
The Renal Ciliopathies National 
Network – CILIAREN
John Sayer1, Pleasantine Mill2, Tess Harris3, Angela Pyle1, Eamonn Sheridan4 & Albert Ong5

1Newcastle University, 2University of Edinburgh, 3PKD Charity and Ciliopathy Alliance, 4University of Leeds, 5University of Sheffield

Each a rare disease, collectively represent a 
significant unmet challenge of our healthcare 

system

 

CILIAREN VISION

• To develop a national 
network and framework 
to improve the 
identification, diagnosis 
and management of 
patients with renal 
ciliopathies

• Educate and train 
medical practitioners 
and scientists

• Create a national 
framework for the 
identification, 
investigation and 
treatment of renal 
ciliopathies

Patient, Public Involvement, Engagement and Partners

 

@CILIAREN

Introduction

The renal ciliopathies represent a group of rare inherited kidney diseases affecting around 10% of all 
patients with kidney failure.

Recently the first drugs have come to the clinic to slow down this disease but treatments that prevent or 
switch off the disease are still lacking.
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