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OutlineOutline

 ThemesThemes
 Best practiceBest practice



Types of TransitionTypes of Transition

 Service/institutional transitionService/institutional transition
 LifecourseLifecourse/developmental transitions/developmental transitions

 Need to be integratedNeed to be integrated--service transitions service transitions 
in alignment with life course transitionsin alignment with life course transitions



Domains of transitionDomains of transition

 Health careHealth care--””purposeful, planned movement of purposeful, planned movement of 
adolescents and young adults with chronic adolescents and young adults with chronic 
physical and medical conditions from childphysical and medical conditions from child--
centered to adultcentered to adult--oriented health care systemsoriented health care systems””

 Education/employmentEducation/employment
 Independent livingIndependent living
 Recreation/socializationRecreation/socialization



Factors affecting transitionFactors affecting transition

 PersonalPersonal
 EnvironmentalEnvironmental
 Double jeopardy risk factorsDouble jeopardy risk factors--

ethnicity, obesity, substance ethnicity, obesity, substance 
abuseabuse



Environmental barriersEnvironmental barriers

 Lack of understandingLack of understanding
 Service barriersService barriers
 Family barriersFamily barriers
 Attitudes !!!Attitudes !!!



Environmental facilitatorsEnvironmental facilitators

 Service supportsService supports
 InformationInformation
 SystemsSystems
 resourcesresources



Transition ThemesTransition Themes

 Transfer processTransfer process
 Growing Up ReadyGrowing Up Ready
 Shared managementShared management
 Professional EducationProfessional Education



Transfer processTransfer process

Best Practice: Organizations should adopt a Best Practice: Organizations should adopt a 
formal transfer approach and processformal transfer approach and process

Recommendations:

•Identify key champions to facilitate 
discussion

•Set explicit policies for planned and 
coordinated transfer

•Measurable outcomes and objectives



Transfer ProcessTransfer Process

Ideas and Examples:Ideas and Examples:

•consumers as partners- teens and family 
facilitators
•Educate everyone-professionals, families, 
agencies, admin staff.
•MOU’s between paediatric and adult services
•Include statements about transition in strategic 
plan
•Incorporate transition indicators into 
organizational performance evaluations 
•Advertise that your agency has a policy of 
preparing young people to transition to adult 
service- posters





Transfer processTransfer process

Best practice: Establish a clear procedure for Best practice: Establish a clear procedure for 
transferring teenstransferring teens

 Gradual transfer
 Non age specific transfer
 Work with teen and family on a transition plan-

contract, clinical pathway and curriculum
 Plan should span service systems eg health, 

education
 Need someone to co-ordinate transfer - eg

transition coordinator, nurse, GP
 Resources and supports-web resources



Transfer processTransfer process

Best practice: Establish methods for Best practice: Establish methods for 
communication and information sharingcommunication and information sharing--between between 

paediatric and adult providerspaediatric and adult providers

 Methods to transfer health  and transition 
information- health care passport, health 
summary; binder 

 avoid ‘baton pass’-joint adult/paediatric clinic, 
paediatric service provider participates in adult 
clinic or vise versa.

 Use terminology and language common to both 
sectors 





Transfer processTransfer process

Best practice: Establish methods for communication Best practice: Establish methods for communication 
and information sharingand information sharing--between providers and between providers and 
consumersconsumers

 Clear expectations for moving on to adult services
 Educate about adult services
 Provide opportunity to teens and families to experience 

adult service environment-do tour of adult facility, 
 Have resource person who is knowledgeable about 

transition-to help direct teens and families.
 Teen library/corner/message board- information on 

careers, independent living, recreation, 
relationships/sexuality

 Employ teen and family facilitators



Transition ClinicTransition Clinic
Objectives of Objectives of LifeSpanLifeSpan Clinic (Clinic (BloorviewBloorview--Toronto Toronto 

Rehab):Rehab):
Improve/Increase:Improve/Increase:
 Skills (particularly communication)Skills (particularly communication)
 Knowledge (their own health care needs, adult Knowledge (their own health care needs, adult 

services)services)
 Confidence (skills and knowledge training, Confidence (skills and knowledge training, 

YOUTH FACILITATOR)YOUTH FACILITATOR)
 Transfer process (transfer discharge summary, Transfer process (transfer discharge summary, 

joint visit to adult service, joint visit to adult service, liasonliason with adult with adult 
service, coservice, co--hired clinic staff)hired clinic staff)





Theme 2: Growing up readyTheme 2: Growing up ready
Best Practice: Develop skills Best Practice: Develop skills and knowledge ofand knowledge of

teens and families for engaging in adult services.teens and families for engaging in adult services.

