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The Specialized Palliative Care for Children, Adolescents and their Families in Denmark

2014 2015 2016 2017 2018

Hospital-Based

Paediatric Palliative Care

5 Regional Teams



Region Hovedstaden

Regionale Paediatric Palliative Teams 3

Palliativt Team for  Børn og Unge
Physicians, Nurses, Socialworker, ,

Chaplain, Dietician, Researchers,, PhD student

LUKASHUSET, hospice

Børne- og Unge Palliation
Physician, Nurses, Socialworker,

Psychologist, Dietician
Pædiatrisk Palliativt Team 
Physicians, Nurses, Socialworker, Psychologist, 

Physiotherapist, Chaplain

Enhed for lindrende Behandling
Physicians, Nurses, Socialworker, Psychologist

Professor in Palliative Care 

STRANDBAKKEHUSET, hospice

Det Børnepalliative team
Physician, Nurse, Socialworker, Psychologist



9/3/23: NATIONAL INTERDISCIPLINARY MEETING for Clinicians working with Specialized PPC in Denmark 



The Danish Palliative Database 
(active + discharged): 

225 patients identified

Active patients, not yet in Database: 
1 patient identified

Number of Patients for 
Electronic Medical Record: 

226

Number of excluded
patients: 1**

Number of patients 
included: 

225 *

* 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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Retrospective study
Cohort 2016-2023

225 Patients

50 still active

by 31st Dec 2023

Danish Palliative Database 
• Age + Gender
• Diagnosis (cancer, non-cancer)
• Lenght of follow up
• Referred, discharged, dead
• Date of Death + Place of Death

EPIC - Electronic Medical Record
• Refered from where
• Primary Diagnosis
• Interdiciplinary contacts
• Date of Discharge



Rigshospitalet
Mary Elizabeths Hospital

Clinical categories

Group 1 Group 2 Group 3 Group 4 Group 5
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Preliminary descriptive data, Errebo-Jacobi, M & Abitz, M 2024
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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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”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 service
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Death at home 
increases 
substantially after 
PPC was 
introduced

Patients with 
cancer die at 
home more often 
than non-cancer 
patients
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Mary Elizabeths HospitalMoving from an Interdisciplinary Team to          
Collective Trans-Professionalism – a way of 
working in highly complex contexts with 
substantial suffering
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AMBIT - Adaptive 

Mentalization-Based

Integrative Therapy

Epistemic trust:

an individual's willingness to consider new 

knowledge as trustworthy and relevant, and 

therefore worth integrating into their lives
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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-Horizon-

2020 financed PALLIAKID

And tomorrow…
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Mary Elizabeths 
HospitalRiget for børn, unge og gravide

Thank you
Acknowlegdement
to my PPC team in Copenhagen and to 
Martha Errebo-Jacobi, MD for helping
with data collection


