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Citizen Bioscience 

• Citizen bioscience: a community building research initiative that promises to put individuals in control of 
their – in this case – genetic data and provide greater ability to affect scientific research.  

• Genetic information data-tracking - enabled by transitions in new media technologies - produces what is 
called “actionable personal data”

• Citizen Bioscience projects range from answering surveys on sites such as 23andMe to user-ran studies to 
biohacking

• From an activist standpoint, citizen bioscience enables its members to participate in scientific research 
decisions and can affect public policy.  However, companies such as 23andMe introduce a particular notion 
of citizen bioscience – one that promises freedom from institutional power through corporation-enabled 
control over one’s genetic information.  

• Citizen Bioscience conflates discourses of empowerment through the use of new technologies with 
frustration over the traditional modes of doing science



! ! DYI Genomics - www.dyigenomics.org

“DIYgenomics (www.DIYgenomics.org) is a new platform bringing citizen scientists together to run peer 
cohort research studies  and conduct novel research linking genetic data and physical biomarkers. Some 
norms are developing in response to the variety of community-based research issues that arise such as 
adaptive studies, informed consent, security, anonymity, and study design”.
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!   DYI Genomics -Citizen Science Research Model

Source: DYI Genomics - an open platform for citizen bioscience



! ! DIY Genomics and New Media
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Citizen Bioscience and Biocitizen Identity











Biocitizenship

• Biological Citizenship - “all those citizenship projects that have linked their conceptions of citizens to beliefs 
about the biological existence of human beings, as individuals, as families and lineages, as communities, as 
population and races, and as a species.” (Rose and Novas, 2005)

• Political economy of hope: a social, political and economic system that advances the view of biology as 
mutable, changeable, and manipulable.  

• Communities forming on the Web and outside it as “moral pioneers – we would prefer to say “ethical pioneers” – 
of a new kind of active biomedical citizenship.  They are pioneering a new informed ethics of the self – a set of 
techniques for managing everyday life in relation to a condition, and in relation to expert knowledge” (Rose, 
Novas, 2005)



Biocitizenship 2.0.

•  Biocitizenship 2.0 - citizens, trained through social-networking technologies and network subjectivy, eager to 
share information.  Their citizen duty is to increase the capacity of network. 

• Biocitizenship 2.0 - a product of an unique economic system made possible by a simultaneously emergence of 
free market economy, which conceives of an individual as “free” to sell access to their biological information, 
greater general accessibility to scientific research, and new media technologies that allow for faster, easier and 
increasingly cheaper access to biosocial communities. 

• Whereas biological citizenship operates through political economy of hope, biocitizenship 2.0 is embedded in 
the “free labor” economy of network society. 

•



Citizen Bioscience, Affect, and Freedom in the Network

• Citizen Bioscience Problematic  - to claim a revolutionary position outside of institutional power and capital 
structure, and, at the same time, accrue financial benefits

• The work performed by users of 23andMe or DYIGenomics is affective in every sense of the word – it is 
manifested in its ability to produce communities, esteem, but also to enhance bodily capacity to affect and be 
affected.  

• Facilitates active citizen engagement through the use of social media technologies and platforms.  Liberatory 
transition in medical and scientific research that  with liberatory transition in social media.  Citizen Bioscience 
uses discourses of control, freedom, and empowerment as produced by new media discourses

• The work of being healthy - The work of being healthy produces citizenship which understands the care of self 
and which understands the care of self as the care of the network.  The goal is to generate more date.  Our 
health is that of the network. 
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Do-It-Yourself Revolution in Disease Research

   “This summer 23andMe is launching the Research Revolution, a community outreach program that 
empowers people to drive the direction of genetic research. This program is an opportunity for you 
to support disease research and positively influence the way it is funded and conducted. We pledge 
to do research on any disease that enrolls enough patients to ensure a productive study. The 
research will be conducted by 23andMe scientists, working with outside researchers who have 
expertise in the particular topics being studied.  Our research also requires data from control 
individuals who have not been diagnosed with the diseases we're studying. So every person — 
patient or control — who enrolls in the program will receive a vote to cast for the disease they 
support. The disease that earns the most supporters by the end of the program will be studied first. 
By enrolling, you receive access to your own genetic data, including analysis of over 100 diseases 
and traits. This specially priced Research Edition of the 23andMe service costs $99.”

- 23andMe, 2010



Citizen Bioscience and Media in Transition


