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This is a short survey for family members and carers of somebody with fragile X syndrome 
and those with fragile x syndrome to ask about current medications and thoughts on future 
medicines. It would be great if you could fill out the survey (shouldn’t take longer than 10 
minutes)  

Our team at the Patrick Wild Centre aims to improve understanding of Fragile X syndrome in 
order to help improve outcomes for those affected.   

To achieve this, we would like the involvement and support of people with Fragile X 
syndrome and their families. We invite you to take part in this survey so we can find out 
more about your needs and opinions on research.  Please take your time to read the 
information sheet below before choosing whether you wish to take part. 

 

What is the purpose of the study? 

The reason we are asking you to do this is to give us an idea about how you feel about 
medications for Fragile X syndrome and what you think researchers should be looking at. 
We want to work with you to create the right trials and in the best possible way to help 
families who wish to take part able to do so. 

 

Why have I been invited to take part? 

You have either followed a link on one of our social media platforms or you have signed up 

to receive emails from the Patrick Wild Centre or the fragile x society to receive information 

on research studies. We want to involve you at an early stage to ensure we are designing 

the right trials. 

 

Do I have to take part? 

No, it is up to you to decide whether to take part. If you decide to take part you are still free to 

withdraw at any time and without giving a reason. Deciding not to take part or withdrawing 

from the study will not affect the healthcare that you receive, or your legal rights.  

 

What will happen if I take part? 

It is anticipated that the questionnaire will take no longer than 10 minutes to complete. The 

questionnaire contains questions around what you think about giving medications to people 

with FXS, what you think of medication trials and what behaviours you think researchers 

should be looking at associated with the condition. It also asks about current medication use.  

 



 

 
Community views on medication trials PIS 
Version: 2.0      17/Feb/2021 
 

What are the possible benefits of taking part? 

We do not anticipate that this study will provide any direct benefits, however, it may lead to 

studies taking place that they would be interested in being a part in and it is possible that the 

fragile X community will benefit if new treatments are developed. 

 

What are the possible disadvantages of taking part? 

The questionnaire should take around 10 minutes of your time to complete.   

What if there are any problems? 

If you have a concern about any aspect of this study please contact Sarah Eley 

s.eley@ed.ac.uk who will do their best to answer your questions. 

 

What happens when the study is finished? 

There will be no paper copies of any data, all data will be held electronically in a password 

protected file on a Edinburgh university server which is only accessible through a password 

protected Edinburgh university. Data will be backed up using the University of Edinburgh data 

store. Data collected will be stored for a maximum of 10 years. Email addresses provided will 

be destroyed as soon as they have been used to inform you about an online conference taking 

place on medication use in fragile x syndrome. 

The study will adhere to the principles of Good Clinical Practice and all staff who work on the 

study will be trained appropriately. 

 

Will my taking part be kept confidential? 

All the information we collect during the course of the research will be kept confidential and 
there are strict laws which safeguard your privacy at every stage. We will keep all information 
about you safe and secure. Once we have finished the study, we will keep some of the data 
so we can check the results. We will write our reports in a way that no one can work out that 
you took part in the study. We need to manage your records in specific ways for the research 
to be reliable. This means that we will not be able to let you see or change the data we hold 
about you.  

Where can you find out more about how your information is used? 
 

You can find out more about how we use your information  

• at www.hra.nhs.uk/information-about-patients/ 

• by sending an email to [s.eley@ed.ac.uk], or  

• by ringing us on [0131 537 667].  

 

What will happen to the results of the study? 

mailto:s.eley@ed.ac.uk
https://www.hra.nhs.uk/information-about-patients/
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Results will be disseminated through the fragile X society and potentially other interested 

charitable organisations. 

The Patrick Wild Centre will present them at the research centre's annual public meeting. 

 

Who has reviewed the study? 

All research in the University is looked at by an independent group of people called a 

Research Ethics Committee. A favourable ethical opinion has been obtained from <insert 

REC name>.  

 

Researcher Contact Details 

If you have any further questions about the study please contact Sarah Eley 

s.eley@ed.ac.uk 0131 537 6673 

 

Independent Contact Details 

If you would like to discuss this study with someone independent of the study please contact 

Catherine Crompton catherine.crompton@ed.ac.uk 0131 537 6505 

 

Complaints 

If you wish to make a complaint about the study please contact: 

Patient Experience Team 

2 – 4 Waterloo Place, Edinburgh, EH1 3EG 
feedback@nhslothian.scot.nhs.uk 

0131 536 3370 
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