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SINTESI

1) Definizione



DEFINIZIONE

... fransition is defined as “the purposeful, planned
movements of adolescents and young adults with
chronic physical and medical conditions from
child-centered to adult-oriented health care
systems”...

Society for Adolescent Medicine
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SINTESI

2) Perché discuterne ?

- aumento e aumentata sopravvivenza
malattie croniche
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TRANSIZIONE TRA PLS E MMG



Current Issues in Transitioning from Pediatric to Adult-Based Care ‘ 1
for Youth with Chronic Health Care Needs Pomlovnsiron DS

Albert C. Hergenroeder, MD', Constance M. Wiemann, PhD’, and Mitchell B. Cohen, MD® Val. 167, No. 6 2015

(1)

hronic disease in 6- to 21-year-olds affects approxi-
mately 1 in 5 US families.’
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Current Issues in Transitioning from Pediatric to Adult-Based Care ‘ 1
for Youth with Chronic Health Care Needs Eon Jouammor Pnpamcs

Albert C. Hergenroeder, MD', Constance M. Wiemann, PhD’, and Mitchell B. Cohen, MD® Val. 167, No. 6 2015

(I1)
Advances in medicine
have improved the outcome for children with
chronic illnesses; in the US, 90% of children and youth
with special health care needs of a physical nature will enter
adulthood, numbering one-half million annually.
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Healthcare provision for adults with congenital heart disease in

Europe: a review
Philip Moons®® and Folkert J. Meijpoom® Curren t Opinion in Pediatrics 2010, 22:573-578

Conclusions: This study demonstrated that the
prospects to survive into adulthood in today’s
youngsters with CHD has increased to about 90%.
These findings can be used for workforce planning
for adult congenital heart disease programs.



Current Issues in Transitioning from Pediatric to Adult-Based Care

for Youth with Chronic Health Care Needs T Jovmapior Fapamucs
Albert C. Hergenroeder, MD', Constance M. Wiemann, PhD’, and Mitchell B. Cohen, MD® Val. 167, No. 6 2015
An

estimated additional 600000 16- to 17-year-olds in the US
have serious mental illness.”
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Le malattie genetiche e le disabilita
ad elevata complessita assistenziale

Malattie
genetiche

Disabilita
Congenite
mComplesse

Malattie genetiche e disabilita congenite
ad elevata complessita assistenziale




Prevalenza In Iltalia

Su 10 milioni di 100' 900 850
bambini/adoles 4.000 . .
centi = 50.000 bamblnlladlolescc?ntlbcon
' ‘ DCC per milione di abitanti
1.000
DCC =5 x 1.000 2.600_ 1.200
1 su 200
bambini/adolescenti
4.000
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2) Perché discuterne ?

- necessita di conoscere outcome a lungo termine

CROMICA MELLA FASE DI
TRANSIZIONE TRA PLS E MMG



SN 3 STd VHL INOITISNVHL (5070 > d ‘90 = ¥) JUOTPaUISOIPUE IM

s Apamysod paje[p110 TINID 4 *(50°0 > d 8%°0 = ¥) dHO-LT Yim
e Lo A1panisod pajefaiion LNID B £Ouadyep asejAX0IpAY-1Z 01 anp
HVD [e218se]2 y3im synpe Sunod pue syuadsajope ur LINID L "Bi4
(ww) 1D q
zo TO 0
1 1 O
2
- 002 3
T
- 00F W
*]
=
-
. 009 &
=
- 008
(Wi} 1N e
g0 ¥0 £0 zo T0 0
L b ag g8l & | | 0
-ooo0T T
?
o
* 00002 &
a'ped2Ul=20) "J ||2Y2UW L ooo'oe

;USANDBN ausbn3 | pleyuar]-siaqedy euuy ., -qZUBS|ID SJUDIA

DU3S| BS3I3|  ZlIMOpIARQ BUR|T L URI|-0BQ YUY 5ippWIY °S IWIN

eisejdiadAH

Jeualpy Je3iuabuo)) jedisse]) Yyiim sjjnpy buno
pue sjua>sajopy ul suaboipuy pasealdu] yum

6FT-THT-SE'9107 NEpaed S8y WioH

pa3jeId0ssy S| SSaWIIY] eIpa\-ewilu] prnoie)



DININ 3 57d YHL INDITISNWHL
10 35%4 WTIAN Y2INOHD
VILLY TN NOD ONISINYE T

‘uoljen)eAa Jo sjodojoud jens

-U9SU0D Bulsn pue sallied 1B SULAJOAUL SaLpN1S SAl}Dadsoud

9Al1eJ10QR])0D USISIp 0] swea) 1adxs Ateulddsipinw pea)
P)NOYS suolyenits gsqg 3SoW Ul 9DUSPLA JO 12A3] MO) 3y |

