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Abstract
Objectives. In theNetherlands, around 750 children (0–21 year) die annually from potentially
palliative conditions.Themajority of these children reside at home, receiving care fromhospital
services and primary care. This study aims to examine general practice utilization for pediatric
palliative care patients in the last 2 years of life.
Methods. Aretrospective cohort studywas performedusing the routine healthcare database of
the Julius General Practitioners’ Network.Themain outcome for general practitioner (GP) uti-
lizationwas the number ofGP consultations for children in the last 3months of life. Participants
were included who were children (0–21 years), and deceased in the period 01-01-2013 to 31-
12-2022 from an underlying chronic condition. Data were analyzed using descriptive statistics
and tested for differences in provided care between children who died in hospital and who died
at home.
Results. Forty-eight children from 32 GP practices met inclusion criteria. Median age was
10.0 years (interquartile range [IQR] 1.5–17.1). Common diagnoses were oncological (29%),
congenital (29%), and metabolic conditions (23%). Ninety-six percent of children had contact
with their GP in the last 3 months (median 7 consultations, IQR 3.0–10.0), i.e. 26 children who
died in hospital had median 3.5 GP consultations compared to 20 children who died at home
median 9.5 GP consultations (p< 0.001). Thirty-five percent of children were documented as
being palliative, with 54%having some formof advance care planning discussions documented.
Significance of results. These results demonstrate that GPs are highly involved in providing
pediatric palliative care. The palliative nature of these children and advance care planning
discussions are not routinely documented and/or performed by GPs. Further insights into
guidance that supports GPs, in collaboration with other healthcare professionals, in providing
palliative care for children at home and their families are needed.

Introduction

In the Netherlands, around 750 children (0–21 year) die annually from potentially palliative
conditions (CBS StatLine 2024). Potentially palliative conditions refer to a spectrum of actual
or potentially life-limiting and life-threatening conditions in children (malignant and non-
malignant), for some of which curative treatment may be feasible, but where that treatment
may also fail. Examples are oncological, congenital, neurological, metabolic, and cardiovascular
conditions (Fraser et al. 2020). Due to improved treatment options and symptom management,
the majority of children with serious illness reside and access care in the home setting. These
children receive medical care through specialist pediatricians and general practitioners (GPs)
(Vallianatos et al. 2021).

In the Netherlands, every Dutch citizen is registered in a GP practice that offers person-
focusedmedical care over time to registered patients (Stegeman et al. 2025). In general, in case of
medical problems, for patients of all ages theGP is the first point of contact andwill refer to other
healthcare professionals if necessary. InmanyWestern countries including theNetherlands, GPs
play also a vital role in providing out-of-hours primary care (Bomholt et al. 2024).

It is known, that GPs fulfil a pivotol role in identifying when patients may have palliative care
needs and providing this care for adult patients (Johnson et al. 2018; Van der Plas et al. 2018;
Rhee et al. 2020; Engel et al. 2022; Grant et al. 2024b). However, pediatric palliative care differs
from palliative care for adults for several reasons: children in need of palliative care often suffer
fromdifferent diseases than adults, and thesemay be rare, complex diseases, withmany different
symptoms (Straatman and Miller 2013; Vallianatos et al. 2021). In the Netherlands, because of
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the complex nature, pediatric palliative care has been developed
primarily in the seven university hospitals and the specialized
Center for Pediatric Oncology (Vallianatos et al. 2021). Due to the
complexity of this care, the care is often lead by a specialist pediatri-
cian, who is often affiliated with one of these university or special-
ized hospitals. In order to contribute to the best possible quality of
life for children and their families, pediatric palliative care is shift-
ing toward the home situation, increasing the importance of the
specific role of the GP and other primary care professionals, and
collaborations between generalist and specialist healthcare profes-
sionals (Abel et al. 2018; Vallianatos et al. 2021; Schröder et al.
2024; Skjærseth et al. 2025). While guidelines recommend that
GPs become involved earlier and may take the leading role in pal-
liative care at home, these exact roles in care provision of GPs
and pediatricians differ substantially between pediatric palliative
care patients, likely reflecting the heterogenous patient population,
skills and experience of healthcare professionals, and diversity of
patient care needs and those of the family (NICE Guideline 2019;
Vallianatos et al. 2021; Dutch Association for Pediatrics [NVK]
2022). The role of the GP as family physician allows active iden-
tification of the family’s needs for support during the care process.
This includes advance care planning (ACP), symptommanagement
for the child, grief support for the child and family during the
child’s life, and bereavement care for the family after death (Dutch
Association for Pediatrics [NVK] 2022).

