Title:  “I’m Sitting Here by Myself…”: Experiences of Serious Illness in Patients Hospitalized at an  Urban  Public  Hospital

Background: Most Americans die in hospitals. The experience of serious illness, preferences and concerns about the end-of-life (EOL) in hospitalized urban underserved patients is poorly understood.
Research Objectives: To describe the experience of serious illness in underserved inpatients, including concerns, preferences, and perspectives on improving EOL care.
Methods: Qualitative analysis of interviews with seriously ill inpatients at a university-affiliated public hospital. We included patients whose inpatient physician “would not be surprised” if they died or had an ICU admission within a year. We excluded patients who were non-English speaking or lacked mental capacity. A semi-structured interview guide was developed and used for all interviews.  We digitally recorded, transcribed and analyzed interviews using a grounded theory approach.
Results: Twenty patients participated in 1-hour interviews. Difficult life events-- estrangement, homelessness, substance abuse, and imprisonment--shaped patients’ approach to serious illness. This influence manifested in three domains: 1) interpersonal relationships, 2) conceptualization of death and concerns about dying, and 3) approaches to coping with EOL. Patients lacked social support, so providers often played significant personal roles at EOL. Patients preferred honest communication with providers and contributing to medical decisions. Sudden death was less frightening than a prolonged process. Concerns included a painful death, preparation for and location of death, and feeling unwelcome in the hospital. Patients coped with illness by advocating for care, religion and spirituality, and viewing illness as similar to past trauma. To improve care, patients suggested listening to the patient, more accessible chaplaincy services, and home-based services.
Conclusion: When providing EOL care to underserved patients, providers must consider the ways on which difficult life events influence interpersonal relationships, conceptualization of death, concerns about dying and approaches to coping with EOL.  
Implications for research, policy, or practice: Good communication, attention to patients’ specific preferences, and inpatient/home-based palliative care in public hospitals may improve EOL for patients who often lack social support. 
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