
Agenda for the In-person “First World CDG Advocacy, Policy and Leadership Academy”
(20 July afternoon to 21 July morning 2023).

This is organized under the scope of the 3 educational tracks of the
6th World Conference on CDG (WCCDG) for CDG families and professionals.
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This year the 6th World Conference on CDG (WCCDG) for CDG families and professionals.

Includes Virtual Pre-conference Sessions during May and early July 2023

and the In-person events in Caparica, at NOVA School of Science and Technology, FCT NOVA (Portugal).

Organized by the Portuguese Association for CDG and CDG and Allies

in collaboration with amazing Worldwide CDG Patients Advocacy Groups, advocates and awesome CDG Professionals!

An event endorsed by several prestigious entities and organizations devoted to rare diseases, including Congenital Disorders

of Glycosylation, check HERE.

The operations and activities of our event are a reality thanks to an active group of collaborators of the people-centric CDG

and Allies International Network who kindly give their time in a volunteer manner and motivation to help us!

We are also grateful to our donors and supporters. Visit HERE.

©Vanessa Ferreira. CDG and Allies. APCDG and WCDGO. June 2023.
Photo by fauxels: https://www.pexels.com/photo/women-standing-beside-corkboard-3184296/

https://worldcdg.org/index.php/world-conference-2023/endorsement
https://worldcdg.org/world-conference-2023/donors-and-support


6th World Conference on CDG (WCCDG) for CDG families and professionals.

This year's theme is “Building a collaborative, community-centric strategy to boost drug development for all CDGs”!

and includes novelties like the “First World CDG Advocacy, Policy and Leadership Academy” and the “World Think Metabolic,

Think CDG Academy”!
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As suggested by the theme for the 2023 conference – we are looking to create an environment where all attendees can

interact and share insights, strategies, and techniques for either broadening or enabling access to CDG therapies, thanks to a

coordinated collaborative, and community-centric strategy needed to boost drug development for all CDGs!

This is the most complete and resourceful international conference focused entirely on CDG. The content is delivered in

a patient-friendly language that non-specialist audiences can understand. The ultimate goal is to help people to engage with

clinicians and researchers more effectively and participate actively in their healthcare decisions. Learn everything about the

event here.
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Agenda:

This year the 6th World Conference on CDG (WCCDG) for CDG families and professionals includes 3 educational paths:

● The Online Pre-conference Sessions “World Think Metabolic, Think CDG Academy” led from May to June 2023.

● The In-person events

o “First World CDG Advocacy, Policy and Leadership Academy” from 20 July afternoon to 21 July morning 2023.

o “6th World Conference on CDG”, from 21 July afternoon to 23 July 2023 lunch time.
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***About the In-Person Events under the 6th World Conference on CDG***

They include:

o “First World CDG Advocacy, Policy and Leadership Academy” from 20 July afternoon to 21 July morning.

o “6th World Conference on CDG”, from 21 July afternoon to 23 July 2023 lunch time.

“World CDG Advocacy, Policy and Leadership Academy” held in English in-person in Caparica, at NOVA School of Science and

Technology, FCT NOVA, Portugal. It has limited vacancies.Learn everything about the event here.

Donors and Supporters

We’d like to thank our donors and supporters, and recognize their unwavering dedication to our cause. It was this dedication

that made the 6th World Conference on CDG possible. Thank you for your invaluable support.
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Program for the In-Person and Online “First World CDG Advocacy, Policy, and Leadership

Academy” under the “6th World Conference on CDG 2023”.

EDUCATIONAL TRACK 2: “First World CDG Advocacy, Policy and Leadership Academy”.
Audience: It is intended for those leading patient organisations, their members, and any family member who wishes to
upskill knowledge and become more involved in fighting for CDG.

Hour(s): are shown in Lisbon, Portugal local time (Consult the World Time Buddy (WTB) to check which time corresponds in
your time zone).

During the academy, our workshops will use a need-led innovation approach, World Café method and a Human-Centered
Design (HCD) or Design Thinking Approach:

● A need-led innovation approach is a problem-solving methodology that emphasizes identifying and addressing
real-world needs and challenges faced by individuals, communities, or organizations. Rather than starting with a
preconceived solution, this approach focuses on understanding the needs, desires, and pain points of the target
audience or end-users. The need-led innovation approach is rooted in human-centered design principles and aims to
create solutions that truly meet the needs of the end-users. By placing the focus on understanding and addressing real
needs, this approach increases the chances of developing impactful and meaningful innovations that have the
potential to bring positive change to individuals, communities, and organizations.

● The World Café method fosters collective intelligence, encourages diverse perspectives, and opens the door to
unexpected insights. Participants will join different tables , each representing a key area (research, regulation, drug
development, etc.). The group discusses and identifies the needs relevant to the different areas. Participants write
down their ideas. Online participants will share in the chat their real-world needs/problems faced when living or
working in the field of CDG.

