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Having Conversations With Healthcare Professionals2,3

You may feel like you’re just getting the hang of the pediatric care system when you have to start thinking about the medical transition 
from the pediatric care team to an adult care team for your loved one with rare epilepsy. It may seem like a daunting task—and it is, 
but you have thoughtfully provided care for your loved one for many years and have overcome many obstacles and you can also be 
successful with this new challenge.

We hope using this guide can provide you with some of the support you’ll need. Throughout this C.A.R.E. Binder, we discuss many different 
aspects of preparing for the long-term care of your child as they age into adulthood. While it would make sense for the healthcare system to 
recognize the needs of those with severe disease as they age out of the pediatric system, the reality is that you, as the primary caregiver of 
your loved one with rare epilepsy, will need to drive the process. You will also likely need to drive the communications and conversation with 
your child’s medical care team—on both sides of the medical transition process, pediatric and adult.

Below you’ll find some helpful tips to initiate the process and get the conversation going. You’ll also find suggestions on timing—it’s just 
as important to know what to discuss as it is when to discuss. And as with the other areas we’ve focused on, planning and preparation 
are key. Finding time to work on your plans when your family is not in crisis can be helpful; however, even when in crisis, there are 
sometimes decisions that must be made to continue the care you’ve so thoughtfully provided throughout your child’s journey.

Timing—when is the best time to start the conversation with your pediatric care team? You can start conversations around age 13 
or even earlier if that is what works for you. It depends on your family’s unique situation. Begin by having discussions with your child’s 
primary care physician and neurologist or epileptologist on what to expect and how they can help support the medical transition process. 
Confirm when your child will age out of their practices, as well as the current medical institution(s) your child is treated at, well ahead of 
time to determine the timeline you need to follow.

HCP Conversation Guide Checklist

Age 13  Consider starting the conversation by asking your child’s primary care provider and neurologist or epileptologist the following:

At what age will my child age out of your practice? 

At what age will my child age out of this hospital? 

Does this facility have a transition clinic, transition resources or social worker available to me and my child?   YES   NO

How can you and your staff help support the medical transition process?

Age 14  Check in with your child’s primary care provider and neurologist or epileptologist on your child’s medical transition plan. Write 
down any questions you want to discuss:

TIP: Consider starting the conversation by letting your child’s pediatric care providers know that you have been thinking about 
transition. Let them know you understand this will be a process that will need advance planning. Thank them in advance 
for supporting you through this transition process. You don’t need to have all the details at this point. The goal for this first 
conversation is to gain an understanding of the basics so you know how to plan.

CONVERSATIONS

https://www.ucbwebfs.net/ext/video/2024/05/836397/C.A.R.E.%20Binder%20-%20HCP%20Video%203%20FINAL.html
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Age 15  Check in with your child’s primary care provider and neurologist or epileptologist on your child’s medical transition plan.  
Review the Caregiver Assessment on Medical Transition Readiness Form. Are there any areas your child’s physician can assist you with? 
Make a list below:









Age 16  Check in with your child’s primary care provider and neurologist or epileptologist on your child’s medical transition plan. 
Review the Caregiver Assessment on Medical Transition Readiness Form. Are there any areas your child’s physician can assist you 
with? Make a list below.









Ask your child’s neurologist or epileptologist and primary care provider to provide you with recommendations for an adult 
neurologist or epileptologist and adult primary care provider and document the information using the Adult Care Team Provider 
Referral Form.

Once you have some referrals, you are ready to begin your research on finding the best fit for your child. Hopefully, you will identify 
adult care providers right away, but it may take some time and several phone calls. Use the guide below to help you facilitate 
discussions with these potential new care providers.

Suggested questions to ask potential new healthcare providers:

1 Do you have experience managing patients with rare epilepsy? 

2 Do you have experience working with adult patients with intellectual developmental disabilities? 

3 What accommodations does your office make, if any, for patients with cognitive impairment?

4 Are you comfortable and available to join me and my child for an upcoming appointment with our pediatric care provider?  
Please note, while this is the ideal situation, it can sometimes be a problem with insurance so check with your insurance provider prior  
to making these arrangements.

5 Are you or your colleagues accessible after hours/weekends/holidays for emergencies? 

6 Do you accept my child’s health insurance or Medicaid/Medicare? 

7 What are your office hours?

8 What is parking like at your office?

9 How long do I typically need to wait for an appointment?

Add your own questions here—what is priority to ensure the comfort and care of your child?

