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EUROPE’S BEATING CANCER PLAN

How to respond? oy CETSSTRVEFORMORE

Contribute to this consultation by filling in the online questionnaire - link attached

REGISTER

MULTILINGUAL In order to fill the online

DEADLINE | | |
Questionnaire is guestionnaire you will
have to register at the

21 May 2020 (midnight available in some or all el e
Brussels time). official EU languages. ofticial we S"feo the
If unable to fill the You can submit your European Union.

‘ ' : : It will take nho more than
e responses in any official .
contact sante- EU language 5 minutes.
cancer@ec.europa.eu '
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Ste ps to Reg iSte r EUROPE’S BEATING CANCER PLAN

LET’S STRIVE FOR MORE
’ #EUCancerPlan

Technical instructions

Confirmation email on newly created account may take up to 24 hours! STEP 2: Access the EU Cancer Public consultation

. 2a. Go to:
Tl?eref?re' everyone I.S Strongly encouraged to Cre?te aC.Count https://ec.europa.eufinfo/law/better-regulation/have-your-say/initiatives/12 154-Europe-s-Beating-Cancer-Plan
in a timely manner in order to respond on questionnaire.

Scroll to the bottom of the page to “Public consultation”

STEP 1. Create an account on EU Health Policy Platform (required to be able to submit comment)

1a. Go to: https://webgate.ec.europa.eu/cas/eim/external/register.cgi
1b. Fill in the form

Create an account

First name

Last name

E-mall

Confirm e-mail

E-muail language

| English {sn}

Enter the code

TANERALE TN

v

1c. Create a password (activation link will be sent to your email address)

.77 « Childhood
9 Pa - ) Cancer
International

SIOP Europe vt et e EUROPE
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European
Commission

EUROPE’S BEATING CANCER PLAN

Steps to Register

Technical instructions

2c. After clicking ‘Go to consultations’, you will be directed to this website page:
https://ec.europa.eu/info/law/better-regulation/have-your-say/initiatives/12154-Europe-s-Beating-
Cancer-Plan/public-consultation

PAGE CONTENTS

2b. Click ‘Go to consultation’ (to view the consultation and become acquainted further) e

Target audience Evary yoar, 35 milian peopie n the EU are dagnosed with cancer, and 1.3 millon poople die from
cancer aach year Infact 40% of us are tkely 1o faca this dssase al some stage of our il The EU
Why we are consulting has besn actvely working % reduce the Incidance of cancer for dacades The frst Ewrope against
Cancer Plan', dating back to the iate 16805, resulted in imperiant EU iegsiation on tobacco and
Responding to the il < . < .
occupational heslth Since then, EU Member States have comemlted 10 reducng merlalty from

questionnaire chronc disoases, ncluding cancer Against this background Commission President von der Layen

Why we are consulting

ALL FEEDBACK [33"] Contact has commtted %0 a European plan 10 fight cancer. %0 suppont Mamber States and stakaholders in
s = INPrOVINg Cancer control and care 10 reducs the sulferng caused by this disease The Commission
P “h‘l Ic cons u Itatlon nlends to dasign e plan 1o cover the entre Cycle of e disease staring from prévention and aary
Roadmap disgnosis to treatment and quality of ie of patients and survivers. shst be placed t he centre of
this plan. With this public consultation, the Europoan Commission invies al interested indriduals or
Feedback period FEEDBACK QPEN 0rganisatons to sHare Mg views and Sxpenances 10 feed nto a European cances plan pusing
04 February 2020 - 03 March European cilizens at the centre. Moce Information on EU.actions on cancer
2020 Feedback period itz i essropa ewhesitivoon_commyncatie_dseasesicancar_e
0w February 2020 - 07 May 2020 (midnight Brossels tirme) o & a
FEEDBACK: CLOSED Responding to the questionnaire

The Commission would like to hear your views.
You can contnbute 10 this consutason by Hing in e onling queshonnare If you are unatie 10 use

U Public consultation Through public consulTations you Can express wour views on aspects of EL laws and policies before The Commizsion the onine QUEsTONNAie, please CoNAt us using e emal Bddrass bekw

dli! & e O

Questionnaires ars avallable 1 soma or all ofical EL) sanguages. You can submit your 185ponses in
any ofMcal EU language