In a systematic review on GP and GP nurse participation in
end-of-life care, Rhee et al. (2020) described facilitators and bar-
riers for GP involvement in many areas: patient factors, personal
GP factors, GP practice factors, relational factors, factors related
to the organization of GP care at practice, local and national level
(Rhee et al. 2020). For example, in both this systematic review and
other studies on palliative care for adult patients several deficits in
communication and information exchange betweenhospital physi-
cians and GPs were identified that may hinder GPs in providing
high-quality palliative care (Flierman et al. 2020; Killackey et al.
2020; Rhee et al. 2020; Engel et al. 2022). GPs mentioned poor
renumeration as a barrier for providing often time-consuming pal-
liative care (Rhee et al. 2020). In the Netherlands, there is no clear
imbursement scheme for palliative care that is provided in collab-
oration by both hospital services and primary care (Pereira et al.
2024).

Literature demonstrates that GP involvement in pediatric pal-
liative care is challenging (Straatman and Miller 2013; Van der
Geest et al. 2017; Mitchell et al. 2021; Dutch Association for
Pediatrics (NVK) 2022). In a recent literature study that guided
the development of the Dutch pediatric palliative care guidelines
(Dutch Association for Pediatrics [NVK] 2022), it was described
that children with life-limiting and life-threatening conditions and
their families often had poor experiences with GP palliative care
(Mitchell et al. 2021). However, both children and family members
expressed a wish to receive more support from their GP practice
(Mitchell et al. 2021). In a survey study in 2013 among pediatri-
cians and GPs in the province of British Columbia, only 33% of 43
GPs who responded to the survey indicated that their currentmed-
ical knowledge and experience were sufficient to meet the needs of
their pediatric palliative care patients (Straatman andMiller 2013).
A striking finding in a study amongDutchGPs on their perspective
on home-based palliative care to children with incurable cancer
was that in general, GPs reported being satisfied with the quality of
the palliative care provided to their pediatric cancer patients, how-
ever, they also reported feelings of sadness, helplessness, and stress
(Van der Geest et al. 2017).

Although national guidelines emphasize the importance of GPs’
role in pediatric palliative care (Dutch Association for Pediatrics
[NVK] 2022), in general, there is a lack of data regarding to what
extent GPs actually are involved in pediatric palliative care. It could
be assumed that for children for whom home is the (preferred)
place of death, GP care provision in the last phase of life is more
intensive and timely than for children for whom hospital or, for
example, a hospice is the (preferred) place of death, but we could
not find any previous studies on this. The aim of this study was to
examine to what extent pediatric palliative care patients access GP
services and the intensity and timeliness of care provision in the
last 2 years of life.

Methods

Design and study population

A retrospective cohort study was performed between 9 October
2023 and 31 January 2024. Data were obtained from the Julius
General Practitioners’ Network (JGPN) database, which contains
routine healthcare data anonymously extracted from electronic
primary care settings in the area of Utrecht in the Netherlands
(Smeets et al. 2018). This study is reported according to the
RECORD statement, a checklist of items that should be reported
in observational studies using routinely collected health data
(Benchimol et al. 2015).

