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Explanatory Statement – EXIST- Rehab Citizen’s Panel Meeting

Title of study:
Exercise in Stroke Rehabilitation (EXIST-Rehab) Developing an implementation strategy for aerobic exercise interventions in stroke rehabilitation.
Principal investigator:
Dr. Sharon Kramer
Project ID: ERM- 41425
We are undertaking the above project funded by The Stroke Foundation. The aim of the project is to:

to understand how aerobic exercise interventions can be designed to meet the needs of people with moderate-to-severe stroke.
You have been invited to participate in a half-day (3-6 hour) structured citizen’s panel to gather your perspectives relating to (1) sharing your understanding of the role of exercise for rehabilitation after stroke, and (2) reflecting on your own experiences to consider the underlying challenges, and (3) inform the types of interventions that may be appropriate. The dialogue will be attended by 10 – 18 people who have been diagnosed with stroke, those who have been living with stroke, and carers and partners of those living with stroke. The citizen's panel will be held in person. 
The citizen’s panel will be held under the Chatham House Rule:

“When a meeting, or part thereof, is held under the Chatham House Rule, 

participants are free to use the information received, 

but neither the identity nor the affiliation of the speaker(s), nor that of any other participant, may be revealed”

[http://www.chathamhouse.org/about-us/cnhathamhouserule Accessed January 5, 2018]

We will take notes during the discussion, and the discussion will be audio-recorded. This data will be thematically analysed. We will report the results in different ways including reports, academic journal articles, and conference presentations. The findings will be available to the citizen panel participants once the reports have been made public. Quotes may be used to illustrate particular topics that have been discussed in publications and presentations. Your name will not be identified in any publications or presentations. Potentially identifying information (for example, a geographical region or place of work) will NOT be included in any quoted comments.

It is important for you to know that you can identify specific comments as ‘off the record’ within the citizen’s panel. Comments identified as ‘off the record’ will not be included in any of the publications or presentations. On the day of the citizen’s panel, you will be given the opportunity to ask questions regarding the process and procedures. 

If you choose to participate in the citizen’s panel, your consent to participate will be understood by the study investigators as having been given. You can choose not to take part in the study. However, all notes from the discussion on the day are aggregated and de-identified; it will not be possible for you to withdraw your consent after the dialogue meeting has commenced. 

The benefit to you of participating in the research study is that your perspectives can help enhance our understanding of important issues related to this topic. 
Data from the citizen’s panel will be considered confidential. We will keep hard copy material in a locked cabinet and electronic data will be stored on a security-protected computer. We will ensure that your identity remains anonymous as a participant in the research study. Data will be stored for 7 years, and will be destroyed after (shredded, deleted) which is in line with the NHMRC / AVCC Statement and Guidelines on Research Practice (1997).
We will give you a $250 voucher at the conclusion of the citizen panel, to thank you for your time and participation. 
If you have any questions regarding your rights as a research participant specifically, or concerns about this project, you may contact:

Executive Officer, Human Research Ethics
Research Office, Chancellery Building E, 
MONASH UNIVERSITY VIC 3800. 
Tel: +61 3 9905 2052, Fax: +61 3 9905 3831. 
Thank you for your valuable contribution to our research study. If you have questions or would like additional information, please do not hesitate to contact me.

Yours Sincerely,
Dr. Sharon Kramer

Research Fellow,

Department of Neuroscience,

Faculty of Medicine, Nursing, and Health Sciences

Monash University

Tel: 0408912064
Email: 
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