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Therapeutic Patient Education b

Definition N \
World Health Organization i N
Regional Office for Europe \tj. N N
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Cancers (and sequelae) Copenhagen

Cancer (all sites)

Therapeutic Patient Education (TPE) enables people with chronic diseases to
manage their illness and yields benefits in both health and financial terms.

Therapeutic patient education™ should enable patients to acquire and
maintain abilities that allow them to optimally manage their lives with
their disease. It 1s therefore a continuous process, integrated in health
care. It 1s patient-centred; i1t includes organized awareness, mforma-
tion, self-care learning®™ and psychosocial support regarding the dis-
case, prescribed treatment, care, hospital and other health care set-
tings, organizational information, and behaviour™® related to health and

N > illness. It 1s designed to help patients and their families understand the
disease and the treatment, cooperate with health care providers®, live
,{, healthily, and maintain or improve their quality of life.
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- Therapeutic Patient Education
_The 4 steps
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Implementa-
tion

To allow the caregiver to better understand
the patient in his/her life journey with the disease

To agree with the patient on his/her priorities

An action step: information, awareness, learning
and psychosocial support

To allow the caregiver to take stock
on the changes and difficulties, with the patient



Therapeutic Patient Education
The Gustave Roussy AYA programme HISTORY \

AGORA TPE programme
For all AYA (13-25 years old) treated at GR

/2002: GR AYA unit in the\

paediatric department

2009
Plan cancer

2012: Transversal AYA

programme and SPIAJA team

Pediatric oncologist
Medical oncolgist

AYA coordinating nurse
AYA Psychologistes
AYA social worker
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/ TPE program \

Co-construction
Multidisciplinary
Professionnals
+ AYA with cancer
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&AYA Specialised educato
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TPE programme
Authorisation
by heath authorities

2012
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Start of the AGORA programme January 2013
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Therapeutic Patient Education
Application to AYA patients with cancer

@n cancer

indication
* |ncreased use of oral anti-cancer

7 o
’\E/ medications
* Increased survival with multiple line of
ff? -, treatment
=\ | * Late effet sequelae of the disease and
their treatments
(V<
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* |ncrease in maintenance treatment
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TPE in AYA population

* Observance difficulties
* Low rate of demands for help

» Receptivity to shared experience
and peer support

* Themes defined with them

Cancer themes
AYA themes



= Therapeutic Patient Education | ?
~ The AGORA programme integration in the path of care g
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QYA coordinating nursD N
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m Shared with the
SPIAJA team
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Coordination with actors outside the hospital ﬁ

= Shared care hospital + RIFHOP (shared educational diagnosis)

@ SPIAJA team
+ other experts
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Therapeutic Education for AYA with cancer

Shared experience and tools
v, 60- 2)A

With the French AYA groups ’ i
: Adolescents
GO-AJA TPE working group A ot Jetnes Adultes

TOOL mutualisation

Educational diagnosis tool
/J Open guestions

RECUEIL DE DONNEES ET DE BESOINS

Eimmirs oe wose o8 Vi

...... RENOM : S— DATE ‘e

1/ Pour toi (vous), comment ga se passe en ce moment >

ﬁ ’ ‘ LOISIRS SCOLARTTE/TRAVALL ENTOURASE FAMILIAL/ AMICAL
. [——— [r———— [————
2/ Depuis combien de temps sais-tu que tu as cette maladie? Comment I'as-tu
dé ? Qu'en as-tu compris? [ —— [—
(o s o v e do o3 i 5 e 73
‘ ‘ o
A S PV

3/ Et dans ta (votre) famille, & I'école, les études, le travail ? (Changements

AGORA
Group session
and evaluation

éventuels: rupture, continuité? Qu'est ce qui tient?)

— —
1 | |
=N,

4/ Et pour les médicaments, les traitements (prise, effets secondaires..)?

