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Transition

“The purposeful, planned
movement of adolescents and
young adults with chronic
physical and medical
conditions from child-
centered to

adult-oriented health care
systems”

(Blum, 1993)




The Adolescent Brain

» Frontal Lobe
Last to fully develop —sometimes 3" decade of life
Give rise to “executive functions”
» Organization
» Planning
» Self -regulation
» Selective attention
» Inhibition

(Casey, et al., 2000; Sowell, et al., 1999)




The Brain and Implications for
Transition

» Adolescent Is expected to take on tasks

Self management of condition
»Plan ahead for appointments
» Arranging to be away from school or work
» Focusing on dialogue in clinic
» Management of medications and symptoms
» Problem solving

All difficult to do without executive functioning!!




What Do Adolescents Need Eor
Successful Transition?

» Knowmledge and information in six
domains:
Self -advocacy & self-esteem
Independent health care behaviors
Sexual health
Social supports

Educational/vocational/financial
planning

Health & lifestyle

(Paone, 2000; Blum, 1998)




What Do Adolescents Need Eor
Successful Transition?

» Increased self-management skills
(Paone, 2000)

» Maturity

» Opportunities for growth & change

» Patience




Cultural Differences

» Paediatric

» Family centered
» Fewer patients
» Peer support

» Physically appropriate for
children

» Specialist knowledge of
paediatric conditions

» Multi-D team & supports
available

» Adult

Individually centered
Large # of patients
Limited peer support

Physically appropriate for
adults

Potential for limited
exposure to paediatric
specific conditions

» Limited team support
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Do teens make It to the adult
healthcare system?

» Cardiology study:

A ¢

53% of patients with C-HD did not
successfully transfer to adult
care within the recommended
time frame

(Reid, G, Irvine, M., McCrindle, B.,
Sananes, R., Ritvo, P., Sui, S., Webb, G,
2004)




Do teens make It to the adult
healthcare system?

Diabetes study:

Pre -intervention: 25% 0f
patients did not attend their
first appointment In adult
healthcare system within 2
years ofi leaving pediatric center

Post - Intervention: 6% failed' to
attend adult appomtment within
2 years.

(Frank, 2006)
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Principles ofi Transition

Skill acquisition is possible

Early start!

Planned, coordinated approach
Progressive movement towards active participation in health management

Transition planning should occur at the youth’s pace dependent on:
Medical stability and cognitive development
Severity of illness
Personal goals and available social supports




The Long Road To Date

» Efforts of transition pioneers
» Anecdotal accounts of problems
» Transition Symposium 2002

» Adolescent Medicine

Site visits

Literature reviews

Proposal to executive

Secured funding Good 2 Go Transition Program;
» Transition Coordinator —CNS 1.0 FTE
» Psychologist - .5 FTE
» Paediatrician and Social Worker




Good 2 Go Philosephy

» Believe that children and youth with chronic health
conditions can acquire skills while in the paediatric
system that will assist them in successfully
managing their health care now and in the future.

» Paediatric health care professionals are in a position
to facilitate developmental transition in a number of
different ways.




Shared Management Model

» Development of therapeutic alliance

» Roles of players change over time as child grows and
develops

» Planned, systematic approach to a gradual shift In
responsibilities

» |eadership of care Is slowly transferred from
provider to parent to young [person




Shared Management Viodel

(Kieckhefer & White, 2006)

Age & time

Provider

Parent/family.

Young person

Major
responsibility

Provides care

Recelves care

Support to Manages Participates

l parent/family &
child/youth

l Consultant SUpervisor. Manages
Resource Consultant Supervisor/CEO




Program goal

» To prepare all youth with chronic health conditions
to leave SickKids by the age of 18 years with the
necessary skills and knowledge to

Advocate for themselves (or through others)
Maintain health- promoting behaviors

Utilize adult health care services appropriately and
successfully




Methods of achieving our goal

» Education and staff
support

» Resource 1dentification
and collaboration

» Evaluation of transition
Interventions

» Provision of direct
transition services




Menu of Iinterventions

» Clinical pathways -timelines of expectations
» Seeing teen on own for clinic visit

» ‘MyHealth passport”

