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Outline
- or what is he talking about?

» What is ECDC and what is TESSy?

« Why is European data not comparable?
« How does the TESSy principles help?

* What should I remember in 10 minutes?
» Questions and discussion




What is ECDC? ‘@6

"An independent agency, named

the European Centre for Disease Prevention and Control"
(Regulation 851/2004)

A European Union Agency which:

« Is a member of the European Union (EU) family
» Covers EU 27, EEA/EFTA countries
« Is financed by budget from the EU




What is ECDC? - Surveillance Unit

“To strengthen European surveillance in order to reinforce
detection, prevention and control of infectious diseases

in Europe.”
Mission statement

« Support strengthening of national surveillance systems

« Develop integrated data collection systems covering all MS
and all notifiable communicable diseases

- Establish EU-wide standard case reporting

« Monitor trends of diseases across Europe to provide a
rationale for public health actions in MS

« Disseminate the results to stakeholders for timely public
health actions at EU and MS level

« Coordinate the integrated operations of the Dedicated
Surveillance Networks
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What is ECDC? - Surveillance Unit
- Starting point

 List of 47 notifiable diseases + AMR+ nosocomial
infections

17 dedicated surveillance networks (DSNs):
« Cover 20 diseases (+ 3 not on the list)

« 27 Member States + 3 EEA/EFTA with their own
surveillance systems

« Mandatory, voluntary

 Population based, sentinel

« Data from laboratories, physicians, hospitals

« (Case-based, aggregated

« Sometimes more than one system per disease per country
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Dedlcated Survelllance Networks
funded through Public Health programmes
with a wide variety of data flows and databases




What is ECDC? - Surveillance Unit

- Before ECDC
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Impact for member states
e Huge workload

e Different interfaces for
data upload

¢ Different database
formats

Impact for DSN hubs

e Data cleaning effort
for all member
states

e Feedback for all
member states



What is ECDC? - Surveillance Unit @&Sc

- TESSy — The European Surveillance System €COC

3 TESSy

The European
urveillance System
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Why is European data not comparable?

 Social and demographic contexts
« Minorities access to health care? ‘
« How is health care funded?

- Differences in surveillance systems i
« Which case definition is used?
« Active or passive surveillance?
 Voluntary or compulsory reporting?
« National or regional coverage?
« Reported by laboratories, physicians and/or hospitals?
« Which reference date is used?
« Under-reporting
- Etc...




TESSy principles @&Sc

1. Data ownership — Automatic data validation and cleaning
2. Common transport protocol to report data

3. European statistics vs. national statistics

4. Data should be reported as detailed as possible

5. Data should be traceable to the source




TESSYy principles

- Data ownership — Automatic data validation and cleaning

Phase: 1 Upload and validation Phase: 2 Approval and publication
Upload or Display for
manual Validate play Approve Publish
approval
data entry

User: Provider TESSy TESSy User: Approver TESSy

 Data reported will automatically be validated to ensure quality
« All data cleaning is approved or rejected by the provider
» After approval, no data is modified!




TESSy principles

- Data ownership — Automatic data validation and cleaning  £COC

An error is a severe validation failure, which will cause the batch to be
automatically rejected.

Awarning is a minor validation issue. The user who approves the batch decides
whether to keep or change the issue. A warning can often set one or more Fields to
unknown as data cleaning.

Aremark is used in the validation process to indicate an unlikely value or an
unlikely combination of values. Example: A five year old boy notified as
homosexual.




TESSy principles

- Data ownership — Automatic data validation and cleaning

« Validation of the readability of the batch

>

ERROR

« Validation of the data contents of the batch
 DataSource must be known by the system

» DateUsedForStatistics must lie within the Reporting Period indicated

>

ERROR, WARNING or REMARK

« Examples of different types of checks:

« Data Type E.g. Age = ‘sixteen’ => ‘sixteen’ is not an integer

» Required field E.g. Subject =" => Subject is a mandatory field
* Repeating E.g. Gender ='F and ‘M’

* Range E.g. Age = 342 => Age out of range

» Coded Value E.g. Gender = ‘TRANS' => "TRANS' is not a valid value

€
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EUROPEAN CENTRE FOR
DISEASE PREVENTION
AND CONTROL

=> (Gender can only be provided once

 Cross-field E.g. DateOfOnset after DateOfNotification => Not a logical sequence of dates.



TESSy principles &
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1. Data ownership — Automatic data validation and cleaning
2. Common transport protocol to report data

3. European statistics vs. national statistics

4. Data should be reported as detailed as possible

5. Data should be traceable to the source




TESSYy principles

- Common transport protocol to report data

. TESSy CSV

« Can be reported via the web interface
« Example:

RecordlD,RecordType,RecordTypeVersion,Subject,Status,DataSource,ReportingCountry, ...
Record 1,HEPA,1,HEPA,NEW/UPDATE,SE-SmiNet,SE,2006-01-01,46,CONF,Y,UNK,UNK,2006-01-01,M, . ..
Record 2,HEPA,1,HEPA,NEW/UPDATE,SE-SmiNet,SE,2006-01-01,38,CONF,Y,UNK,UNK,2006-01-01,M, . ..
Record 3,HEPA,1,HEPA,NEW/UPDATE,SE-SmiNet,SE,2006-01-01,56,UNK,Y ,UNK,UNK,2006-01-01,M, ...

