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POLISH CANCER PATIENT COALITION —THE SCALE

Polish Cancer F"
Patient Coalition

Stands for the rights of 2,5 million cancer patients in Poland

Polish Cancer Patient Coalition unites over 100 thousand cancer
patients associated in 32 patient organizations in Poland dedicated
to adult & children oncology.

Vienna, September 24th



The primary objectives of the foundation are:

« comprehensive support and collaboration with
patient cancer organizations

Szymon Chrostowski

« creating a common health policy President

 representing member organizations in dealing
with public institutions (Ministry of Health,
Parliament, National Health Found etc.)

- exchanging experience and examples of good
practices to enhance cancer patients

s - Krystyna Wechmann
organizations at national and European level.

Vice-President

Vienna, September 24th



Partners :

« other foundations and

associations
government

local authorities
medical associations
medical centers
European organizations
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Polskie Towarzystwo
Onkologii Klinicznej

serce Polski

POLSKIE TOWARZYSTWO
SEKSUOLOGICZNE

POLISH SEXOLOGICAL SOCIETY

Europejskie
Centrum
Zdrowia
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Vienna, September 24th
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ANNUAL CANCER PATIENT FORUM

public debate on the health system attended by cancer
patient organizations, health care system experts, scientific
societies, parliamentary health committee, ministry of
health & government representatives, ombudsman &
media.

= main patient related topics
= debates
= recommendations



ACADEMY OF GOOD PRACTICE

series of trainings and workshops for leaders of cancer
patient organizations. Academy aims to increase
competence in management of patient organizations,
as well as increase their abilities to cooperate with
physicians, policy makers and the media.

= lectures

= workshops
= integration
= partnership




POLISH CANCER PATIENT COALITION — OWN THE MEDIA
GLOS

T PACJENTA
= distributed to patient organizations,
oncological centers & clinics around O N K O L O G I C Z N E G O

the country Bezptatne pismo Polskiej Koalicji Pacjentow Onkologicznych

= articles by specialists & patients
= commentary on major topics o e .
a}PAC]ENTA PACJENTA
‘ 2. O OO G LN E GO

KOLOGICZNEGO

= first professional oncological patient
edited & focused magazine

= available for free

PACJENTA
O OLGICZNE GO STRATEGIA DLA POLSKIEJ ONKOLOGII

SKORA ORAZ TKANKI JAMY USTNEJ | TWARZY
W CZASIE CHEMIO- | RADIOTERAPII

CZERNIAK - PROBLEM na lata 2016-2025 z perspektywy
MEDYCZNY | SPO&ECZNY pacjenta onkologicznego




POLISH CANCER PATIENT COALITION — NATIONAL HELP SERVICE

Excluded Patient

Help program for oncological patients P ﬂ CJ E N -I-

Social program organized by the Polish Cancer

Patient Coalition, supporting people with cancer, WY K I_U CZO N Y
who did not find support in the health care system

and become excluded by the system.
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°5. S Rzecznik Praw Pacjenta

GENERAL ADVOCACY COUNCIL PATIENT RIGHTS SPOKESMAN



POLISH CANCER PATIENT COALITION — GLOBAL HELP SERVICE

= Dedicated website

= Patient Country Coordinator
+ Local Coordinators

PACJENT Ogodlnopolska Kampania Spoleczna Pa/,
Kampania organizowana przez Polska Koalicjie Pacjentdw Onkologicznyc!
WYKLUCZONY Fane e anen s e e
nowaotwaory, ktdrzy nie znajduja oparcia w systemie opieki zdrow

FPolska Koalicja
Pacjentow Onkologicznych

= Information

Second consultation
Proce d ures START OKAMPANI KAPITULA PERAC TBWTTA A DR%?EW gfr: ]E]mrrg\lva
= ~
Reimbursement
Clinical trials NIE OTRZYMALEM
LECZENIA
JAK UZYSKAC @ rooce oo
HOW TO GET DOSTEP DO S

ILECZENIA? @ e mosssrovica

TREATMENT?

W jaki sposdb moge uzyskac
9 wyptate odszkodowania?

