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Overview

• An online database for more than 200 primary 
immunodeficiencies (PID)

• went online in August 2004

• accessible world-wide via web browsers

• Administration and programming at University 
Hospital Freiburg 

• Funding currently by the PPTA (Plasma Protein 

Therapeutics Assocation), BMBF (German ministry for education 

and research) and EU (EURO_PAD_NET)
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Long-term compilation of 

PID patient data to

improve

enable

Diagnosis, classification, prognosis & therapy

PID prevalence numbers 

combined evaluation of genetic and clinical data

genetic and therapeutic trials within ESID

research across centres
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79 registered centres

NR=National Register

59 centres 

have started 

documentation

Turkey 

(6)

Russia (2)

Iran(1)

Egypt (1)
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Current status of documenting centres
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Total number of registered patients: 10,263



Largest centres*

University College 

London: 511 

patients

CCI Freiburg: 

366 patients

Hôpital Necker Paris: 

1013 patients

*based on the number of registered patients seen at this centre over the past five years

Complejo Universitario 

La Paz Madrid: 580 

patients

Warsaw: 451 patients

Bursa-Görükle: 

686 patients

Bornova-Izmir: 

523 patients

Sapienza University 

Rome: 286 patients

Karolinska Stockolm: 

number of patients unknown, 

no documentation yet

?

Brescia:  

256 patients



Portal to the Database on  www.esid.org

Productive system 

can be accessed 

here

Click HERE to 

USE the 

DEMO-System



Subregistries can be 

accessed via search 

tree

Live-statistics and 

Centre-Administration

Reports via a separate 

query-tool

Access to the productive system  www.esid.org



Core Dataset

Extended disease specific dataset

Center specific modules

Additional features

Common Core dataset, layout depends on login/role



Lab values



Additional features: Patient Report



Additional features: Patient List



Additional features: Mutation Browser



Patient’s percentile 

curve is drawn from 

values entered

Additional features: Percentile curves



Additional features: SF36 Health Questionnaire



 General numbers 

for all registered 

patients

Predefined Queries (Live statistics, database users)



Individual numbers for every centre

Predefined Queries (Live statistics , database users)



Statistics also available on www.esid.org

Click to see 

current figures



Statistics (Example, public)



Statistics (Example, public)



• Documentation

(‚man-power‘, quality of data, frequency of 

documentation)

• Data Protection (legal / technical issues)

Different legislation, even within one 

country, e.g. Germany‘s federal states

• Ethics

Ethics approval required for every centre

Issues



• Publication awards to encourage the use of the 

system for studies (with data derived from the ESID-

database) and publication of the results (5 awards 

with a total sum of 15.000 € per year)

• Dedicated documenters drastically increase 

the documentation rate (e.g. CEREDIH, France 

since 2006, Netherlands since summer 2009, 

starting in  Germany in November 2009)

Approach 

Documentation



• Assessments from the Freiburg ethics 
committee and the officials of the german 
federal states (e.g. Bavaria, Baden-
Württemberg) can be used as a template to 
facilitate the process in other countries / states 
(but still much work! often causing significant 
delay in starting documentation)

• Every patient (or legal tutor) has to sign an 
‚informed consent‘ before documentation starts 
(translations of information and forms available 
on ESID website)

Approach
Data protection/Ethics: legal issues



• Servers are hosted within the ‚secure server net‘ 
of the University Hospital‘s computing centre, 
Freiburg

• Access to the system is password protected 
(with login-lock after 4 unsuccsessful login-
attempts) 

• Communication with database is encrypted 
(https)

• User/role concept allows access to own‘s centre 
data only

Approach
Data protection: Technical issues
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Thank you for your attention!

Contact: 

Gerhard Kindle: gerhard.kindle (AT) uniklinik-freiburg.de

General enquiries: registry (AT) esid.org


