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Detskd paliativni péce je aktivni celostni péce o péce o telo, mysl a
dusi ditete s zivot limitujicim/ohrozujicim onemocnénim a zahrnuje
takeé podporu rodiny.

Zacind od okamziku stanoveni diagnézy a probihd soucasné s
kurativni léCbou. Vyzaduje siroky multidisciplindrni pristup.

Zahrnuje mirnéni bolesti a symptomd, psychologickou a socidini
podporu a podporu rodiny behem nemoci i po umrti ditete.
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K nejmensim détem ¢asto promlouvdme prostrednictvim vztaht. Péce integrujici
rodiny zajistuje, ze ti, kdo dité znaji nejlépe, zlGstanou dostatecné nablizku, aby
ten hlas slyseli — a ze se my, pecujici tym, nauc¢ime naslouchat mu spolecné s nimi.
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upraveno dle: Updates on palliative Care: what, for whom, and how? - Scientific Figure on ResearchGate. Available from:
https://www.researchgate.net/figure/ntegrated-model-of-palliative-care_fig3 348549852 [accessed 11 Feb 2026]
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STANDARDY

Mezinarodni standardy

pro détskou paliativni péci:
Od projektu IMPaCCT

k projektu GO-PPaCS

Tabulka 1. Klasifikace stavd, pfi nichz mdze dité potfebovat DPP

Kategorie

Popis

Zivot ohrozujici
onemocnéni

Zivot limitujici
onemocnani

Stav s vysokou pravdépodobnosti pfedéasné smrti v disledku zavazné choroby, ale rovnéz
s nadéji na napf. dlouhodobé preziti do dospélosti: déti lécené pro zhoubna onemocnéni,
déti se zavaznym neurologickym onemocnénim, déti v intenzivni peci pro akutni poranéni,
déti zavislé na zdravotnickych technologiich

Stav s absenci jakekoli rozumne nadéje na vyléceni: ofekava se predcasna smrt,
pfiklady: Duchennova muskularni dystrofie, Tay-Sachsova choroba, Trisomie 13, Trisomie 18

Terminalni
onemocnani

Stav, v némz je smrt nevyhnutelna, u déti s Zivot limitujicim nebo Zivot ohroZujicim
onemocnénim







Deti benefitujici z paliativni péce ziji dlouho...

Overall cohort of 515 patients
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Feudtner et al, Pediatric Palliative Care: A Prospective Multicenter Cohort Study. Pediatrics 2011
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Priciny detské mortality

A Causes of death in children younger than 5 years (5-1 million deaths)

Other (13-9%)

Prematurity (18-1%)

Injuries (5-2%)

Congenital
anomalies
(8-0%)
HIV/AIDS (1-0%)
Measles (2-2%)
Tuberculosis (2:7%)

Birth asphyxia
or trauma
(11-5%)

Sepsis (3:4%)
Meningitis and
encephalitis (2:0%)
Tetanus (0-2%)
Lower respiratory

infections (14-2%)

Diarrhoea (8-7%)

Malaria (8-8%)

Villavicencio F, Perin J, Eilerts-Spinelli H, Yeung D, Prieto-Merino D, Hug L, Sharrow D, You D, Strong KL, Black RE, Liu L. Global, regional, and national causes of death in children and adolescents

B Causes of death in children and adolescents aged 5-19 years
(1-4 million deaths)

Maternal causes (0-7%)
Other injuries
(11-0%)

Collective violence and
natural disasters (0-8%)

Malaria (6-1%)

Interpersonal Diarrhoea (5:4%)

violence (3-8%) Tuberculosis (4-7%)

Self harm (4-1%) /£ Lower respiratory
infections (4-2%)
HIV/AIDS (1-4%)

Measles (0-5%)

Drowning (5-0%)

Road traffic
injuries (7:9%) Other
communicable
diseases
(16-3%)
Other non-communicable
diseases (14-2%) Cancer (7-0%)
Congenital anomalies (1-2%) Digestive system (3-3%)

Cardiovascular (2-5%)

younger than 20 years: an open data portal with estimates for 2000-21. Lancet Glob Health. 2024 Jan;12(1):e16-e17. doi: 10.1016/S2214-109X(23)00496-5. Epub 2023 Oct 25. PMID: 37898143.



