
 
EXPLANATORY STATEMENT 

 

You are invited to take part in this research project. Please read the explanatory statement in full before 

deciding whether you wish to participate or not. If you have any questions, require further information or 

are interested in participating, please contact the researchers via the information below. 

 

Project ID: 24615 

Project title: Exploring experiences of sex and relationships for people with young-onset Parkinson’s disease. 

 

Dr. Narelle Warren  

Department of Anthropology 

Phone: 03 9903 4046                                                       

email: narelle.warren@monash.edu 

Lewis Johnstone  

email: ljoh0019@student.monash.edu 

Phone: 0492 859 544 

You are invited to take part in this study.  Please read this Explanatory Statement in full before deciding whether or 

not to participate in this research. If you would like further information regarding any aspect of this project, you are 

encouraged to contact the researchers via the phone numbers or email addresses listed above. 

 

What does the research involve?  

This research aims to explore your experience of sex and relationships as someone with young-onset Parkinson’s 

disease. The research also aims to see the ways sex has been framed after the diagnosis of young-onset Parkinson’s 

disease, and how sexuality is affected after diagnosis. Little is known about how young-onset Parkinson’s disease 

effects sexuality and most studies conducted have been to identify sexual dysfunctions and medicalised treatment 

options that are available. This study aims to look at the physical, psychosocial and emotional effects that may be 

affecting sex and relationships for some with young-onset Parkinson’s disease. For this, you are invited to participate 

in an interview via video conferencing such as zoom or skype, or by telephone. This can take place whenever you 

prefer, and will last approximately 60 minutes. If you consent, the interviews will be audio/video recorded. 

Alternatively, you might prefer to participate via an email interview, where I send you questions that you can 

respond to in your own time. 

Why were you chosen for this research? 

You have been invited to participate in this research as you are over 18 years of age and live with young-onset 

Parkinson’s disease 

Source of funding – Non applicable 

Consenting to participate in the project and withdrawing from the research 

Taking part in this research is completely voluntary and you are under no obligation to consent to participation. If 

you agree to take part, we will ask you to sign a consent form. If you consent, but then decide to withdraw, you may 

do so at any time until the data is analysed (in late August) without reason. If you withdraw from the study your 

results can also be removed. 

 

 

mailto:ljoh0019@student.monash.edu


 

Possible benefits and risks to participants  

Your participation may not result in direct benefits to your health or wellbeing. However, your participation will help 

us develop a better understanding of the effects of YOPD and sexuality. This may improve clinical approaches to 

sexuality after a diagnosis of YOPD. We will provide a (de-identified) summary of the key insights to Parkinson’s 

Victoria to assist in their development of support strategies for people with YOPD. 

Some risks may include discomfort in reflecting upon your health, how you feel and other areas of your life you may 

find upsetting. Some of these questions will be personal and you may not wish to answer them, which you are not 

under any obligation to do so. If you find yourself concerned with any aspects of the interview you may cease the 

interview or withdraw without providing a reason. If you feel concerned about any health implications, you may 

want to contact your medical professional. Other services have been provided below. 

Services on offer if adversely affected  

www.opencounseling.com/hotlines-au provide multiple free contact numbers that can assist with any adverse effects 

from the research process.   

Payment  

Participants will receive a $30 Coles-Myer or Woolworths group gift card in recognition of their time for participation 

in the study.  

Confidentiality 

All interview material will be stored on password-protected laptops and folders. We will de-identified all possible 

personal information as best as possible. We cannot guarantee anonymity in qualitative research, but we will use 

strategies that make it highlight unlikely that anyone can link you with the data. We will report all demographic 

information in aggregate and use pseudonyms in any thesis, article or conference that arises from this project. At the 

completion of data collection and dissemination, all data will be stored on the Chief Investigator's secure Monash 

server.  Data will be retained for at least 7 years following the final publication of the research. 

Storage of data 

Interview transcripts and consent forms will be stored in a local folder on the student researcher's computer during 
the data collection phase (in line with the NHMRC Code for the Responsible Conduct of Research); at the completion 
of data collection and dissemination, all data will be stored on the Chief Investigator's secure Monash server. Access 
to all computers is password protected and transcripts will be deidentified. Data will be retained for a period of at 
least 7 years following the final publication of the research. 

 

Use of data for other purposes  

This data will be collected as part of an ongoing research program on Parkinson's disease. We will disseminate the 
findings through a range of fora but will not seek consent to share the raw data through an open-source platform. It 
is difficult to make qualitative data completely anonymous, which is what participants require before their data is 
placed on such platforms. The project is not funded, and so this is not a requirement.  

With your consent, we may include your data in a future related study. We will recontact you and seek your 

permission to do this if this occurs. 

Results 

Participants will be offered a summary newsletter - emailed directly to them - at the end of the study. We will also 

provide a brief report to Parkinson's Victoria; all information in this will be de-identified as much as we can. In 

addition, participants will be invited to join a mailing list of any outputs from this project or from our bigger research 

program.  
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Complaints 

Should you have any concerns or complaints about the conduct of the project, you are welcome to contact the 

Executive Officer, Monash University Human Research Ethics Committee (MUHREC): 

Executive Officer 

Monash University Human Research Ethics Committee (MUHREC)  

Room 111, Chancellery Building D, 

26 Sports Walk, Clayton Campus 

Research Office 

Monash University VIC 3800 

 

Tel: +61 3 9905 2052    Email: muhrec@monash.edu        Fax: +61 3 9905 3831  

 

Thank you, 

 

 

Dr. Narelle Warren 

mailto:muhrec@monash.edu

