JTH WORLD CONFERENCE ON CDG

A multidisciplinary scientific forum to advance and disseminate
knowledge In the field WITH and FOR CDG families

WHEN: May 14-16, 2021

WHERE: Faculty of Sciences and Technology of NOVA University of Lisbon
(FCT-UNL), Caparica, Portugal

THEME: ‘“‘#StandUnited4CDG Patient Centric approach that
drives CDG therapeutic development: Impossible, Is Possible!”

WHY YOU SHOULD ATTEND?

- The results of the Qualitative study led during 4th WCCDG named "What's
the matter with you?" to "What matters to you?: a CDG families and
professionals think tanks approach”™ will be presented.

- New sessions with high impact on current therapies will be addressed:

® Achieving the triple A’s for CDG: Accessible,
Available and Affordable treatments for CDG.

® The CDG digital revolution is now: Challenges and
opportunities.

® Holistic care for people living with CDG.

® CDG Real World Evidence supporting research,
advocacy and pharmacovigilance: Hopes,
challenges and solutions.

® Mapping the CDG patient and treatment journey: a
families and professionals united exercise.

® CDG-Quality of life questionnaire

® Engaging patients and professionals in prioritizing
symptoms impacting quality of life for CDG.

® Rare CDG types: how to meet family’s needs?

® What is Artificial Intelligence bringing for CDG?

® What is the CDG community doing to meet the
Rare 2030 objectives?

® Regulatory and HTA assessment and the impact for
CDG patients.
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