


Rare diseases are defined by the EU as conditions affecting fewer than 1 

in 2,000 people. Due to the complex symptoms and low patient 

population of each rare disease, living with one can be one of the most 

painful, devastating and isolating experiences imaginable. Findacure 

wants to change that.  

Who does Findacure help? 

Disease-specific patient groups are a crucial source of reliable information 

and support for patients, but can also have a huge impact on research 

and policy. Findacure’s central purpose is to help these patient groups 

fulfil their potential and transform their field. We provide training to help 

these groups and patients feel positive, confident, and empowered to 

make a change. We are building a rare disease community with the 

strength to support their needs.  

Findacure is an innovative UK charity  

with a transformational impact on the rare disease community 

 

Our vision is a world in which all rare diseases have treatments 

– made together with patients, for patients. 

We empower the rare disease community, allowing them to share their 

knowledge, expertise and skills, accelerating the development of new 

treatments in the hope that one day their collective work will help to ‘find 

a cure’.  

*Based on data from Rare Disease UK report 2016 The Rare Reality 



Meet the team 

Letter from our CEO 
Over the last year, the Findacure team have worked hard to find new 

ways to connect the patient group community and help you learn from 

each other. We have continued to develop our workshop programme 

creating more dedicated networking time and piloting our first afternoon-

long classroom style workgroup session, which focussed on developing a 

fundraising strategy.  

 

Our new day-long peer mentoring event was also a big success, giving 

mentees the chance to share their own progress with ‘lightning talks’ and 

access to training. This included our first ever session exploring the role of 

a leader in a patient organisation. The mentoring programme saw some 

great successes, with new charity registrations, new outreach packs, and 

new patient registries among the outcomes.  

 

2018 also saw Findacure travel to Glasgow for our first ever Scottish 

event. The Glasgow Rare Disease Showcase was a huge success. Fifteen 

different patient groups exhibited on the day, with talks touching on the 

impact of Lyme disease, a parent’s journey to set up a patient group, and 

insights into NHS Scotland’s approach to rare conditions. 

 

This just scratches the surface of a fantastic year. We 

hope that 2019 will be a year of growth and 

development for the charity, with  more interaction 

between our projects and more chances for patient 

groups to learn from one another. We’re looking 

forward to another exciting year with you all. 
 

 



Patient group training 

Patient groups provide essential support to patients and drive 

research forward. Despite this, only around half of all rare 

conditions have a patient organisation to represent them 

Existing groups tend to be set up by rare disease patients and family 

members who, although greatly motivated, often lack the skills, 

knowledge and confidence to get the group off the ground. We empower 

rare disease patients and advocates by providing them with the tools to 

set up and grow their own dynamic patient communities.  

 

Findacure aims to support patient groups in four major areas:   

Workshops 

“I now feel confident to produce a 

comms strategy and rethink our   

message. It has given me more             

purpose and focus, thank you!” 

Our day-long workshops focus on a specific challenge 

patient groups often face, helping them to work through it 

alongside other organisations. The workshops’ ultimate 

goal is to arm the rare disease community with the skills, 

confidence and expertise needed to grow their disease-specific patient 

groups and drive a change from within.  

 

2018 marked the fourth year of our empowerment workshops, which 

proved to be a huge hit! Our ‘Developing Online Communications’ 

workshop, in particular, was met with great energy by our attendees who 

came from 33 different patient groups. This workshop provided 

professional training to help patient groups develop and improve their 

online communications, allowing them to step outside of the ‘rare disease 

bubble’ to hone their communications strategies.  

”Will definitely help planning content of 
posts to reach the intended audience. 
Online communities very useful - will 

go back and discuss how we can      
improve, much more knowledgeable 

about what is required.” 



In 2018, our e-learning portal transformed the work of rare disease patient 

groups, equipping them with the knowledge needed to support patients 

and drive research into treatments. Findacure’s e-learning portal is an 

online hub of freely accessible 24/7 information, containing topic-specific 

guides, case studies and forums to provide convenient learning resources 

and prevent patient groups from having to ‘reinvent the wheel’. Our portal 

has grown to have 342 registered users and our most popular course of 

the year, ‘Medical research and pre-medical research’, has 42 active users. 

2018 also marked the integration of our portal with our wider in-person 

empowerment and training events, allowing online users to benefit from 

this material.  

Patient groups and advocates can learn so much from each 

other. We partner small or struggling groups with more 

advanced groups or professional consultants for tailored 

advice. By allowing experts within the community to share 

their skills and experience with others, it enables everyone 

to fulfil their potential. By giving smaller groups the tools, confidence and 

connections to develop their services and professionalise their work, they 

are able to provide the guidance patients desperately need, the shoulder 

parents can cry on, and be valuable partners in research.  

