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Epistemic communities in medical online fora 

Mats Landqvist and Theres Bellander 

Participants in online media discussions sometimes develop new approaches as a result of their having 

communicated and shared personal experiences. Not the least, this has shown to be the case in 

discussions on health related issues (Akrich 2010). The Swedish research project Health literacy and 

knowledge formation in the information society investigates communication after prenatal diagnoses 

of heart disease in the fetus, including online forum discussions on prenatal diagnostics and terminated 

pregnancies. Preliminary analyses suggest that epistemic and critical stances may arise in online 

medical communities as a result of participants’ openness, so called ‘benign disinhibition’ (Suler 

2004). Based on data consisting of online forum discussions and blogs written by parents to children 

with a heart disease, with comments, this paper presents an analysis of the positions taken by the 

participants. These positions range from an afflicted or helpless position to a more knowledgeable and 

percipient position presenting experiences that others may benefit from. The sharing of experiences 

typical for online nonomys (=semi-anonymous, Zhao et al 2008) fora brings about reflections from 

different knowledge perspectives, such as common reactions to the meeting with health care 

professionals. This, in turn, may give rise to common approaches put forward by the community, with 

a more or less critical stance towards the health care system, for example practices of meeting, 

informing and treating patients. Such a new positioning grounded in commonly shared insights thus 

seems to originate from the comparison, analysis and reflection of participants’ experiences. This 

includes a critical stance towards health political issues, questioning of health care routines and a 

higher awareness of the afflicted position of the expecting parent altogether.   
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