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Disclosures

• Nothing to disclose
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Objectives

• Summarize the timeline for transition planning
• Compare and contrast legal options for autonomy
• Formulate a formal "Transition Readiness" plan



Neurodiversity
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• Neurodiversity – term acknowledging there is natural variation in how people’s 
brains process and reason 

• Acknowledges that neurodevelopmental conditions are natural variations of the human 
condition: 

• Autism
• ADHD
• Learning disorders



Transition North Star

• Transition to adulthood is not a 
singular event

• It builds gradually
• Goal – maximize autonomy and 

independence
• Success for everyone is different

• What does it look like for your 
patient?

• What are their goals?
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Healthcare Transition (HCT)

• Healthcare Transition is the process of moving from a child/family-centered model of 
health care to an adult/patient-centered model of health care, with or without 

transferring to a new clinician 
– Got Transition

• Goals of HCT
• Improve the ability of youth and young adults with special healthcare needs to manage 

their healthcare needs and utilize healthcare services
• To establish an organized process between pediatric and adult providers to ensure a 

smooth transition of care
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Barriers to Transition

• Communication 
challenges

• Concerns about 
whether information 
will be shared (or 
how)

• Will adult provider 
understand the 
child’s needs

• Continuity of Care
• Worries about 

maintaining 
comprehensive 
care

• Concerns about 
integrated 
systems with 
specialists etc

• Rebuilding Trust
• Hard to re-establish 

especially with 
complex medical 
histories

Systemic Barriers



What happens at age 
18

Legal adult

Parents no longer have medical decision-
making rights

Privacy laws apply
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Transition timeline
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12-13yo 16-17yo 18-21yo14-15yo





12-13 years of age

• Policy Making
• Create policy with input from 

adolescents and families
• Share with staff and providers so 

they are families
• Accessible for view in clinical spaces
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Got Transition
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Education

• Educate families on what transition is
• Provide families with transition policy at check in to appointments
• Speak directly to adolescent

• What can they learn about their healthcare?



14-15 years of age

• Transition readiness and 
planning

• Complete the Transition Readiness 
Assessment

• Got Transition
• Transition readiness assessment for 

youth with IDD
• Speak with the teen about their 

health
• What to do in an emergency
• Carry insurance card
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Tracking and Monitoring

• Start Transition tracking/monitoring
• Identify when core elements of 

transition have been completed
• Can be integrated into health records 

• Identify who will be tracking this
• Care Navigator
• Provider
• MA
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16-17 years of age 

• Planning and Decision Making
• What healthcare goals are important

• What actions will be taking
• Who will be responsible?

• Medical Paperwork
• Portable medical summary
• Healthcare support needs

• Discuss legal documentation
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Portable Medical Summary
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Medical Support Needs



18-21 years of age

• Transfer of care
• Age timing can vary depending on provider
• Identify adult provider

• Internal medicine
• Family medicine
• Med/Peds physician
• Specialists

• Timing – start before last pediatric visit
• Transfer records
• Confirm insurance coverage
• “Warm Handoff”

• Family should bring portable medical 
summary

• Meet and greet for first visit
• Time of learning
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Definitions

• Individuals with Disabilities in Education Act (IDEA)
• Free and appropriate education (FAPE) to children with disabilities
• Least Restrictive Environment
• Birth through age 2  Part C 
• Ages 3 through 21  Part B

• Individualized Education Program

• Section 504 of the Rehabilitation Act of 1973
• Federal law designed to protect the rights of individuals with disabilities
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Transition through IDEA

• Individuals with Disabilities in Education Improvement Act
• Passed in 2004
• Requirements for transition service to be in effect when the child is 16 (H.R. 1350 108th

Congress)
• Appropriate measurable postsecondary goals based upon age appropriate assessments
• Contains transition services the child needs to reach their goals
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School transition is a coordinated set of activities designed to move a student from 
school to post-school activities and may include components such as instruction, 

course of study, related services, and community experiences.
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Transition in IEPs

• 92% of adolescents with autism had a transition plan
• 41% had living arrangement goals

• Higher in adolescents with co-occurring intellectual disability
• Those without ID may still benefit from living arrangement planning