Feadback period
04 Fabruary 2020 - 07 May 20

For reasons of transparency, r.tgummms and businesses '.!KX”Q part in pubic consulations ¥e
asked 1o regstar in the EU's Transpecancy Registar
Type

. Personal data and priva
Cammunscation

Tha Europoan Union s commted o umcﬂmg your parsonal data and 10 respecting your prvacy.
When carmying out public consultations we adnera 10 the pobcy on ‘protection of ndriduais with

FEEDBACK: OPEN
on adoption

UFCOMING

Commission adoption

Planned for 1egard 10 the peocessng of personal data by tha Community Insilutions”, based on Ragulation (EU)
Fourth quares 2020 Planned for 20181725 12 00 processing of personal dala by the EU instiutions

Fourth quarter 2020

Subscribe to receive notifications

Be notified by email when new initiatives are added on topics you're interested in or follow developments 1o individual
Initiatives,

¥au can manage your subscription prederences whenever you like
3d. Click ‘Respond to the questionnaire’ in order to access it (you will be asked to log into your
account on EU Health Policy Platform)

Share this page:

¢ Cancer
7, International

=" " EUROPE
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EUROPE’S BEATING CANCER PLAN

The Questionnaire

ABOUT YOU
- Postal address of your Work experience:
PERSONAL DETAILS organisation - Cancer care
- Country of origin* - Pharmaceutical industry
- Publication privacy - Social care sector
- Language of contribution® settings* - Healthcare sector
- Giving contribution as® (anonymous/public) - Education sector
- Full name*, e-mail address", - | agree with the personal - Health/social insurance
gender, age data protection* sector
- Highest degree obtained - Are you a Health Care - Public administration

Professional (HCP)

+ Childhood
SPY Qe Gl

" '
(ShIOEPEpropeS ety for Paediatric Oncol P EURGF’E



G e n e ra I q u eSt i o n s EUROPE’S BATING CANCER PLAN

LET'S STRIVE FOR MORE

‘ #EUCancerPlan

Recognising that each stakeholder has specific concerns, the below proposed messages come form
our mutually endorsed position statement.
Alignment on these in our respective replies can send a strong unified message.

St

SIOP Eur
the Europea

1. On a scale from O to
10, how present is

cancer in your life?

(O is not at all present and 10
very present). Only values
between 1 and 10 are allowed.

10

‘PQ ADe &ﬁ ) Gancer

PnnCnnc ;
pe ciety for Paediatric Oncol P EH’KHFE

2. What do you think is needed to beat cancer?

a) What do you think citizens can do to help beat cancer? oo chars max

incl. spaces)

» Raise public awareness of childhood cancer as a leading burden in
Europe

» Engage with policymakers at the national and the European levels to

convey the urgency of addressing these issues - Members of European
Parliament (MEPs), Health Ministry, etc

» Respond to EU consultations

Emphasise the full implications of childhood cancer for young
patients, their patents, adult survivors, society and economy at large.

International



EUROPE’S BEATING CANCER PLAN

General questions oy  CETSSTRUE FORMoRE

Alignment on key messages in our respective replies will send a strong unified signal.

b) What do you think health professionals can do to help beat cancer? (600 chars max incl. spaces)

» Advance research progress in an area of ‘market failure’
> Exploit the Al potential for paediatric cancers

» Eradicate inequalities though cross-border healthcare expertise shating and interventions,
eg ERN PaedCan

» Implement evidence-based follow-up care models to serve childhood cancer survivors
» Provide continuous education and training for health professionals
» Foster multidisciplinary international collaboration

Emphasise that EU funding and enabling policies are imperative if the above actions are to be
realised.

