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					Bridging Boundaries: Innovating, Connecting & Reshaping Drug Repurposing
Join the first international drug repurposing conference, #iDR24, co-organised by REMEDi4ALL, Beacon and MeRIT on 6-7 March 2024 in Barcelona.

Key opinion leaders from both the research and patient communities, funders, regulators, and representatives from the private sector will participate to collectively advance innovative drug repurposing in Europe and beyond.
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					We're hiring!
Beacon is seeking an entry-level Events and Projects Officer to join our established Projects Team and support us through the next stage in our charity’s development.

 In this position, you can expect to play a hand in project/event support, co-ordination, and delivery across the organisation; with frequent chances to collaborate with colleagues, external-partners, and beneficiaries in the rare disease community.

Applications open until the 8th March.
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					Online workshop: Building rare resilence
We are delighted to be re-running our 2022 workshop with Rareminds on building rare resilience. 
This three part series will take place on 12th March, 19th March, 26th March 2024.

Through activities and discussion you will learn practical tools to look after your own well-being as a rare leader.
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					Webinar: Boost your patient group’s productivity using AI
Join this webinar on 22nd February 2024 to learn how you could be using AI to help you become more efficient and creative when running a patient group. 
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					Make a donation
You support makes a monumental difference. Help us ensure that no one faces their rare journey alone!
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				Beacon for rare diseases: ensuring that no one faces their rare journey alone


			

			

				
				
				
				
			

				
				
				
				
				
				
				
				
				
				
				

Beacon (formerly known as Findacure) is a UK-based charity that is building a united rare disease community with patient groups at its heart. We envision a world in which no one faces their rare journey alone. 

Our charity upskills rare disease patient groups through trainings, guided programmes, community projects and research initiatives. We help these groups maximise their impact and deliver change for the world’s often neglected rare disease patients.






			

				
				
				
				
				Rare diseases affect between 3.5% (263 million) and 5.9% (446 million) of the global population. Sadly, this population struggles to receive a diagnosis, treatment or meet another with the same condition. Patient groups are a lifeline for those living with a rare disease. They provide emotional support and advice for day-to-day living. Patient groups are the impetus behind new care pathways and treatments.


			

				
				
				
				
				We are here to help those groups be the best that they can be.
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                    Patient group training
 
Our in-person, virtual and on-demand trainings give patient organisations the tools and confidence they need to form grow and professionalise.

 
                    Learn about our training
                

                

		    

				

			

			

				
				
				
				
				
				
				
				
				
				
				
				
					
			     

				

                
                    Community building
 
Our community projects unite patient groups, researchers, healthcare professionals and industry representatives to encourage collaborations, advancing the field of rare diseases.

 
                    View our community projects
                

                

		    

				

			

			

				
				
				
				
				
				
				
				
				
				
				
				
					
			     

				

                
                    Rare disease research
 
Our drug repurposing conference and research projects aim to bring crucial new treatments to the world's rarest patients.

 
                    Learn about rare research
                

                

		    

				

			

			

				
				
				
				
			

				
				

			

				
				
				
				
				
				
				
				
				
				
				
				
				
				
				
				
				
				Meet our patient groups


			

			

				
				
				
				
			

				
				
				
				
				
				
				
				
				
				
				
									
													

								
					
												
																							Meet Wendy, Chair of the Norrie Disease Foundation

								
									When Wendy’s son was born with Norrie disease, a rare genetic condition that causes blindness, hearing loss and developmental delays, there was no UK organisation for her to turn to for support, and very little information available. Determined to...
								

															
							Read More
						

											

				

			

								
													

								
					
												
																							Meet Bhavna, CEO of Stargardt’s Connected

								
									Bhavna’s world changed forever in September 2015 when her seven-year-old son, Ethan, was diagnosed with Stargardt’s: an inherited, degenerative retinal condition that slowly leads to sight loss. Ethan was struggling with his distance vision, so...
								

															
							Read More
						

											

				

			

								
													

								
					
												
																							Meet Allison, co-founder of Ring 20 Research and Support UK

								
									As a carer of a son diagnosed with ring 20 syndrome, Allison Watson increasingly felt the need for a patient group that would provide support and advice to help families and patients cope with the condition. Ring chromosome 20 syndrome is a rare...
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																							Meet Russell, Trustee of the LHON Society

								
									Russell’s son lost his sight over a matter of weeks at the age of 24 due to LHON, a rare hereditary condition. There was very little advice about what was going on and why it was happening, and what was there was often conflicting. After struggling...
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																							Meet Kristie, CEO of Global DARE Foundation

								
									Defeat Adult Refsum EverywhereKristie was catapulted into the world of rare diseases in April 2019 when she was diagnosed with Refsum disease. It took the gradual loss of her peripheral vision for her to seek help from a retinal specialist in Maine...
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																							Meet Amanda, Trustee and Chair of The EOS Network

								
									Amanda has double the inspiration for establishing The EOS Network. Amanda’s two children, Samuel and Heather, were born with eosinophilic gastrointestinal disease (EGID) which makes eating incredibly painful. When Amanda’s son was diagnosed with...
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                        Announcing The Student Voice Prize 2023 winning essays!

