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Should BClIs shape experiences of communication of
people with LIS, and if so, how?
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Introduction: Locked-In Syndrome (LIS) is defined by (near) complete paralysis and intact cognition
[1]. This condition profoundly shapes a person’s experiences of communication [2]. Not much is known
about the lived experiences of communication of people with LIS [3], which is related to the nature of
LIS, where one loses almost all abilities to communicate and is reliant on augmentative and assistive
communication (AAC) devices such as letter boards and eye-trackers to communicate. A promise of
implantable communication-BClIs (¢BCls) is to ‘restore’ the communication abilities of people with LIS
[4]. Considering the call for user-centered approaches to cBCI design [5], this raises the ethical question:
should ¢BClIs shape the experience of communication of people with LIS, and if so, how?

Material, Methods and Results: We interviewed 8 people with LIS (4 female), 8 caregivers (5 female),
and 10 medical professionals (8 female). The interviews with people with LIS were conducted with
typing text, the others face to face. The goal of the interview was to explore typical experiences of
communication, personhood, and wellbeing of people with LIS and familiar interlocutors. All
interviews followed a phenomenological approach, where the goal of the interview was an in-depth,
open exploration of the lived experience of the interviewee [6]. Interviews were transcribed ad verbatim
and coded thematically following a grounded theory approach, making sense of the data in an iterative
back and forth between the transcripts and the emerging themes. The following intertwined themes
emerged to describe typical experiences of embodied communication: 1) intimate technological
mediation of embodied interaction with the world (AACs shaping experiences of the voice, emotional
expression, reliability, tempo and access to the world), 2) altering of familiar embodied expressions of
aliveness (dehumanization, cyborgization, new communicational affordances in relation to skilled
interlocutors, embodied diversity) 3) temporal delay in communication leading to a breakdown of flow
(alienation from social life, failure of conversational flow).

Conclusion: For research and design of ¢BCls, these results mean that user adoption stands to benefit
from a focus on (tone of) voice, emotional expression, speed and reliability of communication,
aesthetics of the device, designs that can adapt to the social setting and physical environment that a user
is situated in, and subtle forms of embodied communication required for flow (nods, hmhm’s, etc.).
Moreover, these results imply a much-required shift from seeing a cBCI “user’ not as an individual but
as a network that includes their close interlocutors.
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