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The Danish Palliative Database Active patients, not yet in Database:
(active + discharged): 1 patient identified
225 patients identified

N S

Number of Patients for
Electronic Medical Record:
226

Number of excluded
patients: 1**

v

v

Number of patients
included:
2257

* 2 patients was found to have 2 different periods of connection to PABU
** not possible to identify patient because of non-existing cpr-number

Figur 1: Flowchart, included data
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Mary Elizabeths Hospital Forleb inddelt efter diagnosegrupper
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Cohort 2016-2023

2 2 5 Patients e

50 still active
by 31st Dec 2023

Gmppe 4 73

Gmuppe 5

4 4 N

Danish Palliative Database EPIC - Electronic Medical Record
* Age + Gender * Refered from where

* Diagnosis (cancer, non-cancer) * Primary Diagnosis

* Lenght of follow up * Interdiciplinary contacts

* Referred, discharged, dead * Date of Discharge

k Date of Death + Place of Death K
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Clinical categories

Five Categories of Life-Limiting and Life-Threatening Conditions [Together for Short Lives 2018]

Group Description

—

Life-threatening conditions for which curative treatment is possible but may fail. Access to
palliative care services may be necessary due to the complexity of the patients’ needs (e.g.:
cancer, complex congenital cardiopathies, severe injuries resulting from trauma)

There is no longer need for palliative care services upon achievement of long-term remission or
following successiul curative treatment

2 Conditions in which premature death is inevitable; however, long periods of intensive treatment
aimed at prolonging life and allowing for a good QoL (e.g.: cystic fibrosis)

3 Progressive conditions without curative treatment options, for which treatment is exclusively
palliative and may commonly extend over many years (e.g.: Batten disease, muscular dystrophy,
chromosomopathies)

4 Irreversible but non-progressive conditions with complex healthcare needs leading to
complications and, likely premature death (e.g.: severe cerebral palsy and disabilities following
brain or spinal cord injury)

Palliative care may be required at any stage and there may be unpredictable and periodic
episodes of care.

9] Unborn children with major health problems who may not live through birth, infants who may
survive for only a few hours/days, infants with birth anomalies that may threaten vital functions,
and infants for whom intensive care has been appropriately applied but developed an incurable
disease

BGroupl ®Group2 ®Group3 @Group4 DOGroup5
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2016-2019 2020-2023 Alle
Keon
Alle 132 93 225
Drenge 75 (58,8%) 51 (54,8%) 126 (55,7%)
Alder ved henvisning
Medianalder (ér) 5,4 2 3
Spadbern (0 &r) 27 (20,5%) 31 (33,3%) 58 (25,7%)
Smabern (1-5 ar) 40 (30,3%) 30 (32,3%) 70 (31,3%)
Skolebegrn (6-13 ar) 36 (27,3%) 17 (18,2%) 53 (23,6%)

Unge (> 14 ar)

Bopzlsregion
Region H

Anden region i DK
Fereerne/Grenland
Diagnose

Krzftdiagnose
Anden diagnose

29 (21,9%)

111 (84,1%)
21 (15,9%)

51 (38,6%)
81 (61,4%)

15 (16,2%)

86 (92,5%)
5(5,4%)
2 (2,1%)

25 (26,9%)
68 (73,1%)

44 (19,4%)

197 (87,6%)
26 (11,5%)
2 (0,9%)

76 (33,7%)
149 (66,3%)

Preliminary descriptive data, Errebo-Jacobi, M & Abitz, M 2024
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Mary Elizabeths Hospital

