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Presentation ObjectivesPresentation ObjectivesPresentation ObjectivesPresentation Objectives

•Definition and Goals of Transition

•Obstacles

•Recommendations

S f Ad l•Stages of Adolescence

•Specific conditions

•Advances in transitioning



What is Transition?What is Transition?What is Transition?What is Transition?

“Purposeful, planned movement of adolescents “Purposeful, planned movement of adolescents 

and young adults with chronic physical and and young adults with chronic physical and 

medical conditions from childmedical conditions from child centered tocentered tomedical conditions from childmedical conditions from child--centered to centered to 

adultadult--oriented health care system”oriented health care system”

American Society for Adolescent MedicineAmerican Society for Adolescent Medicine



Goal of TransitionGoal of TransitionGoal of TransitionGoal of Transition
To maximize lifelong 

functioning and potential 
through the provision of high g p g

quality, developmentally 
appropriate health careappropriate health care 
services that continue 

uninterrupted as the young 
adult moves from adolescence 

to adulthood.



Transition is a ProcessTransition is a ProcessTransition is a ProcessTransition is a Process

Ad ltAdult

Child Adolescent



Transition is a JourneyTransition is a JourneyTransition is a JourneyTransition is a Journey

•• Childhood to adulthood characterized by:Childhood to adulthood characterized by:Childhood to adulthood characterized by:Childhood to adulthood characterized by:
–– Anger, confusion, hope and despair, mastery of Anger, confusion, hope and despair, mastery of 

essential life skills for independenceessential life skills for independenceessential life skills for independence.essential life skills for independence.
For youth with chronic illnesses this process can be For youth with chronic illnesses this process can be 

delayed.  delayed.  d y dd y d
–– Exploring limitsExploring limits
–– Reality testingReality testingReality testingReality testing
–– SelfSelf--image developmentimage development



Obstacles to TransitionObstacles to TransitionObstacles to TransitionObstacles to Transition

• Prognosis of patient’s diagnosis

• Understanding need for transition by patient 

and familyand family

• Environmental or familial stressors

• Need to control by either parents or health 

care teamcare team

• Distorted perception of patient outcome



Negative MessagesNegative MessagesNegative Messages Negative Messages 

• Patient/Child is incapable of independent 
care

• Patient/Child is not expected to assume self• Patient/Child is not expected to assume self-
responsibility and will be taken care of

• Patient/Child is very different from his or her 
peers

• The medical prognosis is too poor to warrant 
planning for the futureplanning for the future



Importance of TransitionImportance of Transition-- ConsensusConsensus

• Identified health care provider  (HCP) to partner with 
youth/families during  transitiony g

•HCP with core knowledge and skills

•Maintain current medical record•Maintain current medical record

•Create written plan by age 14

A l i d i h i h/ i h i l•Apply preventive and primary care to youth with/without special 
health care needs

•Ens re affordable and contin o s health ins rance co erage•Ensure affordable and continuous health insurance coverage

Pediatrics Vol 110, No.6, December 2002 pp1304-1306



Transition FrameworkTransition FrameworkTransition FrameworkTransition Framework
Healthy People 2010- Department of Health &Human Services

Goal- All young people with special health care needs will receiveGoal- All young people with special health care needs will receive 
the services necessary to make the necessary transition to all 
aspects of adult life

•Health care

•Work

•Independent living

Steps to achieve goalSteps to achieve goal

• Knowledge

di l•Medical summary

•Written plan for family



Where to Begin?Where to Begin?Where to Begin?Where to Begin?

•Need to understand the stages of adolescence

•Health care transition processHealth care transition process

•Responsibilities of the patient, family, and health 
care teamcare team

•Tools for gaining knowledge of ‘what and when’ 
the patient needs to know in order to complete the 
transition successfully



“Ingredients” of Transition“Ingredients” of Transitiong ed e ts o a s t og ed e ts o a s t o

•• Getting consent and cooperation of the Getting consent and cooperation of the 
iipatientpatient

•• Enlisting active support of the familyEnlisting active support of the family
•• Getting the support ofGetting the support of allall the medicalthe medicalGetting the support of Getting the support of allall the medical the medical 

professionalsprofessionals
•• Instituting a policy on timing of transfersInstituting a policy on timing of transfers

E bli hi i d d iE bli hi i d d i•• Establishing a preparation and education Establishing a preparation and education 
program prior to transitionprogram prior to transition

•• Define expectationsDefine expectations
•• Gather information about available adult Gather information about available adult 

servicesservices
•• Consider having pediatrician and adult M DConsider having pediatrician and adult M D•• Consider having pediatrician and adult M.D. Consider having pediatrician and adult M.D. 

as coas co--managers for a period of time.managers for a period of time.



