings to ensure accuracy and completeness before
being imported into the qualitative dataset for coding and the-
matic analysis. ldentifying information was removed from the
transcripts, and each participant was assigned an anonymized
study code.

2.6. Data Analysis

The audio-recorded interviews were transcribed verbatim in
the Myanmar language. Each transcript was checked against
the corresponding audio recording to ensure accuracy and
completeness, and identifying information was removed be-
fore analysis. The finalized transcripts were imported into
MAXQDA software for data organization, coding, and man-
agement.

Data were analyzed using Braun and Clarke’s six-phase
thematic analysis approach [14]. First, the researchers became
familiar with the data through repeated reading of the tran-
scripts and review of the interview content. Initial codes were
then generated systematically from meaningful segments of
text that reflected caregivers’ experiences, perceptions, chal-
lenges, coping strategies, and support needs. Coding was pri-
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marily data-driven and remained close to participants’ de-
scriptions during the initial stage of analysis.

Related codes were subsequently compared and grouped
into broader categories and candidate subthemes. These sub-
themes were then organized into overarching themes that rep-
resented recurring patterns across the interviews. Candidate
themes were reviewed against both the coded extracts and the
complete dataset to ensure internal coherence, sufficient sup-
porting data, and clear distinction between themes. Themes
and subthemes were refined, defined, and named before de-
velopment of the final thematic structure.

The analysis considered both common experiences and var-
iations among caregivers. Particular attention was given to ac-
counts that differed from the dominant patterns so that the
findings did not imply that all participants experienced de-
mentia caregiving in the same way. The final analysis gener-
ated an overarching experience of caring with limited prepar-
edness and support, comprising six interrelated themes: (1)
not knowing what to expect; (2) expanding and multifaceted
care requirements; (3) emotional and physical strain of con-
tinuous care; (4) changing family roles, decision-making, and
cultural responsibility; (5) social and financial consequences;
and (6) learning to cope while seeking professional and future-
care support.

MAXQDA was used to support systematic organization of
transcripts, codes, subthemes, and themes; however, interpre-
tation and development of the thematic framework were un-
dertaken by the research team rather than generated automati-
cally by the software.

2.7. Trustworthiness and Reflexivity

Trustworthiness was considered in relation to credibility,
dependability, confirmability, and transferability [15]. The an-
alytic process emphasized repeated reading, transparent cod-
ing, comparison of themes with the full dataset, attention to
divergent experiences, and clear linkage between the research
question, analysis, and interpretation. Reflexivity was consid-
ered important because clinical experience with dementia may
influence what researchers notice and how they interpret care-
giver accounts.

2.8. Ethical Considerations

Ethical approval for the study was obtained from the Ethical
Review Committee of the Defence Services Medical Academy,
Myanmar (Approval Reference No. 012, dated 12 January
2025). Written informed consent was obtained from all partici-
pants before the interviews were conducted. Participation was
voluntary, and participants were informed of the study purpose,
confidentiality of their information, and their right to withdraw
from the study at any time without consequence. Identifying in-
formation was removed from the transcripts and analytic dataset
to protect participant confidentiality.
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3. Results

3.1. Participant Characteristics

Fifteen family caregivers participated in the study. Their
ages ranged from 35 to 71 years, with a mean age of approxi-
mately 52 years. Ten participants were women and five were
men. Six were daughters, four were spouses, three were sons,
and two were other relatives. Twelve caregivers lived in the
same household as the person with dementia, while three lived
separately. Eleven participants identified themselves as the
primary caregiver. The duration of caregiving ranged from 8

months to 7 years, with a median duration of approximately 3
years. Ten caregivers were associated with outpatient care and
five with inpatient care.

3.2. Overview of Themes

The interviews indicated an overarching experience of car-
ing with limited preparedness and support. Six interrelated
themes were identified. These themes captured the transition
from uncertainty about dementia to increasing caregiving re-
sponsibility, the consequences of sustained care, and caregiv-
ers’ attempts to adapt while seeking more practical and con-
tinuing support.

