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Convening at a Glance 

The 2026 CDG Scientific & Family Conference brought together the global Congenital Disorders of 
Glycosylation (CDG) community for three days of scientific exchange, professional education, 
patient and family engagement, and relationship building. The meeting was intentionally designed 
to integrate scientific expertise with lived experience and to strengthen the infrastructure and 
connections needed to support a more collaborative, patient-informed CDG research ecosystem. 

330 

TOTAL ATTENDEES 

16 

COUNTRIES REPRESENTED 

21 

EXPERT-LED RECORDED SESSIONS 

59 

BIOREPOSITORY PARTICIPANTS 

673 

BIOSPECIMENS COLLECTED 

467 

BIOSPECIMENS FROM PEOPLE WITH CDG 

Who We Convened: 

The convening intentionally brought patients and families into the same environment as clinicians, 
researchers, trainees, industry representatives, advocates, and other community partners. Based 
on final registration data, approximately 16% of attendees were individuals living with CDG and 
approximately 54% were parents, caregivers, siblings, or other family members. Clinicians and 
researchers represented approximately 12% of attendance. Additional attendees included 
industry/corporate representatives, postdoctoral and graduate trainees, advocates, general 
attendees, staff, and volunteers. 

The integrated format created opportunities for scientific discussion to occur alongside direct 
engagement with the people and families affected by CDG, supporting CDG CARE's longer-term 
goal of building a research network that is increasingly connected, collaborative, and patient-
informed. 
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Scientific Program & Professional Engagement 

The scientific program covered a broad range of topics across the CDG research continuum, 
including molecular mechanisms and glycobiology; neurodevelopment; disease modeling; 
biomarkers, diagnostics, and newborn screening; natural history and clinical trial readiness; drug 
repurposing; gene therapy and gene editing; emerging therapeutics; artificial intelligence and 
precision medicine; and multidisciplinary clinical care. 

Continuing Medical Education (CME) was offered in collaboration with the University of Alabama at 
Birmingham (UAB), adding a formal professional education component and supporting clinician 
engagement and learning in CDG. 

Scientific Poster Session & Reception: 

The Scientific Poster Session & Reception created a dedicated setting for investigators, clinicians, 
trainees, industry representatives, patients, and families to interact around ongoing and emerging 
CDG research. Poster presenters were encouraged to communicate their work in accessible 
language so that the session supported both professional scientific exchange and meaningful 
participation by the family community. 

Scientific poster presentations: 25 final poster presentations. 

Direct Patient, Family & Researcher Exchange: 

The conference continued CDG CARE's 'Ask Me Anything' model, creating smaller-group 
opportunities for patients and caregivers to engage directly with clinicians and researchers. 
Experts rotated among groups organized around different stages of the CDG journey, supporting 
open discussion of clinical needs, research questions, emerging therapies, quality of life, and 
other priorities identified by families. 
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Research Capacity Advanced Through the Convening 

Global CDG Biorepository Launch: 

The conference served as the official launch of the global CDG Biorepository in collaboration with 
COMBINEDBrain. Families were able to learn about the initiative, complete onboarding, and 
participate onsite. The initial conference collection included 59 participants and generated 673 
biospecimens, including 467 biospecimens from individuals living with CDG. Sample types 
included whole blood, plasma, serum, PBMCs, nasal epithelial samples, urine, and dried blood 
spots. 

This initial collection is an important starting point for a shared research resource that CDG CARE 
and its partners plan to continue developing over the remaining grant period, with the longer-term 
goal of improving researcher access to high-quality biological samples across multiple CDG types. 

Patient-Prioritized Research Agenda (PPRA): 

The convening also provided an opportunity to launch the patient/caregiver phase of CDG CARE's 
Patient-Prioritized Research Agenda. This initiative directly engages people living with CDG and 
caregivers in identifying and prioritizing the research questions and outcomes most important to 
the community. The PPRA work continues beyond the conference and is intended to strengthen 
the mechanisms through which patient priorities inform CDG CARE's research strategy and 
network activities. 

Strengthening the CDG Clinical & Research Network: 

The conference provided an important in-person opportunity to strengthen the developing CDG 
Clinical & Research Network (CDG-CRN). Existing collaborators were able to reconnect while new 
clinicians, researchers, trainees, industry representatives, and other professionals were 
introduced to the broader CDG community. Connections made or strengthened during the 
convening can now be carried forward through the CDG-CRN, recurring educational webinars, 
focused working groups, and other network activities being developed during the grant period. 
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Extending the Convening Beyond Orlando 

CDG CARE intentionally planned for the educational value of the meeting to continue beyond the 
three-day event. Scientific and educational presentations were professionally recorded and 
developed into the 2026 CDG Education & Research Miniseries, creating a permanent, freely 
available resource for researchers, clinicians, families, advocates, and other members of the 
global community. 

The resulting series includes 21 expert-led presentations spanning therapeutics; biology, 
biomarkers, and disease mechanisms; clinical care and disease management; patient and family 
support; and living with CDG. CDG CARE is also continuing work to increase the multilingual 
accessibility of these resources for the international community. 

Conference Resources: 

• 2026 CDG Scientific & Family Conference 

• Meet the 2026 Conference Speakers 

Education & Research Miniseries / YouTube playlist: Watch the complete 2026 CDG Education & Research 
Miniseries 

 

Looking Ahead: A Five-Year Capacity-Building Strategy 

At this stage of CDG CARE's five-year capacity-building initiative, the 2026 conference is viewed as 
an important platform rather than an endpoint. The convening allowed CDG CARE to bring 
stakeholders together, strengthen relationships across the CDG ecosystem, launch shared 
research infrastructure, expand professional education, engage patients and caregivers directly in 
research priority setting, and create educational resources that can continue supporting the field 
between convenings. 

Over the remaining grant period, CDG CARE will continue building upon these foundations and 
evaluating how the relationships, resources, and engagement mechanisms established through 
scientific convenings contribute to greater collaboration, researcher engagement, patient-
informed research, and sustainable research capacity across the CDG community. 

https://cdgcare.org/2026-cdg-scientific-family-conference/
https://cdgcare.org/2026-speakers/
https://www.youtube.com/playlist?list=PLImJhPzKgCMo6xuLpZGyHhl2ktMubcNey
https://www.youtube.com/playlist?list=PLImJhPzKgCMo6xuLpZGyHhl2ktMubcNey

