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Crisis Planning Guide2,3

When you or your loved one with rare epilepsy is in crisis, everyone in the family is in crisis and it’s very difficult to know what to do. 
Having a plan in place that ensures continuity of care can help provide comfort and guidance for all in your support circle during a 
very difficult situation. There are different types of crises that can happen at any time. You may have situations where your loved one 
with rare epilepsy experiences a crisis that requires immediate action. Are you, and those in your support circle, prepared for your 
loved one’s inevitable medical emergencies? Throughout this guide we’ve been discussing the care of your child with rare epilepsy, 
but we also need to talk about what would happen if you, the primary caregiver, experience a crisis that prevents you from managing 
your normal daily tasks. What if you get sick or become injured and are temporarily unable to care for your loved one? What if that 
temporary situation became permanent? Who would care for your child? Would those in your support circle know how to immediately 
step in to provide the daily care your loved one with rare epilepsy requires? Having plans in place that address what happens when 
your loved one is in crisis and provides guidance should something happen to you, the primary caregiver, will be critical to ensure 
continuity of care.

While these are tough scenarios to consider, thinking about them when you are not in crisis can help make sure you are preparing for 
the most difficult situations when you are at your best, instead of when your family is under duress.

TIP: Make sure you have your child’s Advance Decision Directive in place before your family is in crisis. Please refer to the Advance 
Decision Making section of the C.A.R.E. Binder Guide for guidance on what to consider. And remember, it’s important to note that 
decisions can be reversed at any time. Having a plan in place doesn’t mean you’re irreversibly committed to each decision – it is 
essentially a starting place meant to provide support, not stress, and it can be adjusted appropriately according to your situation.

Crisis Planning for Your Loved One With Rare Epilepsy

What happens when your loved one with rare epilepsy is in a crisis? While you cannot prepare for every crisis scenario, knowing what 
questions to ask when you are faced with making decisions about your loved one’s care, may help during difficult situations. The 
information below may be useful, when you are presented with options during your discussions with your loved one’s healthcare or 
medical team during a challenging time or emergency.

Medical Interventions and Procedures

It is impossible to cover all options, but the main objectives will always remain the same. The type of questions you would want to ask 
yourself include:

• What is the purpose of this intervention or procedure?

• Will this fix the current issue or relieve stress?

• What is the benefit of this procedure?

• Is this a temporary fix or will this procedure or intervention need to be repeated and if so, what does that look like?

• What is the risk of these procedures?

• Will this intervention be long term?

• Does this intervention change our quality of life?

• What are the added barriers if we carry out this intervention?

• Is this a sustainable option? How long could this be feasible for the family dynamic?

Difficult situations can provoke emotions due to different points of view in families. Be open and compassionate to each other during 
these discussions and keep the overall goal centered on the loved one you all care about.
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During transition phases in caregiver roles such as an aging parent transferring primary care to an adult sibling, consider including 
the adult sibling in the discussions as an equal part of the process, where the circumstances allow. If these conversations need to be 
addressed but you feel it will cause issues within a family dynamic, consider reaching out to a local counselor, clergy or palliative care 
service to help moderate these difficult talks. Remember, you are not alone during these times.

Acute decision-making planning considerations

The following considerations about acute care decision-making can help you navigate the very difficult questions that arise during 
these times. These considerations can help you understand your options using a very generalized approach. We hope going through 
this example can empower you and provide direction when planning your loved one’s care.

Initiate a meeting to establish (and update) a care plan

• Request a meeting to discuss and develop family goals for care – consider including professionals such as the attending physician,
nurse practitioner, nurse manager, social worker, case manager, other key healthcare team members and other specialists.

• This is a forum to discuss any issues in care, expectations of care, or interventions that could or should be carried out, can be held as
often as possible and is typically arranged by the unit or floor social worker or case manager.

• You can request to have outside services or advocates such as a family member, patient advocacy representative or outpatient
provider. These participants can help you better understand the discussion and articulate your thoughts to the medical team. Often
these participants are on the phone.

Discussion topics to consider with your healthcare team

• What is the acute illness (reason for admission) and is it reversible?

– How long will this acute illness last with the current care plan?

– What to expect on “good” and “bad” days

– What does it mean if there are not any changes in symptoms? Would that be expected, or is that a sign of something else that
might require additional intervention?

• What are the underlying comorbidities that might increase the chance of a poor outcome?

– Are those underlying issues worsening during this acute illness?

• Will any of the comorbidities permanently affect the quality of life?

– This is always difficult in critical care as “time” is usually the only indicator if one will improve or not.

