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Detska paliativni péce je aktivni celostni péce o péce o telo, mysl a
dusi ditéte s zivot limitujicim/ohrozujicim onemocnénim a zahrnuje
také podporu rodiny.

Zacind od okamziku stanoveni diagndzy a probihd soucasne s
kurativni IéCbou. Vyzaduje Siroky multidisciplinarni pristup.

Zahrnuje mirnéni bolesti a symptomd, psychologickou a socidlni
podporu a podporu rodiny behem nemoci i po umrti ditete.
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K nejmensim détem casto promlouvdme prostrednictvim vztaht. Péce integrujici
rodiny zajistuje, ze ti, kdo dité znaji nejlépe, zustanou dostatec¢né nablizku, aby
ten hlas slyseli — a ze se my, pecujici tym, naucime naslouchat mu spolecné s nimi.
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prevence kurativnia Zivot symptomova lécba zdvér  umirdni truchleni
prodluzujici 1é¢ba | Zivota
N
PALIATIVNI PECE

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 stav(, pfi nichz mtze dité potfebovat DPP

Kategorie

Popis

Zivot ohrozujici
onemocnéni

Zivot limitujici
onemocnéni

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

Stav s absenci jakékoli rozumné nadéje na vyléceni: ocekava se predcasna smrt,
priklady: Duchennova muskularni dystrofie, Tay-Sachsova choroba, Trisomie 13, Trisomie 18

Terminalni
onemocnéni

Stav, v némz je smrt nevyhnutelnd, u déti s Zivot limitujicim nebo Zivot ohrozujicim
onemocnénim




Jak Siroké je spektrum pacientu v détské a
perinatdini paliativni péci a v cem je
specifické?



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



Jakym déetem poskytujeme DPP?
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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%)

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%)
Vil (3:oH) Tuberculosis (4-7%)
Self harm (4:1%) 4 Lower respiratory
: infections (4-2%)

Drowning (5-0%) HIV/AIDS (1-4%)

Measles (0-5%)
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%)

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
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. Pét kategorii Zivot limitujicich a Zivot ohroZujicich onemocnéni [Together for Short Lives 2018]

Skupina

Popis

]

Zivot ohrozujici onemocnéni, kde je mozna kurativni 1é¢ba, kterd viak méze selhat. PFist
ke sluzbam paliativni péce mize byt nutny s ohledem na komplexnost potfeb pacienta
(napf. zhoubny nador, komplexni vrozend onemocnéni srdce, zadvazna poranéni v dusled
urazu). PFi dosazZeni dlouhodobé remise nebo po Uspésné kurativni [écbé jiz nejsou sluzl
paliativni péce zapotrebi

Healthy

Cure.

Diagnosis
Time

Death

Onemocnéni, jejichz nevyhnutelnym disledkem je predc¢asna smrt. Dlouhd obdobi intenziv
|éCby jsou zameérena na prodlouzeni Zzivota se zachovanim dobré kvality Zivota (napf.: cyst
fibréza)

Treatment

Progredujici onemocnéni bez moznosti kurativni 1éCby, u kterych je 1écba vyhradné
paliativni a bézné mlze trvat mnoho let (napf.: Battenova choroba, muskularni dystrofie,
chromosomopatie)

Ireverzibilni, ale neprogredujici onemocnéni s komplexnimi naroky na zdravotni péci, ktera
vedou ke komplikacim a pravdépodobné i predcasné smrti (napf. zavazna forma détské
mozkové obrny a postizeni po poranéni mozku ¢i michy). Paliativni pé¢e mize byt nutna
v jakémkoli stadiu choroby a epizody péce mohou byt nepredvidatelné a periodické.

Complications

O DI WNIDN

Nenarozené déti s vyznamnymi zdravotnimi problémy, které nemusi prezit porod, novoroz
s moznym prezitim nékolik hodin/dn(, novorozenci s vrozenymi vadami s moZznym ohroZei
vitalnich funkci a novorozenci, kterym se dostalo nalezité intenzivni péce, ale rozvinulo se
u nich nevylécitelné onemocnéni.
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Co je hlavnim faktorem ovlivhujicim
kvalitu zivota

u deti s zivot limitujicim/ohrozujicim
onemochénim?
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s MANAGEMENT SYMPTOMU V DETSKE PALIATIVNI PECI

