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

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

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

from Friday 21 July to Sunday 23 July 2023 

Learn about the event here.  

 

 

https://worldcdg.org/index.php/world-conference-2023/6th-world-conference-cdg
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6th World Conference on CDG (WCCDG) for CDG families and professionals. 

 

Organized by the Portuguese Association for CDG and CDG and Allies 

in full collaboration with Worldwide CDG Patients Advocacy Groups, advocates and CDG Professionals 

 

WIth the support of FCT NOVA University 
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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 “World CDG Advocacy and Leadership Academy” and the “World Think Metabolic, Think CDG 

Academy”!  

 

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! 
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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. 

 

 

https://worldcdg.org/index.php/world-conference-2023/6th-world-conference-cdg
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Draft Agenda:  

The 6th World Conference on CDG (WCCDG) for CDG families and professionals include 3 educational paths: 

● World Think Metabolic, Think CDG Academy 

● World CDG Advocacy and Leadership Academy 

● 6th World Conference on CDG  
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“World Think Metabolic, Think CDG Academy” consists of virtual Pre-conference workshops held online, in English, and 

directed for all participants. It has limited vacancies (in total 100 CDG family representatives and 100 professionals). We 

recommend that you don’t wait too long as the registration for the World Think Metabolic, Think CDG Academy will be on a 

first-come, first-serve basis. Learn everything about the event here. 

 

World Think Metabolic, Think CDG Academy 
Audience: directed for all participants 

How: via ZOOM 
Hour(s): 16.00-18.30 PM Lisbon, Portugal local time (Consult the World Time Buddy (WTB) to check which time corresponds 
in your time zone). 
Pre-conference Workshop 1: Getting started your involvement within Research and Development (R&D) process 
 
When,  
Every 
Tuesday 

Topic(s) covered Round tables including short talk(s), by 
prestigious Speaker(s). Followed by Meet the 
experts (Q & A).  

2 May 2023  Understand the Research and Drug Development (R&DD) 
process.  
 
Objective(s): It is for you to understand how therapies are made, how 
important input from stakeholders (like patient groups, clinicians, and 
so on) is, and how basic disease research works. 

 

Talk 1: Overview of the Research and Drug 
Development (R&DD) process.  
 
Talk 2: Challenges, opportunities and best 
practices within Research and Drug 
Development (R&DD) process in rare diseases. 
 
Talk 3: Tips to learn more about the Research 
and Drug Development (R&DD) process. 
 

https://worldcdg.org/index.php/world-conference-2023/6th-world-conference-cdg
https://www.worldtimebuddy.com/
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9 May 2023  How to build relationships that can influence treatment 
development. 
 
Objective(s): You will learn how patient groups. researchers, and 
clinicians have increased their impact on the development of new 
medicines.  Also covered is how to form and maintain partnerships with 
all stakeholders in the drug development process in order to speed up 
therapy research and development (R&D) for a disease. Several 
successful examples in the field of rare diseases will be shared. 

 

Talk 1: Empowerment and involvement of the 
Patient Community Voice in the development 
of therapies.  
 
Talk 2: How do we build relationships with all 
stakeholders involved in the development of 
therapies? 
 
Talk 3: Best practices of impactful relationships 
to boost therapies. 
 
Meet the experts (Q & A). 
 

Pre-conference Workshop 2: Understand Translational Research Tools 
 

16 May 
2023,  
World CDG 
Day  

Biobanks and Biomarkers. 
 
Objective(s): You will learn about biobanks and biomarkers as tools 
needed to bridge the gap between understanding the disease process 
to identify therapeutic targets and testing potential therapies in 
preparation for clinical research in humans. Several best practices in the 
field of rare diseases will be shared. 

 

Talk 1: What are biomarkers and why are they 
important?  
 
Talk 2: Where do we stand as Biobanks and 
Biomarkers for CDG: specific examples of the 
use of biomarkers in accelerating diagnosis and 
treatment. 
 
Talk 3: Toolkit with tips and resources. 
 
Meet the experts (Q & A). 
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23 May 2023  Patient Registries and Natural History Studies (NHS) as a 
core element for effective Rare Disease translational 
research and key to evidence-based personalized medicine. 
 
 
Objective(s): You will learn how all stakeholders can contribute to the 

creation of a patient registry. What is the future of patient registries? 
And several successful examples will be shared.   
 

Talk 1: What are patient registries and why are 
they important?  
 
