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What is Transition?

• Movement of an individual from childhood to adulthood

• What changes?
• Decision making 
• Daily routine 
• Living situation 
• Legal rights
• Healthcare



What are the Differences?  What are the Challenges?

Pediatric 
✓ Family-centered
✓Multi-disciplinary care
✓ School supports (IEP, therapies)

• Lack of transition discussion by providers
• Lack of a clear roadmap
• Inconsistent messaging and criteria
• Treatment bias (We are the only ones who can 

care for our patients)
• Disconnection from the adult system
• Unrealistic expectations

Adult
✓ Patient-specific
✓ Individualized care
✓ Responsibility is on the patient and/or caregiver

• Lack of training for adult providers
• Lack of behavioral supports (Child Life, Social 

Work)
• Gaps in mental/behavioral health services
• Poor communication and coordination across 

adult healthcare systems
• Need to accommodate special healthcare 

needs (sedated studies, support for lab draws, 
sensory friendly spaces)



TAND-Specific Factors Impacting Transition to Adult Care

Intellectual Level:

High prevalence of 
intellectual disability and 
special healthcare needs

Neuropsychological 
Level: 

multi-tasking, planning, 
organization, memory, 

attention

Academic Level:

Specific learning 
challenges

Psychiatric Level:
Anxiety, depression, 

ADHD, autism spectrum 
disorder

Behavioral Level:
Aggression, self-injurious 
behaviors, difficulty with 

transitions, poor flexibility, 
emotion regulation

Psychosocial Level:

Low self-esteem, poor 
self-advocacy, 

relationship difficulties



Intellectual and Academic Levels

• Intellectual disability or uneven skills
• Learning disabilities (reading, writing, math)
• Impacts ability to live, work, and function independently



Behavioral Level in TSC
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Behavioral Level in TSC
TAND-L Checklist, N = 488 children and 250 adults at CCHMC 

Over 3 Years 

• Can have difficulty finding an adult 
provider comfortable with complex 
behavioral profile

• Symptoms directly impact an 
individual’s ability to:
• Attend appointments 
• Comply with 

medications/therapies
• Be eligible for specific day 

programs or employment

90% reported at least one TAND symptom 
with an average of 12 symptoms reported at 

the first visit



Psychiatric Level

• High rates of anxiety, depression, autism, ADHD→ OFTEN CO-
OCCUR

• Higher rates of psychiatric conditions in individuals with intellectual 
disability and epilepsy 

• Can also have associated medical conditions or organ-related 
problems (SEGA, AML, LAM) that complicate medical care

• Can result in difficulties with employment, relationships, finances, 
self-image, mental and physical health, substance abuse, suicide 
attempts



Neuropsychological Level

• Directing attention
• Regulating emotions
• Controlling impulses
• Keeping track of information to 

complete a task (working memory)
• Multi-tasking
• Planning 
• Organization
• Self-monitoring
• Anticipating consequences

➢Problems finding specialists and 
managing multiple appointments

➢Problems filling medications
➢Problems following through with 

recommendations
➢Problems organizing medical 

information
➢Problems recognizing when to see a 

doctor
➢May not recognize how behavior 

impacts health



Psychosocial Level

• Self-esteem issues
• Self-advocacy issues
• Relationship difficulties
• Loss of social networks after school
• Challenges with health literacy
• Changes in support and resources



Transition Challenges

• Transitioning teens and young adults with TSC is difficult for the 
individual and for the caregivers regardless of level of 
independence

• TAND impacts all aspects of transition
• Difficult to find adult providers who are comfortable with TSC and 

TAND
• TAND symptoms directly and indirectly impact future planning 

and access to care



What Should Transition Look Like?

• Purposeful
• Planned
• Proactive
• Organized
• Address medical, psychosocial, educational, and/or employment 

needs
• Should be person-centered



Six Core Elements of Transition

• Expectation of Transition
• Yearly Self-Management Assessment
• Annual Discussion of Medical Condition and Age-Appropriate 

Concerns
• Evaluation of Legal Competency
• Child Neurology Team Responsibilities
• Identification of Adult Provider(s)
• Transfer Complete



Transition Plan

• Start Early
• 12-14 years
• Transition readiness assessments

• Build a Transition Team
• Healthcare providers, social work, teachers, community

• Implement future planning into IEP
• Address Emotional and Logistical Challenges
• Use Supported Decision-making Tools
• Keep a healthcare summary



Self-Advocacy
• Speaking up for yourself, asking what 

you need, negotiating for yourself 
• Knowing your rights and 

responsibilities
• Using resources available to you
• Figuring out what is most important 

to you and/or your loved one (hopes, 
desires for the future)

• Knowing your TAND issues and how 
they affect you



Building Independence

• Strengthen Communication to express preferences, desires, and 
feelings

• Utilize Visual Schedules to help with transitioning and decision making
• Work on Self-Care Skills
• Teach how to request a break to teach control and self regulation
• Work on household chores to teach responsibility and build skills
• Practice money
• Teach community safety skills including pedestrian safety and public 

transport, as well as identifying safe and unsafe people
• Build leisure skills to foster joy and community
• Work on vocational skills



Manage Mental Health and Wellness
• Take care of your body (eat healthy, get adequate sleep, exercise)
• Cultivate healthy relationships
• Develop positive coping skills
• Ask for help



Once you get there…

• Bring your healthcare summary
• Bring your loved one’s behavior plan
• Bring the TSC Alliance surveillance guidelines
• Bring your TAND-SQ Checklist
• Educate your adult clinicians
• Find someone who understands neurodivergent individuals and/or 

who listens to your concerns



Transition Readiness Assessments



Child Neurology Foundation Transition Toolkit

Transition Readiness Assessments









Resources

• County Board of Developmental Disabilities
• Got Transition (https://www.gottransition.org/) 
• Autism Speaks Transition Toolkit (www.autismspeaks.org) 
• Child Neurology Foundation 

(https://www.childneurologyfoundation.org/tools-resources/)
• https://movingtoadulthealthcare.org/toolkits/
• Talking About Complex Care Guide 

(https://www.chcs.org/media/Talking-About-Complex-Care-
Guide_022322.pdf) 

• Advocate Medical Group Adult Down Syndrome Center Resource 
Library (https://adscresources.advocatehealth.com/) 
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