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MISSION

At stotte born og unge med
livsbegransende eller livstruende tilstande
og deres familier, sa de opnar bedst mulig
livskvalitet i alle faser af sygdommen,

baseret pa tvaerfaglig indsats i hjemmet
savel som pa hospital
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CASE - FORTROLIGT!

Mental retarderet, atypisk autisme, epilepsi — anfaldsfri 4ar.
Ondt i maven gennem 1 uge — virus?

Indlaegges obs. blindtarmsbetaendelse — levertal — forgiftning?
UL~ Ekko - hjertesvigt

Fejlsynkning af tynde vaesker og haes — recurrensparese
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Paadiatrisk palliativ team

Henvises 29/3

Afdaekkende made 30/3

Kontakt til lokal hj.pl./akutteam, egen laege og
palliativ team

Hjeaelpemidler,02 og utensilier i hjemmet, aben
indlaeggelse, ambulancebrev, medicin og
tryghedspakke, plejeorlov, psykolog, individuel plan
med handleplan for mulige scenarier

Dagntelefon




Etiske problemstillinger

Behandlingsniveau
Htx

Autonomi
Informationsniveau

Skyld og skam




Mange "bolde” i luften




Tveerfagligt personale i hjemmeplejen behandler
ofte voksne, men har mindre erfaring med

behandling af syge barn.

Kan pavirke kvaliteten af pleje og behandling og
personalets indstilling til at arbejde med syge barn

og deres familier

National th and Welfare 2008, Hemsjukvard i férandring En kartldaggning av hemsjukvarden i Sverige och forslag till indikatorer .
Parker 2011, 2012 Sep;68(9):2034-46. doi: 10.1111/j.1365-2648.2011.05893.x. Epub 2011 Dec 6.

Care clo home for children and young people who are ill: developing and testing a model of service delivery and organization.

Jiinger et al. 2010b, Paediatric palliative home care by general paediatricians: a multimethod study on perceived barriers and incentives
Nielson 2010, Exploring the experiences of community-based children’s nurses providing palliative care Read more:

Spiers et al. 2012 Understanding care closer to home for ill children and young people.


https://www.ncbi.nlm.nih.gov/pubmed/22141330
http://journals.rcni.com/doi/abs/10.7748/paed.22.3.31.s27
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Caring for the dying child in late palliative phase was conceived to be the most personally and

professionally challenging task. Other professional challenges arose when providing specified

care tasks for curable diseases, where the paediatric hospital was responsible for the child’s

care. HP expressed that they felt alone when working without their team and expressed having

less control as the paediatric department was still in charge, which made them feel inadequate.
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Undervisning og orientering

Undervisning om paediatrisk palliation
Alle bgrneafdelinger

Institutioner med feelles barn

De fire Birke, Barnehuset Siv, Barneungecenter for
Rehabilitering, Geelsgardskolen, Guldregn

Supervision af hjzlpere

Specialleege uddannelse i paediatri
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Samarbejde med andre palliative teams
Nationale tvaerfaglige mader mellem regionale
teams

Nationalt monofagligt mgde mellem alle paed.pall
tilbud

Lukashuset, FamilieFOKUS
Nordisk samarbejde, Norge og Sverige

REHPA mgde Paadiatrisk Palliativ indsats |
Danmark

03-05-2017

Databaser, feelles vejledninger, vidensdeling
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Palliativt Team for Barn og Unge - PABU

Projektorganisationen - samarbejdspartnere

RH Direktion, JMC , AN/OP
Finsencentret
Formand: Helen Bernt
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REFERENCE-
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Marianne Olsen

BUK | Bgrneafdelingen, HvVH
<> | GN Borne- og Unge Afd.
CSS Herlev og Nordsjelland

\ ‘Palliativt Afsnit ‘Foraaldre repraesentant

FamilieFokus
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Primaer sektoren i RegH ‘Bzrnehospice Sankt Lukas

Institutioner med faelles born

Regionale Palliative teams for barn og unge
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Non-maligne sygdomme (24 patienter)
Neurologiske lidelser (11)
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Non-malighe sygdomme (24 patienter)
Hjerte/lunge og andre (13)

Syndrom, ukendt
Syndrom, ukendt+ BPD
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Maligne sygdomme (22 patienter)
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Aldersfordeling
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Place of death

Home
10 = Hospital
Hospice
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