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Good morning.
My name is Mark Flannagan and I have just finished my fourth week as Chief Executive of Genetic Alliance UK!
So, I am still learning.  But what I already know is that the community we are all in is incredible and dedicated



About us

Over 230 charities and support groups.

Working together to improve the lives of over 3.5 million in the 

UK affected by rare, genetic and undiagnosed conditions. 
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Genetic Alliance UK is working to bring the voices of 230 members organisations and the people they represent together with a focus on our shared challenges and ambitions.




Membership
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a robust, resilient and flourishing alliance.
Amplify the diverse voices 
Benefit from our close working relationships with key officials
Policy team’s support 
Connect with Parliamentarians 
Receive regular Parliamentary monitoring 
Engage directly with your peers 
Member News
Access patient engagement opportunities
Draw on the skills and knowledge of our staff 



Our current projects and campaigns
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We run focused campaigns on two major areas



Multi year focus on what we want to 

achieve for our community

1. Rare conditions: timely diagnosis and better coordinated 

care from the NHS and wider services.

2. Genetic conditions: benefits of cutting-edge scientific 

breakthroughs in genomics reach people through research 

programmes and routine diagnostic and clinical services

3. Newborn and population screening: expand newborn 

and population screening for rare and genetic conditions in 

line with international best practice.

4. Diverse patient voices: shape research, policy, 

regulation, provision and the development of new 

medicines and therapies.



Policy
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We have a respected and expert Policy team who work across a number of areas to provide evidence based on patient experience, to shape the decisions that affect diagnosis and treatments in many conditions, and that seeks to make the case for a better approach to rare, genetic and undiagnosed conditions by government, the NHS, the phramaceutial companies and others.




Genomics landscape
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And we have a focus on wider issues around the science of and possibilities delivered by genomics and highly personalised medicine
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We are now looking to the new Westminster Government, as it seeks to address what it has called a broken NHS.  We will engage with the new Ministers to ensure continued delivery of the Rare Disease Framework whilst also having a conversation about the future of healthcare.
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