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ABSTRACT
Objective: Chronic neurological disorders, particularly epilepsy, impose

substantial psychosocial burdens not only on patients but also on their
families. As primary informal caregivers, spouses often experience
considerable physical, psychological, and social challenges that disrupt
marital relationships and family functioning. Although caregiving burden
has been widely investigated, limited evidence exists regarding the lived
experiences of spouses of individuals with grand mal epilepsy in relation to
barriersto lifedynamism, definedasan active, flexible, and fulfilling family
life. Therefore, this study aimed to explore the inhibiting factors affecting
life dynamism from the perspective of spouses of individuals with grand mal
epilepsy. Method: This qualitative study adopted a descriptive
phenomenological design using Colaizzi's seven-step method. The study
population consisted of spouses of individuals with grand mal epilepsy in
Isfahan, Iran, in 2025. Participants were selected through purposive
sampling, and data collection continued until theoretical saturation was
achieved, resulting in 22 participants recruited through the Isfahan Epilepsy
Charity Society. Inclusioncriteriaincluded being 15-50yearsold, having at
least three years of marriage, having a spouse diagnosed with grand mal
epilepsy for at least three years, and providing informed consent. Data were
collected through semi-structured, in-depth interviews exploring
participants' experiences of life dynamism and its barriers. Interviews were
audio-recorded, transcribed verbatim, and analyzed using Colaizzi's seven-
step phenomenological approach. Trustworthiness was established based
on Lincoln and Guba's criteria, including credibility, dependability,
transferability, and confirmability, through prolonged engagement,
member checking, and peer review. Results: Analysis of the interviews
identified a multidimensional network of barriers to life dynamism,



categorized into four main themes, 13 subthemes, and numerous initial

codes(Tablel).
Tablel.Main and Subthemes of Barriers to Life Dynamismfrom the Perspectiveof

Spouses
Main Theme Subthemes
Exhausting Care - Treatment and rehabilitation deficiencies

- Decline in quality of life and personal satisfaction
- Severe care burden

Individual Deficits of - Mental fatigue and caregiver burnout

Caregiver and Patient - Lack of knowledge and skills (caregiver & patient)
- Passive and helpless patient
- Physical and mental health problems of the

caregiver
Socio-Familial - Lack of access to effective support
Disconnection - Stigma and social isolation
Intra-Life Disruptions - Financial and occupational problems

- Lack of dynamism in marital relationship
- Indifferent and withdrawn family
- Lifestyle and daily management limitations

Participants described life with an affected spouse as an exhausting and
persistent cycle of caregiving. Continuous vigilance, fear of seizure
recurrence, inadequate rehabilitation services, and heavy caregiving
responsibilities resulted in emotional exhaustion and diminished quality of
life. As one participant stated, “I feel the entire responsibility of another
person's life is on my shoulders.” Caregivers also reported burnout, guilt,
poor physical and mental health, and neglect of self-care. Simultaneously,
many patients became passive, lost self-confidence, and withdrew from
treatment participation and daily activities. Insufficient knowledge
regarding epilepsy managementamong both patients and caregivers further
intensified these challenges. A lack of social and institutional support
emerged as another significant barrier. Participants described feelings of
loneliness, limited assistance from relatives and healthcare services, and
stigma associated with epilepsy, which often resulted in secrecy and
withdrawal from social interactions because of fear of judgment. Financial
and occupational difficulties further reduced family dynamism. High
treatment expenses, reduced employment opportunities, and economic
insecurity increased stress within families. Marital relationships were
negatively affected by emotional distancing, reduced communication,
sexual difficulties, and increased conflict. Lifestyle restrictions, including
limitations on travel, recreation, and daily planning because of the
unpredictability of seizures, contributed to a rigid and stressful family
environment. Conclusion: Thisphenomenological study demonstrated that
barriers to life dynamism among spouses of individuals with grand mal
epilepsy are multidimensional and interconnected. Exhausting caregiving



demands, caregiver and patient deficits, socio-familial disconnection, and
intra-life disruptions collectively undermine quality of life, marital
satisfaction, and family functioning. These findings indicate that the
consequences of epilepsy extend beyond clinical manifestations to
psychological, social, and economic dimensions. The results highlight the
need for comprehensive family-centered interventions, including caregiver
education, stress-management and self-care training, psychological
counseling, peer-support programs, stigma-reduction initiatives, and
financial assistance. Strengthening formal support systems may
substantiallyimprove caregivers'well-beingand family functioning. Future
studies should evaluate the effectiveness of such interventions using
longitudinal andexperimental designs.
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