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Objectives

• Describe current status of transition for youth with special healthcare needs and youth with 
developmental disabilities

• Understand barriers to transition from pediatric to adult healthcare
• Identify best practice guidelines for transition from pediatric to adult healthcare
• Initiate discussion and contemplation of shared decision-making options
• Discuss practical strategies to help prepare for transition



Transition to 
Adulthood



- ~40% of YSPHCN 
undergo successful 
transition 
- Youth with IDD 

less likely



Barriers to transition



Transition Guidelines

• 2011 AAP 
recommendations
• Transition algorithm for 

provided primary care



Got Transition 2.0 Toolkit

• Toolkit created by The National Alliance to 
Advance Adolescent Health.

• 6 core elements of transition:
– 1.  Transition Policy
– 2.  Transition Tracking/Monitoring
– 3.  Transition Readiness Assessment
– 4.  Transition Planning
– 5.  Transfer of Care
– 6.  Transfer Completion



Got Transition Steps for Adolescents and Families

• Following steps outlined at: https://www.gottransition.org/youthfamilies/index.cfm
– Discovering: learn about your provider’s approach to transition
– Tracking: know your own health information
– Preparing: learn to manage your own health care
– Planning: get ready for adult health care
– Transferring: make the change to an adult provider
– Completing: providing feedback

https://www.gottransition.org/youthfamilies/index.cfm


Discovering

• Ask current providers what age do they transition patients out of their practice
• Do they have recommendations for an adult provider?
• Does the office have different approaches between adult and adolescent patients if they are 

family practice?



Tracking, Preparing and Planning

• Where to start?
– Transition readiness assessment (via Got Transition) 

• Assesses knowledge about own health and current ability to navigate healthcare 
system

• Good initial assessment to jump start conversation and and identify areas to work 
on

• Link to youth assessment: https://www.gottransition.org/resourceGet.cfm?id=224
• Link to parent assessment: https://www.gottransition.org/resourceGet.cfm?id=225

• Practice health care skills
– Talking to nursing staff, answering/ asking questions of the doctor, calling the 

pharmacy for medications, etc
– Use readiness assessment as guide for what skills to work on

https://www.gottransition.org/resourceGet.cfm?id=224
https://www.gottransition.org/resourceGet.cfm?id=225


Transition Readiness Assessment



Planning: concise medical summary

• Goal is to have easy to read medical summary that can highlight important, need to know 
information for a new medical provider

• Can also use this as a guide for communicating important medical information (ie help 
adolescent communicate medical history to check-in staff at office or if in ED/ urgent care)

• There are different templates and no one perfect option



http://vkc.mc.vanderbilt.edu/etoolkit/w
p-
content/uploads/cumpatientprofile.pdf

http://flfcic.fmhi.usf.edu/docs/FC
IC_Health_Passport_Form_Type
able_English.pdf

http://vkc.mc.vanderbilt.edu/etoolkit/wp-content/uploads/cumpatientprofile.pdf
http://flfcic.fmhi.usf.edu/docs/FCIC_Health_Passport_Form_Typeable_English.pdf


http://gottransition.
org/resourceGet.cf
m?id=227
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Planning the Transfer
• Where to find adult provider 

– Does current primary care provider or other specialists have recommendation?
– Do you/ your parents have a primary care provider?

• If so, would they be a good fit?
– What insurance will you have as an adult and when will that change occur?

• Might consider transferring before losing parents’ insurance as a practice is more 
likely to keep a patient they have developed a relationship with versus refusing at 
outset due to insurance issues.  However, this is becoming harder to do

• What to look for in adult provider/ practice
– Patient and flexible: both provider as well as front desk and nursing staff
– Continuity of provider: same provider at each visit or different provider each time
– Willing to learn about medical and behavioral needs (ie do not have to be an expert in 

diagnosis; just willing to learn)
– Consider touring the practice and interviewing providers



Transfer

• Gather important medical documents and medical summary
• Communicate with both pediatric and adult offices to ensure medical records were 

transferred
• Have all (if any) shared decision making documents available



Shared/ Supported Decision-Making

• Differs between every state
• No one way to go about this
• Considerations:

– Conservatorship/ guardianship is more challenging to obtain and more challenging to 
take away

– Will your adult child eventually learn skills to further independence?
– All young adults have a right to mess up and make poor decisions

• The following are definitions for the state of Tennessee but are similar to other states



Conservatorship
“Conservatorship is a legal process by which the court gives decision-making responsibilities 
to a conservator in areas in which the respondent (the legal term for the person who is the 
subject of the proceeding) does not have the capacity to make or understand the consequences 
of his or her decisions.”

“An attorney must first prepare and file a Petition for Conservatorship with the appropriate 
court. A guardian ad litem, also an attorney, will then be appointed to report to the court as to 
the appropriateness of a conservatorship and the appropriateness of the proposed conservator. 
As part of the process a medical doctor or a licensed psychologist must examine the person 
and make a sworn statement regarding his or her functional abilities and need or lack of need 
for a conservator to assist with decision making in different areas. If the respondent wishes to 
contest the appointment of a conservator, an attorney ad litem, representing the respondent 
only, may be appointed. Those rights to be removed from the respondent and vested in a 
conservator, if any, will be determined by the court after a hearing.”

From the Conservatorship Association of Tennessee website: 
http://www.catenn.org/questions/faqs

http://www.catenn.org/questions/faqs


Alternatives to Conservatorship
• Durable Power of Attorney 
“A durable power of attorney (DPOA) is a legal document that gives someone authority to make decisions on 
behalf of another individual. DPOA may be given for healthcare or financial decision-making. A DPOA for 
educational decision-making can be established once a student turns 18, if the student needs and wants assistance 
in making decisions about his/her Individualized Education Program (otherwise, the right to sign the IEP transfers 
to the student). The DPOA must be in writing and notarized. In order for the DPOA to be valid, the individual 
must be considered competent at the time s/he signs the document. People with significant intellectual disabilities 
may not understand the idea of a DPOA and so are unlikely to be considered competent. The attorney should 
document the involvement of the individual with a disability in the decision-making process. The person must be 
able to indicate clearly that s/he wants a certain individual to make decisions on her/his behalf.”

• Representative Payee
“The administrator of these benefits, such as the Social Security Administration (SSA), may assign a 
representative payee. The payee receives the check and must use the money to benefit the individual. In some 
cases, family members serve as representative payees. Organizations (i.e., community mental health centers or 
Medicaid Waiver providers) also can serve as representative payees. The payee must account for the use of the 
benefit check, and is liable to repay money if it is mismanaged.” 

From the ARC of Tennessee Conservatorship Handbook: 
https://www.thearctn.org/Assets/Docs/Conservatorship Handbook.pdf

https://www.thearctn.org/Assets/Docs/Conservatorship_Handbook.pdf


Resources for shared/ supported decision making

• www.supporteddecisionmaking.org – National group that goes over various options
• Tennessee Council on Developmental Disabilities website have tool-kit and video going 

over supported decision making options
– https://www.tn.gov/cdd/public-policy/supported-decision-making.html

http://www.supporteddecisionmaking.org/
https://www.tn.gov/cdd/public-policy/supported-decision-making.html
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