+ Childhood
SPY Qe Gl
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EUROPE’S BEATING CANCER PLAN

General questions o LETSSIRIVEFORMORE

Alignment on key messages in our respective replies will send a strong unified signal.

c) What do you think public authorities/national governments can do to help beat cancer?
» Dedicate a section on paediatric cancer in Europe’s Beating Cancer Plan and ensure focused
implementation

» Dedicate a section on paediatric cancer in National Cancer Plans and ensure focused
implementation

» Ensure sustainability and enabling rules of cross-border care to support the ERN model
» Revise the regulatory framework for paediatric medicine development
» Foster equal access to essential medicines

» Make provisions on appropriate follow-up care and non-discrimination of survivors based on novel
models such as the Survivorship Passport

» Ensuring financial and job security for parents caring for severely ill children

+ Childhood
SPY Qe Gl
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General questions e

’ #EUCancerPlan

Alignment on key messages in our respective replies will send a strong unified signal.

3. Do you support the idea that the EU should do more to address cancer?
Yes, No, | don't know.

In which areas do you think the EU should prioritise its efforts: (ore-defined /ist - choose top 3)

» Treatment and quality of life of patients and carers (improve access to innovation)

> Life after cancer (better medical follow up)

» Research and collection of information

Or chose the option ‘Other’ to call for a Chapter on paediatric cancer across all areas

» Childhood
SPY 1D T,

— '
the European Society for Paediatric Oncol e EHRGPE



STEP |I: PREVENTION

Preventing cancer by addressing risk factors

4. Do you have enough information about how to prevent cancer?
Yes, No, | don't know.

What information would you need: (600 character(s) max incl spaces)

- Investigate genetic predisposition to paediatric cancers.

- Need for research on oncogenic drivers, supported by big data and Al
- Explore further research opportunities on other types of exposure

All of the above requires EU funding in this highly specific rare disease area.

./1" » Childhood
SI ”P a K.* 4 Cancer
SIOP Europe ¢ pFII'ICFIFIC k | Interpatlﬂnal

the Europea ciety for Paediatric Oncol a“e’



STEP |I: PREVENTION

Preventing cancer by addressing risk factors

5. Which of the actions below do you think would have If you chose "Other", please
the biggest impact on your lifestyle habits? describe It (600 charactert(s))
(e.g. diet, physical activity, tobacco or alcohol consumption) maximum):

- No known alterable risk factors to
Multiple choices (choose top 3):

« Measures on prices (including both taxation and/or
incentives)

prevent most childhood cancers.
- Need to focus on genetic

predisposition as the known factor

Advertising (up to 10% of paediatric cancers)

Information campaigns - Secondary prevention in survivors is

Legislation
Other

a key orientation

./f-i" » Childhood
SI P a % 4 Cancer
SIOP Europe F'FII'ICFIFIC ‘(\ ! Interpatlﬂnal

the European Society for Paediatric Oncol after



STEP lIl: EARLY DIAGNOSIS

Preventing avoidable cancer cases through cancer screening

An early cancer diagnosis can often significantly increase the chances of successful treatment. The European
Union has issued recommendations for the screening of breast, cervical and colorectal cancer.

6. Do you think the EU
should extend
recommendations for
screening of other
types of cancer,
beyond breast, cervical
and colorectal cancer?
Yes, No, | don't know.

./f-i" » Childhood
SI P a % 4 Cancer
SIOP Europe | pFII'ICFIFIC ‘(\ 2 Interpatlﬂnal

the Europea ciety for Paediatric Oncol after

To which types of
cancer in priority?

« Lung cancer

« Gastric cancer
 Prostate cancer
 Ovarian cancer

« Other types of cancer

Other types of cancer:
(600 character(s) maximum)
- Increase awareness among
HCPs on symptoms of
childhood cancers

- Genetic screening and
counseling for paediatric
cancer.

- Personalised screening
programmes for survivors

based on the SurPass model



STEP lIl: EARLY DIAGNOSIS

Preventing avoidable cancer cases through cancer screening

An early cancer diagnosis can often significantly increase the chances of successful treatment. The European
Union has issued recommendations for the screening of breast, cervical and colorectal cancer.