Alle Gruppe 1 Gruppe 2 Gruppe 3 Gruppe 4 Gruppe 5
Forleb
Henviste familier 225 28 & 40 73 18
Tid fra henvisning til forlebsstart 14 (0-728) 9(0-317) 31 (0-175) 11 (0-174) 26 (0-728) 1(0-14)
Forlebslengde 1 dage 374 (1-1829) 317 (1-1663) 566 (1-1102) 495(1-1729) 442 (1-1829) 140(0-811)
Alktive forleb 50 15 1 8 25 1
Forlsbsafslutning
Afsluttet 1 alt 175 (100%) 73 (100%) 5 (100%) 32 (100%) 48 (100%) 17 (100%%)
Afdede 118 (69,9%) 36 (76,7%) 3(60%) 24 (75.0%) 21 (43,8%) 14 (82,2%)
I live 37 (30.1%) 17 (23.3%) 2 (40%) 8 (25.0%) 27 (56.2%) 3 (17.8%)
Dedssted
Afdede 118 (100%) 36 (100%) 3 (100%) 24 (100%) 21 (100%) 14 (100%)
I hjemmet 66 (55.9%)  36(63,2%) 2 (66,7%) 15 (62,5%) 7(33,3%) 6 (42,9%)
I palliativ enhed (inkl. Bernehospice) 7 (5.9%) 2(3.3%) - 1(4.2%) 3 (14,3%) -
P3a sygehusafdeling 43 (36,4%) 17 29 8%) 1(33.3%) 8 (33.3%) 10 (47.7%) 7 (50.0%)
Ukendt 2 (1,8%) 2(3.3%) - - 1(4.7%) 1(7.1%)
Sorgstette
Antal forleb med sorgstotte 69 30 2 17 18 7
Antal forlebsdage efter ded (1 dage) 185(1-722)y 115(1-632) 72(49-99) 150(1-586) 167 (1-1273) 114 (1-451)

Preliminary descriptive data, Errebo-Jacobi, M & Abitz, M 2024

Refered families
Duration of care

Discharge from PPC
team

Place of Death

Bereavement support
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Cancerdiagnoser Organspecifikke diagnoser Andre diagnoser
DC56 Kreett i aaggestok (1) Neurologiske sygdomme D821 Di Georges syndrom (1)
DC222 Hepatoblastom (1) DE713A Adrenoleukodystrofi (Addison-Schilder) (1) | DD669A Haemeofili (1)

DC227 Anden krezeft i leveren (1)

DC410A Kreeft i kranieknogle (2)

DC414 Kraeft i baekken, korsben eller haleben
0

DC420A Kreeft i ledbrusk pa lang rerknogle i
underekstremitet (1)

DC420B Krezft i lang knogle i
underekstremitet (2)

D(C451 Malignt mesoteliom i bughinden (1)
DC490 Kraett i bindevaswv og bleddelsvasv i
hoved, ansigt og hals (1)

DC490C Kreeft i bindeveev og bleddelsvaev i
ansigtet (2)

DC492 Krzeft i bindevaev og bleddelsvav 1
underekstremitet (1)

D(C493 Kraett i bindevaswv og bleddelsvasv i
thorax (2)

DC494 Kraeft i bindevaev og bleddelsvav 1
abdomen (1)

DC496 Kreett i bindevaev og bleddelsvaev 1
truncus (1)

DC498 Krzeft 1 bindevaev og bleddelsvasv
overgribende flere lokalisationer (1)

DC499 Kreett i bindevaev og bleddelsvaewv (1)
DC649 Nyrekrzeft med metastaser (1)
DC700 Kreeft i hjernehinde (1)

DC710B Supratentoriel krzaeft i storhjernen
)

DC710C Infratentoriel kraeft i hjernen (2)
D(C712 Kraett i hjernens tindingelap (1)
DC713 Krzeft i hjernens isselap (2)

DC716 Krzeft i lillehjernen (2)

DC717A Kreeft i 4. ventrikel (3)

DC717B Kreseft i hjernestammen (7)

DC718 Kraeft 1 hjernen overgribende flere
lokalisationer (2)

DC71 Krzft i hjernen (3)

DC720 Krzeft i rygmarven (2)

DC741 Krezeft i binyremarv (2)

D753 Kraett i corpus pineale (1)

DC755 Kraett i corpus para-aorticus eller
andet paraganglion (1)

DC910 Akut lymfoblasteer leukzemi (2)
D(C920 Akut myeloblasteer leukzemi (2)
DC933 Juvenil myelomonocytzer leukami (1)
DD180F Kapillaert haemangiom (1)

DD330 Supratentoriel godartet tumor i
hjernen (2)

DD332 Godartet tumor i hjernen (1)

DD353 Godartet tumor i ductus

craniopharyngeus (1)

DE750C Sandhoffs sygdom (type 2) (2)
DE750E Tay-Sachs’ sygdom (2)

DE752A Nonketonisk hyperglycinaemi (1)
DE752E Metakromatisk leukodystrofi (4)
DE770A Mukolipidose II (1)

DF842 Retts syndrom (1)

DG379 Demyeliniserende sygdom i
centralnervesystemet (1)

