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AAN Award Recipients Recognized at 2025 Annual Meeting

Janis M. Miyasaki, MD, MEd, FRCPC, FAAN

Neurology Division Director in the Department of
Medicine at the University of Alberta and

Co-Director of the Neuropalliative and Advanced
Symptom Management Clinic

NEUROLOGY® PODCAST
I I 2025 AAN President's Award Recipient - Dr. Janis Miyasaki

309 00:03:58 / 00:28:58 30 A\ 4 <>




Characteristics and Motivations of People With

%i{rolc}gy" l . Amyotrophic Lateral Sclerosis Who Pursue Medical
Inica PI‘ actice Aid in Dying in California

Carolyn F. Rennels "=, Laura Rosow “&, Steven Pantilat =, Brieze K. Bell *&, Catherine Lomen-Hoerth “=, Eve Cohen “*, and Kara E.

Bischoff AUTHORS INFO & AFFILIATIONS

* Retrospective cohort, UCSF, 2017-2023
37 patients with ALS obtained MAID

PODCAST

First inquiry usually early in palliative care (& )]

* Motivations: autonomy, anticipated
suffering, control

Characteristics and Motivations of People With ALS Who Pursue Medical Aid in Dying - Part

* 73% ultimately used prescribed medications
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Rozhodovani v zavéru Zivota v CR: co vime z praxe a dat

* stejny pacient — odlisné rozhodnuti podle pracovistée/lékare
* souCasné nadmeérna/nedostatecna lécba

* nepredvidatelnost pro pacienty i zdravotniky

— rozhodovani neni systematickeé, ale variabilni
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20.1. Ethics and end of life care

ODDICUS - HOW MUCH CARE IS AT ODDS WITH PATIENT'S VALUES AND PREFERENCES AT
THE END OF LIFE?

0. Kopecky', P. Waldauf?, M. Balik', K. Rusinova’

"General University Hospital, 1st Faculty of Medicine, Charles University in Prague, Department of

Anaesthesia and Intensive care medicine, Prague, Czech Republic, 23rd Medical Faculty, Charles
University, Anesthesia and Intensive Care Medicine, Prague, Czech Republic

INTRODUCTION. Addressing the quality of end of life care has become an important focus of
research and patient management in the ICU. Although quality of care and support for patients who
die in the ICU and their families are well described, a little is known about the decision making
process and the quality of care provided for patients dying outside the ICU.

OBJECTIVES. To characterize the care for patients dying during the last hospitalization in terms of
circumstances of death, provided palliative care, medical decision making, nurses perceptions and
family experience.

METHODS. A prospective observational cohort study in two tertiary university centers in Prague,
Czech Republic. Data from the patient documentation and semi-structured questionnaire with the
attending physician and the nurse present at the moment of death were collected. A semi-structured
phone interview with the family member was held 3-6 months after the death. The study has
received an IRB approval.

RESULTS. Among 44236 patients hospitalized between February 2015 and February 2016, 1097
has died, of them 926 patients (86,4%) were enrolled in the study (42.1% in the ICU and 57.9% at
wards). The basic patients' characteristic is presented in the Table 1. The majority of deaths in the
hospitals were expected and hence not preceded by a cardiopulmonary resuscitation. The mention
of a poor proanosis was documented in a maijority of cases, the DNR and DNI being the most
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Studie Oddicus, 2016

“Kolik péce dostavaji pacienti v zaveru zivota v rozporu se svymi
preferencemi?”

* 1097 pacientu, kteri zemreli za 1 rok
* 81% ocekavané umrti, z toho 40% na JIP
 preference pacientl dokumentovany pouze v 1,62%

* Rozhodovani v zaveru zivota bez dokumentovanych prani
pacienta...
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High quality end-of-life care

Patient centered care
and dignity

373 (48,4%)

Shared decision
making and family
support
319 (41,4%)




+ VSEOBECNA FAKULTNI \ 1. LEKARSKA

NEMOCNICE V PRAZE Uins Univerzita Karlova

Soucasny stav: nejednotna praxe navzdory existujicimu ramci

e pravni ramec je treba dovozovat z nekolika norem, a jeho
intepretace a aplikace je nejednotna

 dlouhodobé implementacni snahy — bez systémové jednotnosti
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Intensive Care Med (2024) 50:1740-1766
https://doi.org/10.1007/s00134-024-07579-1

