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Cocuklukta baglayan kronik karaciger

hastaliklarinin 6zeti

Pediyatriden erigkine gecis slreci tanimi
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Cocukluk Caginda Baslayan

Kronik Karaciger Hastaliklari

Vittorion J et al. JPGN 2023; 76:84-101.



Klinik 6zellikler Ekstrahepatik Surveyans
bulgular

Ekstrahepatik safra yollarinin  Splenik malformasyon
ilerleyici,  idiopatik,  fibro- (%195) : HCC

obliteratif hastaligi, . Situs inversus . Kolanijitis
yenidogan . Aspleni, polispleni . Yagda eriyen vitamin
. Malrotasyon eks.
Biliyer Hepatoportoenterostomi . IMC sorunlari . Son dénem kc yetm,
Atrezi sonrasi %70 tekrarlayan. . Kardiyak anomaliler kc nakil ihtiyaci
kolanjit, PH, siroz, ilerleyici
fibrozis Diger kong. anomaliler
(%10)

. Intestinal atrezi, imperfore
anus, boébrek anomalileri,
kardiak malformasyonlar

Intrahepatik safra kanal .Kardiyak anomaliler . PH
azhgi . Kelebek vertebra . HCC

. Posterior embriyotokson . Malnutrisyon
Kardiyak, vaskuler .Dismorfik ylz . Yagda eriyen vit.
anomaliler, bébrek tutulumu, . Boébrek tutulumu eks.
pankreas  yetm., kemik . Boy kisaligi . Kasinti
problemleri ile multisistemik .Serebral ve  sistemik . Beyin MRG bulgulari
hastalik vaskuler anormallikler .Multidisipliner

vaklasim (kardivo..



% Safra asit tasiyici . Sensorindral-isitme kaybi,

Hastalik Klinik 6zellikler Ekstrahepatik bulgular m

defektlerine bagli agir ishal, pankreas yetm., kisa boy .HCC (6z. Tip2)

kolestaz ve kasinti ile ~PFIC I'de transplant sonrasi . Yagda eriyen vit. eks., kasinti +

karakterize kr. kc. Hast. ishal ve hepatik steatozda OR
agirlagsma .Beslenme 6nemli, oral

kontraseptif kontrendike,
gebelikte kolestaz

o-1 Degisik fenotiplerde kr. kc. . Erigkinde baslayan akc. PH, HCC
Antitripsin hast. tutulumu Akc. Fonk. Testleri +
: OR
eksikliqi j Alkol, sigara, elektronik sigara,
g S‘S;;gglritﬁﬁgz_rmg%z pasif icicilikten uzak durma
i Tekrarlama riski yuksek, . Altta yatan hastaliga bagli, . PH, HCC, Hastalik relapsi
toimmun
- degisik fenotiplerde Kr. Kc. sistemik tutulum . Tedaviye uyum, Familyal
karaciger
Hast. Immunsupresyonun yan etkileri, patern
hastaliklari Kemik saglgt, Kc nakli

endikasyonlari

_‘\ Vittorion J et al. JPGN 2023; 76:84-101.



Cu tasinma defekti

nedeniyle kc, beyin ve
Wilson korneada Cu birikimi,
hastaligs biliyer siroz
Kistik Cl kanal defekti, CFTR gen
. . _ 4| mut.
Fibrozis 't‘ ‘| Karacigerde biliyer
___ | tutulumu
Tirozinemi AFP yUksekligi, siddetli
: koagtlopati, kc. Yetm.,
tipl siroz olmadan HCC

gelisimi
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: ular

Akciger, pankreas, tim siliyer
epitel tutulumu, malnutrisyon

Renal tub n, rasitizm

. PH, HCC, Hastalik relapsi

. Tedaviye uyum,Tedavinin yan
etkileri, Kc tranplantasyonu
endik., Nérokognitif testler

PH, biliyer siroz, kc. Nakli, akc.

nakli, gen tedavisi, yagda eriyen
vit. eks

PH, siroz, HCC, rasitizm, renal
tutulum, 6zel diyet tedavisi ve
NTBC tedavisi

m Klinik 6zellikler | Ekstrahepatik bulgular m
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=l Gunumuzde  tibbi tedaviler ve karaciger

naklindeki gelismeler nedeniyle artan sayida
ergen ve genc¢ Vyetigkin, erigkin pratigine

girmektedir.

