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SECTION 1 – INTRODUCTION
The Renal Registry (RR) is managed by Renal Association, an independent body representing the views of renal physicians and supporting research. National collection of data in renal disease will help audit of practices within the UK and Ireland and will thus improve patient care and further research within this field. The Registry is being established as a voluntary register of  renal patients in the UK and Ireland. The central database will be sited at the UK Transplant Support Service Authority (UKTSSA) and will run on a VAX cluster using RDB and Powerhouse.

The overall aim of the RR is to provide a central point for collection of data pertaining to renal patients from participating outlying centres. Statistical analyses of  the data from each centre will be produced.

Initially data will be collected from a limited number of dialysis and transplant centres within the UK and will concern patients with end stage renal failure (ESRF). The database and software design will allow for expansion of the range of centres and also for extension of the collection of data from patients without ESRF.

Data transfer between centres and the Registry will be by electronic means. Sites which are part of the United Kingdom National Transplant Network (UKNTN) already have the requisite means for file transfers , other sites will require installation of appropriate hardware and software. The format of data files that will be sent from centres to the Registry and vice-versa will be defined using Backus Naur notation.

SECTION 2 – READ CODES

Medical data will be sent in terms of diagnostic coding. A number of different systems of classification of medical data exist. The Registry will hold all such coded data as Read Clinical Classification (Read Version 2) codes with some additional fields of EDTA codes. Incoming data from the centres may be coded as Read 2 but also may arrive as ICD9, ICD10, OPCS4 OR EDTA.

Any data coded other than in Read 2 will be translated to that format. The data files for validating Read codes and cross referencing data coded by other means are provided by Computer Aided Medical Systems Limited (CAMS). These data files must then be loaded into  lookup tables in the Registry database. CAMS also produce update to the codes on a regular basis which must also be applied to the Registry. A fairly simple Powerhouse screen system will be written to interrogate the Read code tables in the database and also to allow for the addition of  temporary (z) codes and creation of the EDTA code mapping relation.

The core of the coding system is a nomenclature of  “terms” , each term represents a specific concept – be it disease, occupation, drug, operation, etc. There are at present approximately 100,000 of these “preferred terms” in the Read codes. Each term has a unique 5 character (at present)  alphanumeric code – the Read code. Each concept may be expressed in more than one way in terms of synonyms. Thus a single Read code will have one preferred term and may have several synonym terms also associated.

Read coding is more comprehensive than any of the other named coding systems above resulting in a one to many relationship between those coding systems and Read in many cases. In such eventuality the algorithm for translating other codes into Read code format will make use of the hierarchical structure of the Read coding system. Where more than one Read code value exists as a match the search will be extended up the level of classification to the code that encompasses the matching values.

	ICD9
	READ_CODE
	 TERM_30

	A162
	A112.
	Lung tuberculosis + cavitation

	A162
	A111.
	Nodular lung tuberculosis

	A162
	A110.
	Infiltrative lung tuberculosis

	A165
	H510.
	Pleurisy+no effusion/active TB

	A165
	A1200
	Tuberculosis of pleura

	A165
	A120.
	Tuberculous pleurisy

	A165
	A12..
	Other respiratory tuberculosis

	A165
	A11z.
	Pulmonary tuberculosis NOS

	A168
	Ayu12
	[X]O resp TB,w’t m/bact hist c

	A168
	A12y.
	Other specified respiratory TB

	A168
	A101.
	TB pleurisy+primary progr. TB


In the above table (which is not a complete list of cross references) it can be seen that in the case of ICD9 code A162 the Read codes exist at the same level of hierarchy and so the next level up would be chosen which is A11.. (Pulmonary Tuberculosis). In the case of ICD9 code A168 the search would have to travel all the way up to the top level of A…. or Infectious/parasitic diseases which is probably too general a classification to be useful. A real difficulty exists wherein a code mapping crosses the major class of Read coding. ICD9 code A165 has cross mapped entries in both the A class and also the H class (respiratory diseases).

Read Code Table Definitions

The data files supplied by CAMS will be split up into several RDB tables in order to facilitate cross-tabulation searching. The files are supplied on floppy disk and will need to be transferred to the VAX. Each update release is controlled by administrative records containing passwords to ensure strict sequence integrity of data loading.

A system of update and maintenance routines will create and control the Read Code lookup sub system. Additionally a series of lookup screens to allow Code type cross reference and synonym term searches will be required.

The raw data for the Read coding system is provided by CAMS and will be sent on 3.5 inch

HD floppy discs. The initial data load will be followed by quarterly incremental update discs.

The data is in comma separated ,quote delimited format with carriage return, line feed record terminators. The data for each file may extend over more than one disc but where this happens the split will be at a record terminator, never part way through a record. There are additional cross-reference mapping files for the BPA extended ICD9 and for the ICD10 code sets. These additional fields are not quote delimited and have a pipe ‘|’ field separator.

Core Files COREV2 CV2DRUG  Chapter 9 Administrative codes STD9V2.RC

These files contain the four and five character Read code records in version 2 file format. The core files are a stable record format that provide the central elements of the Read Clinical Classification. The COREV2 and CV2DRUG files extend over several floppy discs, with each file numbered by an incremental file name extension. The following table contains the file format for the core files as sent by CAMS.

	Field
	Data Type
	Position

	READ_CODE
	C*8
	1

	PREF_TERM_30
	C*30
	2

	PREF_TERM_60
	C*60
	3

	PREF_TERM_198
	C*198
	4

	ICD9_CODE
	C*20
	5

	ICD9_CODE_DEF
	C*2
	6

	ICD9_CM_CODE
	C*20
	7

	ICD9_CM_CODE_DEF
	C*2
	8

	OPCS_42_CODE
	C*20
	9

	OPCS_42_CODE_DEF
	C*2
	10

	SPECIALTY_FLAG
	C*10
	11

	STATUS_FLAG
	C*1
	12

	LANGUAGE_CODE
	C*2
	13


File Field Descriptions

READ_CODE

This is a unique field which holds the actual Read Code. Eight characters are used for future expansion.

PREF_TERM_30

The term is a thirty character description of the Read Code. Terms in this field use the accepted preferred terminology. There will always be a value in this field position.

PREF_TERM_60

The term is a sixty character description of the Read Code. Terms in this field use the accepted preferred Terminology. There may not always be a value in this field position.

PREF_TERM_198

The term is a one hundred and ninety-eight character description of the Read Code. Terms in this field use the accepted preferred Terminology. There may not always be a value in this field position.

ICD9_CODE

This is a cross reference to the ICD-9 code. The contents of this field are qualified by the ICD9_CODE_DEF field.

ICD9_CODE_DEF

In the upper hierarchy levels of the Read Codes, there is a second level ICD-9 code range match. Where this happens ranges of codes and sequences of codes correspond to one Read Code. ( Also there may be dagger or asterisk qualification of the ICD-9 cross-reference.)  This definition field details exactly the information held in the ICD9_CODE field.

	Definition Field
	ICD-9
	Example

	00
	No code held in this field
	

	01
	Standard ICD-9 code
	033.1

	02
	ICD-9 range
	030-031

	03
	ICD-9 sequence
	551.0,2.0,3.0

	04
	Asterisk to dagger
	320.47A013.0D

	05
	Asterisk only
	320.7A

	07
	Dagger to asterisk
	074.21D422..0A

	08
	Dagger only
	074.2D

	09
	Morphology code
	M8002/3

	10
	Morphology range
	M801-M804

	11
	Morphology sequence
	M8312,M836

	12
	External incident code
	E813.2

	13
	External incident range
	E800-E807


ICD-9 has a convention which allows certain conditions to have two codes, one is given a D (dagger) suffix and the other is given an A (asterisk). The symbols ! and * have also been used in ICD-9 codes but the intention is to accept the capital letter qualifiers only. The D code describes the underlying disease and the A code describes the clinical manifestation. 

Morphology codes are used to provide morphological detail about neoplasms (chapter B of the Read codes).

ICD9_CM_CODE 

ICD9_CM_CODE_DEF

ICD-9-CM codes will not be used.

OPCS_42_CODE

Cross reference to the OPCS-4.2 code set. This reference is only used in Read code chapter 7.

OPCS_42_CODE_DEF

In the upper hierarchy levels of the Read Codes, there is a second level OPCS-4 code range match. Where this happens ranges of codes and sequences of codes correspond to one Read Code. The definition field details exactly the information held in the OPCS_42_CODE field. There remains at least a one to one correspondence between Read codes and OPCS-4 third and fourth level codes.

	Definition Field
	OPCS-4
	Example

	00
	No code held in this field
	

	01
	Standard OPCS-4 code
	A102

	02
	OPCS-4 range
	A01-A10

	03
	OPCS-4 sequence
	W59,W79

	15
	Combined procedure
	Q078+Q221

	16
	Qualified code
	Q233/Z942


A combined procedure is one in which more than one procedure was carried out at the same time for example Tonsillectomy and Adenoidectomy. This is expressed as a single Read code (75306) but maps to dual OPCS-4 codes (F344 + E201). The major procedure is the first OPCS code.

A qualified code consists of a primary code, followed by a second which gives greater detail or more information about the primary. For operations the secondary code is often concerned with the site or side of the operation.

SPECIALTY_FLAGS

This field is provided to allow various clinical specialties to indicate a particular Read code as of relevance to them. It functions as a ten character array of flag bytes.

For example :

	1
	0
	1
	*
	*
	*
	*
	*
	*
	*


Each position corresponds to a specialty. A ‘1’ in any position indicates the code as of interest to the specialty which is assigned to that position. The above example shows the Read code is of relevance to specialties 1 and 3 and that it is of no relevance to specialty 2. The asterisks indicate that either the column has not been allocated to a specialty or that the specialty has not reached a conclusion for the code. To date the first four columns of the table have been assigned to , respectively, Plastic Surgery, Orthopaedics, E.N.T and Urology.

STATUS_FLAG

Read codes are never deleted. This field is used to show whether the code is still in current usage or not. A value of  ‘0’ indicates a current Read code and a ‘1’ declares that it has been discontinued.

LANGUAGE_CODE

This will always be ‘EN’ for English.

Read Code KEY Files KEYV2 KV2DRUG STD9V2.KEY

These files contain the keys and their Terms linked to the Read code version 2 core files. The data is in quote delimited, comma separated format with carriage return, linefeed sequence delimiting each record. A unique (key) value can be obtained by combining the  READ_CODE with  TERM_CODE and TERM_KEY. The KEYV2 and KV2DRUG files extend over several floppy discs, with each file numbered by an incremental file name extension.

	Field
	Data Type
	Position

	TERM_KEY
	C*10
	1

	UNIQUIFIER
	C*2
	2

	TERM_30
	C*30
	3

	TERM_60
	C*60
	4

	TERM_198
	C*198
	5

	TERM_CODE
	C*2
	6

	LANGUAGE_CODE
	C*2
	7

	READ_CODE
	C*8
	8

	STATUS_FLAG
	C*1
	9


TERM_KEY


This field will generally comprise the first ten characters of a word in the Term, or of an accepted abbreviation of the Term and offers keyword access to the Read code. If there are less than ten characters in the word then the field contains the word.

UNIQUIFIER
This field is used to uniquely identify a record, given a Read code and a uniquifier. It is only used during the incremental update. It may change its value from one full release to another.

TERM_30

The term is a thirty character description of the Read Code. There will always be a value in this field position.

TERM_60

The term is a sixty character description of the Read Code. There may not always be a value in this field position.

TERM_198

The term is a one hundred and ninety-eight character description of the Read Code. There may not always be a value in this field position.

TERM_CODE
The use of this field along with the relevant Read code within the clinical record allows the storage, retrieval and transmission of codes describing the exact terminology input by the clinician. This field defines the contents of the TERM field. A Term may be classed as Read Preferred, the preferred Term of another classification or a synonymous Term added by the Centre for Coding and Classification.

	00          
	Read Preferred Term

	01 through to 0z
	Other classification Preferred Tern and obsolete preferred Terms in Read

	10 through to yz
	Synonymous Term

	z0 through to zz
	User Defined if required


This makes the reference to a term, preferred or synonymous, unique within the Classification.
LANGUAGE_CODE

This will always be ‘EN’ for English.

STATUS_FLAG

Read codes are never deleted. This field is used to show whether the code is still in current usage or not. A value of  ‘0’ indicates a current Read code and a ‘1’ declares that it has been discontinued.

BPA extended ICD-9 code set    BPA.XRF

This file contains the British Paediatric Association extended ICD-9 cross reference mapping to Read codes. The BPA file records the ICD-9 codes at a more detailed level than the core files. The fields are not quote delimited and are separated by the pipe ‘ | ’ character with a space either side.

	Field
	Data Type
	Position

	READ_CODE
	C*8
	1

	BPA_ICD9_CODE
	C*20
	2

	BPA_ICD9_CODE_DEF
	C*2
	3


READ_CODE

This is the Read code that the BPA ICD-9 extended code maps to.

ICD9_CODE

This is the extended ICD9 code used by the BPA.

ICD9_CODE_DEF

This is the code qualifier to indicate the type of relationship between the Read code and the ICD9 code. The meaning of each possible value are explained in the ICD9_CODE_DEF value table.

Unified ICD10 Code Set UNIICD10.XRF
This file contains the Unified ICD10 to Read code cross mapping. The fields are not quote delimited and are separated by the pipe ‘ | ’ character with a space either side.

	Field
	Data Type
	Position

	READ_CODE
	C*8
	1

	ICD10_CODE
	C*20
	2

	ICD10_CODE_DEF
	C*2
	3


READ_CODE

This is the Read code that the ICD10 code maps to.

ICD10_CODE

This is the ICD10 code.

ICD10_CODE_DEF

This is the code qualifier to indicate the type of relationship between the Read code and the ICD9 code. The meaning of each possible value are explained in the ICD9_CODE_DEF value table.

Read Code Data Loading

The data sent by CAMS in the various files and formats will be loaded into a set of RDB tables to allow for validation and translation of codes and also to drive a suite of enquiry programs for browsing through the data.

The initial processing will convert the stream format, with variable record lengths, into fixed record size files. Each field will be padded out to its full length with spaces. These fixed record file definitions will be entered into the Renal Registry Powerhouse data dictionary to allow further processing to be undertaken using QTP.

Read Code Key Files 

The first files to be processed will be the key files CV2DRUG, KEYV2 and STD9V2.KEY. To avoid wastage of disc space the 60 and 198 character term descriptions will be written to separate files along with the associated Read code only when a value exists in the corresponding field position of the input file.

