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ARTICLE INFO ABSTRACT

Stroke is a leading cause of mortality and disability worldwide and the
most common cause of adult disability in Iran. Its consequences extend
beyond survivors, profoundly affecting family members and significant
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_ _ burden and its physical and psychological effects, caregiving itself has
Revised 30 April 2026 received less attention as a relational and moral phenomenon. This study
Accepted 10 June 2026 explores the lived experiences of family caregivers of stroke survivors,

focusing on how caregiving transforms time, meaning, identity, and social
relations. Adopting a narrative ethnographic approach within medical

anthropology, the study draws on participant observation, semi-structured

Keywords: interviews with ten primary caregivers, and sustained engagement in
Care, caregiving settings. Narrative-interpretive analysis identifies three major
Care-Full Living, themes. The first is suspended time, in which ordinary rhythms of everyday
Informal Caregivers, life are disrupted and caregivers inhabit an extended, exhausting present. The
Narrative Ethnography, second is ambiguous loss, whereby caregivers confront the presence of a
Stroke. loved one who remains physically alive but is no longer the person they once

knew. The third is becoming a caregiver, a process through which caregiving
gradually becomes a central component of identity. The findings show that
kinship obligations, moral commitments, and social expectations play a
crucial role in sustaining caregiving practices. This study argues that care is
not merely a set of practical activities undertaken in response to illness;
rather, it constitutes a mode of engagement with vulnerability, suffering, and
moral responsibility. On this basis, the concept of Care-Full Living is
proposed as a conceptual horizon through which caregiving can be
understood not simply as a response to crisis but as a way of being in the
world emerging through sustained encounters with vulnerability, suffering,
and responsibility.
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Introduction

Stroke is one of the leading causes of long-term disability worldwide. Advances in medicine
have increased survival rates, yet many stroke survivors continue to live for years with physical,
cognitive, and communicative impairments. Consequently, much of the responsibility for care shifts
from hospitals and rehabilitation centers to the home, where family members assume primary
caregiving roles. Assistance with daily activities, emotional support, treatment management, and
continuous accompaniment become integrated into everyday family life.

A substantial body of research has examined caregiver burden, burnout, anxiety, depression, and
quality of life among caregivers. While these studies have provided valuable insights into the
consequences of caregiving, they have generally framed care in terms of tasks, responsibilities, and
burdens. As a result, its existential, moral, and relational dimensions have received comparatively
less attention. Care is not merely something people do; it is an experience that transforms how
individuals inhabit the world, understand themselves, and relate to others.

Medical anthropologists such as Arthur Kleinman, Michael Jackson, Pauline Boss, and Arthur
Frank have emphasized the importance of understanding the lived experience of illness, suffering,
and care. Kleinman’s concept of moral experience directs attention to what is at stake in everyday
life. Pauline Boss’s notion of ambiguous loss provides a framework for understanding situations in
which a person remains physically present while undergoing profound transformation. Likewise,
Arthur Frank has shown that narrative, with its disruptions, tensions, and discontinuities, is not
merely a means of representing experience but also a way of living through disorder and sustaining
life amid uncertainty.

Despite the significance of these perspectives, relatively few studies in Iran have examined the
experiences of family caregivers of stroke survivors. Most existing research has focused on the
psychological or clinical dimensions of caregiving while paying less attention to how caregivers
understand and narrate their experiences. This study seeks to address this gap by demonstrating how
caregiving reshapes experiences of time, relationships, identity, and the lifeworld of caregivers.
Accordingly, the central question is how caregivers of stroke survivors narratively configure their
experiences and what underlying logics and structures of meaning shape those experiences.

Discussion

As participants’ narratives reveal, the experience of care cannot be adequately explained through
concepts such as psychological distress, fatigue, or caregiver burden alone. Rather, these narratives
depict entry into a world in which time, loss, responsibility, and identity acquire new meanings.