 Service providers and families need to set 
expectations for teens to participate in and 
advocate for their health care needs from early age

 Teens and families must set expectations for health 
care providers to prepare them for the future

 Explicit message about planning for future
 Reliable information 
 Educate teens
 Teach self advocacy and self management



SelfSelf--ManagementManagement
Be your Own BossBe your Own Boss

 Similar to adult self management Similar to adult self management 
programmesprogrammes for chronic illness (Stanford)for chronic illness (Stanford)--
geared for youthgeared for youth

 Information is good but youth need moreInformation is good but youth need more
 Confidence and self efficacyConfidence and self efficacy



What does it take to be a good self What does it take to be a good self 
managermanager

 Knowledge Knowledge –– informationinformation
 Consistency in behaviourConsistency in behaviour--teens at riskteens at risk
 Self efficacySelf efficacy



Self Management skillsSelf Management skills

 Goal settingGoal setting
 Problem solvingProblem solving
 Accessing resourcesAccessing resources
 Communication skillsCommunication skills
 Getting supportGetting support
 Stress managementStress management



Growing up readyGrowing up ready

Best practice: Best practice: Provide support for youth and parents Provide support for youth and parents 
in preparation for transitionin preparation for transition

•Provide methods/tools for systems navigation eg transition 
coordinator, resource database, checklist and folder for teens 
and families;  websites and information via the newsletter.

•Opportunities for peer mentorship and support -(identify 
young adults with disability who may be able to provide this)

•Involve teens and families in development of programs and 
resources

•Support family networks-families want to hear from other 
families!



Growing Up Ready FrameworkGrowing Up Ready Framework
(Gall, (Gall, KingsnorthKingsnorth and Healy, 2006)and Healy, 2006)

Guiding PrinciplesGuiding Principles

 Family is the expert in raising their childFamily is the expert in raising their child
 Each child and family is uniqueEach child and family is unique
 Preparations for the future must start Preparations for the future must start 

earlyearly
 Shared responsibility for promoting skills Shared responsibility for promoting skills 

needed for adult lifeneeded for adult life



Timetable for Growing UpTimetable for Growing Up

 Starts earlyStarts early
 Outlines a progression of skills targeted at Outlines a progression of skills targeted at 

age appropriate timesage appropriate times
 Voice of text shiftsVoice of text shifts
 Poster and pamphlet versionsPoster and pamphlet versions















Theme 3: Shared ManagementTheme 3: Shared Management

Philosophy of shared management Philosophy of shared management 
((KieckheferKieckhefer and and TrahmsTrahms, 2000), 2000)

 Collaborative partnershipCollaborative partnership
 Person centeredPerson centered
 Sharing power and responsibility for Sharing power and responsibility for 

managing health care needsmanaging health care needs





Shared ManagementShared Management
Best practice: Best practice: Prepare and support teens, families Prepare and support teens, families 

and organisations for a shared management and organisations for a shared management 
approach in transition planning.approach in transition planning.

At an organisational level:

 Educate staff on all levels of the organisation to adopt 
concepts of shared management; for administrators to 
set expectations for the organisation. Include in 
orientation programme

 Organisation needs to challenge themselves to 
conceptualise shared management within a variety of 
situations-eg severity of condition, culture and religion

 Review terminology – shared management, consultation, 
consumer.