Case in point: Peer mentoring programme 
2018 saw the launch of our third peer mentoring programme, and like 

the two before it, it was a resounding success. By the end of the year 

two groups had registered as a charity in England and two more had 

done so in Scotland. From partnering with researchers on new research 

projects to securing grants to fund awareness videos, the synergy of our 

peer mentoring pairs has produced truly phenomenal work which we 

hope will continue to grow over the coming years.  
 

15 pairs completed the programme, all of whom agreed that Findacure’s 

peer mentoring programme was a worthwhile investment of time.  

Furthermore, four past mentees are returning as mentors in 2019, which 

is testament to the success of the programme. 

Peer mentoring 

E-learning portal 

“The Findacure e-learning portal has been an invaluable resource , […] 

the step by step approach of the online courses provide a framework 

for patient groups to build on from the ground up.”  



Findacure aims to promote collaboration between rare disease 

stakeholders to facilitate treatment development. We truly believe 

collaboration between all interest groups is necessary for the rare disease 

community to progress and confront its most pressing challenges, not 

least in research.  

Community building 

95% of rare diseases do not have a licensed treatment.  

We believe collaboration is the key to progress in research. 

Showcases 

Drug Repurposing for Rare Diseases  

On 27th February 2018, Findacure hosted the Drug  

Repurposing for Rare Diseases Conference at the Royal  

College of Nursing in London. The conference was a great  

success, highlighting the vital role that both patient groups and  

academics are playing in driving drug repurposing projects forward in the rare 

disease space. We are thankful for the continuing support of our sponsors 

whose support makes this central event of our calendar possible!  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
“Very valuable conference with a great range of interesting talks 

and good opportunities to network” 

 

Findacure’s ‘Rare Disease Showcase’ series is a celebration 

of rare disease projects taking place across the UK. Our 

showcases unite the rare disease community, providing a 

friendly forum for patient groups, researchers, life science 

professionals, and clinicians to come together as equals and 

share their rare disease stories.  



Our annual essay competition, in partnership with 

Medics4RareDiseases, raises vital awareness of rare diseases 

among doctors of the future. This year we congratulated 

Logan Williams from the University of Auckland whose essay 

‘Repurposing a rare opportunity’ was judged to be the winner.   

 

Like in previous years, his 

essay was published in the 

Orphanet Journal of Rare 

Diseases.  We wish Logan 

and the rest of our talented 

entrants great success in 

their medical careers!  

 

Case in point: Glasgow Rare Disease Showcase 

In 2018, Findacure began work on a new drug 
repurposing project – MCDS-Therapy. This EU 
funded international clinical trial aims to test the 
impact of a commonly available low cost drug, 
carbamazepine, on the ultra-rare condition MCDS.  

MCDS (or metaphyseal chondrodysplasia type 
Schmid) is a rare form of dwarfism that leads to bowing of the long bones, 
and severe joint pain. Findacure is responsible for the communication in this 
exciting project. Over the last year we have launched the MCDS-Therapy 
website and social media platforms, while the clinical team have been 
working to prepare the trial for recruitment. This means 2019 will see the 
first patients enrolled in a clinical trial for this rare condition. 

Held in October, our Rare Disease Showcase in Glasgow was our most 

ambitious to date, with five invited speakers, nine lightning talk speakers, 

and 14 patient group exhibitors sharing their rare disease stories. Topics 

ranged from Dr Ewout Groen discussing Scotland’s approval of the drug 

Spinraza to a lightning talk on Scotland’s involvement in the 100,000 

Genomes Project. We are delighted to reveal that 100% of those who 

gave feedback agreed that the event was worth attending.  

Introducing MCDS-Therapy 

The Student Voice Essay Competition 



Don’t just take our word for it 

Meet Carlos 

Who has Findacure helped? 

Carlos was diagnosed with hATTR amyloidosis, a rare 

hereditary disease that affects the nervous and cardiac 

systems, at the age of 40. A successful hand surgeon, Carlos faced 

losing his career due to the loss of limb function and heart failure that 

hATTR amyloidosis causes. Carlos’s sister was also diagnosed with the 

condition and sadly their mother passed away as a result of it. 

  

In 2017, two effective treatments had been developed and were in the 

early stages of assessment under NICE’s Highly Specialised Technology 

appraisal process. This process assesses whether treatments are cost-

effective enough to be paid for by the NHS. Carlos and a group of 

patients decided to set up a patient association to represent their voices. 

