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ABSTRACT

Informal caregiving forms an essential yet under-recognized part of global healthcare,
particularly in the context of Alzheimer’s disease, where progressive cognitive and functional
decline demands intensive, long-term care. This paper reviews extant literature on caregiving to
understand how the caregiver-care recipient relationship may influence perceived burden among
family caregivers to individuals with Alzheimer’s disease. This review situates caregiving within
relational and gendered contexts, emphasizing that caregiving experiences differ markedly
between spouses, adult children, and other family members. The caregiver-care recipient
relationship type is also marked by gender norms and cultural expectations, where burden is
heightened due to societal and familial role obligations. Understanding how these variables
intersect and influence caregiving allows for shaping context-aware interventions that evolve
alongside disease progression. Future research should expand its focus to underrepresented and
diverse caregiver groups to better inform adaptive support strategies that enhance caregiver
well-being across the Alzheimer’s care trajectory.

Keywords: Alzheimer's disease, family caregiving, caregiver-care recipient relationship, spousal
caregivers, adult-child caregivers

Introduction

Informal caregivers, such as family members or friends who provide unpaid support to
individuals with whom they share a personal relationship, form the hidden backbone of
healthcare systems worldwide. The cost of informal caregiving is complex, with some estimates
valuing it as the equivalent of over 40 million full-time workers annually for patients with
dementia alone (Wimo et al., 2018). Many caregivers juggle care work with other personal and
professional responsibilities, often at the cost of their own well-being (Schulz et al., 2016). This
negative impact is conceptualized in terms of caregiver burden, referring to the multifaceted
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strain, including emotional, physical, social, and financial strain, perceived by the caregiver over
time (Liu et al., 2020).

Extensive research has documented these adverse outcomes, with caregivers often experiencing
elevated rates of depression, anxiety, stress, fatigue, and insomnia (Chakraborty et al., 2023;
Hopps et al., 2017; Soh et al., 2025). They are also more susceptible to chronic conditions like
obesity, asthma, chronic obstructive pulmonary disease, and arthritis (Kilmer, 2024). Caregivers
also have less time for personal, physical, and social activities, further compromising their health
(Kong et al., 2021). These cumulative pressures affect the quality of life of caregivers and care
recipients alike (Kin et al., 2024).

Alzheimer’s disease, the most common form of dementia, is defined in the DSM-5-TR as a
progressive major neurocognitive disorder (American Psychiatric Association, 2022). Diagnosis
accounts for memory and learning decline, along with impairment in at least one other cognitive
domain across language, perceptual-motor function, executive function, complex attention, or
social cognition, and their interference with Activities of Daily Living (ADLs). Memory
impairment is a core symptom of Alzheimer’s disease and plays a central role in functional
decline. Life expectancy following diagnosis typically ranges from 4 to 8 years, though some
individuals may live up to 20 years (Uddin & Ashraf, 2018). Given these progressive and
debilitating factors, sustained caregiving is essential for Alzheimer's patient management.

The Caregiving in the US dataset reveals two notable trends in this context: first, Alzheimer’s
disease and other forms of dementia are among the primary health conditions necessitating care;
and second, an overwhelming majority of caregivers across all conditions are family members
and relatives of the care recipient (AARP & National Alliance for Caregiving, 2020). Parents or
parents-in-law were the most common care recipients, followed by spouses, with a smaller share
of care provided to grandparents, siblings, and adult children. These relational configurations
significantly influence the perceptions of burden, stress, and strain for the caregiver (Kin et al.,
2024). The availability and accessibility of external support interventions further impact the
well-being of caregivers (Cheng & Zhang, 2020). This review synthesizes the extant literature to
propose recommendations that support family caregivers of individuals with Alzheimer’s
disease, reduce burden, and enhance coping capacities across policy and practice.

Literature Review

Caregiving for individuals with Alzheimer’s disease is uniquely demanding. Broadly, care needs
fall under Activities of Daily Living (ADLSs), encompassing basic self care tasks essential for
survival and personal well-being, such as eating, bathing, toileting, and dressing, as well as
Instrumental Activities of Daily Living (IADLs), which involve more complex tasks that support
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independent living, including managing finances, shopping, housekeeping, medication
management, and assistance with communication and decision-making (American Occupational
Therapy Association, 2014). The framework for caregiver-identified phases of Alzheimer's
disease further maps these demands across five distinct phases: monitoring initial symptoms,
navigating diagnosis, assisting with IADLs, assisting with basic ADLs, and planning for the
future (Kokorelias et al., 2022).

Caregiver burden is influenced by various factors like age, gender, intensity, disease severity,
employment, and hours spent providing care (Duangjina et al., 2025; Xu et al., 2021). As the
disease progresses, cognitive and functional abilities decline, thereby increasing the
responsibilities and strain on caregivers (Cameron & Gignac, 2008; Cartaxo et al., 2023).
Conversely, as patients lose independence, develop behavioral and personality changes, as well
as mood disturbances, the quality of caregiving relationships is also affected (Reisberg et al.,
1987; Welleford et al., 1995).

