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In order to verify that your consent is informed and genuine, you must now correctly answer the following five
questions to allow you to continue with the process

If you do not answer correctly, you will be asked to repeat the process until you have answered all five questions

The challenge. Rare disease genomics requires large
cohorts and faces barriers in informed consent, participant |

engagement, and regulatory compliance.

The opportunity. Electronic dynamic consent allows patients
to manage their participation over time while supporting
long-term genomic research.

Our approach. In Marfan syndrome, where identical FBNI I Manage your data
variants can produce highly variable cardiovascular e T T

individualized treatment protocols

outcomes, we have developed GEMS-App, a secure e

PS: All the answers to the questions can be found on the home and warning pages.

In the context of the GEMS study, my referring physician will have access to my personal genomic data

What is the ultimate long-term goal of the GEMS study?
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compliant web platform enabling dynamic consent and = er
remote participation. Join GEMS at www.101gems.be [GfE0 e |
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Date (day/manth/year) Information about the legal representative (Parent 01)

Figure 1. GEMS-App accommodates all time frames Figure 2. First F1I01G GEMS-App cohort demographics

Complete GEMS Journey
Mean+SD: 92.9+59.7 days 93 dqys

(n=150, excluding 12 outliers)
300

MeanSD= 39.41+18 years 25.8%

MeantSD:0.611.4 days MeanxSD: 0.7%1 days MeantSD: 10.816.6 days MeantSD: 21+14.5 days MeantSD: 34.3+26.5 days
(n= 140, excluding 42 outliers) (n= 146, excluding 36 outliers) (n=170, excluding 11 outliers) (n=150, excluding 13 outliers) (n=151, excluding 12 outliers)
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Figure 3. Variants across the entire Marfan causing FBNI 10| 228
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Dynamic consent can be implemented securely, legally, and at scale in rare disease genomics. GEMS-App
enables remote flexible and empowered recruitment, participant-controlled data sharing, and global cohort
building for Marfan syndrome, providing a scalable framework for future rare disease research.




