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Participant Information Sheet/Consent Form 
Participant with Motor Disorder 

Non-Interventional Study - Adult providing own consent 
 

 
Title: Investigating attention and decision-making in motor disorders 
 
Coordinating Principal Investigator / Associate Professor Peter Kempster 
Principal Investigator   Professor Richard Kanaan 
 
Study Sponsor    Monash Neurology 
 
Associate Investigator   Dr Jakob Hohwy 
      Mr Julian Matthews 
      Dr Catherine Ding 
      Dr Jen Nagao 
      Dr Rachel Newby 
      Dr Sanjay Raghav 
__________________________________________________________________________ 
 
Part 1 What does my participation involve? 
 
 
1 Introduction 

 
You are invited to take part in a research project. This is because your neurologist has 
diagnosed you with a disorder of the motor system (involving symptoms such as tremor, 
weakness, dystonia or myoclonus). You may have an organic movement disorder—caused 
by a genetic mutation, abnormality on brain imaging or a specific pattern of disrupted muscle 
activity. Alternatively, you may have been diagnosed with a functional movement disorder—
which can present with similar symptoms, but result from changes in the way the brain is 
processing signals (a ‘software’ rather than a ‘hardware’ problem). Our aim is to better 
understand aspects of how key brain functions are interacting in these disorders by analysing 
reactions during a decision-making task. 
 
We have developed a computerised visual decision-making task in collaboration with our 
colleagues at Monash University. We aim to assess the responses of 40 people with different 
movement disorders (“patients”)—half with organic and half with functional disorders of 
movement—and 20 people without a movement disorder (“controls”) in order to help us further 
understand how the brain is processing information in these conditions.  Some of the questions 
we would like to answer are: 
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• Are there differences in the way in which patients with functional and organic disorder 
respond to the task? 
 

• If so, what is the nature of these differences? 
 

• How might this help us to diagnose and treat these disorders? 
 
 
This participant information sheet/consent form tells you about the research project. It 
explains the tests and research involved. Knowing what is involved will help you decide if you 
want to take part in the research. 
 
 
Participation in this research is voluntary. If you don’t wish to take part, you don’t have to. 
You will receive the best possible care whether or not you take part. 
 
If you decide you want to take part in the research project, you will be asked to sign the 
consent section. By signing it you are telling us that you: 
 

• Understand what you have read 
• Consent to take part in the research project 
• Consent to the tests and research that are described 
• Consent to the use of your personal and health information as described. 

 
You will be given a copy of this Participant Information and Consent Form to keep. 
 
2  What is the purpose of this research? 
 
This study will improve our understanding of how the brain is responding to different types of 
input in various movement disorders. It is hoped that this information may be used in future to 
improve speed of diagnosis and inform treatments for functional motor disorders.  
 
This research has been initiated by Associate Professor Peter Kempster and has been 
funded by Monash Institute of Neurological Diseases 
 
 
3 What does participation in this research involve? 
 
Following screening and agreement to participate in the project, each participant will be 
required to sign the consent form (see page 7). 
 
Participants will be asked to attend Monash Neurology for a single visit of 2–3 hours. They 
will be asked to provide clinical information about their background, neurological disorder and 
current medication and to complete a memory test and questionnaires about mood and 
thought processes. They will then complete a series of visual response tasks using a 
computer.  
 
This research project has been designed to make sure the researchers interpret the results 
in a fair and appropriate way and avoids study doctors or participants jumping to conclusions.   
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There are no costs associated with participating in this research project, nor will you be paid. 
You will be reimbursed for any reasonable travel and parking expenses associated with the 
research project visit. This includes reimbursement the price of parking at Monash Medical 
Centre (usually $20-$25 for 2-3 hours) and petrol costs (at $0.60 per mile) for those driving to 
the hospital or the price of alternative transportation (taxi fee or rail fare). Basic refreshments 
(tea, coffee, fruit juice, biscuits) will be available at the research centre free of charge. 
 
4 What do I have to do? 
 
Taking part in this research study will not affect your treatment in any way. You will be asked 
some questions about your health. Then the investigator will ask you to complete a memory 
test and two short questionnaires. You will then be seated at a computer screen for the visual 
response experiment, which will take approximately 2.5 hours (with opportunity for breaks as 
required). 
 
In this experiment you will be asked to categorize different kinds of stimuli that are presented 
to you on the computer screen. 
 
You will work on 36 blocks consisting of 12 trials each. On each block you will be asked to 
perform one of three different tasks. 
 