DG404 Epileptisk encefalopati (10)

DG712D Medfedt centronukleser myopati
DG713 Mitokondriel myopati (3)

DGR00 Spastisk tetraplegisk cerebral parese (3)
DGB09 Cerebral parese (6)

DG919 Hydrocefalus (2)

DG931 Anoksisk hjerneskade (4)

DM414 Neuromuskulaer skoliose (1)

DP9210 Hjerneiskzemi hos nyfedt (1)

DP210 Svaer neonatal asfyksi (2)

DP371 Medfedt toxoplasmose (2)

DQO029 Mikrocefali (4)

DQO048C Cerebellar hypoplasi (2)

DQ049 Medfedte misdannelser 1 hjernen (1)
DQ128 Spinal muskelatrofi (2)

DQ283E Medfedt cerebral arteriel misdannelse (1)
D238 Anden degenerativ sygdom 1 basalganglier
1)

DQ31C Dandy-Walkers syndrom (1)

E754E Neuronal ceroid lipofuskinose type 3 (1)
ZM91210 Kavernest hz2emangiom (1)

Nyresygdomme
DD593 Hamolytisk-ureemisk syndrom (1)

DN184 Kronisk nyreinsufficiens (1)
DN289A Nefropati (1)

DQ61 Cystenyre (1)

Hjertekarsygdomme

DI420 Dilateret kardiomyopati (5)

DQ20 Medfedte misdannelser af hjertekamre (1)
DQ200 Truncus arteriosus communis (1)
DQ213 Steno-Fallots tetralogi (1)

D230 Medfedt aortastenose (1)

D234 Hypoplastisk venstre hjertesygdom (1)
D251 Coarctatio aortae (1)

Lungesygdomme

DEB4 Cystisk fibrose (1)

DP271 Bronkopulmonal dysplasi opstaet i
perinatalperioden (1)

DQ336B Medfedt lungehypoplasi (1)

DD719C Kronisk granulomates sygdom (1)
DD809 Immundefekt med overvejende
antistofmangel (1)

DD819A Svaer kombineret immundefekt (SCID)
2)

DE752D Krabbes sygdom (1)

DE752H Niemann-Picks sygdom (1)

DE760B Hurlers syndrom (1)

DF731 Mental retardering i sveereste grad med
vaesentlig adfeerdspavirkning (1)

DG318A Alpers’ sygdom (1)

DP073 Preematuritet (1)

DP351 Medfedt cytomegalovirusinfektion (2)
DQ44 Medfedte misdannelser i galdeblzere,
galdegange og lever (1)

D743 Arthrogryposis multiplex congenita (1)
DQ750D Trigonocefali (1)

DQ751 Kraniofacial dysostoses (1)

DQ777 Spondyloepisyseal dysplasi (1)

DQ796 Ehler-Danlos’ syndrom (1)

DQRB80R Ichthyosis circumflexa (1)

DQ812 Dystrofisk bulles epidermolyse (2)
DQB50 Ikke-malign neurofibromatose (1)
D871 Noonans syndrom (1)

DQ872D Rubinsteins-Taybis syndrom (1)
DQE78 Andet medfedt misdannelsessyndrom (2)
DQ910 Trisomi 18, meiotisk nondisjunktion (1)
D913 Edwards® syndrom (1)

DQ917A Trisomi 13-15 (1)

E711 Anden forstyrrelse i omsaetningen af
forgrenede aminosyrer (1)

Tilstande uden diagnosekode
Aicardi-Goutierre (1)
Yunis-Varon syndrom (1)

Giant axonal neuropati (1)
Pelizeus-Merchbacher (1)
Ewe-muscle-brain-disease (1)
Myotubulaer myopati

White matter disease (1)

Leighs syndrom (1)

Karaboga sygdom (1)

Danon sygdom (1)

Lafora syndrom (1)

Treacter Collins Syndrom (1)
Nijmegen breakage syndrom (1)
Calfan syndrom (1)
Molybdenum Cofactor mangel (1)
22q11 duplikationssyndrom (1)

“It is far more
important to know
what sort of person
has a disease than to
know what sort of
disease a person has”

Hippocrates




225 Patients
126 different diagnoses

1. Epileptic Encephalopathy (10)
2. Pontine glioma (7)

3. Cerebral Palsy, GCMS 5 (6)

4. Dilated CardioMyopathy (5)

Lenght of follow up
374 days (1-1829)

