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T1028 - Research Connected - Guidance for researchers
Research Connected aims to continue communication with participants throughout the duration of the study.
The patient information sheet
We recommend asking participants if they want to receive these updates as part of the patient information sheet and informed consent process. The following element can be included:
	
	Please initial

	
	Yes
	No

	I agree to be contacted in the future to ask if I am interested in future studies.
	
	

	I agree to receive updates on the study from the research team.
	
	



If your consent forms do not ask about preferred communication or accessibility needs, please also include a question about this. We recommend stating that updates will be shared via email unless alternative communication has been requested.
Record the details of those who agree to receive updates along with their preferred format. 

Keeping participants connected
Local public contributors have identified three key communications they wish to receive when taking part in a study. Some or all of these communications will occur after a participant’s final visit, and will allow participants to continue to stay connected to the research they have been involved in.
The three templates have a simplistic design, this is so individual studies have the flexibility to adapt these to their needs. Below is some guidance for how and when to use these templates.

End of recruitment template: 
Results from Parkinson’s UK and our local involvement work has shown that participants want to hear when studies close to recruitment. This is because participants often encourage family and friends to take part where possible and are disappointed if they find the study has closed without warning. 
When recruitment closes please use the end of recruitment template and complete the relevant details highlighted in red.



Short update template: 
Participants have asked to receive updates when substantial changes are made to the study, particularly those that alter the expected completion time. Key information to pass on includes additional funding that opens another study arm or increases recruitment and delays or pauses to the study. 
You may also want to use this template to share interim results of the study, particularly for larger multi-year studies where participants would receive little contact. 
If your study is not subject to major timeline or scope changes, you may not need this template. 
To use this template, complete the relevant details and address the prompts highlighted in red.

Final results template: 
Participants want to receive direct communication about the results of the study rather than rely on press coverage or proactively checking websites. You may also want to include short videos or invitations to meetings/webinars to share the results of the study. 
If you include images or graphs in this template, ensure they are captioned for those using e-readers. 
To use this template, complete the relevant details and address the prompts highlighted in red.

Accessibility
We have worked with a sight-loss group to better understand the most accessible format for sharing our results. 
This group suggests using plain text emails and including headers in longer emails. As such, we have kept our templates simple and text-based to best meet this need. If you would like to produce materials that contain images, videos, or multiple links, please ensure you also offer a plain text version where needed. 
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