Tabulka 2. P&t kategorii Zivot limitujicich a Zivot ohroZujicich onemocnéni [Together for Short Lives 2018]
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/s MANAGEMENT SYMPTOMU V DETSKE PALIATIVNI PECI

Bolest Nevolnost a zvraceni Dusnost Krece, epileptické
zéchvaty
vice INFORMACT VICE INFORMACT VICE INFORMACT
= = s

Zicpa Uzkost a neklid Retence moéi Krvéceni
ViCE INFORMACH

Poly-symptomatology in Patients Receiving Pediatric Palliative Care:
Baseline Evaluations of PPCRN SHARE Parent Reported Data: n=501

Symptom _ Multivariate Models for full Cohort: Mean Change in HRQOL Score
Prevalence Frequency in Number of Symptoms Re| . . . .
81 Associated With Moderate to Severe Distress From Given Symptom
Pain 055
Lack ?ﬁrggg{lu I — [N =920 SUWE"'SI
o JGEK
Difggﬁgzglgf%zx [E— :s PedsOL Score Distressing Symptom  Mean Change in QOL Score (95% Cl)  P- Value
ei‘;’r‘?‘ﬁgg — Difficulty concentrating -4.75 [-7.25, -2.24) 0.0002
iti _—
Consgggtggg — Warrying -4.35(7.25, -2.42) <0.0001
Change Nln SKin |— Doz'/)n
e pe— 7 Dry miauth -3.94 (-6.98, -0L01) 0.0109
Difﬁcgg %Aaothr} —:;: Pain -3.87 (-5.44, -2.30) <0.0001
SificHly SWRlohng| F— 8 Total Sadness -3.75 [-5.96, -1.54]) 00005
; Nervous | o 15 "
DIfﬁcu“X_Cunuelu_umu I— 0 17 Irrita b“lt'gr -3.40 t‘-S.g'En_, '1.5‘1} 0.0036
Difficulty Urinating s o 15 5 di b 337 6 g 0.002
Womy p— 014 ’ " eep disturbance =3.27 (=5.36, -1.18) L0021
Hegglazgr:e :,‘: o Number of Symptoms Reported Fatigue -2.83 t' ﬂ-.ﬂ-ﬂ, =1 15} 0.0007
— n = Vomiting =2.03 (-3.89, -0.16) 0.0337
Percentage of Patients Anorexia -1.94 (-3.564, -0.24) 0.0255

Feudtner et al AAHPM State of the Science 2020, Feudtner et al JAMA Open

Rosenberg et al Quality of Life in Children with Advanced Cancer



dvoulety chlapec

brdnic¢ni kyla, plicni hypertenze, srdecni selhdvani
tracheostomie, UPV, JPEG

od narozeni hospitalizovdn na détské JIRP

pri rozruseni, vzteku apod. velké poklesy saturace
02

Co mu opravdu vadilo a co
pro néj bylo dulezité?



byt ve vztahu - navazovat kontakt, byt partdkem, byt
pochopen

komunikovat - nejen verbdlné, ale jakymkoliv zplsobem.
jist a sdilet jidlo - nejen prijem kalorii, ale zkuSenost,
vztah, ritudl.

hrdt si a objevovat - rozvijet se, mit prilezitost k radosti.
citit bezpedi - mit prijemné senzorické prostredi, komfort.
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specializovana specialisté v détské
paliativni péce paliativni péci

obecna doplnkove vzdélani
paliativni péce

paliativni vSichni
pristup zdravotnici
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Zdadna profese neslysi celé dite.

