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Why do we have to do something?

Adolescents with cancer (AWCQ)

have to adapt to stressors like:

O Treatment and side effects

O Bodily changes

O Communication with familly and friends
O Hospitalizations

O School tasks Barr,2001

they have:

O Poor adherence to treatment

0 Poor psychological adjustment Blumberg & Lewis (1983).
they need:

0 Educational programs specifically designed for adolescents Fernandez & Barr(2006)



What do we know?

Informational needs

They need informations about: Decker et. al, 2004
O Side effects and treatments

O Specific coping strategies

Informational programs for adults with cancer Pruitt et. al, 1992

o Reduce anxiety and depression
O Lack of information increases emotional distrease

Effectiveness of psycho-educational programs
0 Demonstrated for chronic diseases such as diabetes in adolescents



What can we do?

Building resilience among adolescents with cancer

Protective Factor Model of Resilience: Mastatine: |

O The presence of protective factors:
v Coping strategies focused on the problem, acceptance and humor
v Emotion regulation strategies
v" Realistic optimism
v" Self-efficacy
v" Perceived control
v" Positive affects
v" Social support

O Reduce the intensity of the relationship between stressful events and negative outcomes

CBT - cognitive-behavior paradigm



Methodology

The aim of this study:

1. Toimprove quality of life among AWC by increasing resilience to disease.
2. Tovalidate the efficiency of the Psycho-Educational Program — REZI.

Part. 1: Need assessment of AWC
O Aim: We want

v" To indentify the information that AWC recommend for the program

v" To understand which coping strategies are most commonly used by AWC

0 Sample:

v" 13 adolescents undergoing cancer treatment - last part of the treatment or survivals
v' aged between 14 and 18 years



Methodology

Part. 1: Need assesment of AWC
O Aim: to identify the main psychological needs of AWC during treatment

O Procedure
v Structured Interview with open questions

v Exemple of questions:
What information would be useful for teens to communicate more easily with friends and
family about their situation?

What kind of information do you consider important for a teenager to know at the beginning
of the treatment?



Methodology

Part. 1: Need assesment of AWC
O Aim: to identify the main psychological needs of AWC during treatment

O Data analyze: qualitative methodology

v Content analysis
Krippendorff (2004)
v" Pre-defined categories



Methodology

O Results

O The main topics were:
information about disease and treatment
emotion management
communication with family and friends
bodily changes management

AT H TN

o Adaptative coping strategies

v’ optimism

v' cognitive reappraisal

v' positive thinking

v' the use of family as an important source of social support



Methodology

O Results

O The main topics were:

information about disease and treatment
emotion management

communication with family and friends
bodily changes management

AT H TN

Poor coping strategies

emotional denial, avoidance (/ don’t have emotions)

social withdrawal (from colleagues,friends, refusal to go to school, etc.)

use the Internet as a source of information and less that of health professionals

a pattern of emotion characterized by feelings of hope, but also fear, anxiety, insecurity
or sadness.
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The REZI Booklet content

1. About cancer

CAPITOLUL 1 - Despre Cancer I celulele Albe

- General information about
disease, treatment and side
effects.

wln
1 ceeste? = cumapare? = deceapare? = tratament. = efecte adverse.

J?J Despre celule

53 incepem prin a ne uita cu lupa la
unele parti ale corpulul nostru.

Toate arganele, pldméni, inimd, piele,
etc., sunt aledtuite din celule, particule
mici care ne asigurd supraviefuirea,
fiecare dintre nol avind milioane de
astfel de celule.

LU adatescent ko nceputul tratarmentoiul
trebuie si stie, in pri

trotarment
trotamentul”

Unodolescent, 130r/ S, Trombocitele

Celule bolnave || — Celule
Fig.1

Pe parcursul vietil, 'n mod nermal, o
celuld se poate divide Tn mod repetat,
ferméndu-se nol eelule, asigurand
cregterea.

Existd mai multe tipuri de celule
in séngele nostru, fiecare avand
un rol bine stabilit. Cateva din

cele mai importante celule sunt:

[ Celulele Rosii INEEEEE—

Denumite 5i eritrocita (din latind
eritro = rosu, cite = celuld), au rolul
de a transporta oxigenul prin corp.

Cand existd putine celule rogil in corp ne
putem simtl obositi, Tnsd nu uita ci
aceasti oboseald poate avea gl alte cauze.

Denurmite g leucocite {din lating leueo =

albe, cite = celuld), au ralul de a ne apard
de microbl, bacteril, ete., 51 SURT respoans-
ablle de functionarea sistermulul imunitar.

Celulele albe sunt ca niste soldati, care
formeazd o armatd atund cind suntem
bolnavi.

{thrombos = cheag, cytos=celuld, din
greacd) sunt celule incolore, cele mai
micl din organism, care Joacd un rol
Important 'n coagularea sdngelui.