READ_TERM

	Field
	Data Type
	Source

Position

	TERM_KEY
	C*10
	1

	UNIQUIFIER
	C*2
	2

	TERM_30
	C*30
	3

	TERM_CODE
	C*2
	6

	LANGUAGE_CODE
	C*2
	7

	READ_CODE
	C*8
	8

	STATUS_FLAG
	C*1
	9


READ_TERM_60

	Field
	Data Type
	Source

Position

	READ_CODE
	C*8
	8

	UNIQUIFIER
	C*2
	2

	TERM_CODE
	C*2
	6

	TERM_60
	C*60
	4


READ_TERM_198

	Field
	Data Type
	Source

Position

	READ_CODE
	C*8
	8

	UNIQUIFIER
	C*2
	2

	TERM_CODE
	C*2
	6

	TERM_198
	C*198
	5


The data from the READ_TERM_KEY flat file will then be loaded into the Read code READ_TERM database tables. The database table column layouts are the same as those of the flat files created as above.

Read Code Core Files

The read code core files COREV2, CV2DRUG & STD9V2.RC contain the mapping data for the other code sets and some additional data pertaining to the Read code. There are also 30, 60 and 198 character Read code description. The descriptions in the core files are those of the Read Preferred Term which are present in the key files with TERM_CODE = ‘00’. As these definition terms have already been stored as above they will be ignored on processing the core file data. Each type of the code cross-reference mappings will be extracted a separate flat file. ICD9_CM data will be ignored.

READ_CORE

	Field
	Data

Type
	Source 

Position

	READ_CODE
	C*8
	1

	SPECIALTY_FLAG
	C*10
	11

	STATUS_FLAG
	C*1
	12

	LANGUAGE_CODE
	C*2
	13

	RR_DIAGNOSTIC
	C*1
	-

	EDTA_LINK
	C*1
	-


The RR_DIAGNOSTIC and EDTA_LINK items are not included in the core CAMS systems and will have to be externally created and maintained by the Registry system manager.

ICD9_READ

	Field
	Data

Type
	Source 

Position

	READ_CODE
	C*8
	1

	ICD9_CODE
	C*20
	5

	ICD9_CODE_DEF
	C*2
	6


ICD9CM_READ – This coding set is being dropped by NHS so will not be used by RR
OPCS4_READ

	Field
	Data

Type
	Source 

Position

	READ_CODE
	C*8
	1

	OPCS_42_CODE
	C*20
	9

	OPCS_42_CODE_DEF
	C*2
	10


Unified ICD10 codes 

The unified ICD10 – Read cross-reference file is sent by CAMS on a separate disc. This file, UNIICD10.XRF, contains no explicit string data and thus is sent in stream record format with the pipe ‘|’ character as the field separator. The CODE_DEF qualifier field functions as described previously.

ICD10_READ

	Field
	Data

Type
	Source 

Position

	READ_CODE
	C*8
	1

	ICD10_CODE
	C*20
	2

	ICD10_CODE_DEF
	C*2
	3


BPA Extended ICD9 codes

The BPA extended ICD9 codes are sent in the same format as the ICD10 data, but  for the field separator which has an additional space character on either side i.e. ‘ | ‘ instead of ‘|’. As these are the extended ICD9 codes they will be loaded into the already created ICD9 cross mapped table adding an extra level of significance for translation.

EDTA Codes

The code set for the EDTA to Read mapping will be created using a Powerhouse Quick screen to enter the values and mark the core Read code as mapped to an EDTA code.

EDTA_READ

	Field
	Type
	Description

	EDTA_CODE
	C*2
	EDTA  key field

	READ_CODE
	C*8
	Corresponding Read Code value


Each of the above cross reference tables allows Read code lookup from another code sources.

Quarterly Update Procedures

Each Quarter CAMS will send discs containing incremental update information for the core and key files. The ICD10 and BPA extended ICD9 code sets are only available in their entirety and will have to undergo a complete reload process. 

The update procedure must maintain the sequential layering of the update releases. This is done via a password record contained in the Administration codes. The password records are contained within the legs ‘1zz0.’ And ‘yzz0.’

For non-drug groups, i.e. chapters 0-9 and A-Z, the following section exists:

	1zz0.
	=
	Header record ‘Read Code Administration’

	1zz00
	=
	Licence Serial Number

	1zz01
	=
	First release date & password for next update

	1zz02
	=
	Second release date & password for next update

	1zz03-n
	=
	Subsequent update dates and passwords


A similar set of codes exists in chapter y in the drug codes, and is applicable to chapters a-z:

	yzz0.
	=
	Header record 

	yzz00
	=
	Serial Number

	yzz01
	=
	First release date & password for next update

	yzz02
	=
	Second release date & password for next update

	yzz03-n
	=
	Subsequent update dates and passwords


The incremental update files have the same names as the initial load files but with the .INC file extension. The format of the incremental update file is similar to that for which it is the update. They are all in comma and quote files. Each incremental file has the same fields in the same order , but with the addition of two fields at the beginning of each record. The first contains the encrypted password, which must match the encryption of the last update’s passwords (in the 1zz or yzz section appropriately). The second field contains the action required by the update process for this record. The values are as follows:

· New record – this record is to be added to the master tables

· Modified record – this record is to replace the data in the master tables identified by

               the same key data fields

· Deleted record – data with the same key values as this one is to be deleted form the

               master tables

The key for the COREV2 and CV2DRUG files is READ_CODE

The key for the KEYV2 and KV2DRUG files is READ_CODE+UNIQUIFIER.

Read Code Subsystem Powerhouse Screens

Powerhouse Quick Screens will be written to provide a browse utility to access the Read code tables using Read code , terms key or alternate code entry as an entry point for searching. Update screens will allow for EDTA to Read code relationships to be set up, Read codes to be marked as specifically Renal Registry diagnostic codes and temporary (i.e. local) Read code created.

Read Code Browse Utility

A menu will display the entry points for the Read Code enquiry facility as follows



Term Key



Read Code



ICD9



ICD10



OPCS



Exit

The exit option will quit the enquiry facility. Each of the other options will take the user to a screen wherein the appropriate code for lookup can be entered. The Term key option will prompt for a keyword with which to search the Read code tables. The result of each search type will be expressed as a pick list of Read codes , 30 character description and the search code. This pick list will be ordered within the Read code hierarchical format allowing a drilling down process to expand a general search into more detailed lists until the lowest level of hierarchy  (and as a consequence, the most detailed code set) has been reached. Selection of an item that allows no further detail expansion will display a screen which contains full information about the selected Read code and all the additional code relationships that exist. Where a relationship is absent between code sets this will also be indicated.

Code Type Search

The type of code being searched for is determined by the option chosen from the main menu. The search type will be displayed as part of the screen title and the value being used as the search key prompted for in a generic character text field. Text based searches will not be case sensitive.

Search Result Pick List

When the user has entered a key value, the table corresponding to the code type entered will be searched. Where the key value is a Read code then an exact match in the corresponding code table will be attempted, with the alternate code sets where ranges and sequences of codes may exist a generic key match will be used. The result of the search will be expressed using the Read code translation found and the descriptions displayed will be those of the preferred term (TERM_CODE = ‘00’). Where a Read code appears in the picking list and that code can be further split down through the Read hierarchy an asterisk will appear beside the code displayed to indicate this condition. When a user chooses to expand on a list entry the search criteria will become Read code based and therefore may no longer directly reflect the original code entry if it was from one of the alternate sets, although that entry will be appear along side at least one of the Read codes displayed from the list. If the result set from the search has more entries than will fit on one display screen the user will have the facility to scroll backward and forward through the selected entries. 

Keyword searches will attempt to match exactly or generically the user input with the TERM_KEY field. If the user enters more than one word in the character text  field, the first word will be used for the TERM_KEY search and any subsequent will act as an additional filter being matched anywhere in the 30,60 or 198 character term description fields. Where a match is found at one level of hierarchy within the Read code structure then the search routine will not continue to explore that leg of the code structure, further expansion being available to the user through selection of the item from the pick list.  

Detailed Read Code Display

By whatever route, whenever a Read code which has no subordinate codes is selected from a pick list ,or if an exact match on the code is found at the outset of the search routine, the full details available about the cope will be displayed. These will include the 30,60 and 198 character preferred term descriptions and details of the ICD9, ICD10 and OPCS links that exist and whether the Read code is an RR diagnostic code. Where the Read code selected has one or more synonym terms associated the details of the alternate descriptions will be displayed ordered by the TERM_CODE field, a menu bar option will allow the user to step through all the existing synonyms for the code. If the selection has been made through a synonym term code record then the details of that synonym description will be displayed in addition to the preferred terminology as opposed to the ordered set starting at the beginning. The user will still be able to cycle through the synonym set. There will be no facility to change any of the field values on the detail display screen.

Renal Registry Diagnostic Codes

In order to mark a Read code as specifically RR diagnostic the user must enter the exact code that is to be thus updated and will be presented with the detail screen as described above. The user will then have access to the RR_DIAGNOSTIC flag and will be able toggle its value to either make a code known as RR diagnostic or to discontinue that status for a code.

	New EDTA code
	RR code
	Text

	1
	1
	Haemodialysis

	2
	2
	Haemofiltration

	3
	3
	Haemodiafiltration

	1
	4
	Haemodialysis > 4 days per week / daily

	4
	5
	Ultrafiltration

	4
	9
	Haemodialysis – type unknown

	5
	10
	CAPD connect

	5
	11
	CAPD disconnect

	6
	12
	Cycling PD >= 6  nights/wk dry 

	6
	13
	Cycling PD < 6 nights /wk dry

	6
	14
	Cycling PD >= 6  nights/wk wet (day dwell)

	6
	15
	Cycling PD < 6 nights /wk wet (day dwell)

	7
	19
	Peritoneal dialysis – type unknown

	8
	20
	Transplant ; Cadaver donor

	9
	21
	Transplant ; Live related – sibling

	10
	22
	Transplant ; Live related – parent or child 

	
	23
	Transplant ; Live related – other

	11
	24
	Transplant ; Live genetically unrelated

	12
	25
	Transplant ; Cadaver donor + transp other organ

	13
	26
	Transplant ; Live donor + transplant other organ

	8
	28
	Transplant ; non-heart-beating donor

	14
	29
	Transplant ; type unknown

	
	30 
	Graft failure

	
	31
	Graft acute rejection episode - biopsy proven

	
	32
	Graft acute rejection episode - no biopsy

	
	37
	Transfer to adult nephrology

	15
	38
	Patient transferred out

	16
	39
	Transfer in from another centre treatment unknown

	16
	41
	Transfer in on : Haemodialysis

	16
	42
	Transfer in on : Haemofiltration

	16
	43
	Transfer in on : Haemodiafiltration

	16
	44
	Transfer in on : Haemodialysis > 4 days per week

	16
	45
	Transfer in on : Ultrafiltration

	16
	49
	Transfer in on : Haemodialysis – type unknown

	16
	50
	Transfer in on : CAPD connect

	16
	51
	Transfer in on : CAPD disconnect

	16
	52
	Transfer in on : Cycling PD >=6  nights/wk with without  bag

	16
	53
	Transfer in on : Cycling PD < 6 nights /wk dry

	16
	54
	Transfer in on : Cycling PD >= 6  nights/wk wet (day dwell)

	16
	55
	Transfer in on : Cycling PD < 6 nights /wk wet (day dwell)

	16
	59
	Transfer in on : Peritoneal dialysis – type unknown

	16
	60
	Transfer in on : Transplant ; Cadaver donor

	16
	61
	Transfer in on : Transplant ; Live related – sibling

	16
	62
	Transfer in on : Transplant ; Live related – parent or child 

	16
	63
	Transfer in on : Transplant ; Live related – other

	16
	64
	Transfer in on : Transplant ; Live genetically unrelated

	16
	65
	Transfer in on : Transplant ; Cadaver  + transp other organ

	16
	66
	Transfer in on : Transplant ; Live donor + transp other organ

	
	68
	Transfer in on : Transplant ; non-heart-beating donor

	16
	69
	Transfer in on : Transplant ; type unknown

	
	72
	Graft functioning

	
	76
	nephrectomy  - transplant

	
	79
	Transplant pancreas (only)

	
	
	Acute renal failure not dialysed

	
	
	Acute haemodialysis – ARF

	
	
	Acute haemofiltration – ARF

	
	
	Acute peritoneal dialysis – ARF

	
	
	ARF recovered

	
	
	ARF - stopped dialysis (without recovery of function)

	
	
	ARF – transferred out

	18
	90
	Patient – renal function recovered

	
	91
	Patient – treatment stopped (without recovery of function)

	
	93
	Patient Declines RRT

	
	94
	Clinical Decision Not to Offer RRT

	17
	95
	Patient lost to follow up

	
	
	Died


Any code without a number in the RR code column is NOT sent by the extraction software to the Renal Registry  :- i.e. Died

Hospitals can add as may of their own codes as they wish, provided they do not enter a code into the RR column (i.e. “access code” column in the Proton CCL database)

Renal Registry codes Reasons for change of treatment

(uses prefix=%RR=)

This group is prefixed by 200
	Registry Code
	PD to Heamodialysis

	201
	Patient /partner choice

	202
	Loss of supporting partner

	203
	Other change of personal circumstances

	204
	Inability to perform PD

	205
	Other reasons

	211
	Frequent / Recurrent peritonitis with or without loss of UF

	212
	Unresolving peritonitis

	213
	Catheter loss through exit site infection

	214
	Loss of UF

	215
	Inadequate clearance

	216
	Abdominal surgery or complications


	Registry Code
	Haemodialysis to PD

	221
	Patient / partner choice

	222
	Loss of supporting partner

	223
	Other change of personal circumstances

	224
	Lack of HD facilities

	225
	Other reasons

	231
	Loss of vascular access

	232
	Haemodynamic instability

	233
	Elective after temporary HD


Temporary Read Codes

If a temporary code is deemed necessary then it can be created as a ‘z’ code, that is a Read code where the first character of the code is a lower case ‘z’. This conforms to the CAMS requirements for creation of non-standard codes. In addition to the actual code the user will be prompted for the preferred term descriptions of which only the 30 character one is mandatory and also a value for the TERM_KEY search field.

SECTION 3 – TRANSMISSION FILES
Data files will be transmitted from the renal centres to the Registry. The incoming data will be loaded into the Registry database if it meets the validation criteria. Data containing errors will be stored in a temporary holding area until corrections can be applied. Newly allocated RR numbers and returns of data files containing errors will be sent from the Registry to the outlying dialysis and transplant centres. Backus-Naur notation is used to describe the file structure syntax.

	< >
	term 

	::=
	expressed as further term and/or literal

	{ }
	Zero or more occurrences of contained expression

	[ ]
	optional syntax within expression

	|
	OR

	‘
	Special character delimiter


Formal specification of the data file structure facilitates the building of routines on various hardware and software platforms that will be able to create data intelligible to each other. It also allows for easier implementing of structured programming specification.