10 

11 

TIP: Consider starting the conversation by acknowledging that you understand the adult care provider may be used to working 
directly with their patients (vs. working with a parent/caregiver). Thank them in advance for being willing to collaborate as a team 
with you on the care of your child.

CONVERSATIONS
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12 

13 

14 

15 

Age 17  Have your annual medical transition discussion with your child’s primary care physician and neurologist or epileptologist. 
Reconfirm when your child will age out of their practices and the hospital in your current healthcare system to ensure policies  
you may have previously confirmed have not changed. 

Review the Caregiver Assessment on Medical Transition Readiness Form. Are there any areas your child’s physician can assist you with? 
Make a list below.









Ask your child’s neurologist or epileptologist the following and complete the tasks noted:

In preparation for my child’s medical transition from a pediatric care team to an adult care team, can you please assist me with 
completing this Epilepsy Living & History Form? Have the form with you and offer to email it to the physician to complete at their 
convenience. Find out if there is additional information the physician needs you to provide. Be certain to respond to the physician’s 
request for any information in a timely manner.

Age 18-21  For those loved ones who age out of the pediatric system at age 18, you should have already completed the process. 

For all others, at this point, you should be starting, in the middle of, or close to completing the medical transition process. Since it is 
a process and not something that can happen overnight, it will take time and patience. The goal is to comfortably transition before 
your child ages out of the system. The target age can be different in each practice and hospital system so you may need to adjust the 
timing of having conversations and tasks depending on your situation.

TIP: Some families only visit with their neurologist or epileptologist once or twice a year. Make sure you are giving them enough 
time to help you complete the Epilepsy Living & History Form. Depending on when your child ages out of their practice, you may 
need to adjust the timing of completing this task.

CONVERSATIONS

https://www.ucbwebfs.net/ext/video/2024/05/836397/C.A.R.E.%20Binder%20-%20HCP%20Video%204%20FINAL.html
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Day Programs


Use the space below to document Day Programs your loved one with rare epilepsy attends. Additional pages can be added by going 
to the Attachments section of this C.A.R.E. Binder.


Does your loved one with rare epilepsy attend a Day Program?    YES    NO


Day Program 1


Name of Program: 


Contact Name:  Phone: 


Address:  


City: State: Zip:


Day(s) of the Week:    Monday    Tuesday    Wednesday    Thursday    Friday    Saturday    Sunday


Hours:


Transportation to/from Day Program:


Does your loved one stay in one location all day for this day program?    YES    NO


Is this a community-based program where they go on outings?    YES    NO


If YES, how is transportation provided for these outings?


How is this program funded?


If funded by the state, does the state also pay for transportation?    YES    NO


Day Program 2


Name of Program: 


Contact Name:  Phone: 


Address:  


City: State: Zip:


Day(s) of the Week:    Monday    Tuesday    Wednesday    Thursday    Friday    Saturday    Sunday


Hours:


Transportation to/from Day Program:


Does your loved one stay in one location all day for this day program?    YES    NO


Is this a community-based program where they go on outings?    YES    NO


If YES, how is transportation provided for these outings?


How is this program funded?


If funded by the state, does the state also pay for transportation?    YES    NO


DAILY LIVING
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		Pg 53 Transportation 1: 

		Pg 53 Transportation2 1: 

		Pg 53 Name of Program 1: 

		Pg 53 State pay for transportation NO 1: Off

		Pg 53 Contact Name 1: 

		Pg 53 Phone 1: 

		Pg 53 Address 1: 

		Pg 53 City 1: 

		Pg 53 State 1: 

		Pg 53 Zip 1: 

		Pg 53 Monday 1: Off
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		Pg 53 Wed 1: Off

		Pg 53 Thur 1: Off

		Pg 53 Fri 1: Off

		Pg 53 Sat 1: Off

		Pg 53 Sun 1: Off

		Pg 53 Hours 1: 

		Pg 53 Stay in one location YES 1: Off

		Pg 53 Stay in one location NO 1: Off

		Pg 53 Community based program YES 1: Off
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		Pg 53 Tuesday 2: Off

		Pg 53 Wed 2: Off

		Pg 53 Thur 2: Off

		Pg 53 Fri 2: Off

		Pg 53 Sat 2: Off

		Pg 53 Sun 2: Off

		Pg 53 Hours 2: 

