Priority pacientu
v zaveru zZivota

Martin Loucka




Co je pro lidi v zaveéru
zivota ?



®  Factors Considered Important at the End of Life by
Patients, Family, Physicians, and Other Care Providers
Karen E. Steinhauser; Nicholas A. Christakis; Elizabeth C. Clipp; et al.
Online article and related content

current as of December 10, 2009. JAMA. 2000;284(19):2476-2482 (doi:10.1001/jama.284.19.2476)
http://jama.ama-assn.org/cgi/content/full/284/19/2476
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Co je pro pacienty v zavéru zivota dulezité?
% odpovédélo, Ze je dany faktor
v zavéru zivota

byt v Cistoté 99 99 99 99

mit jmenovaného zastupce pro 98 98 98 99

rozhodovani o zdravotni péci

;nci)tsz:ravotm' sestru, se kterou se citim 97 98 91 98

védét, co mam cekat od své nemoci 96 93 88 94

mit nékoho, kdo mi bude naslouchat 95 98 99 99

mit zachovanou dustojnost 95 98 99 99

dlvérovat svému lékafri 94 97 99 97

mit v poradku finanéni zaleZitosti 94 94 91 90
| nemit bolesti 93 95 99 97

udrzet si smysl| pro humor 93 87 79 85

rozloucit se s dulezitymi lidmi 90 92 95 99

: ﬂ 2. LEKARSKA
i & : FAKULTA
; 7 Univerzita Karlova



Co je pro pacienty v zavéru zivota dulezité?
Faktory N =170
Byt co nejvice se svymi blizkymi 4,48
Nemit bolesti 4. 45
Udrzet si samostatnost 4,40
Nebyt upoutdn na lizku 4,34
Udrzet si nadéji 4,31
Nebyt pritézi svému okoli 4,31
Udrzet si optimismus 4,26
Aby mé lékar vnimal jako ¢lovéka, nejen jako pacienta 4,24
Nemit zazivaci potize 4,23
Mit dostatek energie, nebyt unaveny 4,23
Aby mi |ékar fikal i Spatné zpravy 4,22
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Co je pro pacienty v zavéru zivota dulezité?
Faktory N =170
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Nemit bolesti 4. 45
Udrzet si samostatnost 4,40
Nebyt upoutdn na lizku 4,34
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Udrzet si optimismus 4,26
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Mit dostatek energie, nebyt unaveny 4,23
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O % 6 %

Pfemyslel/a jste nékdy o svych pFéanich &i piedstavach o tom, jak by o vas mélo byt peovano v poslednich chvilich
vaseho Zivota?

Miluvil/a jste nékdy s nékym o svych pianich &i pfedstavach o tom, jak by o vas mélo byt pe€ovano v poslednich
chvilich vadeho Zivota?

N=1088 (verejnost), STEM/MARK pro Cestu doml 2015
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Kde byste si prali umirat?

(o)
Doméci prostredi 0% 78%
(o)
Nemocnhice 1%
58%
(o)
Hospic 4%9 70
(o)
Socialni zarizeni 9%
6%
2%
LDN
12%

data.umirani.cz, UZIS CR

AN\ 2. LEKARSKA
FAKULTA
Univerzita Karlova



Ceho se lidé na umirani nejvice obavaiji?
Ztraty dlstojnosti 47 %
Bolesti 41%
Odlouceni od blizkych 28%
Osamocenosti 21%
Psychického stradani 15%
Toho, co bude po smrti 13%
Néceho jiného 3%
Na umirani se niceho nebojim 6%

Nevim 10%

data.umirani.cz
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O,

Védeét,
co mam cekat.



Méli by byt pacienti
informovani o tom,
Ze ?



1) Pacienti maji na informace.

2) Potrebuji je znat, aby se mohli
o své budouci

Fy e

zdravotni péci.