Theme

1. Not knowing what to expect

2. Expanding and multifaceted
care requirements

3. Emotional and physical strain
of continuous care

4. Changing family roles, deci-
sion-making, and cultural respon-
sibility

5. Social and financial conse-
quences

6. Learning to cope while seeking
professional and future-care sup-
port

Table 1. Summary of Themes, Key Subthemes, and Interpretive Focus.

Key subthemes

Limited dementia knowledge; uncertainty
about progression; practical information
gaps

ADL assistance; medication; supervision;
safety; behavioral and physical symptoms

Worry; frustration; guilt; fatigue; sleep dis-
ruption; caregiver health

Role reversal; proxy decisions; preserving
dignity; family duty; shared or unequal re-
sponsibility

Restricted work and social life; treatment
and transport costs; opportunity costs

Routines; redirection; family sharing; pro-
fessional advice; continuity; future plan-
ning

Interpretive focus

Diagnosis and clinical contact did not necessarily
provide caregivers with a clear roadmap for everyday
care.

Caregiving expanded from reminders and support to
continuous responsibility for multiple domains of
daily life.

The demands of vigilance and responsibility affected
caregivers psychologically and physically.

Caregiving altered family relationships while remain-
ing embedded in expectations of responsibility and
reciprocity.

Dementia care affected participation outside the home
and placed pressure on household resources.

Caregivers developed practical strategies but contin-
ued to need anticipatory, accessible, and sustained
support.

3.3. Theme 1: Not Knowing What to Expect

A central difficulty was uncertainty about dementia and its
future course. Caregivers described a gradual process of rec-
ognizing that memory problems, confusion, or behavioral
changes represented more than ordinary ageing. Even after di-
agnosis, understanding the label did not always translate into
confidence about how to manage problems at home. Caregiv-
ers needed practical explanations of what changes might occur,
which symptoms should prompt medical review, how treat-
ment expectations should be understood, and how to respond
to difficult behavior. The need was therefore not limited to
general information about dementia; it involved anticipatory
guidance that could be applied to day-to-day care.

“The doctor explained that dementia would gradually get
worse, but at home I still did not know what changes to expect
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or what I should do when new problems appeared.”

3.4. Theme 2: Expanding and Multifaceted
Care Requirements

Caregiving responsibilities increased as the person with de-
mentia became less independent. The caregiving role included
medication supervision, assistance with personal care and
meals, accompanying the person to appointments, monitoring
safety, and responding to behavioral and psychological symp-
toms. Caregivers also had to adapt the home environment and
remain alert to wandering, falls, agitation, sleep disturbance,
or other changes that could create risk. This progressive ex-
pansion meant that care was not a single task but a combina-
tion of practical, supervisory, emotional, and coordination re-
sponsibilities.

“At first, I only reminded my mother about her medicine
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and helped with small things. Later, | had to help her with
bathing, dressing, eating, and walking. | also had to watch her
closely because sometimes she tried to go outside alone or be-
came restless. It became difficult for one person to manage
everything.”

3.5. Theme 3: Emotional and Physical Strain of
Continuous Care

Continuous responsibility created substantial emotional and
physical strain. Caregivers described worry about deteriora-
tion, uncertainty about whether they were providing the right
care, frustration during difficult behaviors, and guilt when
they felt unable to meet every need. Night-time supervision
and persistent vigilance contributed to fatigue and disrupted
sleep. Caregivers’ own health and well-being could be pushed
into the background as attention centered on the person with
dementia. Emotional distress was therefore closely linked to
the practical intensity and unpredictability of caregiving.

“Sometimes I feel exhausted because | have to watch him
all the time, even during the night. I worry that | may not be
caring for him properly, and when I become tired or frustrated,
I feel guilty. There are days when | forget about my own health
because all my attention is on him.”

3.6. Theme 4: Changing Family Roles, Decision-
Making, and Cultural Responsibility

Dementia altered established family roles. Adult children
increasingly became responsible for decisions previously
made by their parents, while spouses had to balance protection
with respect for the person’s remaining autonomy. Caregivers
attempted to preserve dignity by involving the person with de-
mentia in decisions whenever possible, but this became more
difficult as cognitive impairment progressed. Care was also
understood within a family and cultural framework of respon-
sibility, reciprocity, and duty. This sense of obligation could
coexist with exhaustion rather than eliminating it. Differences
in the contribution of siblings or other relatives sometimes in-
creased the pressure on the main caregiver.