-
POMOZEMY CI ezt s
o na zaistniata sytuacje?

przejsc przez labirynt przepisow

DOWIEDZ SIE WIECE]

Vienna, September 24th



@
Polish Cancer Patients Coalition launched a campaign Life is not a

statistics aiming at rising public awareness on rare diseases of ZYC I E TO
the elderly (for example, myelofibrosis), as well as at rising

alertness of family doctors and specialists and promotion of

effective methods of diagnosis and treatment. The campaign was I I

superted by the Federation of Rare Deseases Patients' in Central

and Eastern Europe. STATYSTY KA

= Local meetings with patients & healfcare givers

Choroby rzadkie oséb starszych: MIELOFIBROZA
= Rising awareness in media

=  Solutions for rare oncological patients

B I
Creating:

« Support groups alongside Coalition
« Supproting creating of patient organization — association or foundation
« Joint representation in contact with Health Ministry, NHF
Vienna, September 24th



POLISH CANCER PATIENT COALITION — PATIENTS REPORTS

Reports on cancer deseases
including:

epidemiology

diagosis & treatment standards
in country

european standards

problems

recomendations

LUNG CANCEFR

standards of diagnosis
& treatment

]
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= Launch of Nursing Training Program
on cancer targeted treatment
and side effects managing in 2014

= Regular sessions in different regions

= Practical knowledge of cancer patient care




Polish Cancer Society, Polish Society of Clinical Oncology, Polish Society of
Surgical Oncology and Polish Cancer Patients Coalition signed a cooperation
agreement in the framework of new Action Against Cancer Program

(NPZChN).




POLISH CANCER PATIENT COALITION — PART OF INTERNATIONAL

WORK GROUPS

Active cooperation with CELCAPANET - Central European Lung Cancer Patient Network

Awareness campaign "Expiration Date" will be held in autumn in many European
countries. In Poland the campaign is coordinated by Coalition and Polish Association for

Fighting with Cancer.

WELCOME AT CELPACANET

2% 2% 2%

Self-help groups offer many advantages for cancer patients, doctors and the public.
In Central Europe, there are few sel-help groups specializing on lung cancer.
The support and commitment of physicians is important in building a self-help group.




CITIZENS COALITION FOR ONCOLOGY - GOOD PRACTICE OF

PATIENT ROLE IN HEALTH SYSTEM CHANGE

THE IDEA: .

= Optimization of prevention and oncological patient care,
= Implementation of health care system changes with strong engagement CITIZENS COALITION
of patients, FOR ONC OLOGY

= Patient in the centre of health care system,

= Sustainable cooperation between stakeholders:

> Patients > Government > Experts of health care

> Professionals in oncology
system

> Parliament as consultants

= MEDIA engagement.



CITIZENS COALITION FOR ONCOLOGY — PERTNERSHIP & FINANCE

LET's WINHEALTH

FOUNDATION

CITIZENS COALITION
. FOR ONCOLOGY

ICELAND
LIECHTENSTEIN
NORWAY
e e a FUNDACIA
g rants s BATOREGO

Citizens Coalition for Oncology gained the support of:
= over 40 Polish Cancer Patient Organizations,
= Polish Cancer Patient Coalition,

= ECPC - European Cancer Patient Coalition.



CITIZENS COALITION FOR ONCOLOGY - INFORMATION

# a Oprojekcie Aktualnosci  NPZChN  Eksperci Galeria Mediaonas  Kontakt

OBYWATELSKIE PORCFZUMIENTE

NA RZECZ ONKOLOGII

W E BSITE | & Debata "Zmiany w

onkologii widziane

oczami pacjentow”
Szczecin

AND SOCIAL MEDIA iy | wpskassegmiabr oty

debata z udziatem Wiceministrafg
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PAKIETU ONKOLOGICZNEGO
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ﬁ Obywatelskie Porozumienie na rzecz Onkologii
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ONSULITATION

Patient Organizations Liders Meeting March 20th 2014




CITIZENS COALITION FOR ONCOLOGY — IDEA BROUGHT TO LIFE

("\ SZYBKA |

TERAPIA
e

DNXOLOGICZNA

DOCUMENT
PRESENTED AT
MINISTRY OF
HEALTH

GOVERNMENTAL
STRATEGY
FOR ONCOLOGY
PRESENTAION
MARCH 21th 2014




CITIZENS COALITION FOR ONCOLOGY — ONCOLOGICAL HEALTH

PACKAGE

= ONCOLOGICAL HEALTH PACKAGE — 1st time the Patient’s voice was heard

[What had] ‘.' /N\/

? -_
TEppEme Ministerstwo Zdrowia
Ministry of Health prepared 4 Acts: implemented by