‘ e

Bull Cancer 2016; 00: 00O

en ligne sur / on line on
www.em-consulte.com/revue /bulcan
www.sciencedirect.com

Quelle démarche d'éducation thérapeutique
(ETP) pour les adolescents et jeunes adultes
atteints de cancer ? Expérience du groupe
ETP de « Go-AJA »

Nadege Corradini ', Loic Dagorne ?, Marielle Retailleau *, Francoise Rédini %, Hélene Sudour-Bonnange °,
aaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaa

Article original [




- Therapeutic Education for AYA with cancer
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, Shared experience and care
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With out hospital care network
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i After home retuD
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Implementation

Coordinating nurses trained for TPE




= Therapeutic Patient Education

The AGORA programme: group session \

1 to 1.5 hour per session every 6-8 weeks N

B / Who shares? \/ Who participate? \
AYA professionnals [ Parents ]

Expert professonnals

7 Two professonal per group session > / Friends /
2 \ All trained for TPE (40h training) /\ < artner > /
<
\ S
{ ] Where? \ J
Le squat . / A
/> Which themes? -
V) AYA dedicated roons Cancer and AYA specific ¢

L'escale

/




- = Therapeutic Patient Education ?\
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y» What is cancer ? \}
) s .
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Le cancer c’est quoi ?



- Therapeutic Patient Education
y _ Stop pain |
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" Methods

%a True/false questions
\\

Relaxation session
%-
s

Stop la douleur
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- = Therapeutic Patient Education ?\
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y _ Fatigue and physical activity \\
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” ‘ Fatigue « normale » VS. fatigue et ¢
_,--""J—‘
Joie i Eanbel Moo | e n partage nos « trucs » anti-fatigue
En général, re
[trs féte,
génante,
[ '} lire, ) faire %
sommeil sommeil. 5
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- Therapeutic Patient Education
y _ | love eating |
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'_ Methods

%’”ﬁ Game composition of menue
R Degustation of dietary
%.. supplement

2

AJAime manger



- Therapeutic Patient Education
y _ Body image
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No parent
No spectator ...
No picture !

Bien dans soncorps, bien dans sa téte
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y  Loving and sexual live mPartner R
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" 7 Adapted to patient age

Quand notre coeur fait boum !



- Therapeutic Patient Education
N bAddiction information
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%a Methods

2 Photolangage: addiction or not ?
% Info/intox : perceived ideas
A




Therapeutic Patient Education
The AGORA programme: Difficulties and improvements \
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Diffuculties

* Multiplicity of AYA care pathways
* TPE group session plannification

— Multiple professionnal
— Other AYA activities

~ % AYA mobilisation

:% — when hopitalised (chemo side effects)
— when at home (no venue just for TPE,

', (o even when interested)

2

o /

Constant improuvment

Constant readpatation
— Age range 13-25 years old
— Number of participants

Patient expert integration to the
programme

Information of the general
practisioner

\
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Therapeutic Patient Education
The AGORA programme: Positive evaluation

At the end of each group session

January 2013-March 2019
B . === 226 patients + 39 relatives + 5 observers
T g gy A =¥ 85% answered the questionnaires

A. Oui vous ainformé de Cexistence de cot atelier 74
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Before During After
B Physique M Psychique

3/4 have acquired new knowledge

100% will recommend the group sessions




-~ Therapeutic Education for AYA with cancer b

~ Shared experience and futur developments \
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S To be extended to children and parents @@‘“’ewu:tec"”"s N
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Across all paediatric and AYA centers in France

Cent sxa?"‘{)

A4
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C’est quoi le cancer ? -, .
. . € 'enfant

Live after the hospital Les traitements et leurs effet secondaires "

Limage de soi v 69- M_l_

Lalimentation plaisir '
. Groupe

Lactivité physique ’ Onco-hématologie
Adolescents
A et Jeunes Adultes

La sexualité
Lapres hopital

EUSA

Pharma
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