Psycho-Oncology
Psycho-Oncology (2013)
Published online in Wiley Online Library (wileyonlinelibrary.com). DOI: 10.1002/pon.3283

If you had less than a year to live, would you want to know?
A seven-country European population survey of public
preferences for disclosure of poor prognosis

R. Harding'#, V. Simms "2, N. Calanzani', |. J. Higginson', S. Hall', M. Gysels®, A. Mefiaca’, C. Bausewein'*, L. Deliens>®,
P Ferreira’, F. Toscani®, B. A. Daveson', L. Ceulemans9, B. Gomes and on behalf of PRISMA

King's College London, Cicely Saunders institute, Department of Palliative Care, Policy & Rehabilitation, London SES 9P}, UK

2 ondon School of Hygiene and Tropical Medicine, London, UK

Ano, chtél bych to védét:

(Italie) (Belgie)
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VOLUME 28 - NUMBER 11 - APRIL 10 2010

JOURNAL OF CLINICAL ONCOLOGY ORIGINAL REPORT

From the Research Institute and Hosp+
tal, Center for Liver Cancer, and Center
for Utenne Cancer, National Cancer
Center, Goyang: Department of Oncol-
ogy. Asan Medical Center, and Depart-
ment of Oncology, Gangneung Asan
Hospital, University of Ulsan College of
Mediane; Cancer Research Institute,
Department of Internal Medicine, Seoul
National University Hospital, Seoul; Divi-
sion of Hematooncology, Department

Experiences and Attitudes of Patients With Terminal Cancer
and Their Family Caregivers Toward the Disclosure of

Terminal Illness
Young Ho Yun, Yong Chol Kwon, Myung Kyung Lee, Woo Jin Lee, Kyung Hae Jung, Young Rok Do,
Samyong Kim, Dae Seog Heo, Jong Soo Choi, and Sang Yoon Park

A B S TRAT CT

Purpose

We investigated the experiences of cancer patients and their family caregivers who became aware
that the cancer was terminal, how they became aware, and how they felt about disclosure of
the information.

In this cohort study, we administered questionnaires to 619 consecutive patients determined by
physicians to be terminally ill and to their family caregivers.
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VOLUME 28 + NUMBER 11 - APRIL 10 2010

Experiences and Attitudes of Patients With Terminal Cancer
and Their Family Caregivers Toward the Disclosure of
Terminal Illness

58 % pacientt a 83 % pribuznych znalo prognézu
Y4 odhadla prognézu ze zhorsujiciho se stavu

78.6 % pacientl a 69.6 % pribuznych preferovalo byt
informovano o terminalni prognéze pacienta

pacienti informovani Iékafem nebo rodinou
lepsi kvalita Zivota nez ti, ktefi Spatnou prognézu odhadli

méné symptomu a distresu
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VOLUME 33 - NUMBER 32 - NOVEMBER 10 2015

JOURNAL OF CLINICAL ONCOLOGY ORIGINAL REPORT

Andrea C. Enzinger and Deborah
Schrag, Dana-Farber Cancer Institute,
Harvard Medical School, Boston, MA;
and Baohun Zhang and Holly G. Pnger-
son, Weill Cornell Medical College,
New York, NY

Pubkshed onkine shead of print at
www co.org on October 5, 2015

Supported by National Cancer Institute
Grant No. CA106370 (HG.P)

Terms in blue are defined n the glos-
sary, found at the end of thes article

Outcomes of Prognostic Disclosure: Associations With
Prognostic Understanding, Distress, and Relationship With
Physician Among Patients With Advanced Cancer

Andprea C. Enzinger, Baohui Zhang, Deborah Schrag, and Holly G. Prigerson
A B S TR ATCT
Purpose

To determine how prognostic conversations influence perceptions of life expectancy (LE),
distress, and the patient-physician relationship among patients with advanced cancer.

This was a multicenter observational study of 590 patients with metastatic solid malignancies with
ressive disease after = one line of palliative chemotherapy, under?oing follow-up to death. At

seline, patients were asked whether their oncologist had disclosed an estimate ot prognosis.
Patients also estimated their own LE and completed assessments of the patient-physician
relationship, distress, advance directives, and end-of-life care preferences.
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VOLUME 33 - NUMBER 32 - NOVEMBER 10 2015

Outcomes of Prognostic Disclosure: Associations With
Prognostic Understanding, Distress, and Relationship With
Physician Among Patients With Advanced Cancer