Lazarus & Folkman’s (1984) framework differentiates between problem-focused and emotion-
focused strategies, offering a conceptual framework for understanding how caregivers manage
chronic stress within the context of Alzheimer’s disease. Given that burden and coping vary
across individuals, understanding the influence of caregiver-care recipient relationship type
provides valuable insights for policy and practice.

Existing literature indicates that the caregiver-care recipient relationship type significantly
influences caregiver burden (Campbell et al., 2008; Harris et al., 2011; Hayes et al., 2009;
Pinquart and Sdérensen, 2011; Smith & Rodham, 2022). However, understanding the mechanisms
and interactions that shape these relational dynamics, including emotional pressures, caregiving
circumstances, patient-related factors, and cultural expectations, is equally crucial (Knight et al.,
2024). A clearer understanding of how relationship type interacts with these factors is essential
to explain variations within different roles and to inform tailored support interventions.

Methods

A systematic search was conducted across PubMed for studies published from January 2014 to
October 2025. Search terms combined keywords such as “Alzheimer’s disease,” ‘“caregiver
burden,” “spousal caregivers,” “adult-child caregivers,” using Boolean operators (AND, OR) to
refine results and ensure comprehensive coverage. A total of eighteen studies were included,
ranging from empirical articles, reviews, and meta-analyses that were published in English and
explicitly addressed the relationship between caregiver-care recipient relationship type and
caregiver burden. Studies that did not investigate how relationship type modulates caregiver
burden, stress, or coping, and those focusing on non-family caregivers, or those not specific to
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Alzheimer’s or dementia, were excluded. Findings were coded, and a narrative synthesis
approach was used to integrate evidence across different studies, highlighting converging and
diverging findings.

Discussion

This review aims to synthesize the evidence on the impact of caregiver-care recipient
relationship type on Alzheimer’s caregiving and pathways underlying these variances. There is
broad agreement that relationship type significantly structures caregivers’ strain, yet its effects
are mediated by contextual variables, including cohabitation, cultural contexts, and the
availability of external support (Reed et al., 2014; Tay et al., 2025; Vinas-Diez et al., 2017).
These findings further coalesce around four interrelated themes: (1) intimacy, identity, and role
captivity in spousal caregiving; (2) filial duty and the moral undertones of adult-child caregiving;
(3) gendered and social expectations surrounding care; and (4) cultural norms, societal
expectations, and caregiving values.

Firstly, spousal caregivers experience greater strain due to the continuous and intimate nature of
care, where emotional closeness heightens responsibility and burden, and requires ongoing
emotional processing to adapt to the altered life trajectory (Tay et al., 2025; Yu et al., 2025).
Most spouses are of older age too, which compounds vulnerability, stress, and depressive
symptoms (Reed et al., 2014; Tay et al., 2025). The transformation of a partner into a dependent
patient erodes reciprocity and collapses marital identity into the caregiving role (Gallagher &
Beard, 2020; Kokorelias et al., 2022; Reed et al., 2014; Seaman, 2020; Tay et al., 2025). This
results in role captivity, a sense of psychological entrapment within an identity one did not
choose but cannot abandon (Kokorelias et al., 2022).

Secondly, adult-child caregivers, especially those co-habiting with the care recipient, or
simultaneously managing employment and familial responsibilities, report higher levels of strain
(Reed et al., 2014; Vinas-Diez et al., 2017). The filial caregiving role is often shaped by moral
expectations of reciprocity and repayment, creating tension between caregiving duties and
personal or professional aspirations (Kokorelias et al., 2022; Reed et al., 2014; Ruyant Belabbas
et al., 2024). Consequently, adult-children, particularly daughters, tend to experience and report
greater emotional and role strain than sons, reflecting gendered patterns within caregiving
(Ruyant Belabbas et al., 2024; Reed et al., 2014).

Thirdly, gender intersects strongly with relationship types across Alzheimer’s caregiving. Within
families, wives and daughters continue to bear the heaviest responsibility and burden, revealing
how care remains a deeply gendered form of labor, with elevated burden rates revealing how
relationship type mirrors the social norms that shape care work (Belabbas et al., 2024; Duangjina

www.ijsser.org Copyright © 1JSSER 2026, All rights reserved Page 1463




International Journal of Social Science and Economic Research
ISSN: 2455-8834

Volume:11, Issue:04 "April 2026"

et al., 2025; Hernandez-Padilla et al., 2021; Kahn et al., 2016; Ruyant Belabbas et al., 2024).
Women are simultaneously less likely to delegate caregiving tasks or seek external support due
to entrenched gendered expectations of duty, which intensifies strain (Apesoa-Varano, 2020;
Ruyant Belabbas et al., 2024).