		Pg 53 Transportation 2: 
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Medication Name:


Purpose: 


Generic Acceptable?    YES    NO Does this medication require a prior authorization (PA)?   YES    NO


PA renewal date: 


RX Number: Dosage: 


Frequency:  Quantity: 


Prescribing Physician Name:


Phone: Fax:


Email:


Dispensing Pharmacy:   Local Pharmacy    Specialty Pharmacy


Contact Name: 


Address: 


City: State: Zip:


Phone: Fax:


Email: 


Please indicate if identification is required when picking up this medication from the pharmacy.    YES    NO


Covered by insurance   YES    NO


Co-pay cost: 


Prescription or Co-Pay Assistance Program Available?   YES    NO


Name/Info for Assistance Program(s):


Phone: Fax:


How is this medication taken? 


Preparation Type (pill, capsule, liquid, chewable, etc.)? 


Additional Comments/Notes: 


Detailed Information on Medication


TIP: Set a reminder on your phone to go off at least two weeks before the prescription expires to remind you to start the PA process.


TIP: You may have different medications that are dispensed by different pharmacies. Indicate the list of medications each pharmacy provides.


TIP: Additional pages can be added by going to the Attachments section of this document.


DISEASE MANAGEMENT





		Previous View: 

		Next Page: 

		Pg 92 checkbox 2 NO: Off

		Pg 92 checkbox 3 local pharm: Off

		Pg 92 checkbox 2 specialy pharm: Off

		Pg 92 checkbox 7 ID YES: Off

		Pg 92 checkbox 8 NO: Off

		Pg 92 checkbox 10 NO: Off

		Pg 92 checkbox 11 YES: Off

		Pg 92 checkbox 12 NO: Off

		Pg 92 Med name: 

		Pg 92 purpose: 

		Pg 92 PA renewal date: 

		Pg 92 RX nbr: 

		Pg 92 dosage: 

		Pg 92 frequency: 

		Pg 92 quantity: 

		Pg 92 RX Doc: 

		Pg 92 RX Doc phone: 

		Pg 92 RX Doc fax: 

		Pg 92 RX Doc email: 

		Pg 92 dispensing pharm: 

		Pg 92 pharm address: 

		Pg 92 pharm fax: 

		Pg 92 pharm city: 

		Pg 92 pharm state: 

		Pg 92 pharm zip: 

		Pg 92 pharm phone: 

		Pg 92 pharm contact name: 

		Pg 92 pharm email: 

		Pg 92 co pay: 

		Pg 92 Asst program name: 

		Pg 92 Asst program phone: 

		Pg 92 Asst program fax: 

		Pg 92 how med is taken: 

		Pg 92 med prep type: 

		Pg 92 additional details: 

		Page nbr 92: 

		Pg 92 checkbox 3 YES: Off

		Pg 92 checkbox 4 NO: Off

		Pg 92 checkbox 9 YES: Off

		Pg 92 checkbox 1 YES: Off
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Contact Name:  Relationship: 


Phone: Email:


When to contact:  


 Weekdays, 9-5P   Weekends/Holidays   Nighttime   Other:


Authorization(s):  


 House access/has key   Can watch sibs at home   Take siblings to their home   Pickup/Dropoff siblings from home or other locations  
 Pickup/Dropoff siblings from/to school   Temporary Caregiver   Long-Term Caregiver   Power of Attorney  
 Other: 


Contact Name: Relationship:


Phone: Email:


When to contact:  


 Weekdays, 9-5P   Weekends/Holidays   Nighttime   Other:


Authorization(s):  


 House access/has key   Can watch sibs at home   Take siblings to their home   Pickup/Dropoff siblings from home or other locations  
 Pickup/Dropoff siblings from/to school   Temporary Caregiver   Long-Term Caregiver   Power of Attorney  
 Other: 


Contact Name: Relationship:


Phone: Email:


When to contact:  


 Weekdays, 9-5P   Weekends/Holidays   Nighttime   Other:


Authorization(s):  


 House access/has key   Can watch sibs at home   Take siblings to their home   Pickup/Dropoff siblings from home or other locations  
 Pickup/Dropoff siblings from/to school   Temporary Caregiver   Long-Term Caregiver   Power of Attorney  
 Other: 