CONFERENCE REPORTS AND EXPERT PANEL

European Society of Intensive Care Medicine
guidelines on end of life and palliative care
in the intensive care unit

Jozef Kesecioglu'", Katerina Rusinova?, Daniela Alampi?, Yaseen M. Arabi*, Julie Benbenishty”,
Dominique Benoit®’, Carole Boulanger®, Maurizio Cecconi®'®, Christopher Cox'', Marjel van Dam’,
Diederik van Dijk!, James Downar'%'?, Nikolas Efstathiou', Ruth Endacott'”, Alessandro Galazzi'®,
Fiona van Gelder', Rik T. Gerritsen'8, Armand Girbes'?, Laura Hawyrluck?®, Margaret Herridge?',
Jan Hudec®?*, Nancy Kentish-Barnes®>, Monika Kerckhoffs', Jos M. Latour?®?’?8, Jan Malaska?*?°3°,
Annachiara Marra*', Stephanie Meddick-Dyson*?, Spyridon Mentzelopoulos®, Mervyn Mer®**>,
Victoria Metaxa®**’, Andrej Michalsen®®, Rajesh Mishra®, Giovanni Mistraletti***!, Margo van Mol*,

Rui Moreno®#44> Judith Nelson*, Andrea Ortiz Sufier*’“*, Natalie Pattison***°, Tereza Prokopova?>%#,

®

Check for
updates

Kathleen Puntillo®’, Kathryn Puxty®>3, Samah Al Qahtani*, Lukas Radbruch®*, Emilio Rodriguez-Ruiz>>>%>’,
Ron Sabar®®, Stefan J. Schaller®, Shahla Siddiqui®®, Charles L. Sprung®', Michele Umbrello*', Marco Vergano®?,

65,66 65,66

Massimo Zambon®, Marieke Zegers®, Michael Darmon®%® and Elie Azoulay

© 2024 The Author(s)
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therapies (LSTs) after initiation differ from countries or regions not allowing LST withdrawal
in: 1) the time to first LST limitation? and 2) patient and family satisfaction with care?

1 Experts suggest that existence of national regulations regarding end-of-life (EoL) care allowing
withholding or withdrawing LSTs may improve EoL care, optimize patient/family satisfaction, and
enhance patient autonomy. Countries without such regulations may consider establishing legal
provisions enabling LST limitation. This action should be supported/pursued by intensive care
clinicians and their professional societies, lawmakers, and other key leaders.

Experts suggest that such regulations should incorporate patients’ preferences (advance directives
including living wills and power of attorney) as part of EoL decision-making.

€ 1 critically ill adult patients, does being based in a low- and middle-income country
(LMIC)/resource constrained environment compared to high income countries (HICs) alter
approaches to EoL care?

Experts suggest that in critically ill adult patients, approaches to end-of-life care appear to differ
between LMICs /resource-constrained environments and HICs across various domains.
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Ke zlepseni kvality pece v zavéru prispivaji zejmena tri klicove

komponenty:

— standardizované end-of-life protokoly
— paliativni konzultace

— lokalni legislativni ramec pro rozhodovani v zaveru zivota
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Anest. intenziv. Med. 2025;36(3):182-187 | DOI: 10.36290/aim.2025.033
Navrh aktualizace terminologie pri péci o pacienty v zavéru zivota na jednotkach intenzivni pécée v
éeské republice Pf'ehlEdOVy él‘(jnek

Maldska J. "%, Dolezal T.>", Kratochvil M. ', Stouraé P. I’ 4, Dolezal A. >, Slama O.% ©, Zielina M.”, Rusinova K. &, vyzkumna
skupina RIPE-ICU

"' Klinika détské anesteziologie a resuscitace, Fakultni nemocnice Brno a Lékafska fakulta Masarykovy univezity, Brno

2

Ustav paliativni a podpiimé hodnoty a preference pacienta - dokumentovat!
4  Ustav simulaéni mediciny, bCﬂ Iééby