– Remember: At baseline, your loved one has an incurable disease, and some healthcare providers might not understand goals of
care and what is an acceptable change from this baseline. NOTE: It is very important to have a clear established understanding
with your healthcare team of what is the ongoing quality of life that is effective and appropriate for your loved one.

• Are pain and quality of life being balanced?

– Those who have loved ones who are nonverbal or with a lower cognitive function can find the lack of communication more
difficult during an acute situation. Having a discussion with your healthcare team on understanding the patient’s verbal and non-
verbal cues regarding distress or pain is very important to the bedside nurses, as well as the overall healthcare team.

– Resources such as communication boards or a quick reference guide (e.g., a poster board to hang on the wall that shows certain
types of verbal sounds or movements your loved one makes when in distress or pain) is invaluable to the medical team and should
be discussed as soon as admitted. You can also share the completed Communication Needs section of this C.A.R.E. Guide with
your child’s medical team.

• What is the risk of death if changes are not implemented?

– EXAMPLE: Is a breathing tube or other form of life support required to maintain life? This can be a very difficult question, and the
younger the age the more difficult it is to talk openly with parents from a healthcare perspective.

– If you are faced with end-of-life considerations, medical professionals (e.g., hospice team, pain management team) are available to
assist during these times. These teams typically include a physician, nurse practitioner, nurse and social worker.

– Remember not all palliative care is hospice, but all hospice is palliative.

– If you are faced with a situation involving difficult scenarios and difficult choices, always consult the attending medical doctor or
team – you are not alone in this journey.
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• What are the hospital visitation restrictions? For example, the COVID-19 pandemic has created many challenges in medical facilities.

– Due to the complex changes, many institutions have been inconsistent and unpredictable with visitation policies.

– Ask up front about visitation policies. Depending on the state, Title III of the ADA does require hospitals to provide including to
whom these accommodations must be provided.

• Does the facility accommodate one support person to always remain at the bedside?

– This does change depending on the higher level of care needed, such as an intensive care unit, which might be different from the
the accommodation that you might’ve had in a another setting of the same hospital.

– If you are found in this situation it is best to speak with the intensive care nurse manager, palliative care nurse, social worker,
or case manager to discuss a family intervention plan. Despite clear and direct communication, you might still find yourself in a
situation where you do not feel like your voice is being heard or the needs of your loved one are being met. If that is the situation,
the following steps may help expedite your concerns and increase resolution.

• Communicate directly with the bedside nurse.

• Discuss care expectations with the nurse manager.

• Repeat these steps as necessary during a hospitalization. If you still do not feel you are being heard or interventions are not
being carried out at any point in this process, you can contact the hospital patient advocate or liaison. This can occur at any
stage of the hospitalization including in the emergency department. If things continue to not go well and you need to expedite
care, you can always reach out to the chief medical officer or, depending on the issue, request an ethics committee consultation.
It is best to try to resolve any conflict prior to those steps, but all situations are unique and understanding your options can help
empower you to have a sense of direction during the most difficult circumstances.

If you decide to have a family meeting, it’s always best to have a written agenda with your concerns and questions you want 
addressed. Don’t be afraid to speak up. Don’t be afraid to have an advocate who is removed emotionally from the situation to make 
sure your objectives are being carried out and you have a clear picture of what is going on, given the current barriers and restrictions.

If you are alone but would like to express your wishes in writing, ask the unit security or bedside nurse to make a copy of your agenda 
so each person attending the meeting can read it themselves, thus putting less pressure on you. Another key person to consider 
having present is a chaplain, clergy, or religious leader (the hospital can help you connect if you don’t have one in mind) for moral 
support for you and who can moderate the discussion if it becomes difficult between you and the healthcare team.

Hospice Care

What is hospice?

Hospice care is medical care for individuals who have experienced a sudden decline in their health or have received a terminal 
diagnosis. The life expectancy is six months or less and the intention is to focus on aggressive care management to optimize comfort 
and quality of life for the time that remains. The hospice care team includes medical professionals trained to address the needs of the 
individual at this stage. This can mean anything from pain management to physical, psychosocial, and spiritual needs, as these become 
the focus of care with less emphasis on the disease.

For those who have outlined an advance decision-making plan, the hospice process is usually a by-product of your loved one not 
responding to current medical interventions.

Understanding what options and interventions you want your loved one to receive before an acute episode does help minimize some 
of the emotions; however, this is still a very emotional and difficult decision to make regardless of the loved one’s age. For those who 
have outlined interventions that are not wanted, hospice services are an excellent option to offer the loved one a higher quality of life 
for the remainder of their lives.
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How does hospice care work?

