CDG CARE

2026 CDG Scientific & Family Conference
Friday, April 24, 2026

Activity

Speaker

7:45am —
8:30am

Continental Breakfast &
Registration

Grand Ballroom & Grand Foyer

OPENING SESSION
Chair: Ivan Martinez Duncker, MD, ScD — CDG CARE Scientific Advisor

8:30am — Welcome & Opening Remarks Ivan Martinez Duncker, MD, ScD

R Physician & Research Professor - Glycobiology and
Molecular Diagnosis Laboratory - Medical Genetics
Scientific Advisor at CDG CARE

8:45am — Bridging Science, Advocacy, and Keynote: Terry Jo Bichell, PhD, MPH

9:15am Collaboration: Advancing

Neurodevelopmental Disorders
through Research, Lived
Experience, and Global Partnership

Founder & Executive Director, COMBINEDBrain
Vice Chair, Tennessee Rare Disease Advisory Council
Adjunct Faculty, Vanderbilt University

MOLECULAR MECHANISMS OF CDG AND NEURODEVELOPMENT
Chair: Eva Morava, MD, PhD — Professor, Dept of Genetics & Genomic Sciences, Icahn School of Medicine

9:15am — Charting the Future of CDG Hudson Freeze, PhD
SRR Research:.(;hallenges and William W. Ruch Distinguished Endowed Chair

Opportunities at the Edge of .

lveobiol Honoring Hudson Freeze
Clijeslolielety Director, Human Genetics Program
Director, Sanford Children's Health Research Center

9:45am — Modeling Neurodevelopmental Alysson R. Muotri, PhD
10:15am Disorders with Brain Organoids Professor of Pediatrics, UC San Diego
10:15am — Mitochondria, Neuroinflammation,| Tamds Kozicz MD, PhD
10:45am and CDGs: Connecting Energy and

Immune Dysregulation in the Brain

Professor of Genetics and Genomic Sciences
Department of Genetics and Genomics Sciences
Icahn School of Medicine at Mount Sinai
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CDG CARE

10:45am — BREAK
11:00am
11:00am — Mannosyl-Oligosaccharide Hamed Jafar-Nejad, MD
AR Sh:]COSIdaS'\(jI-(MC;'GS”) D&fﬂ?nc\é Professor, Department of Molecular & Human
| n ancles |croS|a y ediate Genetics
.nnate mmune ensing Baylor College of Medicine
in Drosophila
11:30am — Spatial Glycomics Approaches to Yu Xin (Will) Wang, PhD
12:00pm gndfersta.nd Musculoskeletal Assistant Professor
VRISl Cancer Metabolism and Microenvironment Program
Sanford Burnham Prebys Medical Discovery Institute
12:00pm — Gene Editing in Rare Diseases: How| Rebecca Ahrens-Nicklas, MD, PhD
i .. >
1220y Close Are We to Clinical Impacts Associate Chief for Research, Division of Human
Genetics
Director, Gene Therapy for Inherited Metabolic
Disorders Frontier Program
The Children's Hospital of Philadelphia
12:30pm — LUNCH
1:45pm

TRANSLATIONAL THERAPEUTICS AND DRUG DEVELOPMENT IN CDG
Chair: Hudson Freeze, PhD — Director, Human Genetics Program, Sanford Children’s Health Research Center

1:45pm — Clinical Trials and Therapeutic Eva Morava, MD, PhD
2:15pm Advances in CDG: Lessons Learned p
- rofessor
and Future Directions Department of Genetic and Genomic Sciences
Icahn School of Medicine at Mount Sinai
2:15pm — A Picture is Worth 1000 Words Sanju Sinha, PhD
2:45pm Assistant Professor

Cancer Metabolism and Microenvironment Program
Sanford Burnham Prebys
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2:45pm — Flying To the Clinic: Drug Clement Chow, PhD

3:15pm Repurposing for CDGs Associate Professor
Department of Human Genetics
University of Utah School of Medicine

