



My Child’s Health Information
Syndrome of Optic Nerve Hypoplasia (ONH)

What is Optic Nerve Hypoplasia? 
Those with ONH have small, underdeveloped optic nerves (eye nerves) affecting the signals going to the brain where you “see.” One or both eyes may be affected. ONH is often associated with brain abnormalities, which may impact growth and development. People with ONH show a wide range of symptoms. A person may have one, some, or all of the symptoms ranging from mild to severe.


The Purpose of this Document
[bookmark: _GoBack]To help parents advocate for their child’s health and safety needs as well as support parents’, teachers’, and other caregivers’ understanding of the Syndrome of Optic Nerve Hypoplasia.
With parental permission, this form should be used in classrooms and daycares as well as to support nursing staff with the development of the child’s specific health plan within the facility.

The child’s ophthalmologist, endocrinologist, neurologist, and other health care providers are encouraged to assist the family in filling out the form. 

In the event of an emergency, hand document to an Emergency Medical Technician or Medical Personnel 

For your child’s safety:
· Keep copies of this document in your home, at school and/or daycare, and with your child.
· Bring to every medical appointment to update changes in medication, conditions, and doctor information.
· Children with ONH are advised to have a medical bracelet


More information on ONH can be found at:
Optic Nerve Hypoplasia: A Guide for Parents- www.onesmallvoicefoundation.org/science_onh.html 
Dr. Linda Lawrence: The Spectrum of Optic Nerve Hypoplasia- http://kanlovkids.kssdb.org/trainings/videos
www.onesmallvoicefoundation.org/science_borchert
www.onesmallvoicefoundation.org
www.chla.org/optic-nerve-hypoplasia













*This documents is not intended to replace physician’s orders 

Copyright © Pending

My Child’s Health Information
for the Syndrome of Optic Nerve Hypoplasia (ONH)
*Not to substitute doctor’s orders
	My child: ________________________________________Address:_______________________________________________DOB:________________ 
Emergency Contact name, number &relation: ______________________________________________________________________________
Emergency Contact name , number & relation: _____________________________________________________________________________
Hospital of choice:______________________________________________________________________________________________________________   



	Family Doctor:________________________________________________    Address: ___________________________________________________
Telephone:_____________________________________________________    Fax:_________________________________________________________
Other care providers: 
Ophthalmologist:_______________________________________________ Location: __________________________________________________
Contact information:___________________________________________________________________________________________________________
Endocrinologist:________________________________________________Location: ___________________________________________________
Contact information:___________________________________________________________________________________________________________
Neurologist:_____________________________________________________Location: ___________________________________________________
Contact information:___________________________________________________________________________________________________________
Other:__________________________________________Profession/Organization: ___________________________________________________
Contact information:___________________________________________________________________________________________________________



	Diagnoses/Past Procedures                               Date
_____________________________________________________________
_____________________________________________________________
_____________________________________________________________
_____________________________________________________________
_____________________________________________________________
_____________________________________________________________
_____________________________________________________________
_____________________________________________________________
_____________________________________________________________
_____________________________________________________________

	Baseline Vital signs
Blood Pressure:_______________Respiration:________________
Body temperature:________________ Pulse:__________________
Weight:__________________Date taken:_______________________
See attached growth chart. Required RN plot every 6m.
Known Allergies                        Reactions
_______________________________________________________________
_______________________________________________________________
_______________________________________________________________
_______________________________________________________________
_______________________________________________________________
_______________________________________________________________




	Emergency Medication                                               When/how to give medication
______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
___________________________________________________________________________________________________________________________________Medication                                  Dosage and Frequency                     Route of administration         Side Effects
______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
___________________________________________________________________________________________________________________________________
______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
___________________________________________________________________________________________________________________________________
___________________________________________________________________________________________________________________________________
Fluid intake limits: _____oz. in _____hrs. ___________________________________________________________________________________________________________________________________
__________________________________________________________________________________________________________________________________
___________________________________________________________________________________________________________________________________



Date Updated: ________________________________________________                Plan Reviewed By: ________________________________________________________
                                                                                                                                                                                                                                         Name and Credentials 

Child name: ________________________________________________________ DOB:________________________________________________________________
	Symptoms my child shows and what they look like:
These may change at any time! 
□Seizures ___________________________________________________
□Excessive thirst___________________________________________
□Excessive hunger_________________________________________
	□Changes in body temp ___________________________________
□Irregular sleep patterns_________________________________
□Sensory differences______________________________________
□Activity level______________________________________________
□Aversion to Feeding (explain below)
□Other _______________________________________________________




Created by Sara Siegele MOT, OTR/L  Wyandotte County Infant Toddler Services in collaboration with Anne S. Nielsen, Ph.D and
January 1, 2016

		 

	Vision considerations, what it means for my child with ONH
□If glasses, how do they help? (near, distance)_______________________________________________________________________
□If glasses, when should they be worn: _______________________________________________________________________________
□ Normal vision     □Low vision     □Legally blind     □Blind
For additional information, see Child’s Teacher of the Visually Impaired or Vision Team
Contact information: ____________________________________________________________________________________________________



	Feeding considerations, what it means for my child
How: □G-tube □fed by caregiver □feeds self
What: □purees □dissolvables □crunchy □mixed texture
Sitting in: □modified chair □high chair □standard chair
Other:________________________________________________________
	Restrictions: (□Nothing by mouth)_______________________
________________________________________________________________
Feeding Plan: □ YES   □ NO
Contact person:_______________________________________________________



	Motor considerations: _______________________________________________________________________________________________________
___________________________________________________________________________________________________________________________________
Assistive devices: ____________________________________________________________________________________________________________
___________________________________________________________________________________________________________________________________



	My child communicates best by: :_________________________________________________________________________________________
__________________________________________________________________________________________________________________________________
My child understands and/or uses □oral communication  □sign language  □pictures □other _______________________



	WARNING SIGNS!

	Hypoglycemia (low blood sugar)- Irritability, Repetitive behavior, Shakiness, Chills and Clamminess, Impatience, Confusion, Dizziness, Nausea, Sleepiness, Fatigue, Decreased Coordination
Adrenal crisis (One or more symptoms may occur under physical or emotional stress)-Increase or Decrease in Temperature, Nausea, Vomiting, Diarrhea, Lethargy, Fatigue, Fever, Pale Skin, Loss of Appetite, Decreased Fluid Output, Change in Normal Temperament or Behavior. 
Anti-diuretic hormone deficiency- Excessive Drinking and Urination 

	When to call PARENT
Contact:_____________________________________________________





	When to take to the ER
Hospital:______________________________________________________








	I, ___________________________, authorize the sharing of this form, for the purpose of my child’s health and safety with the following: 
□School:_______________________________________________________ □ Day care____________________________________________________
□Other: ________________________________________________________□ Other:______________________________________________________
Parent Signature:___________________________________________________________________Date: _____________________________________