Hospice can be provided in multiple types of settings – in the home or at a facility, such as a hospital, nursing home, or hospice center. 
Acute hospice options are also available, which are usually within the acute care setting (inpatient) when care is being withdrawn or 
de-escalated to allow time and interventions to be set up at one of the previous options. Depending on your needs, some of these 
options might not be offered. If you find yourself in this situation, most hospitals have hospice coordinators who you can discuss your 
unique needs with to align with the best option for your loved one.

How do I find hospice care?

Once it is determined your loved one qualifies for hospice, hospice care can be initiated within the inpatient or outpatient setting. 
Depending on the overall situation, goals of care, resources, and needs, your local provider or your primary hospital provider (the 
doctor you are admitted under) can help initiate this process. It is important to know that the Centers for Medicare & Medicaid 
Services (CMS) require that option/agency that provides care in your area is offered to you as the family. Most families defer to an 
agency suggested by their healthcare provider, but if you want to know all options, you have that as a right. The final decision is yours. 
It is strongly recommended, if time allows, to visit any hospice facility or long-term care facility that offers hospice agencies prior to 
your loved one being discharged.

Who pays for hospice care?

The cost of hospice is dependent on your insurance. Medicaid or Medicare typically pay for 100% of hospice services, which include 
the medical team, therapy, medications and supplies needed. Commercial insurance still offers hospice benefits but can be slightly 
different than those who qualify for CMS support covered by Medicare Part A. Depending on the location of hospice, such as a 
hospice house or skilled nursing facility, other charges can accrue. Some insurances will cover the full cost, while others have a daily 
fee. If you are exploring these options in a non-acute situation, your case manager, health benefits managers, or appointed personnel 
through human resources would be the best resources to understanding your hospice benefits. If you are in an acute situation, 
the best option would be to discuss these questions with the hospice coordinator at the agency of choice, the hospital’s hospice 
coordinator or your social worker/case manager.

Hospice Services

Organization Description Website

Hospice Foundation of America Educates the public and health care 
professionals about death, dying, and grief

www.hospicefoundation.org

National Hospice and Palliative  
Care Organization (NHPCO)

Works to expand access to a proven person-
centered model for healthcare; one that 
provides patients and their loved ones with 
comfort, peace, and dignity during life’s most 
intimate and vulnerable experiences

www.nhpco.org

National Association for 
Home Care & Hospice

Promotes, protects, and advances the highest 
quality health care at home. 

www.nahc.org
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You have been caring for your loved one with rare epilepsy for their whole life, and because of that, you know exactly what to do 
and what is needed. Handing over care of your loved one to someone who isn’t used to being their primary caregiver, even if only 
temporarily, may be quite daunting—even if you have this entire guide completed and easily accessible, and all your documents 
organized. Implementing your care plan no matter how expertly prepared can be challenging, so tackling what needs to be done in 
phases may help those in your circle of support step into the caregiver role with confidence. To accomplish this, we’ll break down this 
section of the Crisis Planning Guide into smaller sections for your designated back up to ensure the most critical needs are addressed 
first, allowing your loved one with rare epilepsy to continue receiving continuity of the best care possible.

This guide is broken down in three sections: 1) Actions to take immediately; 2) Actions to take within the next week; 3) Actions to take 
in the next month and beyond. 

There can be different guidance to follow based on a temporary or permanent change of primary caregiver. Even for temporary care, 
it may be difficult to step into your shoes, especially if it is unknown how long the primary caregiver will be incapacitated. Depending 
on this situation, and duration of care, it may be necessary to make adjustments. Please feel free to use the plan that provides the best 
guidance for the specific situation. Also note, the information below contains suggestions to help navigate a challenging situation. 
Only you know what is best for your family and your loved one with rare epilepsy. Before a crisis occurs, provide this plan and checklist 
with those designated to step in and care for your loved one with rare epilepsy. Make sure they know where to locate the referenced 
documents and that you have provided your back-up caregiver with the authorization in advance that they will need to step in during 
an emergency. 

Crisis Planning Checklist for Temporary or Backup Caregiver

When a crisis occurs that prevents the loved one’s primary caregiver from providing care to their child, the most important thing you 
can do is to ensure the individual with rare epilepsy is safe and feels safe. Losing care from the primary person in their life, even if only 
temporary, may be unsettling for the loved one with rare epilepsy. Patience, love, and care will be necessary. To maintain as much 
consistency as possible, many families use a very structured care schedule. When possible, try to keep the schedule and routines 
the same to minimize disruption.

Crisis Planning Day 1 Checklist – Actions to take immediately

 Emergency Contact List – review the list for each person's assigned role and alert them of the situation. 