Contact Name: Relationship:


Phone: Email:


When to contact:  


 Weekdays, 9-5P   Weekends/Holidays   Nighttime   Other:


Authorization(s):  


 House access/has key   Can watch sibs at home   Take siblings to their home   Pickup/Dropoff siblings from home or other locations  
 Pickup/Dropoff siblings from/to school   Temporary Caregiver   Long-Term Caregiver   Power of Attorney  
 Other: 


Emergency Contacts


TIP: Print two copies of your completed form—one for your C.A.R.E. Binder and one to put in plain view (such as on the refrigerator)  
for easy access during emergencies. Also consider making copies for everyone noted on this list so that all of your emergency contacts 
have each other’s information. Additional pages can be found in the Attachments section of this C.A.R.E. Binder.


IMPORTANT CONTACTS
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[Sender Name]

[Sender Institution Name]

[Sender Address]

[Sender City, State, Zip]

[Sender Email Address]

[Sender Phone Number]





[DATE]



Dear [Adult HCP Name],

[Name of loved one with rare epilepsy] is an [age] year-old patient of our pediatric practice who is interested in transferring to your care. Their primary diagnosis is [rare epilepsy]. As a result of [rare epilepsy], [Name of loved one with rare epilepsy] also has other associated health issues which need medical management. Enclosed with this letter is a complete Epilepsy Live & History form, medication schedule chart, medical insurance information, and seizure action plan.



[Name of Guardian] is the primary caregiver and guardian for [Name of loved one with rare epilepsy] 



Guardian information

Name: ___________________________________

Address: _________________________________

Email: ___________________________________

Phone: ___________________________________



Also enclosed is an Intro Summary of [Name of loved one with rare epilepsy] to help you get to know them.



The needed next steps in [Name of loved one with rare epilepsy]’s plan of care are: ____________________

________________________________________________________________________________________



I have had [Name of loved one with rare epilepsy] as a patient since age [age] and am very familiar with their health condition, medical history, and specialists. Our practice will provide care for them, such as refilling medications, until they come to the first visit in your practice. Please send us a note or call when [Name of loved one with rare epilepsy] has attended their first appointment in your practice. I would be happy to provide any consultation assistance to you during the initial phases of [Name of loved one with rare epilepsy]’s transition to your practice. Please do not hesitate to contact me by phone or email if you have any questions.



Thank you very much for your willingness to care for [Name of loved one with rare epilepsy].



Sincerely,



_____________________________________ 

[Referring Physician Name]



______________________________________ 		________________________________ 

[Email]								[Phone]



The Six Core Elements of Health Care Transition™ are the copyright of Got Transition®. This version of the Six Core Elements has been modified and is used with permission.






[image: ][image: ]Individualized Seizure ACTION Plan (I-SAP)



		Date I-SAP filled out: 	(review and update every 3 months with Neurologist as needed)



		Info on the person with seizures:



		Name:

		Date of Birth:

		Height:

		Weight:



		Parents/Guardians/Contacts:

Read these suggestions for filling out your I-SAP and then delete them as you go. As you type, add more lines to each box as needed by pressing

		Phone:



		Diagnosis:

Include diagnosis and what baseline seizures look like (type, frequency, duration).



		Drug Allergies:

Include all allergies here that are important to know in an emergency situation.



		Current Medications/Diets/Devices/Treatments:

Include alternative therapies and treatments as well.



		What to do in the event of a seizure emergency:



		B efore a seizure emergency occurs:

Briefly write here what to do to possibly prevent a seizure emergency. Use if the person with seizures experiences triggers that, based on experience, often lead to emergencies (e.g., unusual seizure patterns, onset of menstruation, fever, missed medication, etc). When should a parent/caregiver be called if not at home? The doctor should agree with this plan. Try to keep the whole I-SAP to one page only so it can be used in an emergency. Just brief facts only. Delete this gray text of suggestions when finished.



		D uring a seizure emergency:

Briefly write here what to do if the seizures cluster or become convulsive or non-convulsive status epilepticus. The doctor should agree with this plan. When should rescue medications be given? Where are the rescue treatments? Knowing the prolonged seizures can cause brain damage, how soon should rescues be given? Who should give rescue meds (most rescue meds can be given by anyone who has read and understands the instructions)? Should the VNS magnet be used (if relevant)? What rescue medication(s) should be given (e.g., rectal, intranasal, etc.)? Can a second dose be given? If so, when and how? What if rescue meds fail?