» ‘Growing up ready’ posters

» Marking “graduation” as an event

» Website

» Hospital wide psycho -educational transition groups
for teens and parents




Menu of Iinterventions

» Facilitation of first a

ppointment In adult setting

» Processing of first adult healthcare system visit

» “Transition clinic’ In

nome clinic with adult staff

» Patient and family education days

» Staff training

» Preparation for employment
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Good 2 Go Transition Program

Young people leave Sickiids by the time they are 18, Many have been coming as long as they can
remember. Some have spent more time at the hospital than they have in school, or even in their own
homes. These teens have many similar experiences, but also come from a multitude of cultures and family
constellations. The transition from paediatric care, with it's own distinct culture and ways of doing things, inta
the adult health care system can be a challenge for teens and their families.

Who are we?
Our goal is to prepare all youth with chronic health conditions to leave Sickiids by the age of 18 years with the
necessary skills and knowledge to advocate for themselves (or through others), maintain health-promoting

Our research behaviors and Utilize adult health care servces appropriately and successfully.

Transition Interventions Menu

Fublications

We believe that children and youth with chronic health conditions can acquire skills while in the pasdiatric
system that will assist them in successfully managing their health care nows and in the future. Paediatric health
i care professionals are ina position to facilitate developmental transition in a number of different ways. Our
work is based onh & Shared Management Model,

Links

We would like to acknowledge the inspiring work done by the OnTrac program at Eritish Columbia Children's
Hospital, Helen Healy at Bloorview Kids Rehab, Gail Kieckhefer of Seattle, Patience White of Washington, all
of who have shared their time, ideas and resources with us.

Wha are we? What do we do? Links to other resources

Part of our ool is to have Wiz work with different teams There are many orouns
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T'ransition Readiness Survey.
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Graduation Certificate

é ;Eﬂ?ﬂgﬂ szgGraE Si ckKi ds-

This certifies that

has successfully graduated from the

at The Hospital for Sick Children

Signature

Signature




Website:

'Good 2 Go

— @ — lTran5|t|on Program
www.sickkids.ca/good2go




Transition Clinic

» Recently started within Adolescent Medicine
» Limited appointment slots at this time

» Assistance for patients with complex transition
ISSUES:

multiple medicall Issues and' teams
non - adherence

psychological factors interfering with utilization of
healthcare




My Health Passport

» A portable, customized, wallet sized document
» Created by adolescent and HCP

» Main goals are patient education, ownership ofi health
iInformation, self-advocacy

» Communication of important information in new: or
emergency situations.

» A tool that can be used without having to buy anything or
download any software




How to Use

» Adolescent at keyboard with health care provider
and chart

» Fills in iInformation with help from HCP

» WWhen document printed at end, cut out and fold
(or it will just end up crushed in their knapsack)

» | youl are just trying| It out without a patient, please
enter “100” as your age

» After printing, close window, which will take you
back to program so teen can email passport to
themselves ]




Yassport for Health - Microsoft Internet Exploner

Edit  View Favorites Tools  Help

’Back = e 2 @ @ {h ﬁﬁearch "-Ei‘g’Faw:urites @ &%' "; it \_;J -ﬁ

rEss @http:,l',l'142.2III.83.43,|'healthF‘asspDrt,l' b Go Lirk:
home
ickKids _ Good2 Go Transiton rogram -y Heats Fassier

ew Passport &' Home

YWelcome to MyHealth Passport, a project of the Sickkids Good 2 Go Transition Program. MyHealth Passport is a customized,
wallet-size card that gives you instant access to your paediatric medical information. It can be used when you go to a new doctor,
visit an emergency roorm or are writing your first novel and want the names of your medications for your hero,

Start by filling out the infarmation below.

CREATE PASSPORT

Passport | Select passpont v

Select passport
Heart transplant
Kidney Trans
Liver transplant
Lung transplant
Copyright @ 2007 | bulti organ transplant Il right=s reserved.
Rheumatology
Test Form
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Yassport for Health - Microsoft Internet Exploner