> greater involvement of GP’s in the Parliament In force from
detection of cancer @ January 1st
g SZYBKA 2015
5 TERAPIA

Cancer Patient Card
ONKOLOGICZNA

Y VYV

shortening queues to specialist’s
»No limits” in Oncology




CITIZENS COALITION FOR ONCOLOGY — ONCOLOGICAL HEALTH

PACKAGE

SZYBKA

/\/\Z ONCOLOGICAL HEALTH PACKAGE TERAPIA

Ministerstwo Zdrowia ONKOLOGICZNA

Fast oncological track consists of three elements:

» e rapid diagnosis (9 Weeks)} coordinated on 2 levels
> e quick treatment




CITIZENS COALITION FOR ONCOLOGY — ONCOLOGICAL HEALTH

PACKAGE — THE CHANGE

9 weeks
in 2015

7,5to09 8 weeks
Before... — months . in 2016

(ex. colon
cancer)

7 weeks
in 2017




PACJENCKA
STRATEGIA
DLA

ONKOLOGII

DLOGY

PACJENCH
STRATEGIA
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ONKOLOGII
gt
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OBYWATELSKIE POROZUMIENIE

NA RZECZ ONKOLOGII

Obywatelskie Porozumienie na rzecz Onkologii
zaprasza do udzietu w debacie pt.:

Zmiany w onkologii widziane oczami pacjentow

16 maja 2014 roku, godz. 11:00-13:30
Sala Herbowa

Urzad Marszatkowski Wojewodztwa Pomorskiego
Ul. Okopowa 21/27, 80-810 Gdansk

Ministry of Health

Local authorities

Patient organizations
Medical centers directors
Medical consultants
Specialits




\\ @JA @]\

STRATEGIA
. DLA
P\ ONKOLOGI|

A RZECE ONEOLOGH

PACJENCKA

= Presenting the idea
= Consulting shape of healthcare package
= Gathering recommendations form all parties



CITIZENS COALITION FOR ONCOLOGY —WORK MEETINGS

= Work meetings in Ministry od Health

= Patient organizations leaders with Minister
of Health

= Discussion and recommendations
- breaking points
- patient concerns
- clear message




CITIZENS COALITION FOR ONCOLOGY — REPORTS

___ IJ__

OBYWATELSKIE POROZUMIENIE
NA RZECZ ONKOLOGII

MARODOWY PROGRAM ZWALCZANIA CHOROB
NOWOTWOROWYCH — ANALIZA REALIZACIH

Cipravesanis:

lbywatebiie Purnrassiinis na tasez Gekcdogil

ANALYSIS AND
EVALUATION = == —
B &, b E

o8 i Derraskrasy firomimsraseg « Fustosy BOG.

“Hulis D&

OBYWATELSKIE PORCAUMIENITE

NA RZECZ ONKOLOGII

NARODOWY PROGRAM ZWALCZANIA CHOROB
NOWOTWOROWYCH — REKOMENDACIE

Clpracowanse:
Obywatelskie Parsramienie na rrec Grirmlogii

RECOMMENDATIONS _——
. B
. grants . ieie

P I R Sy W o Drrmaimin, Amonme e § s 06



CITIZENS COALITION FOR ONCOLOGY — CONCLUSION

Basing on best practices and model solution elaborated in Poland for health system change

POLISH CANCER PATIENTS ORGANIZATIONS DEMAND CHANGES IN CANCER CARE -
PATIENT IN THE CENTRE OF THE SYSTEM AS THE MAIN BENEFICIARY

[ SURVEY STUDIES ]
CITIZENS COALITION
EXPERT GROUP <: FOR ONCOLOGY . fl>

[ CONSULTATIONS ]

ONCOLOGIC PACKAGE

¥

PATIENTS’ STRATEGY FOR
ONCOLOGY




CITIZENS COALITION FOR ONCOLOGY —WHAT NEXT?