Kazdy slysi jen cdst.



Kolik z vds spolupracuje s detskym
konzilidrnim paliativnim tymem
(KTPP)?
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Feudtner et al, Pediatric Palliative Care: A Prospective Multicenter Cohort Study. Pediatrics 2011



Speech-language pathology in paediatric palliative care: A scoping
review of role and practice

LILLIAN KRIKHELI'? @), BERNICE A. MATHISEN? (5 & LINDSAY B. CAREY' (&

! Palliative Care Unit, School of Psychology and Public Health, La Trobe University, Melbourne, Australia, *Cabrini
Health, Victoria, Australia, and *Department of Convmunity and Allied Health, La Trobe Rural Health School,
La Trobe University, Bendigo, Australia

Abstract

Purpose: Attempts have been made within the literature to clarify the role and scope of speech-language pathologists (SLPs)
within paediatric palliative care (PPC). As SLP literature regarding adult/geriatric populations is gaining traction, it is fitting
to investigate the role of SLPs in the management of infants and children in end-of-life care.

Method: Arksey and O’Malley’s (2005) scoping review method was utilised for searching multiple databases. Two database
searches were undertaken. The first located literature in which SLP PPC intervention is specifically addressed. The second
search utilised internationally recognised SLP scope of practice areas. Manual searching of reference lists was also utilised.
Resulr: Themes identified included management of communication, feeding, upper-airway and oral health as well as the role
of SLPs within a multidisciplinary PPC team.

Conclusion: There is acknowledgement that SLPs have a role in PPC. However, there is little information identifying SLP
involvement in the diagnosis and management of swallowing, cognition/communication, oral hygiene and upper airway
issues. The available literature predominantly relies on limited adult palliative care research and does not address age-
specific management approaches across the paediatric life-stage. Given an absence of SLP PPC guidelines, further research
is warranted to explicitly define SLP scope of practice within this population.

Mezi identifikovand témata patfilo
zvldddni komunikace, vyziva, péce o
horni dychaci cesty a stav dstni dutiny,
jakoz i role logopedu v rdmci
multidisciplindrniho tymu DPP.
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Feudtner et al, Pediatric Palliative Care: A Prospective Multicenter Cohort Study. Pediatrics 2011



@ Taylor &Francis |, V1. Recommendations for Speech-Language Pathologists in Paediatric Palliative Care Teams (ReSFCT).
SLPs have a specialist role in diagnosing and treating communication and swallowing difficulties within PPC sertings.
INTERNAT . International JOU rnal of Speech_La nguage Pathology l'_'.a_rer."l’nrmly partnership with a strong therapeutic relationship is a key component of effective SLP clinical

SPEECH-LANGUAGE
PATHOLOGY

intervennon.

SLPs should provide direct and indirect consultation regarding communication and swallowing as part of a
multidisciplinary team (including allied health, medical, nursing and pastoral care) for the provision of
coordinated PPC.

SLPs have a role in providing sensitive informational counselling o assist the family and/or child to make fully

informed decisions about swallowing and communication difficulties in PPC.
_ With regard to documentation post-SLP evaluation, where feeding art risk will occur, recommendations should be
ISSN: (Print) (Online) Journal http: ine.c i/iasl20 provided u: m& approach as part of a holistic and transparent model of care. These recommendations
should be ratified by the medical ream.
e.g. The primary/conservative rxnmnmdam s ,"mi by mouthiNPOJ. However, in light of the guality of life approach as

