PARTICIPANT INFORMATION SHEET FOR PARENT/CAREGIVER FOCUS GROUP  

Research contacts:
Annabel Nixon




Oxford Outcomes Ltd




Seacourt Tower




West Way, Oxford

Tel: 01865 324930.

Study title

A Qualitative Investigation into the Impact of Lennox-Gastaut Syndrome on Health Related Quality of Life of Children and their Caregivers 

Invitation 

You are being invited to take part in a focus group. Before you decide whether you agree to take part it is important for you to understand why the research is being done and what it will involve.  Please take time to read the following information carefully and discuss it with others if you wish.  Ask us if there is anything that is not clear (contact details above) or if you would like more information.  Participation in this study is completely voluntary.

What is the purpose of the study? 

We will be talking to about 50 children and/or parents/caregivers of children with Lennox Gastaut Syndrome in total for the study in the UK and Italy. The purpose of the focus groups is to gain an understanding of how a child’s quality of life is affected by having Lennox Gastaut Syndrome and how it affects the life of a carer. The focus group will include questions about your child’s condition and how it affects you and your child on a daily basis. 

Why am I being considered to participate in the study?

You are being considered for this study because 1) your child has Lennox Gastaut Syndrome and 2) you have voluntarily responded to our request to participate in this research.

Do I have to take part?

It is up to you to decide whether or not to take part. If you decide to take part you will be given this information sheet to keep and be asked to sign a consent form. If you decide to take part you are still free to withdraw at any time and without giving a reason. If you decide that you do not want to take part in the focus group at any point in the study, please contact me to let me (Annabel) know at 01865 324930 or annabel.nixon@oxfordoutcomes.com. 

What will happen to me if I take part?

If you agree to participate, we will arrange a time and place for the focus group that is suitable for you. Before the focus group you will be asked to fill in a consent form. At the end of the focus group you will be asked to fill in a background questionnaire. The background questionnaire will ask information about your child (such as age, gender etc).  You will also be asked to fill in two questionnaires about your health.

If you decide to take part, all the information you provide will remain anonymous and you or your child will not be identified by any personal information. 

If you decide to take part, you will need to ensure you have suitable care arranged for your child during the course of the focus group, as Oxford Outcomes will not be able to provide this care.  If this is going to be difficult for you arrange please call and speak with us.

If you decide to take part, you will receive £25 or we can donate £25 to the charity of your choice.

How long will the focus group or interview take?
The focus group should last no longer than 2 hours.

Will my participation in this study be kept confidential?

All information that is recorded about you will be anonymous and kept strictly confidential.  All data will be kept and used only by the research staff at Oxford Outcomes Ltd.  We will not use your name in our results, you will be identified only by an ID number. 
What will happen to the results of the study?
The focus groups will be video/audio-recorded and analysed; the videos/tapes of the focus group will only be viewed/ listened to by the research team at Oxford Outcomes.  We would ask for your permission before letting anyone else watch/listen to it. We will combine the information from all the focus groups with interviews we are doing with children with Lennox Gastaut Syndrome and in the future the information will be used to evaluate the impact of Lennox Gastaut Syndrome on a child’s and parents’ quality of life.  All completed questionnaires will be stored in a locked cabinet for 7 years and then destroyed.  The focus group transcripts will be stored electronically for 7 years and then destroyed.  Names and contact details will be destroyed once we have completed all of the focus groups.

Who is organising the research?

The research is being organised by Oxford Outcomes Ltd.

What should I do if I have any questions or concerns about the study?

If you have any problems concerning the focus group or the study, please call Annabel Nixon at Oxford Outcomes on 01865 324930 or e-mail annabel.nixon@oxfordoutcomes.com. If you have any problems or questions concerning Lennox Gastaut Syndrome, you can contact the Lennox Gastaut Support Group on 01664 454305 or andrew.gibson15@btopenworld.com

Giving consent 

When you have read the patient information sheet, should you decide to participate you will be asked to sign a consent form at the start of the focus group.  You can keep this copy of the patient information sheet and a copy of the signed consent form for your records.  

THANK YOU FOR TAKING TIME TO READ THIS INFORMATION SHEET
