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Introduction: This phenomenological study explored the
lived experiences of caregivers of individuals with Epider-
molysis Bullosa (EB) in Iran, focusing on the associated

challenges, needs, and meanings.

Method: Data were collected through semi-structured in-

terviews with 11 EB caregivers.

Findings: The analysis yielded five core themes: (1) navi-
gating social exclusion amid public ignorance; (2) en-
during emotional and psychological challenges in fam-
ily adaptation; (3) redefining family roles and caregiving
dynamics; (4) utilizing support mechanisms and social
resources; and (5) confronting economic and educational

pressures as structural barriers.

Discussion: The findings underscore how public unaware-
ness and negative societal attitudes exacerbate patient
isolation, while robust social and familial support can im-
prove their quality of life. This study highlights the urgent
need for comprehensive interventions, including public
awareness campaigns, targeted financial and social sup-
port systems, tailored educational programs, and the ac-
tive involvement of counselors and support communities
to foster disease acceptance and mitigate loneliness among

both patients and their caregivers.
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Extended Abstract

Introduction

Epidermolysis Bullosa (EB) is a rare genetic disorder characterized by extreme
skin fragility and recurrent painful blistering (Fine et al., 2014). The condition
varies in type and severity and is often diagnosed belatedly (Danescu et al., 2015).
Primary care for individuals with EB typically falls on family members, especially
parents, demanding intensive physical, medical, and psychological support (Wu
et al., 2020). This profound responsibility frequently leads to caregiver burnout,
emotional distress, and depression (Bruckner et al., 2020; Chateau et al., 2023).
Research indicates that mothers, in particular, experience significant declines in
their quality of life (Chogani et al., 2021). The caregiving burden model provides a
framework for understanding both the objective and subjective dimensions of this
strain (Liu et al., 2020). However, there is a notable scarcity of research within the
Iranian context examining caregivers’ lived experiences, underscoring the neces-
sity for an in-depth qualitative investigation.

Method

This study adopted an interpretative (hermeneutic) phenomenological approach to
explore the lived experiences of caregivers for individuals with EB. Utilizing purpo-
sive sampling, eleven caregivers—primarily mothers associated with the “EB Home”
NGO—were recruited for semi-structured interviews. The collected data were ana-
lyzed following the seven-step method outlined by Diekelmann et al. (1989). To en-
sure the trustworthiness of the findings, the study adhered to Lincoln and Guba’s
(1985) criteria of credibility, transferability, dependability, and confirmability.

Findings
The analysis revealed five central themes characterizing the lived experiences of
EB caregivers:

1. Navigating Social Exclusion Amid Public Ignorance: Caregivers reported that a
pervasive lack of public awareness and unfounded fears of contagion fostered
stigmatization and social rejection, leading their children to conceal symp-
toms and withdraw from social spaces. One caregiver stated, “Strangers look
at her with contempt and sometimes don 't respond; that’s why I prefer she
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stays home” (Participant 1). Another noted a direct consequence: “Once she
went shopping, the shopkeeper didn 't talk to her, so she decided not to go out
again” (Participant 3). Some found that proactive education could mitigate
this: “When I explained her condition is not contagious, their behavior im-
proved” (Participant 2).

2. Enduring Emotional and Psychological Challenges in Family Adaptation: Ini-
tial reactions to the diagnosis included shock, grief, anger, helplessness, and
fear. Over time, these intense emotions typically evolved toward acceptance
and adaptive coping, as reflected in one participant>s account: “At first I felt
nothing, then I realized and cried for a while... at night I worried about my
child” (Participant 8).

Redefining Family Roles and Caregiving Dynamics: Mothers predominantly
assumed the primary caregiver role. The active involvement of fathers was
identified as a crucial factor in alleviating maternal stress and maintaining
family cohesion.

Utilizing Support Mechanisms and Social Resources: Emotional sustenance,
professional counseling, peer networks, and guidance from medical and chari-
table organizations were emphasized as vital resources that fostered resilience
and a sense of community among caregivers.

3. Confronting Economic and Educational Pressures as Structural Barriers: The fi-
nancial burden of specialized care and the disruption of educational pathways
were highlighted as major structural obstacles that limited social participation
and widened the developmental gap with peers.

These themes illustrate the complex interplay of social, emotional, familial, and

structural factors that shape the caregiving experience and the well-being of indi-

viduals with EB.

Discussion

This study demonstrates that public awareness critically shapes the social experi-
ences of individuals with EB. Visible symptoms often lead to stigmatization and
social rejection, thereby reducing community participation and inflicting psycho-
logical strain on families. Enhancing public understanding can mitigate negative
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social interactions and promote inclusion (Zhu et al., 2017). Support from family,
counselors, and peer networks is instrumental in fostering disease acceptance and
improving quality of life (Lee et al., 2017), with psychological support being key to
reducing distress and enhancing family mental health (Law et al., 2019).
Caregivers navigate significant economic and social burdens, which detrimentally
affect their quality of life. While mothers bear the brunt of caregiving pressure,
active paternal involvement can effectively alleviate this burden (Quitner et al.,
1998). Initial parental reactions to diagnosis commonly involve shock and despair,
though these often transition toward adaptation as awareness and experience grow
(Park et al., 2022). The exorbitant cost of treatment imposes severe financial stress,
highlighting an urgent need for enhanced financial aid and improved healthcare
coverage (Salmon et al., 2025). Concurrently, patients face persistent educational
challenges, necessitating tailored support systems (Adama et al., 2021).

In conclusion, a multifaceted intervention strategy is imperative. This should in-
clude public awareness campaigns, robust socio-economic support, and the devel-
opment of targeted educational programs. Such measures are essential to improve
the quality of life for both patients and caregivers and to foster genuine social
inclusion. This study calls for further research to continue exploring the complex,
multidimensional challenges faced by the EB community.
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