Andrea C. Enzinger, Baohui Zhang, Deborah Schrag, and Holly G. Prigerson

- 71% pacientu si pralo znat progndzu

sdéleni prognézy nebylo spojeno se zhorSenim
vztahu |ékaf-pacient, smutku nebo nérlstu tUzkosti u
pacientl

ti, kteri si vybavili rozhovor s |ékafem o prognéze

(17.6%!) méli realistictéjsi ocekavani (rozdil v
odhadech 17.2 mésicu)
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VOLUME 24 - NUMBER 33 - NOVEMBER 20 2006

JOURNAL OF CLINICAL ONCOLOGY ORIGINAL REPORT

From the Departments of Pediatric
Oncology and Adult Oncology. the
Center for Outcomes and Policy
Research, Dana-Farber Cancer Institute;
the Department of Medicine, Children’s
Hospital; the Department of Health
Care Poicy, Harvard Medical School;
and the Deocartment of Medicine.

Communication About Prognosis Between Parents and
Physicians of Children With Cancer: Parent Preferences and
the Impact of Prognostic Information
Jennifer W. Mack, Joanne Wolfe, Holcombe E. Grier, Paul D. Cleary, and Jane C. Weeks

A B §S T R ATCT

Pu
Concerns about the harms of prognostic information, including distress and loss of hope, cause some

physicians to avoid frank disclosure. We aimed to determine parent preferences for prognostic
information about their children with cancer and the results of receiving such information.
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VOLUME 24 - NUMBER 33 - NOVEMBER 20 2006

Communication About Prognosis Between Parents and
Physicians of Children With Cancer: Parent Preferences and

the Impact of Prognostic Information
Jennifer W. Mack, Joanne Wolfe, Holcombe E. Grier, Paul D. Cleary, and Jane C. Weeks

Vétsina rodicu si prala dostat maximalni informace (dg. 91
%, prognéza 87 %) a chtéli je vyjadrené numericky (85 %)

pro 36 % rodicu byla tato informace extrémné nebo velmi
stresujici, ale zaroven ji nepovazovali za méné dulezitou
(p =.39) nebo méné uzitecnou pro planovani dalsi péce
(p = .40) nez rodice, pro které tato informace nebyla tolik
stresujici.
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VOLUME 24 - NUMBER 33 - NOVEMBER 20 2006

Communication About Prognosis Between Parents and
Physicians of Children With Cancer: Parent Preferences and

the Impact of Prognostic Information
Jennifer W. Mack, Joanne Wolfe, Holcombe E. Grier, Paul D. Cleary, and Jane C. Weeks

Vétsina rodicu povazovala informaci o prognéze
jejich ditéte za extrémné nebo velmi uzitecny
nastroj pro uchovani nadéje, a to i ti rodice, pro
které byla tato informace stresujici a nehledé na
samotnou prognozu.



VOLUME 24 - NUMBER 33 - NOVEMBER 20 2006

Communication About Prognosis Between Parents and
Physicians of Children With Cancer: Parent Preferences and

the Impact of Prognostic Information
Jennifer W. Mack, Joanne Wolfe, Holcombe E. Grier, Paul D. Cleary, and Jane C. Weeks

Sdilenim pravdivych informaci o
prognéze nebereme pacientum
nadéji, ale naopak jim mizeme
a také

naplnit.
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JAMA Internal Medicine

Special Communication
December 2014

Communication About Serious Illness Care Goals
A Review and Synthesis of Best Practices

Rachelle E. Bernacki, MD, MS'2:34; Susan D. Block, MD'245; for the American College of Physicians High Value Care Task Force

“Mame dostatek dikazl o tom, Ze tyto
rozhovory u pacientu |
depresivitu, Uzkostnost nebo beznadej



Jak na to?



Diane Meier

https://www.youtube.com/watch?v=7kQ3P
UyhmPQ&t=3s



@

Védét,
co je pro pacienta



Zakladni otazky:
Jak pacient rozumi své prognéze?
Ceho se obava?

Jaké kompromisy je ochoten
udélat?

Jak by si pral stravit svij ¢as, pokud
se jeho zdravotni stav zhorsi?

Professor Susan Block

— Kdo by mél délat tato rozhodnuti za
%Y ﬂéﬁ}@‘?ﬁg néj, pokud sam nebude moci?



HARVARD

MEDICAL SCHOOL

Rozhovory o cilech péce

1. PFiprava a nastaveni situace

Predstavte uéel rozhovoru, pripravte pacienta / rodinu na to, o ¢em bude
fe¢, pozddejte o souhlas.