7. What could influence your decision to take part in a cancer screening programme?
Multiple choices:

- Information about the usefulness of screening and early diagnosis

- Convenience (proximity)

- Cost

- Expertise and skills of healthcare workers

- The safety and quality of the equipment

- Other

(Personal, all pick is possible, not more than 3 choices)

./f-i" » Childhood
SI P a % 4 Cancer
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STEP lll: TREATMENT

Best available care, treatment and quality of life for all cancer patients

- Review the EU paediatric - Ensure sustainability of
regulation European Reference
8. What could Europe do . Counter shortages of Networks
to ensure that cancer essential anticancer - Ensure and align
patients across Europe medicines implementation of Cross-
receive the best available - Ensure appropriate pricing border Health Care Directive
treatment at an and reimbursement of across Europe
affordable price, medicines (further ensure the
independently of where . Early clinical trial access for reimbursement process
they live? children with poor across all Member States -
N.B. An open-ended question. Orognosis MS)

./f-i" » Childhood
SI P a % 4 Cancer
SIOP Europe | pFII'ICFIFIC ‘(\ 2 Interpatlﬂnal
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STEP lll: TREATMENT

Best available care, treatment and quality of life for all cancer patients

How can this be
improved: (600 character(s)

maximuim)
9. Do you believe that » Timely access to an
you know where to overview of available early 10. Do you consider
find sufficient clinical trials across Europe. sufficient written
information about - One stop portal with all information regarding
available cancer clinical trials happening and cancer diagnosis and
treatment services planned to happen. possible treatments is
where you live? . European Reference available to patients?
Yes No. Networks visibility on national Yes, No, | don't know.
level

s Childhood

g P a L‘{ Cancer
PanCane \c\ Internatmnal

SIOP Eur ope
the Europea ciety for Paediatric Oncol after



STEP lll: TREATMENT

Best available care, treatment and quality of life for all cancer patients

11. Do you consider
adequate support,
both inside and
outside of the
healthcare setting, is
available to cancer
patients?

Yes, No, | don't know.

507 Europe PnnCnnc k

e European Society for

,,,/—i‘f e Ehildhnnd
St Pa G et o

What additional support do you consider could be made
available? (600 character(s) maximum)

- Despite the high burden, paediatric cancers have so far been largely
left behind in the overarching oncology agenda.

- A chapter on paediatric cancer in Europe’s Beating Cancer Plan
coupled with focused funding and implementation can make a

transformative change

By dedicating specific provisions for the paedatirc population,
Europe’s Cancer Plan can redress the imbalance and put children
and adolescents - our future - at the forefront of the anti-cancer effort



STEP lll: TREATMENT

Best available care, treatment and quality of life for all cancer patients

12. In your experience, 13. Do you consider that adequate means are available to
do cancer patients help families and friends caring for cancer patients?

receive treatment from ves, No, | don't know.

a multidisciplinary What additional support do you consider could be made
team of health available? (600 character(s) maximum)

professionals

(oncologists, « The right of the hospitalised child to “constant and continuous
researchers, parental involvement” throughout patient journey
psychologists)? « Secure sustained livelihood for parents of severely ill children,
Yes, No, | don't know. such as social support and employment security.

./—i‘ » Childhood
g Pa [ 1 4 Cancer
International

S0P Europe - PnnCnnc k |



STEP IV: SOCIAL INTEGRATION

Quality of life with and after cancer

i Please indicate in which areas challenges are particularly significant:
14. In your country/region, do

. . * Lack of social rehabilitation, including employment
cancer survivors receive

« Lack of education and training on self-management of your daily life
follow-up and support after

(empowerment of cancer survivors)
treatment? Yes No, | don't

_ * Lack of psychological support to address distress and depression
KNow. (Please reply according to your

o _ * Lack of training and support of your informal carers
respective situation.)

.  Lack of capacity of physicians and nurses to recognise your distress and
15. Do you consider that pacity ot phy gnisey

. . depression
cancer survivors experience

e epe . .  Problems linked with medical follow-up, including management of the late
significant challenges In their
daily life?

Yes, No, | don't know.

effects of treatment
* Problems linked with other diseases (co-Morbidity)

e Others

./f-i" » Childhood
SI P a % 4 Cancer
SIOP Europe | pFII'ICFIFIC ‘(\ 2 Interpatlﬂnal

the Europea ciety for Paediatric Oncol after



STEP IV: SOCIAL INTEGRATION

Quality of life with and after cancer

In the event we cannot tick more than 3 options (we’'ll find out when filling in the
questionnaire online), we can tick “others” and provide the list:

» The rarity of individual paediatric cancers translates into specific long-term side effects that most
survivors experience throughout adulthood.

