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Biomedicine’s Binds:  

ME/CFS, Patient Socialities, and Attachments to Science 
 
This talk explores the double binds that are created when debilitating chronic symptoms remain unverifiable in 
Western biomedicine. Chronic fatigue syndrome (also known as myalgic encephalomyelitis or ME/CFS) is a 
disabling condition that has no treatments. Its unrelentingness means suicide is the leading cause of death. 
Drawing on four years of online and in-person fieldwork with American ME/CFS activists, I show how vital 
social groupings bind patients together despite the significant isolation ME/CFS causes. Yet at the same time, the 
bureaucratic and biomedical systems they aim to navigate are inherently exhausting and repeatedly exclude them, 
creating double-binds for patients with already-limited energy: the systems they rely on are also the systems that 
wear them out. I look at how—in a context with a deficit of hope—science’s futurity animates a way of 
inhabiting a persistent present without prognosis.  
 
Emily Lim Rogers is the Mellon Postdoctoral Fellow in Disability 
Studies at the Cogut Institute for the Humanities, and the 
Department of American Studies and Program in Science, 
Technology, and Society (STS), Brown University. Her research 
interests are at the intersection of disability studies, medical 
anthropology, the history of medicine, and STS. Broadly, she is 
interested in the question of what happens when debility exists 
outside of biomedicine’s ability to apprehend it. Her first book 
project, Biomedicine’s Binds: The Politics of ME/CFS, is an 
ethnographic and historical study of the incomplete 
medicalization of chronic fatigue syndrome, also known as 
myalgic encephalomyelitis or ME/CFS. It demonstrates how the 
fraught gendered and racialized dynamics that determine who is 
allowed to be ill places double-binds on chronically ill bodies 
within the iatrogenic context of the American healthcare system. 
 


