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Department of Patients' Rights Support

 established in 2017

Vision:
A shared space for participation of patients in healthcare

exists where patients' voice is listened to. Patients have

the opportunity and ability to participate.



Department of Patients' Rights Support ..

» creating space for effective patients’ participation as
much as possible

» establishing a system where patients’ voice is listened
to

» we are helping to create conditions for patients in
order for them to participate and be able to do so



Why Involve Patients in Medical Regulation?

* irreplaceable source of information

« authentic experience of life with an illness

* direct user

 the only partaker whose sole interest are patients’
Interests

e common practice abroad



How Was the Definition of a Patient Organization

Created?

Definition for
Patients’
Board

Purposes

Research of » European Medicines Agency
» European Patients‘ Forum

LengIatlon *International Alliance of Patients® Organizations
Abroad » Germany, France....

Discussion

. * 4 years
with the » 7x meetings of Patients‘ Board

Patient * 4x public meetings
Segment

Amendment

of Chamber of
Deputies



Legal Definition of Patient Organizations ..

1 Representativeness — leading and management done
by patients / patients have majority in managing a
patient organization

O Mission — helping patients in supporting their interests
and protecting their rights

O Transparent Financing — publishing financing
sources and final financial statements

O Legal Entity and Legal Form — spolek, o.p.s., ustav

O Existence and Activity — 12 months minimum



List of Patient Organizations

« currently listing 30 patient organizations

.. Portal pro pacienty a pacientské organizace Ulozisté

Aktuality Pacientska rada v Pacienti & organizace v

Pacienti & organizace Seznam pacientskych organizaci

Seznam pacientskych organizaci

(podle § 113f zakona o zdravotnich sluzbach)

Seznam pacientskych organizaci obsahuje pouze ty organizace, které podaly Zadost o zapsani a které spliuji zakonnou definici pacientské organizace a dalsi
podminky pro zapsani stanovené zakonem o zdravotnich sluzbach (§ 113f).

Nazev ICo sidlo Oblast zaméreni

Achilleus z. s 26563525 DUl Jan 838, 273 06 Libusin Pes Equinovaris Congenitils s jine.viozene
pohybové vady

Amelie, z.s. 27052141 Saldova 337/15, Karlin, 186 00 Praha onkologicka onemocnéni

:socuace muskularnich dystrofiki v CR, z. 16190254 Petyrkova 1953/24, Chodov, 148 00 Praha nervosvalova onemocnéni

Asociace muzi sobé z.s. 07519141 Klimentska 1246/1, Nové Mésto, 110 00 Praha 1 karcinom prostaty

CEREBRUM - Asoclace osob po ziskaném 22665421 Krizikova 56/75, Karlin, 186 00 Praha ziskané poskozeni mozku

poskozeni mozku, z.s.

g:esska SsS0Cate pIoVzacria onemocnens 22748270 Bélohorska 269/19, Bievnov (Praha 6), 169 00 Praha vzécna onemocnéni

Ceska spoleénost AIDS pomoc, z.s 00409367 Malého 282/3, Karlin, 186 00 Praha HIV pozitivni osoby, AIDS

Klinika pneumologie 3. LF UK a Nemocnice Na Bulovce,
70105081 Dorucovaci Cislo: 180 81, Budinova 67/2, Liber, 180 00 plicni nemoci
Praha 8

Cesky ob&ansky spolek proti plicnim
nemocem



Patient Organizations‘ Involvement

1) Assessment
« administrative procedure participant

« patient organization that brings together patients
with an illness whose treatment could be affected
by the assessed remedy

2) Decision-making
 member of advisory body
e patient organization



hank you for your attention!

Katerina Slaba
e-mail: katerina.slaba@mzcr.cz