What You (Patient/Family) ExpectWhat You (Patient/Family) ExpectWhat You (Patient/Family) ExpectWhat You (Patient/Family) Expect

•• Medical regimen and clinic visits that promote Medical regimen and clinic visits that promote g pg p
adherence, educationadherence, education

•• Educational toolsEducational tools
•• M it i f id ff t / li tiM it i f id ff t / li ti•• Monitoring for side effects/complicationsMonitoring for side effects/complications
•• Support and promote healthy lifestyleSupport and promote healthy lifestyle
•• Identification as an unique individualIdentification as an unique individualIdentification as an unique individualIdentification as an unique individual
•• Guidance for long term careGuidance for long term care
•• Identification of long term care providersIdentification of long term care providers
•• Support for insurance issuesSupport for insurance issues
•• Support for career planningSupport for career planning



Know your health care teamKnow your health care teamKnow your health care team Know your health care team 
members!members!

•• Take full advantage of the various health care Take full advantage of the various health care 
team membersteam members
–– MDs, RNs, TX RNs, CCLS, LMSWs, RDsMDs, RNs, TX RNs, CCLS, LMSWs, RDs
Wealth of information and tools at your reach! Wealth of information and tools at your reach! yy

Ask questions? You are the best advocate!Ask questions? You are the best advocate!



Stages of Adolescence & Medical TasksStages of Adolescence & Medical TasksStages of Adolescence & Medical TasksStages of Adolescence & Medical Tasks

Management of
Late

17-20+ years Management of 
Care

17 20+ years

Basic 
understanding  

f di i

Taking medications 
independently, ask 
and answer 

Mid

14-16 years

of diagnosis 
and  treatment

questions, makes 
appointments

Early

10-13 Years



Early Adolescence (10Early Adolescence (10--13 years) 13 years) 
& Th M di l T& Th M di l T& The Medical Team& The Medical Team

L b t l b d f ti• Learn about normal body function

•Describe the diagnosis in age appropriateDescribe the diagnosis in age appropriate 

terms

•Name medications taken 

•Manage tasks at school 



Mid Adolescence (14Mid Adolescence (14--16 years) & 16 years) & 
Th M di l TTh M di l TThe Medical TeamThe Medical Team

•Recognize symptoms that indicate a need for immediate treatmentg y p

•Seek help when problems arise

•Keep a medical journal or personal health notebook•Keep a medical journal or personal health notebook

•Call for prescription refills

•Take charge for scheduling appointments

•Acknowledge understanding of changes in medications and 
t t ttreatment

•Know the difference between primary and specialist care

• Assents to medical care (age 15)

•Understand they will be transferring to adult care



For children age 13For children age 13--14 years with a chronic illness, 14 years with a chronic illness, 
hi h t t t i d i di t th t th illhi h t t t i d i di t th t th illwhich statement is a good indicator that they will which statement is a good indicator that they will 

have a successful transition?have a successful transition?

A)A) “I have told my best friend about my “I have told my best friend about my 
di i ”di i ”diagnosis”diagnosis”

B)B) “I have a supportive family”“I have a supportive family”
C)C) “I do chores around the house”“I do chores around the house”



Late Adolescence (17+ years) &Late Adolescence (17+ years) &
Th M di l TTh M di l TThe Medical TeamThe Medical Team

•See medical team members independently

•Know common complications of diagnosis

•Call for lab results

•Discussions regarding plan of transfer should become more frequent

•Manage all regular medical tasks– self advocate!•Manage all regular medical tasks self advocate!

•Aware of medical insurance coverage

Id ifi i h d ibili i f b i i•Identifies rights and responsibilities of being a patient

•Signs consents (18 years of age)

•Learn about the systems that will apply to them as adults (i.e. insurance, 
social security, guardianship, advanced directives)



Insurance IssuesInsurance IssuesInsurance IssuesInsurance Issues
•• Types of coverage varies state by state (Medicaid, Types of coverage varies state by state (Medicaid, 

MediCal ,CSHCN, etc.) MediCal ,CSHCN, etc.) 

•• Some commercial insurances will cover until 25 years Some commercial insurances will cover until 25 years 
of age if a full time studentof age if a full time student

•• Limitations or restrictions Limitations or restrictions 

•• “Preexisting” clause “Preexisting” clause 

•• Supplemental Security Income (SSI) Supplemental Security Income (SSI) 

–– Means tested along with diagnosis Means tested along with diagnosis 

Ch k li ibili f SSI h h /h 18Ch k li ibili f SSI h h /h 18Check eligibility for SSI month she/he turns 18 Check eligibility for SSI month she/he turns 18 

Their financial resources are evaluated; not Their financial resources are evaluated; not 
parents/guardiansparents/guardiansparents/guardiansparents/guardians

Read the fine print!



