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Agenda
• What is transition?

• Planning for transition

• Unique needs for children with 

neuroinflammatory disease
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What is 
transition?
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A Journey
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Why Plan for Transition?

Pediatric 
neurology as a 
medical home

Allow time and 
preparation to 

build 
confidence Ensure 

management of 
comorbidities

Prevent gaps in 
care

Improve social 
and psychological 

outcomes Identify touch 
point for 

questions or 
emergenciesUnderstand 

legal and 
financial 

implications



• Assess self-

management skills at 

age 12.

• Discuss the 

expectation of 

transition by age 13.

• Discuss youth's 

expected legal 

competency by age 14.

• Yearly session topics 

• medical condition

• medications and side effects

• signs and symptoms of concern 

• genetic counseling and 

reproductive implications

• puberty and sexuality

• driving, alcohol, substance use

• emotional/psychological concerns

• Identify adult provider(s) 

for the neurologic 

condition(s) before the 

anticipated time of 

transfer. 

• Directly communicate 

with adult provider(s) to 

ensure an appointment 

is made and kept. 

7Brown et al. The neurologist's role in supporting transition to adult health 
care: A consensus statement. Neurology. 2016 Aug 23;87(8):835-40. 



By age 14, develop a transition plan 

• Youth

• caregiver(s)

• other health care providers

• school personnel

• vocational professionals

• community services providers

• legal services (as needed)

Plan addresses health care, finance, legal concerns, 

primary care, other specialty care, education, 

employment, housing, and community services. 

8Brown et al. The neurologist's role in supporting transition to adult health 
care: A consensus statement. Neurology. 2016 Aug 23;87(8):835-40. 

Summary of all health care issues:

• assessment of the youth's understanding of his or 
her neurologic diagnosis and management 
(including prognosis and any reproductive 
implications of the diagnosis)

• goals and preferences for adult service 
requirements 

• timing of the transition to an adult provider of 
neurologic care

• any necessary additional testing or assessments 
to be completed before transfer

• emergency plans

• advanced plan of care (e.g., medical power of 
attorney, living will, do not resuscitate order)



• Transition Readiness Assessment for youth

https://gottransition.org/6ce/leaving-readiness-assessment-youth

• Transition Readiness Assessment for parents/caregivers

https://gottransition.org/6ce/leaving-readiness-assessment-parent
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https://gottransition.org/6ce/leaving-readiness-assessment-youth
https://gottransition.org/6ce/leaving-readiness-assessment-parent


Transition Readiness 
Assessment 
Questionnaire (TRAQ)

10
Wood et al. The Transition Readiness Assessment Questionnaire 
(TRAQ): its factor structure, reliability, and validity. Acad Pediatr. 
2014 Jul-Aug;14(4):415-22.

• Quick

• Valid

• Not disease specific



Formalize 
Your 
Journey
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12 -13 years

14 – 15 years

16 – 17 years

17 – 18 years

18+ years



Transition Team
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Individual

Family

School
Health 

Care 
Providers



Each transition 
journey will be 
unique.

We need to meet 
families where they 
are and modify their 
transition plan over 
time.
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Unique needs for 
children with 
neuroinflammatory 
disease
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Legal Logistical Physical Mental Emotional

• Adolescent brain development: emotional, decision making, puberty and 
hormones

• Increased independence and desire to “feel normal”

• Psychiatric comorbidities 

• Cognitive side effects of medications

• Time away from daily activities for medical appointments and care

• Multiple subspecialties

• Need to transition to community supports, especially psychosocial and 
interdisciplinary supports

• Advocacy resources for continuing school or entering the work force



• Be transparent about 
differences in adult care culture

• Identify your child’s unique 
needs

• Transition primary care provider 
before subspecialty transfer

• Graduated independence 

• Have a Transition Plan 
Document
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Empowering 
young people
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Summary

It’s a journey.
Graduated autonomy and practice with guidance.

Utilize your team.
Family, friends, school, medical team

Start early. Individualized experience.

Formalize a transition plan. Empower independence.
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