  

Carlos came to Findacure for support and joined our peer mentoring 

programme in January 2018. He was thrilled to be paired with Jill, a 

previous Findacure peer mentee and founder of the LPLD Alliance. With 

support from Jill, Carlos has made incredible progress, including:  

 

 Successfully setting up the UK ATTR Amyloidosis Patients’ Association 

and launching a website 

 Identifying 150 patients in the UK 

 Writing a press release of his story which was published by 160 

regional and 10 national news outlets, including BBC news 

 Representing patients at key meetings with NICE concerning treatment 

progress, to ensure the patient voice is heard 

 Forming an International Alliance to reach patients across the globe 

  

Carlos is currently in the process of registering the UK ATTR 

Amyloidosis Patients’ Association as a charity which will open even more 

doors for the patient group. The group is also planning to bring patients 

together for their first group meet-up in January 2018; an information 

event at the Royal Free Hospital. 

  
We would like to say a huge congratulations to Carlos for achieving so 

much, and of course a huge thank you to Jill for helping him get this far. 



March 

Findacure’s 2018 highlights 

January 
  

February 

 The winners of our 2017 Student Voice essay competition 

were announced and Mariam Al-Attar’s winning essay 

was published in the Orphanet Journal of Rare Diseases 

 We held the launch event for our 2018 peer mentoring programme 

 Our CEO, Rick, became a dad for the first time! 

 We attended the ABPI patient forum 

 100 rare disease advocates celebrated Rare 

Disease Day by attending Findacure’s Drug 

Repurposing for Rare Diseases conference 

 Findacure was Cambridge105 Radio’s charity of the month - with 

weekly features and guest speakers including Nick Sireau, 

Findacure’s co-founder, and Shelley Simmonds, CEO of Action 

Duchenne 

 We attended the Cambridge Rare Disease Day event 
organised by NIHR and CRDN  

 

 At the NIHR Think Research day in London, we ran a 

‘Working with Industry’ workshop with Tanya  

Colin-Histed, CEO of Gauchers Association 

 43 people attended our first workshop of 2018 to learn about 

‘Developing Online Communications’ 

 We attended the Rare Revolution Youth Edition launch party 

 7 fantastic fundraisers braved the beast from the east and raised over 

£3,000 for Findacure by running the Cambridge Half Marathon 

 Rick spoke at the 2018 European Orphan Drugs and Rare Diseases 

Global Congress 

 Rick ran a training session at the Eurordis Winter School 



 In Newcastle, we met up with the coordinator and  

Clinical Trials Unit for the MCDS-Therapy project 

 We attended and exhibited at the ABPI annual conference 

 We held individual check-in calls with everyone in our 2018 peer  
mentoring cohort  

“I have gained some great ideas thanks to Findacure and 
feel ready to take on the world!” 

May 

April 

June 

 Rick spoke at the 2018 Rare Disease 

Meeting in Glasgow  

 We attended the Masonic charity presentation evening where we were 

awarded with a generous grant for our patient empowerment work 

 The whole Findacure team visited Vienna to attend the European  

Conference on Rare Diseases, where we exhibited a poster on the 

MCDS-Therapy project and Rick spoke about ‘how to ensure  

sustainable access to rare diseases care’ 

 Rick celebrated one (fantastic!) year as CEO 

 We attended the Rare Disease UK annual meeting 

 Our peer mentoring meet up event provided training 

sessions on finding medical advisers and successful leadership  

 We attended the Corporate Engagement Awards with MediData to 

celebrate the work on the social impact bond 

 In our second workshop of 2018, we focused on ‘Fundraising for rare 
disease patient groups’ with expert training from Money Tree Fund-
raising and Fundraising Action 

“Thank you Findacure, for a brilliant day, thoughtful presentations, 
and a great opportunity to meet others and share ideas” 

 



 Ike joined Findacure for three weeks as a summer intern 

from Royal Holloway University London to work on our  

e-learning portal guides 

 We attended the Metabolic Support UK launch event 

 Findacure was a chosen charity for the Tesco Bags of Help scheme 

and won the local vote for a grant towards our peer mentoring work 

“I was in terrible shape, physically and emotionally, when I contacted 
Findacure and their support has made a huge difference 
to me” 

August 

July 

September 

 We held our fourth Cambridge Rare  

Disease Showcase 

 Three brilliant Findacure supporters raised over £1,500 by braving our 

Dare for Rare Skydive 

 Charlotte Proud took on the Aquathlon at the Great Scottish Swim and 

raised £715 for Findacure  

 We launched our wonderful new website (visit www.findacure.org.uk 
to take a peek)  

“I love Findacure’s lightning talks from patient groups - 
really interesting and informative” 

 We ran a workshop with Kudos Health on ‘Social  

Research – how to go about it?’ 