Lastly, relationship type is shaped and mediated by wider cultural logics, familial norms, and
value systems (Ar & Karanci, 2019; Dai et al., 2015; Duangjina et al., 2025; McLennon et al.,
2020; Pattanayak et al., 2010). In non-Western contexts, caregiving is frequently seen as a filial
or spousal duty, where fatigue and emotional strain are often internalized (Ar & Karanci, 2019;
McLennon et al., 2020). These -cultural expectations influence help-seeking behavior,
particularly among women, who may perceive caregiving as a moral responsibility than a shared
societal obligation warranting external support (Apesoa-Varano, 2020; Ar & Karanci, 2019;
McLennon et al., 2020; Ruyant Belabbas et al., 2024)

In sum, the type of relationship shapes caregiving in several ways: the demands of the role
influence how much time and effort care work requires; the quality of the relationship affects
emotional resilience; the resources and support available shape how strain is differently
experienced; and cultural expectations, whether filial or spousal, determine how easily help is
sought or accepted (AboJabel & Werner, 2022; Ar & Karanci, 2019; Dai et al., 2015; Daley et
al., 2017; Duangjina et al., 2025; Kokorelias et al., 2022; Vinas-Diez et al., 2017).

These findings highlight the need to adapt caregiver support to relationship type, a consideration
that is especially important in the Indian context, where caregiving is largely home-based and
informally organized, and cultural norms frame caregiving as a private filial or spousal
responsibility (Murthy, 2016). Because care is often seen as a private duty, caregivers may be
reluctant or unable to seek external support, making tailored interventions such as psychosocial
check-ins, respite, counseling for spouses, and guidance on realistic adaptation for adult children
essential to effectively mitigate these burdens.

Evidence further indicates that burden is lower in extended families where caregiving roles and
responsibilities are shared among multiple members (Emmatty et al., 2006). At the same time,
care homes and institutions remain largely inaccessible to low- and middle-income families, with
monthly costs as high as 325,000 (Sethurathinam, 2022). In light of these disparities, policies and
programs should also prioritize the development and expansion of affordable, community-based,
and home-support services that leverage primary care infrastructure to broaden access, foster
shared responsibility, and reduce burden on individual caregivers.

Given that approximately 80% caregivers in India are women (Sethurathinam, 2022), gender
must also be a central consideration in intervention design. Women’s disproportionate share of
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daily and emotional labor heightens chronic overload and restricts help-seeking behavior
(Apesoa-Varano, 2020; Ruyant Belabbas et al., 2024). Programs should therefore provide
context-aware support for female caregivers, including counseling on guilt, fatigue, and role
conflict. Engaging male family members can further redistribute caregiving tasks, shifting care
from a gendered expectation to a shared family responsibility.

Interventions must also place caregiver health at the center of Alzheimer’s management. As
Williams’ (2007) framework highlights, effective caregiving requires sustained commitment
without self-sacrifice, expectation management through realistic adaptation to disease
progression, and role negotiation that safeguards both autonomy and patient agency. Leveraging
external support systems, such as respite care, community networks, and workplace
accommodations, can help sustain this balance over the long trajectory of care. Together, these
interventions can aid in developing frameworks responsive to India’s healthcare system and
deliver care attuned to the complex relational dynamics within Alzheimer’s caregiving.

At the same time, several limitations should be considered in interpreting these findings.
Reliance on published studies rather than primary data leaves findings dependent on how
caregiver strain and relationships were defined and measured in each study. Most studies are also
from Western, middle-class contexts, limiting generalizability to other cultural or economic
settings. Much of the literature captures only snapshots rather than the evolution of caregiver
strain over time. Additionally, this review’s narrow focus prevents full consideration of other
factors, such as caregiver health and socioeconomic variables, that may shape caregiver
experiences in complex ways that cannot be fully addressed within the scope of this paper.

Future research must also address underrepresented caregiver groups, particularly men and non-
spousal caregivers, whose experiences are often overlooked in current research. Moreover, most
existing studies inadequately account for caregivers in LGBTQ+ partnerships or from socially
and ethnically diverse backgrounds, whose relationship structures may shape caregiving in
distinct ways. By integrating these perspectives, future studies can inform policies and practices
that alleviate psychological stress and enhance the emotional well-being of caregivers.

Conclusion

This review aimed to synthesize evidence on how caregiver-care recipient relationship type
influences burden and coping mechanisms in Alzheimer’s caregiving. A comprehensive
examination was needed to clarify how relational, gendered, and cultural factors shape
caregiving experiences. Key themes were identified using a narrative synthesis of studies across
diverse kinship and cultural contexts. Based on these findings, four key recommendations were
advanced for Alzheimer’s caregiving in India: support should be tailored to caregiver-care

www.ijsser.org Copyright © 1JSSER 2026, All rights reserved Page 1465




International Journal of Social Science and Economic Research
ISSN: 2455-8834

Volume:11, Issue:04 "April 2026"

recipient relationships, the expansion of affordable care pathways, gender-sensitive approaches
to reduce women’s disproportionate burden, and the centering of caregiver health through
systemic support and external resources. Future research should examine how caregiver-care
recipient relationships and norms interact across diverse Indian contexts, and evaluate the
effectiveness of interventions to inform evidence-based policy and practice.
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