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Introduction  

This reporting protocol is for the 2017 data call for vCJD surveillance data for 2016.  

ECDC’s Reporting Protocols are data collection guidelines for reporting countries’ data managers, and 

the new Reporting Protocol design is intended to improve user-friendliness by:  

 Introducing a uniform structure to make it easier for data managers to find data collection 

information across different subjects. 

 Removing information not relevant to data managers. 

The Reporting Protocols are supplemented by the Technical Annex, which contains updated generic 
information for each data collection. 

Because reporting countries’ data managers sometimes play multiple roles, it is sometimes relevant to 
distribute subject-specific material together with a Reporting Protocol. To maintain the uniform 

structure, this sort of material is now included in Annex 2. 

How to use this document 

This Reporting Protocol provides information for reporting countries’ data managers in three main 
sections: 

 Reporting to TESSy – contains guidelines on how to prepare data for submission to TESSy, 

deadlines, subject-specific information (e.g. new changes to metadata), and links to further 
information. 

 Annex 1 – contains: 

o A history of metadata changes for vCJD. 

o The vCJD metadata set. 

 Annex 2 – contains vCJD-specific material relevant for distribution with the Reporting 

Protocol, for example: 

o Guidelines for data collection in the field. 

o Abbreviations. 

Finding further information  

 Paragraphs denoted by the information icon tell where you can find further information. 

Updated links to all the schedules, documentation and training materials mentioned in this Reporting 

Protocol are included in the Technical Annex, including: 

 Metadata sets and history. 

 Tutorials for data transformation using respectively Excel and Access. 

 TESSy user documentation. 

 CSV and XML transport protocols. 

Copyright 

© European Centre for Disease Prevention and Control, 2017. Reproduction is authorised, provided 
the source is acknowledged. 

https://tessy.ecdc.europa.eu/TessyHelp/DataCalls/2017/TESSy_Technical_Annex_2017.pdf
https://tessy.ecdc.europa.eu/TessyHelp/DataCalls/2017/TESSy_Technical_Annex_2017.pdf
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Reporting to TESSy  

This section provides both an overview of the TESSy reporting process and tips on where you can find 

useful information. 

The overall process is: 

1. Familiarise yourself with the data collection deadlines. 

2. Prepare (export and transform) your data. 
3. Check that your data comply with the metadata. 

4. Check that your data source profile is up-to-date. 
5. Submit your file(s) to TESSy. 

6. Finalise and approve your submission. 

Checking the data collection schedule 

Probable and confirmed vCJD cases are reported manually when the diagnosis is available and 
reporting is thus continuous throughout the year. Every country is asked to check their reported case 

numbers or confirm zero reporting by the end of May each year.  

All Member States have reported their cases for the period 1995 – 2016 in TESSy. The vCJD data will 

be included in the Surveillance Atlas when all other diseases have been integrated into the system.  

 An updated link to the current data collections schedule is provided in the Technical Annex. 

Preparing data 

As the data is reported manually for each case, there are no specific requirements for data 
preparation. It is good practice to check in advance that a comprehensive set of data by variables is 

available at the time of reporting. You can find the existing metadata in Annex 1. 

Checking metadata 

The TESSy metadata define the fields and data formats that are valid as input to TESSy for a given 

subject. 

As requirements to the data to be shared among TESSy users change, the data changes needed to 
support the new requirements are identified and agreed upon between the National Focal Points for 

Surveillance, the Network Coordination Committees and ECDC’s Disease Experts, and then 
implemented as changes to the TESSy metadata. 

In order to ensure that your data can be saved correctly in TESSy, you therefore need to check that 
your data are correctly formatted according to the most recent metadata set. 

Changes to the vCJD metadata are described in: 

 Changes to current vCJD metadata – changes since the last Reporting Protocol. 

 Annex 1 vCJD metadata change history – all preceding changes. 

It is especially important to focus on: 

 Field formats 

Many fields require that data are formatted in a specific way. 

 Coded values  

Some fields only permit the use of specific values (coded values). For example, M, F, UNK, or 
Other are the coded values for Gender and any other value in a Gender field will be rejected. 

https://tessy.ecdc.europa.eu/TessyHelp/DataCalls/2017/TESSy_Technical_Annex_2017.pdf
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The metadata file contains all the definitions and rules you need to comply with to format your data 

correctly for every subject (usually a disease). The file can be downloaded as an Excel file from the 
TESSy documents website. 

By filtering the fields in the file by subject, you can see the fields required for your subject and the 

rules applying to these fields. 