Su anda formal standardize bir gecis plani yok.




Amacimiz genci psikososyal, fiziksel potansiyeline

ulastirabilecek kalici iyilik hali saglamak

Vittorion J et al. JPGN 2023; 76:84-101.
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Ergenlik donemi gelisimin hizh oldugu kritik bir donem

Ergen otonomi kazanmaya calisirken kronik hastaligin

varligi bu sureci daha da zorlagtirmakta

Basarill . bir gec¢is icin, bu dinamik sureci |y
yonetebilecek multidisipliner yaklagimlara ihtiyag var

« Gencin hazirlanmasi, egitimi, ailenin ve gencin fikirleri, finansal
yonu,

« Aile hekimi, erigkin ve pediyatrik ekibinin koordinasyonu 6nemli

Cooley WC et al. Jpediatrics 2011; 128:182-200.
http://www filfoie.com/professionnels-documentation/
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» Erigkin nakillerinin gogunda allograft 6mrd tim hayat boyunca' "

‘€T0C WISV bz~

yeter ancak cocuk nakillerinde durum farkli !

« Cocuklar transplantasyondan 10-15 yil sonra erigkine gecis

VAIVINYV

surecine gelirler.
» Gecis sureci saglkh sekilde tamamlanamazsa,

Kronik rejeksiyon riski,
graft yetmezligi,
hayat kalitesinde azalma,
maliyet artis1 ve ig glcu kaybi

retransplant
Vittorion J et al. JPGN 2023; 76:84-101.



SAGLIK HIZMETINDE COCUKTAN ERISKINE
GECIS SURECI

POLI-KLINIG!? SISTEMI?

n

Children’s | yyapsition
services
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Genc¢ ve

. Pediatr&d@ibi gbrme

» Cok siki pediatri-hasta iligkisi

« Erigkin tarafla iyi baglanti kuramama, iyi bakim alamama korkusu

» Solid organ tx alicisi genclerde planlama, organizasyon, ileri ddnem sorunlara odakli
c6zim Uretmede ciddi sorun +

» Depresyon, anksiyete

« Cevreden izolasyon

 Mutlaka tx ve kronik karaciger hastaliklari konusunda deneyimi olan ruh sagligi

uzmanlari degerlendirmeli
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e B ARIYERLER :

Pediyatri

 Asirnt yardimcl, ic ice gecen ve elde tu
davraniglari
» Akademik merak

« Erigkin tarafla iyi baglantt kuramama, iyi bakim

alamama dusuncesi

Vittorion J et al. JPGN 2023; 76:84-101.
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Eriskin

» Geligsiminin farkli dbnemlerinde olan ve 6zen isteyen bu gencler icin yeterli bilgi ve
yakinligin olmamasi

 Hizli hasta bakma pratigi ve mesguliyet nedeniyle gencin kendisine ve ailesine
yeterince zaman ayiramama

» Cocukluk gagi kronik hastaliklarin gelisim Gzerine etkilerini yeterince anlayamama

« Kongenital hastaliklar konusunda bilgi ve yénetme eksikligi

- Adélesan tibbi konusunda formal bilgi ve egitim eksikligi

» Yasli ya da hastaligin terminal dénemindeki hastalarla ayni ortamda bulunma

Vittorion J et al. JPGN 2023; 76:84-101.
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Advance Access Publication'Date:
Original'Research Article

Executive Functioning, Barriers to Adherence,

and Nonadherence in Adolescent and Young
Adult Transplant Recipients

Ana M. Gutiérrez-Colina,” MS, Cyd K. Eaton,” MIS, Jennifer L. Lee,? PuD,
Bonney Reed-Knight,? PuD, Kristin Loiselle,> PuD, Laura L. Mee,* PuD,
Julia LaMotte,” BS, Rochelle Liverman,® PHarvD, and