		A fter the seizure emergency has ended:

Briefly write here what to do after the emergency has ended. The doctor should agree with this plan. Was a rescue med given? If so, should heart rate and breathing be monitored and for how long? How should the person with seizures be positioned? How long are they likely to need to recover? How do you comfort the person with seizures and bystanders?



		W hen to call emergency services or go to the emergency department:

Briefly write here when to call an ambulance or go to the emergency room. Who will go in the ambulance with the person with seizures? Where is the Go Bag (a bag for trips to the hospital)?



		Neurologist Name/Signature:

		Phone:

		Insurance:
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Medical Care Team Contact Information


It’s important to keep your child’s medical care team contact information up to date. Print a copy for your C.A.R.E. Binder and also put a 
copy somewhere easily accessible to others. See the Attachments section of this C.A.R.E. Binder to add pages as needed.


Primary Medical Care Team


Hospital/Clinic/Physician: Contact:


Address:


City:  State:  Zip:


Phone: Mobile:


Email:


Comments:


Specialty Medical Care Team


Hospital/Clinic/Physician: Contact:


Address:


City:  State:  Zip:


Phone: Mobile:


Email:


Comments:


Support Care Team


Hospital/Clinic/Physician: Contact:


Address:


City:  State:  Zip:


Phone: Mobile:


Email:


Comments:


Additional Care Team


Hospital/Clinic/Physician: Contact:


Address:


City:  State:  Zip:


Phone: Mobile:


Email:


Comments:


DISEASE MANAGEMENT
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Additional Care Team


Hospital/Clinic/Physician: Contact:


Address:


City:  State:  Zip:


Phone: Mobile:


Email:


Comments:


Additional Care Team


Hospital/Clinic/Physician: Contact:


Address:


City:  State:  Zip:


Phone: Mobile:


Email:


Comments:


Additional Care Team


Hospital/Clinic/Physician: Contact:


Address:


City:  State:  Zip:


Phone: Mobile:


Email:


Comments:


Additional Care Team


Hospital/Clinic/Physician: Contact:


Address:


City:  State:  Zip:


Phone: Mobile:


Email:


Comments:


DISEASE MANAGEMENT
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		Pg 86 Contact 4: 

		Pg 86 Address 4: 

		Pg 86 City 4: 

		Pg 86 State 4: 

		Pg 86 ZIP 4: 

		Pg 86 Phone 4: 

		Pg 86 Mobile 4: 

		Pg 86 Email 4: 

		Page nbr 86: 
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		Pg 86 State 1: 

		Pg 86 ZIP 1: 

		Pg 86 Comments 4: 
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		Pg 86 Contact 1: 

		Pg 86 Phone 1: 

		Pg 86 Mobile 1: 
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Medication Refills


Dispensing 
Pharmacy


Prescribing 
Physician


PA Required? Medication 
Name


Generic 
Acceptable?


Dosage Frequency Quantity 
(30/90/120 
day supply)


Covered by 
Insurance?*


Purpose How is this 
medication 
taken?


Preparation 
Type (pill, 
capsule, liquid, 
chewable,etc.)


Comments/
Notes


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


 YES  
 NO


*See medication page for coverage details.


TIP: Additional pages can be added by going to the Attachments section of this document. 
Contact prescriber immediately if a drug is on back order or the pharmacy is unable to fill.
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Medication Schedule


Sunday Monday Tuesday Wednesday Thursday Friday Saturday PRN (As Needed Meds)


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


Medication Name:


Use as needed for:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


Medication Name:


Use as needed for:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


Medication Name:


Use as needed for:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


Medication Name:


Use as needed for:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


Medication Name:


Use as needed for:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


Medication Name:


Use as needed for:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


Medication Name:


Use as needed for:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


 AM
 MIDDAY
 PM
Medication Name:


Medication Name:


Use as needed for:


TIP: Keep a copy of this document in your C.A.R.E. Binder and print an extra copy to post somewhere easily accessible, such as on the refrigerator. Refer to the Medication
Refills document in this C.A.R.E. Binder for details on dosage and how to administer. Additional pages can be found in the Attachments section of this C.A.R.E. Binder.
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Item (Name and 
item #/model)


Size Quantity Vendor Name/ 
Point of Contact


Website link  
to product page


Login/PW Order Frequency Last Order Date Comments/Notes


Supply Refills


TIP: Set a reminder on your phone to go off at least two weeks before supplies run out to remind you to start the order process. Adjust the 
reminders as needed depending on processing time for each of the needed supplies. Also, pay attention to weekends and holidays and try to  
avoid needing a resupply around those times, if possible. Additional pages can be added by going to the Attachments section of this document. 