 The Technical Annex provides an overview of how you work with the metadata file, and the 
TESSy user documentation provides in-depth details on metadata. 

Checking your data source profile 

Before submitting your file(s), please review the profile for your data source(s) in TESSy (go to Data 

Sources), and update the information, if necessary.  

 

Complete and up-to-date data source information for each subject is important for improving 

interpretation of data - each surveillance system has different features that need to be taken into 
account when comparing data at an international level. 

If your data source information is out-of-date and you do not have access rights to update it, please 
request your National Focal Point for Surveillance or National Coordinator to do so. 

 In-depth information on the data source variables is available in the TESSy user documentation. 

Submitting your data 

Data are submitted through the TESSy web interface (go to Upload). 

 

 The Technical Annex provides an overview of how you upload data manually to TESSy, and the 

TESSy user documentation provides in-depth descriptions of all the upload methods. 

Finalising your submission 

The compliance of your data with the validation rules in the metadata is checked automatically during 

the data upload process. 

The result of your upload – i.e. rejected or validated – is displayed immediately after the conclusion 
of the check in the Validation details webpage. Please review the result carefully: 

 If your file has been rejected, there will be a message explaining each instance of non-

compliance with the metadata that you need to correct. 
 If your file has been validated, there might be warnings and remarks relating to possible data 

quality issues or to potential overwriting of existing records that you should consider. 

When you file has been validated and you are satisfied that all corrections have been made, please 
ensure prompt approval – unapproved uploads can block for the approval of other uploads.  

 The TESSy user documentation provides information on reviewing validation results and adjusting 

reporting periods to avoid overwriting existing records. 

https://tessy.ecdc.europa.eu/TessyHelp/DataCalls/2017/TESSy_Technical_Annex_2017.pdf
https://tessy.ecdc.europa.eu/TessyHelp/DataCalls/2017/TESSy_Technical_Annex_2017.pdf
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TESSy HelpDesk 

Email: TESSy@ecdc.europa.eu  

Telephone number: +46-(0)8-5860 1601 

 Availability:
  

9:00 – 16:00 Stockholm time, Monday to Friday (except ECDC Holidays) 

 

 

mailto:xxxxx@xxxx.xxxxxx.xx
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Changes to current vCJD metadata 

No changes have been made to the 2017 vCJD metadata for the 2016 vCJD data. 

No changes foreseen at present. The results of surveillance analyses will be discussed in the network 

Coordination Committee meeting in 2017 and any potential needs to revise metadata will be brought 
to the next revision round. 

The previous metadata changes are described in Annex 1. 

 Information on changes to the metadata for other subjects is available on the TESSy 

documentation website. 
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Annex 1 vCJD metadata  

This section describes: 

 The vCJD metadata 

 Changes to the vCJD metadata 

vCJD record type  

The record type version to be used when reporting 2015 vCJD surveillance data to TESSy is CJD.1. 

Common variables  

Case identifier  

FIELD NAME  RecordId  

FIELD TYPE  Text  

DESCRIPTION  Unique identifier for each record within and across the national surveillance 

system – MS selected and generated. 

CODES  Text  

Note: The case identifier should always be provided by the country. It should be anonymous and 
unique within and across the surveillance system in the country and in the time. This identifier does 

not allow the identification of the patient. It will be used by the national correspondent and the 

national data manager at ECDC for checking, updating and validating the data.  

Type of record  

FIELD NAME RecordType  

FIELD TYPE  Coded value  

DESCRIPTION  Structure and format of the data (case based reporting or aggregate reporting) 

CODES  CJD    

Version of record type  

FIELD NAME  RecordTypeVersion  

FIELD TYPE Numeric  

DESCRIPTION This element indicates the version of the Record type used in the reported 

batch 

Note: If no RecordTypeVersion is provided in the batch, it is set automatically with current version of 

the Record type. RecordTypeVersion is required when no metadata set is provided at upload or when 
a RecordTypeVersion, other than the current one, needs to be used. 

Subject of record type  

FIELD NAME  Subject  

FIELD TYPE Coded value  

DESCRIPTION  The subject of the record is the disease to report 

CODES  VCJD = Transmissible spongiform encephalopathies variant (CJD)  

Source of data  

FIELD NAME  DataSource  

FIELD TYPE  Coded value  

DESCRIPTION  The surveillance system from where the data originates  

CODES  List of data sources 
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Reporting country  

FIELD NAME  ReportingCountry  

FIELD TYPE  Coded value  

DESCRIPTION Identifies the country that reports the case  

CODES  Country, ISO 3166-1 alpha-2, (two-letter code)  

 

Date used for statistics  

FIELD NAME  DateUsedForStatistics  

FIELD TYPE Incomplete date 

DESCRIPTION  The reference date used for standard reports that is compared to the reporting 
period. Date used by the national institute in national reports and other 

statistics 

CODES Date (YYYY-MM-DD or YYYY-Qq or YYYY-Www or YYYY-MM or YYYY)  

Note: This is a compulsory variable. Unknown is not allowed. The date used for statistics can be any 

date that the reporting country finds applicable, e.g. date of notification, date of diagnosis or any 
other date. 

