Supplementary material 1. UriCoV Interview guide
1. Have you ever wondered whether you are experiencing symptoms of Long Covid?

2. Can you tell me how you first realized you might have Long Covid?

3. How did this realization impact you?

4. How have you experienced Long Covid? (How has your life and daily routine changed due to Long Covid?)

5. Have you ever contemplated the underlying reasons for why Long Covid may have affected you specifically? (Could you kindly recall any possible factors or causes that you think might have led to your Long Covid condition, aside from what doctors may have said?) 
6. Can you describe how your social environment reacted to your illness?

· positive (what forms of support have you received?)

· negative (in terms of avoidance, hostility, stigmatization?)

7. What does it mean for you to live with Long Covid in our society? 

8. What measures or activities have you found helpful in coping with your illness? May I ask if you actively research and learn about your medical condition?

9. In medicine, it is known that men in almost all cultures have a shorter life expectancy, while women overall bear a higher disease burden. Similar trends are observed in Long Covid: more women than men are affected, while more men have died after severe COVID-19 infections. Regarding Long Covid, can you please share your opinion on the reasons for the differences that exist between genders? Apart from biological factors, could non-biological reasons such as differences in social behaviour, disease self-management, and gender roles also play a role?
Can you tell me if anyone from your social circle of the opposite gender is experiencing Long Covid? Can you identify any differences that could be linked to gender in:

· how they are coping with Long Covid?

· its impact on their everyday life?

· its effect on their interpersonal relationships?

10. Could you please provide your insights on what you believe the ideal healthcare for patients suffering from Long Covid should look like? (What would you like to see done differently from how things are currently being handled in the medical field?) 

11. On a scale of 1 to 100, where would you place yourself in the recovery process? 

12. What are your hopes for your ongoing recovery?

13. Is there anything else you would like to add or mention?
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Figure S1. Preliminary themes derived from pilot interviews
Legend: Six concepts were identified through pilot interviews conducted in late 2023 with two volunteers with suspected Long COVID and informed the final interview guide.
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Figure S2. Prominence of focused codes by gender
Legend: Dumbbell plot illustrating five prominently discussed focused codes within each analytic category (1 Illness-Led Disruption and Identity Reconstruction, 2 Social Presence of Illness and Relational Responses, 3 Cumulative Functional and Structural Vulnerabilities, 4 From Constructive Coping to Practical Management, 5 Internalized Norms and Self-Imposed Care Barriers, 6 Self-Advocacy Amid Institutional Neglect and Fragmentation, 7 Desired System Improvements and Supports Aiding Recovery). The x-axis reflects relative prominence of codes (increasing from left to right), and line length indicates differences in the representation of women’s (red circles) and men’s (blue triangles) accounts. 
Table S1. Focused codes and exemplary conceptual processes

	Categories
	Focused codes
	Exemplary Conceptual Processes

	Illness-Led Disruption and Identity Reconstruction
	Biographical disruption • Causal ambiguity • Developing causal theories (self-attribution) • Diagnostic causality seeking • Evaluating competing causes • Existential rumination • Identity and priority shift • Illness-related concerns • Information-seeking to understand illness • Limited medical knowledge with the emerging disease • Limits of scientific knowledge • Loss of meaning and engagement in former activities • Patient-constructed illness definition • Psychological aftereffects • Reassurance-seeking • Relief through medical validation • Self-causation attribution • Spiritual meaning-making • Trying to go at full speed with the handbrake on
	Critical COVID-19 → Self-reflecting and questioning, emotional processing, trying to make sense of events, shared suffering within the couple → Perceived causality between COVID-19 and family suffering, loss of future orientation ("I don't have the path afterward") (45y, F)

Unexpected and unfair incidences in life → Holding onto faith, letting go of control, letting go of "why?" → Ease through religion, finding peace (67y, M)

Being predisposed to infections due to profession → Fear as protective instinct and mental stress, fighting to regain normalcy → Struggling with returning to work (46y, F)

