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THE EMERGENCY DEPARTMENT ENCOUNTER

Have you encountered a situation in 
which an ED doc has not listened to 

you and what you know about 
mitochondrial disease?

This is NOT uncommon!
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• Some physicians are intimidated by patients / parents 
who know more about the condition that they do

• If you think things are not proceeding as they should 
in the ED setting:

• Have the ED doc call your Mito doc
• Have your Mito doc call the ED doc

• Have the Mito Doc run interference and call the ED 
before you get there

WARNING!
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THE ATTRIBUTES OF A GOOD PROTOCOL?

Not every protocol letter is a         
practical or effective letter

Too specific

Too little 
information

Not updated

Not specific 
enough

Overwhelming
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• Gets ignored
• Introduces confusion

• Makes the reader nervous
• Causes the reader to withdraw or lose confidence

• Can be obstructive to care

A BAD PROTOCOL…
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• Assumes the reader is not familiar with the disease
• Describes the patient’s particular/unique issues

• Explains the issues clearly, in understandable language
• Breaks down the issue into parts

• Offers practical, common-sense advice, open-ended but 
not vague, addresses possible scenarios that can happen

• Should end with a name, a signature, a contact number, 
and a date. Printed on letterhead paper

THE ATTRIBUTES OF A GOOD PROTOCOL
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EMERGENCY PROTOCOLS
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• Provides essential information to emergency providers 
in order to:

• Teach
• Direct

• (And scare)
• Provides the clinician with contacts for expert back-up

OBJECTIVES OF AN EMERGENCY PROTOCOL
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• Information about:
• Disease (general)

• Disease (patient)
• The problem(s)  (include physiology)

• Assessment
• Considerations for treatment of the problem(s)

• Contact information

CONTENTS OF AN EMERGENCY PROTOCOL

BEST PROTOCOLS ARE
PATIENT + PROBLEM-SPECIFIC
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• ED – vomiting
• Anesthesia/surgery (GI surgery)

THREE SAMPLE PROTOCOLS
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MITO IS A PATIENT-SPECIFIC DISEASE
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TEACHING ABOUT MITO
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TEACHING ABOUT THE SYMPTOM
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TEACHING ABOUT THE SYMPTOM
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WHAT TO DO?
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WHAT IS THE ENDPOINT?

LACTATED 
RINGER’S OK!
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REFERENCE MATERIAL, TO TEACH
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WHOM TO CALL WITH QUESTIONS OR FOR HELP?
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GI SURGERY LETTER - TEACHING
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WHAT TO WATCH OUT FOR?
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THE ENDPOINT
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FLUIDS
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SPECIAL IFs
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REFERENCES… TO TEACH
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• Assumes the reader is not familiar with the disease
• Describes the patient’s particular/unique issues

• Explains the issues clearly, in understandable language
• Breaks down the issue into parts

• Offers practical, common-sense advice, open-ended but 
not vague, addresses possible scenarios that can happen

• Should end with a name, a signature, a contact number, 
and a date. Printed on letterhead paper

THE ATTRIBUTES OF A GOOD PROTOCOL
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SICK-DAY PROTOCOLS



• Keep the patient stable
• Keep the patient out of the hospital

• Start and change treatment plans more quickly

OBJECTIVES OF A SICK-DAY (HOME) PROTOCOL
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• The patient’s metabolic crises are not severe
• The course of the patient’s metabolic crises are 

known and predictable
• The patient / parents:

• Understand how to assess the patient’s status
• Understand the protocol – benefits, limitations
• Are good communicators and reliable

WHEN TO PROVIDE A HOME PROTOCOL?
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• Protocols are not kept up to date
• Patients / parents implement the protocol or make 

changes without calling the Metabolism team
• The treatment team becomes uncoordinated

• If the child gets worse, the team does not know 
what’s going on

PROBLEMS WITH HOME PROTOCOLS
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Thank you for participating today!

Questions?

mkorson@vmpgenetics.com
www.vmpgenetics.com

mailto:mkorson@vmpgenetics.com
http://www.vmpgenetics.com/