Bolest Nevolnost a zvraceni Dusnost Krece, epileptické

zachvaty

Zacpa Uzkost a neklid Retence moéi Krvaceni

VICE INFORMACI VICE INFORMACI VICE INFORMACI VICE INFORMACI

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| 2 % 2 3
81 Associated With Moderate to Severe Distress From Given Symptom
P ain 055
Lack ?{rﬁgg{h y _“(:”0‘»1 (N=92° Surveys)
5 fgm zglgéglar:ﬁ [e— .5 PedsQL Score Distressing Symptom Mean Change in QOL Score (95% Cl)  P- Value
DlarrreE — Difficulty concentrating -4.75 (-7.25, -2.24) 0.0002
COnSleaI{ O —07 Worrying -4.35 (7.25, -2.42) <0.0001
Change in Skin pe— o 21
Nausea e———O > Dry mouth -3.94 (-6.98, -0.01) 0.0109
Sweating [— 023
Doy Ea""ﬁ — 1 Pain -3.87 (-5.44,-2.30) <0.0001
DAlcidty Swa"°w'"3 ——t Sadness -3.75 (-5.96, -1.54) 0.0009
Nervous | o 15 Total 7 ¥
DIffCu"%_Cutnbﬁuumn E—— o7 |fr|tabl|lty -3.40 (‘5.96, '1.54) 0.0036
Ry "cn ——2 w ] Sleep disturbance -3.27 (-5.36, -1.18) 0.0021
| el Rt Symptoms Repo:t%d Fatigue -2.83(-4.48,-1.19) 0.0007
= = Vomiting -2.03 (-3.89,-0.16) 0.0337
Percentage of Patlents Anorexia -1.94 (-3.64,-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



e dvoulety chlapec
e brdnicni kyla, plicni hypertenze, srde¢ni selhdvdni
e tracheostomie, UPV, JPEG
, e od narozeni hospitalizovdn na détské JIRP
MODELOVA e prirozruseni, vzteku apod. velké poklesy saturace
KAZUISTIKA 02

Lenka Kohoutkova, Centrum Provazeni FNHK

Co mu opravdu vadilo a co
pro néj bylo dulezité?



MODELOVA
KAZUISTIKA

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

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

hrdt si a objevovat - rozvijet se, mit pfrilezitost k radosti.
citit bezpeci - mit prijemné senzorické prostredi, komfort.

l,

Co mu opravdu vadilo a co
pro néj bylo dulezité...
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Zahrnuje mirnéni bolesti a symptomd, psychologickou a socidlni
podporu a podporu rodiny behem nemoci i po umrti ditete.
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Zadnd profese neslysi celé dité.

Kazdy slysi jen Cdst.




Kolik z vds spolupracuje s déetskym
konziliarnim paliativhim 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® (3 & LINDSAY B. CAREY' ®

! Palliative Care Unit, School of Psychology and Public Health, La Trobe University, Melbourne, Australia, *Cabrini
Health, Victoria, Australia, and > Department of Community 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 patrilo
zvladddni komunikace, vyziva, péce o
horni dychaci cesty a stav ustni dutiny,
jakoz i role logopedl v rdmci
multidisciplindrniho tymu DPP.
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e V1. Recommendations for Speech-Language Pathologists in Paediatric Palliative Care Teams (ReSP’CT).

SLPs have a specialist role in diagnosing and treating communication and swallowing difficulties within PPC settings.

International journal of Speech-Language Path°|°gy Carer/family partnership with a strong therapeutic relationship is a key component of effective SLP clinical

intervention.

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

SLPs have a role in providing s-ensnme ml‘ormauonal counselling to assist the family and/or child to make fully

informed decisi about 11 ication difficulties in PPC.

_ W”uh regnrd to documentation post-SLP evn.lunzum, where feeding at risk will occur, recommendations should be

1SSN: (Print) (Online) Journal h loi/iasl20 umga graded approach as part of a holistic and transparent model of care. These recommendartions
should be ed by the medical team.

e.g. The primaryiconservative recommendation is [ml by mawh/NPO] Hozvever, in light of the quality of life approach as

is for

Recommendations for speech-language . BB :.f""‘. e

. . . . . . vl intaki al 3 iprig s — - "
pathOIOgl stsin paedlatrlc pa"Iatlve care teams Im/;::-ﬁnz:facmrs ';;rsg‘ugs lo. con;d[e‘rg;vl?;“s:'mn;a:n‘p glr:’e?hnm'e and ive ¢ ication (AAC) fc{r a child

(ReSP>CT): An international modified Delphi study ——

Type of equipment (high-tech/low-tech or both)

Fluctuations or likely deterioration of the child over time

Infection control

Time needed for child/communication pan.ner training and demand on the child’s time and energy

Means 1o communicate “needs and wants” and access information relating to own care, family, home and school.
surrounding feeding 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, encc ing active ct ication 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 (ReSP°CT): 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 professlongl support

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

SPEECH-LANGUAGE

PATHOLOGY

L9

Lillian Krikheli, Lindsay Brian Carey, Shane Erickson, Christa Lynn Carey-
Sargeant & Bernice Ann Mathisen

Ceesees

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 limited to: ndeuﬂuomswpu swallowing studies and fibreoptic 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 ongoing risk of aspiration, SLPs should be involved as
educarors and facilitators by providing interventions to maximise safety, mealtime enjoyment and quality of life
throughout the palliative pathway.