Bereavement support
185 days (1-722)

Interdisciplinarity in 94% of cases

400 Homevisits per year
24/7 Telephone servic
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Rigshospitalet
Mary Elizabeths Hospital

REHPA

Videncenter for
Rehabiltering og Palliation

Dodssted og dedsarsager
blandt bern og unge i Danmark
- i perioden 2012-2020
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Flgur 11. Dgdssted (hospital og "hjemme’) for dgdsfald som skyldes henholdsvis kreft og
andre diagnoser ('ikke-kreft') hos stgrre bam (2 &r - <12 ar), fordelt pa perioder*
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Figur 3. Udwiklingen | dgdssted blandt bgrn og unge [0 &r til 18 &r), som er dpde af
naturlige drsager | Arene 2012-2020 | Danmark
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Rigshospitalet
Mgry Elle)abeths Hospital 5 % 3 %

»Doden er uretferdig, nar aet er
et barn. Men det var fint og roligt«

Gruppe 1 Gruppe 2 Gruppe 3 Gruppe 4 Gruppe 5
(livstruende sygdom)  (sygdom med afkortet (fremadskridende (komplekse (ufodte med uhelbredelig
livslcengde) sygdom) sygdomme) sygdom)

4% 5% 7%

00O

= Sygehusafdeling = I hjemmet Palliativ enhed (bgrneshospice) = Ukendt




W) Eheck for updates

Rigshospitalet
Mary Elizabeths Hospital

PALLIATIVE
03.07.2024 | KRISTELIGT DAGBLAD i MEDICINE
rigina e
”Hvis bgrn er lindret godt, sa leger de pa dedslejet”: I bernepalliationen gor man oot M
det, der mangler for de voksne Intersectoral collaboration in home-based DT oty 222

end-of-life pediatric cancer care: A qualitative 3agpuis com/joumals-permissions

DOl 10.1177/02692163221135350
journzls_sspepub.comhome/ pmij

Maja Funch multiple-case study integrating families’ and Sorce
professionals’ experiences

MNanna Maria Hammer%2| ), Helena Hansson!-, Line Hjgllund Pedersen* .}, Maja Abitz3,
Per Sjogren?, Kjeld Schmiegelow'2, Pernille Envold Bidstrup®%, Hanne Bakgaard Larsen2"
and Marianne Olsen®™

HOME-BASED
PEDIATRIC END-OF-LIFE
CARE FOR CHILDREN WITH CANCER

d-of-life care and to die at
|I-functioning collaboration

cancer, as experienced by
and written responses to

Encer at home. Cases were
brofessionals (= 16). Also,
b interviews.

blishing the colloboration,
llaboration. These themes
the "Home-Based Pediatric

j-of-life care collaboration,
her optimization of home-

Closing the collaboration

1, qualitative research

Establishing the collaboration

20/07/2024KL 0810 | FORABONNENTER

»Det giver kraefter at matte beerec

Freja gjorde sin entré i Anja Gerdes Duch og Kasper Romer-Bruhns liv den 14. februar
2021. Et halvt ar efter fandt foreeldreparret ud af, at deres datter ikke var kommet for at
blive.

Bolstering family life

A mutual trust-based collaboration




ienring.from an Interdisciplinary Team to
Collective Trans-Professionalism - a way of
working in highly complex contexts with

substantial suffering

Setting up a context

where mentalizing,

epistemic trust,
and learning are

all supported

AMBIT - Adaptive

Mentalization-Based
Integrative Therapy

Epistemic trust:
an individual's willingness to consider new

Enge knowledge as trustworthy and relevant, and
.a”_““. A By therefore worth integrating into their lives
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And tomorrow...

@® Danish Network for Paediatric
Palliative Care start mapping and
strategic planning across Denmark - both
Improving quality of care and policy
making

@® Create a PPC & Chronic Complex
Children Unit conneced to PICU &
Paediatric Home Care at Rigshopitalet

® Perinatal Pallative Care has to be
prioritized

® Copenhagen is hosting the next
International Meeting in the EU-Hori

2020 financed PALLIAKI




Mary Elizabeths
Rigepikar bern, unge og gravide
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Thank you

Acknowlegdement
to my PPC team in Copenhagen and to
Martha Errebo-Jacobi, MD for helping
with data collection
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Palliativt Team
for Berm og Unge