Ronald L. Blount,” PuD

'Department of Psychology, University of Georgia, “Department of Pediatrics, Emory University School of
Medicine, *Cincinnati Children’s Hospitat*Medicali Center, *Department of Psychiatry and Behavioral Science,
Emory School of Medicine, and *Children’s Healthcare of Atlanta

UK Kilavuzu 2017
ESPGHAN —EASL 2018
FILFOE 2019
NASPGHAN 2023
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AMERICAN ACADEMY OF PEDIATRICS
AMERICAN ACADEMY OF FAMILY PHYSICIANS
AMERICAN COLLEGE OF PHYSICIANS
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Slx Core Elements of Transition™
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Gutiérrez-Colina AM, et al. J Pediatr Psychol 2016;41:759-67.
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Upcoming CME on HCT: Optimizing Transition-and.Transfer from
Pediatric to Adult Healthcare

Register now for an online CME program featuningfacultyfrom
Harvard Medical School, the Brigham ane Women:s Hospital
Transition Care Team, and the Boston Children’s Haspital BRIDGES
Adult Transition Pregram (available yialivestream on May 1-3,
2024). This year's program is alse callihng'fer abstracts for a new
Poster Session.

Transform-Your Practice to Support Pediatric to Adult Transition
Jointhe MN Project EEHO Health Care Transition Learning
Collaberative today! Free, interactive sessions with CME P iy e Dovwﬁuﬁtéhnmméu-boui
transitioning to adult health care? _ health l'.all'ﬂllllﬂ? :
AAP/AAFP/ACP Clinical Report on Transition REAFFIRMED T e o B0 Ao o PRI A oA i . el et Firghi el
The2023 Reaffirmed Clinical Report on Transition offers new and

updated references and data i i topis s
Core Elements in your practice?

Hine CE, et al. Soc Work Health Care. 2008;47:122—-34.




gottransition.org
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Six Core Elements™, Youth & Young Adults

Parents & Caregivers Resources & Research

Yy O Q

00t transition
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The Six Core Elements of Health Cére Transition™ 3.0 are intended for use by pediatric, family medicine, med-peds, and internal
medicine practices to assist youth and young adults as they.transition to adult-centered care: They are aligned with the AAP/AAFP/ACP
Clinical Report on Health Care Transition." Sample tools. ifnplementation guidance, measurement, and payment resources are available

at www.GotTransition.org.

i bl S
1. Transition and Care Policy/Guide
+ Develop a transition and care policy/guide with input from youth
and parents/caregivers that degeribes the praetice's approach
to transition, an adult approaeh to care in terms of privacy and
consent, and age of transfér to an adult clinician.

» Educate all staff about the practica’s approach o transition
and distinct roles.of the youth, parent/carégiver, and pediatric
and adulHealth carateam in the transition process, taking into
accouny cultural preferences.

»Display transition and care policy/guide somewhere accessible
in practice space, discuss and ‘share with youth and parent/
caregiver, beginning at age 12 to 14, and regularly review as
part of ongoing care.

2. Tracking and Monitoring

= Estabiigh criteria and process for identifying transition-aged
youth.

* Develop process to track receipt of the Six Core Elements,
integgating with electronic medical records (EMR) when
possible.

3. Transition Readiness

» Conduct regular transition readiness assessments, beginning
at age 14 to 16, to identify and discuss with youth and parent/
caregiver their needs for self-care and how to use health care
SBrvices.

= Offer education and resources on needed skills identified
through the transition readiness assessment.

1. White PH, Cooley WC, Transitions Clinical Authoning D,
adulthood in the medical home. Pediatrics. 2018;142 20182587

Transitioning Youth to an Adult Health Care Clinician
Six Core Elements of Health Care Transition™ 3.0

1. Transition and Care Policy/Guide

* Develop atransition and care policy/guide with input from
youthfyoung adults and parents/caregivers that describes the
practic’s approach to fransition and an adult approach to care
in tefms of privacy and consent.

