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NpwTonabeic Avoooavenapkeleg (MAA)

> 2navia ETEPOYEV voonuata aAAd noAAanAd
(354 diaTapaxec)
> Xpovia Noonuarta Pe noiKiAeC ekONAWOEIC
(Aolpwéeic, auToavooec / auToPAEYHOVWOEIC EKONAWOTEIC,
aAAepyia, AepgpolnepnAaacia, kakonBeia)
> MOAUNAOKEC NEPINTWOEIC
> AnaiTouv e&eidikeupevn epovTida uwnAou eninedou
> E10IkeupeveC HovaAdEC YE EKMAIOEUPEVO MPOCWMIKO

> MoAunAgupn npooeyyion
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AJEON OTOXEupevn Bepaneia

v MpoAnWn eninAoKwv

v BeATiomon Tng noiotnTac {wng Twv acevwy
KAl OIKOYEVEIWV

v  AUEnon Tou NPoodOKIMOU eNIfimong

< MpoyevvNnNTIKOC EAEYXOC

< leveTikn kabodnynon



» AUEnon Tou NPoodOoKIPJoU €NIRIWONG NAIdIWV HE
xpovia voonuata (~ 95%)

> AuEnon Twv naidiwv PETA AanoO PHETANOOXEUON
ApXEYOVWYV AIJonNoINTIKWV KUTTApWV N yovidiakn
Bepancia




MeTaBaon

"Mia OTOXEUNEVN, NpoypappaTiohgevn d1adikaoia nou
avTigeTwnilel TIG 1IATPIKEC, WYUXOKOIVWVIKEC KAl
EKMNAIOEUTIKEC / ENAYYEAMATIKEC AVAYKEC epNBwV Kal
VEAPWV EVNAIKWV PJE XPOVIEC IATPIKEC KATACTACEIC,
Kabwc PeETAKIvoUuvTal anod Td CUCTAPATA UYEIOVOMIKNG
nepiBaAywnc YE eNiKeEVTPO TO NAIdi 0€ CUCTNMATA NOU

aneuBuvovTal o€ eVNAIKEG"
J Adolesc Health 1993 Nov,;14(7):570-6.

Transition from child-centered to adult health-care systems for adolescents with chronic
conditions. A position paper of the Society for Adolescent Medicine.

. 1984: Minnesota “Youth with Disability: The Transition Years.”

. 1989: “"Growing Up and Getting Medical Care: Youth with Special Health

Care Needs.”

= 1990: Society for Adolescent Medicine (SAM), the National Center for
Youth with Disabilities (NCYD), and the Maternal and Child Health Bureau
(MCHB) “Youth with Disabilities: A National Response.”



O

DN H N

O

Epnpikn HAIkia

MeTaBaTikn nepiodo ano Tnv naidikn nNAIKia oTnv evnAiKiwon

duaioAoyikecg dlepyaadiec NBNG
AAANQYEC OTO oWPA Kal TNV EPPpAvion

Wuxikec aAAayeg
napopuNTIKOTNTA
evaAAayec 01a0eonc

AveEapTnTonoinon, pnén ME TOUC YOVEIC, au@ioBnTnon,
avTidpaon, anodoxn ano To NepiBAiAov

Ouoiwdelc anopaacsic yia Tn {wn
(ONoudEC, EMAYYEAUATIKOC NPOOAvVAaToAIONOC, OeEOUAAIKN
dpaoTnploTNTA)



I01aITEPOTNTEC EPNBOU UE XPOVIO VOONUA

> Olapkn avnouxia yia JEAAOVTIKEC ENINAOKEC
> NPOBANMATIONOC YIA TO NPOCOOKIUO EMIRIWONC
> ouvalodlnuaTikn Kal NpakTikn €€apTnon ano ToOUC YOVEIC
> UNEP-MPOCTATEUTIKOTNTA KAl KOIVWVIKOC ANOKAEIOUOC
> WPIMOTNTA
> XAMNAN QUTOEKTIMNON
> KaTabAiyn
> anodoxn ano To KOIVWVIKO/PIAIKO nePIBAAAov
> avnouyxia yia Tnv avranokpion oTIC Groudeg
OTO £pyaciako NepIBaiiov

> anoyovoucg



'EgpnBoc - Xpovio Noonua

Ald@OPETIKN CUUNEPIPOPA KAl avTIOPATEIC:

