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ECPC: "Nothing about us, without us”

Representing 408 cancer patient groups in 44 countries
All cancers — common and rare
Run and governed by patients

Promoting timely access to appropriate prevention, screening, early

diagnosis, treatment and care for all cancer patients
Reducing disparity and inequity across the EU

Encouraging the advance of cancer research & innovation

Increasing cancer patients' influence over European health and research

policy
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European Cancer Patient Coalition’s Activities




ECPC’s key partnerships
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ECPC as a partner of EU institutions

« European Commission
 Joint Action on Cancer Control (CanCon);
« European Partnership for Action Against Cancer (EPAAC)
 Joint Action on Rare Cancers (JARC) and ERN;
 European Commission’s Expert Group on Cancer Control;
« European Network of Cancer Registries;
« ECBIC - Initiative on Breast Cancer,

 European Medicines Agency
« Patients’ and Consumers’ Working Party;

« Strong relationship with the European Parliament
* 4th February 2015 Declaration: 160 signatures;

« European Cancer Patients Bill of Rights (2015): launch at the
EP with previous Health Commissioner,

+ EU Regulation 726/2004 AMENDED; 9
» Access to medicines report AMENDED. .




CanCon: the apex of EU fight against cancer

WHY?

Cancer patients’ involvement

Direct collaboration among Member States
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Patients’ role in CanCon:

few examples
« WP5: policy paper on inequalities
« Unacceptable situation in Europe
 Identification of key needs directly from patients’ organisations
« Support in setting priorities / making the document actual and
politically actionable
 WP5: policy paper on resources reallocation
« Identified what the role of patients organisations can be
« Setting up a roadmap to better involvement of patients
« Helped to set the priorities and examples

 WPS8 Survivorship and rehabilitation

« Help defining cancer patients needs (different types of
rehabilitation, return to work, socio-economic issues);

e Strong support to SCP ‘

e Connection between the recommendations and
medical societies I .
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Our support: CanCon & ECPC events

- Wendy Yared
)
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@EU_CanCon working group #equity policy
paper @cancereu

Regine Kiasuwa represents @EU_CanCon at
#ECPC16 CanCon is best tool we have to fight
for survivorship care plans

Paris, France
2 31 0ct-3 Nov 2016
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Action

Inspiring

Change
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panel #innovation #cancer control
#CANCON16 @EU_CanCon
@CancerLeagues

S

B 4 el | ¥

. @EU_CanCon on top of Seychell speech
priorities for opening of #£ECPC16 WE ARE
PROUD YO BE A PARTNER!

5 2 SNDOMc

05 PM - 3 Jun 2016 from Elsene, Belgié

(5

SucEB=M-@E




ECPC - UICC Europe Regional Meeting at
World Cancer Congress Paris 2016

J it ECPC  Following Fatima Cardoso: @myESMO guidelines are
tools for cancer advocacy!Honoured to have

Claudia Ferrari @Institut_cancer memorandum with ESMO to update guidelines!
#2016wcce

@EU_CanCon shows CanCon
recommendations on #survivorship Time to
create survivorship care plans #2016wcc

ECPC's Francesco De Lorenzo: @EU_CanCon
Survivorship care plans w tertiary prevention,
psychological support, good quality of life
#2016WCC
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We are doing our part:
ECPC — ESMO Memorandum of Understanding

GOOD SCIENCE
BETTER MEDICINE
BEST PRACTICE

e Signed in May 2016

« Strengthens the collaboration between ECPC and
ESMO

* Not only formal agreement, but also practical
collaboration on concrete projects:
» Update of the ESMO Guidelines
« Update of the Patients Guides
e Survivorship
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ECPC & ESMO work on Survivorship
Making SCP happen by building alliances

Question: how to we implement in reality the
survivorship care plans (from CanCon)?