Talk 2: Overview of existing patient registries 
for CDG: challenges and opportunities.  
 
Talk 3: Natural History Studies (NHS): Why, 
what and where do we stand for the NHS in 
CDG: learnings that benefit all CDGs.  
 
Meet the experts (Q & A). 
 

30 May 2023  Cell and Animal models.  
 
 
Objective(s): You will learn about what a disease model is. How do you 
choose the best one? Which challenges are faced when developing such 
models? Several case examples of cell and animal models to boost 
therapies will be highlighted.  

  

Talk 1: What are cell and animal models  and 
why are they crucial?  
 
Talk 2: The yeast and CRISPR/Cas to help 
therapeutic discovery across CDGs.  
 
Talk 3: Zebrafish model: Challenges and 
opportunities for all CDGs. 
 
Talk 3: Fibroblasts as tools to advance research 
across all CDGs.  
 
Talk 4: Mouse Model for PGM1-CDG: Lessons 
transferable for all CDGs. 
 
Meet the experts (Q & A). 
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6 June 2023  Advances in Omics and Bioinformatic tools for personalized 
medicines. 
 
 
Objective(s): You will learn about how advances in omics and 
bioinformatics may boost research and drug development. How can the 
integration of the various -omics platforms make a significant 
contribution to improving personalized patient care? Several best 
practices will be shared.  

 

Talk 1: Overview Omics and Bioinformatic tools 
for personalized medicines. 
 
Talk 2: RNA-Sequencing, next generation of 
CDG diagnostics and implications for novel 
therapeutic approaches. 
 
Talk 3: New Discoveries in Glycosylation: 
GlycoRNA. 
 
Talk 4: Glycoproteomic approaches to 
understanding CDG. 
 
Talk 5: Omics to advance knowledge and 
improve management of clinical 
manifestations.  
 
Meet the experts (Q & A). 
 

13 June 2023  Successful development of bioassays in the development of 
therapies.  
 
 
Objective(s): You will get an overview of early-stage drug discovery 
assays in the field of rare diseases like CDG, that can enable the 
successful development of bioassays needed for early phases of 
regulated drug development. Several existing examples will be shared. 

 

Talk 1: New Discoveries in CDG: New types of 
CDG.  
 
Talk 2: Drug repurposing screens in CDG. 
 
Meet the experts (Q & A). 

Pre-conference Workshop 3: Speed up diagnosis  
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20 June 2023  Newborn Screening (NBS): why, what and how? 
 
 
Objective(s): You will learn about the challenges faced in getting the 
right diagnosis. How different stakeholders can develop programs that 
speed diagnosis. Which resources are available to speed up diagnosis?  

 

Talk 1: How to set up a program to accelerate 
diagnosis?  
 
 
Talk 2: Newborn screening for N-linked CDG. 
 
Meet the experts (Q & A). 
 

27 June 2023  Get ready for the 6th World Conference on CDG: 
Desmitifying Research and Drug Development (R&DD) 
process.  
 
Objective(s): Presentation of a series of case studies related to the 
different topics covered during the pre-conference workshops will be 
presented. Selection of case studies to be presented during the 6th  
World Conference on CDG. 

 

To Be Confirmed. 
Meet the experts (Q & A). 
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“World CDG Advocacy and Leadership Academy” held in English in-person in Caparica, at NOVA School of Science and 

Technology, FCT NOVA, Portugal. This is tailored only for leaders of CDG patient groups and their advocates and helps our CDG 

Organizations and representatives to be successful advocates. It has limited vacancies (in total 100 CDG family representatives 

and 100 professionals). We recommend that you don’t wait too long as the registration for the World CDG Advocacy and 

Leadership Academy will be on a first-come, first-serve basis. Learn everything about the event here. 

NOTE: Certification is delivered for those attending the “World Think Metabolic, Think CDG Academy” and the “World CDG 

Advocacy and Leadership Academy”.  

World CDG Advocacy and Leadership Academy  
 

How: in person in Caparica, Portugal, at NOVA School of Science and Technology, FCT NOVA 
Hour(s): are shown in Lisbon, Portugal local time (Consult the World Time Buddy (WTB) to check which time corresponds in 
your time zone). 
 

Day 1 
When: Thursday 20 July 2023 
 
Hour(s) Topic(s) Title(s), Speaker(s) 

12.00 - 12.30 AM  Registration and gathering together. 
13.00-14.30 PM  Forming a patient advocacy group: tips, examples, and 

resources.  
To Be Confirmed 

14.30-16.00 PM Effectively building and managing a team: from board 
members to volunteers. Tips for success and resources.  