Promoting shared management in Promoting shared management in 
practicepractice

 Involve teens in school meetings and medical Involve teens in school meetings and medical 
appointmentsappointments

 Provide quality informationProvide quality information
 Service providers and parents Service providers and parents ––learn to accept choices learn to accept choices 

made by teensmade by teens
 Explain shared management to teens and parentsExplain shared management to teens and parents--make make 

it an expectationit an expectation
 Individual approachIndividual approach--some may want more directionsome may want more direction
 ProtocolsProtocols--need to consider teens who will require need to consider teens who will require 

ongoing help to manage careongoing help to manage care--support circle.support circle.
 Develop creative tools to engage teensDevelop creative tools to engage teens



Shared ManagementShared Management
Best practice: Support parents and service Best practice: Support parents and service 
providers in respecting the role of teens as providers in respecting the role of teens as 

they take on more responsibility.they take on more responsibility.

 Encourage teens and families to work togetherEncourage teens and families to work together
 Respect the way teen approach life mattersRespect the way teen approach life matters--

relate what is important to them back to healthrelate what is important to them back to health
 Teens need to experience success and failure.Teens need to experience success and failure.
 Teens may need team of support people but Teens may need team of support people but 

they should be in they should be in ‘‘driverdriver’’s seats seat’’
 Review and evaluate transition goals regularlyReview and evaluate transition goals regularly



Theme 4: Professional EducationTheme 4: Professional Education
Best Practice: Transfer knowledge about best practices for Best Practice: Transfer knowledge about best practices for 

transition to professionals.transition to professionals.

Recommendations for Essential Knowledge and skills:Recommendations for Essential Knowledge and skills:
 Acquire knowledge about differences between adult and Acquire knowledge about differences between adult and 

paediatric servicespaediatric services
 Acquire holistic understanding of transition issues for Acquire holistic understanding of transition issues for 

adults with child onset conditionsadults with child onset conditions
 Understand approaches of facilitating transition and Understand approaches of facilitating transition and 

changechange
 Expect professionals will facilitate transition and shared Expect professionals will facilitate transition and shared 

managementmanagement
 Develop methods of achieving closureDevelop methods of achieving closure
 Encourage professional reflectionEncourage professional reflection



Theme 4: Professional EducationTheme 4: Professional Education
Recommendations for Knowledge TransferRecommendations for Knowledge Transfer

 Create curriculum that includes experiential Create curriculum that includes experiential 
componentcomponent

 Develop continuing education opportunitiesDevelop continuing education opportunities
 Develop plan for educating and creating culture Develop plan for educating and creating culture 

changechange



Theme 4: Professional EducationTheme 4: Professional Education

 Adolescent health a specialityAdolescent health a speciality--create a create a 
curriculumcurriculum

 Gain funding for research Gain funding for research 
 Establish open discussions and forums between Establish open discussions and forums between 

paediatric and adult servicespaediatric and adult services
 Provide opportunities for paediatric providers to Provide opportunities for paediatric providers to 

evaluate impact of early choices on later lifeevaluate impact of early choices on later life
 Identify champions to promote cultural changeIdentify champions to promote cultural change
 Develop strategies to address challengesDevelop strategies to address challenges



In SummaryIn Summary…………

 Teens, families and service providers require Teens, families and service providers require 
education about transitioneducation about transition

 Teens and families highly value learning and Teens and families highly value learning and 
support from peer networkssupport from peer networks

 Teens and families need access to quality Teens and families need access to quality 
informationinformation

 Teens and families need support to navigate Teens and families need support to navigate 
systems during transfersystems during transfer

 Skills in advocacy and selfSkills in advocacy and self--management are management are 
essentialessential



In SummaryIn Summary…………

 Should be shift in knowledge and responsibility Should be shift in knowledge and responsibility 
from service provider to the parent to the teen from service provider to the parent to the teen 
(or circle of support)(or circle of support)

 Consumers should be paid expertsConsumers should be paid experts
 Parents and service providers should expect Parents and service providers should expect 

teen to think about and prepare for adult lifeteen to think about and prepare for adult life
 Need to have explicit processes for transferNeed to have explicit processes for transfer
 Clear lines of communication and information Clear lines of communication and information 

sharingsharing
 Measurable outcomes and evidence Measurable outcomes and evidence 



ThankThank--youyou