 Living Arrangements – this document contains the most current information on the loved one's living arrangements.

 Review Safety section – make sure you understand how the individual with rare epilepsy is kept safe within their current living 
arrangements.

 Review Summary Introduction to My Loved One – this document provides important information on what the individual with rare 
epilepsy likes, dislikes, what brings them joy and what areas are most challenging. This important document is necessary to review, 
even if you are very familiar with this individual since things can change over time.

 Contact key Medical Team members 

 Contact Social Worker/Coordinator (if applicable) 

Medication List

 Refer to the Medication Schedule document contained in this C.A.R.E. Binder for daily medication schedule. 

 You can also access the Detailed Medication Information and Medication Refills sections for details on dosing and more.
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Crisis Planning Day 2-7 Checklist
Carefully review each section noted below of this C.A.R.E. Binder to familiarize yourself with the individual with rare epilepsy.

 Things to Avoid (i.e. allergies, seizure triggers)

 Seizure Action Plan (found in the Attachments section of this C.A.R.E. Binder)

 Daily Living Section—these documents contain details on Living Arrangements, Sleeping Arrangements & Bedtime Routines, 
Feeding/Nutrition Needs, Toileting, Bathing and Personal Hygiene, Dressing, Communication Needs, Mobility Needs, and more.

 Appointment Schedule

 Day Programs

Crisis Planning Day 30+ Checklist
Note: In the event of death of the primary caregiver, or if the temporary situation becomes permanent, refer to the following 
sections of this C.A.R.E. Binder.

 Legal Information Plan

Contact Name:  

Phone:  Mobile: 

Email: 

 Financial Information Plan

Contact Name:  

Phone:  Mobile: 

Email: 

Document the information below for those who will be able to provide care and support in the event you are no longer able to care for your 
loved one with rare epilepsy.

 Temporary Caregiver

Contact Name:  

Phone:  Mobile: 

Email: 

 Long-term Caregiver

Contact Name:  

Phone:  Mobile: 

Email: 

Review the remaining C.A.R.E. Binder Documents over the next 30 days and beyond, or as needed:

 Conversations
 Developing a Life-Long Support Network
 Long-Term Care Planning
 Resources

DAILY LIVING
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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
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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
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		Pg 92 pharm email: 

		Pg 92 co pay: 
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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







C.A.R.E. Binder / Medical Care Team Contact Information Page ___©2024 UCB, Inc., Smyrna, GA 30080. All rights reserved. US-DA-2300378
c3.f1.v1 - 86


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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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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		Pg 94 Med Name Tue 5: 

		Pg 94 AM Wed 5: Off

		Pg 94 MIDDAY Wed 5: Off

		Pg 94 PM Wed 5: Off

		Pg 94 Med Name Wed 5: 

		Pg 94 AM Thu 5: Off

		Pg 94 MIDDAY Thu 5: Off

		Pg 94 PM Thu 5: Off

		Pg 94 Med Name Thu 5: 

		Pg 94 AM Fri 5: Off

		Pg 94 MIDDAY Fri 5: Off

		Pg 94 PM Fri 5: Off

		Pg 94 Med Name Fri 5: 

		Pg 94 AM Sat 5: Off

		Pg 94 MIDDAY Sat 5: Off

		Pg 94 PM Sat 5: Off

		Pg 94 Med Name Sat 5: 

		Pg 94 PRN Med Name 5: 

		Pg 94 PRN Med use for 5: 

		Pg 94 AM Sun 6: Off

		Pg 94 MIDDAY Sun 6: Off

		Pg 94 PM Sun 6: Off

		Pg 94 Med Name Sun 6: 

		Pg 94 AM Mon 6: Off

		Pg 94 MIDDAY Mon 6: Off

		Pg 94 PM Mon 6: Off

		Pg 94 Med Name Mon 6: 

		Pg 94 AM Tue 6: Off

		Pg 94 MIDDAY Tue 6: Off

		Pg 94 PM Tue 6: Off

		Pg 94 Med Name Tue 6: 

		Pg 94 AM Wed 6: Off

		Pg 94 MIDDAY Wed 6: Off

		Pg 94 PM Wed 6: Off

		Pg 94 Med Name Wed 6: 

		Pg 94 AM Thu 6: Off

		Pg 94 MIDDAY Thu 6: Off

		Pg 94 PM Thu 6: Off

		Pg 94 Med Name Thu 6: 

		Pg 94 AM Fri 6: Off

		Pg 94 MIDDAY Fri 6: Off

		Pg 94 PM Fri 6: Off

		Pg 94 Med Name Fri 6: 