Daca vrei sa stii mai multe
despre celule nu ezita si intrebi
specialistii cit mai multe

informatii.
@)

r™

Fiecare celuld are o perioadsd de
wiata, lar atunci cind se maturizeazl
mioare, filnd inlocuitd de alte celule
nioi.

Atunci cind apare boala, aceste
celule nu mai ascultd de comanda
corpulul 5l crese necontrolat. Celulele
bolhave se inmultesc si incearcd s8
distrugs celulele sdnitoase.

fdal multe celule bolnave la un loc
pat farma fmpreund o tumors (Fig. 1).
Existd doud tipuri de astfel de tumaori:

wCare sunt cauzele acer




The REZI Booklet content

About cancer CAPITOLUL 2
Ce gandim? Ce simtim? Ce facem?

What we think, feel and do? =

_1- ganduri » emotii » cum ne influenteaza actiunile pe care le facem
understand the connection between
events, thought and emotion.

“Ciind o ouzit of om acest diognostic,
o vt un soc. Mic nu stiam exact ce
fhseornnd osta, ooy stam sigor o este
ceva iy, Mi-g fost extrem de greu so
cred asto s i neorn merew o siguy
aueste odewdnat Tot osteptam oo cineve
s doni spurnd off totul @ fost doaro
greseald

Lin odolescent, 18 onl

how to deal with emotions like
anxiety, sadness, etc.

_é Mu uita ci toate aceste emotii sunt normale, e firesc si le ai sinu
incerca s le ascunzi.

how to deal with specific worries like:
I'm worried how my colleagues will
react when | get back to school

Din cele mai vechi timpuri eamenii au
fost preciupati de ematiile lor. Uneori
putem spune ci suntem ferieiti pentru
cd am luat o notd mare la un test, alteori
putern s& ne simiim trist pentru cd
sunterm bolnavi.

De cele mal multe orl legdm o emotie
de o intdmplare, dar haide sa vedem
citeva curiozitdti:

__E Stiai ca:

Lo Trtr-o mare masurd, tu poti avea
control asupra emotiilor tale?

Ly Gindurile sunt responsabile pertru
miajoritatea emotiilor tale i nu intdrmplirile
sunt direct responsabile de emofil?

Atunci cind ne simtim supdratl, avem
tendinga de a gandiin diverse moduri.

Cénd ne intdinim cu o situaie negathvd
{ex: um test la matematica la care am
luat motd micd, situatia de boald), avem
tendinta de a ne gindi tntr-un mod
negativ, care ne face sd ne simgim tristl.

Corpul nostru reactoneazl In aceste
memente, decarece mintea fi spune:
cevo hu e bine, e un pericol n jur, este o
situatie de fricd sau de tristete sl trebule
56 reactionezi!

Dracd inveyl sa inlocuiest aceste gdnduri
negative cu alte gdndurl, vei vedea cum
sl ematiile tale se vor schimba.

,_E Nu uital

Situatia 1

ke Am luat o notd micd la un test de
lascoald.

La ce ma gdndesc (negativ): Eun
dezastru ed am luat nota aceasta.

Cum md simt: Pot s8 ma simt
supdrat, sd nu mai am chef de nimic.

Ce fac: Mu mal nvit si renung 3 mai
Trni fac temele pentru scoald.

S Sau
La ce md gindese (pozitiv): Probabil
nu am Tnvdtat destul, data viltoare
am sd Tncerc =8 Trivat mal mult, astf
vol obtine o notd mai mare. Nu
abandanez pentru o notd mics!

Cum md simt: E ok =8 ma simt
supdrat, dar sunt motivat s3
mult.

Ce fac: Tncep s4 invit mal b
urmiitorul test.




The REZI Booklet content

About cancer
What we think, feel and do?

How to deal with changes

occurring during treatment?
re-evaluation of the situation

problem solving

acceptance of bodily changes

CAPITOLUL 3
Cum sa facem fata schimbarilor
aparute pe parcursul tratamentului

et
)
I ciderea pérului = cum ne adaptim cu noua infitisare

Stim ¢t este de important pentru tine madul in care ardtl. Tn impul adolescentel
trebuie 53 te adaptezi unor schimbérl majore ale corpului tiu (crest in Tndltime,
te dezvoltl, posibil acnee) si mal mult decat atit, datoritd tratamentelor sl bolii
trebuie s3 faci fatd i schimbdrilor apdrute in urma acestora. Pe pericada
spitalizrii s-ar putea s& te adaptezi mal usor acestor schimbdri, Tnsé cind te
intorel la scoald sau Tn grupul de prieteni s Tt fie mal grew.