● Human-centered design thinking, often referred to simply as "design thinking", is an approach to problem-solving
that puts the human user at the center of the process. It is often used in the fields of product design, service design,
and user experience (UX) design, but its principles can be applied to almost any context. The goal is to create solutions
that are not only functional and efficient but also enjoyable and meaningful to use.
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Both approaches share the goal of creating more effective, user-friendly products and services, and they can often
complement each other in a comprehensive innovation strategy.

Objectives:
1. Identify key challenges in CDG research, regulatory frameworks, drug development, access to medicines, care and

management, and daily life support for future tailored interventions in CDG.
2. Employ need-led innovation, World Café and Human-Centered Design (HCD) methodology to propose creative,

practical, and impactful solutions.
3. Use human-centered design thinking to understand, ideate, and create effective and empathetic solutions to

behavioral issues faced by those with CDGs.
4. Foster collaboration among families, professionals, and other stakeholders within the CDG community.
5. Co-Develop a comprehensive roadmap for future interventions in the field of CDG.

Note: Our workshops are suitable for families, healthcare professionals, researchers, the pharma industry and anyone involved in the creation of
CDG-centered solutions. No prior experience is required, and participants from diverse backgrounds are welcome to join.
Mandatory workshop reading (these publications will be sent over email to all participants registered at the academy):

● de Freitas C, Dos Reis V, Silva S, Videira PA, Morava E, Jaeken J. Public and patient involvement in needs assessment and social innovation: a
people-centred approach to care and research for congenital disorders of glycosylation. BMC Health Serv Res. 2017 Sep 26;17(1):682. doi:
10.1186/s12913-017-2625-1. PMID: 28950866; PMCID: PMC5615629.

● Cardão C, Barros L, Francisco R, Silva D, Ferreira VR. Experiences of parents with children with congenital disorders of glycosylation: What can we
learn from them? Disabil Health J. 2021 Jul;14(3):101065. doi: 10.1016/j.dhjo.2021.101065. Epub 2021 Jan 23. PMID: 33531289.

● Monticelli M, Francisco R, Brasil S, Marques-da-Silva D, Rijoff T, Pascoal C, Jaeken J, Videira PA, Dos Reis Ferreira V. Stakeholders' views on drug
development: the congenital disorders of glycosylation community perspective. Orphanet J Rare Dis. 2022 Jul 30;17(1):303. doi:
10.1186/s13023-022-02460-0. PMID: 35907899; PMCID: PMC9338569.

● Francisco R, Brasil S, Pascoal C, Edmondson AC, Jaeken J, Videira PA, de Freitas C, Ferreira VDR, Marques-da-Silva D. A Community-Led Approach as a
Guide to Overcome Challenges for Therapy Research in Congenital Disorders of Glycosylation. Int J Environ Res Public Health. 2022 Jun
2;19(11):6829. doi: 10.3390/ijerph19116829. PMID: 35682409; PMCID: PMC9180837.

Mandatory “Virtual Pre-conference sessions 2023” watching: We are excited to announce that the “World Think Metabolic, Think CDG Academy” comprises
pre-conference talks that are now available for access. These talks provide valuable insights and discussions on various topics related to CDG, and we
encourage all registered participants to take advantage of this opportunity to enhance their knowledge and engagement prior to the conference. To access the
pre-conference talks, please follow the instructions below:

1. Go to https://worldcdg.org/world-conference-2023/participants-area
2. Click Enter here.
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3. Click virtual pre-conference sessions and access the talks.

Once you have successfully logged into your account, you will be able to access the pre-conference talks and any other relevant resources available on the
website.

Please note that access to the pre-conference talks is exclusive to registered participants of the 6th World Conference for CDG. If you have any difficulties with
the access process, or if you have any questions regarding the pre-conference talks, please don't hesitate to reach out to our conference support team at
https://worldcdg.org/contact

The group of research volunteers that will support our Academy is comprised of:
● Rita Francisco, Survey Junior Manager at Rare Barometer Team, EURORDIS, Barcelona, Spain. APCDG, and member to advisory task force at CDG &

Allies – Professionals and Patient Associations International Network (CDG & Allies-PPAIN), NOVA School of Science and Technology, NOVA University

Lisbon, Caparica, Portugal.

● Carlota Pascoal, Volunteer at APCDG, World CDG Organization, PhD student and researcher at CDG & Allies – Professionals and Patient Associations

International Network (CDG & Allies-PPAIN), NOVA School of Science and Technology, NOVA University Lisbon, Caparica, Portugal.

● Pedro Granjo, Volunteer at APCDG, World CDG Organization, research collaborator at CDG & Allies – Professionals and Patient Associations
International Network (CDG & Allies-PPAIN), NOVA School of Science and Technology, NOVA University Lisbon, Caparica, Portugal.