To Be Confirmed 

16.00-16.30 PM  Coffee break   To Be Confirmed 

16.30-18.00 PM Embracing successful ways of communication and outreach 
to all community. 

To Be Confirmed 

https://worldcdg.org/world-conference-2023/6th-world-conference-cdg
https://www.worldtimebuddy.com/


©Vanessa Ferreira. CDG and Allies. APCDG and WCDGO. November 2022.  
 

18.00-19.00 PM Presentation of several case studies to complement the 
topics addressed during the afternoon. Highlight best 
practices and resources.  

To Be Confirmed 

Day 2 
When: Friday 21 July 2023 
 

8.30- 9.30 AM Where do we find reliable information and resources? Tips 
and resources. 

To Be Confirmed 

9.30-11.00 AM Overview Patient involvement in research and drug 
development: needs, solutions, and best practices. 

To Be Confirmed 

11.00-11.30 AM  Presentation of several case studies to complement the 
topics addressed during the morning. Highlight best 
practices and resources. 

To Be Confirmed 

11.30 AM Close the meeting and define the next steps.  
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“6th World Conference on CDG” takes place in person from 21-23 July 2023 in Caparica, at NOVA School of Science and 

Technology, FCT NOVA, Portugal, and is directed at all participants. Learn everything about the event here. 

6th World Conference on CDG takes place in person from 21-23 July 2023 in Caparica, at NOVA School of Science and 
Technology, FCT NOVA, Portugal. 
Audience: is directed at all participants 
 
How: in person in Caparica, Portugal, at NOVA School of Science and Technology, FCT NOVA 
Hour(s): are shown in Lisbon, Portugal local time (Consult the World Time Buddy (WTB) to check which time corresponds in 
your time zone). 

Day 1  
When: Friday 21 July 2023 
 
Hour(s)  

12.00-13.00 PM Registration and gathering together. 
 

 Topic(s) Title(s) of short talk(s), Speaker(s)  
All sessions include Meet the experts (Q & A). 
 

13.00-13.30 PM Welcome session  Talk 1:  Where do we stand for Drug development and life cycle 
for CDG? Setting the pillars for a 3 days conference! 
 

13.30-14.30 PM  Translational research tools for CDG  Talk 1: Where do we stand as for CDG translational tools to go 
from bench to preclinical and clinical studies?  
 
Talk 2: How are researchers translating CDG research into 
treatments? 
 

https://worldcdg.org/index.php/world-conference-2023/6th-world-conference-cdg
https://www.worldtimebuddy.com/
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14.30 -15.00 PM Cross-transversal topic(s). Talk 1: How can the microbiome help treat rare diseases like 
CDG? 
 
Talk 2: TBD 
 

15.00 -16.30 PM  Preparing for Clinical trials in CDG.  
Part I.  

Talk 1: Spotlight on setting up patient eligibility, clinical sites, 
and the informed consent process: how to collect input and 
satisfy CDG families’ and professionals’ needs? 
 
Talk 2:  How to incorporate the CDG families’ real-life experience 
into clinical trials? A step-by-step guide. 
 
Talk 3: How to develop and conduct clinical trials 
collaboratively? Challenges and opportunities.  
 
Talk 4: Diversity, inclusion, and equity in clinical trials. 
 

16.30-17.00 PM Coffee break 
 

17.00-  18.00 PM Preparing for clinical trials in CDG.  
Part II. 

Talk 1: How to measure what matters for CDG families and 
secure relevant endpoints for CDG trials?  
 
Talk 2: Where do we stand for Clinical Outcome Assessments 
(COAs) in CDG? 
 

18.00 - 19.00 PM  Supporting Clinical trials. Talk 1: Where to find reliable information and how to educate 
families and professionals about clinical trials in CDG? 
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Talk 2: How to successfully recruit participants for CDG clinical 
trials? 
 
Talk 3: Tips and resources for successful clinical trials in CDG. 
 

19:00 - 19:45 PM  Mental health and well-being.  
Part I.  
 

Talk 1: Navigating emotions upon diagnosis: a guide for families 
and professionals. 
 
Talk 2: How to be mentally strong: tips for building mental 
toughness and activities. 
 