* Educate all staff about the practice's approach to transiticn and
distinct roles of the youth/young adult, parent/caregiver, and
health care team in the transition process, taking into account
cultural preferences.

» Dispiay transition and care policy/guide somewhere accessible
in practice space, discuss and share with youth/young adult and
parenticaregiver, beginning at age 12 to 14, and regularly review
as part of ongoing care.

2. Tracking and Monitoring

= Establish criteria and process for identifying transition-aged
youthfyoung adults.
» Develop process to track receipt of the Six Core Elements,

integrating with electronic medical records (EMR) when
possible.

3. Transition Readiness

» Conduct regular transition readiness assessments, beginning
at age 14 to 16, to identify and discuss with youth and parent/
caregiver their needs for self-care and how to use health care
SBrvices.

= Offer education and resources on needed skills identified
through the transition readiness assessment.

INTEGRATING YOUNG ADULTS INTO

ADULT HEALTH CARE

(For use by Internal Medicine, Family Medicine, and
Med-Peds Clinicians)

1. Transition and Care Policy/Guide

= Develop a transition and care policy/guide with input from young
adults that describes the practice’s approach to transition,
accepting and partnering with new young adult patients, and an
adult approach to care in terms of privacy and consent.

» Educate all staff about the practice’s approach to transition and
distinct reles of the young adult, parenticaregiver, and adult
health care team in the transition process, taking into account
cultural preferences.

- Display transition and care policy/guide somewhere accessible in
practice space, discuss and share with young adult at first visit,
and regularly review as part of ongoing care.

2. Tracking and Monitoring

= Establish criteria and process for identifying transitioning young
adults.

= Develop process to track receipt of the Six Core Elements,
integrating with electronic medical records (EMR) when
possible.

3. Orientation to Adult Practice

= |dentify and list adult clinicians within your practice interested in
caring for young adults.

- Establish a process to welcome and orient new young adults
into practice, including a description of available services.

* Provide young adult-friendly online or written Frequently Asked
Questions about the practice.

up, American Academy of Pediatncs, American Academy of Family Physicians, American College of Physicians. Supporting the health care transition from adolescence to

7 PN
101 {ransition.
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Ana Unsur Pediyatrik Ekip Araclar/
Kaynakla
r
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l. Gegis plan1 Gegis slrecinin tanimlanmasi - Geligtirilen pediyatrik plana >
« HCT programinin-amaclarinin katilma veya farkindalik | .
Eriskin Bakim: gozden gegirilmesi « Erigkin planinin gelistirilmesi gtg‘s’tsigﬁ]""g‘r’s‘;‘;-g"ttr
Eriskin yaklagimi ile * Mahremiyet/onay konusu > RV LG, CENEEE |
"y R : alistirmalari
plan gelistirme Karar.verme ve himayede yardim, . e o
Ongorilen transfer yas HCT surecindeki ekibin
egitimi
1. izleme *EMRigin kayit takibinin gelistiriimesi  + EMR icin kayit izleme
« HCT surecinde olgunun ilerleme gelitiriimesi
Eriskin Bakim: yolu: * HCT srecinde olgunun https://www.gottr
TrafdfeF sef Ger o Olgunun veri-taban: llerleme yolu: anstion.org/
eriskin bakima demografik, psikososyal bilgiler © 8'9“”“” }’_i”;(tl?t?i‘”“
entegrasyonun o Herana unsurun pSLnoc;%rsaylal’bilgiller
izlemi tamamlanmasi/ ilerlemesi S aalkEIbasmsizive enlivi

Kalite projeleri ile program: izleme hizimet icin ana unsurlarin
tfarmAarmliarn s es




lll. Gecise Hazir
Olus

Eriskin Bakim: Oz-bakim
ve sorumluluk almada
ilerlemeye destek

IV. Gegisin
Planlanmasi
Erigskin Bakim: Erigkin

pratigindeki beceriler igin
isbirligi plani gelistiriimesi

Pediyatrik EKip

TRA'y1I yénetmek
o Ekip tyelerinin, ailenin
surece katilim sekli, stkligi ve
sorumluluklarnin belirlemesi
ve belgelendiriimesi

o Kendini-yénetme becerileri,
tedaviye uyumun
degerlendiriimesi

Egitim ve kaynaklarinin
saglanmasi

Kontrol listesi ve hedeflenen
tarihlerle gegis igin bakimin plani
duzenli olarak guncellenmeli ve
gelismeli

