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Citizen science: “A lab of our own” 

Government Center, Boston 1993 
Brody et al. 
2005 AJPH 
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Household Exposure Study 

 120 homes 

 89 EDCs 

 Air 

 Dust 

 Urine 
Rudel et al. 2003, ES&T 



Household Exposure Study 

Rudel et al. 2010 ES&T 
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Reporting results to 
participants & communities  

Online data sharing 

ELSI after the study 
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 What (if anything) should researchers 
tell study participants about their 
results when health effects are 
uncertain? 
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What are participants’ experiences? 

 Participants wanted their results 

 Increased trust in researchers 

 Pride in contributing to science and to their 
community 

 Learning and conceptual shifts 

 Reflections on family illnesses, “toxic trespass” 

 Motivation to reduce exposure 
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Bit.ly/SilentSpring_ReportBack 
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What are researchers’ experiences? 

 Opportunity for discovery! 
 Temptation to reassure 
 Challenge to address policy-level change 
 Resources, timing, and other challenges 
 Digital methods for larger studies, methods that tap 

into universal cognitive capacities and rely less on 
“literacy” 
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Sharing data online 
Consent, privacy, and “immortalized” 
data in the digital era 

ELSI after the study 

Henrietta Lacks  
Source: R Skloot 2010 
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Citizen Science: Issues on my mind 

 Justice issues 
 Resources for all communities to benefit 
 Support data infrastructure and validated 

measurement tools to make citizen data useful 
 New IRB models – How can IRBs…  ?  
 Cover NGOs, citizen researchers? 
 Give leeway for communication and negotiation? 
 Replace unrealistic fears with learning from data? 

 Ethical expectation for researchers to participate 
in translating results to individuals and 
communities 
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