 We attended the Genetic Alliance UK 2018 conference 

 Volunteers from Cambridge RAG held a street collection for Findacure 

and raised £277  

“Findacure’s events are so appreciated by small patient groups like us 

who are on the start of their journey” 



October 

December 

November 

 Our Glasgow Showcase was our most 

ambitious to date! 

 Shimon joined Findacure as a volunteer on Friday mornings 

 We attended the EyeforPharma patient summit 2018 

 We visited Bologna for the MCDS-Therapy project annual meeting 

“I came to Findacure’s event without expectations and was 
overwhelmed by the diversity and came away fulfilled with valuable 
contacts” 

“There was so much knowledge and experience in that room today – 
we need to harness it in an easily accessible forum so that we don’t     
re-invent the wheel” 

 We visited Barcelona for the World  

Orphan Drug Congress 

 Our short film was shown at RAREfest, in which we asked the general 

public about rare diseases to raise awareness 

 54 people attended our workshop on ‘Transforming Rare Science 
into Treatments’ in collaboration with LifeArc 

“I will now be able to feel more confident and provide  
better support to the groups I work with – thank you!” 

 We raised over £300 on our stall at Mill Road Winter 

Fair 

 Cambridge Chorale choir raised £148 with their beautiful carolling 

 Our festive fundraisers raised over £1,000 in the London Santa Run 

“Findacure’s work is so valuable and important - if I can play a small 
part in raising funds and awareness, I’m proud of that” 



Don’t just take our word for it 

Meet Julia  
   Receiving diagnosis of any disease can be 

incredibly tough. When it comes to diseases that  

are rare, it can also be incredibly confusing and isolating. When Julia’s 

son Finn was diagnosed with a congenital disorder of glycosylation 

(CDG), their doctor had never heard of the condition. He wrote its name 

on a piece of paper and told her to go away and research it. Julia felt 

lost and had no one to turn to for advice.  

 
Realising the lack of information and support available for families, Julia 

and three other families set up CDG UK in 2013. They wanted to 

provide a support network for affected families and raise funds for 

research. As Julia describes it, they had plenty of enthusiasm and big 

goals but little knowledge on how to achieve them. 

 
Julia came to Findacure for support and joined our 2018 peer 

mentoring programme. Working with Emma Drane from Costello 

Medical Consulting, Julia was able to prioritise the group’s wider goals 

and decided to focus on delivering better information to newly 

diagnosed families. 

 
Working closely with Emma, Julia created three leaflets: ‘What is 

CDG?’, ‘What does CDG mean for us?’, and ‘CDG UK and other 

support networks’. They put the leaflets in an information pack and 

made a welcome video for new families, which was included on a USB 

stick. The packs were distributed to 25 healthcare centres on Rare 

Disease Day 2019 to ensure every newly diagnosed family has all the 

information they need at this crucial time. 

 
We would like to say a huge congratulations to Julia for publishing and 

distributing these leaflets (while also caring for Finn and working full-

time!), and of course, a huge thanks to Emma for the time she 

generously gave to supporting Julia through the programme. 

 
“This experience has been wonderful and our project 

absolutely would not have happened without it. Every 
time I watch the video we made for this project I feel so 
immensely proud of our CDG families and what they are 
doing to support others. Thank you a million times over 

Findacure!” 

Who has Findacure helped? 



Thank you 

We are exceptionally grateful for the 

generous support of the following people 

and organisations in 2018 

AbbVie 

Alexion 

Amgen 

Aviva Community Fund 

Bespak 

Biomarin 

Bionical 

BLF Awards for All  

Cambridge Building Society 

Cambridge Healthcare  

Research 

 

Celgene 

Cello Health 

Costello Medical Consulting 

Cresset Re-pharm 

Dolon 

Elsevier 

Healx 

Hedera Trust 

Kudos Health 

LifeArc 

Linguamatics 

Masonic Charitable  

Foundation 

Novartis 

Patanni Health 

PharmacoMedics 

PharmaMar 

Pharnext 

Rhythm 

Royston Rotary 

SOBI 

Takeda 

TranScrip  

Vertex 

Whiskers LLP 

Alison Amos 

Andrew Dibben 

Andrew Warburton 

Cambridge Chorale 

Cambridge RAG 
Charlotte Proud 

Chris Hill 

Erin Austin 

Helen Cliss 

Jessica Breakey 

Joanna Konieczna 

Joel Woodford 

Laura Cliss 

Melita Irving 

Mollie Benson 

Polly Moyer 

Rick Thompson 

Sam Blake 

Saul Woodford 

Sophie Sanomi 

Wendy Breakey 

Funders 

Fundraisers 

Adobe 
Andy Milligan 
BioMed Central    
Costello Medical Consulting 
Elsevier 
Nancy Glynn   

