
, Ph.D.Matt Might

matt.might.net
@mattmight

University of Utah

Associate Professor
Computer Science



, Ph.D.Matt Might

Patient Experience;
Patient Engagement

matt.might.net
@mattmight

University of Utah

Associate Professor
Computer Science





, Ph.D.Matt Might

Patient Experience;
Patient Engagement

matt.might.net
@mattmight

University of Utah

Associate Professor
Computer Science



, DadMatt Might

Patient Experience;
Patient Engagement









Undiagnosed

Patient Experience

Aftermath



Patient Experience

Aftermath

“the island”



Logistics & Education

Aftermath

“the island”



Logistics & Education

“the island”

Internet & Action



Undiagnosed Island
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What if n = 1?





Hudson Freeze, Sanford-Burnham











Undiagnosed

Patient Experience

Aftermath



Patient Experience







Logistics



Lynne Wolfe





Clinician Researcher

Field Marshal



What’s it like?











































































































How to improve?



Exhaustion.



It takes two.



science lessons.



science lessons.pseudo



“Homework” for patients.
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“Actionable”









Patient-initiated science
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For patients, functional studies beat case-finding!





Source: Hudson Freeze





Animal models













Basic science



















CDG Protocol



NGLY1



NGLY1GPI
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Enzyme replacement







PEG polymer



PEG polymer TAT peptide



Replicable?



Yes!





De novo gain of function in Gene X





Gene X inhibitor



Gene X inhibitor



What do patients need?



“next step”





How to create a web site



What information to share



All variants



HPO



PPO



Parent Phenotyping OntologyP P O





alacrima





why does my child have no tears?







Thank you!
matt.might.net