“Before my father became ill, he was the one who made
most of the decisions in our family. As his memory became
worse, | gradually had to make decisions for him. I still try to
ask what he wants whenever he can tell me. Sometimes my
brothers cannot help because of their own responsibilities, so
most of the care falls to me. It is tiring, but he is my father and
1 feel it is my duty to look after him.”

3.7. Theme 5: Social and Financial
Consequences

The caregiving role extended beyond the home into care-
givers’ work, social life, and finances. Time required for su-
pervision, appointments, and daily care reduced opportunities
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for employment, recreation, and social contact. Direct ex-
penses related to treatment, medication, transport, and care
were accompanied by indirect costs such as reduced working
time or the need for another family member to remain at home.
These pressures were particularly important when formal res-
pite, day-care, homecare, or dementia-specific support options
were limited or difficult to access.

“I had to reduce my work because someone needed to stay
with my mother most of the time. We also spent more on med-
icines, transport, and hospital visits. Because of these respon-
sibilities, | rarely had time to meet friends or do things for
myself, and the financial pressure became difficult for our

family.”

3.8. Theme 6: Learning to Cope While Seeking
Professional and Future-Care Support

Caregivers developed practical knowledge through experi-
ence. Common approaches included establishing predictable
routines, simplifying instructions, redirecting attention rather
than arguing, sharing supervision where possible, and seeking
medical advice when symptoms became difficult. Neverthe-
less, informal adaptation had clear limits. Caregivers wanted
accessible professional advice, clearer follow-up, practical
training in symptom and behavior management, attention to
caregiver well-being, and guidance about future care. The
need for support was therefore continuous and changed as de-
mentia progressed rather than being confined to the time of
diagnosis.

“QOver time, we learned some ways to manage him at home,
such as keeping the same routine and avoiding arguments
when he became confused. But there were still many situations
we did not know how to handle. | wished we had someone to
explain what to expect next and whom to contact when his
condition changed.”

4. Discussion

This study explored the experiences, challenges, coping
strategies, and unmet needs of 15 family caregivers of people
living with dementia receiving neurological care in Yangon.
The overarching pattern was one of caring with limited pre-
paredness and formal support. Caregivers moved from uncer-
tainty about the illness to progressively greater responsibility
while simultaneously managing emotional, physical, social,
and financial consequences. They developed practical coping
strategies but continued to need information, skills, continuity,
and future-oriented professional guidance.

The finding that caregivers did not always know what to
expect is closely aligned with the recent Indian qualitative
study by Kumar et al., in which caregivers described inade-
quate preparation for the evolving demands of dementia and a
strong need for information, emotional support, symptom
guidance, and future-care planning [6]. Recent research in In-
donesia similarly found substantial unmet caregiver needs,
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particularly for information, counseling, and psychosocial
support [17], while a Singapore study identified knowledge
gaps and caregiver-related barriers in diagnosis- and treat-
ment-seeking [18]. Although these studies involved different
service contexts, they reinforce the need for practical and an-
ticipatory guidance across the dementia trajectory. The pre-
sent findings suggest that diagnostic disclosure should be fol-
lowed by practical caregiver education rather than treated as a
one-time information event.

The progressive expansion of caregiving responsibilities also
corresponds with broader dementia-caregiving literature. Fam-
ily caregivers commonly become responsible for personal care,
medication, supervision, behavioral management, safety, and
healthcare coordination as independence declines [3-5]. Asian
qualitative research has described this transition as a shift into
an increasingly demanding caregiving world that requires con-
tinual adjustment [7, 8]. More recent qualitative evidence also
highlights caregivers’ need for professional guidance when
managing behavioral and psychological symptoms [19]. The
implication for clinical services is that caregiver needs should
be reassessed over time; support that is sufficient during early
dementia may be inadequate when dependency increases.

