


About the project

Beyond research- a tool for networked
capacity and evidence-based advocacy

Effectively connecting our people

Sourcing valid and accurate information

Build unexpected synergies and complement resources
Build coalitions- patients/ research/ clinical

Make research work for you: Collect, control, use and reuse

your data beyond research for evidence-based advocacy




Advancing patient-centric research



Advancing Patient-Centric Research

Why Share4Rare was built

» Validate that a secure research platform driven by
patients and POs is feasible and sustainable

« Allow patients to drive research in a way that is
cheap, fast and of high quality
Develop a place where patients are the owners and
controllers of their data
Develop a business model without selling
patient data




Disease specific medical chapters


https://www.share4rare.org/library/vascular-tumours/vascular-tumours
https://www.share4rare.org/library/pancreatic-rare-tumours/pancreatic-rare-tumours
https://www.share4rare.org/library/congenital-muscular-dystrophies/congenital-muscular-dystrophies
https://www.share4rare.org/library/retinoblastoma/retinoblastoma
https://www.share4rare.org/library/spinal-muscular-atrophy/spinal-muscular-atrophy
https://www.share4rare.org/library/paediatric-melanoma/paediatric-melanoma
https://www.share4rare.org/library/gliomatosis-cerebri/gliomatosis-cerebri
https://www.share4rare.org/library/myotonic-dystrophy/myotonic-dystrophy
https://www.share4rare.org/library/duchenne-muscular-dystrophy/duchenne-muscular-dystrophy
https://www.share4rare.org/library/xeroderma-pigmentosum/xeroderma-pigmentosum



https://www.share4rare.org/library/share4rare-toolkit-patient-advocacy/share4rare-toolkit-patient-advocacy

Research Study Example 1

NMD Disease Burden

* Understanding how
neuromuscular diseases
impact learning and working
opportunities for patients and

carers

Led by Newcastle University,

World Duchenne Organization

and Sant Joan de Déu Barcelona
* Enrolling 281 participants

Join this study



https://www.share4rare.org/registration/understanding-neuromuscular-diseases
https://www.share4rare.org/registration/understanding-neuromuscular-diseases

Research Study Example 2

COVID Registry

» Facing uncertainties in RDs
during COVID-19: S4R
International Registry
The burden of COVID-19 in

people affected by a rare disease
Led by Sant Joan de Déu
Barcelona in collaboration with
various patient organisations

Join this study



https://www.share4rare.org/registration/rare-diseases-covid-19
https://www.share4rare.org/registration/rare-diseases-covid-19

Registration for POs


https://youtu.be/H8IKqegEYrM

THANK YOU!

For inquiries, please contact
info@sharedrare.org



