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Supplementary Figure S1. CDG Journey Mapping structure. The sections specific for
CDG families are coloured in light green while the professional-specific sections are
represented in dark green. Sections common to both groups are shown in blue. The CMG

section is highlighted in red.



Institution

8.57% Mayo Clinic (USA)
5.71% Aatieh Hospital (Iran)
5.71% Children's Hospital of Philadelphia (USA)
2.86% Centro de Biologia Molecular Severo Ochoa (Spain)
2.86% CDG & Allies - PPAIN
2.86% Centre for Child and Adolescent Medicine Heidelberg (Germany)
2.86% Children's Memorial Health Institute (Poland)
2.86% CONICET - Hospital de Nifios de Cérdoba (Spain)
2.86% Federal University of Sdo Paulo (UNIFESP) (Brazil)
2.86% Veterinary Faculty (Spain)
2.86% Great Omond Street Hospital (UK)
2.86% Hospital de Nifios R Gutierrez (Argentina)
2.86% Hospital Sant Joan de Déu (Spain)
2.86% KU Leuven (Belgium)
2.86% Lund University (Sweden)
2.86% National Research Council of Italy
2.86% NOVA School of Science and Technology (Portugal)
2.86% Noth West University (Center for Human Metabolomics, South Africa)
2.86% Pompeu Fabra University (Spain)
2.86% Private Practice (South Africa)
2.86% Royal Children's Hospital (Australia)
2.86% Sanford Burnham Prebys (USA)
Total=35 2.86% Stollery Children's Hospital (Canada)
otal= 2.86% Thilisi State Medical University (Georgia)
2.86% The Portuguese Association for CDG
2.86% Universita degli Studi di Napoli "Federico II" (Italy)
2.86% University of Utah (USA)
2.86% University of Washington/Seattle Children's Hospital (USA)
2.86% UZ Leuven
2.86% Other University (USA)
2.86% Other

Supplementary Figure S2. Affiliations of the professionals who completed the e-

guestionnaire.



