
Children with Special Health Care Needs-Transition to Adulthood and to the Adult Medical Practice 


Much has been written about what goes into a proper transition to adulthood for children with special health care needs. The goal of transition is to ensure maximal independence within one’s developmental capabilities. Goals should be set for education, training, and integration into the adult community. Planning with the individual with a disability and family should include ownership and understanding of the medical process and of the medical history.



Planning for Transition to adult medical care should start some time during the middle school years, ages 11-131.  It should not happen when a patient is leaving the pediatric practice. 
 In a 2002 consensus statement the AAP recommends six steps for transition to adult medical care2. The following Six Steps are adapted from those guidelines. 

1.
Identify a primary care provider 

2.
Identify the “core knowledge and skills”

3.  Create a portable medical summary

4.  Create a transition plan

5.  Provide preventive health care

6.  Insure continuing affordable health care coverage 

Using these six steps as guidelines and the tools provided the pediatrician can provide a smooth transition to the patient with CSHCN.



1. Identify a primary care provider

Every child with special health care needs should have a designated Pediatrician who will coordinate care as well as assist with transition.

That Pediatrician should also identify the adult provider who is appropriate and interested in caring for an adult with special heath care needs. In addition encouraging the subspecialists involved in care to also identify an adult subspecialist, so that transition is seamless. 

The following is an excellent overview for the Pediatrician who wants to look at just one resource.


Tools and Tips- Caring for Youth with Developmental Disabilities During Transition: Top 10 things to Know for Providers

http://www.hrtw.org/tools/documents/HRTW_TIPS_CaringforYouthwithDD_Top_10_2004.doc .

2. Identify the “core knowledge and skills” 

The Pediatrician has to determine realistic and attainable goals and skills for the adolescent/adult with CSHN. To do so the following check lists are helpful.


Transition to Adult Care Developmental Activities Checklist (Shriners Hospitals for Children- Chicago)
http://www.hrtw.org/tools/documents/PC1SHC_Chicago_Provider_transition_checklist.doc
                   A quick checklist of activities from birth to 18 years to assist in transition

 Adolescent Health Transition Project Notebook.

 http://www.medicalhomeinfo.org/how/care_delivery/transitions.aspx
 use the link for "Envisioning My Future: A Young Person's Guide to Health Care Transition" Transition Workbook” or use 
       http://hctransitions.ichp.ufl.edu/products_planning_guides.php
 This was developed by Institute for Child Health Policy. The workbooks (age-oriented) have check off forms for families to think about transition goals. There are three separate workbooks for ages 12-14, 15-17 and 18 and up. 


Washington State Adolescent Transition Resource Notebook 

http://depts.washington.edu/healthtr/notebook/default.html 

Although a small amount of this downloadable notebook is Washington state specific most of it is very general towards Adolescent transition.

3. Create a portable medical summary 

The pediatrician should start a medical summary early and update it on a regular basis. An alternative is an Emergency Information form. The following are examples.


 http://www.hrtw.org/tools/check_care.html
Go to the section called HRTW portable medical summary.

Go to the template portable medical summary

This is a one page medical summary that includes major diagnosis, allergies, medications, contact information. 

http://www.hrtw.org/tools/documents/CP6SHC_Transition_Summary.doc
This is an alternative medical summary developed by Shrinner’s hospital

· www.aap.org/advocacy/blankform.pdf
This Emergency\Information Form has a blank and interactive version,        and gives a place to include baseline physical findings as well as procedures to avoid. 

· http://www.medicalhomeinfo.org/downloads/pdfs/EIF_PolicyStatement.pdf
AAP Policy Statement Emergency Information forms and Emergency Preparedness for Children with Special Health Care Needs.  April 2010
This statement offers an alternative medical emergency form and discusses the use of computer based, internet based storage of these forms. It is also geared towards disaster preparedness for the child with special health care needs. 
4. Create a transition plan
A basic transition plan should include: who provides the needed services and who pays for those services. The following tools and guideline are excellent resources.


http://chfs.ky.gov/NR/rdonlyres/B072B674-934E-4243-B003-2BC76E50A130/0/TransitionguidelinesRev5102001.pdf


5. Provide Preventive Health Care
Children with Special Health Care needs should have the same preventive medical care as all adolescents and young adults. There are many guidelines available.1  Pediatrician should not to forget counseling and evaluation of nutrition issues, exercise, assessing for high risk behaviors, and mental health.1 Sexuality should be discussed in a developmentally appropriate manner as well. 

http://brightfutures.aap.org/index.html 

The AAP Bright Futures is a guideline for routine adolescent care.

http://ww.ama-assn.org/ama/pub/physician-resources/public-health/promoting-healthy-lifestyles/adolescent-health/guidelines-adolescent-preventive-services.shtml

The AMA, Guidelines for Adolescent Preventive Services (GAPS) 

Is an alternative guide for routine health care.

6. Insure continuing affordable health care coverage
Ongoing insurance coverage into adulthood is essential for all young adults as well as those with ongoing special health care needs. The following websites have information about various options


 http://www.familyvoices.org/pub/index.php?topic=hcf l
Family voices is an excellent resource for families as well as providers,


The reference is to a review of insurance possibilities for children with 
        special health care needs.


 http://www.hrtw.org/healthcare/index.html
7.  Legal Aspects

Another important consideration is the legal aspects of the transition process, including guardianship, assent, consent, conservationship, health surrogate, advanced directive and DNR.
· http://healthytransitionsny.com/data/7702_DECIDE_ABOUT_HEALTH_GUARDIANSHIP.pdf
This is a website from New York state healthy transitions and has links for both parents and providers about guardianship
· www.hrtw.org 
Click the Youth Involvement tab. Then click the 

Decisions and Making Choices section 

Find information on Assent/Consent, Guardianship, Living Wills and Advanced Directives 
· www.cqc.state.ny.us/advocacy/guardianshipform/guardfrm.htm  
This is the link to download guardianship forms in New York State,
Additional information and tools were taken from the AAP medical home website www.medicalhomeinfo.org, Healthy and Ready to Work (HRTW) National Resource Center www.hrtw.org as well as On the Threshold to the Adult Medical Home: Care Coordination in Transition,   (Patience H. White M.D. and Patti Hackett MEd September 2009, Pediatric Annals 38:9 pp513-520) (www.PediatricSuperSite.com)
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