The initial data were collected from GP records from children
who had deceased in the period 01-01-2013 to 31-12-2022, were
between 0 and 21 years old andwere active patients of a JGPNprac-
tice at the time of death. Following inclusion criteria were: death
had to be validated in the data and the child had had any form of
chronic illness or health issues. Exclusion criterionwas if death was
due to an acute and unexpected cause (i.e., car accident).

Database

Data were obtained from the JGPN database (UMC Utrecht:
JGPN). The JGPN is a network of around 70 general prac-
tices, 200 GPs and 450,000 patients in the region of Utrecht,
the Netherlands (UMC Utrecht: JGPN). This database contains
all data from routine primary care as documented by affili-
ated GPs. These include pseudonomized patient characteristics
as well as structured data such as International Classification
of Primary Care (ICPC)-codes (i.e., symptoms and diagnoses)
(WHO Collaborating Centre for the Family of International
Classifications [FIC] in the Netherlands), Anatomical Therapeutic
Chemical (ATC) Classification (medication) prescriptions (WHO
Collaborating Centre for Dug Statistics Methodology) and results
of examinations (physical examinations, laboratory tests).The data
registered by GPs in free text fields follow the SOAP-Method
(Subjective, Objective, Assessment, Plan) describing the content of
GP’s consultations.

Data were obtained by pre-selecting, in a limited data set, chil-
dren with an ICPC-code for “deceased,” a registered date of death
in the selected period or information in an open text field related
to dying or palliative care. For several children, the ICPC-code for
death was missing in the GP’s record, but their records appeared
in the first limited data set, for example because in open text
fields words possibly related to dying or palliative care were doc-
umented (e.g., the child had been prescribed opioids) or the child
had been deregistered from the GP practice. From the remaining
data set, including data on “sure” and “not sure” deceased children,
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additional data were requested. These more extensive record data
contained coded patient data andGPdocumentation from the final
two years before the date of death. These additional record data
were manually screened (AK) on actual death of the child and if
so, the cause of death.

Main outcome

Themain outcome forGPutilizationwas the number ofGP consul-
tations for children in the last threemonths of life. GP consultations
were defined as episode of care provision, which involved the GP,
and were not purely administrative. Secondary outcome was GP
utilization for the included children in the last 2 years of life.

Description of GP utilization

GP utilization included information on (1) Identification: was
the child noted to have palliative intent of treatment. This refers
to patients who had palliative needs, where the focus of their
treatment was on symptom control and maximizing quality of
life. (2) ACP conversations: Any information related to conver-
sations on values, goals, and preferences for treatment and care
with child and/or family (Rietjens et al. 2017). Any informa-
tion related to ACP was considered a component of ACP, even
if this was the only time the topic was documented and infor-
mation on the process of ACP was limited. (3) Symptoms: All
documented symptoms at 3 time points: 3 months before death,
1 month before death and 3 days before death. (4) Hospital use and
use of out-of-hours service in the last 3 months before death. (5)
(Anticipatory) medication used in the last 3 months before death.
Anticipatory medications were defined as the proactive prescrib-
ing of injectable medicines that are commonly required to control
symptoms in palliative care, based on existing literature (Grant
et al. 2024a). (6) Terminal phase:The period of inexorable and irre-
versible decline in functional status before death. This may unfold
gradually over days with a fluctuating but nonetheless ongoing
decline in a progressive illness, precipitously following an unex-
pected and devastating neurological event such as a stroke, or
following a planned withdrawal of life- sustaining interventions,
such as hemodialysis or ventilatory support (Dutch Institute for
Palliative Care (PZNL) 2023).

Data collection

Data was collected for all GP utilization for the included children
in the last 2 years of life. We developed a questionnaire for the data
collection based on an existing questionnaire designed for a similar
mapping study for the adult population (results have not yet been
published). The questionnaire was adapted for pediatric palliative
care in consultation with three different researchers with clinical
backgrounds experienced in (pediatric) palliative care, including
the main researcher from the original adult study. A detailed man-
ual was developed to ensure that two or more researchers would
register the same data in answers to the questions in the ques-
tionnaire. AK collected the data supervised by two experienced
researchers. In a weekly researcher group meeting questions on
data collection for specific caseswere discussed until consensuswas
reached.

