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Disclosures

• Member, CNF Transitions Project Advisory 
Committee
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At The End Of Our Conversation 
This Evening I Hope You:

 Take an active role in transition planning for  your 
adolescent--set expectations 

 Utilize the transition toolkit to guide you through 
the transition process.
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What is transition of health care?

• Process of moving from pediatric to  adult 
health care system

‐ Requires preparation of youth to receive care within the 
adult health care system.  ** Includes caregivers

• Planned, patient centered, developmentally 
appropriate, comprehensive, uninterrupted

‐ Requires periodic assessment of transition readiness

‐Transfer—the final step of transition

American Academy of Pediatrics, et al. (2002) 
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Goals of Health Care Transition 

• Maximize lifelong functioning and potential  

• Prevent “bridge to no where”
‐ Good communication and uninterrupted services
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Successful transition leads to . . .

• Continuity of care
‐ Fewer gaps in clinical follow up 

‐ Improved access to care

•Improved adherence
‐With medications

‐Fewer emergency room visits

• Improved Quality of Life

Annunziato, et al. (2007); Bryden, et al. 
(2001); Bryden, et al. (2003)
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Needs of Adolescents with Chronic 
Health Conditions

• Similar to youth without chronic health condition

• Change as adolescent matures

• Desire for independence

• Need for identity and purpose

• Often complex

• Require individualized care
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Adolescents with Cognitive Impairments

• Cognitive ability impacts 
the transition process & 
outcome

‐“Developmentally, she is 7” 

‐Independent living skills

‐Additional support

‐Adult provider to accept care
•35% no adult neurologist
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Barriers

 Patients, parents/caregivers unwilling to transition 
 Adult providers lack experience 
 Adult providers difficult to access 
 Difference in pediatric vs adult culture
Aging out, but still youth is unready/ unwilling to take adult 

responsibility
 Insurance changes
 Transportation/ Access 
 Patient seen by multiple providers without a medical home 

(fragmentation of care)
 No time to discuss transition



Page  10

xxx00.#####.ppt  2/5/2021 6:52:54 AM
Pediatrics 

•Refractory, intellectual 
disability

• Complex health needs

• Require multidisciplinary care 
–more resources and services

‐ PCP, PT, OT, psychiatry

• Behavioral issues

• Social issues

Different Needs

•Well controlled, normal 
intellect

• Self-management skills

• AED teratogenicity

• Alcohol & drugs

• Driving

• Mental health

All need individualized transition care plan

Borlot,et al. Epilepsia 55(10), 2014; Camfield, Epilepsia 55(Suppl 3), 2014
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COMMON PRINCIPLES AND 
TOOLKIT FOR TRANSITION TO 

ADULT NEUROLOGY
YOUR TOOL TO SETTING EXPECTATIONS FOR YOURSELF, 
YOUR ADOLESCENT, AND YOUR NEUROLOGY PROVIDER.

Brown, et al, Neurology® 2016; 87:1–6
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Transition Takes . . . .

• Time
‐ locate resources

‐ learn new information

• Advocacy

• Tenacity 
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START EARLY

• Begin discussion at 12-13 years of age
‐ Ask your neurologist when you will have to transfer to adult 

care?  

• 18 years

• 21 years

• Never

‐ Will they help you with this process? How?

• Set expectations
‐ Obtain optimal independence
‐Team  
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Learn Self-Care Skills

• Start early: 12-13 years
‐ Depends on teen’s abilities

‐ Align with “training” in independent living skills

• Advance with age/acquisition

• Baby steps: Starts with YOU!
‐ Let your teen check-in for their clinic appointment

‐ You may be surprised what your teen CAN DO!
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Letting Go!

• Moving from “Advocate to Ally” Eileen Forlenza

• Tips to “letting go”
‐ Remember, it’s about your child; Not about you. 

‐ Let go of the idea that your child will make the same choices 
as you did for them.

‐ Professionals need to ‘let go’ too.