‘uoljeziyewsiys

JO ysu 9yl pue ‘Aaos oyl ‘syuaded oyl ‘quswdo

-19A3P enplALpUL 3] J0J pooypIlyd suLInp qsqg pajeadi-uou

JO 1oedwl ay] sulpJiedal paplAoid 9D2USPIAS 31111 ‘USASMOY

‘SL 2J9Y] °SUJ9DOUO0D JO S$224N0S 3aJe Ssaunpadodd edlsuns

J0 AJ1NiqIsIaAuIL pue “JenplAlpuUL Sy} JO 32loyd ay3 ‘Sulwly
1eY] S1JadXa Suowe JUSWIBPIIMOUN IR Jelauas e Sl alay |

. 9374213 ‘. 120INquUajIopm “d eliey

o Dismasim Awy ‘. 1eqis Weysty ‘.. J2QoYas aupsnf . uues uod

‘p OBUPOY OBWOY ‘4 Uy D pleyRly ‘, AStsuey o diyd ¢ (gLoz) ABiojoin aweipay jo jeuinop
‘, seddod dimyd xuq *, anes iddid 17 *, plebjsuapioN ejaudy

‘.. DINW SIAL-IUDIH . IUOZUBWY OIUOJUBURIS) * .. UOJOY "4 SBLIOY| - g
* mm,_mx SRIODIN ‘, J2JaBY UIUEW ‘| 9%2Qa0H 13ld ‘, ISUaH ‘M Aual ¢MOY pue "usym
", IWIUOYD 13 PR *,,, MBIEING 351 *,.; JUOWEPIE *3 Auouuy ‘(Aym) J| :anssi 1apuas e yum (asa)

‘ eBeag sinT ‘.; J91ABANOG 34IR]) ¢, Upjseg 'S Aduaine
‘, aaveg epur ‘., Binqyeg-1akaw "4 oulay ‘., Aeo asr-aue)) JUol Qﬂ_m}.m_u XaS JO S1oplOosSiIp ul ..C.wm.:.__m
'+c EZNPIOD BSNpuug Bj2lUEQ . puenbunow "3°q a.uald



SINTESI

2) Perché discuterne ?

- problema non risolto
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Perche

discuterne ?

A Consensus Statement on Health Care Transitions for Young Adults With

Special Health Care Need

5

American Academy of Pediatrics, American Academy of Family Physicians and
American College of Physicians-American Society of Internal Medicine
Pediamrics 2002:110;1304

1

primary Or subspeclally care to young people with

special health care neec

for transition from chi

health care; 2) have t

s 1) understand the rationale
d-oriented to adult-oriented

he knowledge and skills to

facilitate that process; and 3) know if, how, and when
transfer of care is indicated.
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Perché discuterne ?

Lost 1n transition? Between paediatric and adult

services

It’s time to improve the transition of adolescents from paediatric to adult services

Janet E McDonagh

Bussell M Viner

ILBAMBING CON MALATTLA
CROMICA NELLA FASE DI
TRANSIZIONE TRA PLS E MMG

BM] VOLUME 332 25 FERRUARY 2006

reventing adolescents becoming lost in the

transfer between paediatric and adult health

services is a major challenge for healthcare pro-
viders, paediatric and adult alike. Until recently British
health services have largely ignored adolescents.” But
as increasing numbers of young people are surviving
mto adulthood with illnesses they developed n
childhood, the need for transitional care appropriate
to their age and development is becoming more obvi-
ous and acute.” Adolescence is also a time when adult
behaviours become established and therefore repre-
sents a window of opportunity to promote healthy
behaviour and influence the public health burden of
tomorrow’s adults.’



Perché discuterne ?

Current Stams of Tranzition Preparation Among Youth With Special Neads in
ithe United States
Margaret A MeManus, Lawren B Pollack, W. Carl Cooley, Jearme W MeAlhster,
Diebra Latsten, Bonnie Strickland and Made ¥ Mamm
Pediatrics 2013;131;1090; ongmalhy published onbme harr 13, 201 3;

DOL 10.154%/ped= 20123050

WHAT THIS STUDY ADDS: This study reports on transition findings
from the 2009—2010 National Survey of Children with Special Health
Care Needs and finds no discernible improvements since 2005—

2006. New clinical recommendations and care processes should
— help to accelerate transition improvements in the future.
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Perché discuterne ?

Transition of care for adolescents from paediatric services to
adult health services

2016 The Cochrane Collaboration.

Fiona Campbell', Katie Bigps!, Susie K Aldiss®, Philip M O'Neill®, Mark Clowes!, Janet McDonagh®, Alison While*, Faith Gibson?

Nine relevant reviews have been published. These include a re-
view of transition services for adolescents with specific conditions
including: diabetes (Fleming 2002), palliative care (Doug 2011),
mental health (Paul 2014), and spina bifida (Binks 2007). Three
reviews included studies where patients might have a range of spe-
cial healthcare needs or disabilities (Bloom 2012; Crowley 2011;
Forbes 2002). Two reviews synthesised qualitative evidence of pa-
tients perspectives (Fegran 2014; Lugasi 2011). The reviews all

— concluded that there was a weak evidence base to inform prac-

tice and a need for additional studies with strong research design.
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Perché discuterne ?

e The Pediatric to Adult Care Transitions
Initiative, which provides free online specialty-
specific tools, was developed by the American
College of Physicians (ACP), Council of
Subspecialty Societies, in collaboration with
numerous specialty and subspecialty
organizations.
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SINTESI

2) Perché discuterne ?

