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Introduction
Thank you for your interest in participating in this research project. Please read the following information about the project, so that you can decide whether you would like to take part in this research. Please feel free to ask any questions you have about your involvement in the project. You can also talk to someone you trust, like a family member or friend, before deciding whether you want to participate.
If you decide to participate in this research, please keep in mind that your participation is voluntary. If you do not wish to take part, you do not have to. If you decide to take part and later change your mind, you are free to stop at any time, and you would not need to give any explanation for your decision to stop participating. If you choose to stop participating, data already collected about you may still be included in the study database. You can read more about what happens to the data collected about you on page 5.
You will be given the Participant Information and Consent form to sign, and you will be given a copy to keep. Your decision whether to take part, or not to take part, or to take part and then withdraw, will not affect your relationship with the University of Queensland.
What is the purpose of this research?

This research project looks at using specially designed mobile sensors to measure how people move during everyday activities, such as rolling in bed, turning a light switch on, and carrying a cup to the table. The goal is to collect detailed data that shows exactly how these movements are performed. Movement patterns or movement quality describe how a person carries out these actions. This can provide valuable insight into disease progression and recovery in people with neurological conditions. New wearable technology can be used to measure how much people move, but it cannot measure movement patterns and movement quality. 
This project aims to establish an open-access repository of movement data from wearable sensors. Collected data will be available to the research community so they can develop algorithms to assess movements that are important to activity and participation (e.g. reach and grasp) in people with neurological conditions. 
The sensors and activities used in this study have been designed and tested with healthy adults in an earlier study. It is now important to collect movement data in people who have neurological conditions, including Parkinson’s disease and acquired brain injury (e.g. from a stroke, trauma, or tumour removal). 
A team of health researchers and biomedical engineering researchers are conducting this project. 
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If you agree to participate, you will be asked to attend one session at the University of Queensland, St Lucia Campus. This session will last approximately 2hours. You will be asked to confirm that you understand what you will be asked to do in the study before you sign the consent form. You will be asked to complete a short online survey to collect information such as your age and sex, and details about your neurological condition. 

The movement sensors will be attached to your forehead, arms, thigh, waist and shoes. They will be attached by straps, adhesive tape and worn in your shoes. Figure 1 is a picture of a person wearing the sensors. Your movement will be recorded by the sensors and by video. 

You will be asked to perform a list of everyday activities such as rolling in bed, turning off a light, picking up a cup, walking 20 metres, and walking up and down stairs. Before starting these activities, the researcher will show you the list of all the tasks. You may choose to skip any tasks you don’t feel confident completing. You will also be given breaks during the session if you need to rest.

What are the possible benefits of taking part?

There are no expected benefits at an individual level for participating in this study. By participating in this study, you will be providing valuable information that will assist researchers in measuring movement and recording changes in movement patterns. By detecting these changes early, we may be able to help people receive the type of therapy they need, when they need it, to improve their movement.

What are the possible risks and disadvantages of taking part?

The risks of any harm are very low. You may feel muscle soreness from attempting to complete some movements. The level of activity planned in this project is likely similar to everyday movements at home. 
There is a possible risk of skin irritation from the adhesive tape used to fix the sensors to your skin. To minimise risk of skin irritation, a hypoallergenic medical tape will be used. If you know you react to adhesive medical tapes, you should not participate. 
You may feel tired or fatigued during or after the session. You will be offered breaks during the session, and you can decline to complete tasks at any stage. An experienced health professional who works with people with neurological conditions will conduct your research session. 
To avoid any financial cost to you because of your participation, transport costs to and from the university, within metropolitan Brisbane, will be covered by way of taxi voucher or reimbursement of costs, including car parking.


What will happen to the information about me?

By signing the Consent Form, you consent to UQ collecting, using, and (where applicable) disclosing your information as set out in this Participant Information Statement and the Consent Form. Information obtained in connection with this project will be retained and disposed of in accordance with relevant University of Queensland policies and State and National regulations. For further information regarding the management of research data and information, you may refer to UQ’s Research Data Management Policy. 
Any information obtained in connection with this research project that can identify you will remain confidential. To maintain your confidentiality during the study:
· The information collected about you on paper will be safely stored in a locked cabinet in a locked room at the University of Queensland that is accessible only to the research team. 
· Information that is collected from the online survey will be securely stored on an Australian data centre, accessible only to the research team.  
· Sensor data, video data, and other digital data will be stored within computer folders only accessible to the research team. 
· This data will be potentially identifiable and will be destroyed 7 years after the completion of the study.