De asemenea, cel aproplati tie s-ar
putea s& nu inteleagd de ce est atdt o crescut pedul
de supdrat pe modul in care arati, LRI
decarece scopul tiu cel mai mare
este sd te faci bine. Tnsd toate aceste
lucruri sunt importante pentru tine,
pentru prietenii tii sl este normal s3
iti faci griji.

53 ne aducem aminte ce am cltit in capltolul 2:

BModul In care gdndim afecteazd starea noastrd emotionald i ne Influenteazd
compaortamentul.

Existd adolescenti care se [zolezeazd de prietenl sau colegi pentru cd le este
rusine de modul in care aratd. Vom invita impreund ci modul Tn care ardtd3m nu
ne caracterizeazd ca oamenl si cu sigurant¥ avem calitdt] pe care 53 le punem fn
evidentd. Acest sfat vor sa ti-l ofere sl ceilalti, di-le sansa s& Tl fie aldturl i al
incredere in tine cd vel trece peste aceste schimbari.

Emotional, aceastd pericadi va fi dificild pentru tine. S-ar putea s simiti furie,

tristefe, fricd sau poate s-ar putea s3 trecl ugor peste aceastd etapd. Nu uita ce
am fnwitat deja: toate aceste emotll sunt normale, nu trebule s3 i fie rugine

pentru c3 le simti.

=} De ce apar aceste modificiri?

El De ce cade pdrul in impul
tratamentulul?

Tratamentele administrate, precum
chimisteraplia, contin substante care
actloneazd atat la nivelul celulelor
balnave, cdt 5l la nivelul celor
sdndtoase.

Chimioterapla determind oprirea cregteril
n'm#ulde plrl, situatie in care cregterea mrm

a. De reguld, pierderea pdrulul este tempora
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The REZI Booklet content

About cancer

What we think, feel and do?
How to deal with changes
occurring during treatment?

When we communicate with

others.

Assertive communication strategies
Techniques that teach adolescents
how to keep in touch with colleagues
from school

(L

L

L R
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CAPITOLUL 4

Cand comunicam cu ceilalti

[EEES

_-'l.h Cu cit cresti mal mare, cu atit Tl doresti mal mult s fil Independent, dar pe
de altd parte stil cd al nevole de suportul familiel tale. Te poti simtl prea protejat,
frustrat sau coplegit de atdtea sfaturd atuncl cdnd parintii t3i it spun ce 58 mandncl,
cum sa te imbracl sau ce activitdti s faci.

Mentinerea contactulul cu prietend] thi poate fi una dintre modalititile prin care
potl 58 atingl o parte din Independenta pe care majoritatea tinerilor gi-o doresc.

Aldtur] de prieteni poti face schimb
de idel, sd-ti Impartigest grijile,
sentimentele si s Tl dezvolti propria
ta identitate. Cu toate cd tl doresti
<3 pistrezi aceste relatil, s-ar putea
uneori g3 te simti obosit/d sau 53 al
o dispozitie nu tocmal potrivitd
pentru soclalizare sau pur si simplu
=4 nu 5til cum 53 interactionezi cu ei.

Aturic cind ta Intarnezi Tn spital vel int8in] altl adolescent] care i pot deven|
prieten| bunil

Nu uita ci ceea ce se intdmpla cu tine nu are efecte doar asupra ta, s-ar putea ca
prieteni] t4] s nu stie cum s3 Interactioneze cu tine, pArintll ar face orice =4 te

protejeze s s te ajute s3 te recuperezi, lar personalul medical Tsi doreste ca tu s
te fad bine.

Mal mult, tu, prin comportamentale, gdndurile s emotlile tale ai un impact
deaseblt da Important asupra relagilor cu cel din jur, Tncercind =4 intelegem prin
ce trecl In aceastd perloadd, vom vedea impreund cum potl fi mal increzitor in
relatia cu cel din jur.

E! Comunicdnd cu cei din jur
Cu prietenii mei

Relatia cu prietenil este foarte imp
a te ajuta si treci mal usor peste n

Atuncl cind vrem =& ne Tmbunét:\_%
cellaltl trebule s se schimbe pe;
trebula s8 ma cicleascd®, |, Priet

Bineinteles 4 si cellalti trebui¢
al un rol foarte iImportant in

te evite, chiar daci le pa

s-ar putea si Tt adr
Tntrabir la care probr
=4 riispunzl.

Ceea ce conteazd

£t mal multe activici,

sandtate Tl permite:

‘modalitate prin care s3
2| activitdtile pe care la
na cu prieteni tal.

ol sport, potl merge la
o echipa ta pentru a-ti
nll sau pentru a le ofer

Hne contactul cu prieteni 3
srmediul telefonului sau

de socializare pentru a fila
U activitdtile desfasurate.

—

-

A T

TTTTS W]
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The REZI Booklet content

1. About cancer
2. What we think, feel and do?
3. How to deal with changes

occurring during treatment?
4. When we communicate with
others.

