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Grinberg, O. (2021). Testimony as event: Israeli NGOs, Palestinian witnesses, and the undoing
of human rights bureaucracy. Cambridge Journal of Anthropology, 39(1), 93-110.
https://doi.org/10.3167/cja.2021.390107.

Abstract:

This paper ethnographically illustrates the performative dimensions of the event in which
witnessing is transformed into testimony, through the peculiar case of Palestinian witnesses and
Israeli NGOs’ sustained commitment to witness-testimony despite shared acknowledgement of
the failures of human rights. Based on participant-observation, the article claims that human
rights organizations sustain their public relevance not only by circulating information, but rather
through the event of direct interaction with witnesses. This event is the basis for much of what
NGOs do, also since it is the primary site of synthesizing global standards of human rights work
with local cultures. And yet, the event’s interactional dynamics of witness-documenter are
overlooked by scholars and are usually omitted from NGOs’ textual representations, due to the
rigid bureaucratic writing of human rights witness-testimonies. Drawing from sociological and
anthropological literature on ritual, event, and hospitality, the article frames the encounter
between NGOs’ documenting agents and witnesses by examining how actors navigate the
known conventions of the event and individual and/or communal self-positioning. The

bureaucratic procedure of witnessing and testimony is thus theorized as spatiotemporal sites
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and occasions of contending with violence and colonialism, malleable enough to be reshaped
by their participants through linguistic gestures and choreographies of space and movement.
The article’s re-framing of witness-testimony as practice rather than as subject-position or text,
suggests that the very logics of human rights work itself are undermined by the social fabric
and political layers of the effort to produce a written testimony, the stated purpose of the event.
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Guzmen-Carmeli, S. & Rier, D. A. (2021). Entrepreneurial treatment activism for undone
science: Mannitol and Parkinson’s disease. BioSocieties. https://doi.org/10.1057/s41292-021-
00258-0.

Abstract:

This paper describes CliniCrowd, a patient-designed, entrepreneurial, crowd-sourced citizen-
science approach to evaluating mannitol—essentially, an orphan drug—as a Parkinson’s
disease treatment. As such, CliniCrowd addresses ‘undone science’, and our paper contributes
to the sociological literature thereon. Based on 38 qualitative interviews, fieldwork, and content
analyses (2017-2020), we trace CliniCrowd’s background and rationale. We: discuss undone
science and its wider contexts; present earlier iterations of citizen-science and treatment
activism; examine CliniCrowd’s application of crowd-sourced citizen-science to address
undone science around °‘orphan drug’ treatment for Parkinson’s disease; explore how
CliniCrowd has evolved, and re-framed its work, since its founding; ponder its future; and
consider whether their approach can guide future citizen-science treatment research. Our paper
contributes to the existing literature in four ways. First, we focus on medical treatment issues,
an under-studied area of undone science. Second, we highlight orphan drugs as both major
source of, and fruitful area for research on, undone science. Third, we describe CliniCrowd’s
pragmatic, entrepreneurial—rather than the more common activist—citizen-science approach
to addressing undone treatment science. Finally, from our data on CliniCrowd we distil a

preliminary model for future treatment activism around undone science.
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