Olgu erigkin yaklagimi igin
hazirlanmali

Tibbi 6zet ve bilgi paketi

ha=Zirlanrmal:

Kavrama ve oryentasyon ile ‘Hazir
olusun’ degerlendirilmesi
o Olgunun ihtiyaglari ile ekip
dyelerinin sorumluluklarinin
degerlendiriimesi
o Oz-yénetim becerileri, uyumun
arttirlmasi igin ihtiyacglarin
belirlenmesi ve degerlendirilmesi
Egitim ve kaynaklarinin saglanmasi,
erigkin pratigi hakkinda bilgi iceren ‘hos
geldin’ dékimanlarinin saglanmasi

Transfer planlamasi igin pediyatrik
ekiple ig birligi yapiimasi

Araclar/
LEVI E1L
ar

https://www.gottra
nstion.org/

https://www.myast
.org/education/spe

‘€C0C WISV T ‘'HHO

ciality-
resources/peds-
transition

TRAQ, UNC
STARX Anketi,Got
Transition
Readiness

https://www.got
transtion.org/
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GECIS SURECININ 6 ANA.UNSURU

Ana Unsur

V. Transfer

Erigkin Bakim:
lIk vizitin planlanmasi

VI. Gegisin

Tamamlanmasi

Erigskin Bakimi: Erigkin
ekip tarafindan bakimin
ve HCT nin
sdrddrdlmesi

Pediyatrik EKkip Erigkin Ekip Araclar/
Kaynakla
r

Bakim transferi: Transfer kontrol Transferden 6nce transfer https://www.gottr
listesinin olugturulmasi paketinin gézden anstion.org/

geciriimesi gottransition.org
lIk vizit
Ik eriskin randevusunun Erigkin pratigi olgunun
gerceklestirildiginden emin tim bakimini Gstlenir

olma https://www.gottr
Sonucun izlemi anstion.org/

Gutiérrez-Colina AM, et al. J Pediatr Psychol 2016;41:759-67.
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edef Populasyon
212 yas
ani/Nakilden 6-12 ay songz

Cocukluk cagi baslangich
karaciger hastaliklari ve karamger

naklinde

GECiS SURECI

Erken Gecis (~12-14 yas)

N

, .\\.
b %
, \\ .

7
4
g

¢ Gecgis (~18-26 yas)

2 2 2

5

‘..

|- Gegis planinin

olgu ve ailesiyle
paylasiimasi

;"%J'C}XV//

Sagllgln gozden
. gegirilmesi
Tx |g|n endlkasyonlar

. .lzlem
kayitlarinin

[ gelistirilmesi

« . Gegis
araciligyla
ilerlemenin‘takibi
. Zamanlama
plam

) >

* ~TRA degerlendirmesi

. Oz'bakim amaglarinin

tanimlanmasi

. Amaca ulagmak igin

strateji-planiamasi
.yetenek gelistiren

aktiviteler

. Egitim

Transferin tartigiimasi

Tedavi
uyumu

" . Transfer igin
hedef tarihin

- belirlenmesi
. Glncellenmis

. amaclarla rutin
TRA yapilmasi

. Saglik paketinin
. transfer igin
hazirlanmasi

Erigkin ekiple
tanisma
(karsllasma ve

selamlagma)