Data were collected on child characteristics, date and location
of death, clinical aspects, involved healthcare professionals, docu-
mentation of ACP conversations and the use of healthcare services.
Data were collected in a cloud-based clinical data management

system (Castor ElectronicData Capture [EDC]).The questionnaire
is presented in Supplemental file 1.

Data analysis

Data were analyzed using the statistical program IBM SPSS
Statistics (version 29). The results are mainly presented utilizing
descriptive statistics. Data were tested for differences in provided
GP care between children who died in hospital and who died at
home with Mann–Whitney Test and Pearsons’ chi-square test, as
appropriate. Text from open text fields was categorized according
to the framework of the Dutch Individual Care Plan in pediatric
palliative care (Joren et al. 2023).

Ethics statement

This study does not fall under the scope of the Dutch Medical
Research Involving Human Subjects Act (WMO). It therefore does
not require approval from an accredited medical ethics committee
in the Netherlands. However, in the UMC Utrecht, an indepen-
dent quality check has been carried out to ensure compliance with
legislation and regulations (regarding Informed Consent proce-
dure, data management, privacy aspects and legal aspects). The
research protocol for this study was registered under number
23U-0216.

Results

Selected children

In the first screening, in line with regulations for use of data
from the JGPN database, limited data of the patient records of a
total of 179 possible deceased children were extracted from the
JGPN database. After screening on actual death of the child, 82
patients were excluded because they were not actually deceased or
of whom death could not be confirmed. From the remaining 97
patients, based on additional requested data, another 42 patients
were excluded because they died from an acute cause of death such
as an accident or suicide. Three patients were excluded because
their death could not be validated and four patients were excluded
because their date of death was after 2022. Forty-eight children
from 32 GP practices were included in the study. The process of
patient selection is presented in Fig. 1.

Missing data

There were no missing data for demographic characteristics.
Several children had possibly missing data for hospital admissions.
Data were extracted from a routine primary care existing data set,
so it could be possible that more data are missing.

Children characteristics

Median age of the children when they died was 10.0 years
(Interquartile range [IQR] 1.5–17.1 years) and 56% were male. The
most common main diagnoses were oncological (29%), congeni-
tal (29%), andmetabolic conditions (23%). Survival after diagnosis
was defined as the first time the diagnosis was documented by
the GP until the registered date of death. Twelve out of 26 chil-
dren (46%) from 0 to 2 years died in hospital compared to 4 out
of 20 (20%) who died at home and 11 out of 26 children (42%)
with congenital conditions died in hospital compared to 3 out of
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Figure 1. Process of patient selection.

20 (15%) who died at home. The shortest period of time living
with the disease was 2 days and the longest period was 20 years

and 7 months. Exploratory analysis identified cohorts based on
the place of death of the child: children, who died in the hospi-
tal (n = 26, 54%), children who died at home (n = 20, 42%) and
children for whom the place of death was unknown (n = 2, 4%)
(Table 1).

Number of GP consultations for children, GP home visits and
unplanned hospital visits of children in the last three
months of life

Forty-six out of 48 children (96%) had contact with their GP in the
last 3 months (median 7 consultations), and 88% in the last month
of life. Childrenhadmedian 1.0 consultation in the third lastmonth
of life, 1.0 consultation in the second last month of life, and 3.0
consultations in the last month of life (Table 2).

In the last 3 months, 26 children who died in hospital had
median 3.5GP consultations compared tomedian 9.5GP consulta-
tions for 20 childrenwho died at home (p< 0.001).The 26 children
whodied in hospital hadmedian 0.0GPhome visits in the last three
months of life compared to median 3.0 GP home visits for the 20
children who died at home (p< 0.001) (Table 2).

