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Top Recruiting Paediatric Sites Recruits 

Birmingham 462 

Manchester 263 

Leeds 191 

Nottingham 181 

Southampton 157 

RaDaR is generously supported by: 

The National Registry of Rare Kidney Diseases (RaDaR) is a Renal Association initiative       

designed to pull together information from patients with certain rare kidney diseases. This will 

give a better understanding of how these illnesses affect people and will also speed up        

research. Recruitment to RaDaR is now open to all UK hospitals, both adult and paediatric.  

RaDaR Portfolio Extension 

 

Thanks to the generous support of Kidney Research UK, RaDaR will maintain it’s presence on the      

NIHR’s Research Portfolio until 31/03/2020.  

 

This ensures that recruiting sites will continue to receive financial support for every patient that they recruit 

to the rare disease registry. 

Top Recruiting Adult Sites Recruits 

London Guys 1187 

London Royal Free 827 

Oxford Churchill 741 

 Nottingham City Hospital 728 

Lister Hospital, Stevenage 687 

 

Recruitment Update 



 



 Review of Fibromuscular Dysplasia (FMD) Patient Information Day  

 

The auspicious date of 19.01.19 saw the UK’s first patient information day on Fibromuscular Dysplasia 

(FMD), held at Salford Royal Hospitals NHS Foundation Trust.  

 

The day was aimed at providing an overview on FMD, an update on international registry data and the 

most cutting edge clinically relevant research. We were privileged and honoured to have guest speaker, 

Sally Bee (https://www.sally-bee.com/) share her journey, first with spontaneous coronary artery         

dissection (SCAD) and then FMD; and Prof Alexandre Persu, an international FMD expert and head of the 

European FMD Registry join us from Belgium. Dr Tina Chrysochou provided an overview of FMD and the 

UK collaborative effort of the FMD specialist interest group under the Renal Rare Disease Registry 

(RaDaR).  

 

Following patient requests ahead of the meeting, the day also  benefitted from local neurology and         

neuro-radiology expertise by SRFT colleagues, Dr Martin Punter and Dr Amit Herwadkar. Prof David 

Adlam, lead for the UK SCAD research group, discussed the latest developments in SCAD. This included 

his latest collaboration showing genetic susceptibility to FMD and SCAD : PHACTR1 is associated with an 

increased risk of FMD, cervical artery dissection, SCAD and migraine. Dr ‘Bean’ Dhaun, consultant      

nephrologist from Edinburgh shared a case study on an unusual presentation of FMD to highlight how this 

condition can present in multiple ways, and how clinicians should have a high index of suspicion when   

cardiovascular events occur outwith the traditional risk factors or atherosclerosis.  

 

The day finished off with a workshop during which     

patients and carers shared their experiences and      

devised a wish list for management within clinical      

services and research ideas for FMD in the UK.  

 

Have a look at #FMD2019 for tweets from day.      

Feedback from the meeting was excellent, with all     

individuals finding it extremely or very worthwhile. We 

are very grateful to Kidney Research UK (KRUK) and      

Kidney Care UK (KCUK) who kindly sponsored the 

event. Their sponsorship also went towards filming the 

event which will be made publically available.  



 

ADPKD Patient Information Day 

 

The PKD Charity will be hosting the next ADPKD Patient Information Day on Saturday, 30 March 

2019 from 10:00am – 4:00pm at  Aintree University Hospital Lower Lane, Liverpool. L9 7AL 

 

The event is free to attend and will include talks on: 

 

 The Basics of ADPKD 

 Genetics 

 Diet and Lifestyle 

 Research 

 Transplants 

 

Lunch and refreshments included 

 

To register please visit https://tinyurl.com/adpkd-march-2019  

GDPR Update 

 

To ensure that RaDaR is compliant with the new General Data Protection Regulations, which came 

into force on May 25th 2018, two Privacy Statements have been produced  to cover both RaDaR and 

Rare  Renal.  The documents detail what data is collected from patients and how it stored, linked and 

accessed.  

The RaDaR notice is at: 

 https://rarerenal.org/radar-registry/privacy-notice/ 

  

And the RareRenal one is at:  

https://rarerenal.org/terms-and-conditions/ 

International consensus guide on FMD 

 

The first international consensus guide on the diagnosis and management of Fibromuscular Dysplasia 

has  recently been published. This can be accessed at: 

https://tinyurl.com/FMD-guidelines 

https://tinyurl.com/adpkd-march-2019
https://webmail.nbt.nhs.uk/owa/redir.aspx?C=Uy2JDwKMsV0uI6SshwtE5C-0hPnN99pUobRc8AesuWzamL4b-KLWCA..&URL=https%3a%2f%2frarerenal.org%2fradar-registry%2fprivacy-notice%2f
https://webmail.nbt.nhs.uk/owa/redir.aspx?C=AWR8t0yhKKvDb_6mQkTH7rIhepyVMY9LL-VGeTtcFTfamL4b-KLWCA..&URL=https%3a%2f%2frarerenal.org%2fterms-and-conditions%2f
https://tinyurl.com/FMD-guidelines


