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MRC CoRE in Therapeutic Genomics – Patient, Parent and Family Group 

Background
We (the MRC CoRE in Therapeutic Genomics) are looking for parents, family members and patients with genetic conditions to help us. We hope you can help us develop our ways of working. And help us figure out the best ways to support families, patients and research.
We are often approached by parents and family who are looking for treatment options or research options for their loved ones. While we don’t currently have treatments to offer yet, we hope this will soon be a possibility and would like to be able to:
1.        Provide information and resources to support families
2.        Add them to a database for future research contact or treatment

Why do we want parents and families involved?
Working with parents, patients and families is the right thing to do.  
We hope we can serve the community better by working with the community to understand what is needed.
We would like your help in:
· Designing how we respond to parents, patients and families. 
· Finding ways to sensitively discuss them being added to our research database.
We want the work that we do in the MRC CoRE in Therapeutic Genomics to be done with parents, families and patients. 
We hope this small group might develop and take on other activities as the CoRE progresses. But we know you may not want to commit all this time to start with, so we can just take it step by step.
What experiences do you need?
You or your family member must have experience of a genetic condition, a rare genetic condition or have a family member with an unspecified genetic condition.
You do not need a science background or research experience. 

What would this involve?
1.        We will have an informal introductory meeting to outline the work of the Therapeutic Genomics CoRE. At this meeting you can meet the other people involved and hear about the work we want to do with you. You can also ask questions and share your thoughts and ideas!
2.        We will then have a set of meetings (2 or 3) over a 6 month period. We will probably hold these online, via Teams or Zoom, to make it possible for everyone to attend.   Although if you are keen to come into our offices in Oxford, we can accommodate this. You must have access to a computer, tablet or smartphone (if this is an issue talk to Carol Porteous, email below). If you would prefer a one-to-one conversation, we can accommodate that too.
3.        Meetings will be around 90 minutes long and at a time that suits you (evenings/weekends if preferred).

What is in this for you and your family?
1.        You can find out about the latest developments in treatments for genetic rare diseases 
2.        We will offer you £30.00 per hour for your contributions plus
3.        Any reasonable travel expenses, if you travel to Oxford
4.        A welcoming and safe space for everyone to share their experiences and contribute to this important area of research. 
If you are interested, please contact Carol Porteous on carol.porteous@paediatrics.ox.ac.uk
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