When data collection is finished: 
· Data from the sensors and measurements of joint positions collected from the videos will be de-identified, so no one will be able to identify who the data was collected from.
· De-identified sensor data will be stored as open access data and will be available for other researchers to use for any purpose. Any personal information provided will not be published to this database.
· Individual data included on the open access database cannot be reidentified and therefore cannot be removed from the open access database. 
· De-identified data files will be kept indefinitely. 

It is anticipated that the results of this research project will be published and/or presented in a variety of forms by this research team and others. In any publication and/or presentation, information will be provided in such a way that you cannot be identified, unless your express permission to do so has been granted.

Any information obtained during the research project is subject to inspection (for the purpose of verifying the procedures and the data) by the relevant authorities and authorised representatives of The University of Queensland, or as required by law. Designated University individuals (data stewards or custodians) may also have access to the information for the purposes of ensuring long-term retention and disposal. By signing the Consent Form, you authorise release of, or access to, this confidential information to the relevant research personnel and authorities as noted above. 


Personal Information 
The personal information collected for this research project includes: name, sex, date of birth, email address, telephone number, and video. Sensitive information collected includes health information. 
Collection – Your personal information is collected for the purpose of contacting you regarding your participation in the study, and to describe the type of people (age, sex, health information) the data was collected from.
Use – Your personal information will be used for the purpose of the research project and any other purpose described in this Participant Information Sheet and the Consent Form. 
Storage and security – Your personal information will be maintained confidentially by ensuring appropriate access and security are applied to the research project data. Your personal information will be accessed by authorised research staff, authorised staff of UQ (for the purposes of managing data holdings) and third parties as described in this Participant Information Sheet and the Consent Form.
Disclosure – Your personal information will only be disclosed in a manner consistent with this Participant Information Sheet and the Consent Form. Your personal information will remain confidential and will not be disclosed to a third party without your agreement, or as required by law. 
You have the right to request access to the personal information about you that is collected and stored by the research team. If you are seeking to update or correct any information, it is recommended that you liaise with the research team in the first instance (see contact details at the top of this information sheet).
You are also able to request an amendment via a University of Queensland Right to Information and Privacy officer (rti@uq.edu.au). For further information regarding the management of your personal information, please refer to UQ’s Research Data Management Policy, Privacy Management Policy and Privacy Management Procedure.

What will happen if I decide to withdraw?

Your participation in this research is voluntary, and you are free to withdraw from the research at any time without providing any explanation. You would not receive any penalty or bias because of your withdrawal. Should you decide to withdraw, we will not collect additional data or information about you. Data that has already been collected from you may still be used. You have the option to ask for your data to be withdrawn from the research. Once data is de-identified, however, it cannot be reidentified and, therefore, individual data cannot be removed after this point. If you want to withdraw, please let us know, as you will be asked to sign a ‘Revocation of Consent Form’ where the options for your data will be discussed and your wishes recorded. 



Can I hear about the results of this research?
A summary of research findings will be forwarded to all participants by email when the results are analysed and prepared for publication.
The results of this study will also be published in a scientific journal and presented at relevant conferences.
Who can I contact if I have any concerns about the project?
Questions about the nature of this project and participation in it should be directed to the research team (see top of information sheet for details). The research team contact person is Professor Sandra Brauer s.brauer@uq.edu.au.

This study adheres to the principles of the National Statement on Ethical Conduct in Human Research. The study has received ethics approval in accordance with the review processes of The University of Queensland. You are free to discuss concerns regarding this study or your participation in it with the research team. If you would like to speak to an officer of the University not involved in the study, you may contact the Human Research Ethics Team via email humanethics@research.uq.edu.au or phone (see contact details at: https://research-support.uq.edu.au/research-support/ethics-integrity-compliance/contacts).
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