Q €pnBog nou Q epnpoc ue
avTiheTwNI(El Eva NpwTOdOIAYVWON
XPOVIO VOOnHa TOU VOONMAaToq
ano Tn PBpePIkn oTnVv €pnpikn nAikia

npwidn Naidikn
nAIKia



Xpovio Noonua

AnaiTei:

v/ anod®oxrn Tou VOoonuaTog

v OUMMOPPWON OTN cuoTnUAaTIKn Bgpaneia
v TPNON TV 0dNYIWV

v/ OUVEMNEIA OTIC EMNIOKEWYEIC / VOONAEIEC

v dlapkn npoonabeia



AvaykalotTnta Tnc JETapaonc

> au&non Tou nocooToU naidiwv PJE XpOvia voonuaTta nou
yivovTal epnpol
= 1:1000 ue ooBapo n ansiAnTiko yia Tn (wn voonua

> anoguyn dnuIoupyiag «Kevou» KaTa Tnv aAAayn
VOOOKOMEIWV

o kaBuoTepnon otn Bepaneia

o au&non €niNAOKwWV

o kakn noiotnta (wng

E KOIVWVIKO Kdl OIKOVOUIKO KOOTOG

% AoBeveic ue 2. A

ouvereia ora pavteBou 94% npiv Tn ueraBaon
57% 2 xpovia UETa

> IO0XUPOC OECUOC PUE TOV NaldiaTpo



MeTaBaon

v' KaTaAAnAo Xpovo
v/ OUYKEKPIUEVEC NPoUNOBETEIC

v/ nAavo peraBaong




Xpovoc MetaBaonc
» ouvnNBwc YE TN CUNNANPWOoN Tou 18°Y €TouC
v MOIKIAAEl 0 OIAPOPEC XWPEC

v €EQTOUIKEUETAl OE KAMNOIEC XWPEC
(wpIpOTNTA acBevouc / ETOINOTNTA OIKOYEVEIAC)

> [MOTE ot o&cia kataoraon / eniNAoOKN

> N NPOETOIMACia TOUAaxIoTov 6-12 unvec vwpiTepa
n.x.

= Kavaddacg ano Tnv nAikia Twv 10 eTwv

= AyyAia ano Tnv nAikia Tov 12 eTwv

= AuoTpaAia ano Tnv nAikia Tov 14 eTwv



MeTaBaon-naidiaTpoc

> vd avaQEPEl akOPn Kal ano Tn oTiyun TnG d1ayvwong
TNV €vvolad TNG JETABaong aav puaioAoyikn diadikaoia
onwc¢ N PYeTapaon anod To ONUOTIKO OTO YUNVACIO

> va dPIEPWVEI NEPICOOTEPO XPOVO OTOV ACOeEV 0G0
nAnoladel n yeTapaon

> va KaAAlepynoel To aiobnua Tng eubuvng otov acBevn

> TAuTOXpovn METAPBAON O NEPINTWON ADEAPWV



MeTaBaon-naidiaTpoc

> va €ENyNOoEl JE capnVveld oTov £pnBo TNV KAaTaoTaon
TOU, TIC ENIAOYEC Bepaneiag kal TIC MIBAvec ENINAOKEC

« EVTUMO UAIKO
* MNYEC ano To O1adikTUO N NAEKTPOVIKA HECA
- enagn Pe acbeveic opolac nAikiac kai Je 1o id1o voonua

> va oulnTasl Je TOV EpNBO akOuN Kal Xwpic TNV
napouacia TWV YOVEWV

> va akoUEel TN YVWHN Tou acBevouc

> va AUVEI OAEC TIC anopieg



MeTaBaon-naidiaTpoc

> vd XPNOIUONOINCEl EpWTNHPATOAOYIA ETOINOTNTACG-
ueTapaonc



Table 3 Transition checklist available for use at Roval Children's Hospital Melbourne

Health-care ckills Can do already

Meeds practice

Plan to start

Accomplished

Understand condition and current health status

Be aware of medical records, diagnosis information and so on

Prepares guestions for doctors, nurses, therapists

Responds appropriately to questions from doctors, NUFses,
therapists

Knows medications and what they do

Is able to get a prescription refilled

Keeps a calendar of appointments

ceas consultant and other health workers by self

Knows health emergency telephone numbers

Has medicare and private insurance numbars

Makes contact with appropriate community advocacy
organization

Pretransfer checklist Yog

Mo

Planmned Date

Comrments

Has the issue of imminent transfer been raised with the patient
andfor their farmily?

