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Legal & Planning Documents
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The Legal & Planning Documents section is a critical component of the ASF Transition of Care
Toolkit, designed to help caregivers and families centralize and organize important legal
paperwork that ensures the continuity of care and supports the patient’s legal and financial
needs as they transition into adulthood. This section is intended to provide a comprehensive,
easy-to-access place for storing key legal documents that may be required by healthcare
providers, guardians, and financial advisors. Proper legal planning is vital in ensuring that the
patient continues to receive appropriate care and support, especially as they move from
pediatric to adult services.

As patients with Angelman syndrome transition from pediatric to adult care, the role of
caregivers and family members often shifts. Legal documents help ensure that caregivers
have the authority to make critical decisions on behalf of the patient, particularly in areas of
healthcare and finances. This section of the toolkit is designed to make it easier for caregivers
to organize and manage these important documents.

Instructions

Use this resource to help keep track of your key legal and planning processes, documentations,
links, points of contact, key dates, and notes. Consider using a calendar reminder system to
keep track of annual renewals and determinations.

It is crucial that you keep documents suggested in this section in secure locations,
whether that is as paper copies, digital scans, or both. Consider fireproof safes for

paper documents and secure password-protected files for digital files. Do not
include critical information (i.e. social security numbers) in this resource to prevent
identity theft in the case your toolkit is shared with other caregivers or providers.

Essential Identification

We have this on file Person Responsible for Safe Keeping
Social Security Card O
Birth Certificate O
Photo ID or Government-Issued ID (if available) O
Insurance Card (Medicaid, Medicare, private) [l

The Angelman Syndrome Foundation Transition of Care Toolkit including fillable forms for each resource found in this toolkit
can be found online at Angelman.org/resources/transition-care-toolkit


https://angelman.org/resources/transition-care-toolkit
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Guardianship and Alternatives to Guardianship

« If the patient has a legal guardian, a copy of the guardianship paperwork should be included.

« For those who do not have formal guardianship in place but may need it as the patient
transitions to adulthood, include notes/documents related to alternatives such as power of
attorney or supported decision-making agreements.

Healthcare Proxies and Advance Directives
- If the patient or their family has designated a healthcare proxy or decision-maker for medical
decisions, includes copies of these documents.” This ensures that the adult healthcare providers
can follow the patient's wishes and consult with the designated individual in the event the
patient is unable to make decisions independently.
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Medicaid, Medicare, Social Security (SSI/SSDI) & Waiver Documentation

« Social Security (SSI/SSDI): Award letter and benefit determination, recent annual renewal or
redetermination forms, payee designation (if you are the representative payee), income and
resource documentation (for eligibility purposes)

» Medicaid/Medicare:" Approval letter and member ID, enroliment documents, Explanation of
Benefits (EOBs) and notices, eligibility letters, service plans or individualized support plans (ISP),
managed care provider assignments (if applicable), prior authorizations for durable medical
equipment (DME), therapies, etc.

« Medicaid Waiver & Long-Term Services: Waiver enrollment confirmation and case manager
contact, waiver service authorizations (e.g. Respite, day program, therapies, etc.) individualized
service plans (ISP) or person-centered plans, service provider contracts or care agreements,
receipts or records of waiver-related services (important for audits).

Financial and Special Needs Planning Documents

« Trusts: Copies of any special needs trusts, which are designated to protect the patient's
eligibility for government benefits while allowing assets to be managed for their benefit.

« Wills:" If applicable, include any legal wills that outline the patient's wishes for the future,
including provisions for care or financial support after reaching adulthood.

« ABLE Accounts: Include documentation of any Achieving a Better Life Experience (ABLE)
accounts, which allow individuals with disabilities to save money without effecting eligibility for
government benefits such as Medicaid or Supplementary Security Income (SSI)

« Other Financial Planning Documents: Any documents related to long-term care planning,
such as life insurance policies, government benefits eligibility, or financial support plans.
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Legal & Planning Resources

AS Grows Up (Website)

Adult Housing & Champions (Website)

National Guardianship Association Affiliates by State (Website)
National Association of State Directors of Developmental Disability
Services Agencies by State (Website)

MedicaidWaiver.Org (Website)

Long-Term Planning (YouTube Playlist)

Angelman Syndrome in Adulthood (YouTube Playlist)
Guardianship (YouTube Video)

ASF Family Fund (Resource)

Transition to Adulthood Checklist (Resource)

The Comprehensive Care Binder (Resource)

Home Modification Loan Program (Resource)
Financial Planning Q&A (Podcast)

The Angelman Syndrome Foundation Transition of Care Toolkit including fillable forms for each resource found in this toolkit can
be found online at Angelman.org/resources/transition-care-toolkit



https://angelman.org/asgrowsup/
https://angelman.org/adult-housing-champions/
https://www.guardianship.org/advocacy/guardianship-in-the-states/
https://www.nasddds.org/state-agencies/
https://www.nasddds.org/state-agencies/
http://medicaidwaiver.org/
https://www.youtube.com/playlist?list=PLihsTkrStCHYPETO5pVu5ySIXl9RR2bQn&si=rvEmK-E-fmSfcdrj
https://www.youtube.com/playlist?list=PLihsTkrStCHYADXYM3i9saLTSBbfD61LM
https://www.youtube.com/watch?v=qhdj-2jRaSc
https://angelman.org/resources/asf-family-fund/
https://angelman.org/wp-content/uploads/2025/01/ASF_Transition-to-Adult-Checklist-2020.pdf
https://angelman.org/wp-content/uploads/2025/01/ASF-Comprehensive-Care-Binder-for-Adults.pdf
https://www.mass.gov/home-modification-loan-program-hmlp
https://www.youtube.com/watch?v=UGmt7T8QUUo
https://angelman.org/resources/transition-care-toolkit

ASF Transition of Care Toolkit

Resources & Additional Notes

For a comprehensive resource library, please visit Angelman.org/Resources. No matter where you
are in your journey with Angelman syndrome, you’ll find resources to assist every step of the way.
Use filter to search by subtopics, lifestage, or even location to find information including, but not
limited to:

« Educational content, videos, and podcasts on a variety of topics such as anxiety, sleep, dental,
diet, behaviors, and more.

» Health care support including emergency medical considerations, general anesthesia best
practices, genetics, PT/OT best practices, standards of care, epilepsy guidelines, advocacy in

dental care, and more.

« Useful resources including comprehensive care binders, letter of medical need for safety beds,
rare disease medical card template, About Me templates, etc.

« Specialized resources including financial/legal support, education/IEP support, community
integration/inclusion support, AAC/communication, transportation, and more.

Additional Notes

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
https://angelman.org/resources/
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