Google 
Hogan Lovells 
Kudos Health 
Little Robot 
Medics4RareDiseases 
 

Anissa Alifandi 
Becky Hardiman 
Cambridge RAG                      
Charlotte Proud 
David Rose 
Duncan Batty 
Eleonora Passeri 
Emma Drane 
Flóra Raffai 

Ike Akintola 
Jagtar Singh Nijjar 
Jill Prawer 
Lesley Harrison 
Marleen Kaatee 
Narissa Gipp 
Polly Moyer  
Rachael Stevenson 
Saundra Hemmings 

Sean Gordon 
Serena Russell 
Shimon Lopez 
Steffi Rucci 
Sue Ollier 
Susan Passmore 
Tarquin Bennett-Coles 
Wendy Horrobin 
 

Volunteers 

Orphanet Journal of                
Rare Diseases 
Tara Lee York 
White & Case LLP 

Pro bono Supporters 



Dear All, 

At Findacure, we continued to break new ground and help rare disease 
patients throughout 2018, particularly through our peer mentoring 
scheme. We developed a dedicated space for the programme on the e-
learning portal, gave mentees access to a pool of volunteers who were 
able to provide additional ad-hoc support to their organisations, and ran 
our first day-long meet-up events for the scheme. 
 
We do peer mentoring because we strongly believe that, while most rare 
diseases are different to each other, the challenges we face as rare 
disease patient groups are similar. These challenges include isolation and 
marginalisation, difficulty accessing treatment, how to set up clinical trials, 
working with industry, how to find a good research team, and how to 
identify new patients. By buddying up new patient groups with those who 
have more experience, we can accelerate the growth process to ensure 
that patient groups develop faster. 
 
For instance, in 2018 I mentored Jarred Griffin, founder and CEO of 
Annabelle’s Challenge, a patient group that works on the rare disease 
vascular Ehlers-Danlos Syndrome (EDS). Vascular EDS is a life 
threatening connective tissue disorder that affects all tissues, arteries and 
internal organs, making them extremely fragile. 
 
Jared’s daughter Annabelle has vascular EDS, which is why he set up the 
group in 2013. Since then he has been campaigning relentlessly to 
increase awareness and treatment for this disease, receiving the Queen’s 
Award for Voluntary Service in June 2018 in recognition for its 

achievements. Mentoring helped Jared set the strategic 
direction of his patient group and plan for further 

growth. 
 
Through peer mentoring, we are aiming to create 
more patient group entrepreneurs such as Jared in 
order to make a big difference for 
rare diseases. Please support us 
in our mission. 

Letter from our Chair 

Alan Thomas 
Andy Milligan 
Bruce Bloom 
Claire Adams  
David Bennett 
David Cavalla 

Edmund Jessop 
Edna Kissman 
Jon Morton 
Julie Walters 
Kamlesh Sheth 
Kathryn Johnson 

Advisors 

Lakshminarayan Ranganath 
Margaret Ogden 
Mark Edwards 
Nick Sireau 
Tony Hall 
 



Connect 

Keep in touch with us via social media for updates on 

upcoming events, opportunities and the latest rare  

disease news. Find us on Twitter and Instagram: 

@findacure_fdn as well as Facebook and LinkedIn 

 

Donate 

We rely on the generosity of our supporters to provide 

us with the funds and power to build a stronger rare  

disease community. To donate, visit our giving page at 

www.findacure.org.uk/donate 

 

Volunteer 

We are always on the lookout for volunteers who can 

make a big difference to our work by offering their time 

and skills to support us. For more information, contact 

our Patient Group Development Manager via      

libbie@findacure.org.uk 

 

Fundraise 

From running marathons to skydiving, raising money for 

us makes our work with patient groups possible. 

To get involved, contact our CEO via 

rick@findacure.org.uk 

 

Collaborate 

Build a partnership that allows your employees to use 

their expertise to positively impact the rare disease  

community! To discuss collaboration opportunities,            

contact our CEO via rick@findacure.org.uk 

 
Registered charity: 1149646 

www.findacure.org.uk 


