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Some important research Qs 

• Can we prevent kidney failure? 

• Can we prevent deafness? 

• What makes some carriers get severe 

disease? 

• Will gene therapy ever be possible? 
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ACE inhibitors 

• Slow down but don’t stop  

• There are already candidate drugs 

• Lower proteinuria? 

• Reduce scarring? 

• Stabilise GBM? 

 

 



ACE inhibitors now 

Anyone with proteinuria 

•‘Carrier’ or fully affected 

 

 



Gene therapy? 

 

 



Gene therapy? 

Maybe one day 

 

 



Athena Study 2015 

• 120 people in 6 countries 

• Over 16; ‘definite’ Alport’s 

• Reduced GFR – 30-75 

• Follow for two years 

• Tests every 3 months 

 

 

 



Athena 
Study 2015 

• Travel and 

accommodation 

paid 

 

• Some ‘visits’ at 

home by nurses 
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To find the next drug ... 

 



Get registered? 

 

 

RADAR 



The problem with rare diseases 

• Doctors don’t know about them 

• You don’t know anyone else 

with them 

• It’s hard to find reliable info 

• For staff as well as patients 



and more ... 

• Things keep changing 

• Quality of care is patchy 



Alport in Radar 

Shows info on everyone to: 

• Learn more 

• Keep them and their docs up to date 

• Spot those who may be suitable for 

• New treatments 

• New studies 

• Place for expert advice 

 

 

 



The Alport RDG 

• 3 patients 

• 2 adult nephrologists 

• 2 paediatric nephrologists 

• Geneticist 

• Trials expert 







Map 

PatientView renal 

registrations 
 

• 45,000   June 2015 

• In 66 adult units 

• Available to 90% 

adult population 



Neil Turner 

neil.turner@ed.ac.uk 

www.edren.org 

Thank you! 