Edit  View Favorites Tools  Help

’Back - x._.:"l @ @ {h pﬁearch "-Ei‘g’Faw:urites @ EE:;%' "; ¥ \_J -ﬁ

ress @http:,l',l'l42.2EI.83.43,|'healthpasspu:urt,l'Fu:urmF‘asspu:urt.aspx?Fu:urqu:I=23 3 G0 Link
hiokmne |
wl - . e

o & Kidney Transplant

This is where you put in your health information. Much of it you will know and the rest is available to the health care pravider you
are daing this with. If something doesn't apply to you, just skip it (don't put in "none” ar anything like that, or it will print on your
final wersion.] At the end, there is a place you can put in anything that you would want an adult provider to know about you

R E; — PANEL ONE (BACKGROUND)

ew Passport

Mame |J|:|hn Smithl{nwski-Neurnn|

DOH |Januarj,r &, 1590 |

Type of transplant

Qriginal Diaghosis | prune belly

Place and dates of transplants  |pecerber z003, SickKids

Immunization  Zipere MR CHE Dvaricella [ meningitis

[l Pruemavax  [¥]Prevnar [IHPY  [Hepatitis A [¥]Hepatitis B

Z mild rejection episodes--April Z004;
March Z006

Rejection history

wone i Internek



Yassport for Health - Microsoft Internet Exploner

Edit  View Favorites Tools  Help f

’Back - e - @ @ {h ﬁﬁearch "f\?FavDrites @ Bv .,; - LJ .‘3

ress | @] http:f{142.20,53.43 healthpasspart{welcome. aspx?Formld=23 = — T
hiarme |
‘. : . g

' Home
) -

YWe'd like a bit of information from you for our statistics, We will not be saving the rest of the passport, so this information will not
be linked to whatever information you put in your passport.

R __@I- If you are a health care provider testing this out or showing it to a colleague, please enter "100" as your age.
=
S — DEMOGRAPHICS

b

Gender | Male v|

Diagnosis |kidney tranzplant |

Do you wear a hedic-Alert Bracelet?

OYes @MNo
Medical Institution | The Hospital for Sick Children |

Copyright @ 2007 The Hospital for Sick Children. All rights reserved.
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’Back - @ - @ @ {;j pSearch "-ﬂ;n:.;‘Favnrites @ Dgg' I-\.?‘Ilﬁ v \_J -ﬁ

B55 @http:,l',l'142.2EI.83.43,|'healthF'asspu:urt,l'Fu:urmF‘asspu:urt.aspx?FnrmId=23 I o Link
h-:ume'
‘. — & ngm

.w Passport i Kidney Transplant

We waould like to be able to contact you sometime in the next two years to see if you still have your passport and if you have used
it at all. This is totally voluntary--you can print the passpart without daing this. This does not mean you will have to talk to us at that

paint, you can always say no. If you think you might be willing to help us out, please fill in the contact information below.
Ctherwise, click "Skip'.

— CONTACT INFORMATION

Patient MName |J|:|hn Smithkuwski-Neurnn|

Patient Phone |EJ1F-EEEEEE-E!EEE!EE |

Patient E-mail |Cuuljnhn55@hntmail.cum|

Parent Name  [Cindy Smithkowski |

Parent Phone  |g47.999.9999 |

Parent E-mail |cindys@hidenuswurk.cnrr|

Skip

Copyright @ 2007 The Hospital for Sick Children. &l rights reserved.
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Yassport for Health - Microsoft Internet Exploner

Edit  View Favorites Tools  Help

i

’Back = \_/l \ﬂ @ ;\_| ,\:\J Search “E;:(’ Favorites ﬁ‘} [_\:v :_; 2 _J ﬁ

FEss

@ htkp:f 142, 20,63, 43 /healthpasspart [FormPassport, asperFormId=23

b Gu:u

Lirk:

Other surgeries/dates

Other current medical problems

Eladder augmentation 1290, multiple
revisions

— PAMEL TWO (TREATMENT])

Current immunosuppression

Previous immunosuppression

[¥] Tacralimus/FlkiPragraf
MMFimycophenolate mofetil/Cellcept
Frednisone

[ Siralimus/Rapamycin/Rapamune

[ Cyclasparin/Nearal/Sandimmune

[JAzathioprinedlmuran

[ Tacralimus/FkiPragraf

LI MMF/mycophenolate mafetiliCellcept
[ Prednizane

] Sirolimus/Rapamycin/Rapamune

[ Cyclasparin/Nearal/Sandimmune

wone
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Yassport for Health - Microsoft Internet Exploner

Edit

’Back = \J \ﬂ @ :] ;\J Search “f::(’ Favorites @
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Favarites

Tools

Help

Q- m- )R

ress @ http:/f142.20.83.43 healthpassportFormPassport, aspx P FormId=23

b Gu:u

Lirk:

— PAMEL THREE (LAB)

Dialysis, how long, when?