NEED FOR
MONITORING AND

HEALH CARE " X SPOLECZNY MONITORING
CHANGE IS A WDRAZANIA | REALIZACJI
PROCESS PAKIETU ONKOLOGICZNEGO

EVALUATION

= Monitoring of implementation and realization of health package
- practice
- legal acts
- statistics

= Intervention - signals from patients and medical specialists

= Survey studies - public opinion



UPGRADES

PATIENT ONCOLOGISTS GPs MEDICAL PROVIDERS
RECOMMENDATIONS RECOMMENDATIONS RECOMMENDATIONS RECOMMENDATIONS

CHANGESAFTER 3 and 6 MONTHS

new diagnostic packages
= changes in consylium (requirement will not apply to all
cancers)
= expanding the list of hospital services, which will be
conducted without limits, including palliative radiotherapy
= financing of PET beyond a flat rate,
» increased funding for specialized care
\- improving the system for issuing Cancer Patient Cards

\

/

MINISTRY OF
HEALTH
NHF




CITIZENS COALITION FOR ONCOLOGY — EMPOWER PATIENTS

STRATEGIES
FOR
ONCOLOGY

PATIENTS HAVE INITIATIVE
PATIENTS AREWATCHDOGS
OF HEALHCARE SYSTEM

MONITORING PUBLIC TREATMENT
OF CHANGES CONSULTATIONS AVAILABILITY

QUALITY OF
HEALHCARE




CITIZENS COALITION FOR ONCOLOGY THE PERSPECTIVE OF GOOD PRACTICE

COOPERATION

PATIENTS — POLICYMAKERS — EU ORGANIZATIONS — MEDIA
TOGETHER FOR BETTER CANCER CARE




COALITION FOR IMMUNO-ONCOLOGY

& PARTNERS

EUROPEAN M
5 @ N M|

European

y

EUROPEAN CITIZENS COALITION
FOR IMMUNO-ONCOLOGY

innovative
medicines
initiative



COALITION FOR IMMUNO-ONCOLOGY

THE REASONS:

= Rapid and continuous growth of cancer incidences

= Dramatic situation of patients awaiting for their ,last-chance” therapies

v" unequal access to innovative therapies

v" lack of I-O treatment coordination and reference centres

v" long procedures of new medicines registration

v" European legislation is not ,,patient - friendly”

= Complications with cross border health care



COALITION FOR IMMUNO-ONCOLOGY

THE MAIN CONDITIONS:

= Strong engagement,

= Sustainable cooperation between all stakeholders:

> Patients > European > Experts: > Professionals in oncology
Commission economists, sociologists of health care as consultants
> European > IMI, EMA, EFPIA, EUHTA
Parliament

= MEDIA engagement



COALITION FOR IMMUNO-ONCOLOGY

0 Standards for Immuno-Oncology:

= Comprehensive compendium of knowledge on I-0O;

= Necessary regulations on I-O therapies accessibility;

= Guidelines for professionals;

= Guidelines for patients;

= Recommendations for I-O therapies implemented at local levels;

= List of stakeholders involved and cooperation regulations including
responsibility ranges.

STANDARDS
IMPLEMENTED
IN NATIONAL

CANCER

PROGRAMS/
PLANS




COALITION FOR IMMUNO-ONCOLOGY

I11. Flexibility § -y 3
Il. Promotion of : v ‘
procedures ;
CANCER
IMMUNO.THERAPY

l.
Stakeholders
cooperation

IV.B&R
\"A investments

1-O
therapies

availability



COALITION FOR IMMUNO-ONCOLOGY —

COOPERATION

STAKEHOLDER

SCIENTISTS

REGULATORS

PATIENTS

PHARMA
INDUSTRY

REGULATORS: PATIENTS:

* EMA,

* NATIONAL COMPETENT
AUTHORITIES,

* NATIONAL HEALTH
INSURENCE FUNDS,

* HEALTH MINISTRIES,
* EREC

SCIENTISTS:

*+ ACADEMIA,
* ONCOLOGIC INSTITUTES,
« ESMO

Representatlves of cancer
patients’ organizations at
national level;

* ECPC

* INTERNET, SOCIAL MEDIA
* PRESS, RADIO,
TV



AVAILABILITY OF INNOVATIVE I-O THERAPIES

1-O PROMOTION

Consistent

informational
and educational campaign

RECIPIENTS:

HEALTH
PROFESSIONALS

PATIENTS

DECISION-
MAKERS

MAIN AIMS OF THE CAMPAIGN:

" |mprovement of I-O therapies unique
character understanding;

= Highlighting the role and importance of
clinical trials in I-O;

" An increase of public interest with
regard to modern targeted therapies
(not only in oncology);

= Building of multidisciplinary
informational, educational and
communication platform .