In the beginning of each trial you will see a fixation cross in the centre of the screen. You will 
be asked to focus your gaze on this point and fixate the centre at all times during stimulus 
presentation. After the fixation cross you will see five letters in the centre of the screen (Ls 
and Ts) that are rotated at different angles. These letters can either be the same (all Ls) or 
three similar and one different letter (three Ls and one T). After a brief presentation time all 
five letters will be concealed by Fs. At the same time, on each trial you will see a ‘Gabor 
patch’ (black and white grating—see figure 1 below) that is briefly presented in an area 
surrounding the letters.  
 
 

 
 
Depending on the task you are working on, we will ask you to determine whether the letters 
you first saw were the same or different and whether the Gabor patch was present or absent. 
You do so by using a rating scale that is presented to you after each trial. On this scale you 
are asked to indicate your decision (‘T’ present vs. absent and Gabor patch present vs. 
absent) as well as your confidence about this decision (confident vs. guess). 
 
Each trial is designed as described above. However, the response you are required to give 
depends on the specific task you are working on: 
 
1. Central task 

Figure 1: Sample 
Gabor patch 
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In the central task you are required to give a response only to the letters that are presented 
to you in the centre of the screen. You will also see the Gabor patches. In this task, however, 
you do not need to pay attention to them. The rating scale presented in the end of the trials 
will only ask you to decide whether the letters first presented to you were the same or 
different. 
 
2. Peripheral task 
In the peripheral task you are required to give a response only to the Gabor patch presented 
in the periphery of the screen. Although you still need to fixate the centre and will see the 
letters there, you do not need to pay attention to them. The rating scale presented in the end 
of the trials will only ask you to decide whether the Gabor patch was present or absent. 
 
3. Dual task 
In the dual task you are required to give responses to both the letters and the Gabor patch. 
While you fixate the centre of the screen, try to spot both the composition of the letters and 
whether or not the Gabor patch is presented in the periphery. At the end of each trial you will 
first be asked to decide whether the letters were the same or different and then whether the 
Gabor patch was present or absent. 
 
In the beginning of each block a prompt will indicate which task you need to work on. 
 
It may occur to you that the presentation times of the stimuli are so short that you can only 
guess. However, also on these trials, please try to be as accurate as possible and use the 
rating scale to express your uncertainty. 
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5 Other relevant information about the research project 
 
This research project is proposing to study 60 people in total including “patients” (people with 
a movement disorder) and “controls” (people with no movement disorder). We are working in 
partnership with colleagues at Monash University—Professor Jakob Hohwy and Dr Julian 
Matthews—and the Austin—Professor Richard Kanaan. 
 
 
6 Do I have to take part in this research project? 
 
Participation in any research project 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 withdraw from 
the project at any stage. 
 
Your decision whether to take part or not to take part, or to take part and then withdraw, will 
not affect your routine treatment, your relationship with those treating you or your relationship 
with your neurologist at Monash Department of Neurology. 
 
 
7 What are the alternatives to participation?  
 
You do not have to take part in this research project to receive treatment at this hospital. 
   
 
8 What are the benefits of taking part? 
 
The study is unlikely to help you directly. The information gained from all of the participants 
will help us look after future patients with movement disorders. You will however receive 
updates about the progress of the research as results become available. 
 
 
9 What are the possible risks and disadvantages of taking part? 
 
As this research does not involve any interventional treatment, there will be no side effects. 
 
Some people can feel anxious about performing the computer response task, but it is important 
to realise that this is not a ‘test’ of your performance—it is simply a way of exploring the way 
that your brain is processing information.  
 
Some people may believe that the results of their assessments have not been very good and 
this can cause anxiety. If the memory test and mood screening test identified any new 
problems, we would contact you directly and advise on the best course of action.  If necessary 
we may contact your General Practitioner.  If you feel worried about anything that has occurred 
during the research study please contact Dr Jen Nagao or Prof Peter Kempster. They will 

Figure 2: Images depicting the sequence of screens that will be presented during the dual 
task. 
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spend time talking to you about your concerns and if necessary will arrange a meeting with 
you to discuss these further.  
 
There is no pain or discomfort associated with the test and all equipment will have been safety 
tested. You have the option of withdrawing at any time without penalty or reason. 
 
 
10 What if I withdraw from this research project? 
 
If you decide to withdraw from this research project, please notify a member of the research 
team before you withdraw. You can withdraw from this project at any time.  
 
If you do withdraw your consent during the research project, the study doctor and relevant 
study staff will not collect additional personal information from you, although personal 
information already collected will be retained to ensure that the results of the research project 
can be measured properly and to comply with law. You should be aware that data collected 
by the sponsor up to the time you withdraw will form part of the research project results.  If 
you do not want them to do this, you must tell them before you join the research project.  
 
 
11 Could this research project be stopped unexpectedly?  
 
This research project is very unlikely to be stopped prior to completion. 
 
 
12 What happens when the research project ends? 
 
There will be no specific follow-up arrangements, once the visit has been carried out, it is 
unlikely that further information will be required or any participation required.  
 