Status of record  

FIELD NAME  Status  

FIELD TYPE  Coded value  

DESCRIPTION  The status of the record, indicates whether it is new, updated or inactive 

CODES NEW/UPDATE, DELETE  

Note: If set to „NEW/UPDATE‟ or left empty, the record is newly entered into the database. If a 
record with the same RecordId is found, then the record will be replaced with the new information. If 

Status set to DELETE‟, the record with the given RecordId will be marked as inactive. 

Epidemiological and clinical variables 

Age  

FIELD NAME  Age  

FIELD TYPE  Numeric  

DESCRIPTION  Age of patient in years as reported in the national system  

CODES 0 – 120  

 UNK= Unknown  

Note: Age at diagnosis or age at date of notification or DateUsedForStatistics.  

Age in months 

FIELD NAME  AgeMonth 

FIELD TYPE  Numeric  

DESCRIPTION  Age of patient in month as reported in the national system for cases less than 

2 years of age at time of disease onset 

CODES 0-23  

 UNK= Unknown  

Note: Age in month should be reported if age is less than two years old. Age in month must be 
between 0 and 11, if age is 0 and between 12 and 23, if age is 1. 

Gender  

FIELD NAME Gender  

FIELD TYPE Coded value  
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DESCRIPTION Gender of the reported case  

CODES M - Male  

 F - Female  

 O - Other  

 UNK– Unknown  

Note: Transsexual should be coded as O – Other.  

Classification of case  

FIELD NAME Classification  

FIELD TYPE Coded value  

DESCRIPTION Case classification according to the applied EU case definition 

CODES  CONF – Confirmed case  

 PROB – Probable case  

 POSS – Possible case 

 UNK-Unknown 

Date of death 

FIELD NAME DateOfDeath  

FIELD TYPE Incomplete date 

DESCRIPTION Month and year of death 

CODES  Date (MM-YYYY or YYYY-MM), UNK 

Date of diagnosis 

FIELD NAME DateOfDiagnosis  

FIELD TYPE Incomplete date 

DESCRIPTION First date of clinical or laboratory diagnosis. In case the Date of Onset is 

missing this timestamp is used. 

CODES  Date (YYYY-MM-DD or YYYY-Qq or YYYY-Www or YYYY-MM or YYYY), UNK 

Date of notification 

FIELD NAME DateOfNotification 

FIELD TYPE Incomplete date 

DESCRIPTION Date when the case report is first reported or notified to public health 

authorities. 

CODES  Date (YYYY-MM-DD or YYYY-Qq or YYYY-Www or YYYY-MM or YYYY), UNK 

Date of onset 

FIELD NAME DateOfOnset  

FIELD TYPE Coded value  

DESCRIPTION Date of onset of disease. Not applicable in asymptomatic cases. If not 
applicable, please use 'Unk'. 

CODES Date (YYYY-MM-DD or YYYY-Qq or YYYY-Www or YYYY-MM or YYYY), UNK 

Date of referral 

FIELD NAME DateOfReferral  

FIELD TYPE Incomplete date 

DESCRIPTION Month and year of referral to the CJD surveillance centre. 

CODES  Date (YYYY-MM-DD or YYYY-Qq or YYYY-Www or YYYY-MM or YYYY), UNK 
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Alternative diagnosis  

FIELD NAME AlternativeDiagnosis  

FIELD TYPE Coded value 

DESCRIPTION Alternative diagnosis available based on routine investigations 

CODES  N = No 

 UNK = Unknown 

 Y = Yes 

Ataxia  

FIELD NAME Ataxia  

FIELD TYPE Coded value 

DESCRIPTION Ataxia 

CODES  N = No 

 UNK = Unknown 

 Y = Yes 

Dementia 

FIELD NAME Dementia 

FIELD TYPE Coded value 

DESCRIPTION Dementia 

CODES  N = No 

 UNK = Unknown 

 Y = Yes 

Duration of illness 

FIELD NAME DurationOfIllness 

FIELD TYPE Numeric 

DESCRIPTION Duration of illness in months  

CODES  >0 

Early psychiatric symptom 

FIELD NAME EarlyPsychSymptom 

FIELD TYPE Coded value 

DESCRIPTION Early psychiatric symptoms (e.g. depression, anxiety, apathy, withdrawal, 
delusions) 