FLEXIBILITY OF ACCESS PROCEDURES

EMA, NATIONAL COMPETENT AUTHORITIES: speeding up registration
procedures for new cancer immune therapy

Legislative
changes governing NATIONAL HEALTH INSURANCE FUNDS: speeding up reimbursement

access to |-O procedures for new cancer immune therapies
therapies

MINISTRIES OF HEALTH: inclusion of I-O therapies in National Cancer Plans




DEVELOPMENT OF I-OTECHNOLOGIES

NATIONAL SCIENTIFIC FUNDS: support of innovative, scientific programs in the
field of immuno-oncology

Investment in |-O
research and
development

HORIZON 2020, IMI: increase in multinational scientific programs funding with
strong participation of patients

EC PROGRAMS, IMI: building of European |-O centres network with special regard
of screening programs of biomarkers identification




PATIENTS ACTIVITY FOR |-O THERAPIES
FIRST STEP: EUROPEAN EXPERT GROUP ON IMMUNO-ONCOLOGY

= Established in 2014, an independent network
composed of patients’ organizations, oncologists,
scientists, MEPs;

* The main aim of the Group is broad access
ensuring to immuno-oncology therapies as the
newest cancer treatment methods, through
sustainable cooperation of all stakeholders.

Jaki jest cel wydania tej broszury?
O hilky duiesiecivlec naukowey ma cabem twieche bady rolg. aka uldad odpornoiciowy

> el em oa Paragees vt et ".3' ote odegrac w TwaliEankl nowarworew.
- o0 e
EUROPEAN GOOD SCIENCE CIMT ..‘,L:':.@{‘:;.... =i o iiivmeen "““"-X : 2 i
‘ c A N C E R BETTER MEDICINE Cancer Immunotherapy us e url ‘LW"::“: = e :‘”'”:“
PATIENT BEST PRACTICE
‘ COALITION { '
European Society for Medical Oncology
u-’@@ ) — The ROYAL MARSDEN ycamsr i
\ / NHS Foundation Trust
Lung Cancer Europe S —



IMMUNOONCOLOGY
EXPERT GROUP




FIRST STEP: EUROPEAN EXPERT GROUP ON IMMUNO-ONCOLOGY

Creating new educational services for patients, especially in new fields of treatment, diagnosis:
ex. immunotherapies in oncology

5 5 IMMUNOONKOLOGIA - PORADNIK DLA PACJENTA ZOBACZ ROWNIEZ
IMMUNOONKOLOGIA - CO PACJENT WIEDZIEC POWINIEN ZOBACZ ROWNIEZ
IMMUNOONKOLOGIA - WSTEP Serwis edukacyjny

immunoonkologia.net

Witamy w serwicie edukacyjnym dla pacjentdw i ich bliskich IMMUNOONKOLOGIA.NET. Znajdziesz tu baze wiedzy o immunoonkolegii, dostepnych _ : .
terapiach, badanich klinicznych, doniesieniach naukowych, & takze wywiady i opinie ekspertdw oraz baze organizacji pacjenckich i osrodkdw Serwis edukacyjny

immunoonkologia.net

medycznych, gdzie uzyskasz pomoc.

czytaj wiecej..
. PRZEWODNIK DLA PACJENTA PO IMMUNOONKOLOGII

Prrewotinik dia pacjenta dotyczacy
lorden Y czytaj wiece)..

Immunoonkeologi

‘% OSRODKE ONKOLOGICZNE W POLSCE

‘%

czytaj wiecej..

ORGANIZACJE PACJENCKIE W POLSCE .
2007.2015 Rak wolny od bélu!

www.immunonkologia.net




Working together, unifying our
efforts at European level,

we have a great chance for improved
access to 1-O targeted therapies!

Beata Ambroziewicz
Director of ,,Let’'s Win Health” Foundation
Director of Polish Cancer Patient Coalition
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