Renal - Last creatining, highest
and lowest past year)

Tatal fluid intake (TF)

Bone status

EBY

Chy

Blood group
Danoar blood group

Have you had Post Transplant
Lyrnphoproliferative Disorder
(FTLDY Mote the date (eg PTLD
1998)

July 2003 -Decewbher 2004

55 (54-92)

3,500

positive | %
positive | #

AB+ w

B+ »

No

FARIFT FALIFNS (ATHIFENS IRIFANSBAATIARL
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Yassport for Health - Microsoft Internet Exploner

Edit

Yiew

Favarites

Tools

Help

i

,Back - \_/I \ﬂ @ _h }_\J Search “E;:(’ Favorites Q‘B [j_\:" u,._L s _J '3

ress @ http:/f142.20.83.43 healthpassportFormPassport, aspx P FormId=23

b HEIGD

Lirk:

— PAMEL FOUR {OTHER INFORMATION)

Drug coverage

What is your regular exercise
routine?

Faediatric provider name & phone
number

Adult providertransfer date phone
number

opecial needs

Other information

Who should be called in case of
emergency? Enter name and
phone number

| Farent's private plan +

3wim once a week

Dr. Glo Merulus 418-813-C]

Dr. N. Phran 415-993-995

I get diabetez when I take a lot of
predni=zone.

Cindy Smwithkowski 647-9299-9999
Adam Neuron &47-999-9995

wone
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assport for Health - Microsoft Internet Explorer

Edit  Yiew Favorites Tools Help

’Back - @ - @ @ {;j pSearch "-ﬂ;n:.;‘Favnrites @ Dgg' I-\.?‘Ilﬁ v \_J -ﬁ
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.w Passport i Kidney Transplant

We waould like to be able to contact you sometime in the next two years to see if you still have your passport and if you have used
it at all. This is totally voluntary--you can print the passpart without daing this. This does not mean you will have to talk to us at that

paint, you can always say no. If you think you might be willing to help us out, please fill in the contact information below.
Ctherwise, click "Skip'.

— CONTACT INFORMATION

Patient MName |J|:|hn Smithkuwski-Neurnn|

Patient Phone |EJ1F-EEEEEE-E!EEE!EE |

Patient E-mail |Cuuljnhn55@hntmail.cum|

Parent Name  [Cindy Smithkowski |

Parent Phone  |g47.999.9999 |

Parent E-mail |cindys@hidenuswurk.cnrr|

Skip

Copyright @ 2007 The Hospital for Sick Children. &l rights reserved.
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Yassport for Health - Microsoft Internet Exploner

Edit  View Favorites Tools  Help

’Back - ,\‘_’:J @ @ {h ﬁﬁearch "f\?FavDrites @ Bv .i_% - LJ .‘3

ress | @] http:/{142.20.83.43/healthPasspart/FarmPassport aspx?Farmld=23 3 — T
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& Kidney Transplant
\"\ : Your passport is ready. Click here to Wiew and Print Passport

| YWhen you leave the systern, the passport will not be saved. If you would like to have an electronic copy, you can email it to
SR e yourself by filling in your email address below.

— EMAIL PASSPORT

ew Passport

Email | |

[ subrnit ] [ Cancel ]

Copyright @ 2007 The Hospital for Zick Children. All rights rezerved.
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Flease, cut passport and fold it to wallet size.

This printed small
enough to be wallet
sized when folded
in half!
Longer passport
might need to be
d. folded in thirds
_ or twice
Cut and fold with

patient. You can

use a hospital card
or other ID card to
fold it around as a

guide

Can use glue
stick to glue
together after

Emergency | Cindy Smithkowski 6 0049 .
Confact Adam Neuron 647-999 foldlng




Yassport for Health - Microsoft Internet Exploner

Edit  View Favorites Tools  Help

’Back - e - @ @ {h ﬁﬁearch "f\?FavDrites @ Bv .i_% - LJ .‘3

ress | @] http:/{142.20.83.43/healthpasspart/FarmPassport aspx?Farmld=23 = — T
hiome |
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& Kidney Transplant
\"\ : Your passport is ready. Click here to Wiew and Print Passport

| YWhen you leave the systern, the passport will not be saved. If you would like to have an electronic copy, you can email it to
SR e yourself by filling in your email address below.

