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Types ofi Transition

Senvice/institutionall transition
Lifecourse/develepmental transitions

Need to e Integrated-service: transitions
I alignment Withrlife course: transitiens




Domains of transition

IHealthr care-"purposefiull, planned movement of
adelescents and yeunagl adulits With CRreGRIC
physicaland medical conditions, fem; child:
centered 1o’ adult-orented healti care systems:

Education/employment
Independentliving
REcreation/secialization




Eactors affecting transition

Personal

Environmental s e
Double jeopardy risk factors-

ethnicity, ehesity, substance
apuse




Environmental barriers

Fack ol understanding
Senvice barriers

Eamily: Barers ~ aretheReal
Attitudes I} N
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Environmental facilitators

SEervice suppoerts
Information
Systems
[ESEUICES




Transition Themes

Fransfier process
Growing UprReady.
Shared management
Proefiessienal Education




ransfer process

BEstr PlactiCEs @G aniZzaiiensisholid a6 eping
ozl trelpsigr clgofazian) cinlcl gregess

Recommendations:

e|dentify key champions to facilitate
discussion

eSet explicit policies for planned and
coordinated transfer

eMeasurable outcomes and objectives




Transfer Process

ldeas; and Examples:

econsumers as partners- teens and family
facilitators

eEducate everyone-professionals, families,
agencies, admin staff.

*MQOU’s between paediatric and adult services
eInclude statements about transition in strategic
plan

e|ncorporate transition indicators into
organizational performance evaluations
eAdvertise that your agency has a policy of
preparing young people to transition to adult
service- posters




JAtSickKids
repare
to/graduateitoladult/care]

Don’t wait until you are 18 to start planning to leave.
Talk with your health-care provider.

SickKids i e




lfransfer process

BEStPlECHCE EStallISIIFENClEaRpPIocEaUEN o)
WENSHERIRE LEERS

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 process

BEst plactices EstalkliISnNmENIoES N
cOMmMURICZUERNFERENRIGHNENGR SHENNCELENEER
celelelfzitrle clplel zlelLife e foVlelefs

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




kkids.on.cafmyhealthpassport fFormPassport, aspx?FormId=50 | Ed Go L

=
=

10d 2 Go Transition Program -- MyHealth Passport

(s Spina Bifida

This is where you put in your health information. Much of it you will know and the rest is available to the health care provider you are completing this
with. If something doesn't apply to you, skip to the next section. There is no need to enter "none” ar nfa, unless you want the section to print on the
final wersion. An example of this would be if you want your card to say "Drug Allergies: Mone". At the end, there is a place you can put in anything
that you would weant an adult health care provider to know about you,

Mame

Date of hirth

What kind of Spina Bifida do you have? | Myelomeningocele

Level of Spina Bifida | 5aprg)

| hawe hydrocephalus Clyes

Lontrolled by C1%P shunt on the right  [1%P shunt on the left

CI%A shunt on the right 1WA shunt on the left

| have a syrinx Clyes

At what level? (ex: C2-C4, T2,

Itis controlled by & [ piont sided SA shunt [ Left sided SA shunt

| have a Chiari malformation. tvoe —. —. —ae —a .

A Trkarnak



T'ransfer process

Best plraciice: EStaklISHNmMENIeHS o) COMMURICAoR
AENRIGHNENCRNSHERNREEREWVEERNIOVICESIaNE
CONSUIMENS

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 faclility,

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 Clinic

Objectives of LiieSpan; Clinic (Bleonview-1orento
Rehal):

Improve/lncrease:
Skillst (particulary communication)

Knewileadge: (thelr ewnl healtl care needs;, adult
SErVices)

Confidence (skills and knoewledge training,
YOUTH EACILITFATIOR)

IFransier process (transter discharge summary,
joint visit tor adult service, liasen with adult
service, co-hired: clinic staff)




The LIFEspan Service Model

™ -

Growing Up Transfer
Ready Services

Maxwell, J., Zee, ]. & Healy, H




Theme 2: Growing up ready.
Best: Practice: Develep skills'and knowledge: of
teensyand families o engaging Rradulis SERICES:

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




Self-Managenment
Be your Own BeSS

Similar teradult selif nmanagement
pregrammes for chronic iliness (Stanferd)-
geared for yeuth

IRferMatieniisTgeod but youthrneed mole
Confidence and seli efficacy




Wihat does It take to be a good! self
manager

Knewledage — Infermation
Consistency. In behaviour-teens at rnsk

Self efificacy




Selfi Management skills

Geal setting

Preblen selving
ACeessing resources
Communication skills
Getting support
Stress management




Growing| up ready.

