Newsletter January 2025

GBC Registry

Our mission

Aim: Gather global GBC data on demographics, diagnostics, and treatments to create evidence-based, standardized
guidelines to enhance patient outcomes.

Collaboration: Contribute data from GBC patients (2016+).

Acknowledgment: Contributors will be credited in publications.

Project Proposals: Open for submission and review.

Updates so far

We are excited to share that the IHPBA GBC Registry now includes 1,747 GBC cases. This milestone would not have
been possible without the hard work and dedication of all our contributors, and we are very grateful for their

support.

Looking ahead, our goal is to reach 2,000 registered cases by January 2026, and we hope to continue expanding the

registry with your valuable contributions.

First Digital IHPBA GBC Registry Meeting

We are delighted to share the outcomes of our first digital IHPBA GBC Registry Meeting. We would like to sincerely
thank everyone who participated and contributed their valuable ideas.

Key discussion points included:

Promoting a multidisciplinary approach, involving medical oncology to ensure inclusion of non-surgical
patients.

Organizing focus groups in high-impact regions to better understand local needs and priorities.

Hosting a webinar for low- and middle-income countries in collaboration with local IHPBA chapters.
Developing a platform for discussing future research initiatives and the potential setup of clinical trials.
We are excited about the next steps and look forward to continued collaboration within our global GBC

community.

The ppt slides of the meeting can be found by pressing the link below.

see powerpoint slides



https://drive.google.com/file/d/1b9_FvHyNsOg4MiUOuTYJkwunhxhqUbPB/view?usp=sharing

Renewed Registry Agreement

We are pleased to announce the introduction of the Renewed Registry Agreement, which aligns with international
privacy regulations. This update is expected to facilitate further expansion of the registry and encourage
participation from additional countries. By harmonizing with local laws and regulations, collaboration between

centers becomes significantly easier.

The renewed agreement provides a transparent framework for collaboration, clearly outlining rules regarding
participation, authorship, and the submission and review of study proposals. A key new feature is that it not only
supports the entry of registry data but also enables the sharing of data with collaborators, making it easier to

address project proposals using the registry data.

All current and future participants will be asked to sign the renewed Registry Agreement, which replaces the
previous Data Sharing Agreement (DSA). This ensures that everyone is working under the same updated framework,

simplifying participation and collaboration.ow.

see renewed registry agreement

On behalf of the IHPBA GBC Steering Committee, we would like to express our heartfelt gratitude for your invaluable
collaboration and contributions to the registry throughout 2025. Your support has been instrumental in helping us

grow and strengthen this global initiative.
As we step into 2026, we wish you a joyful holiday season and a New Year filled with health, happiness, and exciting

opportunities. Together, let’s continue to make progress and expand the registry. Please feel free to share this

newsletter and help spread the word, here’s to another successful year ahead!
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Dr. Philip de Reuver, Radboud University Medical Center, Nijmegen, the Netherlands
Dr. Elise de Savornin Lohman, Radboud University Medical Center, Nijmegen, the Netherlands

Drs. Lusien van Santwijk, Radboud University Medical Center, Nijmegen, the Netherlands

Contact details
Email address: gbcregistry.heel@radboudumc.nl

Website: http://gbcregistry.com/the-registry/.

click here if you're interested in collaborating!
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