19.45 -20. 00 PM Pitches by CDG entrepreneurs. Talk 1: TBD 
 
Talk 2: TBD 
 
Talk 3: TBD 
 

20.00 PM Conclusions and preparation for the next day 1.  
 

Day 2 
When: Saturday 22 July 2023 
 
10.00 - 12. 00 
AM  

Not yet determined.  

13.00-14.00 PM Registration and gathering together. 
 

 Topic(s) Title(s) of talk(s), Speaker(s) 

14.00-15.00 PM From molecules to CDG therapies.   
Part I.  

Round table dedicated to nutritional replacement therapies, 
includes:  
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Talk 1: Overview of nutritional replacement therapies.  
 
Talk 2: Developing a clinical trial for dietary supplementation of 
Galactose in SLC35A2-CDG. Lessons transferable across CDGs.  
 

15.00-16.00PM Caregivers and support.  Talk 1: CDG siblings’ experiences: how to balance their own life 
apart from their sibling’s needs? 
 
Talk 2: Burn-out: causes, signs, and techniques to prevent it. 
 
Talk 3: Tools to be prepared for appointments, know your 
rights, create a notebook, and others.  
 

16.00 – 17.00 
PM   

Evidence-based generation. Talk 1: How to create evidence about CDG needs, and 
preferences, and advocate for better care across countries? 
 
Talk 2: Guidelines for optimal care and management of CDG 
symptoms across countries. 
 
Talk 3:  Guide for the involvement of patient advocates in the 
development of clinical practice guidelines.  
 

17.00 – 17.30 
PM 

Coffee break  

17.30-18.15 PM Regulatory affairs and access to 
treatments 

Talk 1: Regulatory system: a pathway overview. Why is access to 
treatment, care, and diagnostics an issue? 
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Talk 2: Working with regulatory bodies and how to impact 
approvals for CDG medicines.  
 

18.15-18.45 PM  Cross-transversal topic(s).  Talk 1: Overview of initiatives to improve the efficiency of CDG 
care across countries. 
 
Talk 2: How to make the best use of European Reference 
Networks & improve the efficiency of CDG care across 
countries? 
 

18.45 - 19.45  PM Mental health and well-being.  
Part II.  
 

Talk 1: Emotional intelligence: master anxiety, fear and 
emotions: views and tips from families and professionals.  
 
Talk 2: Effective toolkit for self-care and developing long-term 
coping mechanisms: best practices from families and 
professionals.  
 

19.45 - 19. 55 PM  Pitches by CDG entrepreneurs.  Talk 1: TBD 
 
Talk 2: TBD 
 

19.55 -20. 00 PM  Conclusions and preparation for the next day 2. 
 

Day 3 
When: Sunday 23 July 2023 
 

8.30 - 9.00 AM Registration and gathering together. 
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9.00 - 10.30 AM From molecules to CDG therapies.   
Part II. 

Round table  on non-nutritional therapeutic approaches 
includes:  
 
Talk 1: Overview of non- nutritional replacement therapies. 
 
Talk 2: Double-blind, placebo-controlled study of 
Acetazolamide in PMM2-CDG. 
 
Talk 3: Drug repurposing screens in CDG. 
 
Talk 4: Epalrestat repurposing in PMM2-CDG. 
 
Talk 5: GLM-101 in PMM2-CDG, results from phase 1 and phase 
2 trials. 
 

10.30 – 11.00 
AM 

Optimal care from childhood through 
adolescence and adulthood: shaping a 
future with no one left behind. 
Part I. 

Talk 1: Overview of rehabilitation therapies for CDGs: tips and 
experience exchange. 
 
Talk 2: Nutrition in CDG. 
 

11.00 – 11.30 
AM 

Coffee break 

11.30-12.45 AM Optimal care from childhood through 
adolescence and adulthood: shaping a 
future with no one left behind. 
Part II. 
 

Talk 1: CDG behavior: challenges, solutions, and tips for effective 
management. 
 
Talk 2: Needs, experiences, and solutions from families and 
professionals during the transition from adolescence to 
adulthood. 
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Talk 3: Growth in PMM2-CDG, developing a growth chart: 
Lessons, challenges and opportunities for all CDGs. 
 

12.45 – 13.45 
PM  

Mental health and well-being for all. 
Part II.  

Talk 1: How can we normalize and increase access to mental 
health care? Perspectives and tips from families and 
professionals.  
 

13.45 – 14.00 
PM  

Conclusions and short-term actions.   
Hugs and see you soon!  

 

 

 

 

 

 

 