BEst pliaClce: ProVvidersuppoiieryouiirane parenis
1) Ofgazifeitlon) fof trelgsiiien

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

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

eInvolve teens and families in development of programs and
resources

eSupport family networks-families want to hear from other
families!




Growing Up Ready Framework
(Gall; Kingsnorth and Healy, 2006)

Guiding| Principles

Eamily 1S the expert iR raising thelr chila
Eachr child and iamily/ Isrunigue

Preparations for the ftture must start
early,

Shiared responsipility. for promoeting skills
needead fier adultlifie




Timetable for Grewing Up

Starts early

Ouitlines a progression of skills targeted at
age approprate times

Voice ofi text shiiits
POSterr andl paniphlet Versions




= Advocate for yourself, = Regin guardianship process before
age 18,
* Talk abouot sexuality.
= Apply for Income Support before
age 18, (Ontario Disability Support

* Look 1 5.
ok for older role models. Program (ODSP) in Ontario)

* Use vour parents as 8 resource,
= Become a mentor for younger children.

* Jain teams and clubs at school. * Find gut about community programs
for adulis that maich your leisure or
« Gt involved in activities outside of athletic interests.

sehonl.
» Keep in touch with fricods from high

* Hang out with fricnds. school or camp by phone or c-mail and

make plans.

= Direct your own personal routines. * Learn independent living skills.

= Plan and prepare meals.

« Cook together.

= Start to find vour way around the = Practice budgeting and banking skills.
community.
* Look at housing cheices including
* Talk with your parents about where attendant services and supported living
vou will live as an adult, aptions.

« Take part in mectings about your « Going to colleze or university? Contact
education and keep a record. the Office for Students with Disabilities
0mn campus.

« Talk about carcer interesis, « Looking for Work? Contact Employment
Support Programs for help with job

* Find volunteer work or a part-time jol, search and fraining. (Ontario
Disability Support Program (ODSP) in
Omitziring

o Contact local Community Living



On My Way 2

Developing the Skills
for Growing Up

Developing the Skills for Growing Lip s o zer
thrae checkli It weill bd af
fiar 1k



Developing the Skills
for Growing Up: Almost There

Something
1 want What do | nead
to work en? to do?

1 kncow how miy rode in my family will change
s | boeome an adutt,

| know where o fingd SUPPOrT and] intormannn

retharead 1o ey disakalyn

| make plans to spend tme with my Fricnds

I ke absour sabe sex aned beolthey refabossbape

I particrpate in vourth or adult socal and

FECTEATION RCHVIREes

I e mcals o direct someone o dooso
i div iy lowsdey or direce somcone o dioso
] MHNAZE MY pefes il care oeeds

1 reveive disability pensican.

I mnnage my hudges.

1 Buv the things that [ need.
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Tips - Daar 2 Adulthoad, bt

for transition to adulthood

HDIE

About us

D2 - Find the info you need here!

DOOR. 2 ADULTHOOD

eChat

Stries Contact us Search

TIPS

Table of Contents

Having Fun

Staying Healthy

A Place to Live

Emaotional and Transition Support
Speaking Up

Care and Support

Getting Around

Equipment

Money Matters

School & Work

Having Fun

Flease send us your tips, ideas and comments
for things you do to have fun,

Send them to: dlunan at bloorview dot ca

v B3 o
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@ @ transition# Transition Timeline 12 ko 18 Years Old.Rkm

Transition Timeline
. 12 to 18 Years Ofd

By ages 12-18, or according to your child's developmental ability:

s Continue to allow your teen to help with family chaores.
s Continue teaching your teen normal self-help skills as well as skills related to his or her special health care need.
* Continue to encourage hobbies and leisure activities,

s fAssess your teen's perception and basic knowledge of his or her special health care need, and fill in

s Begin helping your teen keep a record of his/her medical history, including conditions,
operations, treatments {dates, doctors, recammendations) and Individualized Education

Prograrm (IEP) if on an IEP.
« If on an IEP, encourage teen to participate in IEP meeting.

s Beqgin helping your teen take responsibility for making and keeping his or her own medical
appointments and ordering supplies,

s Begin explaring health care financing for your soon-to-be young adult,

e Discuss sexuality with your teen.

