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Today’s Agenda
We will be covering…

- Digital spaces as places for data generation.


- An ethics-rooted overview of digital data generation.


- Case examples of digital data collection.


- An open discussion on leveraging social media for digital data 
generation.



Disclaimers.
We are still learning and incorporating these practices in our own 
research. In no way, should this be taken as the right or only way to 
conduct participatory research. We are highlighting what we have 
learned, and allowing for dialogue within our community.


I will use identity-first language when discussing autism. This 
decision is made to conform to identified language preferences from 
the autistic community (Kenny et al., 2016).
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Acknowledge…
…that I have the privilege to 
present today on the occupied 
lands of the Kickapoo and Wichita 
native peoples.





4.33 Billion
Social media users around the world at the start of 2021.

(https://datareportal.com/social-media-users)





“When you publish content or information using the ‘everyone’ 
setting, it means that you are allowing everyone, including people 

off of Facebook, to access and use that information, and to 
associate it with you (i.e., your name and profile picture).”



A “Wild West” of Ethics



• Little-to-no guidance from federal regulations or institutions, and very little 
on how and internal review board should review research protocols 
involving social media networks (Moreno & Fost, 2008).
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An Example







THANK YOU.
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DISCUSSION.