CODES  N = No 

 UNK = Unknown 

 Y = Yes 

Myoclonus Chorea Dystonia 

FIELD NAME MyoclonusChoreaDystonia 

FIELD TYPE Coded value 

DESCRIPTION Myoclonus or chorea or dystonia 

CODES  N = No 

 UNK = Unknown 

 Y = Yes 

Neuropsychiatric Disorder 

FIELD NAME NeuroPsychDisorder 
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FIELD TYPE Coded value 

DESCRIPTION Any person with a progressive neuropsychiatric disorder with a duration of 
illness of at least 6 months 

CODES  N = No 

 UNK = Unknown 

 Y = Yes 

Outcome 

FIELD NAME Outcome 

FIELD TYPE Coded value 

DESCRIPTION Information on whether the case is alive or deceased. The death should be due 
to the reported disease. If not filled in, will be set as unknown 'UNK' 

CODES  A = Alive 

 D = Died 

 UNK = Unknown 

Place of residence  

FIELD NAME PlaceOfResidence  

FIELD TYPE  Coded value  

DESCRIPTION  Place of residence of patient  

CODES Select the most detailed NUTS level possible 

Place of notification  

FIELD NAME  PlaceOfNotification  

FIELD TYPE Coded value  

DESCRIPTION Place of the first notification of patient 

CODES  Select the most detailed NUTS level possible  

PRNP Gene analysed  

FIELD NAME  PRNPGeneAnalysed 

FIELD TYPE  Coded value  

DESCRIPTION Prion protein gene analysis performed 

CODES Y = Yes  

 N = No  

 PEND = Pending 

 UNK = Unknown 

Sensory symptoms  

FIELD NAME  SensorySymptoms 

FIELD TYPE  Coded value  

DESCRIPTION Persistent painful sensory symptoms, including both frank pain and/or 

dysaesthesia 

CODES Y = Yes  

 N = No  

 UNK = Unknown 

Laboratory variables 

Result brain pathology 

FIELD NAME ResultBrainPathology 
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FIELD TYPE Coded value 

DESCRIPTION Brain histopathological result 

CODES EQU = Neuropathological finding is suggestive but not fully positive, e.g. 

equivocal NEG = Neuropathological finding is negative NP = Not performed 

POS = Neuropathological finding is positive: florid plaques UNK = Unknown 

Result of brain PRP type 

FIELD NAME ResultBrainPRPType 

FIELD TYPE Coded value 

DESCRIPTION Brain prion protein type (result of Western Blot analysis 

CODES NEG = Negative NP = Not performed O = Other TYP = Typical for vCJD UNK = 
Unknown 

Result CSF 

FIELD NAME ResultCSF14_3_3 

FIELD TYPE Coded value 

DESCRIPTION Detection of 14-3-3 protein in cerebrospinal fluid 

CODES NEG = Negative NP = Not performed POS = Positive UNK = Unknown WEAK = 

Technically not interpretable 

Result EEG 

FIELD NAME ResultEEG 

FIELD TYPE Coded value 

DESCRIPTION Interpretation of electroencephalography image 

CODES ATYP = Atypical: EEG does not show typical appearance of sporadic CJD NORM 
= Normal NP = Not performed TYP = Typical: EEG shows typical appearance 

of sporadic CJD UNK = Unknown 

Result MRI 

FIELD NAME ResultMRI 

FIELD TYPE Coded value 

DESCRIPTION Magnetic resonance imaging result 

CODES EQU = Equivocal NEG = Negative NI = Technically not interpretable NP = Not 

performed POS = Positive: bilateral pulvinar high signal UNK = Unknown 

Result MRI scan reviewed 

FIELD NAME  ResultMRIScanReviewed 

FIELD TYPE  Coded value  

DESCRIPTION Magnetic resonance imaging reviewed 

CODES Y = Yes  

 N = No  

 UNK = Unknown 

Result of PRNP 129 

FIELD NAME ResultPRNP129 

FIELD TYPE Coded value 

DESCRIPTION Prion protein polymorphism at codon 129 

CODES METMET = Methionine-methionine homozygous mutation METVAL = 
Methionine-valine heterozygous mutation PEND = Pending UNK = Unknown 