Transfer File Overview

The structure of the transfer files is of a nested block format. Each transmitting centre will have an identifying header followed by blocks of patient data which are divided into discrete sets of data  such as patient static data or treatment history. These sets of data (of which more than one of each type may occur) each contain a list of fields. Each field in a data block is preceded by an identifying label (and in the case of coded data as code-type label as well). This increase in redundancy allows for optional data items to be dropped from the block and for future expansion of the field set.

The file naming convention will be as follows:

        RRqqq.nnn  for Live transmissions   

        RTqqq.nnn  for Test transmissions

where  ‘qqq’ is the quarter number and ‘nnn’ is a sequentially incremented file number.

The purpose of the transfer file is to get fields from one database to another. At all points in the transfer file where field information is specified it follows a common format. Prior to specifying the structure of the transfer file itself it necessary to define this common field format.

<FIELD_DATA>
   ::= <UNCODED_DATA>|<CODED_DATA>

<UNCODED_DATA>  ::= $<FIELD_ID>=[<FIELD_VALUE>‘|’]

<CODED_DATA>
   ::= $<FIELD_ID>=[%<CODE_ID>=[<FIELD_VALUE>‘|’]]

<CODE_ID>

   ::= READ2|ICD9|ICD10|OPCS4|EDTA1|EDTA2|RRCDE

<FIELD_ID>

   ::= A 5 character field identifier given in the table of field definitions  

The actual value specified for a field will depend on the data type of that field as determined in the database table definitions. The syntax is as follows.

	<FIELD_VALUE>
	::=
	<STRING_VAL>|<CHAR_VAL>|<NUM_VAL>|<DATE_VAL> |<DELTA_TIME>

	<STRING_VAL>
	::= 
	‘“‘{<CHAR>}’”’ 

	<CHAR_VAL>
	::=
	{<CHAR>}

	<CHAR>
	::=
	<UALPHA>|<DALPHA>|<SALPHA>|<DIGIT>

	<UALPHA>
	::=
	A-Z

	<DALPHA>
	::= 
	a-z

	<SALPHA>
	::=
	‘ ‘|/|.|-|,|!|@|$|%|=|#|&|’|’

	<DIGIT>
	::= 
	0-9|<DSUB>

	<DSUB>
	::=
	<DSUB01>|<DSUB03>|<DSUB05>|<DSUB19>

	<DSUB01>
	::=
	0|1

	<DSUB03>
	::=
	0|1|2|3

	<DSUB05>
	::=
	0|1|2|3|4|5

	<DSUB19>
	::=
	1-9

	<NUM_VAL>

	::=
	<DIGIT>{<DIGIT>}[.<DIGIT>{<DIGIT>}]

	<DATE_VAL>
	::=
	<DD>‘/’<MM>‘/’<YYYY>    see note

	<DD>
	::=
	<DSUB03><DIGIT>|’**’

	<MM>
	::=
	<DSUB01><DIGIT>|’**’

	<YYYY>
	::=
	<DSUB19><DIGIT><DIGIT><DIGIT>|’****’

	<DELTA_TIME>
	::=
	<HH>‘:’<MN>

	<HH>
	::=
	<DIGIT><DIGIT>

	<MN>
	::=
	<DSUB05><DIGIT>


Note on Dates:

Most of the date fields within the Registry database will be stored as DATE ANSI. The exceptions will be in the transplant follow-up datasets where DATE VMS will be used in compliance with the existing UKTSSA transplant database date format. The storage format of a date does not alter the expected input format of DD/MM/YYYY.

Time fields will be stored as an integer number of minutes but displayed as HH:MM.

In describing the individual data fields for each of the transmission table sets the following abbreviations will be used:

	Data Type
	Description

	S
	<STRING_VAL>

	C
	<CHAR_VAL>

	N
	<NUM_VAL>

	D,V
	<DATE_VAL>  D = Date ANSI  V = DATE VMS

	T
	<DELTA_TIME>

	Code
	coded value as in <CODED_DATA>

	X
	coded value , where valid values will be specified for the field


Transfer File Structure

	<TRANFSER_FILE>
	::=
	<CENTRE_ID><BLOCK_DATA><END_CENTRE>

	<CENTRE_ID>
	::=
	!CNT:<CENTRE_DATA>

	<CENTRE_DATA>
	::=
	<FIELD_DATA>{<FIELD_DATA>}

	<END_CENTRE>
	::=
	!ENDCNT


The <FIELD_DATA> definitions for <CENTRE_DATA> are given in the following table.

	Field ID
	Data

Type
	Mand
	Description

	CNT00
	C*5
	Y
	Centre code ID 

	CNT01
	D
	Y
	Date of transmission

	CNT02
	N*4
	Y
	Quarter transmission applies to


<BLOCK_DATA>
::= <PATIENT_DATA>{<PATIENT_DATA>}[<ASD_DATA>]

Administration Data

<ASD_DATA>
::= !ASD:<ADMIN_BLOCK>{<ADMIN_BLOCK>}!ENDASD

<ADMIN_BLOCK>
::= !<ADN_TYPE>:<FIELD_DATA>{<FIELD_DATA>}

 


     <END_ADN>




     Each <ADMIN_BLOCK> will appear on a new line

<ADN_TYPE>
::= STF|ADM

<END_ADN>

::= !END<ADN_TYPE>

Details of the various admin block are described in the following tables:

Admin Data

	Field ID
	Data

Type
	Mand
	Description

	ADM00
	D
	Y
	Date of details

	ADM01
	C*5
	Y
	Centre Code – May be satellite Centre

	ADM10
	N*2
	Y
	No dialysis stations pic 99 range 1 – 90  

	ADM11
	N*2
	
	In patient dedicated renal beds pic 99 range 0 –40

	ADM12
	N*2
	Y
	No dialysis shifts per week pic 9 range 1 –5

	ADM13
	N*3
	Y
	No dialysis sessions pre week pic 999 range 1 –400

	
	
	
	


In a single transmission there may be more than one ADM or STF block which will apply to a different centre

Staffing Details

	Field ID
	Data

Type
	Mand
	Description

	STF00
	D
	Y
	Date of details

	STF01
	C*5
	Y
	Centre Code -  May be satellite centre

	STF10
	N*3
	Y
	Consultant posts pic 9.9 range 1 –9.5

	STF11
	N*3
	Y
	Specialist posts   pic 9.9 range 0 –9.5

	STF12
	N*3
	Y
	Training grade posts pic 9.9 range 0 –9.5

	STF13
	N*3
	Y
	SHO posts pic 9.9 range 0 –9.5

	STF14
	N*3
	Y
	HO posts pic 9.9 range 0 –9.5

	STF21
	N*3
	Y
	Vacant specialist posts pic 9.9 range 0 – 5

	STF22
	N*3
	Y
	Vacant junior posts pic 9.9 range 0 –5

	STF30
	N*4
	Y
	RGNs pic 99.9 range 1 –40

	STF31
	N*4
	Y
	SENs pic 99.9 range 0 – 40

	STF32
	N*4
	Y
	Ancillary posts pic 99.9 range 0 –30

	STF33
	N*3
	Y
	Technical staff pic 9.9 range 0 –9.5

	STF34
	N*3
	Y
	Senior management posts pic 9.9 0 –5

	STF35
	N*3
	Y
	Secretarial pic 9.9 range 0 –9.5

	STF40
	N*4
	Y
	Vacant RGN pic 99.9 range 0 –10

	STF41
	N*4
	Y
	Vacant SEN pic 99.9 range 0 –10

	STF42
	N*4
	Y
	Vacant ancillary pic 99.9 range 0 –10

	STF43
	N*4
	Y
	Vacant technical pic 99.9 range 0 –5


Patient Data 

<PATIENT_DATA>
::= <ID_BLOCK><DATA_BLOCK>{<DATA_BLOCK>}




     <END_PATIENT>

<ID_BLOCK>
::= !IDN:<ID_DATA>

                                        For ease of reading each <ID_BLOCK> will start on a new line.

<ID_DATA>

::= <FIELD_DATA>{<FIELD_DATA>}

<END_PATIENT>
::= !ENDIDN

The fields for <ID_DATA> are described in the following table.

	Field ID
	Data

Type
	Mand
	Description

	IDN00
	C*10
	Y
	RR no – will be blank if new registration

	IDN01
	S*20
	Y
	Patient surname

	IDN02
	S*20
	Y
	Patient Forename

	IDN03
	D
	Y
	Date of Birth

	IDN04
	C*15
	Y
	Local Hospital Number


<DATA_BLOCK>
::= !<BLOCK_TYPE>:<FIELD_DATA>{<FIELD_DATA>}




      <END_BLOCK>

                                        Each <BLOCK_TYPE> should appear on a new line

<BLOCK_TYPE>
::= PAT|ERF|COM|MAL|SER|HOS|QUA|




     EPO|PAE|KTV|TXT|TRA|IMM|PER

<END_BLOCK>
::= !END<BLOCK_TYPE>

It will be necessary to add new <BLOCK_TYPE> values as different types of information become available. However in order to prevent conflict of meanings the words CNT, IDN and END may not be used to represent a <BLOCK_TYPE>.

.

The fields for the various types of data block are given in the following tables.

Patient Data Block   Patient details

	Field ID
	Data

Type
	Mand
	Description

	PAT00
	X*1
	Y
	Sex 1= Male 2= Female 8= Unknown

	PAT01
	C*5
	Y
	Hospital centre code

	PAT02
	C*1
	Y
	Minimal Dataset Flag A = existing patient B = new patient

	PAT03
	C*1
	Y
	ESRF Patient flag  Y = ESRF  N = non ESRF

	PAT04
	C*1
	Y2,3
	Paediatric patient flag N = non paed  Y = paed

	PAT05
	C*1
	Y
	Patient Centre 1y flag  Y = Primary N = Secondary

	PAT10
	N*5
	 
	UKTSSA number

	PAT11
	C*15.
	
	Community Health Index (CHI) number

	PAT12
	C*15
	
	Super CHI number

	PAT13
	C*17
	
	New NHS number

	PAT14
	C*15
	
	Old NHS number

	PAT15
	C*10
	
	MRC number

	PAT16
	C*10
	
	Scottish Registry number

	PAT17
	C*7
	
	EDTA number

	PAT20
	S*40
	Y
	Address line 1

	PAT21
	S*40
	
	Address 2

	PAT22
	S*40
	
	Address 3

	PAT23
	P
	Y
	Postcode (uses postcode validation software) 

	PAT24
	C*1
	
	Marital status

	PAT25
	Code
	
	Ethnic Group code (Read code)   9S – 9T

	PAT27
	P
	
	GP postcode

	PAT30
	N*3
	Y2
	Adult Height (cm) at age 20      range 100-240

	PAT31
	N*3
	Y3
	Height at first visit (if age < 20)  range 20-240

	PAT32
	N*4
	Y2,3
	weight  (kg) at first visit  pic 999.9  range 1.5 – 220.0

	PAT33
	D
	Y2,3
	Date first seen by Renal Physician  < transmission date

	PAT34
	N*4
	Y2,3
	Creatinine when first seen  range 20-2800

	PAT40
	D
	
	Date of death >=Date reg   < today

	PAT41
	Code
	
	Cause of death  Read code

	PAT42
	N*2
	
	Cause of death 1 EDTA

	PAT43
	N*2
	
	Cause of death 2 EDTA

	PAT44
	S*70
	
	Cause of death text

	PAT51
	C*1
	
	Transfer to new centre flag Y/N

	PAT52
	D
	
	Transfer date – NO longer used

	PAT60
	S*40
	
	GP Address line 1

	PAT61
	S*40
	
	GP Address line 2

	PAT62
	S*40
	
	GP address line 3

	PAT63
	S*40
	
	GP address line 4

	PAT70
	Code
	
	Patient Blood Group A,A2,B,O 

	PAT71
	Code
	
	Blood Group Rhesus POS= +ve NEG = -ve


Mandatory indicator when Y alone means field is always required. When it is qualified with a number , then is mandatory when that set of circumstances is in force.

Y1- Mandatory items for existing ESRF patients 

PAT02 =  A PAT03 = Y

Y2 New ESRF registrations ,non paediatric

PAT02 =  B PAT03 = Y PAT04 = N

Y3 New ESRF registrations , paediatric

PAT02 =  B PAT03 = Y PAT04 = Y

ESRF Data Block  End Stage Renal Failure Block required if  PAT03 = ‘Y’

	Field ID
	Data

Type
	Mand
	Description

	ERF00
	D
	Y
	Date 1st ESRF treatment > DOB

	ERF01
	N*4
	Y2,3
	Weight at 1st ESRF treatment  1.5-199

	ERF02
	N*4
	Y2,3
	Creatinine at 1st ESRF treatment 300-2500

	ERF03
	Code
	* either 03 or 04 mandatory
	Primary disease code

	ERF04
	N*2
	* either 03 or 04 mandatory
	EDTA disease code

	ERF05
	Code
	
	2y cause of ESRF (1)

	ERF06
	Code
	
	2y cause of ESRF (2)

	ERF08
	Code
	
	2y cause of ESRF (3)

	ERF09
	S*70
	
	Primary disease code text

	ERF11
	Code
	
	Treatment modality code day 90 of ESRF 

	ERF20
	X*1
	Y2
	Angina flag 1 = N 2 = Y

	ERF21
	X*1
	Y2
	Previous MI with last 3 months 1 = N 2 = Y

	ERF22
	X*1
	Y2
	Previous MI > 3 months ago 1 = N 2 = Y

	ERF23
	X*1
	Y2
	Previous CAGB or Coronary angioplasty 1 = N 2 = Y

	ERF30
	X*1
	Y2
	Smoking 1 = N 2 = Y

	ERF31
	X*1
	Y2
	Chronic Obstructive Pulmonary Disease 1 = N 2 = Y

	ERF32
	X*1
	Y2
	Cerebrovascular disease – symptomatic 1 = N 2 = Y

	ERF33
	X*1
	Y2,3
	Diabetes – not causing ESRF 1 = N 2 = Y

	ERF34
	X*1
	Y2,3
	Malignancy 1 = N 2 = Y

	ERF35
	X*1
	Y2,3
	Liver disease 1 = N 2 = Y


ESRF data block – continued

	Field ID
	Data

Type
	Mand
	Description

	ERF40
	X*1
	Y2
	Claudication 1 = N 2 = Y

	ERF41
	X*1
	Y2
	Ischaemic/Neuropathic ulcers 1 = N 2 = Y

	ERF42
	X*1
	Y2
	Angioplasty (non-coronary) 1 = N 2 = Y

	ERF43
	X*1
	Y2
	Amputation for PVD 1 = N 2 = Y

	ERF50
	X*1
	Y3
	Antenatal diagnosis 1 = N 2 = Y

	ERF51
	X*1
	Y3
	Antenatal treatment 1 = N 2 = Y

	ERF52
	X*1
	Y3
	Preterm 1 = N 2 = Y

	ERF53
	X*1
	Y3
	Cerebral Palsy 1 = N 2 = Y

	ERF54
	X*1
	Y3
	Developmental / Educational handicap 1 = N 2 = Y

	ERF55
	X*1
	Y3
	Congenital heart disease 1 = N 2 = Y

	ERF56
	X*1
	Y3
	Other major congenital abnormalities 1 = N 2 = Y

	ERF57
	X*1
	Y3
	Downs syndrome 1 = N 2 = Y

	ERF58
	X*1
	Y3
	Other chromosomal abnormalities 1 = N 2 = Y

	ERF59
	X*1
	Y3
	Other syndromal diagnosis 1 = N 2 = Y

	ERF60
	X*1
	Y3
	Neural tube defect 1 = N 2 = Y

	ERF70
	D
	
	Date of last creatinine prior to start of ESRF (valid > dob+1)

	ERF71
	N4
	
	Last creatinine prior to start of ESRF (valid 200 – 3300)

	ERF72
	D
	
	Date of last haemoglobin prior to start of ESRF (valid dob +1)

	ERF73
	N4
	
	Last haemoglobin prior to start of ESRF (valid 3.0 –20.0)


Mandatory data qualifiers are the same as apply to the Patient Registration block.

