ASF Transition of Care Toolkit Goals of Care | Page 10of 5

Goals of Care

Goals of Care has been designed to ensure your healthcare team understands what is most
important to you and your loved one with Angelman syndrome. It is essential for your
providers to know your loved one's medical needs but also the values and priorities you hold
for their care now and in the future.

Use the prompts below to help think beyond standard medical care while establishing your
“Top Goals” list. Consider overall quality of life and what health and wellness goals will help
your individual with Angelman syndrome thrive, not simply survive their journey with
Angelman syndrome. This document may be edited often as new goals arise and former
goals are achieved.

Maintaining seizure control. Prior to gaining control of seizures at the age of 14, patient
For this patient, this means we only tend to see experienced dangerous grand mal seizures that often
breakthrough myoclonic seizures in times of illness. resulted in falls, injuries, and regressions that significantly
Historically, a bridge medication during illnesses has effect patient’s overall wellbeing. Caregiver can often see
prevented the return of grand mal seizures. signs of increased neurological behavior before actually

seeing breakthrough seizures appear. It’s critical that
providers trust caregiver instinct on this and help us
establish an emergency seizure action plan and regular
plan for medication/dosing assessments.

Actions Needed Progress/Notes

- Ensure new provider is aware of seizure history, - New adult neurologist appointment scheduled for
medications that did/did not work, and signs of .
increased neurological activity often identified by - Pediatric neurologist has prepared a comprehensive
caregiver. seizure history and seizure action plan to share with
- Understand provider process to receiving a timely new provider.
appointment/request for medication adjustments if . Caregiver has prepared notes and questions for new
needed. provider.

« Ensure all caregivers and medical providers are
aware of the Emergency Seizure Action Plan and, if
needed, post-seizure recovery expectations (e.g.
physical therapy may be needed to address potential
mobility regressions due to a fall, etc.)

The Angelman Syndrome Foundation Transition of Care Toolkit including fillable forms for each resource found in this toolkit
can be found online at


https://angelman.org/resources/transition-care-toolkit
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Patient Name: Date of Birth:

Primary Caregiver Name:

Relationship to Patient: Phone:

Last Updated: / /

Please consider the following questions as you develop Goals of Care to share with your providers.

« What are your primary goals for your loved one’s care as they transition into adulthood?
This may include things like maximizing quality of life, managing specific symptoms, or ensuring
independence and autonomy in certain areas.

« What are your loved one’s most important values and preferences? For example, are there
specific activities, comforts, or routines that are particularly meaningful to them? Are there
things they enjoy or want to continue doing as they grow older?

« Are there any medical or care priorities that you feel are particularly important? This might
include managing certain health conditions, minimizing discomfort or pain, or focusing on
mental or emotional well-being.

« How involved would you like to be in your loved one’s care decisions moving forward? Do
you prefer to be the primary decision-maker or are you comfortable with your loved one being
involved with decision making or working with a healthcare team to make decisions together?

« What concerns or challenges do you foresee in your loved one’s future care, and how can
your providers help address those? This could include worries about healthcare access,
navigating adult care systems, or managing specific aspects of the condition as it progresses.

« Are there any cultural, religious, or personal beliefs or practices that should be considered
when making decisions about your loved one’s care? We want to ensure that care is aligned
with your family’s values and beliefs.

« Do you have any specific wishes or concerns about end-of-life care planning? If you would
like, this can include preferences for interventions or comfort care if the patient reaches a
terminal stage.

« What support or resources would be helpful to you and your family during this transition?
Your providers are there to give guidance and ensure you have the resources you need,
whether it’'s emotional, logistical, or financial support. Think about what might be helpful to ask
prior to your appointments.

The Angelman Syndrome Foundation Transition of Care Toolkit including fillable forms for each resource found in this toolkit
can be found online at


https://angelman.org/resources/transition-care-toolkit
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