Use the summary page below to document your loved one’s necessary supplies. This includes things like diapers, medical supplies and even 
durable medical equipment and accessories. Sometimes durable medical equipment also requires disposable medical supplies for use. Below are 
some helpful tips to keep in mind as you manage your loved one’s supplies. 
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Things to Avoid


In addition to seizures, our loved ones with rare epilepsy may have several comorbidities, including GI issues or allergies to certain 
substances such as seasonal allergies or medication allergies. They may also have sensitivities to things like fabric, food, light or 
patterns. Sometimes our loved ones may have a reaction for an unknown reason to sounds or other things in our environment. These 
sensitivities can sometimes trigger seizures, challenging behaviors, or other reactions. It’s important to document all your child’s 
allergies and triggers to alert others. This document can be helpful to those who may assist with the care of your loved one, but this 
can also be useful in everyday situations.


TIP: After completing the information below, print an extra copy. Put one in your C.A.R.E. Binder and keep one out in plain  
sight for quick and easy access. Also, make sure you share this list with anyone who provides care for your loved one with  
rare epilepsy. See the Attachments section of this C.A.R.E. Binder to add pages as needed.


Trigger Type Trigger Response Trigger Details Immediate Action 
Required


Additional Helpful Info 
to Resolve


 Heat
 Excitement
 Light
 Flashing light
 Patterns
 Allergy
 Food
 Sound


 Seizure
 GI-Stomach
 GI-Bowels
 Skin Rash/Hives
 Wheezing
 Behavior Change
 Lethargy


 Call 911
 Seizure Rescue Meds
 Behavior Rescue Meds
 Administer EpiPen
 Administer Oxygen
 Other:


 Heat
 Excitement
 Light
 Flashing light
 Patterns
 Allergy
 Food
 Sound


 Seizure
 GI-Stomach
 GI-Bowels
 Skin Rash/Hives
 Wheezing
 Behavior Change
 Lethargy


 Call 911
 Seizure Rescue Meds
 Behavior Rescue Meds
 Administer EpiPen
 Administer Oxygen
 Other:


 Heat
 Excitement
 Light
 Flashing light
 Patterns
 Allergy
 Food
 Sound


 Seizure
 GI-Stomach
 GI-Bowels
 Skin Rash/Hives
 Wheezing
 Behavior Change
 Lethargy


 Call 911
 Seizure Rescue Meds
 Behavior Rescue Meds
 Administer EpiPen
 Administer Oxygen
 Other:


 Heat
 Excitement
 Light
 Flashing light
 Patterns
 Allergy
 Food
 Sound


 Seizure
 GI-Stomach
 GI-Bowels
 Skin Rash/Hives
 Wheezing
 Behavior Change
 Lethargy


 Call 911
 Seizure Rescue Meds
 Behavior Rescue Meds
 Administer EpiPen
 Administer Oxygen
 Other:


DISEASE MANAGEMENT
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1. MY NAME:     


Guardian’s Name:    Guardian’s Cell Phone: 


2. THE FOLLOWING PEOPLE SHOULD BE CONTACTED IN THE EVENT OF AN ACCIDENT OR MEDICAL EMERGENCY  
(CONTACT GUARDIAN FIRST):


Contact Name:      Contact Name:   


Address:      Address:  


City:      City: 


State:   Zip Code:     State:    Zip Code:   


Home Phone:     Home Phone: 


Cell Phone:      Cell Phone: 


Work Phone:     Work Phone:


3. MY PHYSICIANS ARE:


Dr.   Type:  Office Phone:


Dr.   Type:  Office Phone:


Dr.   Type:  Office Phone:


4. MY PREFERRED HOSPITAL:    MY BLOOD TYPE: 
                                      (Does not guarantee transport to preferred hospital)


5. MY MEDICAL CONDITIONS/RECENT SURGERIES/OTHER INFORMATION WHICH MIGHT BE HELPFUL TO AN  
EMERGENCY RESPONDER:


 


6. MY MEDICATIONS:


Name:   Dose:  


Name:   Dose:  


Name:   Dose:  


Name:   Dose:  


Name:   Dose:  


Name:   Dose:  


7. MY ALLERGIES:


    


     


8. HOW I COMMUNICATE: 


A PHOTO HERE WILL HELP EMERGENCY RESPONDERS  
MATCH YOU TO THE INFORMATION ON THIS CARD  


IF YOU ARE UNABLE TO COMMUNICATE.


