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Infectious Diseases Data Observatory



Infectious Diseases Data Observatory (IDDO)

• The Infectious Diseases Data Observatory (IDDO) is a scientifically independent, multi-disciplinary 

coalition of the global infectious disease and emerging infections communities. It provides the 

methods, governance and infrastructure to translate data into evidence that improves outcomes 

for patients worldwide.

• Promotes reuse of individual participant data (IPD): existing data is translated into new research 

questions

• Curates submitted data in-house, produces freely available harmonised datasets

Scan Me
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Diverse contributed data Standardisation of data to CDISC

Integration of diverse data in repositoryData inventory, ready to share and re-use

Infectious Diseases Data Observatory (IDDO)
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Infectious Diseases Data Observatory (IDDO)

Proportion of data 
access including 

researchers from 

LMIC settings
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Antimicrobial resistance (AMR)

And why is it important?
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O'Neill J Tackling drug-resistant infections globally: final report and recommendations. Review on Antimicrobial Resistance, London,2016
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WHO Global Action Plan, 2015

Objective 1: Improve awareness and understanding of 
antimicrobial resistance through effective 
communication, education and training

Objective 2: Strengthen the knowledge and evidence 
base through surveillance and research

Objective 3: Reduce the incidence of infection through 
effective sanitation, hygiene and infection prevention 
measures 

Objective 4: Optimize the use of antimicrobial 
medicines in human and animal health

Objective 5: Develop the economic case for 
sustainable investment that takes account of the needs 
of all countries, and increase investment in new 
medicines, diagnostic tools, vaccines and other 
interventions
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WHO Global Action Plan - national responses
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Patel, J., Harant, A., Fernandes, G., Mwamelo, A.J., Hein, W., Dekker, D. and Sridhar, D. (2023). Measuring the global response to 
antimicrobial resistance, 2020–21: a systematic governance analysis of 114 countries. The Lancet Infectious Diseases, [online] 0(0). 

doi:https://doi.org/10.1016/S1473-3099(22)00796-4.



WHO Global Action Plan - national responses

242024 Europe CDISC+TMF Interchange | #ClearDataClearImpact

Patel, J., Harant, A., Fernandes, G., Mwamelo, A.J., Hein, W., Dekker, D. and Sridhar, D. (2023). Measuring the global response to 
antimicrobial resistance, 2020–21: a systematic governance analysis of 114 countries. The Lancet Infectious Diseases, [online] 0(0). 

doi:https://doi.org/10.1016/S1473-3099(22)00796-4.



IDDO strategy and approach to AMR



IDDO AMR strategy
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https://www.jpiamr.eu/resources/amr-knowledge-hub/amr-data-platforms/
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Global burden of bacterial antimicrobial resistance in 2019: a systematic analysis

GRAM study, Global burden of bacterial antimicrobial resistance in 2019: a systematic analysis, Lancet 2019
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Need for a large, harmonized clinical AMR data repository



Types of AMR data

• Demographics

• Microbiological samples (e.g., cultures)

• Susceptibility testing

• Clinical symptoms, diagnoses

• Outcomes – mortality

• Outcomes – discharge

• Aggregated data
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Demographics (DM)

Microbiology (MB)

Microbiology Susceptibility (MS)

Clinical and Adverse Events (SA)

Health Encounters (HO)

Death Details (DD)

Site Information (SI)
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Demographics (DM)

Microbiology (MB)

Microbiology Susceptibility (MS)

Clinical and Adverse Events (SA)

Health Encounters (HO)

Death Details (DD)

Site Information (SI)



MB domain

Types of infection:

1. Community-acquired (CAI)

2. Hospital acquired (HAI)
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STUDYID DOMAIN USUBJID MBSEQ MBTESTCD MBTEST MBTSTDTL MBORRES MBSTRESC MBDTC

AMR1 MB AMR1_AUT_63 1 MCORGIDN Microbial Organism Identif ication IDENTIFICATION Escherichia coli ESCHERICHIA COLI 2009-03-25

AMR1 MB AMR1_FRA_56 1 MCORGIDN Microbial Organism Identif ication IDENTIFICATION
Pseudomonas 

aeruginosa

PSEUDOMONAS 

AERUGINOSA
2017-04-03

Often multi-drug resistant (MDR) infections

?



MB domain
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STUDYID DOMAIN USUBJID MBSEQ MBTESTCD MBTEST MBTSTDTL MBORRES MBSTRESC MBDTC

AMR1 MB AMR1_AUT_63 1 MCORGIDN Microbial Organism Identif ication IDENTIFICATION Escherichia coli ESCHERICHIA COLI 2009-03-25

AMR1 MB AMR1_FRA_56 1 MCORGIDN Microbial Organism Identif ication IDENTIFICATION
Pseudomonas 

aeruginosa

PSEUDOMONAS 

AERUGINOSA
2017-04-03

STUDYID DOMAIN USUBJID MBSEQ MBTESTCD MBTEST MBTSTDTL MBORRES MBSTRESC MBINFCAT MBDTC

AMR1 MB AMR1_AUT_63 1 MCORGIDN
Microbial Organism 

Identif ication
IDENTIFICATION Escherichia coli ESCHERICHIA COLI HAI 2009-03-25

AMR1 MB AMR1_FRA_56 1 MCORGIDN
Microbial Organism 

Identif ication
IDENTIFICATION

Pseudomonas 

aeruginosa
PSEUDOMONAS AERUGINOSA HAI 2017-04-03

?



SI domain

• Why add a new domain?
• Aggregated surveillance reports

• Healthcare facility specifications need to be considered
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https://wiki.cdisc.org/display/SDD/SI+Specificati on



SI domain - example
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DOMAIN SITEID SISEQ SIGRPID SIPARMCD SIPARM SIVAL SIVALU SISTDTC SIENDTC

SI AUT 1 HOTYP Healthcare Facility Type Community 2017 2017

SI AUT 2 AMOXICILLIN AGTRTUSG
Aggregated Treatment 
Usage

1655937.99 DDD 2017 2017

SI AUT 3 AMOXICILLIN AGTRTUSG
Aggregated Treatment 
Usage

169220 Packages 2017 2017

SI AUT 4 AMOXICILLIN ABTRT Antibiotic Treatment AMOXICILLIN 2017 2017

SI AUT 5 AMOXICILLIN TRTROUTE Treatment route Oral 2017 2017

Created based on the data 

needs



Why submit data for reuse?

• Advantages of data reuse via IDDO:
• Sustainability; 

• Secondary data analysis;

• Equitable and fair access to data;

• Identifying gaps;

• Inclusion of the populations underrepresented in research;

• Facilitates further large-scale analysis;
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Moving forward



Plans and moving forward

• Building data availability dashboards​

• Providing data summaries​

• Pooling data together for further analysis​

• Developing SI domain parameters dictionary​

• Developing analysis datasets​
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Please visit IDDO poster,

presented by Rhys Peploe,

IDDO statistician​



Thank You!
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