 

Royal Society of Medicine events  

 

Frontiers in Glomerulonephritis II, Royal Society of Medicine - UK Kidney Research Consortium GN 

Clinical Study Group Collaboration 

 

Thursday 21st March 2019, Max Rayne Auditorium, Royal Society of Medicine, London 

 

This meeting explores current understanding of glomerular diseases with an autoimmune aetiology. It     

dissects the histological and pathological features that underpin this spectrum of diseases. We are hosting 

this in association with the UK Kidney Research Consortium GN Clinical Study Group Collaboration. This 

year we are focusing on all of the major GN topics, with panel discussions and update on clinical            

trials.  Therapeutic mechanisms, clinical trials and management strategies are explained, along with expert 

panel discussions. Updates will include newer therapies in vasculitis, the evolving story of lupus nephritis 

and novel insights into the management of IgA nephropathy. 

https://www.rsm.ac.uk/events/nephrology/2018-19/nem03/ 

 

Rare Diseases and the Kidney, Royal Society of Medicine in collaboration with RaDaR 

 

Wednesday 8th May 2019, Salford University Media City campus. M50 2HE. Room 3.11 

CPD: 6 credits 

  

The RSM is coming to Salford, Manchester! Join us for this exciting meeting where you will have the      

opportunity to hear from experts in a variety of renal rare disease areas. The agenda includes the latest 

research and clinical updates from nine RADAR rare disease groups. There will also be discussion on the 

UK Renal Research Network, the NIHR BioResource for Translational Research and opportunities for    

future research using the RADAR network. Places are limited, please book early to avoid disappointment. 

https://www.rsm.ac.uk/events/nephrology/2018-19/nem04/ 

https://webmail.nbt.nhs.uk/owa/redir.aspx?C=7wdusW1MYJGE1fBMuCi4PSvtd3mLyShcImCJ6nmiptDsnfo6-aLWCA..&URL=http%3a%2f%2fsmtp.srft.nhs.uk%3a32224%2f%3fdmVyPTEuMDAxJiY1ZmZmOGRhODk0NGRjY2M5Nz01QzdGQTRCQ18zNTYwMF85NjdfMSYmMzJmNWQ2NTRiMjQ2MmY4PTEyMjImJnVybD1odHRwcyU
https://webmail.nbt.nhs.uk/owa/redir.aspx?C=mUtMfjKyxaj35VbqEHrcratdbiE3-qt095Q9wEv9uansnfo6-aLWCA..&URL=http%3a%2f%2fsmtp.srft.nhs.uk%3a32224%2f%3fdmVyPTEuMDAxJiY1ZmZmOGRhODk0NGRjY2M5Nz01QzdGQTRCQ18zNTYwMF85NjdfMSYmMzJmNWQ2NTRiMjQ2MmY4PTEyMjImJnVybD1odHRwcyU


 

National Cystinuria Patient Day  

Saturday March 30th 2019  

Robens Suite, 29th Floor Tower Wing, Guy’s Hospital, London  

 
The event is free to attend for patients and relatives but registration is essential via the CystinuriaUK 

website - www.cystinuriauk.co.uk/patient-day 

 

http://www.cystinuriauk.co.uk/patient-day-registration


 



 

Recruitment Update 
 

The table below shows the recruitment figures and data entry fields for each condition as of 8th March 2019 
when there were 21,987 UK patients in RaDaR from 98 hospitals.  

If you are having problems with recruitment or in getting your site set-up please contact:                

Melanie Dillon - Melanie.Dillon@renalregistry.nhs.uk  

Rare Disease Group  

Current data entry  
 Number of 

recruits Generic 
Condition 
specific 

ADPKD √ √  5897 

ADTKD/FUAN √ √  174 

aHUS √   221 

Alport Syndrome √ √  722 

APRT-D √   8 

ARPKD/NPHP √ √   190 

Calciphylaxis √ √  36 

Cystinosis √   128 

Cystinuria √   397 

Dent Disease & Lowe Syndrome √ √  55 

Fabry Disease √  37 

Fibromuscular Dysplasia  √  22 

HNF1-B √ √  72 

Stec HUS √   145 

Hyperoxaluria √   108 

Hypokalaemic Alkaloses √ √  289 

IgA Nephropathy √ √  3097 

MGRS √ √ 82 

MPGN, DDD and C3 Glomerulopathy  √ √ 950 

Membranous Nephropathy √   1866 

Nephrotic Syndrome √ √ 3139 

Pregnancy & Chronic Kidney Disease √  √ 545 

Pure Red Call Aplasia √   6 

Retroperitoneal Fibrosis √   110 

Tuberous Sclerosis  √   140 

Vasculitis √  3695 