Annual Co-Morbid disease  Data block if centre option set and for non-paediatric patients

	Field ID
	Data

Type
	Mand
	Description

	COM00
	D
	Y
	Date of Co-morbid disease

	COM20
	X*1
	Y
	Angina 1 = N 2 = Y

	COM21
	X*1
	Y
	Previous MI within last 3 mths 1 = N 2 = Y

	COM22
	X*1
	Y
	Previous MI > 3 mths ago 1 = N 2 = Y

	COM23
	X*1
	Y
	Previous CAGB or Coronary Angioplasty  1 = N 2 = Y

	COM24
	X*1
	Y
	Episode of heart failure (R or L) 1= N 2 = Y

	COM30
	X*1
	Y
	Smoking 1 = N 2 = Y

	COM31
	X*1
	Y
	Chronic Obstructive Pulmonary Disease 1 = N 2 = Y

	COM32
	X*1
	Y
	Cerebrovascular disease – symptomatic 1 = N 2 = Y

	COM33
	X*1
	Y
	Diabetes – not causing ESRF 1 = N 2 = Y

	COM34
	X*1
	Y
	Malignancy 1 = N 2 = Y

	COM35
	X*1
	Y2,3
	Liver disease 1 = N 2 = Y

	COM40
	X*1
	Y
	Claudication 1 = N 2 = Y

	COM42
	X*1
	Y
	Ischaemic / Neuropathic ulcers 1 = N 2 = Y

	COM43
	X*1
	Y
	Angioplasty /stent / vascular graft (non coronary) 1 = N 2 = Y

	COM44
	X*1
	Y
	Amputation for PVD 1 = N 2 = Y


External Communications  Data Block –will be sent as part of ESRF block 

	Field ID
	Data

Type
	Mand
	Description

	ERF90
	X*1
	Y
	Submit Data to UKTSSA   Y/N

	ERF91
	X*1
	Y
	Submit Data to EDTA  Y/N


Malignancy  Data Block if centre option set 

	Field ID
	Data

Type
	Mand
	Description

	MAL00
	D
	Y
	Date of diagnosis

	MAL01
	N*2
	Y
	Malignancy code EDTA

	MAL02
	Code
	Y
	Malignancy code Read 2


Malignancy data may not be present even if MALIG flag on centre options is set but if the data block is sent then all fields are required.

Serology  Data Block if centre options set

	Field ID
	Data

Type
	Mand
	Description

	SER00
	D
	Y
	Date of test (NO LONGER USED)

	SER01
	X*1
	Y
	HBV antibody status 1 = -ve 2 = +ve (NOT LONGER USED)

	SER02
	X*1
	
	HBV surface antigen status 1= -ve 2 =+ve (NOT LONGER USED)

	SER03
	X*1
	Y
	HCV antibody status 1 = -ve 2 = +ve (NOT LONGER USED)

	SER04
	X*1
	
	CMV antibody status 1 = -ve 2 = +ve (NOT LONGER USED)

	SER10
	C*2
	
	HBV antibody status

	SER11
	D
	
	Date of test HBV surface antibody (SER10)

	SER14
	C*2
	
	HBV surface antigen status NEG = -ve POS = +ve UK=unknown

	SER15
	D
	
	Date of test HBV surface antigen (SER14)

	SER18
	C*2
	
	HCV antibody status NEG = -ve POS = +ve UK=unknown

	SER19
	D
	
	Date of test HCV surface antibody (SER18)

	SER22
	C*2
	
	CMV antibody status NEG = -ve POS = +ve UK=unknown

	SER23
	D
	
	Date of test CMV antibody (SER22)


For SEROLANN option HBV and HCV are mandatory as long as remain –ve (NE) once +ve no further data will be expected

Erythropoietin dosage   Data Block if EPOUSE option

	Field ID
	Data

Type
	Mand
	Description

	EPO00
	D
	Y
	Start date of period

	EPO01
	D
	Y
	End date of period

	EPO02
	N*5
	Y1
	EPO dosage per week (range 500 – 21000)

	EPO03
	N*2
	
	Total units transfused in period (range 0 – 15)

	EPO04
	X*1
	Y
	Parenteral Iron in period (range Y/N)

	EPO11
	CodeR
	
	EPO drug name (Read code) (range see below)

	EPO12
	N*5
	
	EPO dosage (replaces EPO02) stored same field


EPO11 range i44.. to i45zz +

                       Z codes  Zi45x (NESP – trial drug ) and Zi44z (erythropoietin NOS)

Mandatory Data qualifier

   1 - EPODOSE option set

Quarterly Treatment History  Data Block

	Field ID
	Data

Type
	Mand
	Description

	QUA00
	D
	Y
	Start date of period

	QUA01
	D
	Y
	End date of period

	QUA02
	Code G 
	Y
	Detailed treatment modality code - see code table

	QUA03
	X*1
	
	Additional Haemo flag on PD 1 = N 2 = Y

	QUA04
	Code G
	Y
	Treatment  centre code

	QUA05
	Code G
	
	Treatment supervision code

	QUA06
	Code 
	
	Transplant Waiting List Status (table at end)

	QUA07
	Code G
	
	Sending Hospital code – same as PAT01 but quarterly

	QUA09
	
	Y
	Quarterly version of primary / secondary centre flag

	QUA10
	N*4
	Y1
	Creatinine (umol/l) 20-2500

	QUA11
	N*3
	Y1
	Urea (mmol/l)1-199

	QUA12
	N4
	
	Creatinine 1st month of quarter

	QUA13
	N4
	
	Creatinine 2nd month of quarter

	QUA21
	N*4
	Y2
	Hb  (g/dl)  3.0 - 20.0

	QUA22
	N*4
	Y6
	Ferritin (ug/l = ng/ml) 1-8000

	QUA23
	N*2
	Y7
	Albumin (g/l) 10-60

	QUA24
	N*4
	Y4
	Aluminium 0-180

	QUA25
	N*4
	Y12
	HbA1c   3.0-25

	QUA26
	N*4
	Y9
	Cholesterol (mmol/l) fmt 99.9   1.0 - 22.0

	QUA27
	N*6
	Y8
	iPTH pmol/l    0.1 – 500.0 (pmol/l = ng/l /9.8)

	QUA28
	N*4
	Y13
	% Hypochromic red cells (0.1 – 20%)

	QUA29
	N*4
	Y13
	MCH (20 - 49)

	QUA30
	N*4
	Y14
	Calcium (mmol/l) 1.00 – 4.90

	QUA31
	N*4
	Y15
	Corrected Calcium (mmol/l) 1.00 - 4.90

	QUA32
	N*4
	Y1
	Phosphate (mmol/l) 0.2 -5.5

	QUA33
	N*3
	Y13
	Bicarbonate (mmol/l) 5.0 –49

	QUA34
	N*3
	Y13
	Sodium (mmol/l) 90 – 170

	QUA35
	N*3
	Y13
	CRP  0 - 199 

	QUA36
	N*4
	Y13
	LDL cholesterol (mmol/L) 0.1 -  14.9

	QUA37
	N*3
	Y13
	HDL cholesterol (mmol/L) 0.1 – 4.9

	QUA38
	N*4
	Y13
	Triglycerides (mmol/L) 1.0 – 39.9

	QUA39
	N3
	Y13
	Alkaline Phosphatase (20 – 499)

	QUA40
	N*3
	Y5
	Systolic BP (mm Hg) 60-300

	QUA41
	N*3
	Y5
	Diastolic BP (mm Hg) 35-200

	QUA42
	N*4
	Y10
	Weight Kg   1.5 - 199.0 (post dialysis)

	QUA44
	N*3
	Y5
	Post dialysis Systolic BP (mm Hg) 60-300 

(valid only on haemo)

	QUA45
	N*3
	Y5
	Post dialysis Diastolic BP (mm Hg) 30-200

(valid only on haemo)

	QUA50
	N*2
	Y3
	Urea reduction ratio fmt 99

	QUA51
	X*1
	Y11
	On EPO ? 1 = N 2 = Y (used if EPO dosage EPO 12 not available)

	QUA52
	N3
	Y13
	B12 (20 – 999)

	QUA53
	N3
	Y13
	Red cell folate (0.1 – 9.9)

	
	
	
	

	QUA60
	Code R
	Y1
	Dialyser used

	QUA61
	N*3
	Y1
	Blood flow rate 999

	QUA63
	X*1
	Y1
	Dialyser reuse 2=yes   1=no   

	QUA64
	N*1
	Y1
	Times per week (1-7)

	QUA65
	N*3
	
	Length of time on dialysis (minutes 30 - 450)  valid if HD

	QUA66
	X*1
	
	Bicarbonate dialysis valid if HD 2=yes   1=no

	QUA67
	N*6
	Y4
	Total weekly fluid vol (litres) if on PD fmt 999.99   range 0 - 150.00 

	QUA68
	N*3
	Y4
	Bag size (litres) if on PD  fmt 9.99 range 0.25 - 9.5 ?

	QUA70
	N*4
	
	No longer used 2003

	QUA71
	N*4
	
	No longer used 2003

	QUA72
	N*4
	
	No longer used 2003

	QUA73
	
	
	No longer used 2003

	QUA74
	
	
	No longer used 2003


Mandatory data qualifier if option qualifiers set for quarter - may be no data for transplant patients

1 - Option flag in centre options list against data id exists QUECP option

2 - QRTHB option set

3 - QRTURR option set

4 - QRTALU option set

5 - QBP option set

6 - QFERR option set

7 - QALP option set

8 - QPTH option set

9 - QCHOL option set

10 - QWGHT option set

11 - QEPO option set

12 - QHBA1 option set

13 - QBCAR option set

14 - QCal

15 - QCalcC

 One of calcium or corrected calcium must be supplied. Values for biochemical data will be adjusted as necessary for calcium, albumin, cyclosporin and ferritin and parathyroid hormone. Each laboratory has its own method of correcting calcium and a  modification factor against the NEQUAS standard for each of the other values. Each value will be adjusted back to the NEQAUS standard level using the inverse of the individual centre values.

Hospital Admission  Data Block if centre option is set - may be no admissions however

	Field ID
	Data

Type
	Mand
	Description

	HOS00
	D
	Y
	Date of admission

	HOS01
	D
	Y
	Date of discharge

	HOS10
	Code
	Y
	Primary admission diagnosis code

	HOS11
	Code 
	
	2nd admission diagnosis code

	HOS12
	Code
	
	3rd admission diagnosis code

	HOS13
	Code
	
	4th admission diagnosis code

	HOS14
	Code
	
	5th admission diagnosis code

	HOS15
	Code
	
	Primary procedure code

	HOS16
	Code
	
	2nd procedure code

	HOS17
	Code
	
	3rd procedure code

	HOS18
	Code 
	
	4th Procedure


BAPN  Data Block

	Field ID
	Data

Type
	Mand
	Description

	PAE00
	D
	Y
	Start date of period

	PAE01
	D
	Y
	End date of period

	PAE02
	N*5
	Y
	Height cm 12-240

	PAE03
	N*5
	Y
	Weight kg 1.5-199

	PAE04
	N*
	
	Growth Hormone (Iu/kg)


KT/V or Urea reduction ratio calculation   Data Block valid if QKTV option is set and patient is on Haemodialysis

	Field ID
	Data

Type
	Mand
	Description

	KTV00
	D
	Y
	Start of Period

	KTV01
	D
	Y
	End of Period

	KTV10
	N*5
	
	Pre-dialysis Urea 10.0-199.0

	KTV11
	N*5
	
	Post-dialysis urea < pre-dialysis  && >5

	KTV12 
	N*5
	
	Pre-dialysis weight 1.5-199

	KTV13
	N*5
	
	Post-dialysis weight  pre-dialysis + 5  && >1.5 

	KTV14
	N*3
	
	Blood flow rate 999   20-700 ml/min

	KTV15
	N*3
	
	Dialysate flow rate 999  200-999  (Default 500)

	KTV16
	Code
	
	Dialyser make (not used currently)

	KTV17
	Time
	
	Time on dialysis (minutes) -60 – 360

	KTV18
	N*2
	
	Residual renal clearance  0-99

	KTV20
	 
	
	Pre/Post Indic for wt in HD Kt/V calc  (if applicable  not  reported to Registry) 

	KTV21
	N*5
	
	Weight in kilos for PD calc        (1.5 – 199.9)

	KTV22
	N*5
	
	Dialysate Urea mmol/l                (0.1 – 99.9)

	KTV23
	N*5
	
	Urine Urea mmol/l                      (0.0- 999.9)

	KTV24
	N*5
	
	Blood Urea   mmol/l                   (1.0-199.9)

	KTV25
	N*5
	
	Dialysate Kt/V    daily                (0.00  – 0.99)  calculated

	KTV26
	N*5
	
	Urine  Kt/V          daily               (0.00 – 0.99)  calculated

	KTV27
	N*6
	
	Dialysate Effluent Vol /litr          (0.10 – 25.0)

	KTV28
	N*6
	
	Urine Volume (litres)                  (0.00 – 9.99)

	KTV29
	N*4
	
	Combined Weekly  Kt/V             calculated  (0.00 – 3.99)

	KTV30
	C*1
	
	Urine Indicator (valid Y/N)        Y=YES,  N=NO 

	KTV31
	N*4
	
	Normalized protein catabolic  Rate    (0.00 – 9.99)

	KTV32
	N*3
	
	24hr protein Loss                             (0.0 – 19.99)