● Ksenia Lebedeva, Product launch manager and strategist, volunteer at World CDG Organization, CDG & Allies – Professionals and Patient

Associations International Network (CDG & Allies-PPAIN), NOVA School of Science and Technology, NOVA University Lisbon, Caparica, Portugal.

● Thomas Smith, Patient advocate, Life Sciences Public Engagement Specialist with Policy, Clinical Research and media representation experience.

● Marisa de Andrés, Lab manager at CRG Spain, and research volunteer at CDG & Allies – Professionals and Patient Associations International Network
(CDG & Allies-PPAIN), NOVA School of Science and Technology, NOVA University Lisbon, Caparica, Portugal.

● Madalena Parrado, APCDG, World CDG Organization, research collaborator at CDG & Allies – Professionals and Patient Associations International
Network (CDG & Allies-PPAIN), NOVA School of Science and Technology, NOVA University Lisbon, Caparica, Portugal.

● Tatiana Vassilevskaia, Postdoctoral Researcher at Instituto de Higiene e Medicina Tropical, Portugal and EVITA patient group, Portugal.
● Marta Falcão, Volunteer at APCDG, CDG & Allies – Professionals and Patient Associations International Network (CDG & Allies-PPAIN), NOVA School of

Science and Technology, NOVA University Lisbon, Caparica, Portugal.

● Fabian Kramer, CEO and founder of Buddy Service App, Expert in digitizing urban support services for smart accessible cities, Spain.

● Pedro Recover Garcia, Patient advocate, Expert in health communication for rare diseases, Spain.

● Alison Slade, Volunteer at CDG & Allies – Professionals and Patient Associations International Network (CDG & Allies-PPAIN), NOVA School of Science
and Technology, NOVA University Lisbon, Caparica, Portugal.
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In-person and online group discussions will be facilitated and supported by research volunteers, and in addition we will
count on the support of the following experts:

● Karen Morici, CDG CARE, USA.

● Tristen Moors, Vice President, Clinical Operations at Glycomine, Inc., USA.

● Andrew C. Edmondson, Frontiers in Congenital Disorders of Glycosylation Consortium (FCDGC), Metabolic Disease Program and the Division of Human

Genetics at Children’s Hospital of Philadelphia, USA.

● Eva Morava, Mayo Clinic, and FCDGC, USA.

● Peter McWilliams, Chief Business Officer (CBO) at Glycomine, Inc., USA.

● Marc Patterson, Mayo Clinic, and FCDGC, USA.

● Karen Morici, CDG CARE, USA.

● Tamas Kozicz, Mayo Clinic, and FCDGC, USA.

● Joana Poejo, Volunteer at APCDG, CDG & Allies – Professionals and Patient Associations International Network (CDG & Allies-PPAIN), NOVA School of

Science and Technology, NOVA University Lisbon, Caparica, Portugal.

Day 1: Thursday 20 July 2023
Hour(s): are shown in Lisbon, Portugal local time (Consult the World Time Buddy (WTB) to check which time corresponds in
your time zone).
Where: Grand Auditorium, NOVA School of Science and Technology | FCT NOVA, Campus of Caparica.
Address: Largo da Torre, 2829-516 Caparica, Portugal.

Journey towards hope: Unleashing the potential of CDG Research and Drug Lifecycle.
Overview: Patient and Public Involvement (PPI) can help guide the development of therapies to meet the needs, priorities, and preferences of
patients and the broader community. The importance and merits of greater patient and public involvement in medicine research and drug
development (R&DD) are commonly acknowledged and are thought to offer benefits for all involved parties. It improves the discovery,
development, and evaluation of new effective medicines, based, among others, on the collaborative identification and understanding of unmet
needs, research priorities, optimization of clinical study design, and incorporating patient views into regulatory activities.

For those attending online:
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Our workshops embrace the power of technology to facilitate an inclusive and engaging experience for participants, including those joining
remotely. Through the use of Zoom online participants will have the opportunity to actively participate in group discussions and collaborative
activities thanks to the chat, ensuring their voices and perspectives are heard and valued.

Note: The agenda is subject to slight modifications based on the flow and needs of the academy.

2:30 – 3:15 PM Gather together, meet, and work.
● Welcome remarks and overview.
● Overview of the workshop objectives and agenda.
● Participants engage in several activities to build knowledge and understanding about Advocacy,

Policy, and Leadership. Networking and connection among participants.

Facilitators: Vanessa Ferreira and Ana Ferreira, APCDG (Portuguese Association for CDG), World CDG
Organization (WCDGO), CDG & Allies – Professionals and Patient Associations International Network (CDG &
Allies-PPAIN), NOVA School of Science and Technology, NOVA University Lisbon, Caparica, Portugal.

