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Paliativni péce v neurologii
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Pfed padeséti lety bylo zaloZzeno hospicové hnuti, které doslova revolucionizovalo péci na konci Zivota svym plsobenim na
tizi symptomd, ddrazem na kvalitu Zivota komplexni péci o umirajici pacienty. Paliativni péce je v modernim pojeti svébytnym
pfistupem, ktery z hospicového hnuti vychazi, avsak presahuje fazi bezprostfedniho umirani, je indikovan v kterémkoliv véku
nebo stadiu nemoci, nezavisle na progndze a zaméruje se na zlepseni komunikace o cilech [é¢by a maximalni zlepseni komfortu
a kvality Zivota. U neurologickych onemocnéni se jedna o doprovazeni po celou dobu zadvazného onemocnéni: paliativni péce
muze trvat roky, nékdy az desetileti, pomaha zvladat postupné se zvysujici symptomovou zatéz, progresivni ztratu sobéstacnosti,
proménujici se socidlni roli i osobnostni proménu a prognostickou nejistotu.
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Neuropalliative care

Fifty years ago started the hospice movement having revolutionized end-of-life care by easing symptom burden, by improving
the quality of life, and by not ‘giving up’ on dying patients. Palliative care is a philosophy of care for patients that was born with
the hospice movement but is not limited to patients nearing the end of life: Instead, palliative care is appropriate at any age, stage
of illness, or prognosis and focuses on improving communication about goals of care and maximizing comfort and quality of life.
In neurologic diseases palliative care accompanies patients on a journey that can sometimes last years and even decades, with

often-increasing symptom burden and disability, changing social roles, loss of personhood and prognostic uncertainty.
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Uvod

Neurologické onemocnéni postihuje celosve-
tové az miliardu nemocnych a vice nez kazdé desa-
té umrti ma vztah k neurologickému onemocnént.
Cévnimozkové pifhody jsou druhou nejcastejsi pfi-
¢inou Umrti a zplsobuji 42 % ztracenych let Zivota
v dlsledku nemoci (DALY — Disability Adjusted Life
Year). S o¢ekdvanym narlistem prevalence demen-
ce, Parkinsonovy nemoci a roztrousené sklerézy
v pfistich dekddach rostouci neurologicka morbi-
dita a s nf spojend populacni zatéz ovlivni pifmo
kazdého z nas. Paliativni medicina jako odbornost
je zaméfend na snizenf utrpent, zlepSovani kvality
Zivota a vyjasnéni cildi lé¢by a ma tak své logické
misto v neurologjii.

Pfed padesati lety zaloZila Cicely Saundersova
hospicové hnuti na principu toho, Ze je potieba
délat mnohem vice i ve chvili, kdy je pacientdm
s pokrocilym naddorovym onemocnénim a dalsimi
terminalnimi stavy sdélovéano, ze ,uZ se neda nic
délat”. Hospicové hnuti doslova revolucionizovalo
péci na konci Zivota tim, Ze snizuje tizi symptom(,
klade dliraz na kvalitu Zivota spiSe nez jen prodlu-
zovani Zivota (,kvalita versus kvantita”) a nevzdava
péci o umirajicl pacienty.

Paliativni péce je svébytnym pfistupem
v péci 0 pacienty se zadvaznym onemocne-
nim a jejich blizké, kterd z hospicového hnu-
ti vychézi, aviak neomezuje se jen na fazi
bezprostfedniho umirani, ale je indikovéna

v kterémkoliv véku nebo stadiu nemoci, ne-
zavisle na progndze. Paliativni péce v posledni
dobé proménuje celou zdravotni péci tim,
7e hlavni dlraz klade na ,dobry Zivot” paci-
entl se zdvaznou nemoci a jejich blizkych
od okamziku diagndzy az po zavér zivota.
Zaméfuje se na zlepSeni komunikace o cilech
|é¢by a maximalni zlepseni komfortu a kvality
Zivota — tim je vlastné jak samostatnym me-
dicinskym oborem, tak i obecnym pfistupem
k poskytovani péce, ktery by se mél integrovat
do péce o kteréhokoliv pacienta se zdvaznym
onemocnénim.

