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Dear Potential Participant 

 

You are invited to participate in the research project identified above which is being conducted by The 

Research Team led by Dr Dawn Simpson from the School of Health Sciences at the University of Newcastle 

(the full list of researchers is at the end of this information statement). 

 

Why is the research being done? 

Fatigue after stroke is a common problem but effective treatments remain poorly understood. Definitive 

guidance for clinicians or stroke survivors about ways to manage fatigue is lacking. We are keen to 

understand how post-stroke fatigue affects your life. We are primarily interested in what treatments and 

strategies you have tried, what you have found works, and what has been unhelpful. 

 

Who can participate in the research? 

You are suitable to participate if you: 

• have had a stroke, or care for someone who has had a stroke. 

• are aged over 18 years 

• are affected by post-stroke fatigue, or care for someone who is affected by post-stroke fatigue 

• are living in Australia 

• Were not affected by fatigue prior to your first stroke. 

We would like to speak with a range of people who have experiences and aim to recruit a diverse group of 

people with post-stroke fatigue. When you express interest in the study, we may ask you some screening 

questions so that we can monitor the range of people included in the study. Questions may be about your 

age, time since stroke, how the stroke has affected you and whether you have aphasia. At this point, if we 

do not have enough diversity in our participants, we may thank you for expressing interest in the study but 

not proceed with the interview phase. The information collected during screening will securely disposed of 

immediately.  
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What would you be asked to do? 

Participants will have at least one week to consider participating in the study prior to completing consent 

processes. 

If you agree to participate, you will be asked to take part in an interview with one of the research team (Dr 

Dawn Simpson; Dr Lucette Lanyon or Ms Alex Delbridge under the supervision of Dr Dawn Simpson).  

We will ask you about:  

a) your understanding of fatigue and how it affects you day to day 

b) what advice or help you have received to manage your fatigue 

c) what has or hasn’t worked for you 

You can choose to participate from where you live via video-conference using a suitable platform such as 

Zoom, or by telephone. If you experience aphasia, we will try and arrange an in-person interview with you 

and will video-record the interview to ensure we understand what you tell us. We can provide you with an 

overview of the interview questions in advance should you wish. 

 

What choice do you have? 

Participation in this research is entirely your choice. Only people who give their informed consent will be 

included in the project. Whether or not you decide to participate, your decision will not disadvantage you. If 

you do decide to participate, you may withdraw from the project at any time prior to participating in an 

interview. We will record the interviews to allow us to accurately record and later transcribe the information 

you give to us. You may withdraw your interview at any time.  

 

How much time will it take?  

The time for the interview may vary depending on your individual needs. For example, if you need a break 

or need to schedule the interview over several sessions the time will be longer. Most interviews should 

take about 30 minutes to complete. 

 

What are the risks and benefits of participating? 

There are minimal risks associated with participating in this research. We will be asking you about how 

fatigue affects your life, which may be distressing for some people. Participating in the interview may also 

exacerbate your symptom of fatigue. We will schedule interviews and have breaks to minimise this for 

you. 

 

By participating in these interviews you will have the opportunity to share your experience in post-stroke 

fatigue and will help inform the development of new treatments for people with post-stroke fatigue.  

 

How will your privacy be protected? 
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All the information collected from you for the study will be treated confidentially, and only the researchers 

involved will have access to it. The study results may be presented at a conference or in a scientific 

publication. The responses you provide will not be identifiable.  

Interviews conducted via the zoom platform will use secure settings and require a unique passcode to 

access the session that the researchers will share with you. The privacy policy for the zoom platform can 

be found here: https://explore.zoom.us/en/privacy/ and the security policy here: 

https://explore.zoom.us/en/trust/security  

 

 

All interview recordings and transcriptions (completed by research team staff) will be stored on password 

protected computer systems, only accessible by the research team.  All data will be de-identified (names 

replaced with research codes) before analysis and stored on a password protected computer on 

University of Newcastle servers, retained securely for a minimum period of 5 years from completion of the 

research and managed/stored in accordance with the University’s Research Data and Materials 

Management Guideline or any successor Guideline, and applicable University of Newcastle policy 

provisions (as amended from time to time).  

 

How will the information collected be used? 

We will provide you with a plain English summary of the research results if you would like one. The study 

results may be presented in academic publications, journals or conferences.   

 

Individual participants will not be identifiable in any reports arising from the project although individual 

anonymous responses may be quoted. Non-identifiable data may also be shared with other parties to 

encourage scientific scrutiny, and to contribute to further research and public knowledge. 

 

This research will contribute to an undergraduate Honours research project (B Physiotherapy) for Ms Alex 

Delbridge. 

 

What do you need to do to participate? 

Please read this Information Statement and be sure you understand its contents before you consent to 

participate.  If there is anything you do not understand, or you have questions, please contact the 

researcher. To participate you will need to provide your consent. Consent can be given in writing, audio-

recorded (or video-recorded in some circumstances).  

 

Further information 

If you would like further information, please contact Dr Dawn Simpson dawn.simpson@newcastle.edu.au 

Ph: (02) 4042 0822   

 

Thank you for considering this invitation.   

https://explore.zoom.us/en/privacy/
mailto:dawn.simpson@newcastle.edu.au


Notfast2-Aus Ph 2 Participant Information-Statement V1.1 17 12 2021 V1.1 17.12.2021 

 

 

Dr Dawn Simpson   

Chief Investigator   

 

Complaints about this research 

This project has been approved by the University’s Human Research Ethics Committee, Approval No. H-

2021-0405  

 

Should you have concerns about your rights as a participant in this research, or you have a complaint 

about the manner in which the research is conducted, it may be given to the Chief Investigator Dr Dawn 

Simpson (dawn.simpson@newcastle.edu.au Ph: (02) 4042 0822, or, if an independent person is 

preferred, to the Ethics Officer, Research and Innovation Services, The University of Newcastle, University 

Drive, Callaghan NSW 2308, Australia, telephone (02) 4921 6333 or email Human-

Ethics@newcastle.edu.au.  

 

University of Newcastle research team: Dr Dawn Simpson, Professor Coralie English, Dr Margy 

Galloway, Ms Gill Mason, Dr Gary Crowfoot. 
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