> Ustav statu a préva AV CR, p‘r"imé‘r'enost

Kiinika komplexni onkologic nldn péée véetné planu pro zhorseni

Ustav lékafské etiky a humanitnich zakladu mediciny, 2. lékarska takulta Univerzity Karlovy, Praha

Interni hematologicka a onk

Klinika paliativni mediciny, 1. lékafska fakulta Univerzity Karlovy a VSeobecna fakultni nemocnice v Praze

tito autofi pfispéli stejinym dilem (sdilené prvoautorstvi)
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Krok Co fici

Porozuméni Co vite o svém zdravotnim stavu?
ainformacni potfeby Jak tomu rozumite?

Jaké informace byste potreboval?
Co kdybychom neméli piiznivé
2prévy?

Co by pro vés byla $patné zpréva?

Osoba divéry Kdo vém pomdhé situaci zviédnout?
arozhodovéni S kym Fesite délezité véci v Zivoté?

(osoba s pravem

zastupného souhlasu meme o
dle Zakona kdyby bylo potfeba néco rozhodovat

o zdravotnich a vy byste nemohl/a?

sluzbach, § 34 odst. 7) | Kdo by s némi mohl premyslet
nebo rozhodovat za vés?

Na koho se mizeme obrdtit,

Hodnoty a preference | Co je pro vés (v Zivoté) dileZité?
Co vém poméhd vie/nemoc/
situaci zviGdnout?

Co bych jé jako lékai mél o vés
védét jako o Glovéku?

0 &em premyslite krom& nemoci?

Upraveno podle Desal AV., J Oncol Pract 2018, DO 101200/J0P18.00346
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KLINIKA PALIATIVNI MEDICINY
1. LF UK A VFN

GE5R  LEKARSKA FAKULTA
) V PLZNI

o y Univerzita Karlova

¢

Porozumeni dg. th. TOVA ANAMNEZA - 3 OTAZKY

Prognodza co i
I n fO rnm a é n |, p Ot Fe by Porozuméni Co vite o svém zdravotnim stavu?

a informaéni potfeby Jak tomu rozumite?

Jaké informace byste potreboval?
Co kdybychom neméli priznivé
zprévy?

Co by pro vds byla Spatné zprava?

Osoba divéry Kdo vdm pomdhd situaci zvlddnout?

Oso b d d CI Vé ry a rozhodovani S kym resite dileZité véci v ivot&?

(osoba s pravem

zastupného souhlasu . N
dle Zakona kdyby bylo potfeba néco rozhodovat

o zdravotnich a vy byste nemohl/a?

sluzbach, § 34 odst. 7) | Kdo by s ndmi mohl premyslet
nebo rozhodovat za vds?

Na koho se mGzeme obrdtit,

Hodnoty a preference Co je pro vds (v Zivoté) daleZité?

Co vdm pomdhd vée/nemoc/
situaci zvlddnout?

Co bych ja jako lékar mél o vds

Hodnoty a preference vidét jako o Slovéku?

O ¢em premyslite kromé nemoci?
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Seznam zdravotnich vykonu
Detail

Zmeénové rizeni - 001-2024-12-06-02-39-01

ROZHOVOR VSEOBECNEHO PRAKTICKEHO LEKARE O PLANU PRIMERENE PECE
V KONTEXTU PECE V ZAVERU ZIVOTA

Zmapovani hodnotové anamnézy pacienta (porozumeéni a informacni potreby
pacienta, osoba pro zastupné rozhodovani o zdravotni péci, hodnoty a
preference pacienta),

- vyhodnoceni pacientovych hodnot a priorit v oblasti vystupu zdravotni
péce,

- poskytnuti informace o moznych lécebnych postupech

- formulace dosazitelnych cilu péce,

- formulace planu péce, ktera bude primérena pojmenovanym cilim.
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Hodnotova anamnéza soudce Ustaviho soudu

Rusinova K, Paliativni medicina 2023; 4 (3):1-9 MEDICINSKE PRAVO

ROZHOVOR

Smrt nesmi byt tabu
a s pacienty se musi mluvit

Rozhovor s JUDr. Jaromirem Jirsou,
soudcem Ustavniho soudu

Doc. MUDr. MgA. Katefina Rusinova, Ph.D.

