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World Cancer Day 2018 (Sunday)

“Quality of Life (QoL) has been part of the EORTC’s mission from the very start
and the QoL Department continues to ensure that patients’ voices are heard
loud and clear in clinical and translational research on a daily basis”
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A bit of history

* 1962: Groupe Européen de Chimiothérapie Anticancéreuse
(GECA), founded by Henry Tagnon.

* |dea: multidisciplinary approach and international
cooperation in clinical research in Europe.

e 1968: European Organisation for Research and Treatment of
Cancer (EORTC)

* Network and a coordinating scientific and operational
infrastructure based in Brussels.

e 1980: Quality of Life Group (QLG)
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The early years of QoL in the EORTC

QoL was a new concept for clinical groups

e Scepticism was high

* No robust standardized measure was available
* Only a few translations were available

* Only a few modules were available

* Investigators debated the added value of QoL

 Few studies worldwide had shown the added value of
QolL

* Consequently, QoL was a challenge
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Quality of Life Group

e 1980: Quality of Life Group

* Aim: to advise the EORTC Headquarters and the various
cooperative groups on the design, implementation and
analysis of QoL studies

* Today

 More than 350 active members
 More than 30 different countries
* Broad range of professionals

e http://groups.eortc.be/qol/
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http://groups.eortc.be/qol/

2
bos
=
3
@
8
P
b=
-

g
g
3

t ©
o~
o~
a

The /{&f/fzr!’é’ p/ cancer %f’f"ﬁfﬂj



Source: PubMed
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Quality of Life Department

e 1993: Quality of Life Department

* Aims:

* to evaluate the importance of various factors that improve the
Qol of cancer patients

* to supervise the evaluation of QoL in selected cancer clinical
trials

* to encourage physicians to pay greater attention to quality of
life factors in the treatment of cancer by stimulating,
enhancing and coordinating the evaluation of quality of life in
cancer clinical trials
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Where are we today? Main activities of the
Quality of Life Group (#1)

* Development of questionnaires
* Core questionnaire: QLQ-C30
» Disease-specific modules: QLQ-BN20, QLQ-STO22...
e ...and not only: IN-PATSAT32, QLQ-C15-PAL, Survivorship
* |tem Library
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Example of validated development (4 phases)
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QLQ-C30

Not at A Quite Very
All Little a Bit Much
1 2 3 4
1. Do you have any trouble doing strenuous activities,
like carrying a heavy shopping bag or a suitcase?
2. Do you have any trouble taking a long walk?
3. Do you have any trouble taking a short walk outside of the house?
4, Do you need to stay in bed or a chair during the day?
5. Do you need help with eating, dressing, washing
yourself or using the toilet?
During the past week: Not at A Quite Very
All Little a Bit Much
1 2 3 4
6. Were you limited in doing either your work or other daily activities?
7. Were you limited in pursuing your hobbies or other
leisure time activities?
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Available translations (more than 110)

