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1. Definitions and Abbreviations

	GCP
	Good Clinical Practice

	IEC
	Independent Ethics Committee 

	HREC
	Human Research Ethics Committee

	POPIA 
	Protection of Personal Information Act 

	WITS
	Witwatersrand

	
	


2. References

· http://www.samj.org.za/index.php/samj/article/view/12929
· Protection of Personal Information (POPI) Act (Act 4 of 2013)
· Department of Health, 2020. South African Good Clinical Practice: Clinical Trial Guidelines. Third Edition (SA GCP 2020)  

3. Overall policy statement
This policy provides the views of the University of the Witwatersrand, Human Research Ethics Committee: (Medical) regarding the use of social media in relation to participant communication, recruitment of participants, contacting participants who no longer want to be part of a study, and guidelines for the use of whatsapp groups in clinical settings in South Africa. 
3.1 Social Media for Participant Communication: 

The use of social media for participant communication in research studies is becoming more prevalent and there is a requirement to maintain confidentiality and protect personal information of participants. Therefore, research participants need to be aware of the lack of confidentiality on these platforms.

Sensitive/Personal Health Information:
Sensitive/personal health information should be communicated directly to participants.
Groups:

The committee believes that there are confidentiality implications to adding people to Groups on software platforms such as WhatsApp and/or Telegram, and if these are going to be used for discussion regarding the study, the following should be considered:  
· Participants should first consent to being added to discussion Groups on software platforms such as WhatsApp and/or Telegram. Consent is voluntary and if participants do not provide consent, they should not be added to the Group. 
· Participants must be informed that by consenting to be part of a WhatsApp and/or Telegram Group, they understand that their name and cell phone number will be visible to all participants of the Group
· Explain to the Group that personal health information should not be shared. 
· Personal health information (hospital numbers; IDs; diagnosis etc) should be discussed and shared with individual study participants during the normal course of the study (not on the Group).
· The participant should be made aware that once they download a software platform to their mobile device, they agree to the terms and conditions of the software platform.
Link to the Whatsapp Privacy Policy: https://www.whatsapp.com/legal/privacy-policy
3.2 Social Media to recruit participants (advertisements): 

The use of social media to recruit participants was discussed and approved by the University of the Witwatersrand, Human Research Ethics Committee: (Medical) at the meeting held on 26 January 2018, on condition that all recruitment material is first reviewed and approved by the ethics committee:
· As part of the growing global and local increase in social media use, research sites are requesting to utilize social media platforms, such as Facebook, Twitter, Telegram, Instagram etc. to broaden their outreach, recruitment, and retention strategies.
In terms of abiding by all GCP Regulations and ethical considerations regarding the use of social media, sites must be committed to: 
· Ensuring social media strategy complies with the Law and GCP regulations.
· Ensure to only post HREC approved recruitment materials online.
· Include the use of social media in all future WHREC applications as part of a study’s recruitment strategy.
· Ensure WhatsApp and related platforms respects all relevant ethical norms, confidentiality and privacy of participants (e.g., use of “Broadcast lists” as opposed to groups to protect people’s identities).
· Updating all relevant Site SOPs to incorporate procedures and rules around social media interaction; and train all study personnel on these SOPs.
· State clearly the limits of confidentiality e.g., participants sharing a social media platform may not respect confidentiality of information shared on the platform.

· Check the readability (reading level and reading difficulty, for example) and literacy considerations of the social media campaign.

3.3  Social Media to contact participants who no longer want to participate in a study
The committee feels that it would be unethical to use social media to contact participants, who by their behavior are indicating that they no longer want to be in a study if they are still alive. It seems to be coercive and could be construed as an invasion of privacy for which the participant has not given explicit permission, even though these are publicly accessible social platforms.  
The committee is also not comfortable with participants' social media accounts being used as a means to check on them, particularly where this has not been cleared by the ethics committee up front.  In some ways it is comparable to a person's home address being stated in a file (also accessible in a telephone book), and then the researcher arriving at the front door of their house when the agreement to communicate was via a phone call.
3.4 Guidelines for the use of WhatsApp Groups in Clinical Settings in South Africa

http://www.samj.org.za/index.php/samj/article/view/12929
Guidelines for healthcare practitioners and group administrators using WhatsApp groups
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Guidelines for healthcare practitioners

+ Please note that the aim of this group is to provide an objective forum for medical discussion. It is not a social group and members are asked to
refirain from sharing information that is not relevant.

« In terms of the legislation, it is presumed that when a practitioner posts patient information on the group, the consent of said patient to post this
information has been given in writing, according to the Health Professions Council of South Africa (HPCSA)’s guidelines.

+ Please respect the privacy of other group members and do not discuss the content of the WhatsApp group with anyone outside the group.

+ Please do not share posts or screenshots from the group on other social media platforms.

« Remember that we cannot guarantee the confidentiality of anything you post on this group or your identity, so please post with care.

+ If you want to leave the group, you can do so at any time and you do not need to give a reason.

+ Anyone posting content that is deemed inappropriate, will be removed from the group. The facilitator's decision in this regard is final.

+ If you deem content on the group to be defamatory or inappropriate, please explicitly disassociate yourself from the content by commenting on
its inappropriateness, or by leaving the group.

+ Any post that is not considered relevant to the scope of the group  for instance advertising posts - will be flagged as inappropriate by the facilitator, at
the discretion of the facilitator.

+ Ifyou have an issue with the conduct of other group members, please raise this with the facilitator in a separate WhatsApp chat.

+ Ensure that pictures shared on the group are not automatically saved on your camera roll. You can ensure this by changing the settings in the group info tab.
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