Fourteen children (29%) had at least one emergency depart-
ment visit in the last 3 months of life, and 32 children (67%) were
admitted to hospital at least once in the last 3months of life.Median
length of hospital admission for all children was 12.0 days (IQR
5.3–27.0) (Table 2).

Identification of palliative care needs and involvement of
other healthcare professionals

Seventeen (35%) children were documented by the GP as
“having palliative care needs” or being in the palliative phase.

Table 1. Children’ demographics, disease characteristics, by place of death

Place of death

Total
(n = 48)
n (%)

Hospital
(n = 26)
n (%)

Home
(n = 20)
n (%)

Unknown
(n = 2)
n (%)

Sex ∘ Male
∘ Female

27 (56.3)
21 (43.8)

13 (50.0)
13 (50.0)

12 (60.0)
8 (40.0)

2 (100.0)
0 (0.0)

Calendar age at
deatha

∘ 0–2 years
∘ 2–7 years
∘ 7–12 years
∘ 12 years and above

16 (33.3)
3 (6.3)
11 (22.9)
18 (37.5)

12 (46.2)
2 (7.7)
3 (11.5)
9 (34.6)

4 (20.0)
0 (0.0)
7 (35.0)
9 (45.0)

0 (0.0)
1 (50.0)
1 (50.0)
0 (0.0)

Calendar age at death (median, interquartile
range [IQR])b

M = 10.0 years,
(1.5–17.1)

M = 4.2 years,
(1.0–15.3)

M = 11.0 years,
(7.9–18.0)

M = 7.4 years
Range = 5.3–9.4 years

Main diagnosis ∘ Oncological condition
∘ Congenital condition
∘ Metabolic condition
∘ Other or unknown

14 (29.2)
14 (29.2)
11 (22.9)
9 (18.8)

5 (19.2)
11 (42.3)
5 (19.2)
5 (19.2)

9 (45.0)
3 (15.0)
5 (25.0)
3 (15.0)

0 (0.0)
0 (0.0)
1 (50.0)
1 (50.0)

Survival after diagnosis in years (median,
interquartile range)

M = 1.2 years,
(0.3–2.0)

M = 0.9 years,
(0.2–4)

M = 1.4 years,
(0.5–2.0)

M = 0.04 years,
Range = <3 days–
0.08 years

Survival
after diag-
nosis in time
categoriesb

∘ 0–6 months
∘ 6 months–1 year
∘ 1–2 years
∘ 2 or more years

17 (35.4)
4 (8.3)
16 (33.3)
11 (22.9)

10 (38.5)
3 (11.5)
6 (23.1)
7 (26.9)

5 (25.0)
1 (5.0)
10 (50.0)
4 (20.0)

2 (100.0)
0 (0.0)
0 (0.0)
0 (0.0)

Total percentages for characteristics may not equal 100 due to rounding.
aThe age classification of children was based on the level of development adequate for the calendar age according to Piaget (Rabindran and Madanagopal 2020; Brunetta et al. 2022).
These stages are: the sensorimotor stage (from 0 to 2 years old), the pre-operational stage (from 2 to 7 years old), the concrete operational stage (from 7 to 12 years old), and the formal
operation stage (12 years and above).
bFor pseudonomization of the deceased children, no birth date was available in the JGPN dataset for the researchers, but age at time of death in years, including two decimals.
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Table 2. Number of GP consultations for children, GP home visits, care processes, and unplanned hospital visits in the last 3 months of life by place of death, as
addressed in the medical record

Time period
All children
(n = 48)

Place of death hospital
(n = 26)

Place of death home
(n = 20) p-Value*

Number of GP consultations in the
last 3 months of life

GP consultations (home visits
excluded)

Third last month –
median (IQR)

1.0
(0.0–3.0)

0.0
(0.0–1.0)

3.0
(2.0–4.0)

<0.001

Second last month –
median (IQR)

1.0
(0.0–4.0)

0.0
(0.0–3.3)

2.0
(1.0–5.0)

0.005

Last month – median
(IQR)