 
 
Part 2 How is the research project being conducted? 
 
 
13 What will happen to information about me? 
 
By signing the consent form you consent to the study doctor and relevant research staff 
collecting and using personal information about you for the research project. Any information 
obtained in connection with this research project that can identify you will remain strictly 
confidential. 
 
The information will be kept secured, in a locked filing facility. Access to the information will 
be only by those involved directly with the study—that is, the principal investigator and 
associate investigators named on this document.  Your information will only be used for the 
purpose of this research project and it will only be disclosed with your permission. All data 
will be stored for seven years after completion of the study. 
 
 
14 Who is organising and funding the research? 
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This research project is being conducted by Monash Institute of Neurological Diseases. The 
head of the Department is Associate Professor Peter Kempster. 
 
 
 
 
15 Further information and who to contact 
 
If you, your family or your carers have any questions about the study, or if you have any 
concerns during the study, please do not hesitate to contact: 
 
A/Professor Peter Kempster              Dr Catherine Ding                       Dr Sanjay Raghav 
Consultant Neurologist  Consultant Neurologist      Consultant Neurologist 
9594 2240    9594 2240         9594 2240 
 
Dr Jen Nagao       
Movement Disorders Fellow    
95942240     
 
 
If you, your family or your carer have any complaints please contact: 
Name:   Ms Deborah Dell 
Position:   Manager, Human Research Ethics Committee 
Email:   Deborah.dell@monashhealth.org 
Telephone:  (03) 9594 4611     
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Title: Investigating attention and decision-making in motor disorders 

Participant Information Sheet/Consent Form 
Participant with Motor Disorder Disease 

 
Coordinating Principal Investigator / Associate Professor Peter Kempster 
Principal Investigator   Professor Richard Kanaan 
 
Associate Investigator   Dr Jakob Hohwy   Mr Julian Matthews   Dr Catherine Ding   
         Dr Jen Nagao        Dr Rachel Newby       Dr Sanjay Raghav 
       
Consent Form - Adult providing own consent 
Declaration by Participant 
I have read the Participant Information Sheet or someone has read it to me in a language that I 
understand.  
I understand the purposes, procedures and risks of the research described in the project. 
I have had an opportunity to ask questions and I am satisfied with the answers I have 
received. 
I freely agree to participate in this research project as described and understand that I am free 
to withdraw at any time during the project without affecting my future health care. 
I understand that I will be given a signed copy of this document to keep. 
 
Name of Participant (please print)   ________________________________ 
  
Signature   _______________________     Date   _______________________ 
 

The impartial witness signature should be added if the participant is unable to read or 
write 
Name of Witness* to Participant’s signature (please print)     
                                                                                               ________________________ 
Signature   _____________________________   Date   _________________________ 
 

* Witness is not to be the investigator, a member of the study team or their delegate.  In the 
event that an interpreter is used, the interpreter may not act as a witness to the consent 
process.  Witness must be 18 years or older. 
Declaration by Study Doctor/Senior Researcher† 
I have given a verbal explanation of the research project, its procedures and risks and I believe 
that the participant has understood that explanation. 
Name of Study Doctor/Senior Researcher (please print)    
                                                                                           ___________________________ 
Signature   ___________________________    Date   ___________________________ 
 

† A senior member of the research team must provide the explanation of, and information 
concerning, the research project. Note:   All parties signing the consent section must date their 
own signature.
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Form for Withdrawal of Participation 

 
Title: Investigating attention and decision-making in motor disorders 
 
Coordinating Principal Investigator / Associate Professor Peter Kempster 
Principal Investigator   Professor Richard Kanaan 
 
Study Sponsor    Monash Neurology 
 
Associate Investigator   Dr Jakob Hohwy Mr Julian Matthews   
      Dr Catherine Ding Dr Jen Nagao 
      Dr Rachel Newby Dr Sanjay Raghav 
       
Declaration by Participant 
I wish to withdraw from participation in the above research project and understand that such 
withdrawal will not affect my routine treatment, my relationship with those treating me or my 
relationship with Monash Neurology 
 
 
 Name of Participant (please 

 
    

 
 Signature   Date   
 
 
In the event that the participant’s decision to withdraw is communicated verbally, the 
Study Doctor/Senior Researcher will need to provide a description of the circumstances 
below. 
 
 
 
 

 
Declaration by Study Doctor/Senior Researcher† 

I have given a verbal explanation of the implications of withdrawal from the research project 
and I believe that the participant has understood that explanation. 
 
 
 Name of Study Doctor/ 

Senior Researcher† (please 
print) 

  

  
 Signature   Date   
 
† A senior member of the research team must provide the explanation of and information 
concerning withdrawal from the research project.  
 
Note: All parties signing the consent section must date their own signature. 


