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GOAL OF THE STUDY

Mapping the available guidance for improving the transparency

of studies that make secondary use of health data

1. What is the secondary use of health data?

2. What is transparency?

3. What is guidance?
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What is the secondary use of health data?
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What is transparency?
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Three pillars:

▪ Registration

▪ Reporting (Methods + Results)

▪ Sharing (Data + Code)
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What is guidance?

Types of documents:

▪ 114 peer-reviewed papers

▪ 23 Institutional documents

Types of guidance:

▪ Calls

▪ Justifications

▪ Recommendations

Analysis of guidance:

▪ Quantitative

▪ Qualitative



Quantitative results
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Peer-reviewed literature (n = 114)

Calls Justifications Recommendations

Total recommendations:

▪ 97 for registration 

▪ 71 for methods reporting

▪ 14 for results reporting

▪ 2 for data sharing

▪ 4 for code sharing



Quantitative results

19.06.2024 Improving transparency in Studies that Re-use Health Data7

3

1 1 1 1

0
1

0 0 0

5 5

2

1 1

0

1

2

3

4

5

6

7

8

9

10

Registration Methods
reporting

Results reporting Data sharing Code sharing

Institutional documents (n = 23)

Calls Justifications Recommendations

Total recommendations:

▪ 50 for registration 

▪ 15 for methods reporting

▪ 2 for results reporting

▪ 1 for data sharing

▪ 1 for code sharing



Qualitative results
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▪ Justifications typically mimic justifications for 
more transparency in clinical trials

▪ “there may be elevated concerns about financial 
and other incentives contributing to reporting of 
cherry-picked results when making secondary 
use of existing data” (Patorno et al., 2019)

HARmonized Protocol Template to Enhance Reproducibility

▪ Recommendations are mainly found in more formal 
reporting guidelines and registration templates



Qualitative results
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Other types of recommendations:

▪ Meta-recommendations (about the structure surrounding registration/reporting/sharing)

▪ E.g. facilitating registration embargoes to prevent scooping (Zarin et al. 2020)

▪ Cautionary statements (about risks of misuse or challenges to implementation)

▪ E.g. Registration only works if it is enforced
(Dhruva et al. 2020)

What is lacking?

▪ Recommendations about procedures

▪ Recommendations about sharing



Conclusions

▪ Guidance exists in peer-reviewed papers but not so much in institutional documents

▪ Guidance exists for registration and reporting but not for sharing

▪ Guidance could be more procedural

▪ Limitations of improving transparency should be discussed more, both on the individual 
level as well as the structural level
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The road to transparency
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Thank you!

Olmo van den Akker 
ovdakker@gmail.com

@DenOlmo

mailto:ovdakker@gmail.com
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