VALVAL = Valine-valine homozygous mutation 
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Tonsil biopsy result 

FIELD NAME ResultTonsilBiopsy 

FIELD TYPE Coded value 

DESCRIPTION Tonsil biopsy result 

CODES EQUI = Equivocal NEG = Tonsil biopsy is negative NI = Technically not 
interpretable NP = Not performed POS = Tonsil biopsy is positive UNK = 

Unknown 

Transmission variables 

Blood donor  

FIELD NAME BloodDonor  

FIELD TYPE Coded value 

DESCRIPTION Blood donation in medical history 

CODES  N = No 

 UNK = Unknown 

 Y = Yes 

Blood transfusion recipient 

FIELD NAME BloodTransfusionRecipient 

FIELD TYPE Coded value 

DESCRIPTION Blood transfusion in medical history 

CODES  N = No 

 UNK = Unknown 

 Y = Yes 

Epidemiological link 

FIELD NAME EpiLink 

FIELD TYPE Coded value 

DESCRIPTION Epidemiological link to a confirmed case 

CODES  BLOODTRANSFU = Blood transfusion FAMILY = Multiple cases in a family N = 

No epidemiological link OTHER = Other epidemiological link UNK = Unknown 

Family history of vCJD 

FIELD NAME FamilyHistoryOfvCJD 

FIELD TYPE Coded value 

DESCRIPTION History of a confirmed vCJD case in a family 

CODES  N = No 

 UNK = Unknown 

 Y = Yes 

Genetic evidence 

FIELD NAME GeneticEvidence 

FIELD TYPE Coded value 

DESCRIPTION Evidence of a genetic form of transmissible spongiform 

CODES  N = No 

 UNK = Unknown 

 Y = Yes 
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Human products history 

FIELD NAME HumanProductsHistory 

FIELD TYPE Coded value 

DESCRIPTION History of exposure to human pituitary hormones or human dura mater graft 

CODES  N = No 

 UNK = Unknown 

 Y = Yes 

Plasma product recipient  

FIELD NAME  PlasmaProductRecipient 

FIELD TYPE  Coded value  

DESCRIPTION Previous treatment with human plasma products 

CODES Y = Yes  

 N = No  

 UNK = Unknown 

Residence country abroad  

FIELD NAME  ResidenceCountryAbroad 

FIELD TYPE  Coded value  

DESCRIPTION Cumulative residence in > 6 months outside the country of residence at the 

time of diagnosis during the period 1980 - 2000 

CODES Country, ISO 3166-1 alpha-2, (two-letter code) 

Residential history abroad  

FIELD NAME  ResidentialHistoryAbroad 

FIELD TYPE  Coded value  

DESCRIPTION Residence history in country/countries outside country of birth 

CODES Y = Yes  

 N = No  

 UNK = Unknown 

vCJD metadata change history 

Metadata changes prior to 2014 can be found on the TESSy documents website. 

Table 1: Summary of vCJD metadata changes 

Year Description 

2016 No changes to the vCJD metadata in 2016. 

2015 No changes to the vCJD metadata in 2015. 

2014  Update NUTS codes according to the NUTS Codes 2010 classification from EUROSTAT (all subjects). 
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Annex 2 vCJD-specific material  

Contact information: Howard Needham, Therese Westrell. 

Email: fwd@ecdc.europa.eu 

Case-based surveillance  

The vCJD epidemic is currently in its waning tail, as a result of effective control measures put in place 

in the early 2000. As a consequence of the very long incubation period, rare cases of vCJD are still 

diagnosed with decreasing frequency (2-1 cases annually in the past 2-3 years). The large majority of 
European cases (178/226) have been reported by one single country, UK, followed by France 

(27/226).  

The long incubation periods in human prion disease (estimated over 10 years for vCJD), evidence of 

secondary transmission of variant CJD through blood transfusion, gradual release of control measures 

and recent concerns about prevalence of latent infection, account for continuous surveillance at 
EU/EEA level.  

Reporting to TESSy was established in 2012 and complete reporting of all historical cases was 
completed in 2013. Previously, cases were reported to the national authorities and an international 

reporting registry was kept by the EuroCJD network. 

In consideration of the small number of cases reported annually, the high risk for unprecedented 

political crisis, an EU level preparedness for rapid response through case-based surveillance for vCJD 

at EU/EEA level is justified. 

MSs are therefore invited to report into TESSy any probable or confirmed case of vCJD, classified 

according to the latest EU case definition. 

 

mailto:xxx.xxxx@xxxx.xxxxxx.xx

