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Supplement 1. Overview of ERNs, search strategy, documents retrieved and involvement of authors. 
	ERN 
	Website link 
	Search strategy *
	Documents retrieved
	References of eligible documents**
	Involvement of authors 

	
	
	
	Developed by ERN (n)

	Formally endorsed (n)
	Displayed on website (n)
	
	

	ERN BOND 
(rare bone disorders) 
	https://ernbond.eu/ 
	Full exploration of page Activities > Clinical guidelines
	1
	2
	7
	1-8
	

	ERN CRANIO
(craniofacial anomalies) 
	https://www.ern-cranio.eu/ 
	Full exploration of page For Clinicians> Standards of care 
	3
	1
	
	9-12
	W.I was a methodological consultant and co-author for 2 guidelines of ERN CRANIO. Methodological rigor assessment performed by C.G, I.H and M.KH. The guideline that is endorsed by ERN CRANIO was developed by the Knowledge institute of Dutch medical specialists. Both C.G and I.H were affiliated to the knowledge institute at the time of analysis. W.I and M.KH performed the rigor assessment. 

	ENDO ERN (endocrine conditions)
	https://endo-ern.eu/ 
	Full exploration of page For Professionals > Support Tools > Guidelines 
	
	
	7
	13-17
	

	ERKNet 
(kidney diseases)
	https://www.erknet.org/ 
	Full exploration of page Guidelines and Pathways 
	9
	
	1
	18-24
	

	ERN RND
(Neurological disorders)
	https://www.ern-rnd.eu/ 
	Full exploration of disease knowledge pages > care standards 
	1
	2

	
	25-27
	

	ERN ERNICA 
(congenital gasto-intestinal anomalies)
	https://www.ern-ernica.eu/ 
	Full exploration of Guidelines page 
	6
	
	
	28-33
	W.I works as a methodologist for ERN ERNICA. Methodological rigor assessment performed by C.G, I.H and M.KH

	ERN Skin
(skin diseases) 
	https://ern-skin.eu/ 
	Full exploration of page Education and Best Practices > Guidelines 
	8
	13
	8
	34-54
	

	EURACAN
(rare adult solid cancers) 
	https://www.euracan.eu/ 
	Full explorations of the heading ‘Guidelines and clinical decision support tools’ on all informative pages on different types of solid cancers 
	9
	
	6
	55-67, 69, 105
	

	EuroBloodNet
(hematological diseases) 
	https://eurobloodnet.eu/ 
	Full exploration of page Best Practices > Clinical Practice Guidelines and other Clinical Decision Making Tools

	1
	2
	
	68,70
	

	ERN Euro NMD
(neuromuscular disorders)
	https://ern-euro-nmd.eu/ 
	Full exploration of page Education>Publications>Guidelines-Consensus-CDST
	1
	1
	7
	71-79
	

	ERN Genturis
(Genetic tumor risk syndromes)
	https://www.genturis.eu/
	Full exploration of page Guidelines and pathways>clinical practice guidelines 
	4
	12
	
	80-91
	

	ERN Guard Heart 
(cardiac diseases)
	https://guardheart.ern-net.eu/ 
	Full exploration of results for search term ‘Guideline’ in the search field 
	
	
	3
	92
	

	ERN ITHAKA 
(Rare Malformation Syndromes, Intellectual and Other Neurodevelopmental Disorders)

	https://ern-ithaca.eu/ 
	Full exploration of pages Guidelines>Ithaka guidelines and Guidelines >endorsed guidelines
	4
	
	
	93-96
	C.G was a methodologist for ERN ITHAKA at the time of the analysis. M.KH was a PhD student at ERN ITHAKA at the time of the analysis. Methodological rigor assessment performed by W.I and I.H.  

	METABERN
(metabolic diseases)
	https://metab.ern-net.eu/ 
	Full exploration of page Publications and Guidelines > Guidelines 
	
	
	9

	97-104
	

	ERN PAEDcan 
(pediatric cancer)
	https://paedcan.ern-net.eu/ 
	Full exploration of results for search term ‘Guideline’ in the search field
	
	
	2
	105,106
	

	ERN RARE-LIVER
(liver diseases) 
	https://rare-liver.eu/ 
	Full exploration of page Healthcare Professionals > Clinical Practice Guidelines and Position Papers
	2
	19
	
	107-120
	

	ERN ReCONNET 
(connective tissue and musculoskeletal diseases)
	https://reconnet.ern-net.eu/ 
	Full exploration of pages Guidelines and Clinical tools and Disease info pages 
	
	
	34
	121-140
	

	ERN RITA 
(immunological disorders)
	https://ern-rita.org/
	Full exploration of pages activities> clinical guidelines> >published guidelines
	1
	
	
	
	

	ERN TRANSPLANT-CHILD
(Solid Organ Transplantation and Hematopoietic Stem Cell Transplantation in children)
	https://transplantchild.eu/ 
	Full exploration of page clinical guidelines 
	2
	
	
	141,149
	

	VASCERN
(Multisystemic Vascular Diseases)
	https://vascern.eu/ 
	Full exploration of page Clinical Decision Support Tools > Clinical Guidelines 
	
	1
	16
	142-148
	

	ERN EpiCare
(epilepsy)
	https://epi-care.eu/ 
	Full exploration of page For Clinicians > Scientific Publications 
	
	
	
	
	

	ERN Eye
(Ocular diseases)
	https://www.ern-eye.eu/ 
	Full exploration of results for search term ‘Guideline’ in the search field
	
	
	
	
	

	ERN eUROGEN 
(urogenital disaeses) 
	https://eurogen-ern.eu/ 
	Full exploration of page our work and results for search term ‘Guideline’ in the search field
	
	
	
	
	

	ERN LUNG 
(respiratory diseases) 
	https://ern-lung.eu/
	Full exploration of website headings our work, for clinicians and for patients. 
	
	
	
	
	



*All searches were conducted in June 2024
** correlates to the references in supplement 2
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