« ECPC and ESMO will update the Guidelines to include
more an better info on survivorship

« ECPC is working with ESMO Practicing Oncologist
Committee to produce a European version of the
survivorship template
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ESMO Guidelines an Patients Guides

« Guidelines
« Highest standard of clinical practice
» Collective effort (ESMO Guidelines Committee)
« More than 80 guidelines, constantly updated

« ECPC and its Members will input directly on the text of the
new drafts

« Focus on survivorship

7 guidelines already produced

» Follicular lymphoma, stomach cancer, biliary tract cancer, breast
cancer, NSCLC, renal cancer, oeasophagus cancer

« Patients Guide on Survivorship and Rehabilitation
* Practical, actionable info on how to deal with survivorship
* For patients and oncologist
* To be launched in Autumn 2017 ‘
* European version of the survivorship templat .




ASCO Cancer Survivorship Compendium

Providing patients with comprehensive care follow up

General Information

Patient Name: Patient DOB:

Patient phone: Email:

Health Care Providers (Including Names, Institution)

Primary Care Provider:

Surgeon:

Radiation Oncologist:

Medical Oncologist:

Other Providers:

Treatment Summary

Diagnosis

Cancer Type/Location/Histology Subtype: Diagnosis Date (year):
Stage: [J1I i i [CONot applicable

Treatment
Surgery [1 Yes [INo Surgery Date(s) (year):

Surgical procedure/location/findings:

Radiation [] Yes [INo Body area treated: End Date (year):

Systemic Therapy (chemotherapy, hormonal therapy, other) []1 Yes [INo

Names of Agents Used End Dates (year)

Persistent symptoms or side effects at completion of treatment: o0 No o Yes (enter type(s)) :

Familial Cancer Risk Assessment

Genetic/hereditary risk factor(s) or predisposing conditions:

Genetic counseling: o0 Yes o No Genetic testing results:

Follow-up Care Plan

Need for ongoing (adjuvant) treatment for cancer []Yes [] No

Additional treatment name Planned duration Possible Side effects

Schedule of clinical visits

Coordinating Provider When/How often

e
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ASCO Cancer Survivorship Compendium
Providing patients with comprehensive care follow up

Cancer surveillance or other recommended related tests

Coordinating Provider What/When/How Often

Please continue to see your primary care provider for all general health care recommended for a (man) (woman) your age,
including cancer screening tests. Any symptoms should be brought to the attention of your provider:

1. Anything that represents a brand new symptom,;

2. Anything that represents a persistent symptom;

3. Anything you are worried about that might be related to the cancer coming back.

Possible late- and long-term effects that someone with this type of cancer and treatment may experience

Cancer survivors may experience issues with the areas listed below. If you have any concerns in these or other areas, please
speak with your doctors or nurses to find out how you can get help with them.

O Emotional and mental health O Fatigue O Weight changes OStopping smoking

O Physical Functioning O Insurance O School/Work OFinancial advice or assistance
O Memory or concentration loss [ Parenting O Fertility O Sexual functioning

O Other

A number of lifestyle/behaviors can affect your ongoing health, including the risk for the cancer coming back or developing
another cancer. Discuss these recommendations with your doctor or nurse:

OTobacco use/cessation O Diet
OAlcohol use OSun screen use
OWeight management (loss/gain) OPhysical activity

Resources you may be interested in:

Other comments:

Prepared by: Delivered on:




CanCon: the apex of EU fight against cancer

WHY?

Cancer patients’ involvement

Direct collaboration among Member States
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Topics of interest for cancer patients
that are directly linked to the EU

Approval of new
medicines

Data protection

Access to cross-border
healthcare

Participation to clinical
trials

Orphan drugs

Medicines for kids cancer
Rare cancers

Biobanking

Cancer registries

Financing of healthcare
systems

Social and employment
policies

Health Technology
Assessment

But IMPLEMENTATION of
National Cancer Plan is
not one of them!
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The problem with the EU & Health
We need to work on 2 levels

European
Commission
Council of
Ministers

uropean level National level

European
Parliament

Gatepoints for lobbying at Gatepoints for lobbying

the EU level at the national level
ECPC ECPC Members
European Parliament EP constituents
European Commission &

CanCon partners
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European level
EP is a strong supporter of cancer patients

