Subjective Experiences and Psychosocial Burden in Female Carriers of Duchenne Muscular Dystrophy 
This supplementary material provides detailed insights into the subjective experiences, symptom burden, quality of life (QoL), and future outlook of Duchenne muscular dystrophy (DMD) female carriers (FC). It complements the main manuscript by presenting open-ended questionnaire content, summarizing participant responses, and key findings illustrating the multifaceted impact of carrier status.
Notably, 7 out of 30 DMD-FC explicitly reported feeling physically limited compared to peers, citing chronic pain, fatigue, and diminished strength. Despite these challenges, most DMD-FC reported relatively high life satisfaction. This was supported by a significant correlation between a custom life satisfaction scale and the validated EQ visual analogue scale (EQ VAS). These findings suggest that personal resilience and adaptive coping play an important role in maintaining wellbeing.
Importantly, no significant differences in QoL or symptom burden were observed between DMD-FC caregivers and non-caregivers. Age was the only variable that differed between the groups. These results indicate that DMD carrier status alone may be associated with measurable functional limitations.
These results emphasize the need for holistic, individualized care strategies tailored to this population. DMD-FC described a wide range of limitations, including physical fatigue, musculoskeletal pain, psychological stress, and social isolation.
Open-Ended Qualitative Responses
Methods
To explore subjective experiences, DMD-FC were invited to respond to five open-ended questions related to QoL, emotional burden, and future outlook. Responses were thematically analyzed and summarized below.
Results
1. Major Life Limitations
DMD-FC were asked: "Can you identify a specific cause or factor that most limits or affects your QoL?"
Key findings:
· Six DMD-FC cited psychological factors (stress, anxiety, nervous tension).
· Caregiving responsibilities, especially for affected children, were a frequent source of physical and emotional strain.
· Additional limitations: overweight, muscle cramps, fatigue, sleep difficulties, low self-esteem.
2. Life Satisfaction
Question: "Do you consider your current life situation satisfactory?"
· Most responses leaned toward positive life satisfaction.
· Scale ratings (1=most satisfied, 10=least): 20/30 participants rated satisfaction between 1 and 4.
· EQ VAS scores also suggested positive self-perception of health, with several scoring 100/100.
· Strong correlation found between custom scale and EQ VAS.
3. Greatest Daily Life Challenges
Question: "What troubles you the most or what do you see as your greatest limitation in daily life?"
· Major theme: caregiving burden for affected children (n=15).
· Physical exhaustion, emotional strain, social withdrawal.
· Specific issues included chronic back pain, Crohn’s disease, low self-esteem, and anxiety about aging.
4. Future Outlook
Question: "How do you see your future in the next 5–10 years? What are your plans?"
· Six DMD-FC reported having no specific plans due to caregiving uncertainty.
· Others expressed hope: education, travel, self-care, time with family.
· Several emphasized “living day by day” and adjusting plans to the health of their child.
5. Life Dreams
Question: "What is your biggest dream in life?"
· Eight DMD-FC reported having no specific dream.
· Others dreamed of a cure for DMD, or improvements in their child’s condition.
· Personal dreams included travel, creative pursuits, health, peace, and time for themselves.
Conclusion
These narratives paint a nuanced and emotionally rich picture of the lived experience of DMD-FC. Despite facing significant caregiving and physical challenges, many DMD-FC maintain a positive perspective, driven by resilience, hope, and meaningful life roles. These findings support the need for comprehensive care models addressing both physical and psychosocial needs.
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