,Lé¢ha v souladu s hodnotami a preferencemi
pacienta” je dUleZity pojem, ktery se stal Ustfednim
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tématem paliativni péce, a zahrnuje komunikaci
0 tom, co je dobrym a pfijatelnym cilem Ié¢by pro
pacienta (,0 co bychom se méli spole¢né snazit”,
pozn. editora) a jak tomuto individuainimu cili pri-
zpUsobit medicinsky postup. Pro nékteré pacienty
je napfiklad velmi zasadni a ddlezité nezazivat bo-
lest (nebo zlstat v domacim prostred) i za cenu
toho, Ze budou mit snizenou bdélost nebo o néco
kratsi délku Zivota, zatimco pro jiné je nejdllezitéjsi
hodnotou maximalni prodlouZeni Zivota, ato i za
cenu vétsi miry bolesti nebo nutnosti hospitalizace
(Creutzfeldt et al,, 2018).

V historii neurologie i lé¢by fady neurolo-
gickych nemoci byla jen velmi vzacné dosa-
Zitelnd a ocekdvana Uzdrava. Mnohem castéji
se v péci o tyto pacienty jedna o doprovazeni,
které nékdy trva roky, nékdy dokonce desetiletf,
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Neuropalliative care

(original textu dr. Creutzfeldt)

One billion people suffer from a neurologi-
cal illiness worldwide, and more than one in ten
deaths are related to neurologic disease. Stroke
is the second most common cause of death
and accounts for 42% of the neurologic disa-
bility-adjusted life years. With major increases
expected in the prevalence of dementia, epi-
lepsy, Parkinson’s disease and multiple sclerosis
over the next few decades, the growing global
burden of neurologic disease will be a major
challenge for all of us. As a medical specialty
that focusses on the alleviation of suffering, im-
provement of quality of life and clarification of
goals of care, Palliative care has a logical place
in Neurology.

Fifty years ago, Dame Cicely Saunders star-
ted the hospice movement emphasizing that
there is so much more to be done when patients
with cancer and other terminal illnesses were
being told there was nothing more. By easing
symptom burden, by improving the quality
rather than the quantity of life, and by not ‘giving

www.neurologiepropraxi.cz

S postupné se zvysujici symptomovou zatezi
a progresivni ztrdtou sobéstacnosti, promé-
nujici se socidlni roli i osobnostni proménou
a prognostickou nejistotou.

V paliativni péci rozlisujeme nékolik mode-
|&: neurologové se mohou vzdélat v zékladnich
paliativnich dovednostech a ndsledné posky-
tovat tzv. obecnou paliativni péci - ta zahrnuje
napriklad exploraci hodnot a preferenci paci-
enta a jeho individudInf cil lé¢by, management
symptom a také podporu pecovatell. Pacienti
s neurologickym onemocnénim ¢asto povazu-
ji neurologa za ,hlavniho” a nejdUleZitéjsiho
osettujiciho Iékafe (Steigleder et al,, 2019). Tim
vznikd dlouhodoby terapeuticky vztah, ktery
mUZe poskytnout bezpecny rémec pro hlubsf
a sloZitéjsi rozhovor o lé¢ebnych preferencich

logy 2018; 91: 217-226. doi: 10.1212/WNL.0000000000005916.
3. Sokol LL, Young MJ, Paparian J, Kluger BM, Lum HD, Besbris J,
Kramer NM, Lang AE, Espay AJ, Dubaz OM, Miyasaki JM, Matlock
DD, Simuni T, Cerf M. Advance care planning in Parkinson's disea-
se: ethical challenges and future directions. NPJ Parkinsons Dis.
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up’ on dying patients, the hospice movement
revolutionized end-of-life care.

