EORTC—JCOG PRO/QOL Workshop
2018. 09. 01

PRO/QOL
The patient perspective (1)

Laureline Gatellier

Japan Brain Tumor Alliance (JBTA)
Rare Cancers Japan (RCJ)

.- —R@EA
@) ) WO RafER R v NI—2 458 BrELrABERTINO—D

£A |APAT\ - RA”\ U N‘OR LL'A\JCE Rare Cancer
{REW»

J AP AN

TR TEmE lwww.icrweb.jp



2016

* 10.2016: member of Japan Brain Tumor Alliance (JBTA)
11.2016 :

2017

02.2017:

05.2017: 1 article in International Brain Tumour Alliance (IBTA)

attendance to SNO — Arizona, US

speaker at JBTA meeting, Tokyo JP

magazine

05.2017:
07.2017:
08.2017:
09.2017:
09.2017:
10.2017:

board member of JBTA
board member of RCJ

represent JBTA at Japan Cancer Forum, Tokyo, JP i
represent RCJ at Rare Cancer Europe at ESMO Madrid, Spain
attend Survivor Scientist program (SSP) at JCA, Yokohama, JP
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attend IBTA summit in London UK — I
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Laureline Gatellier, PhD, MBA
Advocacy Background

2018

01.2018:
02.2018:
03.2018:
04.2018:
05.2018:
05.2018:
08.2018:
08.2018:
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represent JBTA at FFJCP in Tokyo, JP

Patient days, EORTC, Brussels, Belgium I I
RCE/RCJ meeting, ESMO, Brussels, BE

SSP at AACR, Chicago, US
Elected president of JBTA

3 articles in IBTA magazine
consult NCI specialists on PRO, US
represent JBTA at JCF, Tokyo, JP

Professional background —

07.2018 — present: NCC In
11.2005 — 06.2018: Pharma industry [ Japan

04.2000 - 10.2005: Academia (incl.
Master & PhD) .
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Agenda

1. The Patient Experience — Brain Tumor
2. Why tracking of symptoms and QOL is

essential

3. Use of PROs in Japan
4. Future and expectations

https://www.icrweb.jp



The Patient Experience — Brain Tumour (BT)
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Ketogenic diet
(CyberKnlfe) Impact on Quality of Life:
Diarrhea, nauseated, constipated, tired, impact on

o Cu rrent Status stab'e tumor family life and social activities

» Tense /irritable / remembering things / concentrating '
« Uncertain about future

dlagn03|s craniotomy

First
craniotomy

Chemotherapy

« Seizures P =
* Vision blurred 2 . & e
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« Mid-Long term side effects — Chemobrain? S Sy 1
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* Life expectancy? (



Why tracking of symptoms and QOL is essential - C) 030
Clinical Care ».

 Discordance between physician and patient reports

« PRO symptom A —_ All Patients
monitoring with PRO . o0 |
during routine cancer _ I = e
treatment = | = E
* Improved symptom £z o =
control through £= -
systematic patient < % 20
reporting oy
« Fewer hospitalizations, o T -
supe_rior qua“ty-adeSted e o : 6 Mon1tis Sir:f:e En:;IImer::: )
SurVIVal among OtherS Basch et al., Lancet Oncol 2006 7:903-909

Basch et al., J Clin Oncol 2016 34:557-565
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Why tracking of symptoms and QOL is essential -
New therapies and long term effects

&_M:'M UNDERSTANDING _-Asco.
IMMUNOTHERAPY
. “Many molecularly targeted therapies and - SIDEEFFECTS

Immunotherapies have AEs that are low grade,
develop gradually and may become persistent and/[ " ag
or intolerable with sustained treatment”. mmztae s

* PROs will be key combined with immunotherapies
and genetic testing, as everyone responds
differently to treatment

rmo
problems (especially the
thyroid, pituitary, adrenal

Orcran s e THE PERCENTAGE OF PATIENTS

\WHO SELF-REPORTED A
DECLINE IN COGNITIVE FUNCTION
AFTER COMPLETING CHEMOTHERAPY

)
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 PROs allow to compare two treatments

* PROs allow to evaluate long term impact of one
treatment among individuals




Use of PROs in Japan
Patient Perspective

1. Tool prepared by patients and
evaluated by specialists

Patients need it for their own
tracking (incl. longer term
assessment)

2. EORTC QLQ30 BN20

3. PRO-CTCAE

4. Available tools on the web:
Cancer.Net
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Log a Symptom

What symptom are you experiencing?

Select a symptom from the list below:

Anxiety

Appetite Loss
Bleeding

Confusion or Delirium
Constipation
Depression

Diarrhea

Dry Mouth

Fatigue

{TomETURme

O M 0 M THHE

: Lieh?

0 L O 5 THHE
\

FiIcARDELEN?

W JokoF |

he mouth (cheilosis/cheilitis)
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n of Cancer Control and Population
)F HEALTH, in Bethesda, Maryland,
i 'ms of Use.
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Use of PROs in Japan &) 0':‘0
Brain tumor concrete initiative

» Lead: Occupational Therapist A B FE) 4 1B
Takuro Sakurai

« Use of EORTC QLQ C30 and BN20 to
compare QOL before and after treatment
between primary and metastatic brain
tumors

* 113 patients

NCCH_OT Assessment

v MMSE BHIEsS

v TMT FEEhEE

v CFS #a%

v  MDASI-J §ERZX 7

v EORTC QLQ C30 & BN20 [QOL)
v FIM BS4&EEDE

v Glip Strength ##5
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3.2. Use of PROs in Japan prgies

_ * lack of clinical psychologists
Neurosu rgeon pers pectlve « Cost of QOL assessment: not attractive
for hospital
* PROs not familiar in Japan

QOL assessment batteries, incl. * BTl is arare disease
PRO, are rarely used, not
common in Japan
Rather, physician assessments

are used, simpler, less time-
consuming (e.g. WISC, K-ABC)

Unfortunately | have never seen PROs
(brain tumor patient-reported outcome)
in Japan. In this aspect, Japan has
been far behind EU/US.

If the patient uses a tracking tool
like PRO, that will support my

Regarding PRO, | have no clinical practice! Please suggest it
knowledge and idea. Sorry. But | to BT patients!

think it is very important to analyze

patients’ satisfaction. If | understand AFS and ‘'thermometers or distress anc
what it is and feel necessity, | would impediment” can be simple alternatives for

to use it. QLQ-C30 and BN20”
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A tracking tool like PRO is

what | need!

| am too shy to explain my Great form! | don’t need

symptoms to my doctor. to ask questions that will

This is an objective and embarrass you! | will be

regular tracking of my glad to ask you focused

symptom in mid/long term. questions as soon as we
meet. | will scan and keep

the data you brought.
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Thank you very much for your attention.
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