Has the patient and for their family agreed in principle to pursue
the transition process and ultimate transfer to an adult
health-care setting?

Has the patient andfor family met the adult physician?

Does the patient have an outpatient appointment arranged
within the next 3 months?

Have all other medical, surgical or allied health professionals
besn informed of the transfer of this patient?

Have all ather family members, respite staff etc. been informead
of the transfer?

Does the patient have a name and contact number of a personis
to contact at the adult hospital who knows about them?




MeTaBaon-naidiaTpoc

> VA XpNOIMONOINCEl EpWTNHATOAOYIA ETOIMOTNTAC-
ueTapaonc

> va yvwpilel TO VOOOKOMEIO KAl Ta JEAN TNC opdadac nou
©a avaAdapel Tov aoBevn

> Va ETOINACElI TO NANPEC IOTOPIKO TOU agBevoucg yia To
VOOOKOWEIO Kal Tov 010 Tov acgBevn

> €ival J1a KAAn eukaipia va enavekTINNOEl To voonua

> VA NAPEUPICKETAl OTIC APXIKEC OUVAVTNOEIG OTO
VOOOKOMEIO EVNAIKWV

< VA ETOIYACTEI YIa TOV ANOXWPIOHO



MeTaBaon-Kevtpo unodoxnc

> NANPNG EVNUEPWON YIA TO ICTOPIKO TOU agBevou(g
> apXIKO pavTeBou avenionua

> 01a0eTEI XpOVO YIA va AUCEI TIC AMOPIEC

> unopovn, euaicdnoia

> KaTavonaon oTIC avTIOPACTEIC Tou agbevoug

> AauBavel unown TNV OMJAAn CUVEXEIQ TWV ONoudwv Kdl TNV
EVTaén oTnv Kolvwvia Kal To Epyaciako nepifailiov

> 0€ BaAduouc Je aToua opolac NAIKIac kai oXl NAIKIWUEVOUC
> EMIKOIVWVia JE naidlaTpikO VOOOKOWEIO o€ KABE avaykn

> EYPNYoOpOon O un TAPNON TWV ENICKEWYEWV



MeTaBaon-EpnpBoc
> OUMMEeTOXN oTnVv dladikacia ANwn¢ TwV anopacewyVv
> aveéapTnoia
> IKAvOoTNTa va €&€nynoel TNV KAaTaoTacon Tou OTO YIaTpO
> yvwaon TNG 6epaneiag kalr Twv aveniBuunTwy EVEPYEIWV

> IKAvoTNnNTa va avayvwpilel TIC eNINAOKEC Kal va avalnTa
Bonbeia

> IKavoTNTa va Tnpei Ta pavteRou

> EMIOKEWN OTO VOOOKOWEIO NpIv TN METABaon



The leadership model

Major Provides
Early Receives care
responsibility care
Support to
Increasing
parent/family & Manages Participates
Age
child/youth
Increasing
Consultant Supervisor Manages
Age
Adult Resource Consultant Supervisor/CEO

(Based on Kieckhefer & Trahms, Pediatric Nursing, 2000)




!  HAikia aogBevouc (¢tn) |

1.Eicayel Tnv €vvoia Tng 12 13 14 15 16 17 18 19 20

HETGBAoONG , " ‘ ‘

2 Explore available financial, community, legal supports ’ ‘

3. EKTING TNV ETOIYHOTNTA TOU
agBevoug ’—'

4 Screen for risk factors for poor transition ’ ‘
5.EnavekTignon TngG diayvmong Kai ’ ‘
€AEyXOG

6 Identify obstacles for patients with drug resistant epilepsy ’ ‘

7.EToipadel Ta éyypaga Tng .
HeETABaong ;

* Package should contain:
¥ Transition Readiness Questionnaires
v Results of psychosocial screening

v Epilepsy History form

v Selzure emergency plan

v Goals of care

v Copy of Referral Letters

* Community, Financial and Soclal Support dog\;ment.at}on

Andrade et al, 2017
Epilepsy: Transition from pediatric to adult care. Recommendations of the Ontario

epilepsy implementation task force.