EUROPEAN CENTRE FOR
DISEASE PREVENTION
AND CONTROL

. TESSy XML

« Can be reported via the web interface or the web service
« Example:

<recordGroup>
<recordType>HIV</recordType>
<subject>HlV</subject>
<action>UPDATE</action>
<dataSource>FI-NIDR</dataSource>
<records>
<record>

<recordld>2364</recordld>
<reportingCountry>FI</reportingCountry>




TESSYy principles

- Common transport protocol to report data eC(SC

EUROPEAN CENTRE FOR
DISEASE PREVENTION
AND CONTROL

« Manual data entry

: TESSY Upload : Revie ¢ Download : z Bulletin i My TESSy

i home | data i Reports i management ¢ profile i Help
‘ou are here: ECDC Extranet = TESSy home = Uplaad data = Enter data
Upload data

| i= 4: DATA ON PATIENT FROM WHICH YIRUS HAS BEEN ISOLATED
1: General
Age:

21 Virus isolate specific data g L7 ||
30 Antiviral sensitivity ™ 15 Unkrown

4: Data on patient from which
virus has been isolated

5: Exposure to fiu antivirals Ags in months (if less than two gy |
&: Validation Results years old):

Age of patient as reported in the national system

7 15 Unkrnown T rot 2pplicable
Age of patient in months if less than 2 years of age
Gender: @ O MNat known
 Male
" Femnale
C Other (2.q., transsexual)

Gender ofthe infected person
Date of onset: 7] |Date jl _ -

15 Unknown
Date of onset of disease. Mot applicable in asymptomatic cases. Ifnot applicable, please use 'Unk!’

Waccinated for current flu @ Nt vaccinated
SEaAsan; )
o Fully vaccinated

 Urknown

Yaccinated with vaccine for current season. Fully vaccinated is only applicable foryaung children.
Majaority of the patients only need one vaccinationfseasan.

Probable country of infection: & |Andome, 3
United Arab Emirates
Afghanistan
Antigua and Barbuda
Anguilla
Albania

Arrmania




TESSy principles &
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1. Data ownership — Automatic data validation and cleaning
2. Common transport protocol to report data

3. European statistics vs. national statistics

4. Data should be reported as detailed as possible

5. Data should be traceable to the source




TESSYy principles

- European statistics vs. national statistics

Principle: European data should match the national statistics
Problem: Which date should we use?
« Date of notification

Date of onset

Date of diagnosis

Date of receival laboratory
Sample date

Etc...

Date of infection
Date of onset

Date of diagnosis

Date of notification

L 2

Nov 2007 Dec 2007 Jan 2008 Feb 2008 Time=




TESSy principles

- European statistics vs. national statistics

Solution: Date used for statistics

« Each member state choose the date most applicable
« Two records can have use different dates

« Use any date, not just the ones mentioned

U The provider decide where in time each case counts
U European and national data matches

Member state 1 and 2
Gate of infe@
—

Date of onset

Date of notification

Date of diagnosis Member state 3

L 2

Nov 2007 Dec 2007 Jan 2008




TESSy principles &
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1. Data ownership — Automatic data validation and cleaning
2. Common transport protocol to report data

3. European statistics vs. national statistics

4. Data should be reported as detailed as possible

5. Data should be traceable to the source




TESSYy principles

- Data should be reported as detailed as possible

Case based reporting vs. Aggregated reporting

TESSy
Case based — — Reports
file \\ N N T
QgPB [||]|:> Combined |
Aggregated // A)Q\ data 4
file —— ~ 5
Data for reporting




TESSy principles &
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1. Data ownership — Automatic data validation and cleaning
2. Common transport protocol to report data

3. European statistics vs. national statistics

4. Data should be reported as detailed as possible

5. Data should be traceable to the source




TESSYy principles

- Data should be traceable to the source

Data source = Surveillance system
« TESSy can handle multiple sets of data from different data sources

National notification system

Data set Annotations
_____ Hepatitis A
HepatitisAcase | -~~~ Hepatitis B
Hepatitis Acase ..
e Laboratory sentinel system

+ Hepatitis A

cord(D RecordType RecordTypeMerzion  Subject DataSource atus FeportingCountry  DatelUsedForStatistics Classification  Gender Age DrateCrfMatifics
pA, 1001a43  HEPA 1 HEF &, SE-Smiket EVAIPDATE =SE 2008-01-21 LIk F 1] 2008-01-21
PA, 1001547 HEPA 1 HEF &, SE-LakiMet EViIIPDATE =E 2008-01-21 LIk F 35 2008-01-21

—




TESSy principles &

- Data should be traceable to the source eC(;C

DISEASE PREVENTION

SE-SmiNet

- EU case definitions

* Passive surveillance

» Compulsory reporting

* National coverage

* Reported by laboratories and physicians
* Etc...

SE-LabNet

+ EU case definitions
Passive surveillance
Voluntary reporting
Regional coverage
Reported by laboratories
Etc...

cord(D RecordType RecordTypeMerzion  Subject DataSource atus FeportingCountry  DatelUsedForStatistics Classification  Gender Age DrateCrfMatifics
pA, 1001a43  HEPA 1 HEF &, SE-Smiket MEWILPDATE =SE 2008-01-21 LIk F 1] 2008-01-21
PA, 1001547 HEPA 1 HEF &, SE-LakiMet MEWILPDATE =E 2008-01-21 LIk F 35 2008-01-21




Summary and conclusion &
- Take home message €COC
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Summary and conclusion
- Take home message

 International surveillance data is not comparable by nature
« Which countries are apples and which are pears?

 Five TESSYy principles
« The user approves all data validation and data cleaning
* No modifications to data after approval
« The European numbers must match the national numbers




THANK YOU!

QUESTIONS?

Per Rolfhamre

Tel: +46 8 586 01 422

Mobile: +46 76 125 15 61

Email: per.rolfhamre@ecdc.europa.eu
Web: http://www.ecdc.europa.eu
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