,Rdd bych si s Vdmi dnes promluvil o tom, jak to s Vasim onemocnénim vypadd a
co je pfed ndmi. Rad bych se dnes dostal i k tomu, jak celou situaci vnimdte Vy a co
Je pro Vds aktudiné ddlezité, abychom mohli dobfe napldnovat dalsi pééi. Je to pro
Vds takto v porddku?”

2. Zhodnoceni ndhledu pacienta / rodiny
Zjistéte, co uz pacient / rodina vi a zda v tuto chvili cht&ji dal3i informace.

,Nez se dostaneme k pldnovdni dalich krokd, zkuste mi prosim nejdfive povédet, jak
soucasnou situaci ohledné Vasi nemoci vnimdte z Vaseho pohledu?”

,Co v tuto chvili ocekdvdte od lécby?”

,Minuly tyden jsme spolecné probirali ty vysledky CT. Zkuste mi shrnout, o ¢em jsme
mluvili, jak fo vypadd?”

,Jaké dalsi informace byste potfeboval o Vasem onemocnéni?”

,Pacienti v podobné situaci nékdy pfemysli; jaky je odhad dalsiho vyvoje nemoci, nékdo je
rdd za informaci, kolik ¢asu maji pred sebou. Je takovd informace pro Vds dilezita?”

3. Sdileniinformaci o prognéze

Pokud si to pacient pieje, citlivé a oteviené predejte informace o prognéze.
Mzete vyuzit formulaci: ,prdl bych si... zdroven se obdvdm, ze ."

,Prdl bych Vam, aby toho ¢asu bylo co nejvice, sou¢asné se ale obdvdm, Ze
mluvime o tydnech nebo nékolika mdlo mésicich.”

»Nemohu to Fict s jistotou, ale obdvdm se, Ze nyni bude pro tatinka obtizné nabirat
dalsi sily a spise je pravdépodobné, Ze téch sil bude ubyvat.”

Pracujte s tichem, dejte prostor im, pouzijte empatické obraty.

4. Zjistéte, co je pro pacienta dulezité

Cile
,Co by pro Vds bylo ddlezité, kdyby se Vdas zdravotni stav zhorsil? Na cem Vam
nejvice zdlezi?"

Strachy a obavy
,Kdyz premyslite o budoucnosti, z éeho mdte z hlediska Vaseho zdravotniho stavu
obavy?”"

Zdroje sily
,Co Vdm ddvd silu, nadéji, na koho se mizete obrdtit o podporu?”

Iné sch "
P 1€ sck

K i nebo ¢innosti

,Jaké ¢innosti nebo schopnosti jsou pro Vds v Zivoté natolik zdsadni, Ze si bez nich
nedovedete smysluplny Zivot predstavit?”

Kompromisy
»Pokud by se Vds zdravotni stav zhorsoval, jaké lékar'ské zdkroky k prodlouzeni
Zivota jste ochoten podstoupit?” (uvedte oekdvané situace)

Rodina
,Nakolik je Vase rodina obezndmena s tim, co je pro Vds v soucasné situaci
dilezite?”

5. Shrnuti a doporuéeni

Provedte shrnuti toho, co jste od pacienta zjistili.
Formulujte doporuéeni.
QOvétte porozumeéni a vyjddiete podporu.

,Slysim od Vds, Ze mdte obavy z .... a je pro Vds dlilezité... S ohledem na tyhle véci a
to, jak se Vase onemocnéni vyviji, Vdm chci doporucit... .*

6. Dokumentace

Zaneste hlavni projednané body a pldn do dokumentace pacienta.
Predejte informace kli¢ovym osobdm.

Vyvofilo Centrum paliativni péce,
Joint Center for Health System:

www.paliativnicentrum.cz
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Jack Block:

.Podivej, pokud moci jist zmrzlinu a
sledovat v televizi fotbal, pak jsem
ochotny zustat nazZivu. Jsem ochotny i
snaset dost bolesti, pokud si budu
moci uZit tyhle dvé véci.”

Atul
Gawande
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m.loucka@paliativnicentrum.cz
http://paliativnicentrum.cz