Questions to AskQuestions to AskQuestions to Ask  Questions to Ask  
• How often should I see the physician/ medical team?

Will i t t h j i t d ti d• Will my appointments have a major impact on my education and 
or employment?

• How will I find out test results?• How will I find out test results?

• How will I obtain prescriptions?

h d ll if b ill b i i ?• Who do I call if I become ill between visits?

• What do I do if I have trouble with insurance?

• If I need surgery, who will be consulted?

• What will the effects of aging have on my condition?

• Will my condition affect my ability to have children?



ConsiderationsConsiderationsConsiderationsConsiderations

•• Process should be gradual and individualizedProcess should be gradual and individualizedProcess should be gradual and individualizedProcess should be gradual and individualized
•• Discussions should be held at regular intervals Discussions should be held at regular intervals 

(i.e. Care Plan Meetings) starting early in(i.e. Care Plan Meetings) starting early in(i.e. Care Plan Meetings) starting early in (i.e. Care Plan Meetings) starting early in 
adolescenceadolescence

•• Progress and limitations notedProgress and limitations notedProgress and limitations notedProgress and limitations noted
•• Transfer should occur by the age of 18Transfer should occur by the age of 18--21 years21 years

–– AAP have “floating recommendations”AAP have “floating recommendations”AAP have floating recommendationsAAP have floating recommendations
–– “Special circumstances” such as chronic illness may “Special circumstances” such as chronic illness may 

make pediatric care optimal for some beyond age 21make pediatric care optimal for some beyond age 21p p y gp p y g



Transitioning for the Renal PatientTransitioning for the Renal PatientTransitioning for the Renal PatientTransitioning for the Renal Patient

•• CKDCKD

•• DialysisDialysis

•• T l t dT l t d•• TransplantedTransplanted

•• Transplant listTransplant listpp



Expectations of Adult PracticeExpectations of Adult PracticeExpectations of Adult PracticeExpectations of Adult Practice

•• Patient has the knowledgePatient has the knowledgePatient has the knowledge Patient has the knowledge 
of condition, treatment and of condition, treatment and 
plan of careplan of carepp

•• Knows medicationsKnows medications
•• Written summaryWritten summaryWritten summaryWritten summary

–– Can be done with dictation Can be done with dictation 
of last visitof last visit

–– Last set of labs, xLast set of labs, x--rays, rays, 
ultrasounds, etc. ultrasounds, etc. 



Attachment

Developed by the Adolescent Health Transition Project sponsored by the Children with Special Health Care Needs Program, Washington State Department 
of Health and the Clinical Training Unit, University of Washington, 1995.  Based on a model developed by Dr. Stephen L. Kinsman, Kennedy Krieger 
Institute .  206-685-1358. http://depts.washington.edu/healthtr/



Advances in Transition ProgramsAdvances in Transition ProgramsAdvances in Transition ProgramsAdvances in Transition Programs
•• More and more pediatric centers developing their own programs for More and more pediatric centers developing their own programs for 

transitioningtransitioninggg
•• Creating “toolkits” and “passports”Creating “toolkits” and “passports”
•• Connecticut Children’s Medical Center’s Kit:Connecticut Children’s Medical Center’s Kit:

–– File Folder, ongoing use and update at every visitFile Folder, ongoing use and update at every visit, g g p y, g g p y
–– Check list according to 3 stages of adolescenceCheck list according to 3 stages of adolescence

•• Knowledge of conditionKnowledge of condition
•• HealthcareHealthcare
•• Bone HealthBone Health
•• Lifestyle IssuesLifestyle Issues
•• PsychosocialPsychosocialPsychosocialPsychosocial
•• Sexual HealthSexual Health
•• Education/VocationEducation/Vocation
•• Implementation of transitionImplementation of transitionImplementation of transitionImplementation of transition



ResourcesResources
Build your own care notebook 
www.medicalhomeinfo.org/tools/care_notebook.html

CMS Health Care Transition Workbooks 
hctransitions.ichp.ufl.edu/resources.html

National Dissemination Center for Children with Disabilities 
www.nichcy.com

National Center in Secondary Education and Transition

www.ncset.org

Youthhood.  Transition planning for youth with & without 
disabilities. 
www youthhood orgwww.youthhood.org
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Start small.  Start slow. Start now!Start small.  Start slow. Start now!


