


Dear All, 

 

2016 has been a big year for Findacure, Ǫlled with new project launches and growth 

of existing programmes. The year saw the fourth anniversary of the charity­s 

registration and our fourth member of staǨ join the team. 

 

Our biggest undertaking has been a proof of concept study investigating the 

feasibility of our rare disease drug repurposing social impact bond. Through four 

focus groups, we captured the personal experiences of people living with a rare 

disease and the burden lack of treatment can have on them and their families. 

Through health economic modelling, we showed the huge cost untreated rare 

diseases impart on the NHS, as well as demonstrating the potential savings that can 

be realised through repurposing generic drugs for these conditions. We are looking 

forward to the next steps of this project in 2017, in trying to establish the world­s 

Ǫrst drug repurposing social impact bond with NHS England and social investors.  

 

Alongside this, we have expanded our support to rare disease advocates, 

empowering them to become more eǨective partners in managing their conditions. 

We continued our training workshop series, delivering four new workshops to 118 

advocates. 2016 also saw the completion of our peer mentoring pilot and the launch 

of a brand new round of mentoring. Not only that, we also launched an updated 

version of our online portal and a brand new webinar series to oǨer more online 

support to those advocates unable to travel to in-person events.  

 

It never ceases to amaze me how much Findacure is able to achieve in a year, which 

is only possible with our outstanding team and the support of our excellent pro 

bono collaborators. I welcome you to look through this report, to reǬect on how we 

have been working to ¬treasure our exceptions­ in 2016.  

 

Yours, 

Meet the team 

Letter from our Executive Director 

FlČra RaǨai 
Executive Director 
Ǭora@Ǫndacure.org.uk 

Rick Thompson 
Head of Research 
rick@Ǫndacure.org.uk 

Libbie Read 
Fundraising and 

Comms Oǭcer 
libbie@Ǫndacure.org.uk 

Mary Rose 

Roberts 
Events Oǭcer 

maryrose@Ǫndacure.org.uk 



Rare diseases are deǪned by the EU as conditions aǨecting fewer than 1 in 2,000 

people. Our vision and our mission are in response to the chronic need for better 

support for rare disease patients and for more research into treatments. 

Why do we do what we do? 

http://www.findacure.org.uk/rare-diseases/


Our Aims and Work 

Aim 1: Empowering Patient Groups 

Our Ǫrst aim is to empower patient groups to build their 

patient communities, develop as a charity, and drive 

treatment development. 

Despite all the issues facing the 3.5 million rare disease patients in the UK, 

only half of them have a support group to turn to. Those that do exist tend 

to be ¬kitchen-table organisations­, set up by rare disease patients and 

advocates who often lack the skills, knowledge and conǪdence to get the 

group oǨ the ground. 

 

But patient groups have a fundamental role to play in addressing patient 

needs and representing patients in research. They are best placed to reach 

out to patients, to collate and provide credible information about disease 

progression, and to fundraise for and assist clinical research. We therefore 

work to empower rare disease patients and advocates by providing them 

with the tools to set up and grow their own dynamic patient communities.  

How do we do it? 

Training workshops 

Our workshops 

focus on a speciǪc 

challenge patient 

groups often face 

and help them to 

work through it.  

Training webinars 

Our webinars 

introduce patient 

groups to speciǪc 

topics without 

requiring the 

commitment to 

travel to an event. 

Peer mentoring 

Patient groups 

and advocates 

can learn so much 

from each other. 

We partner small 

or struggling 

groups with more 

advanced groups 

or experts for 

tailored advice. 

Online portal 

The courses and 

guides on our 

portal are there 

for patients and 

advocates to 

access at any 

time and from 

any place! 

By developing the capacity of patient communities in this way, we are 

ultimately providing better support and improved health outcomes for 

thousands of patients across the country. 

http://www.findacure.org.uk/our-work/