Klinika paliativni mediciny, 1. LF UK a VEN Praha
Vedouci redakéni rady ¢asopisu Paliativni medicina
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HA Ustavniho soudce

Hodnotova anamnéza

Porozuméni Pacient presné orientovan
a informacni potieby: vV nemoci, stoji zejména

o prognostické informace
a alternativy postupu

Osoba s pravem Syn (Martin)
zastupného souhlasu

Hodnoty a preference | Praktkujici katolik. V pripadeé
zhor$eni zdravotniho stavu

ve smyslu trvalé ztraty
sobéstacnosti a nemoznosti
kontaktu a komunikace s blizkymi
si nepreje umélé prodluzovani
tohoto stavu za pomoci piistroji.
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Kazuistika zena 22 let

Pacientka s Fabryho chorobou
e tendence k hypotenzi
* Bolesti kolen a kotniku
e Hypovitaminoza D

Celkove se citi dobre, bez novych obtizi
Gynekologicko-geneticka konzultace — uvahy o rodicovstvi

Doporuceni: dieta pri on. ledvin
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Kazuistika C. 2 zena, 28 let

- obtize od konce kvétna 2025
- vstupneé s velni rozsahlym nalezem na MRI mozku a C michy,
- tézka multifokalni neurologicka symptomatologie.

- nejpravdepodobnéji 1. ataka vysoce aktivni roztrousené
sklerdzy.
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Kazuistika: muz, 51 let

...s generalizovanym karcinomem distalniho jicnu (jatra, skelet) s 3 jicnovymi stenty
a trachedlnim stentem, pfijat 2/2025 k pokracovani v paliativni RT mediastinalnich
uzlin. Vstupné PS2. Dg 10/2023.

- 2 jicnové stenty zavedeny 12/23.

- chemoimunoterapie s naslednou progresi

- 11/24 zaveden 3. jicnovy stent

- Pro rozvoj dusnosti 6.12.24 zaveden endotrachealni stent

- 1/2025 provedena bronchoskopie s restentazi a naslednou repozici
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Hodnhotova anamnéza v dokumentaci

Porozuméni a informacni potreby: velmi dobré porozumeéni nemoci, |Iécbé a dobré prognosticke
uveédomeéni (mésic-rok). Chce spolurozhodovat o planovani péce, a byt informovan o nepriznivych
zpravach.

Osoba dlvéry: chce informovat v pripadé zhorseni svého zdravotniho stavu dceru, ale nepreje si, aby
byla zastupnou osobou v rozhodovani o zdr. péci, které deleguje na oS. onkology.

v

Hodnoty a preference: Zivot sam o sobé, Cas s prateli. Obavy: ze by zivot v nesobéstacnosti trval pfilis
dlouho.
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Zaklady komunikace a paliativni mediciny, 3. ro¢nik

Krok

Co fici

Porozumeéni
a informacni potreby

Co vite o svém zdravotnim stavu?
Jak tomu rozumite?

Jaké informace byste potreboval?
Co kdybychom neméli priznivé
zpravy?

Co by pro vas byla spatnd zprava?

Osoba divéry

a rozhodovani

(osoba s pravem
zastupného souhlasu
dle Zakona

o zdravotnich
sluzbach, § 34 odst. 7)

Kdo vdm pomdhd situaci zvliddnout?
S kym resite dalezité véci v zZivoté?
Na koho se miZeme obrdtit,

kdyby bylo potfeba néco rozhodovat
a vy byste nemohl/a?

Kdo by s ndmi mohl premyslet

nebo rozhodovat za vds?

Hodnoty a preference

Co je pro vds (v Zivoté) dalezité?
Co vdm pomdhd vse/nemoc/
situaci zvlddnout?

Co bych jé jako lékar mél o vas
védét jako o Clovéku?

O ¢em premyslite kromé nemoci?

Upraveno podle Desai AV., J Oncol Pract 2018, DOI: 10.1200/JOP18.00346