The emotional and physical consequences reported by care-
givers are consistent with well-established concerns about de-
mentia caregiver burden [3, 4]. However, burden alone does
not fully capture the caregiving experience. Vietnamese care-
givers have described substantial hardship while simultane-
ously understanding care as a moral and familial responsibility
[9]. In the present study, responsibility and strain were simi-
larly intertwined. This is important because interventions
framed only around reducing burden may overlook the meaning
that caregivers attach to family duty, reciprocity, dignity, and
commitment.

Changing roles and decision-making were another im-
portant dimension. Read et al. found that family carers’ ability
to advocate for a person with dementia depended on knowing
the person, understanding their values, and navigating a
changing decision-making process [10]. Research with people
living with dementia has likewise emphasized the importance
of maintaining autonomy and connection for as long as possi-
ble [11]. These findings support early discussion of prefer-
ences and future care while the person with dementia can still
participate meaningfully.

The present study also highlights the social and financial
consequences of caregiving. Time away from work, reduced
social participation, transportation and treatment expenses,
and the opportunity costs of continuous supervision can place
substantial pressure on families. Similar difficulties have been
described in low- and middle-income settings, where family
care remains the principal source of support and formal com-
munity services may be limited [6, 9, 12, 13]. Service planning
should therefore consider caregiver needs alongside the clini-
cal needs of the person with dementia.

Caregivers’ coping strategies reflected both adaptation and
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the limitations of informal care. Routines, redirection, pa-
tience, shared family care, and professional advice helped
caregivers manage difficult situations, but families still re-
quired clearer access to continuing support. A 2025 systematic
review and meta-analysis of caregiver-support interventions
in low- and middle-income countries found beneficial effects
on caregiver burden, depression, and other health outcomes,
while emphasizing the importance of culturally tailored ap-
proaches [20]. A practical dementia-caregiver pathway in
Yangon could include structured education at diagnosis, an-
ticipatory guidance on behavioral and functional change, med-
ication and safety counselling, routine assessment of caregiver
strain, referral information, and a defined route for obtaining
advice between scheduled appointments. Such measures
should be locally evaluated rather than assumed to be effective
solely because they are recommended elsewhere.

The study’s principal contribution is contextual. A sample
of 15 purposively selected caregivers cannot estimate the
prevalence of caregiver experiences in Myanmar, but it can
illuminate how families understand and manage dementia
within a particular neurological-care setting. The findings
therefore support analytic rather than statistical generalization
and should be interpreted with attention to local family struc-
tures, available services, and healthcare access.

4.1. Implications for Clinical Practice

The findings support integrating caregiver support into rou-
tine dementia care. At minimum, caregivers may benefit from:
(2) clear explanation of dementia and likely progression; (2)
practical guidance for behavioral symptoms, medication, nu-
trition, mobility, falls, and home safety; (3) assessment of
caregiver stress and health; (4) family discussion about shar-
ing responsibilities and decision-making; (5) information
about available community or social resources; and (6) antic-
ipatory discussion of future care preferences. These elements
could be delivered in a staged manner as caregiver needs
evolve.

4.2. Strengths and Limitations

A qualitative design allowed exploration of the meanings,
family dynamics, coping processes, and support needs that are
not easily captured by quantitative burden scores. Purposive
inclusion of 15 caregivers provided an opportunity to examine
a range of caregiving experiences in a specialist neurological
setting. However, the study was conducted at a single hospital
and the findings are context-specific; they should not be con-
sidered statistically representative of all dementia caregivers
in Yangon or Myanmar. Caregivers connected with specialist
services may differ from families without access to neurolog-
ical care. Recall and social-desirability effects are also possi-
ble. The final manuscript should report interviewer reflexivity,
language and translation procedures, and any negative or di-
vergent cases to strengthen transparency.
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5. Conclusions

Family caregiving for people living with dementia in this
Yangon neurological-care context involved a progressive ex-
pansion of responsibility accompanied by uncertainty, emo-
tional and physical strain, changing family roles, social and
financial consequences, and a continuing need for practical pro-
fessional support. Caregivers adapted through routines, family
negotiation, and experience, but informal coping did not re-
place the need for structured information, symptom-manage-
ment guidance, caregiver support, continuity of care, and fu-
ture planning. Incorporating these elements into dementia ser-
vices may help families provide sustainable, person-centered
care while protecting caregiver well-being.
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