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Objective: This critical ethnographic study explores identity management in the lived
experience of Multiple Sclerosis (MS) in Isfahan. Focusing on the gap between invisible
symptoms and the believability of suffering, it frames illness management as a situated
process of negotiating identity and agency across the lived body, social interaction, and
structure.

Method: The study employed Carspecken's critical ethnography model (Davoudi et al.,
2025). Data included 20 lived narratives, over twenty observation sessions, field notes,
and four supplementary digital interviews. Analysis spanned three levels—the lived
body, social interaction, and structure—with agency as the linking mechanism. Raw data,
observations, analytical reconstructions, and systemic interpretations were rigorously
distinguished, retaining disconfirming cases.

Results: The illness experience cannot be reduced to a linear sequence of illness, stigma,
and exclusion. At the embodied level, symptoms like fatigue and brain fog create a gap
between internal sensation and external appearance; at the interactional level, this gap
manifests through judgment, disclosure, and identity negotiation; and at the structural
level, workplace and institutional procedures exacerbate or mitigate it. Core concepts are

non

the "paradox of apparent health," "strategic concealment," and "reconstruction of
agency," alongside the conditional "wound of honesty." Disconfirming cases show
disclosure does not always lead to exclusion.

Conclusions: The core issue is not just symptom invisibility, but the gap between bodily
visibility and the believability of suffering, creating inequality in interactions and
institutions. The study demonstrates the interconnection of the lived body, social
interaction, and structure, explaining agency's role in negotiating these conditions. These

findings are context-specific, without generalization to all MS patients or Isfahan.
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Introduction

Multiple Sclerosis (MS) is a complex autoimmune disorder of the central nervous system.
Beyond a biological challenge, it is a socio-cultural phenomenon affecting the individual's
entire lifeworld. In Isfahan, the rising prevalence of MS and its interaction with urban and social
structures is crucial.

The core problem is the paradox of "invisible suffering." Many patients experience
debilitating symptoms—such as severe fatigue, brain fog, and pain—that are not immediately
apparent in their physical appearance. This gap between a "healthy appearance" and an
"afflicted inner state" disrupts identity in Isfahan’s culture, which heavily emphasizes
preserving reputation and fulfilling traditional roles.

Patients face a dual challenge: their normal appearance leads to structural exclusion by
formal systems, while disclosure risks stigma, driving strategic concealment. Previous studies
lack a critical ethnographic analysis of bodily experience, power relations, and gender
expectations. Therefore, this study aims to understand how MS patients in Isfahan manage and
reconstruct their identity amidst structural pressures and bodily limitations.

Method
This study employs critical ethnography based on Carspecken’s (1996) model and Davoudi

et al.’s (2025) methodological review. This approach captures the embodied experience shaped
by social relations, cultural norms, and power dynamics, rather than a mere clinical condition.
Preliminary stages included formulating research questions and testing the researcher's value
orientation. Primary stages involved compiling a field record through several months of
fieldwork (over twenty observation sessions in an Isfahan neurology clinic and an MS support
center), reconstructive analysis, dialogical data generation, and explaining systemic relations.

The final analysis included 20 lived narratives as the primary dataset, supplemented by four
digital interviews. The analytical framework was organized across three levels—the lived body,
social interaction, and structure—with agency conceptualized as the linking mechanism. Rigor
was maintained by separating data from interpretation, comparing disconfirming cases, and
ensuring the traceability of claims from raw data to theoretical assertions.

Results
The narratives demonstrate that the illness experience in the studied fields cannot be reduced

to a linear sequence of illness, stigma, and exclusion. The findings are organized around three
main analytical concepts across three levels:

1.The Paradox of Apparent Health (Lived Body): At the level of the lived body,
symptoms such as fatigue, brain fog, pain, and motor impairment create a profound gap between
internal sensation and external appearance. For instance, Nastaran (a 31-year-old graduate
student) described brain fog interfering with her studies, while her external appearance showed
no signs of distress. Similarly, Hossein's experience at a bank, where the clerk remarked, "But
you look perfectly healthy," illustrates how the visible body contradicts the expected image of
a "patient," forcing the individual to bear the burden of proving their suffering.
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2.Strategic Concealment and the "Wound of Honesty" (Social Interaction): At the
interactional level, the gap manifests through judgment, disclosure, concealment, and identity
negotiation. Strategic concealment is not the denial of illness, but the situational selection of
when, where, and how much to disclose. The data reveal a conditional empirical category
termed the "wound of honesty," where disclosure in intimate relationships can lead to
withdrawal and rejection (e.g., the narratives of Hadi and a 26-year-old female dentist).
However, disconfirming cases are crucial: narratives of participants like Parvin (an accountant),
whose colleagues became supportive after an educational session, demonstrate that disclosure
does not invariably lead to exclusion.

3.Reconstruction of Agency (Structure and Negotiation): At the structural level, the
workplace, urban spaces, and institutional procedures can exacerbate or mitigate inequality.
However, individuals are not passive recipients of structure. The data show various forms of
agency, such as altering work tools, adjusting the pace of activities, educating others, and
redefining family roles. Ali (a school bus driver) used technological adaptations to maintain his
job; Shaghayegh (a math teacher) redefined her professional role despite physical limitations;
and Arman (a father of two) redefined his fatherhood through seated play when he could no
longer lift his children.

Discussion
This study aimed to explain identity management in the lived experience of MS patients in

Isfahan. The key finding is that the core issue is not merely the hidden nature of symptoms;
rather, the gap between the visibility of the body and the believability of suffering leads to
interactional and institutional inequality.

This finding aligns with Goffman's (1963) theory of stigma and Joachim and Acorn's (2000)
work on invisible chronic conditions, emphasizing information management. However, it
extends these frameworks by showing how this gap is mediated by Isfahan's specific cultural
context (e.g., preserving reputation) and institutional rigidities. Contrary to studies viewing
disclosure as inevitably leading to exclusion, our disconfirming cases (e.g., Parvin's) show that
educational interventions can transform interactions.

The study's primary theoretical contribution is the three-level model—the lived body, social
interaction, and structure—with agency as the connecting mechanism. Its main innovation is
arguing that invisibility alone does not cause exclusion; instead, the gap between bodily
visibility and the believability of suffering is the mediating link.

Conclusions
The study demonstrates that the perception and interpretation of invisible illness emerge

through the interaction of bodily experiences, social interactions, and structural contexts. The
proposed framework highlights that effective identity management depends on the ability to
navigate the gap between internal suffering and external visibility, adapt cognitive perspectives,
and reconstruct agency within the existing structural constraints.
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From a policy perspective, the findings suggest that organizations responsible for urban
planning, workplace regulations, and public health should rethink the accessibility of urban
spaces and interaction styles in workplaces. It is essential to increase public awareness of
invisible symptoms and establish mechanisms that validate patients' suffering without requiring
them to constantly prove their illness, moving beyond a purely clinical approach to a more
inclusive, socio-cultural understanding of chronic illness.

For future research, it is recommended to conduct similar studies in other cultural contexts
of Iran, utilize longitudinal studies to track identity reconstruction processes over time, focus
on the lived experiences of families and caregivers, and employ mixed methods to measure the
extent of phenomena such as occupational exclusion. Ultimately, the significance of the
findings lies not in claims of generalizability, but in demonstrating the mechanisms through
which the body, interaction, and structure are interconnected in the experience of invisible
illness.
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