L . Ik eriskin poliklinik

randevusunun

" kesinlestirilmesi

. Cocuk-eriskin ekip
iletisiminin sirmesi

. . Gerektiginde

cocuk ekibinin
konstiltan gibi aktif
olmasi

i§/0kul

yonetim

Ureme
Riskli

Oz-

OLGUNUN GECISE HAZIR OLUSUNUN DEGERLENDIRILMESI

| <
b Sigorta )

rd g
davraniglar /

. . HCT devami

. Post-Transfer

* TRA
: . Sonucun izlemi

. Olgu, eriskin ve
gocuk ekiplerinin
geribildirimlerinin
alinarak ortaya
konmasi

Destegin
sirmesi

to an Adult Health Care Clinician; Six Core Elements of Health Care Transition™ 3.0 1© 2020 Got Transition®




Geng eriskinin transfer sonrasi
becerilerinin degerlendirilmesi

oz-bakim ve

Altta yatan hastalik
hakkinda bilgi

7 soru: Karaciger hastaliginin ismi
nedir? Nakile neden olan hastalik-ne?
llac listeni s6yler misin? Dozlar? Yan etkiler?
Alerji? Hamilelik durumunda ilaglarin etkileri?
Altta yatan hastaligin kalitsal mi? ilerde

cocuklarina ge¢me olasihgr nedir?

Kendini yonetme becerileri

17 soru: Eczanenin adi, eczacinin
adi nedir? Telefonu nedir? llaglarin azalinca
onlari nasil temin ediyorsun?

Dr ekibine nasil ulagsacagini biliyor musun?
Tx ekibine soru sorarken rahat hissediyor
musun? Saglik sigortan nasil devam ediyor?

Bilmiyor

Fikri
var

Biliyor

Degerlendirilme
di

‘€C0C WISV T "HHON

VAIVINYV



Sonucun degerlendiriimesi

« SUrec¢ degerlendirmesinde sadece hastanin ve graftin sagkalimi
degil,
sirece-tedaviye = uyum, maliyet, saglkla iligkili hayat
kalitesi de

degerlendiriimelidir.

 Allograft sagligini, olgunun tedavi uyumunu,

Immunsupresyonun komplikasyonlarini degerlendirmede

Vittorion J et al. JPGN 2023; 76:84-101.

| I | R D T L Y LN o | L L R B
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Sonug

Kronik karaciger hastaligl ve/veya karaciger
nakilli bireyler icin saglik hizmetinin gocuktan
erigkine gecis surecine dikkatin cekilmesi bir
zorunluluktur.

gl Gecis surecinin 6nemi tanimlanana ve
yerlesene kadar hastalarin uzun donem
prognozu yuksek oranda kirilgan ve kotu
kalmaya devam edecektir.

Vittorion J ef'al. JPGN 2023; 76:84-101.
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GELECEK/ICIN

Cocuktan erigkine gecis surecinin onemi ulusal
ve uluslararasi organizasyonlar/niktimetler
tarafindan taninmali ve desteklenmeli

— Gecis sureclerinin merkezler arasi standardize
yaklasimlarla geligtiriimeli

Karaciger nakil merkezleri, multidisipliner gecis
programlari i¢in standart uygulayici olmali. Gegis
programi  UNOS vyetkilendirmesi icine entegre
edilebilir.

Vittorion J et al. JPGN 2023; 76:84-101.
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GELECEKICIN

— Finansal kaynak ayriimali

— Gecis programlarinin maliyeti belirlenmeli ve geri

Oodeme sisteminde yer almasi igin kod
olusturulmali

- Erigkin ekibin, olgu transfer olduktan sonra da
surecin

devam ettigi konusunda farkindaligi arttiriimal

- Gecis sureci konusunda yapilandiriimis
formal

egitimler yapilmasi

Vittorion J et al. JPGN 2023; 76:84-101.
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GELECEK ICIN

- Olgularinc . uyum ve 0z-yonetim becerilerini

gelistirmede
teknoloji desteqi caligiimali

2 I > Saglikla iliskili hayat kalitesi ve maliyet,
sureci

degerlendirmesine dahil edilmel

-~ Randomize kontrolll multidisipliner,
merkezli

calisma ihtiyaci

Vittorion J et al. JPGN 2023; 76:84-101.

gecis

cok
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YESIM OZTURK
+902325037372
yesimzaferozturk@yahoo.com

www.yesimozturk.com

TESEKKUR EDERIM
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