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This workshop will focus on the ethical and regulatory challenges posed by large-scale, data-driven research. More 
data are created today than ever before in history. These diverse, plentiful data sources may come from almost 
anywhere. They are also steadily making their way into researchers’ hands. In this relatively unregulated frontier of 
mixing and mining data sets, computer science, biomedical, and social research may involve data that are compiled, 
repurposed, bought, and sold, with no awareness of the original context or use, let alone consent of the people 
generating the data. We will examine studies that involve merged or “enhanced” datasets as well as researchers’ 
interacting with people as part of the data creation or collection process to explore how best to apply IRB protocol 
oversight to the growing trend of public and private sector collaboration around big data research. 
 
 
This workshop will introduce participants to main forms of data-driven research, with an overview of internet 
research, social media studies, big data analyses, and the interconnections with AI, machine learning, and research 
ethics. We will use case studies and examples to further understanding of emerging trends in mixed methodologies 
for data analyses and data-intensive research. Participants will also discuss best practices and guidelines for IRBs 
and researchers navigating the uncharted, unregulated terrain of large-scale, data-driven research, with an eye on 
how to use the Common Rule principles to guide ethical considerations. 
 

AGENDA 
  
7:00–8:30 AM On-Site Check-In (breakfast on your own) 

  
8:30–10:00 AM 
 
 
 

Welcome, Introduction, and Goal-Setting for the Day 
 

Module I: Overview and Description of the Data-Driven Research 

Landscape  

  
10:00–10:15 AM Break 
  
10:15 AM–12:30 PM Module II: History of Internet Research: Where Are We Now? 

 
Module III: Emerging Areas of Concern: Algorithms, AI, Machine 
Learning 

  
12:30–1:30 PM Lunch (provided) 
  
1:30–2:45 PM Module IV: Regulatory Measures to Date 
  
2:45–3:00 PM Break 
  
3:00–4:30 PM Module V: IRB Responses, Policies, and Guidelines 

 
Conclusions and Wrap-Up 

  
4:30 PM Adjournment 

 