3:15-3:45 PM ● Embrace the CDG Journey thanks to Empathy map: Practicing, Sharing, Reflecting, and
Learning Together!

● Voices of CDG Families and Advocates: Inspiring stories and insights
● Tobias Puhe, Glycokids, Germany.

3:45-4:00 PM Coffee-break.
Where: Grand Auditorium, NOVA School of Science and Technology | FCT NOVA, Campus of Caparica.

4:00-5:00 PM Addressing CDG Challenges through Need-led Innovation and the World Café method: A Journey
towards people-centric solutions.

● Why does advocacy matter?
● Patient Advocacy Groups (PAGs)
● The challenges rare disease patient groups face
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● Introduction to the Need-led Innovation approach and the World CDG Café method.
● The CDG roadmap: Mapping the route from Research bench to patient care.
● Embrace the CDG Journey thanks to Needs identification: World CDG Café to identify and

explore needs related to the life cycle of CDG medicines.

Important: Complement your knowledge by watching the “Virtual Pre-conference sessions 2023” available under the
“World Think Metabolic, Think CDG Academy”. To watch, Go to
https://worldcdg.org/world-conference-2023/participants-area

5:00 PM Refreshments.
Summary and closing remarks.

Wrap up and see you tomorrow!

Research volunteers will proceed to Needs clustering related to the life cycle of CDG medicines and daily life. Tomorrow
they will share with all participants.

EDUCATIONAL TRACK 2: “First World CDG Advocacy, Policy, and Leadership Academy”.
Audience: It is intended for those leading patient organisations, their members, and any family member who wishes to
upskill knowledge and become more involved in fighting for CDG.

Day 2 Friday 21 July 2023: Design Thinking for solving behavioral Issues in CDGs.
Hour(s): are shown in Lisbon, Portugal local time (Consult the World Time Buddy (WTB) to check which time corresponds in
your time zone).

Where: Grand Auditorium, NOVA School of Science and Technology | FCT NOVA, Campus of Caparica.
Address: Largo da Torre, 2829-516 Caparica, Portugal.
Note: The agenda is subject to slight modifications based on the flow and needs of the workshop.

09:00-09:50 AM Welcome and continue CDG roadmap: Mapping the route from Research bench to patient care.
During all our sessions, we will collaboratively complete the CDG roadmap.
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● Voices of CDG Families and Advocates: Inspiring stories and insights
○ Amy Dann, CDG Australia.

○ Sarah Aymar, CDG Canada.

● Brief presentation per group by research volunteers of Needs clustering related to the life
cycle of CDG medicines and daily life. Brainstorming together.

● Needs filtering related to the life cycle of CDG medicines and daily life​.

09:50-10:10 AM ● Practical steps for becoming a patient advocate.

Important: Complement your knowledge by watching the “Virtual Pre-conference sessions 2023” available under the
“World Think Metabolic, Think CDG Academy”. To watch, Go to
https://worldcdg.org/world-conference-2023/participants-area

10:10-10:25 AM Welcome and introductions to Design Thinking for solving behavioral Issues in CDGs.
Facilitator: Ksenia Lebedeva, CDG & Allies - Professionals and Patient Associations International Network (CDG &
Allies-PPAIN), NOVA School of Science and Technology (FCT NOVA), NOVA University Lisbon, Caparica, Portugal.

10:25-10:45 AM The challenges and knowledge gaps in understanding behavioral issues in families living with CDGs.

10:45-11:00 AM How to fix the understanding gaps
● Introducing the principles of Design Thinking as a problem-solving approach
● Exploring how Design Thinking can be applied to solve behavioral issues in CDGs

11:00 - 11.30 AM Coffee break
Where: Grand Auditorium, NOVA School of Science and Technology | FCT NOVA, Campus of Caparica.

11:30 -13:00 PM Let's Do Some Action!
● Engaging participants in hands-on activities and exercises to apply Design Thinking
● Collaborative brainstorming of Problem Statement
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● Guided ideation sessions to generate ideas and solutions for addressing behavioral issues

13:00-13:15 PM Ask Me Anything!
● Open Q&A session to address any questions, concerns, or challenges related to Design Thinking

and its application in solving behavioral issues in CDGs

13:15-13:30 PM Wrap-up and Closing Remarks
● Summary of key takeaways and insights from the workshop
● Expressing gratitude to participants for their active participation and contributions
● Reminding participants of the importance of their role in shaping future solutions for

CDG-affected families

13:30 PM-14:45 PM Finger food lunch.
Where: Ágora Room of the FCT NOVA Library of NOVA School of Science and Technology | FCT NOVA,
Campus of Caparica.

Close “First World CDG Advocacy, Policy, and Leadership Academy”.
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