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Concepts

Categories

Codes

Diagnostic journey

Self-advocate (Patient)

Patient advocate (Caregiver)

Diagnostic Journey

Failure to recognize symptoms (Patient)

Clinical failure to recognize symptoms

Exasperation due to failure to diagnose

Clinical diagnosis — Appreciation towards clinicians

Clinical diagnosis — Validation

Retrospective understanding (Patient)

Retrospective understanding (Caregiver)

Symptom Recognition

Retrospective understanding of family members (Patient)

Awareness of symptoms prior to diagnosis (Patient)

Ambiguous symptoms (Patient)

Difficulty managing symptoms (Patient)

Difficulty managing symptoms (Caregiver)

Symptom Management

Symptom compartmentalization (Patient)

Diagnostic Journey and
Symptom Management

“Once we knew to look” (Patient)

Sense of accomplishment

Sense of defeat

Increased understanding of disease

Understanding of
Disease

Increased understanding of disease (Providers)

Increased understanding of disease (Family members)

Coping strategies related to hyperphagia (Patient)

Coping strategies related to hyperphagia (Caregiver)

Coping strategies related to fatigue (Patient)

Coping Strategies

Coping strategies related to fatigue (Caregiver)

Compartmentalization of burden

Hyperphagia as addiction

Allocation of energy

Impact of leptin treatment

Impact of symptom-specific treatment

Experience with
Treatment

Seeking treatment

Barriers to seeking treatment
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Alternative treatments




Concepts

Categories

Codes

Impact of lipodystrophy on physical health (Patient)

Impact of symptoms related to hyperphagia —
Physical health (Patient)

Impact of lipodystrophy on reproductive health (Patient)

Clinical Burden of
Disease

Impact of lipodystrophy on sexual health (Patient)

Burden of Disease

Impact of lipodystrophy on mental health (Patient)

Impact of lipodystrophy on sleep (Patient)

Impact of lipodystrophy on mobility (Patient)

Impact of symptoms related to fatigue

Familial responsibility (Patient)

Impact of lipodystrophy —
Barrier to developing personal relationships

Impact of lipodystrophy —
Barrier to professional development (Patient)?

Impact of symptoms related to hyperphagia —
Barrier to professional development (Patient)?

Impact of symptoms related to hyperphagia —
Barrier to developing interpersonal relationships (Patient)

Impact of misconceptions about lipodystrophy (Patient)

Footnotes:

Humanistic Burden of
Disease

Impact of phenotypic expression of lipodystrophy
(Patient)

Impact of symptoms related to fatigue —
Barrier to professional development (Patient)?

Impact of symptoms related to fatigue —
Barrier to developing interpersonal relationships (Patient)

Impact of symptoms related to pain/neuropathy (Patient)

Awareness of potential disease progression

Difficulty managing symptoms (Patient)

Suicidal ideation (Patient)®

“What could have been” (Patient)

“What could have been” (Caregiver)

Impact of lipodystrophy —
Barrier to professional development (Patient)?

Impact of lipodystrophy —
Barrier to professional development (Caregiver)

Economic Burden of
Disease

Impact of symptoms related to fatigue —
Barrier to professional development (Patient)?

Impact of symptoms related to hyperphagia —
Barrier to professional development (Patient)?

Economic burden of living with lipodystrophy

Difficulty managing symptoms (Caregiver)

Burden of Disease on
Caregivers

Caregiver guilt (Caregiver)

Mental health (Caregiver)

Impact of phenotypic expression of lipodystrophy
(Caregiver)

Impact of managing lipodystrophy
(Caregiver, family members)

a This code was double-coded under Humanistic Burden of Disease and Economic Burden of Disease.
b When applying this code, Clinical Burden — Impact of lipodystrophy on mental health (Patient) was also coded.




Concepts

Categories

Codes

Pre-diagnosis hospitalization (Patient)

Post-diagnosis hospitalization (Patient)

Healthcare Resource
Utilization

Healthcare resource
utilization

Pre-diagnosis ambulatory care (Patient)

Post-diagnosis ambulatory care (Patient)

Nutritionist support (Patient)

Post-diagnosis mental health care (Caregiver)

Support from caregiver (Patient)

Support from family (Patient)

Support from patient group (Patient)

Source of Support

Support from providers (Patient)

Support and Advocacy

Support from patient (Caregiver)

Support from family (Caregiver)

Support from patient group (Caregiver)

Support from providers (Caregiver)

Limited access to mental health resources (Patient)

Access to Support

Limited access to physical health/clinical resources
(Patient)

Limited access to social support resources (Patient)

Limited access to physical health/clinical resources
(Family members)

Knowledge Sharing

Patient to patient counseling

Caregiver to caregiver counseling

Advocacy

Motivation for advocacy (Patient)
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Motivation for advocacy (Caregiver)
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