USING SOCIAL MEDIA DATA IN RESEARCH

Please read through the relevant guidance here prior to completing this form.

When researchers propose to collect reasonably identifiable data from social media, there are three options to work through:

· Restructure the research methodology to collect only de-identified information.  Both NSW and national privacy laws state that a person’s personal information can only be collected when ‘the collection of the information is reasonably necessary’ for a given purpose.  In a research context, this means that if the research aims can be achieved by collecting and using de-identified information, then that approach must be taken.  However, if the research aims cannot be met by using de-identified data, researchers should;
· Obtain consent from that person to use their data for research purposes. If obtaining consent is not practicable, researchers can;
· Apply for a waiver of consent.  Researchers are able to apply for a waiver of consent from the HREC when they wish to use an individual’s personal information for research purposes without obtaining consent to do so. 

Whether researchers propose to use identifiable or non-identifiable data from social media, the following Ethical Considerations must be addressed.

Ethical Considerations

1. [bookmark: _GoBack]What information will be collected? (e.g. names, quotes, key words)  Please be as specific as possible here to support the committee’s understanding of how identifiable the data is.



2. Will consent be obtained from users?  If not, why?



3. What are the reasonable expectations of social media users in this context?



a. How public is the information?  Please include the following in your explanation to the HREC:
· From which social media site is data being collected, and what the terms of use for this site are.
· Whether the information is being accessed in a closed group, a public facing space (e.g. a comment on Facebook), or a more public site, like Twitter/X.
· If information is being access in a closed group, how large is the group?  Will group administrators consent?  Will group members be told of the researcher’s presence?  Will group members consent?



b. What is the nature of the space from which data will be collected?  Many online spaces are highly private/sensitive in nature and exist as a social support for a particular group of people.  It is important to consider the invasiveness of the researcher’s presence – even when no identifiable information is to be collected.





Legal Requirements

In the instance that a waiver of consent is requested from the HREC, the research team must address each point below from section 2.3.10 of National Statement: 

a. A justification that involvement in the research carries no more than low risk to participants.



b. A justification that the benefits from the research justify any risks of harm associated with not seeking consent.



c. A justification that it is impracticable to obtain consent (for example, due to the quantity, age or accessibility of records).



d. A justification that there is no known or likely reason for thinking that participants would not have consented if they had been asked.



e. A justification that there is sufficient protection of their privacy.  When responding to this point, researchers should consider whether, by collecting this data, they are placing participants’ privacy at a greater risk than they it currently stands.  Will the researchers publish data in a more public forum than it is currently available?



f. A justification that there is an adequate plan to protect the confidentiality of data.



g. A justification that, in case the results have significance for the participants’ welfare, there is, where practicable, a plan for making information arising from the research available to them.



h. A justification that the possibility of commercial exploitation of derivatives of the data or tissue will not deprive the participants of any financial benefits to which they would be entitled.



i. Confirmation that the waiver is not prohibited by State, federal, or international law.