- scarso dibattito In Italia

CROMICA MELLA FASE DI
TRANSIZIONE TRA PLS E MMG
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Transition from pediatric to adult care of children with

chronic endocrine diseases: A survey on the current J. Endoainol. Invest. 26: 157-162, 2003
modalities in Italy

C. Volta, T. Luppino, M.E. Street and S. Bernasconi

Soddisfazione per le modalita’ di trasferimento

SI NO
Pediatri 42% 58%

Endocrinologi 46% 54%

ILBAMBING CON MALATTLA
CROMICA MELLA FASE DI
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Diabete

Transizione dei giovani con diabete
mellito verso l’'eta adulta: passaggio dal
pediatra al medico dell’adulto.

Gruppo di Studio SIEDP-AMD-SID
Vol 23 n. 1 Marzo 2011
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ESPERIENZA PERSONALE

'Congresso Nazionale Societa Italiana di Pediatria

ILBAMBING CON MALATTLA
CROMICA NELLA FASE DI
TRANSIZIONE TRA PLS E MMG




INDAGINE PERSONALE (PLS)

Periodo di lavoro ' ' .
Pertodo i > 20 anni <20 anni [<10 anni
et~ [99%no - |97%no | 100% no
specializzazione

Aggiornamenti 80% no 99% nNo 100% nNo
Interesse 100% si 1009 S| 100% si
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3) Gli ostacol
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Gli ostacoli : pazient

| pazienti possono essere riluttanti a spostarsi v&o
un’organizzazione sanitaria per adulti perché
devono abbandonare un’atmosfera a loro
familiare e servizi specifici che fanno parte della
organizzazione sanitaria a loro nota.

Vi e pero da sottolineare che il rimanere in una
organizzazione pediatrica puo ritardare lo
sviluppo di uno spirito di indipendenza e puo
privare pazienti con specifiche malattie delle cure
appropriate alla loro eta.

ILBAMBING CON MALATTLA
CROMICA MELLA FASE DI
TRANSIZIONE TRA PLS E MMG



Gli ostacoli : famiglia

| genitori sono spesso riluttanti a lasciare la
struttura pediatrica a cul sono stati legati
per anni. Inoltre spesso lo staff del singolo
centro costituisce la parte piu importante
del sistema di supporto alla famiglia.

Ne deriva che

Der organizzare con successo la

transizione e necessario pianificarla con la

famiglia.

ILBAMBING CON MALATTLA
CROMICA MELLA FASE DI
TRANSIZIONE TRA PLS E MMG



Gli ostacoli : pediatri

| pediatri hanno profondi legami affettivi con I loro
pazienti e le rispettive famiglie e possono
desiderare mantenerli.

Possono Inoltre avere la sensazione che nessuna
organizzazione per adulti abbia la sufficiente

com
e so
aris

petenza per confrontarsi con | propri pazienti
orattutto che gli internisti non siano preparat

pondere alle necessita psicosociali che si

creano nel corso di una malattia cronica.

ILBAMBING CON MALATTLA
CROMICA MELLA FASE DI
TRANSIZIONE TRA PLS E MMG



Gli ostacoli : medico dell’adulto

Il medico dell’adulto puo pensare che i pazienti ao
malattie croniche iniziate in eta pediatrica siano
Immaturi e che le loro famiglie siano troppo
coinvolte e pressanti.

Qualcuno puo ritenere che il tempo utilizzato per
spiegare | vari aspetti della terapia sia eccessiv
ridondante.

L’'organizzazione sotto forma di team non e |l
modello piu frequente sia per i costi sia perché
I'internista e abituato ad assumersi la
responsabilita anche dei vari aspetti del piano
terapeutico.

ILBAMBING CON MALATTLA
CROMICA MELLA FASE DI
TRANSIZIONE TRA PLS E MMG



SINTESI

4) Che fare ?



SINTESI

Patient-Centered Medical Home (PCMH) Transition, Flow of
Information, and Care Coordination Document

. i I ) i AMERICAN CoLLEGE OF PHYSICIANS
1. Respecting the hub of coordination of care- INTERNAL MEDICINE | Doctors for Adults

2. Accountability:

3. Clear and direct communication of treatment plans and follow-up expectation

4. Timely feed-forward and feedback of informaton:

5. The involvement and awareness of the patient and family member,

unless inappropriate, in all steps

6. Establishing national standards

7. Measurement-

THE PATIENT-CENTERED
e el MEDICAL HOME NEIGHBOR

TRANSIZIONE TRA PLS E MMG
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4) Che fare ?

- linee guida condivise
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SINTESI

4) Che fare ?

- Spazi dedicati

CROMICA MELLA FASE DI
TRANSIZIONE TRA PLS E MMG
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SINTESI

4) Che fare ?

- formazione medico e team

CROMICA MELLA FASE DI
TRANSIZIONE TRA PLS E MMG
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GRAZIE PER LATTENZIONE




