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	09.45
	Coffee and registration

	10.00
	Welcome and introduction

	10.20
	Introduction to Rare Disorders

	
	What is Rare Disease UK and why was it established?
Melissa Hillier and Stephen Nutt , Rare Disease UK

	10.50
	Perspective from different funders: Are we facing common problems?

	
	Looking at the issues different funders face – are there common problems? Can they help each other? Are they working together?
Susan Walsh - Chronic Granulomatous Disorder Research Trust (charity)
Mark Barrett - Orphan Diseases Industry Group (pharma) (TBC) 

	11.50
	Challenges of  research in rare disorders

Workshop 1 – Clinical research without a network 

	
	Rare disorders don’t have an existing network. What challenges does this bring and how can funders help to overcome them?
Speaker TBC



	12.50
	Lunch

	14.00
	Challenges of  research in rare disorders

Workshop 2 – Getting and keeping research capacity

	
	There are difficulties in attracting, developing and retaining researchers that focus on rare disorders. What does this feel like? What can we do to help?
Professor Robin Ali, Inst of Ophthalmology, University College London  


	15.10
	Tea

	15.20
	How expert organisation can influence health policy

	
	How can we input our expertise and ideas to inform policy makers? Wisdom from a leading public affairs professional focused on healthcare

Mike Birtwistle, Health Mandate

	15.45
	Where next?

	
	Rare Disease UK is developing recommendations. What we should take away from today? Is there any other action that we should be taking?
Stephen Nutt , Rare Disease UK

	16.00
	Close
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