		Pg 94 AM Sat 6: Off

		Pg 94 MIDDAY Sat 6: Off

		Pg 94 PM Sat 6: Off

		Pg 94 Med Name Sat 6: 

		Pg 94 PRN Med Name 6: 

		Pg 94 PRN Med use for 6: 

		Pg 94 AM Sun 7: Off

		Pg 94 MIDDAY Sun 7: Off

		Pg 94 PM Sun 7: Off

		Pg 94 Med Name Sun 7: 

		Pg 94 AM Mon 7: Off

		Pg 94 MIDDAY Mon 7: Off

		Pg 94 PM Mon 7: Off

		Pg 94 Med Name Mon 7: 

		Pg 94 AM Tue 7: Off

		Pg 94 MIDDAY Tue 7: Off

		Pg 94 PM Tue 7: Off

		Pg 94 Med Name Tue 7: 

		Pg 94 AM Wed 7: Off

		Pg 94 MIDDAY Wed 7: Off

		Pg 94 PM Wed 7: Off

		Pg 94 Med Name Wed 7: 

		Pg 94 AM Thu 7: Off

		Pg 94 MIDDAY Thu 7: Off

		Pg 94 PM Thu 7: Off

		Pg 94 Med Name Thu 7: 

		Pg 94 AM Fri 7: Off

		Pg 94 MIDDAY Fri 7: Off

		Pg 94 PM Fri 7: Off

		Pg 94 Med Name Fri 7: 

		Pg 94 AM Sat 7: Off

		Pg 94 MIDDAY Sat 7: Off

		Pg 94 PM Sat 7: Off

		Pg 94 Med Name Sat 7: 

		Pg 94 PRN Med Name 7: 

		Pg 94 PRN Med use for 7: 

		Pg 94 AM Sun 8: Off

		Pg 94 MIDDAY Sun 8: Off

		Pg 94 PM Sun 8: Off

		Pg 94 Med Name Sun 8: 

		Pg 94 AM Mon 8: Off

		Pg 94 MIDDAY Mon 8: Off

		Pg 94 PM Mon 8: Off

		Pg 94 Med Name Mon 8: 

		Pg 94 AM Tue 8: Off

		Pg 94 MIDDAY Tue 8: Off

		Pg 94 PM Tue 8: Off

		Pg 94 Med Name Tue 8: 

		Pg 94 AM Wed 8: Off

		Pg 94 MIDDAY Wed 8: Off

		Pg 94 PM Wed 8: Off

		Pg 94 Med Name Wed 8: 

		Pg 94 AM Thu 8: Off

		Pg 94 MIDDAY Thu 8: Off

		Pg 94 PM Thu 8: Off

		Pg 94 Med Name Thu 8: 

		Pg 94 AM Fri 8: Off

		Pg 94 MIDDAY Fri 8: Off

		Pg 94 PM Fri 8: Off

		Pg 94 Med Name Fri 8: 

		Pg 94 AM Sat 8: Off

		Pg 94 MIDDAY Sat 8: Off

		Pg 94 PM Sat 8: Off

		Pg 94 Med Name Sat 8: 

		Pg 94 PRN Med Name 8: 

		Pg 94 PRN Med use for 8: 

		Pg 94 MIDDAY Thu 3: Off

		Page nbr 94: 
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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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		Previous View: 

		Next Page: 

		Pg 96 Item 1: 

		Pg 96 notes 1: 

		Pg 96 Size 1: 

		Pg 96 Quantity 1: 
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		Pg 96 Website 1: 
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		Pg 96 notes 3: 
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		Pg 96 Item 5: 
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		Pg 96 last order date 5: 

		Pg 96 notes 5: 

		Pg 96 Item 6: 
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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





		Previous View: 

		Next Page: 

		Pg 97 Heat 1: Off
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		Pg 97 Excitement 1: Off

		Pg 97 Light 1: Off

		Pg 97 Flashing light 1: Off
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		Pg 97 Allergy 1: Off

		Pg 97 Food 1: Off

		Pg 97 Sound 1: Off

		Pg 97 Seizure 1: Off

		Pg 97 GI-stomach 1: Off

		Pg 97 GI-bowels 1: Off

		Pg 97 Skin rash 1: Off

		Pg 97 Wheezing 1: Off

		Pg 97 Behavior change 1: Off
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		Pg 97 Call 911 1: Off
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		Pg 97 Behavior rescue meds 1: Off
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		Pg 97 GI-stomach 2: Off
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		Pg 97 Skin rash 3: Off

		Pg 97 Wheezing 3: Off
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		Pg 97 Wheezing 4: Off
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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.
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