3.0
(2.0–6.0)

2.0
(1.0–4.0)

4.5
(2.3–8.8)

0.013

Total in last 3 months –
median (IQR)

7.0
(3.0–10.0)

3.5
(1.0–8.0)

9.5
(7.0–19.5)

<0.001

GP home visits Third last month –
median (IQR)

0.0
(0.0–0.0)

0.0
(0.0–0.0)

0.0
(0.0–0.8)

0.102

Second last month –
median (IQR)

0.0
(0.0–0.0)

0.0
(0.0–0.0)

0.0
(0.0–1.0)

0.048

Last month – median
(IQR)

0.0
(0.0–2.8)

0.0
(0.0–0.0)

3.0
(1.0–5.5)

<0.001

Total – median (IQR) 0.5
(0.0–3.0)

0.0
(0.0–0.3)

3.0
(1.3–12.3)

<0.001

Care processes p-Value*

Number of documented symptoms in
the last 3 months at 3 time points

Third last month –
median (IQR)a

1.0
(1.0–1.0)

1.0
(1.0–1.0)

1.0
(1.0–2.0)

0.114

Last month – median
(IQR)b

1.0
(1.0–1.0)

1.0
(1.0–1.0)

1.0
(1.0−2.0)

0.015

Last 3 days – median
(IQR)c

1.0
(1.0−2.8)

1.0
(1.0−1.0)

2.5
(1.0−4.0)

<0.001

p-Value**

One or more medication prescrip-
tions

Last 3 months – n (%) 40 (83.3) 18 (69.2) 20 (100.0) 0.017

One or more anticipatory
medications prescription(s)

Last 3 months – n (%) 16 (33.3) 5 (19.2) 10 (50.0) 0.08

Documentation of start of ter-
minal phase either written as
terminal/dying phase/dying

n (%) 5 (10.4) 0 (0.0) 5 (10.4) 0.54

Unplanned hospital visits in last 3
months of life

All children
(n = 48)

Place of death hospital
(n = 26)

Place of death home
(n = 20)

p-Value**

1 or more contacts with GP out-of-
hours service

Last 3 months – n (%) 11 (22.9) 3 (11.5) 8 (40.0) 0.055

1 or more emergency department
visits

Last 3 months – n (%) 14 (29.2) 10 (38.5) 3 (15.0) 0.178

1 or more hospital admissions Last 3 months – n (%) 32 (66.7) 24 (92.3) 8 (40.0) <0.001

(n = 32) (n = 24) (n = 8) p-Value*

Length of hospital admissions in
daysd

Last 3 months – median
(IQR)

12.0
(5.3–27.0)

13.5
(6.3–31.5)

11.5
(2.3–14.0)

<0.001

*Mann-Whitney Test.
**Pearson’s chi-squared test.
aThere was a wide range of symptoms and problems mentioned. Most frequently mentioned symptoms in the third last month were: dyspnea, pain, mucus secretion. At this time point for
5 children no symptoms were documented.
bThere was a wide range of symptoms and problems mentioned. Most frequently mentioned symptoms in the last month were: dyspnea, pain, defecation problems. At this time point for
4 children no symptoms were documented.
cThere was a wide range of symptoms and problems mentioned. Most frequently mentioned symptoms in the last 72 hours before death were: pain, fatigue, dyspnea, mucus secretion,
drowsiness. At this time point for 3 children no symptoms were documented.
dThe data for hospital admissions were not complete. For 6 out of 26 children who died in hospital, in the last month before death the admission date to hospital and discharge date (date
of death) including length of last hospital admission were missing.
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Table 3. Information on identification of palliative care needs and involvement
of other healthcare professionals by place of death, as addressed in the medical
record

Items addressed in the
medical record

Total
(n = 48)
n (%)

Place of death
hospital
(n = 26)
n (%)

Place of death
home

(n = 20)
n (%)

Any identification of
palliative care needs

GP had a conversation
with patient/parents
after palliative identifi-
cation was conducted in
hospital