* The use of older therapies due to lack of innovation in the sector compounds the late-effect
burden.

 The number of childhood cancer survivors in Europe is estimated at 500,000 and increasing.
» Specific approaches and EU support are needed to facilitate:

- equal access to long-term follow-up care

- transition from paediatric to adult settings.

- countering life-long discrimination in line with the right to be forgotten principle

‘,,;1‘ « Childhood
g Pa /114 Cancer _
- International

s0p Europe PnnCnnc \ -



STEP IV: SOCIAL INTEGRATION

Quality of life with and after cancer

17. Do you know or have

experience of any To support:

e Person Centred Care

16. Do cancer patients and !oarticularly good practice . Tramcition betweon
survivors receive In supporting cancer _y

psychosocial support survivors, or do you have . Saedlat”? 2nd ac.leI“t - -
during or after their any suggestions as to how I ystermnatic SHIVEAnes ©
T this could be done? ong-term side effects

* European survivorship
Yes, No, | don't know.
passport
 Implement ‘right to be

forgotten’ in all Europe

Good practice:
.~ Survivorship Passport
PanCare Follow Up Project

(Please reply according to

your respective situation.)

‘,,;1‘ « Childhood
g Pa /114 Cancer _
- International
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www.survivorshippassport.org
http://pancarefollowup.eu/

General questions

A second round of broader topic queries

18. Tell us what a successful cancer plan means to you. 10 years after we implement the plan,
what should have improved in the lives of European citizens?
« A dedicated section for children, adolescents and young adults in the EU Beating Cancer Plan is integrated in EU
and in every Member State (MS) cancer plans with focus on the following key elements:

= Equality in access to treatment;

= Developed new drugs specifically for children with cancer;

= Financing of research on Artificial Intelligence potential;

= Set-up of a multidisciplinary long-term follow-up for survivors to improve quality of life;

= Establishment of European database for paediatric cancer;

= Psychosocial and economic protection for families;

./1" » Childhood
SI ”P a K.* 4 Cancer
SIOP Europe PnnCnnc \H\ ! Interpatlﬂnal

the European Society for Paediatric Oncol P aterc



General questions

ASs

S

SIOP E rope_

econd round of broader topic queries

19. Provided it is securely managed and in
full respect of data protection would you
share your personal health data in order to
help others and contribute to health
improvements (tick all that apply)

* With doctors?

* With researchers?

« With pharmaceutical industry?

Sharing data is important because all paediatric
cancers are rare - data are precious and should
not be wasted. Tick which parties you would
agree to share your data with.

.,f-i‘ « Childhood
Pa /14 Cancer
International

PnnCnnc k ”

20. Have you received
information on or been
informed about the possibility
to take part in clinical trials,
including their benefits and
risks?

Yes, No, Not applicable

(Please reply according to your

respective situation.)




General questions

A second round of broader topic queries

21. How can you (or your organisation) contribute to
the EU plan on cancer?

« SIOP Europe

 CCI Europe

« PanCare

Working collaboratively we encompass the entire paediatric
cancer community in Europe with a long track record of

cross-order collaboration, a common strategic plan, and m

existing implementation platforms. Progress is limited by

lack of funding. The EU is ideally positioned to support the Be the change you wish
sector given the rarity of individual childhood cancers and to seel

their large shared burden across Member States.

vfj‘ » Childhood
SI Pa [ 1~ 4 Cancer
SIOP Europe pFIl'ICFIFIC \H\ ! Interpatmnal
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PLEASE SEND YOUR QUESTIONS
ON “office@siope.eu”




SIOP Europe
the European Society for Paediatric Oncology

e-mail: office@siope.eu

THANK YOU

For participating and
making a change

Cancer
International

EUROPE

e-mail: europe@cci.care

*x X %

HDe

PAanCAarc

Pan-European Network for Care of Survivors
after Childhood and Adolescent Cancer

e-mail: info@pancare.eu
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