Palliative care is a philosophy of care for pa-
tients with serious iliness and their families that
was born with the hospice movement, with
the difference that palliative care is not limited
to patients nearing the end of life, but is appro-
priate at any age, stage of illness, or prognosis.
Palliative care is now revolutionizing medical
care by placing a central focus on helping pa-
tients and their families lead a good life across
the continuum of the disease, from the time of
diagnosis until death. Focused on improving
communication about goals of care and ma-
ximizing comfort and quality of life, palliative
care is both a medical subspecialty as well as an
approach to medical care that can and should
be incorporated into the care of all patients with
serious illness.

,Goal-concordant care” is a centerpiece of
palliative care communication and includes ex-

ploring a patient’s individual goals for treatment
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v pokrocilé fazi nemoci nebo v zavéru Zivota
(Sokol et al., 2019). Podrobné znalost trajekto-
rie neurologického onemocnéni a jeho spe-
cifickych symptom0 umoznuje neurologovi
kvalitni symptomovy screening a manage-
ment (Creutzfeldt et al.,, 2015). Pro pacienty
s komplexni symptomovou z&tézi nebo Sirsimi
potfebami mUze byt pfinosna spoluprace s pa-
liatrem. Specializovana paliativni péce byva
poskytovdna nej¢astéji multidisciplindrnim
konzilidrnim tymem paliativni péce, ktery ma
k dispozici lékare, sestry, socidlniho pracovnika
a kaplana. Tato péce mUze byt poskytovana
soubézné s obecnou paliativni péci, a to jak
v nemocnici, tak ambulantné i v rdmci hospi-
cové péce (doméci nebo lGzkové), u dospélych
i détskych pacientl (Lyons-Warren, 2019).

4. Steigleder T, Kollmar R, Ostgathe C. Palliative Care for Stroke
Patients and Their Families: Barriers for Implementation. Front
Neurol. 2019 Mar 6; 10: 164. doi: 10.3389/fneur.2019.00164.
5. Lyons-Warren AM. Update on Palliative Care for Pediatric
Neurology. Am J Hosp Palliat Care. 2019; 36: 154-157. doi:
10.1177/1049909118786956.

and adapting treatment to these preferences.
For example, some patients prefer to avoid pain
(or stay at home) at all costs and would accept
reduced consciousness or a shorter life, whereas
for others, staying alive for as long as possible is
most important, even if that might mean being
in pain or being hospitalized (Creutzfeldt et al,,
2018).

Through the history of neurological illnes-
ses, the focus and expectation has rarely been
on cure. Rather, clinicians caring for patients
with neurologic diseases accompany them on
a journey that can sometimes last years and
even decades, with often-increasing symptom
burden and disability, changing social roles,
loss of personhood and prognostic uncertainty.
Evidence for integrating palliative care into the
care of patients with serious illness stems mostly
from the oncology literature and more research
is needed specific to neurology.

We talk about different levels of palliative
care: Neurologists can learn and practice basic
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palliative care skills, for example exploring their
patient’s treatment goals and overall values, ba-
sic symptom management and caregiver sup-
port. Patients with serious neurologic illness
frequently consider their neurologist their main
physician (Steigleder et al., 2019). Such a lon-
gitudinal relationship can be the foundation
for deep conversations around care preferen-

ces and end of life wishes (Sokol et al., 2019).
Deep knowledge about neurological disease
trajectories and symptoms specific to neurolo-
gical disease puts the Neurologist in the unique
position to assess and treat them (Creutzfeldt et
al., 2015). For those patients who have complex
symptoms or need additional support, palliative
care specialist may be appropriate. Depending
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on the healthcare system, specialty palliative
medicine often consists of a multidisciplinary
team of nurses, social workers, chaplains, phys-
icians. Specialty palliative care can be provided
alongside primary palliative care and can be
delivered in the outpatient, inpatient or hospi-
ce setting, in both adult and pediatric patients
(Lyons-Warren 2019).
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