3:15pm - Precision Medicine, Big Data, Kuan-lin Huang, PhD

SO and Al for Rare Diseases Associate Professor of Genetics and Genomics &
Artificial Intelligence and Human Health
Mount Sinai Center for Transformative Disease
Modeling
Icahn School of Medicine at Mount Sinai

3:45pm — BREAK

4:00pm

4:00pm — The Future of Drug Repurposing: Ethan Perlstein, PhD

4:30pm Vision, Disruption, and What Founder & CEO, Perlara PBC

Must Change

4:30pm — What Zebrafish is Teaching Us Heather Flanagan-Steet, PhD

5:00pm About the Brain in CDG Associate Director of Research
Greenwood Genetic Center

5:00pm - CLOSING

5:15pm

5:30pm - POSTER SESSION & RECEPTION

7:00pm
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CDG CARE

2026 CDG Scientific & Family Conference
Saturday, April 25, 2026

Activity

Speaker

7:30am —
8:00am

Continental Breakfast &
Registration

Grand Ballroom & Grand Foyer

OPENING SESSION
Chair: Andrea Miller, JD, MHA — CDG CARE Founder & Executive Director

8:00am — Welcome & Opening Remarks Andrea Miller, JD, MHA

8:10am Founder & Executive Director, CDG CARE
8:10am — Patient, Researcher, Advocate: Jonathan Hayden Hoffman, MS

8:35am My PGM1-CDG Journey from PGM1 Patient, Researcher and Advocate

Both Sides of the Bench

FROM DISCOVERY TO DAILY LIFE: CLINICAL INSIGHTS, THERAPIES, & SHARED LEARNING IN CDG
Chair: Andrew Edmondson, MD, PhD — Assistant Professor, Human Genetics & Metabolism, CHOP

8:35am — Endocrinopathies in Patients Kiki Sarafoglou, MD

HUSED el P AHIDE Professor, Dept. of Pediatrics - Divisions of
Endocrinology and Genetics & Metabolism
Dept. of Experimental & Clinical Pharmacology
University of Minnesota

9:05am — Looking Ahead: Managing and Elias I. Traboulsi, MD, MEd

BEebEI :Vlﬁnltcor(ljnl\g/lEyebPrl.obEms n Professor of Ophthalmology

AR E LB IS RIE R Director, The Center for Genetic Eye Diseases

Cole Eye Institute, Cleveland Clinic

9:35am — Advancing Gene Therapy for CDG: | Kent Lai, PhD, MBA, MHA

10:05am Lessons from Cell and Animal

Models of PGM1-CDG and PMM2-
CDG

Professor of Pediatrics, Nutrition and Integrative
Physiology

University of Utah Spencer Fox Eccles School of
Medicine
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10:05am - Preclinical Modeling and Tracy A. Bedrosian, PhD

LS SeT Treatment of SLC35A2 Deficiency Associate Professor of Pediatrics, The Ohio State
University College of Medicine
Principal Investigator, Institute for Genomic Medicine
Nationwide Children’s Hospital

10:35am - BREAK

10:50am

10:50am — PIGA: Genetic Analysis and Rolf Stottmann, PhD

AEALEG _IFIEs&bIe Eleinis (el R Principal Investigator, Institute for Genomic Medicine

erapy Nationwide Children’s Hospital

Professor of Pediatrics, Ohio State University College
of Medicine

11:20am - CDG Biomarkers and Newborn Miao He, PhD

11:50am Screening Co-Director, The Metabolic and Advanced Diagnostic
Laboratory
Children’s Hospital of Philadelphia

11:50am — Exploring Common and Unique Sarah D. Ackerman, PhD

12:20pm Molecular Features Across Distinct | Assistant Professor

CDG Types Department of Pathology and Immunology

Washington University School of Medicine

12:20pm — Update on Glycomine’s Clinical Rose Marino, MD

12:40pm Development Program in PMM2- Chief Medical Officer

CDG .

Glycomine, Inc.