ATTACH PHOTO HERE


©2024 UCB, Inc., Smyrna, GA 30080. All rights reserved. US-DA-2300433







Name:     Date Completed:    


INSTRUCTIONS:


1. To help emergency responders provide prompt care in the event of an accident, complete both sides of this form as fully as possible  
and place it in your car’s glove compartment. One form should be completed for each person who regularly occupies this vehicle.


2. Please place the Yellow Dot automobile decal on the rear driver’s side window to alert emergency responders to look in the glove 
compartment for your emergency medical information.


3. You should review the Yellow Dot form annually and update any information as necessary, or complete a new form for your glove 
compartment.


NOTE: A Yellow Dot decal can also be used to alert those who respond to an emergency in your home. Simply place a Yellow Dot 
home decal on or beside your front door and place a completed form for each occupant in the freezer compartment of your refrigerator.
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The Yellow Dot Program


My Personal Information
Name:   Date of Birth:     


Address:   


City:    State:   Zip Code:  


Home Phone:   Cell Phone: 


The Yellow Dot Program


The Yellow Dot Program acts as facilitator only. All information contained 
herein is supplied by and is the sole responsibility of the participant. 


The Yellow Dot Program was developed in cooperation with the New York State Sheriffs’ Association.








IN CASE OF
EMERGENCY


OCCUPANT WITH SPECIAL NEEDS
& SEIZURE DISORDER


MAY RESIST ASSISTANCE


MAY NOT RESPOND


MAY NOT BE ABLE
TO COMMUNICATE


A
D


D
IT


IO
NAL INFORMATIO


N


IN
S ID E  F R I D G E/FREEZER


©
2024 U


C
B, Inc., Smyrna, GA 30080. All rights reserved. U


S-
D


A
-2


30
04


32





	HCP 3: 
	Page nbr 31: 
	Pg 31 Age 14: 
	Pg 31 Age 13 How support staff can help: 
	Pg 31 NO: Off
	Pg 31 YES: Off
	Pg 31 Age 13 Age my child will age out of hospital: 
	Pg 31 Age 13 Age my child will age out of peds practice: 
	Next Page: 
	Previous View: 
	Page nbr 32: 
	Pg 32 Age 16 checkbox 4: Off
	Pg 32 Age 16 checkbox 3: Off
	Pg 32 Age 16 checkbox 2: Off
	Pg 32 Age 16 checkbox 1: Yes
	Pg 32 Age 15 checkbox 4: Off
	Pg 32 Age 15 checkbox 3: Off
	Pg 32 Age 15 checkbox 2: Off
	Pg 32 Age 15 checkbox 1: Off
	Pg 32 Age 16 Add questions 2: 
	Pg 32 Age 16 Add questions 1: 
	Pg 32 Age 16 check list 4: 
	Pg 32 Age 16 check list 3: 
	Pg 32 Age 16 check list 2: 
	Pg 32 Age 16 check list 1: 
	Pg 32 Age 15 check list 4: 
	Pg 32 Age 15 check list 3: 
	Pg 32 Age 15 check list 2: 
	Pg 32 Age 15 check list 1: 
	HCP 4: 
	Page nbr 33: 
	Pg 33 Age 17 checkbox 4: Off
	Pg 33 Age 17 checkbox 3: Off
	Pg 33 Age 17 checkbox 2: Off
	Pg 32 Age 17 checkbox 1: Off
	Pg 33 Age 17 check list 4: 
	Pg 33 Age 17 check list 3: 
	Pg 33 Age 17 check list 2: 
	Pg 33 Age 17 check list 1: 
	Pg 33 Age 16 check list 4: 
	Pg 33 Age 16 check list 3: 
	Pg 33 Age 16 check list 2: 
	Pg 33 Age 16 check list 1: 