Long COVID → Physical impairment → Reflecting on it through comparison with previous state → Motivation loss → More inactivity: vicious cycle + social identity loss (55y, M)

	Social Presence of Illness and Relational Responses
	Acts of care • Dependence on spouse for care support • Family support and caring dynamics • Health-management leadership in partnerships • Going against social norms and expectations • Increased empathy through shared illness experience • Invisibility • Moral commitment to help others • Protective instinct of the caregiver • Redistribution of roles and responsibilities • Research that also examines care pathways and support systems • Seeking support • Social adjustment • Social recognition of illness • Social restriction/isolation • Social trivialization • Stigma and social avoidance • Support did not extend to those supporting the patient • Weight of caregiving duties
	Lack of updates about the patient, medical inaccessibility, looming end-of-life decision during lockdown → Repeated calls, personal visit to hospital despite lockdown, demand for accountability, emotional confrontation with staff → Emotional breakdown, ethical objection to withdrawal of care, loss of trust in medical authority F(F)

Sudden loss of physical ability, having to become the one with greater responsibility because of family dynamics → Caregiver steps up with limited familial support → Persistent imbalance in support, ongoing caregiver burden F(F)

Breaking down from trying to meet expectations → Seeking external support → Delegation of responsibility → Sharing the burden F(M)
End of the pandemic, and returning to normal (social expectation), Need to justify protective behaviors (sticking to restrictions) → Navigating social norms and expectations with humor → Receiving comments from outsiders out of curiosity and confusion (71y, M)
Long COVID symptoms, cultural norm: wife as sole caregiver → Spouse taking the role as a primary caregiver with no financial support → Increase in financial vulnerability, increase in the domestic workload (61y, M)
Patient in need of moral support → Fear interfering with relational closeness and hospital visitation (macro), friends maintain their support remotely by engaging in thoughtful gestures → Initial resignation shifting to appreciation (64y, M)

Patient in need of moral support → Interacting with other patients in a hospital setting, seeking connections as a coping mechanism → Positive impact (64y, M)
Patient in need of moral support → Retrospective evaluation and uncovering and understanding the mindset of patients "being focused on oneself" → Letting go through understanding (64y, M)
Having experienced severe COVID-19 personally → Observing public attitudes → Developing empathy for others who suffer (67y, M)

	Cumulative Functional and Structural Vulnerabilities 
	Cumulative health burden • Economic insecurity and pressure • Fluctuating symptoms/Unpredictability • Functional vulnerability/decline • Increase in external workload despite being sick as well • Shift from paid work to unpaid care due to illness • Mismatch between health capacity and work demands • Failing through social safety net • Bureaucratic difficulties
	COVID-19 crisis and physical limitations → Fending for family, having to take more domestic responsibility → Increase in workload and distress, failing to maintain the lifestyle and quitting the job F(M)
Mismatch between institutional demands and health capacity → Doctor as advocate → Lack of support received from the institution (macro) → Patient had to "fight" for work reintegration → Sense of solidarity, possible mistrust in leadership (46y, F)

	From Constructive Coping to Practical Management 
	"I manage" • Acceptance through relief and resignation • Adapting lifestyle to limitations • Adaptive carrying on • Advocacy for safety measures • Alternative / non-traditional symptom management • Anticipatory coping • Behavioral changes as emotional coping • Ceasing behaviors that impede progress • Comparison with poorer outcomes • Developing management strategies • Energy management/pacing • Fighting spirit • Gendered patterns of coping • Gendered proactivity in wellbeing practices • Gendered symptom expression patterns • Hope & positive future orientation • Maintaining a healthy lifestyle • Prioritizing survival and recovery over broader concerns • Reasserting agency • Reframing the disease • Seeking medical help proactively • Somatic awareness and health literacy • Survivor identity & Gratitude
	Post-covid impairments → Adherence to the medical recommendations and trying out alternative medicine → Solution found: small restorative naps during the day (64y, M)
High mortality during the COVID-19 pandemic, unexpected survival from a crisis → Attempting to find causality → Downward social comparison → Linking survival to destiny → Easing the burden and acceptance → Regaining confidence F(F)*
Personal need for productivity → Threat to sense of identity → Attempting to remain active despite limitations (71y, M)