12:45pm — LUNCH

1:55pm

2:00pm — ASK ME ANYTHING SESSION

4:30 pm

4:45pm — EVENING RECEPTION

6:30pm
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CDG CARE

2026 CDG Scientific & Family Conference
Sunday, April 26, 2026

Time Activity Speaker
7:30am — Continental Breakfast & Grand Ballroom & Grand Foyer
8:00am Registration
8:00am — Welcome & The Power of Story: Karen Morici
8:30am Connecting, Inspiring, and Creating

Change

CDG CARE Patient and Community Outreach
Coordinator

CLINICAL INSIGHTS AND EMERGING THERAPIES IN CDG

8:30am — Living with Epilepsy in CDG: Erik A. Eklund, MD, PhD
9:00am (Cilglq§nce for Families and Associate Professor
Inicians Pediatrics, Clinical Sciences, Lund University
9:00am — Hormonal Regulation and Bone Bradley S. Miller, MD, PhD
SRELCEN iz zleellbm T e Plkesses Professor, Department of Pediatrics
Division Director, Pediatric Endocrinology
University of Minnesota Medical School
M Health Fairview Masonic Children's Hospital
9:30am — Individualized Therapy and Eva Morava, MD, PhD
10:15am N-of-1 Trials Paving the Way to Professor

New Treatments

Visual Al to Quantify Motor
Phenotyping and Treatment Effects

Department of Genetic and Genomic Sciences
Icahn School of Medicine at Mount
Sinai

Benjamin Glicksberg, PhD

Associate Professor and Chief of the
Entrepreneurship and Innovation for
the Windreich Department of
Artificial Intelligence and Human
Health at the Icahn School of
Medicine at Mount Sinai
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10:15am — Launching Patient Led Research Diana Roetting
105 LS CDG Parent and Advocate
10:35am - BREAK
10:50am
10:50am — The Expanded and Enriched CDG Hudson Freeze, PhD
LA EcesEsn William W. Ruch Distinguished Endowed Chair
Honoring Hudson Freeze
Director, Human Genetics Program
Director, Sanford Children's Health Research Center
11:20am — From Bench to Bedside: Andrew Edmondson, MD, PhD
Rl Translatlpg'CIDIG B(elsearch luds Assistant Professor, Human Genetics and Metabolism
e Glites Uil Children’s Hospital of Philadelphia
11:50am — Building Clinical Trial Christina Lam, MD
L Readiness in C[?G: Lesson§ Associate Professor of Pediatrics, University of
from Natural History Studies .
Washington
Medical Director of Biochemical Genetics, Seattle
Children’s Hospital
12:20pm — LUNCH
1:30pm

LIVING WITH CDG: COMMUNITY, TRANSITION, AND FAMILY SUPPORT

1:30pm —
2:00pm

From the Pond to the Sea: A
Practical Framework for Transition
of Young People with CDG — UK
Experience

Mel McSweeney, RGN part 1, DipHe (child), BSc
(hons) child health, MSc ANP paediatrics (Merit)
Advanced Nurse Practitioner and Lead Nurse in
Metabolic Medicine at Great Ormond Street Hospital,
London
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2:00pm — Psychosocial Support and Canice E. Crerand, PhD
2ot Egs(lsllence for Families Navigating Associate Professor of Pediatrics and Plastic Surgery
The Ohio State University College of Medicine
Principal Investigator, Center for Biobehavioral
Health,
The Research Institute at Nationwide Children’s
Hospital
Psychologist, Section of Pediatric Psychology and
Neuropsychology, Nationwide Children’s Hospital
2:30pm — Seeing Siblings, Sustaining Jessica Kruger, LMSW
3:00pm Families: Including Siblings Child Trauma Counselor, Safe Horizon, NYC
and Rebalancing Care in Rare Sibshops Program Coordinator & Sibling Support
Disease Families Project, Certified Sibshops Facilitator at the
Marlene Meyerson Jewish Community Center of
Manhattan
3:00pm — CLOSING Andrea Miller, JD, MHA
3:30pm Founder & Executive Director, CDG CARE
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