— EMAIL PASSPORT

ew Passport

Email |harry@hutmail.cnm |

[ Submit ] [ Cancel ]

Copyright @ 2007 The Hospital for Zick Children. All rights rezerved.
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.w Passport =i Kidney Transplant

We hape that MyHealthPassport was easy to navigate and that you will find it useful. If you have any questions or ideas for the
passport, please contact us.

Copyright @ 2007 The Hospital for Sick Children. &l rights reserved.
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ntitled Page - Microsoft Internet Explorer -

Edit  Yiew Favorites Tools Help

’Back - -1“_;] @ @ {h ﬁSearch ‘in:.;-‘Favnrites @ Bv .,f__% - \_J .‘5

eSS @http:,l',l'142.2EI.83.43,|'healthF'asspDrt,l'Survey.aspx?FDrmID=23 3 - .
horme
‘. : 5 ngm

.w Passport =i Kidney Transplant

— COMMENTS

1. How easy was it to use the Passport?
- v P OveryEasy OFEasy @ MNeutral OHard O very Hard

2. Abowt how long did it take you to do it? |1EI minutes

3. Areyou ha with the passport you primted?
2. Are you happy Gl T OveryHappy @ Happy O Neutral O Unhappy O Very Unhappy

4. Would you have preferred to do it in another
language? OMNo @ ves

If answer is "Yes™ what language do yvou prefer? |Ru55ian |

5. Do you think we should make any changes? “ |

Copyright @ 2007 The Hospital for Sick Children. &l rights reserved.
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Getting Going....

Early Adolescence (12-14)
Learn to describe health condition
Learn about medication and treatments
Begin to ask guestions at appointments

Responsibilities at home: chores, helping
out

Information about sexual health — books,
pamphlet, care provider.

Learn how smoking, alcohol, drugs
Impact health

Begin spending some time alone for part
of clinic visit




On My Way....

Middle Adolescence (15-17)

Support groups, Internet, condition-specific associations
o enable peer support

Teen has someone to discuss contraception, sexual
functioning, Intimate relationships

Continue to learn about medication —accept and fill
prescriptions

Discuss future goals: career, post-secondary education
Youth meets with care provider alone for part of visit




Almost There.....

Late Adelescence (18-21)

Discuss choices in adult specialist/hospitals

Teen books medical appointments and keeps
track of physicians (hame, #)

Discussion aroeund sexual capabilities, fertility,
genetics

Discuss plans for employment options and
health care benefits




Planning for your appointment

» Write down guestions so you don't forget to
ask what Is important for you.

» If you don’t understand what they
tell you ask them to repeat their information
and keep asking until you understand.

» Summarize information received

» EXxpect to be asked for your opinion and
[deas In planning yoeur care.




Take Home Points

» Start early
» Avoeid transfer when unstable
» Use a variety of approaches

» Glve patient opportunity to spend: time alone with
care provider

» Include all programs involved in patient

» ldentify staff member to coeordinate complex
transfer

» Introduce to adult care providers
» Encourage feedback from patients and families.




Good 2 Go Transition Team




	Are Your Teens Good 2 Go? 
	Transition
	The Adolescent Brain
	The Brain and Implications for Transition
	What Do Adolescents Need For Successful Transition?
	What Do Adolescents Need For Successful Transition?
	Cultural Differences
	Do teens make it to the adult healthcare system?  
	Do teens make it to the adult healthcare system?
	Principles of Transition
	The Long Road To Date
	Good 2 Go Philosophy 
	Shared Management Model
	Shared Management Model�(Kieckhefer & White, 2006)
	Program goal
	Methods of achieving our goal
	Menu of interventions
	Menu of interventions
	Transition Readiness Survey
	Graduation Certificate
	Website:
	Transition Clinic
	My Health Passport
	How to Use
	Getting Going….
	On My Way…. 
	Almost There…..
	Planning for your appointment
	Take Home Points
	Good 2 Go Transition Team