	Internalized Norms and Self-Imposed Care Barriers
	Affective detachment • Avoidance of self-inquiry and past-oriented reflection • Concealment to avoid stigma and burdening others • Delayed help-seeking (men) • Discomfort with dependency • Discursive downplaying • Guilt/Shame • Identity resistance • Impression management • Internalized role expectations • Selective disclosure • Showing strength for others • Victim mindset
	Coma patient, limited prognosis, overwhelmed healthcare setting → Casual, unilateral communication of plan to withdraw life support → Emotional trauma, long-lasting memory, refusal to accept medical decision F(F)*
Discomfort with being labeled or categorized as a "patient" or "caregiver" → Avoiding support groups directly tied to his own experience → Tension between awareness of support options and emotional readiness (64y, M)
Perception of worsening life conditions, uncertainty about the future → Withdrawing from questioning, refusing hope, pessimism → Self-protective mindset (67y, M)
Concentrate impairment → Monitoring of symptoms, self-questioning, minimizing and hedging → Impairment being more manageable, not strongly identifying with Long COVID (46y, F)

Word retrieval and long-term memory consolidation → Being teased by surroundings, patient acknowledges issue but reduces its seriousness → Symptom is socially trivialized, humorized (46y, F)

	Self-Advocacy Amid Institutional Neglect and Fragmentation
	Absence of continuity in compartmentalized care • Absence of established guidelines • Absence of/Minimal follow-up care • Bureaucratic issues • Challenges accessing appropriate care • Critique to government policies • Dismissal/Neglect • Forced self-advocacy due to system gaps • Low adherence to public health guidelines • Outdated medical knowledge and lack of continuous learning • Perceived abandonment and neglect • Perceived decline of public attention • Gender-biased clinical misattribution • Gendered dismissal/normalization of symptoms
	COVID-19 crisis and bureaucratic issues → Expecting external help, having to manage everything alone → Lack of financial and social support and the burden of organizing care alone, administrative stress F(M)
Dominance of acute/interventionist medical logic → No collective analysis, rapid transition from one case to another (macro), dependence of research on finances → Frustration from patients expecting more understanding and awareness, Slow translation of research to practice, delayed community benefit (71y, M)
Bureaucratic delays in institutional support, rights exist on paper but are inaccessible in practice → Looking for guidance and frustration, attempts to reach out → Disorientation "wandering around" (67y, M)

Not feeling adequately supported by policy makers → Criticism and demand for simplification of bureaucratic issues (micro), hope for change → Loss of dignity (decent living), economic hardship, restricted mobility, feelings of abandonment, feelings of not being taken seriously, stress and frustration (67y, M)
Exclusion diagnosis → Late recognition → Postponed awareness about the recovery strategies → Delayed recovery and worsening health (27y, M)

	Desired System Improvements and Supports Aiding Recovery
	Affordable and accessible medical access • Physician’s attentiveness • Clarification and guidance from healthcare staff • Clinician knowledge • Follow-up care • GP as central coordinating hub • Help with organizing and locating care • Institutional support • Integrated medical and psychological support • Less fragmented/multidisciplinary care • Medical education/awareness from healthcare professionals • Patient recognition and being heard • Reliance on medical expertise • Respect for medicine and scientific research • Structured referral system • Specialized care for post-infectious syndromes • Taking patient's concerns seriously and not dismissing • Trust on medical authority
	Crisis requiring urgent therapeutic responses → Scientific progress → Recognition of the limits of medicine and trust in science (71y, M)
Qualitative research gaining attention → High motivation to contribute to research → Patients feeling heard (71y, M)


Conceptual processes representing an interpretive analytic pathway from context to actions and interactions, and consequences. F: Female patient; M: Male patient; F(F): Female caregiver, Female caretaker (patient); F(M): Female caregiver, Male caretaker (patient).
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