H discussed woith family and dical team, the d, u‘fn.r ﬂ)sc.‘n.fd mmﬂummnﬂjaﬁmﬁ on fdiet!
Recommendatlons for Speech'language Sfluad rexrurvels] mm‘:yb'ae risks associated with nsp:muon fenotoledged. { - eg mmbemby’gaﬂ'a{wd
i i i H 1ati family to maximise safe oral intake: fe.g. strict oral care, sitting u, 1, miinimise diStractions, leaspoon amounts et
pathos!og|5t5 In paEd|atr|C pa”latl\fe care teams Important factors for SLPs o mnnd{arg\:vhm serting up alteﬁn:;’\:ﬂm augmentative communication (AAC) rcjr a child
. H : Er H in PPC include:
(ReSP°CT): An international modified Delphi study o Location
s Type of equipment (high-tech/low-tech or both)
s Flucruations or likely deterioration of the child over rime
Lillian Krikheli, Lindsay Brian Carey, Shane Erickson, Christa Lynn Carey- : g;?ﬁ:ﬁgﬁ: T e e T Ta 1o Tyt a1t e e ebialey | el s o) [ 1a a0 1) ooz fn s zebai
Sargeant & Bernice Ann Mathisen s Maeans to communicate “needs and wants™ and access information relating to own care, family, home and school.

Decisions surrounding feeding management should be a collaborative effort involving the child, family/guardians, and
care ream and should not be based solely on the SLP evaluation.

To cite this article: Lillian Krikheli, Lindsay Brian Carey, Shane Erickson, Christa Lynn Carey- Multidisciplinary collaboration, encompassing active communication and support for the SLP role in PPC, is key for
Sargeant & Bernice Ann Mathisen (2021): Recommendations for speech-language pathologists in successful involvement within a PPC service.
paediatric palliative care teams (ReSP3CT): An international modified Delphi study, International SLPs should aim to use a holistic care approach when providing input for children and families in PPC which
Journal of Speech-Language Pathology, DOI: 10.1080/17549507.2020.1866073 considers biological, psychological, social and spiritual elements of the child and family.

SLPs working in PPC should ensure that they have a strong supervisory and/or peer-support structure for the purposes
To link to this article: https://doi.org/10.1080/17549507.2020.1866073 of self-care and local professional support.

If a child with dysphagia is eating and drinking orally (in the presence or absence of alternarive means of nutrition),

SLPs should be involved as educators and facilitators by providing interventions to maximise safety, mealtime
enjoyment and quality of life throughout the palliative pathway.

L Instrumental assessments (including, but not limirted to: videofluoroscopic swallowing studies and fibreoprtic endoscopic
evaluation of swallowing) should only be considered if the child is able to tolerate the assessment, or if new
assessment results are likely to change future management.

M When a decision is made for a child to eat or drink despite :mgmng risk of aspiration, SLPs should be involved as
educators and facilitators by providing interventions to maximise safety, mealtime enjoyment and quality of life
throughout the palliative pathway.

N Oral health and secretion management are considered in the literature as mitigating facrors for aspiration pneumonia
risk. SLPs should promote daily oral care as part of a harm-minimisation approach and have a role in educatng and
empowering the family to provide oral care, e.g. comfort care for dry mouth (refer 1o local guidelines/practices for
clarification of scope).

(8] [)ependen[ on the goals of care, SLPs should have a role in the successful integration of a child with life-limiting illness
into school, hobbies or other occupations in the context of established SLP practice areas (e.g.
mmmummm)nfsw ing).

P Working with a paediatric palliative caseload is not idered a grad nery skill set, however, a fundamental
understanding of palliative care approaches should be core knowledge before SLPs enter the profession.

Q SLPs should undertake available multidisciplinary and SLP-specific PPC-related continuing education in order 1o
increase their PPC knowledge base.

R As able, SLPs should conduct, and parricipate in, clinical research and/or quality improvement to expand the evidence
base for SLP practice in PPC. This may involve collaboration with other health-related disciplines, academics and
researchers.

s As able, SLPs should contribute to local, national and/or international governance lramewmks reprdmg rrc.