	KTV33
	N*4
	
	Dialysate Creatinine (umol/l)         (100-2999)

	KTV34
	N*5
	
	Urine Creatinine (umol/l)               (0-25000)

	KTV35
	N*4
	
	Serum Creat (umol) KT/V               (100-2500)

	KTV36
	N*3
	
	Weekly Normalized Creatinine Clearance 

Calculated from formula (0.00-9.99)

	KTV37
	N*4
	
	Creatinine Dialysate:Plasma ratio (4 hrs)

	KTV38
	N*4
	
	Dialysate glucose at end of dwell : Dg at inflow(4 hrs): 

	KTV39
	N*3
	
	Creatinine at 0 Hours  (umol)      (0-999)

	KTV40
	N*3
	
	Creatinine at 2 Hours  (umol)      (0-999)

	KTV41
	N*4
	
	Creatinine at 4 Hours  (umol)      (0-2500)

	KTV42
	N*5
	
	Glucose at 0 Hours   (mmol)       (0.0-999.9)

	KTV43
	N*5
	
	Glucose at 2 Hours   (mmol)       (0.0-999.9)

	KTV44
	N*5
	
	Glucose at 4 Hours   (mmol)       (0.0-999.9)

	KTV45
	N*5
	
	Serum Creatinine  used for PET Calculation  umol   (100-2500)


   Mandatory data qualifier

   1 – DIALMAKE option set

   2 – DIALFLOW option set

Treatment Time line  Data Block(s)

	Field ID
	Data

Type
	Mand
	Description

	TXT00
	D
	Y
	Date start treatment

	TXT01
	D
	
	Date end treatment – default to day before next start

	TXT02
	Code G
	Y 
	Treatment modality code – see code table

	TXT03
	X*1
	
	Additional haemo flag on PD valid if on perit dial

	TXT04
	Code G
	
	Reason for treatment change (from code list)

	TXT10
	Code G
	Y1
	Access for haemodialysis

	TXT11
	Code R
	Y1,2
	Anatomical site of fistula/graft/shunt 

	TXT12
	Code R
	Y3
	Site of Haemodialysis catheter

	TXT13
	Code R
	Y1
	Dialyser used

	TXT14
	N*3
	Y1
	Flow rate 999

	TXT15
	X*1
	Y1
	Dialyser reuse

	TXT16
	N*1
	Y1
	Times per week

	TXT17
	N*3
	
	Length of time on dialysis (minutes 30 – 360)

 valid if haemo

	TXT18
	X*1
	
	Bicarbonate dialysis valid if haemo

	TXT20
	C*5
	Y
	Treatment site/centre code – may be satellite centre

	TXT21
	Code G
	Y1
	Supervision of haemodialysis

	TXT30
	N*6
	Y4
	Total weekly fluid vol (litres) if on PD fmt 999.99   range 0 – 150.00 

	TXT31
	N*3
	Y4
	Bag size (litres) if on PD  fmt 9.99 range 0.25 – 9.5 ?

	TXT99
	N*2
	Y
	Treatment sequence indicator


Mandatory data qualifiers

   1 – if on Haemodialysis  & invalid if on PD

   2- (1) and access = avfis/graft/shunt 

   3- (1) and access = cathe 

   4- if on PD and PDVOL option flag set

Peritonitis  Data block(s)
	Field ID
	Data

Type
	Mand
	Description

	PER00
	D
	Y
	Date start treatment

	PER01
	D
	Y
	Date end treatment – default to day before next start

	PER10
	Code
	 
	Organism 1

	PER11
	Code
	
	Organism 2

	PER20
	N*4
	
	WBC count  0-9999

	PER21
	X*1
	 
	Intra peritoneal antibiotics 1 = N 2 = Y

	PER22
	X*1
	 
	iv antibiotics 1 =N 2 = Y

	PER99
	N*2
	 
	Peritonitis sequence counter


Transplant follow up  Data Block required for UKT

	Field ID
	Data

Type
	Mand
	Description

	TRA00
	V
	Y
	Date of file

	TRA01
	X*1
	Y
	Clinical assessment 1-good,2-fair,3-poor if graft functioning

	TRA02
	V
	Y
	Date of last assessment – if known

	TRA03
	N*4
	
	serum creatinine (mmol/l) format 9999

	TRA04
	V
	
	date of serum creatinine

	TRA10
	X*1
	Y
	Imm sup Azathioprine Prophylaxis 1=N,2=Y,9=UK

	TRA20
	X*1
	
	Imm Sup Azathioprine for acute reject

	TRA11
	X*1
	Y
	Imm Sup cyclosporin prophylaxis

	TRA21
	X*1
	
	Imm sup cyclosporin for acute reject

	TRA12
	C*1
	Y
	Imm sup steroids for prophylaxis

	TRA22
	X*1
	
	Imm sup steroids for acute reject

	TRA13
	X*1
	
	Imm sup OKT3 prophylaxis

	TRA23
	X*1
	
	Imm sup OKT3 for acute reject

	TRA14
	X*1
	
	Imm sup ATG prophylaxis

	TRA24
	X*1
	
	Imm sup ATG for acute reject

	TRA15
	X*1
	
	Imm sup ALG prophylaxis

	TRA25
	X*1
	
	Imm sup ALG for acute reject

	TRA16
	X*1
	
	Imm sup 
lomerulos prophylaxis

	TRA26
	X*1
	
	Imm sup 
lomerulos for acute reject

	TRA17
	X*1
	
	Imm sup RS61443 prophylaxis

	TRA27
	X*1
	
	Imm sup RS61443 for acute reject

	TRA18
	X*1
	
	Imm sup other prophylaxis

	TRA28
	X*1
	
	Imm sup other for acute reject

	TRA05
	V
	
	Date of last imm sup

	TRA50
	S*40
	
	Redirection address 1

	TRA51
	S*40
	
	Redirection address 2

	TRA52
	S*40
	
	Redirection town

	TRA53
	S*8
	
	Redirection postcode

	TRA60
	X*1
	Y
	Organ transplanted (K) – may be pancreas in future

	TRA61
	V
	Y
	Transplant date

	TRA62
	N*2
	Y
	Transplant number 01,02 etc.

	TRA63
	X*1
	Y
	Failure of transplant 1=N 2=Y

	TRA64
	V
	Y
	Date of failure if TRA63 = 2

	TRA65
	Code
	
	Cause of failure if TRA63 = 2 UKT code 

	TRA66
	C*70
	
	Description of failure

	TRA67
	V
	
	Date of end of dialysis >= graft date or 0

	TRA68
	V
	
	Date return to dialysis if graft failed >= graft date

	TRA69
	V
	
	Date graft nephrectomy if graft failed >= graft date

	TRA99
	N*2
	Y
	Occurrence of data record in transmission


Immuno suppression dose  Data block

	Field ID
	Data

Type
	Mand
	Description

	IMM00
	D
	Y
	Date of change

	IMM10
	N*3
	
	Azathioprine dose mg 0-200

	IMM11
	N*3
	
	Cyclosporin mg dose 0-999

	IMM21
	N*4
	
	Cyclosporin level   0-800

	IMM12
	N*5
	
	Prednisolone dose mg 0-999.9

	IMM13
	N*3
	
	OKT3 total dose

	IMM14
	N*3
	
	ATG total dose  80 -

	IMM15
	N*3
	
	ALG total dose  80 - 

	IMM16
	N
	
	Tacrolimus dose 1 – 20

	IMM17
	N
	
	RS61443


It cannot be assumed that the data blocks within a set of patient data will appear in any set order (other than having the patient details themselves at the beginning). Furthermore the ordering of the fields within a particular block is not subject to any rule of precedence. It is also possible that the field labels for non-mandatory data  items may appear without any accompanying value field.

Registry Options For Centres

Before any data can be accepted from a centre by the Registry that centres’ details must be set up in the RR_USERS reference table. This table, apart from making the centre known to the Registry file transfer system, holds details of any optional data collection that the centre has undertaken to provide. If any changes are made to the options held at Centre level then a new RR_USERS record will be created with appropriate START_QTR. Each centre will be allocated to a geographical region

	Column
	Description



	CENTRE
	Centre id

	REGION
	Region code

	DIRECTORY
	pointer to disk area for files

	START_QTR
	Quarter commence sending data

	TRANSMISSION_DAY
	Day of quarter transmission due

	SEROL
	Serology at registration / annually

	COMBDANN
	Annual Co-morbid disease data


Population figures for centres may be amended yearly

	Column
	Description



	CENTRE
	Centre id

	YEAR
	Year – for population changes

	POPULATION
	Population covered by centre


Satellite Centres

Patients may not necessarily undergo dialysis at the centre where they are registered by the RR, but instead attend an outlying or satellite centre for treatment. Thus the centre code for the satellite centre will be required as part of the treatment modality data block and also admin and staffing details for the satellite centre may be included in the main centre transmission file. The relationships between main and peripheral centres will be maintained at the RR. When a new satellite is to be opened the RR must be notified so that the new centre can be allocated a specific and unique code centrally.

	Column
	Description



	CENTRE
	Main Centre id

	SATELLITE
	Satellite centre code

	START_DATE
	Date opened

	END_DATE
	Date closed


Normalising Laboratory Data

Biochemical data provided by a centre may be subject to a correction factor before the data can be analysed statistically. Such data may be stored both in its raw and corrected forms. 

In measurement of biochemical and haematological values, laboratories round the UK and Ireland have a ‘mean of normal range’ value which may vary from lab to lab. This is particularly so when using antibodies to measure levels ( e.g. form cyclosporin and parathyroid hormone).

When analysing laboratory data the values captured by the Registry will be compared in association with reference value ranges for the Centre. 

Correction of calcium relies on a slightly more complicated method of adjustment.

Southmead use the formula :-
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As Laboratories may only provide the corrected calcium the formula would have to be applied in the reverse (using the re-adjusted value for albumin as above) to arrive at an uncorrected value.

Where more complicated formulae are involved then the method must be coded into the program. As there will be only a few such methods each centre will be associated with one of the methods used which will determined the calculation applied in the transmission processing routine.

	Column
	Description



	CENTRE
	Centre ID

	START_QTR
	Start of formula period

	END_QTR
	End of formula period

	FIELD_ID
	Field to which formula applies

	METHOD
	Correction method applied in code


The method derived from the above table will be used to determine the branch taken in any program calculating the corrected value.

Centre Options for Data Collection

If a centre commits to sending data that is collected on a quarterly basis then entries will be made for the data to be sent for the number of quarters that the centre has indicated that it will collect for. Quarters will be sequentially numbered from a determined start period. If the transmission for a quarter does not contain all the appropriate optional data blocks that the centre has committed to sending then this will be treated as an error condition.

	Column
	Options


	Comments

	CENTRE
	
	Centre Identifier

	QUARTER
	
	Quarter number 1 2 3 4 5 6 7 ...

	QUECP
	Quarterly U + Es and Ca, Phos
	Corresponds to a number of flags

	QHB
	Quarterly Hb
	

	QURR
	Quarterly URR
	

	QKTV
	Quarterly KT/V
	

	QALU
	Quarterly Aluminium
	

	QBP
	Quarterly Systolic & Diastolic BP
	

	QFERR
	Quarterly Ferritin
	

	QALB
	Quarterly Albumin
	

	QPTH
	Quarterly Parathyroid Hormone
	

	QCHOL
	Quarterly Cholesterol
	

	QWGHT
	Quarterly weight
	

	DIALMAKE
	Dialyser make
	

	DIALFLOW
	Dialyser flow rate
	

	EPOUSAGE
	EPO usage
	as 1 = N 2=Y

	EPODOSE
	EPO dose 
	

	PDVOL
	Treatment Modality
	Weekly fluid vol & bag size for PD

	IMMUNYN
	Immunosuppressants Y/N
	1 = N 2=Y indication on drug list 

	IMMUNDOS
	Dose of immunosuppresants
	

	HOSPADM
	Hospital admission data
	length of stay and diagnostic coding

	PERITON
	Peritonitis data
	

	MALIGALL
	All malignancy data
	including skin cancer

	MALIGLYM
	Lymphoid malignancy data
	


For option qualifier flags the field label id of the fields which are compulsory for that option will be stored in a reference table. If an option requires all fields in a data block to be present then no cross reference entry table is required.

	Column
	Description



	OPTION
	Option text string

	FIELD_ID
	Field id label


Transfer File Metadata

Each <BLOCK_TYPE> transmitted as part of a set of patient data will be validated against  corresponding metadata description relations in the Registry database.  In combination with the CENTRE_OPTIONS table this will allow the transmission processing program to check that the patient data block contains all the data that that centre should be sending. As each field in each block has a label prefix in the transmission file this label can also be held in a data description relation for that block and validation data for the field value associated with the label can be held there also. The data specification will be held in an hierarchical set of tables denoting block category, block  tables and table fields. The category set is required to distinguish tables belonging to either patient data or administrative data.

BLOCK_CATEGORY

	Column
	Datatype
	Example/Description



	CAT_ID
	C*5
	Admin data or Patient data

	CAT_DESC
	C*30
	Description


BLOCK_TABLE

	Column
	Datatype
	Example/Description



	DATA_BLOCK_ID
	C*5
	e.g. ‘TXT’    id block label on transmission file

	TABLE_NAME
	C*31
	RDB table name (Holding data area table name)

	TABLE_MULT
	C*1
	Multiple occurrences of table allowed Y/N

	BLOCK_DESC
	C*30
	Description


BLOCK_TABLE_FIELDS

	Column
	Datatype
	Example/Description



	DATA BLOCK ID
	C*5
	Block type record set identifier

	FIELD_LABEL
	C*5
	field label identifier e.g. ‘PAT00’

	RDB_FIELD_ID
	C*31
	field name in database table

	FIELD_NO
	N*4
	field position in table

	FIELD_TYPE
	C*1
	As per datatype specification in BNF section

	FIELD_REQ
	C*1
	Y /N required field flag (subject to external modification) 

	FIELD_SIZE
	N
	field length in characters or digits

	FIELD_PATTERN
	C*10
	picture of field if numeric

	FIELD_MIN
	C*10
	Minimum of range of acceptable values e.g. 3.0

	FIELD_MAX
	C*10
	Maximum of range of acceptable values e.g. 20.0

	FORMULA_APP
	C*1
	correction formula applied to field value

	FIELD_DESC
	C*20
	Description of field


Required Fields

Some of the quarterly treatment biochemical data is regarded as mandatory from all centres, so instead of holding the requirement for all these items in the RR_USERS table for each centre it is held in the FIELD_REQ row in  BLOCK_TABLE_FIELDS. Where a quarterly data item becomes mandatory because of the data collection options committed to by a centre the transmission validation program will determine this by cross-referencing the field id to the centre data options. In these cases the FIELD_REQ column will be left set to ‘N’ as the default. If the FIELD_REQ is set to ‘Y’ no external modification can override the condition.