Transition process

A
f )
MNamed worker Begin planning o
i ult
at least 6 manths Identify support C RN Support after services

to adult transfer

Child : : ' adult 5 If the young

services

person does not
engage with
adults’ senvices,
the relevant
prowider should
refer back to the
named worker

The: narmed workier
and Yyoung person
should rendew
the care plan,
to identify:
Emsure they are registered with
a P, who may be able to help

Care plan
Develop a cane plan, detailing the young

person’s care needs, and wiho will support them
after their transition to adult senvices.

The young person should be invalved with:

Concentrate on what s possible for the young
parson, rather than predetermined options.

* For some conditions, such as arthritis. age 13 or 14 may be more appropriate

Recommendations from the Institute for Health and Care Excellence (NICE)
BMJ 2016;353:i2225




Ready Steady Go: moving through the programme.
Ready ¢ ly Go: Moving through the programme

Ready Steady Gb: Each Young person (YP) progresses at their own pace

L Lol

11-12 yrs 14-16 yrs 16 - 18 yrs

YP and carer YP completes YP completes Go.
Introduced to Steady Issues addressed
Ready Steady Go Issues addressed in bite sized pieces

programme with in bite sized pieces :> Work towards YP

information leaflet Aim to see YP for conducting whole
+ video longer on own in clinic on own. Keep
www.uhs.nhs.uk clinic. Keep carer carers involved
/readysteadygo fully involved Referral letter to
Duplicate clinic adult team.
letters offered to YP meets adult
YP team.
Agree goals On-going issues

highlighted to adult
team. Ideally all
issues addressed
prior to transfer.
Write transfer
letter

Agree goals

Carer completes parent/carer questionnaire alongside YP questionnaires. Any issues discussed. Goals agreed.

YP with learning difficulties completes as much as possible alongside carer who is YP advocate.

Arvind Nagra et al. Arch Dis Child Educ Pract Ed
2015;100:313-320

Copyright © BMJ Publishing Group Ltd & Royal College of Paediatrics and Child Health. All rights reserved.



. Target Population
ZN TB/I:C Transition Youth 12-24yrs with a chronic
gorithm (May 2016) health condition and/or disability

! ! ! !

Youth 12-14yrs Youth 15-16yrs Youth 17-18yrs Youth 19-24yrs
Transition Clinical Pathway Transition Clinical Pathway Identify Adult Specialists Adult Care
annually (TCP) Youth Quiz & Services :
Visits Family Practitioner (FP) Family Checklist Complete Medical Ongoing TCP, young Beut
annually Transfer Summary (MTS) leaching

e N
Youth & Family Youth & Family Transfer Documentation/Package
readiness readlr:ness 1) Transfer referral cover letter
education & education & 2) Completed TCP

Toolkits Toolkits 3) Required reports, consults & plans
4) MTS via BC Transcription Services
Copies of all to Youth, Family

Practitioner and Adult Services

Complex
Transition

Transfer Protocol

First Adult Sub -specialist visit(s)
Transition Clinical Pathway (Complex) within 6 months

Requirements for Adult Sub-specialty Care Annual visit to FP

Eligibility & access to services Confirmation of (2) visits to Adult
Sub-specialist(s)

- Aespect
CHILDREN'S 2/

s SVYUNS IS
HOSPITAL aLSYUNJIg,

Taking responsibility to adult care (TRAC)



MeTaBaon-Epnodia

» UN ouveIidnTONOoiNOoN ano Touc yiaTpouc TNG onuaoiag
TNG HETABAONG

= eEAAEIYN enayyeEApaTiwv nou 6a avaAaBel Tnv
ueTapaon

= EAAEIYN EMIKOIVWVIAC HETAEU NaIdIaTPIKWV
VOOOKOMEIWV KAl VOOOKOUEIWV EVNAIKWYV



> UMNEpPAOHATIKA

> n JeTaBaon “transition” dev npenel va CuyxXEETAl UE TNV
ueragopa “transfer”

> anaitei xpovo, oxedlaouo Kal oCuvepyaoia

> EMIKEVTPWVETAI OTN WYUXOKOIVWVIKN avantu&én Tou
acbevouc

> €ival onUavTIKn yia TNV npoyvwon Kal TNV KaAn uyeia
TOoUu acBevouc
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Immune Deficiency Foundation
Transition Guide:

Pediatric to Adult Care

Primary immunodeficiencies

Movin@irarm child

to adult'Care
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