The first major theme is suspended time. Caregivers repeatedly described inhabiting a temporal
condition that belonged neither to the past nor to a clearly imaginable future. Daily schedules, sleep
patterns, employment, education, and social relationships were reorganized around caregiving
demands. Many participants felt trapped in an extended and exhausting present—one without a
clear endpoint, where full recovery or the conclusion of caregiving responsibilities often seemed
unattainable. For these caregivers, time was neither linear nor cyclical but fragmented and
disrupted. The exhaustion of caregiving stemmed not only from the demands of daily tasks but also
from the endless continuation of this condition and the need to live within a newly constituted
temporal order.

The second major theme is ambiguous loss. Caregivers frequently moved between memories of
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the person before the stroke and the person they encountered afterward. They lived alongside
someone who remained physically present but who, in many respects, was no longer the same
parent, spouse, sibling, or relative they once knew. Consequently, they experienced a form of
mourning that could never be fully completed because loss had occurred without death. This
condition placed them at the boundary between hope and despair, presence and absence, and past
and present. Such experiences constitute one of the deepest dimensions of caregiving-related
suffering.

The third theme concerns the process of becoming a caregiver. Participants’ narratives
demonstrated that caregiving gradually evolved from a temporary responsibility into a central
aspect of personal identity. Many described altered educational trajectories, career paths, and
intimate relationships. At the same time, positive social feedback contributed to the stabilization of
this identity. Expressions of admiration, appreciation, and respect served as sources of meaning and
motivation while simultaneously making it increasingly difficult to step away from caregiving
responsibilities. Under such circumstances, caregiving becomes not merely a duty but also a moral
and identity-forming position.

The findings further suggest that continued caregiving cannot be explained solely by cultural
norms, social values, or individual choice. Kinship obligations, shared memories, feelings of
indebtedness, emotional attachment, and moral responsibility collectively sustain caregiving
relationships. From this perspective, caregiving is less the result of a single conscious decision than
an ongoing process that is continuously reproduced and reinforced over time.

Conclusion

This study demonstrates that caring for stroke survivors cannot be adequately understood solely
through concepts such as caregiver burden, psychological distress, or burnout. Although these
dimensions are undeniably part of the caregiving experience, participants’ narratives reveal care to
be a profoundly moral, relational, and existential phenomenon that permeates all aspects of life.

The study also highlights that caregivers live within a condition of suspended time, in which the
ordinary order of life is disrupted and future horizons are obscured by uncertainty. Simultaneously,
they confront forms of ambiguous loss that prevent the completion of mourning. Through these
experiences, caregiving gradually becomes a central aspect of personal identity, transforming how
individuals understand themselves and their relationships with others.

The findings further emphasize the importance of narrative in sustaining caregivers’ lives.
Narratives are not merely retrospective accounts of experience; they are ways of giving meaning to
suffering, enduring uncertainty, and continuing life under difficult circumstances. In this sense,
narrative may be understood as a moral practice through which individuals reconstruct themselves
amid demanding and often exhausting experiences.

More broadly, this study argues that care is not merely a response to illness or disability. Rather,
it constitutes a confrontation with human vulnerability—one that compels individuals to reconsider
their relationships with others, suffering, and moral responsibility. From this perspective, Care-Full
Living is proposed as the study’s central conceptual contribution. Care-Full Living refers not simply
to the performance of caregiving practices but to an ethical orientation toward the world that places
attentiveness to vulnerability, responsiveness to others, and responsibility at the center of social life.

Although this concept emerges from the narratives of caregivers of stroke survivors, its
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analytical potential extends beyond the context of stroke to illuminate broader forms of living with
vulnerability, dependency, uncertainty, and suffering. The findings suggest that caregiving offers a
wider perspective for understanding life under such conditions. In this sense, Care-Full Living may
be understood not merely as a description of a particular situation but as a conceptual horizon for
reflecting on human relationships, suffering, and moral responsibility in the contemporary world.
Exploring its possibilities and limitations in other empirical settings may provide a productive
direction for future research in the anthropology of care, suffering, and lived experience.

Care-Full Living thus directs attention not only to what is at stake in people’s lives but also to
how individuals reconstruct their lifeworlds and relationships through sustained encounters with
vulnerability and suffering. As such, the concept may help extend studies of care beyond the
domain of moral experience toward broader questions of living, being, and remaining alongside
others.
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