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National & regional Renal registries  

affiliated to the  ERA EDTA 

. 

Individual patient data 

Aggregated data 











Survival of all RRT patients by PRD 

Scottish renal units  





Do we need new codes for renal 

registries? 

Yes 
 if we want  

 to pursue old topics properly  
 new topics 
 International comparisons 
  investigating differences  
  quality improvement (audit) 
  service planning 
  evidence based practice 
  use data derived from electronic records 
  decision support & machine intelligence to  
  improve the care of individual patients and not 
  just for summary statistics. 

No 
 If we plan to continue doing more of the same ! 

. 



To improve and standardise the  

coding and definitions used by 

renal registries in Europe.  

Aim 

. 



Usable by ordinary clinicians for routine work – care of patients 

diagnosis, prognosis, treatment 

 

Incorporate the existing ERA-EDTA Codes & definitions PRD, CoD 

Provide working definitions  

Consistent with emerging medical standards  SNOMED CT 

Rigorous enough to support research, quality improvement, 

decision support,  

health care planning & management 

Compatible with other international registries 

Acknowledge the uncertainties in clinical practice  

Capable of electronic transmission 

Acceptable to the ERA-EDTA registry and affiliated registries 

Some principles 

. 



PRD Headings 

. 

 1)  ERA-EDTA PRD Code (a meaningless number to identify it)   

 2)  ERA-EDTA Primary Renal Diagnosis (PRD) terms 

 3)  Diagnostic criteria:  

 i)    Histology 

 ii)    Clinical history 

 iii)   Family history 

 iv)   Clinical Exam 

 v)    Biochemistry 

 vi)   Immunology 

 vii)  Urine analysis 

 viii) Imaging 

 ix)   Gene test 

 x)    Other criteria & notes 

  4)  SNOMED CT concept identifier for focus concept 

  5)  SNOMED CT fully specified name 

  6)  SNOMED CT expression constraint 

  7)  Mapping to old PRD code 

  8)  Mapping to old PRD term 

  9)  Online Mendelian Inheritance in Man - link 

10)  ICD10 code 

11)  ICD10 rubric 
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1074 

Denys-Drash Syndrome 
 

 

x 

 

 

x 

 

 

 

x 

WT1 gene mutation. Onset in 1st 3 months of life   

236385009 

Drash syndrome (disorder) 

 

99 

Other identified renal disorder 

http//omim.org/entry/194080 

N048 

Nephrotic syndrome 



ERA-EDTA Primary Renal Diagnosis 
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. 

 



The diagnosis 

The term we use 

= the ‘PRD’ 

The evidence 

<> a definition (yet) 

Notes  

Because we 

don’t have a 

definition 

. 
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PRD             SNOMED id     Concept              mapping of the meaning 
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Why map to SNOMED?  

. 



SNOMED CT Provides 

 
Extensive and well supported list of terms current 

language translation,  

literature links eg BMJ, Map of Medicine 

decision support,  

queries using multiple domain hierarchies, 

secondary functions eg research, hospital management 
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language translation,  

literature links eg BMJ, Map of Medicine 

decision support,  

queries using multiple domain hierarchies, 

secondary functions eg research, hospital management 

 

Will soon be the only terminology supported by the 

NHS in the UK 



Why not stick to ICD10 ?  

. 



A985 Haemorrhagic fever with renal syndrome

C65X Malignant neoplasm of renal pelvis

D301 Benign neoplasm of renal pelvis

E112 Non-insulin-dependent diabetes mellitus with renal comps

I120 Hypertensive renal disease with renal failure

K767 Hepatorenal syndrome

M8312/3 Renal cell carcinoma (C64)

N170 Acute renal failure with tubular necrosis

O904 Postpartum acute renal failure

P960 Congenital renal failure

Q600 Renal agenesis, unilateral

R392 Extrarenal uraemia

S354 Injury of renal blood vessels

Z992 Dependence on renal dialysis

ICD10 Terms including ‘renal’ 
one example per letter 



N200 Calculus of kidney

N140 Analgesic nephropathy

P960 Congenital renal failure

ICD10  which language  ? 



N119 Chronic tubulo-interstitial nephritis, unspecified

N159 Renal tubulo-interstitial disease, unspecified

ICD10  which language  ? 



ICD10 

No semantic links 

 



ICD10 

Renal examples of synonyms 

 



Includes foreign language and local terms 

. 



Conveys meaning not just a label 

relationships and attributes like: 

Is a kidney disease 

Is a … 

  

 . 



. 



UK Renal SNOMED CT subset 

. 

 

 

 

 

 

Includes: 

most of the existing renal terms – about 1100 

and the new ERA EDTA PRDs 

 

Managed by: 

UK Renal Terminology Committee (RIXG & RA) 

working with the NHS Terminology Centre 

 

Purpose: 

Patient records, Registries, RADAR, RDGs, 

research, TheProject 

 



Summary 

 

 

New ERA EDTA PRD terms & codes 

 

Mapped to SNOMED CT, ICD10 and old EDTA PRD codes 

 

Benefits of SNOMED CT for nephrology 

Set will be maintained by 

  Nephrologists, epidemiologists and terminologists 





. 



ISO Time Zones 



Publication: 

Nephrology Dialysis & Transplantation 

 

Translated to Italian and German 

 

Will be adopted by National Registries 

affiliated the the ERA-EDTA 

 

Maintained by an ERA-EDTA Registry sub-

committee with help from a professional 

terminologist 

 

 

. 


