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Networks
Rare Disease Patient Network
• Launched Oct 2015
• Over 150 members
• E-newsletter: information on 
activities, events and involvement 
opportunities
• Annual Meeting (October)

Public Genetics Network
• E-newsletter: information about WGP
activities; genetics/genomics news
• Public Genetics Champions;  
involvement opportunities
•Annual Conference (summer – south
Wales, autumn – north Wales)





Scoping Workshop - Annual Rare Disease Patient Network meeting - 2017



The task…

• Bringing together information about rare disease research projects from many 
sources in one accessible website

• Ability to search for disease specific projects

• Connect with Health and Care Research Wales projects

• Include information about different types of research

• Create a network of researchers involved in rare disease research

• Highlight benefits of being involved in research



Rare Disease Research Portal
What?
• A gateway for patients and public to become involved

in research
• Highlight research opportunities in Wales; signpost to

other organisations and information
• Provide information on training and up-skilling to

empower and support participation in research
How?
• Consultation Workshop: Rare Disease Annual Patient

Network Meeting - 2017
• Development - 2018 - 2019
• Usability testing - July 2019
• Launch & Feedback 10 October 2019







Come along and find out more…

• Genomics Cafes throughout Wales - upcoming:
-Newport - 4th November
- Swansea - 7th November
- Wrexham - 12th November
- Cardiff - 2nd December
- Carmarthen - 5th December

• Rare Disease Patient Network Annual Meeting – 10th October



Emma Hughes

emma@geneticalliance.org.uk

mailto:emma@geneticalliance.org.uk?subject=
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