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PAReNts 2.0: ExCiTe Parents Advancing REsearch NeTworkS 2.0: Expand
Community, Tools, & Engagement

PCORI Patient-Centered Outcomes Research Institute

FDA Food & Drug Administration

ELPFDD Externally-Led Patient Focused Drug Development
Meeting

RJ Research Jam

CCDS Cerebral Creatine Deficiency Syndromes

CTD Creatine Transporter Deficiency

GAMT Guanidinoacetate Methyltransferase Deficiency

COS Core Outcome Set

COA Clinical Outcome Assessment

OMT Outcome Measurement Tool

CMD Clinical Meaningful Difference

MRS Magnetic Resonance Spectroscopy

GAA Guanidinoacetate


