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Oddéleni podpory prav pacientu

Department of Patients‘ Rights Support

» vznik oddéleni v r. 2017 / established in 2017

Vize: Existuje dostatek systemove vytvoreneho prostoru
pro participaci pacientl ve zdravotnictvi, hlasu pacientu je
naslouchano, pacienti moznosti zapojovani vyuzivaji a
vyuzivat umeji.

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.



Oddéleni podpory prav pacientu

Department of Patients‘ Rights Support ..

» vytvafime maximum mozného prostoru pro efektivni
participaci pacientu / creating space for effective
patients’ participation as much as possible

» aktivné se podilime na nastaveni systemu tak, aby
hlasu pacientu naslouchal / establishing a system
where patients’ voice is listened to

» pomahame vytvaret podminky pro pacienty tak, aby
moznosti participace vyuzivali a vyuzivat umeli / we
are helping to create conditions for patients in order
for them to participate and be able to do so



Pro€ zapojovat pacienty do regulace lécCiv?

Why Involve Patients in Medical Regulation? ..

« nenahraditelny zdroj informaci / irreplaceable source of
Information

» autenticka zkusenost s zivotem s onemocnénim /
authentic experience of life with an illness

« primy uzivatel / direct user
« jediny aktér, jehoz jedinym zajmem je nejlepsSi zajem
pacienta / the only partaker whose sole interest are

patients’ interests

« zahrani€ni praxe / common practice abroad



Jak vznikala definice pacientské organizace?

How Was the Definition of a Patient Organization
Created?

definice pro ucely
Pacientské rady /
Definition for Patient

Council Purposes

» Evropska agentura pro lécivé pripravky / European Medicines Agency
» Evropskeé pacientské férum / European Patients’ Forum

» Mezinarodni aliance pacientskych organizaci / International Alliance of Patient
Organizations
» Némecko, Francie.... / Germany, France....

reSerSe zahraninich
Uprav / Research of
Legislation Abroad

diskuze s pacientskym ERFRTISTVEETS
segmentem / + 7x jednani Pacientské rady / 7x metings of the

Discussion with the Patient Council : :
Patient Segment * 4x vefejné setkani/ 4x public meetings

pozménovaci navrh

Poslanecké snémovny
/ Amendment of
Chamber of Deputies



Zakonna definice pacientské organizace

Legal Definition of Patient Organizations ..

Reprezentativhost — vedeni a fizeni pacienty / na vedeni a fizeni
maiji pacienti vetsinovy podil

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

Poslani — pomoc pacientum a ochrana jejich prav a zajmu
Mission — helping patients and protecting their rights and interests

Transparentnost financovani — zvefejnéni zdroju financovani a
ucetni zaverky

Transparent Financing — publishing financing sources and

final financial statements

Pravni osobnost a pravni forma — spolek, o.p.s., ustav
Legal Entity and Legal Form

Existence a ¢innost — min. 12 mésicu
Existence and Activity — 12 months minimum



Seznam pacientskych organizaci

List of Patient Organizations

« aktualné 30 pacientskych organizaci / currently listing 30
patient organizations

.. Portal pro pacienty a pacientské organizace

Aktuality Pacientska rada Pacienti & organizace

Seznam pacientskych organizaei

Ulozisté

Pacienti & organizace

Seznam pacientskych organizaci

(podle § 113f zakona o zdravotnich sluzbach)

Seznam pacientskych organizaci obsahuje pouze ty organizace, které podaly Zadost o zapsani a které spiriuji zakonnou definici pacientské organizace a dals/
podminky pro zapsani stanovené zakonem o zdravotnich sluzbach (§ 113f).
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pogkozeni mozku, z.s.
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Ceska spoletnost AIDS pomog, z.5. 00409367 Malého 282/3, Karlin, 186 00 Praha HIV pozitivni osoby, AIDS

F e s - e Klinika pneumologie 3. LF UK a Nemocnice MNa Bulovce,

B 70105081 Doruiovaci &slo: 180 81, Budinova 67/2, Libei, 18000  plicni nemaci

nemocem

Praha 8



Zapojeni pacientskych organizaci

Involving Patient Organizations ..

1) Hodnoceni/ Assessment

 ucCastnik spravniho fizeni / administrative procedure
participant

« pacientska organizace, sdruzujici pacienty s onemocnhenim,
jejichz 1é€ba muze byt posuzovanym pfipravkem ovlivhéna
/ patient organization that brings together patients with an
iliIness whose treatment could be affected by the assessed
remedy

2) Rozhodovani / Decision-making
 Clen poradniho organu / member of advisory body
« pacientska organizace / patient organization
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