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Perferences for Newborn Bloodspot Screening
Participant Information Sheet (PIS)
You are being invited to take part in a research study which aims to determine how medical information helps people to make decisions about healthcare. Before you decide whether to take part, it is important for you to understand why the research is being conducted and what it will involve. Please take time to read the following information carefully before deciding whether to take part and discuss it with others if you wish. Please ask if there is anything that is not clear or if you would like more information. Thank you for taking the time to read this. 
About the research
· Who will conduct the research? 
This research is being undertaken by Mr Stuart Wright, Research Fellow in Health Economics at the University of Manchester.
· What is the purpose of the research? 
This study wants to understand how medical information helps people make choices about healthcare. The aim is to explore how people feel about different aspects of newborn bloodspot screening.
This study aims to explore the views of members of the public. Anyone who is fluent in English is able to take part in this study.
· Will the outcomes of the research be published? 
The main outcome of this research will be a report presenting how different types of information affect people’s decision making about healthcare programmes. In addition, we may want to report the findings at conferences or in a published journal article.
· Who has reviewed the research project?
This project has been reviewed by The University of Manchester Proportionate Research Ethics Committee. 
· Who is funding the research project?
This research is part of the Mind the Risk project which is funded by the Riksbanken Jubileumsfond.
What would my involvement be?
· What would I be asked to do if I took part? 
If you agree to take part in this study you will be asked to complete a survey which is expected to take around 20 minutes. In this survey we will first show you one of two types of information about a medical procedure called newborn bloodspot screening. You do not have to have any previous knowledge about newborn bloodspot screening to take part.
[bookmark: _GoBack]After you have seen this information, we will then ask you some questions about your preferences for newborn bloodspot screening. We will then ask you some questions about how you use health information to make decisions and your ethical views about newborn bloodspot screening. Finally, we will ask you some questions about yourself. You do not have to answer these questions if you do not wish. Your answers to these questions are anonymous and we will not ask you to provide any information which would allow you to be identified. 
· Will I be compensated for taking part?
Participants who complete the full survey will receive compensation from the survey panel who sent the link to take part in the survey (Dynata).
· What happens if I do not want to take part or if I change my mind? 
It is up to you to decide whether or not to take part.  If you do not wish to take part in this study then please close the survey or select no when you are asked whether you consent to take partin thr survey. If you decide to take part you are still free to withdraw at any time without giving a reason and without detriment to yourself. However, it will not be possible to remove your data from the project once it has been anonymised as we will not be able to identify your specific data. This does not affect your data protection rights. If you decide not to take part you do not need to do anything further. 
Data Protection and Confidentiality
· What information will you collect about me?
In this study we will not collect any information about you which would enable you to be identified. 
· Will my participation in the study be confidential and my personal identifiable information be protected? 
In accordance with data protection law, The University of Manchester is the Data Controller for this project. This means that we are responsible for making sure your personal information is kept secure, confidential and used only in the way you have been told it will be used. All researchers are trained with this in mind, and your data will be looked after in the following way:
No personal information about you will be collected and none is passed to us by the market research company. Responses to the survey questions will be collected on a secure University server. When we have finished recruiting participants for this study, the information will be downloaded to a secure University of Manchester computer. Data will not be shared with any other institution and will be deleted after five years.
Please also note that individuals from The University of Manchester or regulatory authorities may need to look at the data collected for this study to make sure the project is being carried out as planned. 
What if I have a complaint?
· Contact details for complaints
If you have a complaint that you wish to direct to members of the research team, please contact: 
MR STUART WRIGHT, RESEARCH FELLOW IN HEALTH ECONOMICS
Email: stuart.j.wright@manchester.ac.uk
Telephone: 0161 306 7970
If you wish to make a formal complaint to someone independent of the research team or if you are not satisfied with the response you have gained from the researchers in the first instance then please contact 
The Research Governance and Integrity Officer, Research Office, Christie Building, The University of Manchester, Oxford Road, Manchester, M13 9PL, by emailing: research.complaints@manchester.ac.uk  or by telephoning 0161 275 2674.
If you wish to contact us about your data protection rights, please email dataprotection@manchester.ac.uk or write to The Information Governance Office, Christie Building, The University of Manchester, Oxford Road, M13 9PL at the University and we will guide you through the process of exercising your rights.
You also have a right to complain to the Information Commissioner’s Office about complaints relating to your personal identifiable information Tel 0303 123 1113  
Contact Details
If you have any queries about the study or if you are interested in taking part then please contact the researcher(s) 
MR STUART WRIGHT, RESEARCH FELLOW IN HEALTH ECONOMICS
Email: stuart.j.wright@manchester.ac.uk
Telephone: 0161 306 7970
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