Patient Data Category Marker

The IDN block which precedes each set of patient data serves both as a category marker for the following data tables and also as a data block  as it contains further fields pertinent to that patient. For the purposes of the transmission file parsing program the IDN will act as a patient data category  delimiter and the subsequent fields will be used to search for existing patient data in the RR database. The IDN and PAT fields while occupying different physical blocks in the transmission file are logically connected and will be stored under a common patient data table  in the Registry database. 

SECTION 4 – PROCESSING TRANSFER FILES

Centres will report  to the Registry will be on a quarterly basis. The quarters are defined as :-

	                1st January 
	-
	31st March

	                1st April 
	-
	30th June

	                1st July
	-
	30th September

	                1st October
	-
	31st December


Each night a program will run to search for any transmissions received since the last time any were processed. It will rename any unprocessed files to flag them as ready for processing. This program will also interrogate the RR_USERS and CENTRE_LOG tables to look for any centres that were due to transmit and have not yet done so.

For each incoming transmission, an audit trail of the data received for each centre will be kept.  The first block of information in a transmission file must contain the centre identifier, the transmission date and the transmission quarter. Subsequent data is made up of administration or patient data blocks starting with an id block and followed by one or more data blocks.

CENTRE_LOG  table logs patient data blocks

	Column
	Datatype
	Example/Description



	CENTRE
	C*8
	Centre Identifier

	TRANS_DATE
	D
	Transmission date

	TRANS_QTR
	N*4
	Transmission quarter

	TRANS_NUM
	N*2
	Transmission file repeat

	NUM_PAT
	N*4
	number patient data blocks in file


CENTRE_DATA_LOG table logs data for each block type within the transmission file

	Column
	Datatype
	Example/Description



	CENTRE
	C*8
	Centre Identifier

	TRANS_DATE
	D
	Transmission date

	TRANS_QTR
	N*4
	Transmission quarter

	ID_BLOCK
	C*5
	Data block identification label

	NUM_BLOCK
	N*5
	number of occurrences of data block


Validation Procedures

The transmission processing program parses each centre data file according to the hierarchical identifying markers and then validates each data field encountered according to the rules held for that field label in the transfer file metadata tables. Further validation that cannot be held in the database coded rule set will be coded in the various program modules. 

If a centre has failed to transmit its data within the allowed time span this will be reported via hard copy and mail message to RR system manager.

Centre Data CNT Data

The first data block must be the CNT block. The Centre Id (CNT00) must exist in the RR_USERS table, if it does not then that centres entire transmission file must be rejected. Such rejected transmissions may be re-processed when the Centre has had its details set up in the RR_USERS table.   

The transmission quarter (CNT02) must be checked against the centre transmission log file. For a new quarter the transmission from the previous period must have been processed and any errors encountered must also have been rectified either by Data Management or via retransmission of data from the centre. If the most recent centre transmission log file entry is shown as still having outstanding errors any centre transmissions for subsequent periods will not be processed until those errors have been rectified. Transmission of corrections and previously omitted data will be processed against this outstanding log file entry. If a centre transmits a file for a quarter that the Registry has previously received and fully processed leaving no outstanding errors, this duplicate transmission will be rejected.

Administration Data 

Centres which commit to sending administration data will send it on an ‘as changed’ basis. Where satellite centres exist the transmission for a centre may contain admin and staffing data for those centres as well as its own. Validation and error handling of this data will be less complicated and easier to manage than that of the patient data. Where an incoming data block contains a satellite centre code ( also possible fro treatment modality block of patient data) , that centre code will be validated as present on the centrally maintained table of centres and satellites at the RR. 

Patient Data – New Registrations, Transfers, Primary and Secondary Centres

The first section in each patient data block must be the IDN block which contains the Registry number, patient forename, surname, date of birth and the local hospital number. This block serves to identify the particular patient to the Registry database. 

Where the centre is sending details of a new patient to the Registry the RR_NO field will be blank. When the transmission process encounters an IDN block with no RR number it cannot automatically assume a new registration but must search the database patient table for a match on patient name and date of birth. The date of birth will always be matched exactly, but to allow for data keying errors a soundex search must be done on the surname and forename fields. If the search returns no matches then the details can be assumed to be for a new registration and the patient details may have a new RR number assigned by Data Management.

If only one exact match is found then the details are considered to be already extant (as may occur in a transfer or secondary centre patient details). Where a number of  possible matches are found then Data Management must check each one manually, phoning the requisite centre if necessary to identify which if any of the possibles is the correct match. If the patient details are established as genuinely new data then an RR number can be assigned as previously. 

. 

Patients may undertake treatment at more than one centre (e.g. students dialysing at a different centre during term time). In this case patient detail transmission will occur from more than one centre. To accommodate this , the Patient data item PAT05 primary patient centre flag allows for one centre to be designated as the primary centre and any other as secondary. A secondary centre should only send treatment modality and possibly transplant follow up date, any other data will be ignored. A Patient Centre reference table will show which centre is the primary.

Patient Centre 

	Column
	Datatype
	Example/Description



	CENTRE
	C*8
	centre code

	RR_NO
	N*9
	Renal Registry number

	DATE_START
	D
	Date patient registered at centre

	CENTRE_PRI
	C*1
	Flag indicating centre as primary or secondary


Only one centre per RR_NO may have the flag set to indicate primary status. If Patient details come in for a patient with PAT05 set to indicate primary centre and the centre the transmission originates from is not that which is shown as the prime in the above table then that patients details will be rejected. The two centres involved will be contacted to determine which is really the primary centre and which is the secondary and the appropriate relationships set up and maintained in the above table. Although the only data that would be expected from a secondary centre is the treatment time line and the transplant follow-up any other data blocks sent from such a centre will be transferred to the holding area pending investigation into the transmitting centres status. If the data was sent in error then it can be deleted from the holding area. If, however the centre has become the primary, this can be noted in the RR centre administration function and the data from the holding area transferred to live as required.

Once a patient is registered at a centre the collection of subsidiary data can commence at the appropriate quarter, which may be the same as that of registration. Where further data is collected for a patient as yet without a Renal Registry number that data will be held until the RR_NO is allocated.

Patients may transfer from one centre to another , although this is not expected to be a frequent occurrence. Transfer will be indicated by field IDN51 in the patient block with the date of transfer shown by IDN52 (mandatory if transfer flag is set). If the date of transfer is seven or fewer days before the end of the transmission quarter then any subsidiary data blocks for that patient will not be processed. After a patient transfers from a centre , no further data for that patient should be sent other than the notification of the transfer.

Where a transfer has occurred and the transfer-out centre has not notified the registry, the patient details can be updated at the Registry and any further details arriving from that centre can be filtered out.  At the same time the centre to which the patient has gone can be set up as that patients primary care site. Until the site that the patient has been transferred to is designated as the primary, the subordinate data block information cannot be applied to the live database. 

Treatment time line data history

New Primary Centres
Where a patient transfers between centres, the original centre will pass all that patients treatment time line data to the other centre. The new centre will input that data as treatment occurring ‘elsewhere’ which will be reflected in the code set used for recording treatment modality. When this patients data is sent to the Registry all that patients time line data will be transferred. This may lead to a situation where treatment time line records coexist (albeit under different code sets) but there is no logical difficulty with this situation, especially if the centre code of the source of the data is stored on the treatment timeline record as well as the centre code where the actual treatment was undertaken. The reason for allowing this duplication of information becomes apparent when a patient moves from a centre which is not yet sending information to the Renal Registry to a centre that is on-line. In this case the only source of time line data available to the Registry is the ‘elsewhere’ coded data coming from the new centre and as such this must be retained.

The only situation where a problem would ensue is where a patient transfers back to his original centre. In this case all the treatment data for that patient including those records sent in the first instance of the patients registration with this centre would be sent upon re-registration. The solution to this problem is to examine the PATIENT_CENTRES relation. When a

patient transfers out of a centre the DATE_END is set on the PATIENT_CENTRES table indicating the termination of that centre as the Primary for the patient. Where a patient transfers in to a new primary centre a new entry for PATIENT_CENTRES is created with a NULL DATE_END. Thus in the case above the treatment time line data sent from the centre where the patient has now re-registered as the primary can be filtered out using the END_DATE for the PATIENT_CENTRES record that specified the previous period of registration at that original centre. Only time line date from after that END_DATE can be accepted into the Registry Database.

Where a patient registers at a secondary centre if a current primary centre relationship exists in the Registry database then any time line data from that secondary centre that predate the transmission quarter can be discarded. If there is no existing data (e.g. where a primary centre does  not report to the RR) then the whole treatment history can be accepted.

Registration Data

Where a patient transfers to a new centre (primary or secondary) the patient registration data (PAT and ERF data blocks) will be sent to the Registry from the new centre. In theory this should be identical to the existing data for the patient in the system. In practice whenever a patient arrives as a new registration but the details are already on the Registry database (i.e. the IDN block for the patient has a valid RR_NO) then a comparison must be made between the existing registration data and the newly created HOLD_PATIENTS and HOLD_ESRF tables and any differences flagged as errors for manual correction.

Validation of RR_NO

Where patient details are sent with an accompanying Renal Registry number then the database record with that number is checked against the other details sent in the transmission IDN block. If those details do not match (as may legitimately happen with a name change) the whole set of data will be flagged as in error to allow for verification of the changes found.

Residency

A requirement of the Renal Registry Database is to be able to provide data for analysis by post code area. The possibility of a patient being treated at both a primary and a secondary centre as previously discussed means that different but concurrent addresses may need to be held for such patients. A patient’s address will be held in a separate table linked to the Patient Centre relation keyed by Centre Number, Registry Number and Date. On normal patient enquiry the address for the primary centre will be displayed by default.

Patient Data Block Processing
At the start of each  centre transmission a template structure will be created of all the possible data block sets that may be transmitted. This template will be built up from the metadata sets and will include an area for the corresponding data from the transmission, an error flag and a process flag all of which will be reinitialised at the start of each patient processing.

As each block of data is processed the data items encountered will be formatted according to the metadata rule and written out to the template structure. Type errors, value over and underflow, and code translation failure errors can be detected at this stage. After all the data for a patient has been processed the template structure will be examined to determine if any data which should have been sent is missing. This can mean either required fields within a block or entirely missing data blocks.

At the end of a patient data block validation the template structure will be written out to a holding data set which mirrors the live database tables and any errors encountered will be reported. Any fields which failed type or range validation will be left without values in the holding table. Required tables that were entirely omitted from the transmission will be created with only the key values filled. 

At the end of each centres’ transmission the process must also check that all the patients for that centre that should have had data sent for them were included in the file. Missing patients will be reported as such and will have a skeleton entry created in the holding data area which will all for a further transmission to be requested.

Errors will be written out to an error numbering table which will drive the error reporting and   control the correction processes. Each patient block where errors are found will be assigned a sequence number within the centre/quarter. This sequence number will act as a link to all the table and field level errors found. Missing patients will have the top level table set up in anticipation of the data being sent in some subsequent re-transmission form the centre.

The subsequent tables show the structure of the data and error level hierarchy which will be created in the holding area. Errors can be accessed at field level by descending from the patient within centre level through the appropriate block data table.

Patient Data

	Column
	Datatype
	Example/Description



	CENTRE
	C*8
	Centre Identifier

	TRANS_DATE
	D
	Transmission date

	TRANS_QTR
	N*4
	Transmission quarter 1 2 3 4 5 6 7 ...

	RR_NO
	N*9
	Renal registry number

	SURNAME
	C*30
	patient surname

	FORENAME
	C*30
	patient forename

	DOB
	D
	date of birth

	HOSP_NO
	C*15
	local hospital no

	TEMP_ID
	C*15
	temp record id = RR_NO if present or HOSP_NO if not

	PATIENT_ERROR 
	C*1
	indicate error at patient level


Block Data

	Column
	Datatype
	Example/Description



	CENTRE
	C*8
	Centre Identifier

	TRANS_DATE
	D
	Transmission date

	TRANS_QTR
	N*4
	Transmission quarter 1 2 3 4 5 6 7 ...

	TEMP_ID
	C*15
	Link to patient

	BLOCK_ID
	C*5
	Identifier of block in error or missing

	BLOCK_ERROR 
	C*1
	indicate error type missing data or detail errors found

	CORRECT_USER
	C*15
	Username of correcting process


Field Data

	Column
	Datatype
	Example/Description



	CENTRE
	C*8
	Centre Identifier

	TRANS_DATE
	D
	Transmission date

	TRANS_QTR
	N*4
	Transmission quarter 1 2 3 4 5 6 7 ...

	TEMP_ID
	C*15
	Patient link

	CAT_ID
	C*5
	Category ID

	BLOCK_ID
	C*5
	Identifier of block in error 

	FIELD_ID
	C*5
	Field in error

	FIELD_ERROR 
	C*1
	indicate error type missing data or detail errors

	FIELD_DATA
	C*30
	Original Data Value sent in transmission file 

	ERROR_NUMBER
	N*5
	Identifying error number 

	CORRECT_USER
	C*15
	Username of correcting process


Missing data at patient and data block within patient level will normally require to be retransmitted. Where this is not possible the error may require to be manually cancelled.

Field errors will result from invalid data typing or range validation failure for non-coded data. Coded data may also not be able to be translated into the appropriate value by the transmission processing routines. Fields that are determined to be mandatory and are missing from the data will be flagged as errors as well. The rules for designating a field as mandatory can partly be determined directly from the metadata set and are partly dependant on conditions that occur in existing patient data sets. Data blocks that will be expected within patient data can be determined from the point in the Registry calendar (for annually collected data) and the options the centre has committed to that are current

The patient and block data tables will be generated for all incoming data whether in error or not, but at the field level will only be present for field items that were sent and created for missing mandatory field items. Where an entire (and required) block is missing only the block data table will be created with the error appropriate to the missing block criteria. Similarly missing patients data will be indicated by an entry at that data level there being no requirement to analyse what should have been sent if that patients’ details had been included in the transmission until such time as the information is delivered by means of a re-transmission from the centre which includes that missing data along with any other types of correction requested.

Processing Coded Data

Incoming data in the ICD9,ICD10 or OPCS formats will be translated to the appropriate Read code automatically where possible. Where the system cannot derive a satisfactory Read code mapping  an error condition will be flagged and a Read code will be entered manually. The Read code browse utility previously discussed may be used to aid the search for an appropriate translation.

RR specific and EDTA codes will not be translated. RR specific codes will be validated against reference tables set up specifically. EDTA coded values will either be for EDTA ‘Cause of Death’ or ‘Diagnostic’ code sets. These codes require to be validated not only for the value obtained but for the category of code as a particular value is only meaningful when the EDTA code category is also known. The category of the code will be indicated by the <CODE_ID>  segment of the field data. A value of ‘EDTA1’ will denote ‘Cause of Death’ codes and ‘EDTA2’ diagnostic codes. 

