
Top level metadata in RaDaR, updated 19/04/2021 

 

Rare Disease Cohort 
Patient 

Demographics 
Primary 

Diagnoses 

Lab results 
and 

Observations 

Medications 
Link 

Alport Syndrome 842 684 623 414 

Atypical Haemolytic Uraemic Syndrome 270 217 215 158 

Autosomal Dominant Polycystic Kidney Disease 7351 5036 5664 3995 

Autosomal Dominant Tubulointerstitial Kidney Disease (FUAN) 203 165 146 105 

Autosomal Recessive Polycystic Kidney Disease/Nephronophthisis 221 165 179 118 

BK Nephropathy 34 28 29 27 

Calciphylaxis 49 40 36 29 

Cystinosis 146 133 131 90 

Cystinuria 446 401 295 91 

Dent Disease and Lowe Syndrome 60 51 31 20 

Fabry Disease 45 30 32 15 

Fibromuscular Dysplasia 39 28 25 7 

HNF1b Mutations 81 65 55 28 

Hyperoxaluria 119 97 85 56 

Idiopathic Nephrotic Syndrome 3907 3407 3123 2478 

IgA Nephropathy 3915 2889 3020 2435 

Membranoproliferative Glomerulonephritis / Dense Deposit Disease 1083 852 850 691 

Membranous Nephropathy 2302 1876 1605 1243 

Monoclonal Gammopathy of Renal Significance 158 135 106 71 

Pregnancy 656 466 427 266 

Retroperitoneal Fibrosis 141 122 98 83 

STEC-associated HUS 162 145 92 28 

Tuberous Sclerosis 224 184 120 77 

Tubulopathy 339 296 185 125 

Vasculitis 4428 3599 2807 2321 