N Oral health and secretion are ¢ idered in the li as mitigating factors for aspiration pneumonia
risk. SLPs should promote daily oral care as part of a harm-minimisation approach and have a role in educating and
empowering the family to provide oral care, e.g. comfort care for dry mouth (refer to local guidelines/practices for

clarification of scope).

(o] Dependent on the goals of care, SLPs should have a role in the succeaﬁul integration of a child with life-limiting illness
into xchool, hobbi s or odu:r in the of d SLP areas (e.g.

ing).

P Working with a paediatric palliative load is not idered a di try skill set, h a fund: 1
undermnding of pallianive care approaches should be core knowledge before SLPs enter the ptd'emon.

Q SLPs should underlake available muludisciplinary and SLP-specific PPC-related continuing education in order to
increase their PPC knowledge base.

R As able, SLPs should conduct, and participate in, clinical research and/or quality improvement to expand the evidence
base for SLP pracrice 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 [rameworks regardmg PPC.

T Aphy-basedapproachnsnsulmblemodcofSLPmervenuonwnhmPPC,, age-

iate and not indi d by dical status.
U Smmhawamlcmlxppermnynndrummrymmgemmlmnmlmm ication and swallowing, e.g.
il (refer to local guid practices for clarification of scope)

Note: SLP: speech-language pathology; SLPs: speech-1 pathologi PPC: paediatric palliative care.




Instrumentdini vysetreni (vCetne, avsak nikoli vylucné:
videofluoroskopickych vysetreni polykdni a endoskopického vysetreni
polykaciho aktu) by méla byt zvazovdna pouze v pripadg, ze dite je
schopno vysSetreni sndset, nebo pokud je pravdépodobné, ze nové
vysledky vysetreni ovlivni budouci |éCbu.

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

V zdvislosti na cilech péce by logopedi méli hrat roli pri Uspésné
integraci ditéte s zivot limitujicim onemocnénim do skolniho prostredi,
zdjmovych aktivit nebo jinych Cinnosti v kontextu zavedenych oblasti
logopedické praxe (napr.komunikace/polykani).
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DETSKA A PERINATALNI PALIATIVNI
PECE V PRAXI

DOPORUCENI A INSPIRACE PRO PRAKTICKE
LEKARE PRO DETI A DOROST




x32 Ministerstvo
X zdravotnictvi

Paliativni
tym

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

ministerstvo_zdravotnictvi Sledovat «--

SySLermu pece d propojuje Zaravouni d
socialni sluzby

Dal3i odbornici, ktefi se do péce
zapojuji

Podle potieb ditéte a rodiny se pridavaji

i dal3f profese:

« |ékari raznych specializaci (napf.
neurologie, onkologie, neonatologie..
« fyzintziapeul, eigcterapeut —

)

pomahaji s pohybem, sobestaénosti a

komfortem ditéte

« klinicky logoped — podporuje
komunikaci a pfijem potravv

« klinicky tannaceut — poméhé s
bezpeénym nastavenim lécby

« kaplan nebo duchovni — nabizf
spirituélni podporu

Profese, které se v praxi ukazuji jako

Ow Q1 ¥

3 duben

(& Pridejte komentar...

W
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Multidisciplinarita umoznuje rodi¢tm citit se

“dobrymi rodici”
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Jakeé slovo Vas ted
@ hapadne, kdyz se rekne

detska paliativni péce?

@ Presenting with animations, GIFs or speaker notes? Enable our Chrome extension
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Dulezita soucast zivota

nutnost rozsifeni tymu paliativni péce
Sance na hezky konec Kvalitni zivot

Opora
Multidisciplinarni tym Sila  Obét .
P y Moznost

Kvalita pespekt Pokrok Spolu

Multidisciplinarni ogyaha POMOC Nadele

Vyzva privodcovstvi  komfort

Priieti
e Spoluprace POdpora Komplexnost oObrovska nadéje

Komunikace 1y, odbornika Spoluprace a podpora Cesta Smutek Budoucnost

Naslouchani potieb Vdeék podpora komplexnost Radost o
Kvalita zivota

Podporarodiny  gjroké spektrum onemocnéni  Porozuméni

Multidisciplinarita Propracovana spoluprace




Zlepsuje ¢asné zavedeni MULTIDISCIPLINARNI paliativni
péce outcome pacientu (preziti, kvalitu zivota)?

VIES



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

rozpoznat, chrdnit a zesilovat.



https://epecpediatrics.org/ g

avéni v détké pal

https://pallium.cz/nabidka-kurzu/

Rozvoj détske paliativni péce

Hlas ditete v perinatalni a

detske paliativni peci
zuzana.stani[glég\tjg@lf&cuni.cz
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