2. jelente valamilyen problémit egy hosszabb séta? 1 2 3 4 2. Avez-vous des difficultés 4 faire une Jongue promenade? 1 2 3
3. jelent-c valanulyen problémat egy a lakason kivilhi rovid sétn? 1 2 3 4 3. Avez-vous des difficultés a faire un petit tour debors? 1 2 3
4 szitkséges-e. hogy agyban vagy karosszékben 4. Etes-vous obligé(e) de rester au lit ou dans un fautewil
legyen a nap folyaman? 1 2 3 4 pendant Ia journée? 1 2
S segitségre szorl-e étkezésnél, dltozkodésnel. 5. Avez-vous besoin dnide pour manger. vous habiller
mosakodasnal vagy WC-hasmalatal? 1 2 3 4 faire votre toilette ou aller aux toilertes) N = N
gonguferd? 1 2 2 Heeft u moeite met het maken vau eey
Az elmult héten: Egviltalin  Egy  Meglehe- Nagyvmér tanhiiss? 1 = Au cours de la semaine passée: 3. Heeft umoeite met het maken van eex
nem  Kissé  fosen  tékben [ SOnEu utaniussy 2 wandeling buitenshuis?
6. kotlatozva volt-e mindennapi munkajiban vagy . N N 6. Avez-vous été géné(e) pour faire votre
egyéb szokisos napi tevekenységeben? ! 2 3 J 161 4 daginn 1 = vos activités de tous les jours? 4. Moet u overdag in bed of op een stoel
7. korlatozva volt< abban, hogy szabadidds edast. pvo ér 7. Avez-vous été géné(e) dans vos activit S, Heeft u hulp nodig met cten. aanklede]
tevékenységeinek hodoljon? 1 2 3 4 1 2 wassen of naar het toilet gaan?
8. Avez-vous eu le souffle court?
8 volt-¢ légszomya? 1 2 3 4
9. Avezwvous ressenti de la douleur? Gedurende de afgelopen week:
9. fajte valamye? 1 2 3 4 Alls  Dalit) gelop
elad 10. Avez-vous eu besoin de repos? 6. Was u beperkt bij het doen van uw w
10, szitksége volt pihenésre? 1 2 3 4 dagelijkse bezigheden?
" -, 2
" Odnun daglegum storfun ! - I1. Avez-vous eu des difficultés pour dorm|
1L voltalvaszavara? ! 2 3 4 _ 7. Was ubeperkt in et uitoefenen van uf
da adm fristundaidju? 1 2 12, Vous ées-vous senti(e) faible? bij andere bezigheden die u in ww vij
12, gyengének érezie maght? 1 2 3 4 -
1 2 13 A aanos dannsane? 2 AL 1 & “J
13, etvagytalan volt? 1 2 3 4 bhal nghidu ahna meta ggoer xirja tails jew bagoll? o
2) Issibha xen Aifficli biex timxi mixja fwila? 1 2 3 bijn gehad”
14, volt-c hinyingere? 1 2 3 4 y
3) Tssibhia xejn diffich biex i mija gasia barra mid-dar? 1 2 3 hoefle om fé rusten?
15 elofordult-e, hogy hamyt 1 2 3 4
4) Monud il gumata Moss il-bzoan li tistrieh. per ezempju 1 2 3 noeite met slapen gehad?
Forditson' 3 fisesodda jew fuq siggu? .
M | 1 ) 2 % Thoss ilbzonn i xi badd ighinek biex tickol. filbes. 1 2 3 Jich slap gevoeld?
BTl AL ’L S s ? - S tinhasel jew fuza t-tothet?
Y e e scbeek aon cetlust gebind
e A ke (32 o 4 4 3 2 1 AL b Alaal lady 4 grea 1 4 LAngas  Frn Mbux  Mafma
R 5 xefn Daiin
g ¢ ife i O 3 2 1 Sl £ S B el Al Laly o A ek jew i . 3 1 2 ‘
4 3 2 1 a0 SHA (pan KU1 g1y puall B g S Ja 1 2 :
SR s A x 'y tieghek 1 ) 3 1 3 4
B AN GEEEEAR) | 4 3 2 1 AR5 g1 JUBY) (Dl $15 1 S B B luaall glias Ja
2t yall 1 2 3 1 ‘
SHEMYS T 118 4 i pealal) £ g DA 1 2 3
o " _ < okt A -
0] il o4 3 2 1 T AT A gy UL gl dllay LAY 2 Mka /33000 CES A 1 2 3 oRich ek a9kt et
4 3 2 1 Gl g) A A 5 ) A e faa B ke /3520 S : N X g ¥ g e
L] i
& 1y 2 1 2 3 : N
4 3 2 1 oy Bady S Al 4
4 2 1 gl e ' z 3 ! 2 i
: L 4 3 2 1 LS TR i 2 ) 1 4
4 3 2 1 f(ain a5 /o0 A Ay g /31) 230 A IS e il Ja 1 2 s } = Y
GETRRZN LI 2 4 3 2 1 Sl & ak b 4 ; X : 2
g S s 2 4 3 2 1 S o 5 ) laall il Cuad Ja ! 2 g 4
tTmietws ? 4 3 2 1 (challl) SR G as Ja " 1 o N
e 4 3 2 1 (e SR ¥ 1 4
p. Gt
4 3 2 1 Tl o Slle 4 " 1 2 3 4
Alab (e A0 daiall M il
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1 W g a1 42EA Sol
F AVE AT 269 8 FIE HZ OAET ! 2 3
F ANE T F AFGE 9151 ZEAA § HIZ AGAE 2] 7 ! 2 3
FI1 9 24 5 F § T & e @ M2 e ! 2 3
Fl AT qeE A
FI ATIH TH, FIE GEAA, FEH A1 TEET FE § 522 F ! 2 3
A g 87
fres o T % dn fwgs  dis A g
aél o sius o
1 AYH A FH T § A F 2% FAT R mHEZ ! 2 3
qOH g
FI1 JIGE A9 E G HEH WP G F 1 2 3
Hrdl § wEHEZ HEH g
T AGH A AR AFAE 57 1 2 3
F AR T 917 1 2 3
FIT AIE AH F A=A ! 2 3
FI1 AGH WA § FHAE gE7 ! 2 3
FI1 AR FHAT T B 1 2 3
1 AT 7T EH E ] A1 ! 2 3
TR T e - -
Una tatizo lolote unapotembea umbali mrefu? 1 2
Unapata shida yoyote utembeapo umbali mfupi nje ya nynmba? 1 2
de volgend
Unaliitaji kup Katandani au kwenye kiti wakati wa mchana? 1 2
Unalitaji msaada wakati wa Kula, kuvaa, kuoga au kwenda msalam? 1 2

atika kipindi cha wiki moja iliyopita:

Umekuwa ukishimdwa kufanya kazi zako au shughuli
2a kila siku ipasavyo?