The original code type and value as sent in the transmission file will be retained within the holding area table to permit cross-checking of the translation process.

Holding Data Area

The Registry validation process will load all the incoming data into a temporary storage set of tables. These scope of these tables will match that of the live data but will be keyed by centre, quarter and the CQP_NUMBER which is a sequentially assigned number for each patient within a transmission. This will allow the link to be made to any error table entries created. Patient data with an assigned and validated RR_NO where all the subordinate data is complete and error free can immediately be transferred across to the live database and the holding area data deleted. Where the data is neither complete nor error free, those blocks with errors will be retained in the holding area and only when all the errors for a block have been cleared can that data be transferred on to the corresponding live table and the holding area block deleted. Similarly the patient level entry in the holding area will be retained until all its blocks have been verified as error free and all missing but required blocks have been supplied.

Holding Area Manual Data Amendment

A report of all the errors encountered will be produced each night the transmission process runs. It will be produced in centre within region order. Errors will be reported at patient, data block and finally field level. Missing patient IDN data, missing RR numbers, transfers and centre patient relationship conflicts and changes to patient IDN data will all appear as part of the patient level report although they must be dealt with by different means.

In order to enter corrections Data Management staff will use a system of screens which will allow access to the holding area tables. Working from the above error report the region and centre will be entered along with the quarter to be worked on. From these selection criteria all the outstanding errors for the patients can be accessed. In conjunction with, and acting as a secondary check for, the holding area table amendments the error record associated with each report entry must be manually updated to verify the correction has been done.

A full pre-image audit will be taken of any changes made to the Holding area data (whether by Data Management manual intervention or through re-transmission processing). Each audit record will contain a timestamp and the username of the process which performed the update.

Allocation of new RR Number

Where a patient is determined as new to the registry an RR number will be allocated. This number will be chosen from a control file according to the year of registration. The format of this number is Year/Number where Year is the 4 digit century included year and Number is a 5 digit sequentially incremented number keyed by the year. Once the registry number has been allocated then the all the data blocks for that patient which are error free can be transferred on to the live tables. Any remaining errors require to be rectified as for any other patient data. When a new registry number is allocated this information must be communicated back to the centre for that patient so that the local database can be updated accordingly. When a registry number is allocated to a patient a record containing the new number and patient ID details will be written to a file ready for transmission back to the centre so the data can be uploaded.

Retransmissions

Where data is returned to the centres for correction or notified to the centre as missing, those centres will make corrections accordingly and the requisite patient data returned to the RR. The overnight processing will pick up this re-transmitted file and will process it. A file can easily be recognised as a re-transmission by the existence of transmission audit data for the centre code / quarter identifier block. 

Repeat transmissions from a centre for a particular quarter will be confined to the individual patient that the Registry notified the centre as being in error or incomplete. As this data is validated it will also be checked against the error condition entries created at the time of in the initial transmission checking process. Errors that are rectified and previously missing data that has now been supplied will be loaded into the appropriate holding tables as previously created. The corresponding error table entries will be updated as corrected by the re-transmission process and where missing data is being added the field level entries will be created. As before each data field will be type and range validated and coded fields translated as necessary and any errors uncovered will be posted to the field error table and reported on as before.

Report of Outstanding Errors

In addition to the error reports from the previous nights transmission validations, a report of errors outstanding is required. This report will appear in the same format as the nightly produced error listing but will be confined to errors from transmissions that remain unresolved after a period of  7 days. This report will also be available on an ad hoc basis where the selection date may be entered as a parameter.

Live Database Enquiries and Amendments

When the data from the holding area data tables has been verified as error free it can be transferred to the live database where it will be available for enquiry via a system of Powerhouse screens. Update of live data may also be required but access to this facility will be restricted and subject to a full pre-image audit. Updates will be made via a separate but similarly configured screen system which will have write and update access to the data.

Administration data will be available for search by Centre.

Patient data will be available for search by :





- Name ( surname and forename)





- RR number





- Hospital Number





- Date of  Birth





- UKTSSA number





- EDTA number

Each of the quarterly and annual data sets for that patient will be available once the patients details have been retrieved. 

Simple statistics will also be generated by the system, written in QUIZ (and QTP where necessary). Report output will be to screen or hard copy. Output may also be directed to text data files, comma or tab delimited, for import by statistical or graphics packages.

All analysis should be able to be produced per centre or per District Health Authority (DHA) adjusted (post code grouped) p.m.p.



- Number of new patients by centre by quarter and year & per million   


              population and divided by age group



- Number of new / old patients by disease  category group and centre



- Number of patients on different modes of dialysis per centre



- Mean / median HB, BP per centre for dialysis patients



- Mean / median URR per centre for haemodialysis patients



- Mean / median of most available quarterly data per centre



- Renal function at first registration – table of height, creatinine, 



                                                         40*height/creatinine

                       - Deaths per centre / p.m.p. / DHA for different treatments

                       - Usage of dialysis stations per centre = 

                        (( number of times per week each patient on dialysis /

                             total weekly sessions available at that centre) x 100)

The Renal Registry will produce biannual reports with statistics for UK and Ireland. Reports produced of comparative data between centres will be confidential with each centre allocated a number The six-monthly reports must be able to allocate a new number to a centre each time they are run.

System Administration Functions

In order to permit the functioning of the system an number of reference data maintenance functions are required. These functions will only be available to the Renal Registry System manager.

Centre Maintenance

	Region
	Geographical area list to which centres can be allocated

	Centres
	Main details of centre 

	Centre Population
	Yearly population figures for centre

	Centre Satellites
	Maintain list of satellites for a centre

	Centre Data Options
	Maintain list of optional data sets centre has agreed to supply

	Centre Lab Factors
	Correction factors for biochemical data

	Centre Lab Methods
	Correction methods for formula application


Metadata Maintenance

	Data Block Categories
	Maintain categories of data – e.g. Patient or Admin

	Data Blocks
	Maintain types of data block that may appear in transmission

	Data Block Fields
	Fields and their attributes in each data block


SECTION 5   EDTA codes

EDTA cause of death Table

	CODE
	Cause of death

	0
	Cause of death uncertain/not determined [0]

	11
	Myocardial ischaemia and infarction [11]

	12
	Hyperkalaemia [12]

	13
	Haemorrhagic pericarditis [13]

	14
	Other causes of cardiac failure [14]

	15
	Cardiac arrest/sudden death; other cause or unknown [15]

	16
	Hypertensive cardiac failure [16]

	17
	Hypokalaemia [17]

	18
	Fluid overload/pulmonary oedema [18]

	21
	Pulmonary embolus [21]

	22
	Cerebro-vascular accident, other cause or unspecified [22]

	23
	Gastro-intestinal haemorrhage (digestive) [23]

	24
	Haemorrhage from graft site [24]

	25
	Hameorrhage from vascular access or dialysis circuit [25]

	26
	Haemorrhage from ruptured vascular aneurysm (not code 22 or 23) [26]

	27
	Haemorrhage from surgery (not codes 23,24,26) [27]

	28
	Other haemorrhage, (not codes 23-27) [28]

	29
	Mesenteric infarction [29]

	31
	Pulmonary infection bacterial (not code 73) [31]

	32
	Pulmonary infection (viral) [32]

	33
	Pulmonary infection (fungal or protozoal; parasitic) [33]

	34
	Infections elsewhere except viral hepatitis

	35
	Septicaemia [35]

	36
	Tuberculosis (lung) [36]

	37
	Tuberculosis (elsewhere) [37]

	38
	Generalized viral infection [38]

	39
	Peritonitis (all causes except for Peritoneal Dialysis) [39]

	41
	Liver disease due to hepatitis B virus [41]

	42
	Liver disease due to other viral hepatitis [42]

	43
	Liver disease due to drug toxicity [43]

	44
	Cirrhosis – not viral (alcoholic or other cause) [44]

	45
	Cystic liver disease [45]

	46
	Liver failure – cause unknown [46]

	51
	Patient refused further treatment for ESRF [51]

	52
	Suicide [52]

	53
	ESRF treatment ceased for any other reason [53]

	54
	ESRF treatment withdrawn for medical reasons [54]

	61
	Uraemia caused by graft failure

	62
	Pancreatitis [62]

	63
	Bone marrow depression (Aplasia) [63]

	64
	Cachexia [64]

	66
	Malignant disease in patient treated by immunosuppressive therapy [66]

	67
	Malignant disease: solid tumors except those of 66 [67]

	68
	Malignant disease: lymphoproliferative disorders (Except 66) [68]

	69
	Dementia [69]

	70
	Peritonitis (sclerosing, with peritoneal dialysis) [70]

	71
	Perforation of peptic ulcer [71]

	72
	Perforation of colon [72]

	73
	Chronic obstructive pulmonary disease [73]

	81
	Accident related to ESRF treatment (not 25) [81]

	82
	Accident unrelated to ESRF treatment [82]

	99
	Other identified cause of death [99]

	100
	Peritonitis (bacterial, with peritoneal dialysis) [100]

	101
	Peritonitis (fungal, with peritoneal dialysis) [101]

	102
	Peritonitis (due to other cause, with peritoneal dialysis) [102]


	OLD

CODE
	TITLE

	0
	Chronic renal failure; aetiology uncertain [0]

	0
	Unknown/Unavailable

	10
	Glomerulonephritis; histologically NOT examined [10]

	11
	Focal segmental 
lomerulosclerosis with nephrotic syndrome in children [11]

	12
	IgA nephropathy (proven by immunofluorescence, not code 76 and not 85) [12]

	13
	Dense deposit disease; membrano-proliferative GN; type II (proven by immunofluorescence and/or electron microscopy) [13]

	14
	Membranous nephropathy [14]

	15
	Membrano-proliferative GN; type I (proven by immunofluorescence and/or electron microscopy – not code 84 or 89) [15]

	16
	Crescentic (extracapillary) glomerulonephritis (type I, II, III) [16]

	17
	Focal segmental 
lomerulosclerosis with nephrotic syndrome in adults [17]

	19
	Glomerulonephritis; histologically examined, not given above [19]

	20
	Pyelonephritis – cause not specified [20]

	21
	Pyelonephritis associated with neurogenic bladder [21]

	22
	Pyelonephritis due to congenital obstructive uropathy with/without vesico-ureteric reflux [22]

	23
	Pyelonephritis due to acquired obstructive uropathy [23]

	24
	Pyelonephritis due to vesico-ureteric reflux without obstruction [24]

	25
	Pyelonephritis due to urolithiasis [25]

	29
	Pyelonephritis due to other cause [29]

	30
	Interstitial nephritis (not pyelonephritis) due to other cause, or unspecified (not mentioned above) [30]

	31
	Nephropathy (interstitial) due to analgesic drugs [31]

	32
	Nephropathy (interstitial) due to cis-platinum [32]

	33
	Nephropathy (interstitial) due to cyclosporin A [33]

	34
	Lead induced nephropathy (interstitial) [34]

	39
	Drug induced nephropathy (interstitial) not mentioned above [39]

	40
	Cystic kidney disease – type unspecified [40]

	41
	Polycystic kidneys; adult type (dominant) [41]

	42
	Polycystic kidneys; infantile (recessive) [42]

	43
	Medullary cystic disease; including nephronophtisis [43]

	49
	Cystic kidney disease – other specified type [49]

	50
	Hereditary/Familial nephropathy – type unspecified [50]

	51
	Hereditary nephritis with nerve deafness (Alport’s Syndrome) [51]

	52
	Cystinosis [52]

	53
	Primary oxalosis [53]

	54
	Fabry’s disease [54]

	59
	Hereditary nephropathy – other specified type [59]

	60
	Renal hypoplasia (congenital) – type unspecified [60]

	61
	Oligomeganephronic hypoplasia [61]

	63
	Congenital renal dysplasia with or without urinary tract malformation [63]

	66
	Syndrome of agenesis of abdominal muscles (Prune Belly) [66]

	70
	Renal vascular disease – type unspecified [70]

	71
	Renal vascular disease due to malignant hypertension [71]

	72
	Renal vascular disease due to hypertension [72]

	73
	Renal vascular disease due to polyarteritis [73]

	74
	Wegener’s granulomatosis [74]

	75
	Ischaemic renal disease/cholesterol embolism [75]

	76
	Glomerulonephritis related to liver cirrhosis [76]

	78
	Cryoglobulinemic glomerulonephritis [78]

	79
	Renal vascular disease – due to other cause (not given above and not code 84-88) [79]

	80
	Type 1 diabetes with diabetic nephropathy [80]

	81
	Type 2 diabetes with diabetic nephropathy [81]

	82
	Myelomatosis/light chain deposit disease [82]

	83
	Amyloid [83]

	84
	Lupus erythematosus [84]

	85
	Henoch-Schoenlein purpura [85]

	86
	Goodpasture’s Syndrome [86]

	87
	Systemic sclerosis (scleroderma) [87]

	88
	Haemolytic Ureaemic Syndrome (including Moschcowitz Syndrome) [88]

	89
	Multi-system disease – other (not mentioned above) [89]

	90
	Tubular necrosis (irreversible) or cortical necrosis (different from 88) [90]

	91
	Tuberculosis [91]

	92
	Gout nephropathy (urate) [92]

	93
	Nephrocalcinosis and hypercalcaemic nephropathy [93]

	94
	Balkan nephropathy [94]

	95
	Kidney tumour [95]

	96
	Traumatic or surgical loss of kidney [96]

	99
	Other identified renal disorders [99]


Transplant waiting list status codes

For QUA06 (loosely based on UKTSSA codes)

	A 
	 active

	S 
	 suspended

	T 
	 Transplanted

	L 
	 Live transplanted

	R 
	 Removed – unfit

	D 
	 Dead                           -  not used

	O 
	 Off at patients request        - renal reg code

	N 
	 Not listed at patients request – renal reg code

	U 
	 unfit (not listed)             - renal reg code

	X 
	 not listed for transplant no reason


	ACCESS for Haemodialysis
	Code

	Arteriovenous fistula
	AVFIS

	Shunt
	SHUNT

	Graft
	GRAFT

	Catheter
	CATHE


	Anatomical Site of  FISTULA/GRAFT/SHUNT
	Read 2

	Forearm
	7NB02

	Wrist
	7NB0D

	Thigh
	7NB12

	
	


	Site of CATHETER
	Read 2

	Subclavian vein
	7N490

	Internal Jugular
	7N476

	Femoral vein
	7N4A4

	
	


SECTION 6 – AMENDMENTS 

AMENDMENTS to Version 2.26 (Oct 2003 – Sept 2004)

1. Acceptable validation ranges changed on :-

	KTV17
	Should have been specified in minutes (was Hr:mm)