5. Time spent in the hospital.

: M. Linehan (1993) — acceptance strategies,
Relaxation techniques

- Problem solving strategies: making friends in
the hospital

CAPITOLULS
Timpul petrecut in spital
= ce se intdmpld in spital?

= cum sé trec mai usor peste perioada spitalizarii?
= ce ma fac cu plictiseala?

ke
™
S ]

Perioada petrecutd in spital poate fi o adevdratd provecare pentru tine. Un mediu
total necunoscut in care te-ai trezit intr-un timp atdt de scurt te poate face s& 1
pui o serie de intrebar si, totodatd, si te intristeze.

Departe de prietenii thi, de scoald, de camera ta, te poti simti singur, neineles si
plictisit. Mal mult de ¢t atdt, s-ar putea sd simti ¢ nu mal al delac intimitate,
avind Tn vedere ci nu stai singur Tn camerd, jar un parinte i cadrele medicale sunt
mered In jurol tdu.

Dincolo de Imaginea aceasta negativd, axistd multe lucrur care le potl face pentru
a te simtl mai bine pe perioada spitalizsriil

% i spital

Peripada interndril poate 53 difere in
functie de diagnostic si tratament,

respectiv in funciie de modul Tn care
corpul tiu reactioneazd la tratament.

Activitéti
Contribuie

Cu recunostinta
Emotii

Chiar dacd multi considerd ¢ spitalizarea
@ uh lucru groaznic si nspaimé&ntator,
aminteste-ti ci est internat ca s34 te facl
bine gl cd existd multe moduri prin care
potl face experienta spitalizéril mai
usoard,

Pune deoparte
Teoria gandurilor

Senzatii placute

Pe pericada interndril cadrele medicale
e vor manitoriza, vor observa cum
reactioneazd corpul tiu si te vor ajuta s3
faci fatd efectelor adverse.

Cum 53 trec mai usor peste perioada spitalizarii?

&  Activitéti care iti fac plicere

Chiar dacd pe perioada spitalizdrii te pofi simtl sidbit din cauza tratamentelor sau intro
stare emotionald mai putin placuts, cautd acele activitdgl care 1f] plac i te fac s3 te simgl
mai bine.

Este important <4 diseutl eu cadrele medicale despre activitiile pe care vral <3 e fael.
Spre exempliu: dacd vrel <3 facl sport, aceastd activitate necesitd un efort mediu spre
tidicat, [ar acest efort s-ar putea s nu il fie Indicat pentru starea ta de sinftate.

Hai 53 elabordm impreund o listi:

Activitate Nivel de efort

Ascultd muzicd la cast Efert mic
Sport Efert mediu, este necesar 58
Flime medicul tiu.

Efort mic, ma face 58 méd =
5i 53 i distrag putin ate

E! Alege activitatile in functie de cit efort ai voie 53 de!
alege activititl mai usoare, care nu te solicitd. De asemenea,
camerd de [oach sau recreers, potl 58 explarezl jocurile de ae

El Tine legitura cu prietenii téil Cu toate ci egti inters
cu prietenii tal. Poti s 1 chemi ka tine, Tnsi e important &
sdndtate tl permite acest lueru sau sd vorbesti cu el prin
sacializare sau prin telefon.

E Nu pierde contactul cu scoalal Tn functie de ¢
peste cursuri sau sd Tt intrebi colegii despre ce se m

acestea te wor ajuta sd nu ramal prea mult In urma &
ntoarcerea la scoald.
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Part 3:
Testing the efficiency of the REZI
psycho-educational program
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The REZI psycho-educational program

Protocol:
v" Every adolescent involved in this program received a booklet.

v 4 individually meetings
- a psychologist talks with the pacient about the information from the booklet

Sample
v" 5 adolescents undergoing cancer treatment
v' aged between 15 and 17 years

Methodology

v Open-ended questionnaire
v Content analysis

v'  Pre-defined categories



The REZI psycho-educational program

Results

The following information from the booklet and discussions were considered most useful:

)

To understand emotions and thoughts
"Using this chapter | was able to understand my states of mind."

To understand and adapt to bodily changes
“I liked the fact that we are advised to treat changes as something transitory and do not be ashamed."

To deal with different situations like: treatments and side effects, getting back to
school, communication with familly, time spent in hospital

| know what happens to me, so I'm ready!

18



The REZI psycho-educational program

Results

Points to Improve

o More information about emotion regulation strategies
o More testimonials of teens who passed through this situation

o More information about communication with friends, because here there is a major
problem.



We need your help!

Future directions:

o Validate the effectiveness of the program on a larger sample with quantitative
methods.

o Funds for printing booklets and distribute it in as many sections of Pediatric Oncology
as possible.

o Psycho-educational programs specially designed for school settings.
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Thank you for your attention!
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