T A pln}r—hnsed approach is a suitable mode of SLP intervention within PPC, provided i is lopr age-
appropriate and not contraindicated by current medical status.

u SLPs can have a role in upper ai and respiratory management as it relates to communication and swallowing, e.g.

airway
mechanical ventilation (refer to local guidelines/practices for clarification of scope)
Note: SLP: speech-language pathology; SLPs: speech-language pathologists; PPC: paediatric palliative care.




Instrumentdini vySetreni (vCetne, avsak nikoli vylucneé:
videofluoroskopickych vysetreni polykdni a endoskopického vysetreni
polykaciho aktu) by méla byt zvazovdna pouze v pripadé, ze dité je
schopno vysSetreni sndset, nebo pokud je pravdépodobné, ze novée
vysledky vysetreni ovlivni budouci [éCbu.

Pokud je rozhodnuto, ze dité bude jist nebo piti pres pretrvdvaijici
riziko aspirace, méeli by byt logopedi zapojeni jako vzdelavatelé a
zprostredkovatelé tim, ze budou poskytovat intervence zamerené na
maximalizaci bezpecnosti, radosti z jidla a kvality zivota po celou dobu
paliativni péce.

V zavislosti na cilech péce by logopedi meéli hrdt roli pri uspesné
integraci ditéte s zivot limitujicim onemocnénim do skolniho prostredi,
zdjmovych aktivit nebo jinych Cinnosti v kontextu zavedenych oblasti

V4
.

logopedické praxe (napr.komunikace/polykdni)
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DETSKA A PERINATALNI PALIATIVNI
PECE V PRAXI

DOPORUCENI A INSPIRACE PRO PRAKTICKE
LEKARE PRO DETI A DOROST




132 Ministerstvo
X zdravotnictvi

Paliativni
tym

RUzné profese, jeden cil: kvalita
Zivota ditéte i jeho blizkych.

@ ministerstvo_zdravotnictvi Sledovat ««-

SYSLermu pece a propujuje Zaravoun a
sociéIni sluzby

Dal3i odbornici, ktefi se do péce
zapojuji

Podle potreb ditéte a rodiny se pridavaji

i dal3f profese:

» |ékari raznych specializaci (napft.
neurologie, onkologie, neonatologie..
« fyzintziapeul, eiycterapeut —
pomahaji s pohybem, sobestaénosti a
komfortem ditéte

« klinicky logoped — podporuje
komunikaci a pfijem potravv

« klinicky tarnnaceut — poméhé s
bezpeénym nastavenim lé¢by

« kaplan nebo duchovni — nabizi
spiritudlni podporu

Profese, které se v praxi ukazuji jako
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Multidisciplinarita umoznuje ro
“dobrymi rodi
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Jakeé slovo Vas ted’
@ napadne, kdyz se rekne

detska paliativni péece?

@ The Slido app must be installed on every computer you're presenting from S“do


https://www.slido.com/powerpoint-polling?utm_source=powerpoint&utm_medium=placeholder-slide
https://www.slido.com/support/ppi/how-to-change-the-design
https://www.slido.com/support/ppi/how-to-change-the-design

Zlepsuje casne zavedeni paliativni péece
outcome pacientu (preziti, kvalitu zivota)?



Deti v prvnich letech zivota casto nemohou mluvit samy za
sebe. Presto maiji svlj hlas. Ukolem multidisciplindrniho tymu
v paliativni péci neni za dité mluvit, ale naucit se jeho hlas

rozpoznat, chrdnit a zesilovat.



Hlas ditete v perinatalni a
detske paliativni peci
zuzana.stanilglég\tljg@lf&cuni.Cz

LOGOPEDICKE

SYMPOZIUM
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 Siryns®

Ceska spoleénost
paliativni mediciny
Ceské |ékafské spoleénosti
Jana Evangelisty Purkyné
https://www.pediatrics.cz/sekce-a-pracovni-skupiny/paliativni_medicina

https://www.paliativnimedicina.cz/perinatalni-paliativni-pece
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