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Chronic Kidney Disease
• >3 million of UK population 
• £7.0 billion, 3.2% NHS spend 
• Major health priority 

End Stage Kidney Disease
• 69,000 patients

Rare Kidney Diseases 
• 5-10% of patients with CKD
• 25% of patients with ESKD
• Over-represented in kidney failure population
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109 renal units
England n=92
Scotland n=9
Wales n=3
Northern Ireland n=5

33 rare disease groups

>36,000 patients recruited

Renal IT 
systems

Directly 
from 
participant

Research 
staff

Largest rare kidney disease registry in the world 

• Formed in 2010
• Longitudinal data 
• Retrospective data back to 1980s
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109 renal units
England n=92
Scotland n=9
Wales n=3
Northern Ireland n=5

33 rare disease groups

>36,000 patients recruited

Aims

To describe:
• Clinical demographics
• Renal and patient survival
• Renal function trajectory and time in therapeutic 

window 
for individuals with rare kidney diseases in the UK
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27285 patients

20 rare disease groups 

Median age at diagnosis 

All RaDaR – 41 years [23.7- 57.1]

Cystinosis – 2 years [0.7-9.9]
MGRS – 63 years [51.8-72.1]

Median follow up 
time 9.6 years 
[IQR 5.9-16.7]

Median eGFR at diagnosis 

TBMN – 97.4 (69.1–111.2)
Gitelman Syndrome – 106.3 (93.1-120.5)

ANCA associated vasculitis- 30.5 (18.6–51.0)
Anti-GBM- 11.2 (6.7–17.5)



1. QICKD study: de Lusignan S et al, Creatinine fluctuation has a greater effect than the formula to estimate glomerular filtration rate on the prevalence of chronic kidney disease. Nephron Clin Pract. 
2011;117(3):c213-24.  2. UKRR annual report: Gilg J et al UK Renal Registry 14th Annual Report: Nephron Clin Pract 2012;120(suppl 1):c1-c27:1-28
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RaDaR population 
(%) (95% CI)

General CKD population 1,2 (%)

1 year 8 (7,9) 0.2

3 year 19 (18,20) 0.6

5 year 28 (26, 29) 1

Higher rates of End Stage Kidney Disease for individuals with rare kidney diseases  

Primary renal disease



7

Expected deaths Observed SMR
(95% CI)

RaDaR (standardised 
ONS population)

221 507 2.29 (2.09 to 2.49)

RaDaR (standardised 
CKD population)*

166† 70 0.42 (0.32 to 0.52)

†Go AS et al, Chronic kidney disease and the risks of death, cardiovascular events, and hospitalization. N Engl J Med. 2004 Sep 23;351(13):1296-305. doi: 10.1056/NEJMoa041031
 

CKD 
stage 3-5 

not on 
KRT

Kidney 
Replacement 

Therapy

45-<60 years 60-<70 years18- <45 years

Lower mortality for individuals with rare kidney diseases (CKD and KRT)  

*excluding patients without eGFR values
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Glomerular disorders

Anti-GBM   
IgA nephropathy 
MPGN/C3GN 
Steroid resistant nephrotic syndrome

55.9
55.0 
56.4
60.3

Median age at ESKD 
(years)

Membranous nephropathy   
Other Vasculitides 
ANCA associated vasculitis

83.3
86.3 
88.7

Steroid sensitive nephrotic 
syndrome

Inestimable 
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ANCA associated vasculitis – 10.5 
years 

Proteinuric IgA – 4.0 years 

75

30

Therapeutic window
(eGFR <75 to >30 mL/min/1.73m2) 





Wong K, Pitcher D, Braddon F, Downward L, Steenkamp R, Annear N, Barratt J, Bingham C, Chrysochou C, Coward RJ, Game D, Griffin S, Hall M, Johnson S, Kanigicherla D, Karet Frankl F, Kavanagh D, Kerecuk L, Maher ER, Moochhala S, Pinney J, Sayer JA, Simms R, Sinha S, Srivastava S, Tam FWK, Turner AN, Walsh SB, Waters A, Wilson P, 
Wong E, Taylor CM, Nitsch D, Saleem M, Bockenhauer D, Bramham K, Gale DP; RaDaR consortium. Effects of rare kidney diseases on kidney failure: a longitudinal analysis of the UK National Registry of Rare Kidney Diseases (RaDaR) cohort. Lancet. 2024 Mar 30;403(10433):1279-1289. doi: 10.1016/S0140-6736(23)02843-X. Epub 2024 Mar 13. PMID: 
38492578; PMCID: PMC11750427.
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Lower mortality rates compared to 
CKD population

Higher rates of End Stage Kidney Disease 
compared to CKD population 

•

•

Significant heterogeneity in age at kidney failure, death and time in therapeutic window between 
Rare Disease Groups

•

•

•
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• Wider medical field 

• Regulators/health service 
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RaDaR Team:
Professor Danny Gale (Director)
Dr Kate Bramham (Co-Director) 

Fiona Braddon (Founding Clinical Informatics manager)
David Pitcher (Senior statistician)
Dr Zoe Plummer
Susan Pywell
Garry King 
Dane Rogers 
Sherry Masoud 
Andrew Atterton 
Oliver Reeves 
Lauren Windsor

UKKA
Dr Retha Steenkamp
Professor Dorothea Nitsch

All patients and families who have kindly agreed to participate in RaDaR 

Katie.wong@ukkidney.org

RaDaR consortium: >200 
contributors  
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