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Introduction and Problem Statement

Citizen participation in social welfare is one of the most important tools and components for strengthening cohesion and
social capital in contemporary societies. Social policymakers and planners, particularly in the fields of health and
education, emphasize the importance of attracting support from philanthropists and grassroots organizations (Ghaffari &
Habibpour, 2018:121). Ensuring and guaranteeing health in various dimensions is an inherent duty of a desirable
governance system and is a crucial indicator of human and social development. In recent years, sociologists, researchers,
and social policymakers have shown significant interest in women's health issues, especially in the context of challenging
diseases such as Multiple Sclerosis (MS).

MS is a debilitating disease affecting young adults, impacting the quality of life, family, and work dimensions for those
diagnosed. In Iran, the prevalence of MS is estimated at 137.6 individuals per hundred thousand (Almasi-Hashiani et al.,
2020), and Iran, particularly Isfahan, is considered a country and city with a high prevalence of MS in the Middle East.
MS patients seek various methods to cope with this disease, considering it as a manageable condition from a medical
perspective (Moghtaderi et al., 2023; Taylor et al., 2007; Vallis et al., 2016).

Relevant research can be categorized into five groups: therapeutic interventions, art therapy, social support,
complementary alternative medicine, and the challenges of managing the disease. The theoretical foundation combines
health-oriented approaches, Goffman's theory and Douglas's body management theory, the "patient-as-expert" approach,
and the theories of social hope and internal resilience according to Comper's model.

The researcher aims to explore the perspectives of women with MS on the effectiveness of programs and workshops
teaching social-cultural and artistic skills. The study seeks to answer questions such as: What is the perception of women
with MS regarding the effectiveness of programs and workshops teaching social-cultural and artistic skills? Can these
programs contribute to the resilience and psychological readiness of patients for effective treatment continuation?
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Research Methodology

This research aims to interpret the lived experiences of women with Multiple Sclerosis (MS) in the context and text of
the organizational performance of a charity. The researcher explores how women with MS, after participating in programs
and workshops, and acquiring cultural-artistic skills within their community, reconstruct meaning. The research employs
a narrative analysis method based on the Clandinin and Connelly model and in-depth interviews.

For data collection, the interview technique, known for its narrative nature, is utilized. In the Clandinin and Connelly
narrative analysis model, a narrative is examined in three dimensions: temporal, spatial, and social. These three concepts
are considered crucial elements of qualitative narrative research, with occasional variations in the influence of each
dimension. Nevertheless, there is coherence across these dimensions in this research model.

This study was conducted in Khomeynishahr, Isfahan Province, focusing on the community of MS patients at the
Bagiyatallah A'zam Charity. The samples were purposefully chosen based on the research conditions, the methodology,
theoretical foundations, individuals' criteria for interviews, and research limitations. The selection of participants was
intentional and based on their suitability for interviews. Throughout the research, 17 MS patients and 3 staff members
were interviewed. Staff interviews were conducted due to their familiarity with patients and the institution, with the data
set aside for separate analysis.

Findings, Discussion, and Analysis

In past-time codes (Engagement in Art, Removing the Label of Disability, Joy Without Payment, Adding Color to Life,
Invitation to Presence), we observed how women become engaged in classes and pursue their past artistic interests.
Women believe that they were once involved in art in the past, but the demands of daily life hindered them from artistic
activities. Therefore, by creating opportunities in this center, women have transformed their long-standing aspirations
into reality. Another reason for their presence in the institution is the desire for a more uniform life and the need for
recreation and leisure. Thus, art can be a suitable option for them, and another reason for their attendance is the institution's
invitation to participate in classes, where patients initially participated reluctantly but later actively engaged in sessions.
In present-time codes (Continuous Professionalism, Demand for Class Formation), the positive effects of art on their lives
have led them to continue demanding the continuation of classes and ask the institution to organize classes as they did in
the past.

Personal codes indicate positive effects on patients' behavior and motivation, encouraging them to increase participation.
In their view, participating in classes propels patients from despair to hopeful living. Observing active and diverse patients
increases the self-esteem of patients, making their lives more hopeful. Additionally, art contributes to emotional release
and anger management, making patients more resilient, and reducing the frequency of disease attacks. Class environments
are joyful for patients and contribute to their satisfaction and happiness.

In subsequent codes, social integration is discussed, emphasizing the creation of opportunities for social interaction and
overcoming isolation. Entering the institution broadens patients' social networks, connecting them with staff, instructors,
and close friends among peers, creating a desirable social support network and aiding in resilience against the disease.
Cultural codes reveal the negative societal perspective and patients' frustration with this outlook. The devaluation of
handmade art is highlighted, depicting it as lacking in income-generating value and a waste of time.

In temporal context codes, the discussion revolves around the impact of the COVID-19 era, leading to the suspension of
all programs and the institution's relationship with patients. Even after this period, the institution struggled to resume
activities, and patients discussed the adverse effects of heat on their condition, particularly during the summer season.

In spatial context codes, the text illustrates the institution being considered a second home. Besides financial and medical
support, educational services are provided for patients and their children. Additionally, gatherings and celebrations are
organized for women with MS and their children.

Conclusion

The societal approach in Iranian society poses challenges for women with Multiple Sclerosis (MS), impacting their lives
negatively. It becomes a barrier to the marriage and employment of these women, restricting or influencing their social
relationships and interactions. This leads to the isolation of MS patients, reducing self-esteem and hope. Therefore, any
program or initiative aimed at integrating MS patients into mainstream society is considered a benevolent endeavor.

The main concern of the researcher emphasizes the psychological and social dimensions that distance these individuals
from their society. Women with MS confess in their narratives that cultural and artistic programs in their lives and
resilience in continuing treatment have brought significant changes. This results in increased self-esteem, hope, positive
thinking, not dwelling on the disease, and purposefulness. Women feel empowered and useful, experiencing pleasant
feelings and a sense of fulfillment in their lives after participating in cultural and artistic programs.

This transformation encourages patients to benefit from peer experiences, view their illness as less significant, and feel
that they are not alone. Women with MS demonstrate that being present in institutions, attending classes and workshops,
and participating in cultural-artistic programs reduce the frequency and intensity of disease attacks.
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The three concepts of searching for meaning, striving for disease control, and enhancing tangible self-esteem are the most
evident manifestations of the impact of classes and cultural-spiritual programs on resilience and the continuation of the
treatment process for women with MS in the cultural-social context of Khomeynishahr.

The results of this research align with global studies by Finlayson & Cho (2011), Attadookht et al. (2017), Fraser &
Keating (2014), Garabedian, et al. (2020), Yorkston, et al. (2014), Dehghani et al. (2019), Railton et al. (2022), Hunt et
al. (2014), and Bankole & Ho (2022).

Research Proposals

This disease disrupts the marriage of girls who have this disease or whose mothers are suffering from this disease and
creates problems and obstacles in their employment and job search, so it is necessary to explain and identify these
conditions to the general citizens. It sensitized scientific and executive centers and institutions to this issue. It is also
necessary to review and repeat this research on men with MS to reach a general and comprehensive view.
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Table 1- Clandin and Conley's model
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Table 2- Characteristics of the interviewees
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Table 3 - Explanatory categories and codes extracted based on Connelly's model
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