•Encourage direct communication between your child and 
the provider

‐ ‘Letting go’ might look different for each of us 

Adapted from  Janet DesGeorges, 
www.handsandvoices.org
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Medical Condition

• Teach your teen about their medical condition
‐ Name of condition

‐ Signs of illness

‐ Sex, drugs, alcohol

‐ Signs of emergency; when to seek medical attention

‐ Develop emergency plan 
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• Medical Alert bracelet/necklace or tag
• Wallet card

‐ Diagnosis, seizure type
‐ Medications
‐ Allergies
‐ Emergency contact information
‐ Medical contact information

• ICE number on phone
‐ Can include additional information about medical condition 

under the contact details

Emergency Plan
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Managing Medications

• Know names and doses of medication

• Promote independence in taking medications
‐Talk to provider about side effects

‐ Inconvenient dosing schedule

‐ Medication reminders

• Missed dose is #1 reason for breakthrough seizures

• Know how to refill prescription
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Appointment Keeping/Insurance

• How to schedule an appointment

• Importance of following up on lab tests, check-
ups, referrals

• Insurance coverage
‐ What to do if lose current coverage

‐ What does your health insurance cover?
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Promote independence/self-advocacy

• Encourage your teen to participate in the clinic 
visit

‐ Let them tell the doctor or nurse about their seizures; 
how they are feeling

‐ Let them answer the questions

‐ Encourage them to ask questions during the office visit

‐ Time alone in clinic visit
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Legal Competency
• Age of majority is 18 years in most states

‐ Right and responsibility to make certain legal decisions

• Assess decision-making capacity
‐ Begin discussion at age 14 years

• Capacity for making decisions may vary 
depending upon your teen’s ability

‐ Shared decision-making

• Confidentiality waivers

• Health care power of attorney

‐ Guardianship
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Assessment of Self-Care Skills

• Reassess annually
‐ Celebrate successes!

• Resources
‐www.childneurologyfoundation.org/transitions

‐www.gottransition.org

http://www.gottransition.org/
http://www.gottransition.org/
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Child Neurology Foundation Toolkit

https://www.childneurologyfoundation.org/resources
-for-young-people-with-neurologic-conditions-and-
their-caregivers/

https://www.childneurologyfoundation.org/resources-for-young-people-with-neurologic-conditions-and-their-caregivers/
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Comprehensive Plan – review annually

• Education
‐ Review individualized educational plan (IEP)
‐ Develop school educational plan/support

• Remain in high school until 21
• Vocational Training 
• College 

• Assess support needs

• Health Care Providers
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Post-HS Education?

• Check out student health center services
‐ Health care provider on campus?
‐ Refills?
‐ Consider mail order pharmacy

• Develop emergency care plan
‐ Share with roommate or resident advisor
‐ Post seizure first aid on dorm fridge or door

• Stopwatch 
‐Wear medical alert bracelet
‐ Program ICE into phone
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Health Insurance

• Insurance coverage
‐ Will it change? 

• Medicaid
‐ Will it change?
‐ Do your providers accept your plan?
‐ CHIP coverage ends after the 18th birthday
‐ Assistance

• Social Security Administration
• www.healthcare.gov

http://www.healthcare.gov/
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Identify Adult Provider

• Finding a new provider
‐ Referral from current provider

‐ Friends/family

‐ Health insurance directory
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Identify adult provider

• What are your needs/expectations?
‐ Location

• Near home or at college

• Transportation needs

‐ Hospital affiliation/emergency care

‐ Knowledgeable about TSC, epilepsy/co-morbid 
conditions

‐ Communication style
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Transfer Packet

• Between ages 17 and 18
• Re-assessment of knowledge of medical condition and 

self-care skills

• Decision-making capacity

• Prepare Transfer packet
• Summary of diagnosis/etiology
• Current medication/laboratory results
• Previous treatments and diagnostic evaluations
• Significant past procedures
• Emergency care plan

Brown, et al, Neurology® 2016; 87:1–6
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Care Notebook

• Resources

‐ Texas Parent to Parent Care Notebook
• www.txp2p.org/services/family-to-family-health-
info/care-notebook

http://www.txp2p.org/services/family-to-family-health-info/care-notebook
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The Transfer

• Request current provider send a copy of 
medical records

• Request current provider send a summary of 
their recommended treatment

• Schedule appointment

• Call new provider’s office before 1st visit to be 
sure they received records
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Summary

•Transition is a process 
• Planning for the future is essential
• Start early
• Takes time to learn self-advocacy and self-care 
skills

• Journey of Advocacy >>>> Ally
• Develop a Team. Be the Quarterback!
• Goal to maximize lifelong potential 
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Set Your Expectations!

 Stay informed:
http://www.childneurologyfoundation.org/transitions
www.gottransitions.org
www.medicalhomeinfo.org

 Begin dialogue with self, family, and youth regarding 
transition expectations (health care and social).  How do 
you envision the future? What is your dream? 
 Begin dialogue with your provider regarding transition 

expectations
 Reach out to your community – YOU ARE NOT ALONE!
 Share your story!

http://www.childneurologyfoundation.org/transitions
http://www.gottransitions.org/
http://www.medicalhomeinfo.org/
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Thank you!
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