Umekuwa ukishindwa kuendelea kufanya mambo yako

Ulishindwa kupumua vizan?

Ulikuwa na maunuiva?

Ulihitayi mapumziko?

Umekuwa na matatizo ya kupata usingizi?
Umejisikia dhaifu?

Umekosa hanm ya chakula?

Umesikia kichefuchefu?

Ulitapika?

Umekuwa na 1atizo la kufunga choo?

unayoyapenda au shughuli zako za wakati wa mapumziko?

Hapana  Kidogo

! 2
1 >
1 3
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
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Overview of questionnaires (September 2017)

VALIDATED

Completed phase 4, paper pending for review
In phase 4
Completed phase 3 with phase 4 pending
In phase 3
In phase 1-2

TOTAL OF MODULES IN ACTIVE DEVELOPMENT

ESEORTC 13

24

11

24
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Item Library

* Online platform comprised of more than 900 individual items
from over 60 EORTC questionnaires, some of which have been
translated into up to 110 languages

e Aims:

* to facilitate the development and use of existing EORTC
instruments

* to provide users with the possibility to create custom-made ad hoc
item lists

 From STATIC to DYNAMIC approach
e http://www.eortc.be/itemlibrary/
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http://www.eortc.be/itemlibrary/

Where are we today? Main activities of the
Quality of Life Group (#2)

* Development of projects
 Computerized Adaptive Testing (CAT)
 Computer-based Health Evaluation System (CHES)
e Support for QLQ-C30
e Support for CAT
e Utility measures
* Long-term follow-up / Survivors
e Reviews / Meta-analyses
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Support for QLQ-C30 and CAT

* Confirming content validity of the EORTC QLQ-C30

* The anchor-based approach to determine minimal important
differences with the EORTC Quality of Life Group measures

* Development of thresholds for the EORTC QLQ-C30 and the
EORTC CAT measures to enable their use for symptom
screening in daily clinical practice

e Collection of normative data for the EORTC-CAT
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Utility measures

* Determination of European utility weights for a cancer-
specific preference-based Quality of Life measure derived
from the EORTC QLQ-C30

 Comparison of the EORTC QLU-C10D with generic utility
instruments and development of a comprehensive manual for
its use
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Long-term follow-up / survivorship

* Follow-up in early and locally advanced breast cancer
patients: an EORTC QLG-BCG-ROG protocol

* Routine follow-up of gynecological cancer patients: a joint
EORTC QLG-GCG protocol

* Assessment of the Quality of Life of childhood acute
lymphoblastic leukemia patients enrolled in EORTC Children
Leukemia Group trials between 1971 and 1998

* Late toxicity and long-term Quality of Life in head and neck
cancer survivors

* Long-term Quality of Life in acute myeloid leukemia survivors
treated in randomized controlled trials and in real-life settings
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Reviews and meta-analysis

 Combining clinical trial datasets in glioma patients: the added
value of health-related QOL assessment
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... and the Quality of Life Department?

* This was a brief and not exhaustive summary of the activities
of the Quality of Life Group.

 What about the Quality of Lj

epartment?

QUALITY QF LIFE GROUP
IT department

Quality of Life
Department

BREAST CANCER GROUP

Clinicians

Statisticians
SOFT TISSUE Al\1D BONE SARCOMA |CANCER GROUP

Project Managers
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Clinical trials reality (#1)

e 1321 ALT-GIST: A randomised phase Il trial of imatinib
alternating with regorafenib compared to imatinib alone for

the first line treatment of advanced gastrointestinal stromal
tumour (GIST)

1402 EE2012: International randomised controlled trial for the
treatment of newly diagnosed Ewing’s sarcoma family of
tumours — Euro Ewing 2012

* 1506 ANITA: A phase Il multicenter study comparing the
efficacy of the oral angiogenesis inhibitor nintedanib with the
intravenous cytotoxic compound ifosfamide for treatment of
patients with advanced metastatic soft tissue sarcoma after
failure of systemic non-oxazaphosporine-based first line
chemotherapy for inoperable disease — "ANITA"
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Clinical trials reality (#2)

* 62091 TRUSTS: TRUSTS: A phase lIb/Ill multicenter study
comparing the efficacy of trabectedin administered as a 3-
hour or 24 hour infusion to doxorubicin in patients with
advanced or metastatic untreated soft tissue sarcoma

* 62092 STRASS: A phase |l randomized study of preoperative
radiotherapy plus surgery versus surgery alone for patients
with retroperitoneal sarcomas (RPS) — STRASS

* 62113: Arandomized double-blind phase Il study evaluating
the role of maintenance therapy with cabozantinib in high
grade uterine sarcoma (HGUtS) after stabilization or response
to doxorubicin +/- ifosfamide following surgery or in
metastatic first line treatment
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Questions?

Got a research idea?
pmdc@eortc.be
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