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Clinical Resources

Guidelines
e VLCAD Nutrition Management Guidelines
o https://managementguidelines.net/guidelines.php/146/VLCAD%20Nutrition%20Gu

idelines/Version%201.4
e VLCAD Nutrition Management Toolkit
o https://managementguidelines.net/toolkit.php/165/VLCAD%20Nutrition%20Manag
ement%20Toolkit/Version%201.18

Medline Plus
e Long-chain 3-hydroxyacyl-CoA dehydrogenase deficiency
o https://medlineplus.gov/genetics/condition/long-chain-3-hydroxyacyl-coa-
dehydrogenase-deficiency/

e Verylong-chain acyl-CoA dehydrogenase deficiency
o https://medlineplus.gov/genetics/condition/very-long-chain-acyl-coa-
dehydrogenase-deficiency/
e Carnitine-acylcarnitine translocase deficiency
o https://medlineplus.gov/genetics/condition/carnitine-acylcarnitine-translocase-
deficiency/
e Mitochondrial trifunctional protein deficiency
o https://medlineplus.gov/genetics/condition/mitochondrial-trifunctional-protein-
deficiency/

National Institutes of Health
e Genetic and Rare Diseases Information Center (GARD)

o https://rarediseases.info.nih.gov/diseases/1121/carnitine-palmitoyltransferase-2-
deficiency

o https://rarediseases.info.nih.gov/diseases/6867/long-chain-3-hydroxyacyl-coa-
dehydrogenase-deficiency\

o https://rarediseases.info.nih.gov/diseases/5508/very-long-chain-acyl-coa-
dehydrogenase-deficiency

National Organization for Rare Disorders (NORD)
e https://rarediseases.org/rare-diseases/carnitine-palmitoyltransferase-1a-deficiency/

Patient advocacy groups
e Baby’s First Test
o https://www.babysfirsttest.org/newborn-screening/conditions/very-long-chain-
acyl-coa-dehydrogenase-deficiency
e FODSupport
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o https://www.fodsupport.org/
e |INFORM

o https://informnetwork.org/inform-families/
e MitoAction

o https://www.mitoaction.org/fatty-acid-oxidation-disorders/
e MitoCanada

o https://mitocanada.org/

e Newborn Screening
o Long-Chain L-3 Hydroxyacyl-CoA Dehydrogenase Deficiency
= https://www.babysfirsttest.org/newborn-screening/conditions/long-chain-I-
3-hydroxyacyl-coa-dehydrogenase-deficiency
o Very Long-Chain Acyl-CoA Dehydrogenase Deficiency
= https://www.babysfirsttest.org/newborn-screening/conditions/very-long-
chain-acyl-coa-dehydrogenase-deficiency
e Patient Access Network (PAN) Foundation
o https://www.panfoundation.org/disease-funds/long-chain-fatty-acid-oxidation-
disorders/

e Save Babies Through Screening Foundation
o https://savebabies.org/
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