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Level of parameters (in total 350)

Retrospective and prospective data collection

*** = mandatory = no 

inclusion of subject 

without these data

** = essential = 

follow-up data should 

contain this; used for 

quality control / 

benchmarking

* = recommended = 

should be collected if 

possible

E = extended = 

additional deep 

phenotyping 

information, additional 

modules to be set up 

RHC!

Currently:

Imaging Module (Echo, MRI)

Genomic Module
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Electronic data transfer

• „Minimally invasive and easy going“ 

• no changes required for existing databases

• no duplicate data entry

• One time mapping of local parameters to

GoDeep data set

• „One-click“ anonymized transfer software

provided by GoDeep team

• Quarterly transfers for up-to-date data

local PH

database

…

data

export

Any PH center GoDeep meta-registry

• Parameter translation

• Data anonymization

• Encrypted transfer

tools provided

by GoDeep

„one-click“

transfer

exported

patient data

Automatic processing • New transfer replaces

previous submission

GoDeep data center at 

University Giessen
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PVRI GoDeep contributing centers 1/2025 (42)

28 PH centers having entered data into GoDeep

30 centers in negotiation
14 centers within the process of data transfer

> 35,000 enrollees
> 8 million data points
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PH Patients by PH Group

or multiple groups
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mPAP distribution at diagnosis
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WHO FC distribution at diagnosis
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6MW distance distribution at diagnosis
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Categories of evaluation

1. “Classical “ PAH (group 1) focus

 Example: Risk Scores

2. Specific PAH subgroups

 Example: “Mild PAH”

 Example: PoPH

3. Non-PAH PH

 Example: PH-COPD

 Example: PH-ILD

4. The global PH view

 Example: Impact of Sex and Race

5. In-silico Trials 
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Comparison of Risk Scores in P(A)H

  Reveal 2.0 Reveal  

Lite 2 

ESC/ERS 

2022 

COMPERA 

3-strata 

COMPERA  

4-strata 

PH overall 
∆AIC 558 491 0 182 417 
C-Index 0.65* 0.66* 0.57 0.58* 0.63* 

       
Group 1 

∆AIC 294 261 0 64 191 
C-Index 0.68* 0.68* 0.58 0.59 0.65* 

       
Group 2 

∆AIC 39 37 0 14 32 
C-Index 0.61* 0.61* 0.56 0.57 0.58 

       
Group 3 

∆AIC 90 73 0 17 54 
C-Index 0.63* 0.63* 0.56 0.57 0.60* 

       
Group 4 

∆AIC 60 38 0 16 38 
C-Index 0.66* 0.66* 0.58 0.59 0.63* 

        

Yogeswaran et al., Chest, 2024
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Comparison of

Risk Scores in PH

Yogeswaran et al., Chest, 2024

Reveal 2.0

Reveal lite2

ESC/ERS 2022

COMPERA 3 Strata

COMPERA 4 Strata
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Categories of evaluation

1. “Classical “ PAH (group 1) focus

 Example: Risk Scores

2. Specific PAH subgroups

 Example: “Mild PAH”

 Example: PoPH

3. Non-PAH PH

 Example: PH-COPD

 Example: PH-ILD

4. The global PH view

 Example: Impact of Sex and Race

5. In-silico Trials 
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PAH-targeted therapy in PH-COPD

Tello et al., CHEST 2024
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PAH-targeted therapy in PH-COPD

Tello et al., CHEST 2024
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Categories of evaluation

1. “Classical “ PAH (group 1) focus

 Example: Risk Scores

2. Specific PAH subgroups

 Example: “Mild PAH”

 Example: PoPH

3. Non-PAH PH

 Example: PH-COPD

 Example: PH-ILD

4. The global PH view

 Example: Impact of Sex and Race

5. In-silico Trials 
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Flow Chart

under review



31.03.2025 18

Kaplan Meier Survival Analysis

under review

PH-ILD PH-IIP

PH-IPF
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Categories of evaluation

1. “Classical “ PAH (group 1) focus

 Example: Risk Scores

2. Specific PAH subgroups

 Example: “Mild PAH”

 Example: PoPH

3. Non-PAH PH

 Example: PH-COPD

 Example: PH-ILD

4. The global PH view

 Example: Impact of Sex and Race

5. In-silico Trials 
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Male survival disadvantage in PH: independent of etiology, age, 

PH-treatment and comorbidities, but dependent on race

under review
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Overall 

Survival

under review
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Dependent on Race

under review
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Summary

• Registries provide real life information about phenotypes, disease severity, prognosis, treatments, etc.

• Single center registries are limited by low numbers, referral biases, local/regional prescription habits

• Only few registries provide comprehensive group sizes, some are national, some international with

heavy country biases

• Meta-registries e.g. PVRI GoDeep allow for collection of large sample sizes and global outreach

• Quality assurance and harmonization of data-sets are challenging, however manageable

• PVRI GoDeep oversees approx. 35,000 patients, > 8,000,000 data points, prospective data capturing

• First series of papers have been published, more to come

• Inclusion of additional sites ongoing process; started including imaging and biomaterial-repositories 



Thanks to all contributing centers…

and the Giessen GoDeep team Athiththan Yogeswaran, Khodr Tello, Raphael Majeed, 

Meike Fuenderich, Farhan Mubashir, Kurt Marquardt, Philipp Krieb, Werner Seeger
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