European Cancer Patients Bill of Rights (2015): launch
at the EP with Health Commissioner;

4th February 2015 Declaration: 160 signatures;

EU Regulation 726/2004 AMENDED with input from
ECPC;

INI Report on access to medicines report AMENDED
with input from ECPC,;

mHealth in oncology: EP supported ECPC event in 2016
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CanCon’s connection with
national decision makers

26 partners from 17 countries, nominated by health
ministries: CanCon can directly influence national
decision makers;

CanCon consolidated a community of like-minded
experts/officials: stable pool of European experts (WP5)

The recommendations are based on EXPERIENCE and
BEST PRACTICE = actionable examples

Expert Group on Cancer Control was thoroughly updated
and informed on CanCon deliverables;

» Those responsible for the production of recommendations are
also co-creators of the same recommendations
‘ EUROPEAN
CANCER
PATIENT
C ITION
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What are the key challenges for the future?
Implementation of CanCon
 CanCon Guide & Policy Paper are BEST CHANCE we
have to enhance our NCPs

* Evidence-based
« Patient-centered
« Based on experience from Member States

Every CanCon partner has the responsibility to
promote the Guide and Policy Papers at national level

But that is not enough...
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Implementation of CanCon

What the Commission can do?
* First and foremost: keep up the good work

« JARC & ERN are great instruments to be connected with
CanCon recommendations;

e Sustain and increase engagement in cancer;
* No legislation = HIGHER POLITICAL ENGAGEMENT;
« Bring cancer on top of EU agenda,;
 Help in engaging Council and European Parliament;

* Next Joint Action:
* Increased role of European patients organisations;
« Focus on inequalities and innovation.

To the exceptional results of CanCon
must correspond exceptional measures by ths

22 .

* Potentiate the role of the Expert Group on Cancer Control;



Implementation of CanCon

What Member States can do?
We ask, with strong voice and full confidence, that

all 17 Member States involved in CanCon will
Implement the recommendations to their national
cancer plans;

not to waste the opportunity provided by CanCon to
bring cancer on top of national and EU agendas

Ensure implementation by identifying and tasking
specific body to transpose CanCon
recommendations to NCPS



Conclusions:
our hope, our role




Conclusion

* The role of patients in cancer policy

« CanCon demonstrated that patients can be co-creators of
highest level cancer policies;

« The European Commission is a model for patients’ involvement,
but it must keep cancer on top of policy agenda

« ECPC and its members organisations are key to make things
happen at EU and national level

* Future challenges
« IMPLEMENTATION, IMPLEMENTATION, IMPLEMENTATION

ECPC can help by:
Alliances with medical societies (ESMO example)
Raising awareness of our 408 Members ‘ EUROPE
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ECPC: CanCon watchdog
How?
Dissemination of the CanCon recommendations
to our 408 Members

Dedicated session at ECPC Annual General
Meeting

Support (capacity building) to our Members
* Collection of information from our Members

« Awareness raising towards European Parliament
« Eventin 2" half 20177

« Participation in next Joint Action on Cancer
 How will European organisations collaborate?!
&

C IT
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Conclusions

CanCon represents also an opportunity for Member States.

Too many EU countries are experiencing great disaffection for the EU values
and the European ideal, which are fundamental for cancer patients.
ECPC strongly believes in Europe and we are glad to be also Europe’s
advocates, creating added value for all our Members and encouraging
them to engage at the EU and national level. All our 408 members
believe that TOGETHER we can achieve more for cancer patients.

Member States have the opportunity to demonstrate to their citizens that, by
collaborating with other countries, together they can devise and
Implement practical and effective solutions to defeat cancer.

To those governments, public officials and other stakeholders who
believe in the potency of the CanCon recommendations, we pledge
our commitment to support you and your work for a better future for
all cancer patients.

Francesco De Lorenzo
ECPC President
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Thank for your attention

Francesco Florindi
Head of EU Affairs
francesco.florindi@ecpc.org

G @cancereu; @francescoflo

g European Cancer Patient Coalition

You
e ECPCtv

Nothing About Us Without Us
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