 Help your teen identify and build on his or her strengths,

s If your teen is interested, explore support groups,

s Begin to talk about and explore career interests with your teen.

e Help your teen find work and volunteer activities.

« Help your teen identify and be involved with adult or older teen role models,

s ‘With your teen, encourage age-appropriate care from his/her family practitioner or pediatrician,
s \With your teen, begin to identify with whom they will eventually be receiving their health care as an adult.

gaps in his or her understandin:

o 11 EBack to transition timeline

Home - Table of Contents | Transition Timeline | Ee



Theme 3: Sharead Management

Philesephy: of shared management
(Kieckheter and Tiralhms, 2000)

Collalherative partnership
Person| centered

Sharing pewer andi respensipility for
Managing nealthrcare needs




The Shared Management Model

Supervises Care CEO of
> Care

Manages Care

Level of
Independence
Participates in Care

Developmental Age Gall, C. 2008




Shared Management
Best: pracuice: Prepare and stpperi:teens; amilies
ale erganISalieRSHeIF e SharedNanageneni
APPEECHN tFaRSIER RIZRRIRG:

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 I1n
practice

Invelve teens inischooll meetings and medical
appoIntments

Providerguality infiermatien

Senvice providers and parents —learn ter accept chelces
made by teens

Explainrshared management te teens, and parents-make
it 2R Expectation

Incividualiappreach-semer may Want mere direction

Protecels-need 1o censider teens wihaoe will require
ORgeINg help termanage care-suppelt circle.

Develop creative tooels terengage teens




Best practice: Support parents and service
PreVIAers: In respecting| the: role of teens; as
ey take on maere respensinility.

Encourage teens and families o Work together

REspect the way: teen approachliie matters-
elate what Is Important ter them) back te health

T'eens need to experience: suceess and failure.

feens may need tean ofi suppoelt people but
they shiould e in dnvers seat

Review and evaluate transition goeails regularly




Best Practice: Transfer knowledge ahout est practices for
transition to prefessionals.

Acquire knewiledge' abeut differences hetween adult and
Paediatric Services

Acquire helistic understanding of transition ISSUES fior
adults witihrchild enset conaitions

Understand approaches of facllitating transitien and
change

EXPECt professionals will fiacilitate transition and shared
management

Develop methods of achieving closure
Encourage professional refliection




Recommendations; for Knewledge: lransier

Create cukrculum that Includes expenential
COMPORENT

Develep continuing ecducation oppertunIties

Pevelop plan e educating and creating culture
change




Adolescent: health a speciality-create a
cUrfAcUIUm

Gain funding| fier research

EStanlish openr diSCUSSIenS and fierums Between
paediatic and adult: SERVIces

Provide opportunities for paediatiic previders to
evaluate Impact of early: cheices on later life

ldentify’ chiampions: ter premete cultural change
Develop strategies ter address challenges




I SUmMmary,

lieens, families andi Service: pProviders, require
education; anout transition

reens and familiesrnighly value leamingl anad
SUPPeKL firem: Peer networks

leens and familiesineed access) torguality
Infermation

leens and familiesineed support tornavigate
Systems auring transfer

SKills infadvocacy’ and seli=management are
essential




IR SUmmany.

Sheuld e shift 1R knewledge: and responsibility
firony SEnRVICe previder to the parent to the teen
(or circle off support)

Consumers should lhe: paid expents

Parents; and service providers should expect
teen 1o’ think alkouit and prepare: fior adult life

Need to have explicit processes for transter

Clear lines o communication and information
Shaing

Measurable outcomes and evidence
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