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Aim & Scope

 Design a clinical reference for children that require 

complex medical care (entering new environments)*

 reuse existing elements (e.g., section templates)
 medications

 immunizations

 allergies

 problems

 plan of care**

 provide detailed contact information for primary and 

subspecialty health care providers

 develop a model for contingency-based plan of care 

(personalized to an individuals need)

 medical devices (e.g. tracheostomy, g-tube, etc...)
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a.k.a.

 Personal Health Record…

 Portable Health Record….

 Emergency Information Form….

…for Children with Special Healthcare Needs

Example references:

 Emergency Information Form for Children with Special Needs 

(AAP/ACEP)

 Portable Health Record for Children, Youth or Adults with Genetic 

Conditions (Hawaii)

 CMS Form 485 – Home Health Certification Plan of Care
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Features to include…

 Devices 

 Tubes, drains
 (see Pressure Ulcer domain analysis model)

 Contingency plan

 e.g., if _____ then consider ________

 Directives and preferences

 Communication preferences

 Vascular access 
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Storyboards

 Currently mapping use cases to evaluate 

mapping to c-CDA and FHIR

 Capturing additional content on wiki:
http://wiki.hl7.org/index.php?title=Essential_Information_for_Children

_with_Special_Healthcare_Needs

 Additional input welcomed. 
 Contact: Michael Padula   padula@email.chop.edu
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