• Those with intellectual disability had less secondary education goals
• Low utilization of mental health services

• Significant racial disparities
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• Options for higher education, vocational training, or continuing education programs
• Schools can refer to vocational rehab services

• Opportunities to build skills for competitive employment, supported employment, or 
other work based on the individual's abilities

• Work on building independent skills to focus on independence in housing, daily living 
skills, transportation, and community integration

• Teach youth to participate in their own care and educational decisions

IEPs should include
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Vocational Rehabilitation

• Rehabilitation act of 1973
• Provide services to individuals with disabilities 

• With the ultimate goal to prepare for employment

• Arizona Department of Economic Security Criteria for eligibility
• Have a physical or mental impairment
• Physical or mental impairment constitutes or results in a substantial impediment to 

employment
• Require VR services in order to prepare for, secure, retain, or regain employment
• Benefit from the provision of VR services in terms of achieving an employment outcome.
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What about graduation?
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Graduation

• “Forced graduation”
• Being told their child has aged out
• Met criteria for graduation
• FAPE eligibility ends a that time

• Requirements for graduation
• 22 credits (with certain requirements in various subjects)
• MUST align with Arizona’s academic standards
• Completed coursework may NOT align with those standards
• Parents can dispute if completed coursework does not align with standards
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Table adapted from: Turchi et.al., (2024) Considerations for Alternative Decision-Making When Transitioning to Adulthood for Youth With Intellectual and 

Developmental Disabilities: Policy Statement

DefinitionTerm

An individual’s ability to perform a specific task (signing a contract, making an informed 
decision). Based on:
• Appreciation of the nature of the situation
• Understanding relevant information provided
• Reasoning about risks and benefits
• Expression of a choice

Capacity

Legal determination made by a judge about the mental condition a person must be 
responsible for their decision or actions

Competence

Individual’s right to make decision and put those into effect based on their own reasoning. 
Respect for autonomy should be a valued principle

Autonomy

Enables individuals to make their own decisions whenever possible through support. Support decision-
making

A person or entity appointment by court to manage an individual’s financial, medical, 
personal matters. Some states use the term conservator.

Guardianship
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Decision making
Disclaimer – this is not legal advice

Disability Rights Arizona has great 
information

Families can apply reach out for 
support
Fantastic library of resources 
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Decision Making Options

Guardianship (most restrictive)

Court process

If an individual cannot communicate 
their needs or keep themselves safe

Limited – given specific duties based 
on the person’s needs. Person can still 
make other decisions and keep some 
independence

Full – make all major life decisions for 
the person 

Laws allow for voting and driving

Ends with petition to court

Power of Attorney (POA): 

Appoint a person to make 
medical/financial decisions if they are 
unable to communicate it themselves

Retain their rights

Limited oversight

Must be witnessed and notarized

Can be revoked at any time

Supported Decision Making (SDM)

Arizona law passed in 2023

The individual signs an agreement 
identifying supporters to help them 
understand choices. 

No court required (must be signed in 
front of two witnesses or notary)

Can be discontinued at any time
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Legal Documentation

• Every decision is individual to each family
• Seek out support and guidance from lawyer trained in disability rights
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Financial accounts

• Special Needs Trusts
• Money/assets can be contributed to the trust
• No penalty for government benefits/programs
• Can enhance quality of life in addition to government support
• Seek out support from lawyer when building trust

• AZ ABLE accounts
• Tax free savings accounts
• Save money without losing government benefits
• Disability with functional limitations
• Up to $19,000 per year
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Transition mistakes to avoid

• Waiting until 17.5 years of age
• Not teaching basic health skills
• Assuming guardianship is the only option
• Not involving the child in planning
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Transition Resources

• Got Transition

• Center for Parent Information and Resources

• Encircle Families

• Disability Rights Arizona

• PACER center



45

Additional Resources

• The Arc of Arizona

• National Resource Center for Supported Decision Making
•

• Assistive Technology Access Program

• Raise Center
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Key Takeaways

• Start Small
• Start Early
• Know local resources!



https://AutismSummit.eventbrite.com

Friday, September 25, 2026

Autism Educational 
Summit

Learn More:



Thank you!
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