                                        29 Feb, 2024
Earlier this month the winner and runners-up for the biggest Student Voice Prize to date were...
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                        Farewell to Sophie!

                                        23 Feb, 2024
We are sorry to announce that our Projects Officer, Sophie is leaving Beacon. During her time here...
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                        Chapman Shum’s Musical Odyssey

                                        16 Feb, 2024
This blog was written by Chun, father of Chapman. "Chapman Shum, is a 13-year-old boy born blind...
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Building rare resilience
Building rare resilience
12/03/2024 - 26/03/202411:00 - 13:00   Online via Zoom Online, Workshop
Join this workshop hosted by mental health experts Rareminds to learn practical tools on boundary setting, managing expectations and avoiding burnout.
More Info



 
Beyond The Student Voice Prize
Beyond The Student Voice Prize
13/03/202419:00-20:30   Online via Zoom Online, Student Voice Prize
Join this event to celebrate another successful Student Voice Prize competition!
More Info
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				Support our mission


			

			

				
				
				
				
			

				
				
				
				
				
				
				
				
				
				
				At Beacon, we want to ensure that no one walks their rare journey alone. To achieve this, rare diseases must be viewed under one, united umbrella by patient groups, researchers and policymakers alike.

Our work encourages patient organisations to work together for the benefit of all rare conditions. The pharmaceutical industry and research sectors must recognise the importance of the patient voice.

Work with us to make this happen!

Discover our corporate giving and community fundraising opportunities to learn how you can bring hope to millions of people around the world. Each pound you give will help to break the isolation experienced by rare patients around the world.
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																							FOP Friends

								
									I became a “rare leader” in 2009 when my eldest son was diagnosed with the ultra-rare genetic condition Fibrodysplasia Ossificans Progressiva (FOP). Since then, as a volunteer with zero experience, I’ve setup a patient organisation, worked with...
								

															
							Read More
						

											

				

			

								
													

								
					
												
																							Castleman Disease Collaborative Network

								
									Patient groups like Beacon provide critical information and resources to help the rare disease community get closer to (repurposed) treatments for devastating illnesses. As someone who is literally alive today thanks to a repurposed drug that I...
								

															
							Read More
						

											

				

			

								
													

								
					
												
																							Alexion, AstraZeneca Rare Disease

								
									A rare disease diagnosis can affect anyone at any time (the majority being children) and can have a significant impact on the quality of life of patients, their families, and caregivers. Alexion, AstraZeneca Rare Disease’s innovation is driven by...
								

															
							Read More
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									Findacure, now Beacon, was my metaphorical lighthouse in a stormy sea when I started advocating for people with Mal de Debarquement Syndrome (having MdDS embodies being in a stormy sea, when you’re not) in the UK. I was in terrible shape,...
								

															
							Read More
						

											

				

			

								
													

								
					
												
																							Behçet’s UK

								
									Without the help of Beacon I could not have achieved what I have as chair of Behçet’s UK this past 4-years. The challenge for the rare disease community is immense and can be very lonely for individuals. I’ve lost track of the number of brilliant...
								

															
							Read More
						

											

				

			

								
													

								
					
												
																							Metabolic Support UK

								
									Metabolic Support UK (MSUK) are the leading organisation for Inherited Metabolic Disorders (IMDs), supporting thousands of patients worldwide through providing individual support, building patient communities, and continually advocating for and...
								

															
							Read More
						

											

				

			

								
													

								
					
												
																							Pitt Hopkins UK

								
									I found out about Findacure (now Beacon) by chance back in 2014. There was going to be a workshop on Fundraising while I was in London, so I called Flóra to ask if I could come even though it was last moment. I didn’t realise that was one of the...
								

															
							Read More
						

											

				

			

								
													

								
					
												
																							Wolfram Syndrome UK

								
									My name is Tracy Lynch and I’m the CEO and Co-Founder, alongside my husband, of Wolfram Syndrome UK (WSUK). I started my journey with the charity when we formed it 3 weeks after our daughter’s diagnosis in March 2010. There was no support for...
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				How can Beacon help you?


			

				
				
				
				
				Click on the link which best describes you. We’ll point you to our most relevant pages and additional places for support within the rare disease community. 


			

			

				
				
				
				
			

				
				
				
				
				
				
				I'm a patient group representative
			

				I'm a person affected by a rare condition
			

				I'm a researcher
			

				I'm a clinician or medical student
			

				I'm a pharmaceutical representative
			

				I'm a member of the press
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				Charity registration number: 1149646  |  Company registration number: 8174973

Beacon: for rare diseases, 66 Devonshire Road, Cambridge, United Kingdom, CB1 2BL
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