	QUA12
	Creatinine 1st month of quarter

	QUA13
	Creatinine 2nd month of quarter

	QUA28
	% Hypochromic red cells (0.1 – 20%)

	QUA29
	MCH mean corpuscular Hb (20 49)

	QUA35
	CRP  0 - 199 

	QUA36
	LDL cholesterol (mmol/L) 0.1 -  14.9

	QUA37
	HDL cholesterol (mmol/L) 0.1 – 4.9

	QUA38
	Triglycerides (mmol/L) 1.0 – 39.9

	QUA39
	Alkaline Phosphatase (20 – 499)

	QUA52
	B12 (20 – 999)

	QUA53
	Red cell folate (0.1 – 9.9)

	
	

	PAT70
	Patient Blood Group A,A2,B,O 

	PAT71
	Blood Group Rhesus POS= +ve NEG = -ve

	ERF74
	Date of 1st Blood pressure with 30 days start

	ERF75
	1st systolic BP within 30 days start RRT (valid  60 – 250)

	ERF76
	1st diastolic BP within 30 days start RRT (valid  40 – 160)

	
	

	COM24
	Episode of heart failure (R or L) 1= N 2 = Y

	COM43
	Angioplasty /stent / vascular graft (non coronary) 1 = N 2 = Y

 this is a word change


New treatment timeline codes

	36
	Transfer out pre-emptive transplant

	37
	Transfer to adult nephrology care

	92
	Treatment stopped – conservative management

	93
	Patient Declines RRT - conservative management

	94
	Clinical Decision Not to Offer RRT - conservative management


AMENDMENTS to Version 2.25 (1st Nov 2002 – Sept 2003)

2. Acceptable validation ranges changed on :-

	PAT32
	weight  (kg) at first visit  pic 999.9  range 1.5 – 220.0

	PAT34
	Creatinine when first seen  range 20-2800

	ERF71
	Last creatinine prior to start of ESRF (valid 200 – 3300)

	QUA22
	Ferritin (ug/l = ng/ml) 1-8000

	QUA24
	Aluminium 0-180

	QUA32
	Phosphate (mmol/l) 0.2 -5.5

	QUA41
	Diastolic BP (mm Hg) 35-200

	QUA45
	Post dialysis Diastolic BP (mm Hg) 30-200  (valid only on haemo)

	QUA65
	Length of time on dialysis (minutes 30 – 450)  valid if HD

	KTV17
	Should have been specified in minutes (was Hr:mm)

	
	

	QUA12
	Creatinine 1st month of quarter

	QUA13
	Creatinine 2nd month of quarter

	QUA28
	% Hypochromic red cells (0.1 – 20%)

	QUA29
	MCH mean corpuscular Hb (20 49)

	QUA35
	CRP  0 - 199 

	QUA36
	LDL cholesterol (mmol/L) 0.1 -  14.9

	QUA37
	HDL cholesterol (mmol/L) 0.1 – 4.9

	QUA38
	Triglycerides (mmol/L) 1.0 – 39.9

	QUA39
	Alkaline Phosphatase (20 – 499)

	QUA52
	B12 (20 – 999)

	QUA53
	Red cell folate (0.1 – 9.9)

	
	

	PAT70
	Patient Blood Group A,A2,B,O 

	PAT71
	Blood Group Rhesus POS= +ve NEG = -ve


3. PD adequacy fields defined

4.   Timeline modality changes :-

	Text
	RR code

	Haemodialysis > 4 days per week / daily 
	4

	Transfer in on : Haemodialysis > 4 days per week
	44

	
	

	Cycling PD >= 6  nights/wk dry 
	12

	Cycling PD < 6 nights /wk dry
	13

	Cycling PD >= 6  nights/wk wet (day dwell)
	14

	Cycling PD < 6 nights /wk wet (day dwell)
	15

	Transfer in on : Cycling PD >= 6  nights/wk dry 
	52

	Transfer in on : Cycling PD < 6 nights /wk dry
	53

	Transfer in on : Cycling PD >= 6  nights/wk wet (day dwell)
	54

	Transfer in on : Cycling PD < 6 nights /wk wet (day dwell)
	55

	
	

	Transplant ; non-heart-beating donor
	28

	Transfer in on : Transplant ; non-heart-beating donor
	68

	
	

	Treatment stopped without recovery – conservative management
	92

	Patient Declines RRT
	93

	Clinical Decision Not to Offer RRT
	94

	Transfer to adult nephrology care
	98


5.  EDTA Cause of death codes modified 

There are 3 important code changes and these are highlighted below :-

	New text
	New code
	Old code

	Chronic obstructive pulmonary disease
	73
	N/A

	Other identified cause of death
	99
	73

	Cause of death uncertain/not determined
	0
	99


For sites not currently using the new codes above, this will require re-mapping all stored data to the new codes as code 73 and 99 are major conflicts. 

There have also been some minor text changes on some of the existing codes :-

	Text
	Code

	Haemorrhage from ruptured vascular aneurysm (not code 22 or 23)
	26

	Haemorrhage from surgery (not codes 23,24,26)
	27

	Other haemorrhage, (not codes 23-27)
	28

	Pulmonary infection bacterial (not code 73)
	31


There has also been 2 recent additions to the list that sites may not be aware of :-

	Text
	Code

	Infections elsewhere except viral hepatitis
	34

	Uraemia caused by graft failure
	61


6. Defined KTV fields

	KTV21
	N*5
	
	Weight in kilos for PD calc        (1.5 - 199.9)

	KTV22
	N*5
	
	Dialysate Urea mmol/l                (0.1 - 99.9)

	KTV23
	N*5
	
	Urine Urea mmol/l                      (0.0- 999.9)

	KTV24
	N*5
	
	Blood Urea   mmol/l                   (1.0-199.9)

	KTV25
	N*5
	
	Dialysate Kt/V    daily                (0.00  – 0.99)  calculated

	KTV26
	N*5
	
	Urine  Kt/V          daily               (0.00 – 0.99)  calculated

	KTV27
	N*6
	
	Dialysate Effluent Vol /litr          (0.10 – 25.0)

	KTV28
	N*6
	
	Urine Volume (litres)                  (0.00 – 9.99)

	KTV29
	N*4
	
	Combined Weekly  Kt/V             calculated  (0.00 - 3.99)

	KTV30
	C*1
	
	Urine Indicator (valid Y/N)        Y=YES,  N=NO 

	KTV31
	N*4
	
	Normalized protein catabolic  Rate    (0.00 – 9.99)

	KTV32
	N*3
	
	24hr protein Loss                             (0.0 – 19.99)

	KTV33
	N*4
	
	Dialysate Creatinine (umol/l)         (100-2999)

	KTV34
	N*5
	
	Urine Creatinine (umol/l)               (0-25000)

	KTV35
	N*4
	
	Serum Creat (umol) KT/V               (100-2500)

	KTV36
	N*3
	
	Weekly Normalized Creatinine Clearance 

Calculated from formula (0.00-9.99)

	KTV37
	N*4
	
	Creatinine Dialysate:Plasma ratio (4 hrs)

	KTV38
	N*4
	
	Dialysate glucose at end of dwell : Dg at inflow(4 hrs): 

	KTV39
	N*3
	
	Creatinine at 0 Hours  (umol)      (0-999)

	KTV40
	N*3
	
	Creatinine at 2 Hours  (umol)      (0-999)

	KTV41
	N*4
	
	Creatinine at 4 Hours  (umol)      (0-2500)

	KTV42
	N*5
	
	Glucose at 0 Hours   (mmol)       (0.0-999.9)

	KTV43
	N*5
	
	Glucose at 2 Hours   (mmol)       (0.0-999.9)

	KTV44
	N*5
	
	Glucose at 4 Hours   (mmol)       (0.0-999.9)

	KTV45
	N*5
	
	Serum Creatinine  used for PET Calculation  umol   (100-2500)


AMENDMENTS to Version 2.23 (1st Jan 2002)

7. Removed PAT26 
GP name (not collected) as field was previously allocated to Health Authority.

8. Remapped PAT28, PAT29  GP address to PAT60,PAT61

9. Added PAT60 
GP address 1

10. Added PAT61
GP address 2

11. Added PAT62
GP address 3

12. Added PAT63
GP address 4

AMENDMENTS to Version 2.22

Discontinued use of QUA70 -74

Added field for PD adequacy data collection

1. KTV20

Pre/Post Indic for wt in Kt/V calc

2. KTV21

Weight in kilos

3. KTV22

Dialysate Urea mmol/l

4. KTV23

Urine Urea mmol/l

5. KTV24

Blood Urea   mmol/l

6. KTV25

Dialysate Kt/V

7. KTV26

Urine  Kt/V

8. KTV27

Dialysate Effluent Vol /litr

9. KTV28

Urine Volume (litres)

10. KTV29

Combined PD + Urine Kt/V

11. KTV30

Urine Indicator Y/N

12. KTV31

Normalised protein catabolic

13. KTV32

24hr protein Loss

14. KTV33

Dialysate Creatinine (umol)

15. KTV34

Urine Creatinine (umol)

16. KTV35

Serum Creatinine (umol) KT/V

17. KTV36

Creatinine Clearance CAlc

18. KTV37

Creatinine D/P (4 hrs)

19. KTV38

Glucose D/DO  (4 hrs)

AMENDMENTS to Version 2.21

1. Added PAT28, 
GP address 1

2. Added PAT29
GP address 2

3. Added QUA70
PD dialysate KT/V fmt 9.99 range

4. Added QUA71


	QUA70
	N*4
	
	PD dialysate KT/V fmt 9.99 range 

	QUA71
	N*4
	
	PD urine KT/V fmt 9.99

	QUA72
	N*4
	
	PD nPCR fmt 9.99

	QUA73
	
	
	PD PET creatinine

	QUA74
	
	
	PD PET glucose


The optional GP fields have been added as the registry attempts to validate the postcode against the name + address using the NHS organisation files

AMENDMENTS to Version 2.20

1.  Added section to ERF block (on 9 February 2000)

PAT27 GP postcode

2. QUA07 - Hospital code in quarterly block used for RRNo extraction, same data as PAT01 but held on quarterly basis (11th May 2000 )

3. QUA06 - Transplant waiting list status (15th May 2000)

4. Added 2 codes to treatment modality   -
37 Transfer to adult nephrology

72 Graft functioning (does not need  to be use after transplant, only after fail and restart

AMENDMENTS to Version 2.19

1.  Added section to ERF block (on 28 October 1999)

ERF 70 date last creatinine prior to start of ESRF

ERF 71 last creatinine prior to start of ESRF

ERF 72 date last haemoglobin prior to start of ESRF

ERF73 date last haemoglobin prior to start of ESRF

2. Added  (1st Nov 1999)

QUA34
Sodium (mmol/l) 90 – 170

AMENDMENTS to Version 2.18

1. Completely redefined the serology block

2. Added section 5 EDTA cause of death

3. Spec changed on treatment modality (typo). Transfer in codes for haemodialysis changed. Mirrors codes 1-5. No Proton system / data in database affected as correct codes are used in Proton and sent to Registry. Only the text against the codes was wrong

40 becomes 41

41 becomes 42

42 becomes 43

43 becomes 45

4. Added range to urea reduction ratio of 30-95

AMENDMENTS to Version 2.17

5. Added QUA44 / 45 as post dialysis blood pressures (valid if on haemo)

AMENDMENTS to Version 2.16

6. Erythropoietin drug name added (EPO11=%READ)

7. EPO dose prefix becomes EPO12 (was EPO02) and is non-mandatory.

8. Quarterly transplant status

9. Added Transplant nephrectomy 76

10. QUA09 quarterly primary / secondary centre flag

AMENDMENTS to Version 2.15

11. Addition of transplant live related other & transfer in on transplant live related other.

12. Transplant pancreas - RR code 79

13. Changed codes associated with transplant & transfer in

14. Corrected QUA identifiers of dialysis

AMENDMENTS to Version 2.14

1. TXT17, length of time on dialysis must now be sent as minutes rather than hh:mm

2. Addition of QUA 60, 61, 63, 64, 65, 66, 67, 68 to quarterly treatment. These reflect the data sent in the timeline. 

3. Addition of reasons for change of “reason for change of treatment” table. The codes have been modified to 200 + original code. Code 233 is a new code 

AMENDMENTS to Version 2.13

1. PTH range increased to 300

2. Bicarbonate range increased to 49

3. Ferritin range changed to 1 - 4100 (from 5 - 2999)

4. Centre options changed. Calcium removed from Option 1 and split into option 14 (uncorrected) and 15 (Corrected calcium) 

5. New Registry file naming convention :-

Ryyyyqnn.RR ( R + year + quarter no. 1-4 + incremental version counter for quarter 01, 02 etc)

The  suffix is now fixed as RR, to follow Windows file naming conventions 

6. PAT23 - postcode datatype changed to P (postcode validation software)

AMENDMENTS to Version 2.12

1. Change in length of TXT21 (Treatment supervision - Home /hosp /satl ) field to 4 characters.

2. Addition of QUA05 as quarterly treatment supervision (as for TXT21)

3. Addition of sign up data option catagories of 11 - QEPO, 12 - QHBA1, 13 - QBCAR 

AMENDMENTS to Version 2.11

1. Addition of PAT17 identifier field for EDTA patient number.

AMENDMENTS to Version 2.10

1. field Treatment time line table - removed TXT02 as duplicate treatment centre as already specified in TXT20. TXT03-5 => TXT02-4.

2. Additional note on EDTA Code categories for ‘Cause of Death’ and ‘Diagnostic’ code categories

3. Add TXN30 to treatment modality table for weekly fluid used in PD patients and TXT31 for PD bag size. These will be optional fields with a flag (PDVOL) in the Registry Options for a Centre.

4. Note on data categories in transmission metadata

5. Explicitly state that duplicate transmissions for a centre/quarter where the Registry has completely processed the first file will be rejected out of hand.

6. Extend Centre Code field to 8 characters.

7. Replace CQP_NUMBER identifier in error tables with TEMP_ID as set already in transmission process.

8. Move Patient Primary centre flag from ESRF block (field ERF10) to Patient block (PAT05)

9. Enter value ranges form Aluminium (QUA24) EPO dose (EPO002 extend to N*5)  KTV Blood flow & dialysate flow (KTV14 & 15). Immuno suppression values for ATG dose (IMM14) , ALG dose (IMM15) Tacrolimus dose (IMM16). Still awaiting Prednisolone, OKT3 & RS61443.

10. Residency table for storing patients primary and optional secondary centre related addresses.

11.  Order of data fields in Centre & IDN block is fixed. These field identifiers must always

be sent even if there is no data (but these fields are mandatory anyway)

12.  The RR identifier must be sent even if  there is no number available