10 (20.8) 3 (11.5) 7 (35.0)

GP had a conversation
together with pedi-
atrician at patient’s
home

2 (4.2) 0 (0.0) 2 (10.0)

No GP conversation,
identification only dis-
cussed in hospital (as
documented in record)

3 (6.3) 0 (0.0) 3 (15.0)

No further conver-
sation because of
wish patient/par-
ents (identification in
hospital)

2 (4.2) 1 (3.8) 1 (5.0)

Involvement of
other healthcare
professionals

Pediatrician or specialist
in palliative care was
involved

34 (70.8) 18 (69.2) 16 (80.0)

Pediatrician or special-
ist in palliative care
initiated contact with GP

17
(35.4)a

4 (15.4) 13 (65.0)

Involved other health-
care professionals in the
last 3 months of life
∘ Palliative (home care)

team
7 (14.6) 1 (3.8) 6 (30.0)

∘ Pediatric palliative
care team

5 (10.4) 1 (3.8) 4 (20.0)

∘ Pain team 6 (12.5) 1 (3.8) 5 (25.0)
∘ Home care nurses 15 (31.3) 3 (11.5) 12 (60.0)

aOut of these 17 children, for 14 children the GP and pediatrician had 3 times or more
contact about care issues, for 3 children the GP and pediatrician had 1 or 2 times contact
in the last three months of life.

For 12 children the GP had a personal conversation with the
child and/or parents about the palliative identification. For the
5 remaining children the palliative intent was registered in the
medical record, but no further conversation had been docu-
mented (Table 3).

For 34 children (71%), it was documented that the pediatrician
or other specialist was somehow involved in palliative care.TheGP
had an explicit request by the pediatrician or other specialist to col-
laborate or take the lead in palliative care for 17 children (35%)
(Table 3). Whenever there was active engagement of pediatrician
and GP, they maintained frequent (>3 times) contact in 14 (82%)
cases (Table 3).

Advance care planning

From all 48 children, 26 (54%) had some form of ACP conversa-
tions documented,mostly preferences for treatment and care.Most

Table 4. Extent to which advance care planning conversations and preferences
regarding treatment and care were addressed in the medical record, by place
of death

Items addressed

Total
n = 48
n (%)

Place of death
hospital
(n = 26)
n (%)

Place of death
home

(n = 20)
n (%)

Any information
about advance
care planning
documented

26 (54.2) 10 (38.5) 15 (75.0)

n = 26
n (%)

n = 10
n (%)

n = 15
n (%)

Discussion of prefer-
ences for treatment
and care with child
and/or family
If yes, items
discusseda:

∘ Potential treat-
ment limitation or
discontinuation

20 (76.9) 8 (80.0) 12 (80.0)

∘ Symptom con-
trol/comfort
care

15 (57.7) 5 (50.0) 10 (66.7)

∘ Do-(Not-)
Resuscitate

13 (50.0) 3 (30.0) 10 (66.7)

∘ Hospital admissions 7 (26.9) 1 (10.0) 6 (40.0)

∘ No artificial
respiration

7 (26.9) 4 (40.0) 3 (20.0)

∘ Palliative sedation 5 (19.2) 0 (0.0) 5 (33.3)

∘ Euthanasia 4 (15.4) 0 (0.0) 4 (26.7)

∘ Other 5 (19.2) 3 (30.0) 1 (6.7)

Time between diag-
nosis and first ACP
documentation in
years (median, [IQR])

1.07,
(13 days
to
1.9 years)

0.41,
(7 days to
3.3 years)

1.2 years,
(15 days to
1.7 years)

∘ Less than 1 monthb
– n (%)

9 (34.6) 3 (30.0) 5 (33.3)

∘ 1 month to 1 year –
n (%)

3 (11.5) 3 (30.0) 0 (0.0)

∘ 1 to 2 years – n (%) 8 (30.7) 1 (10.0) 7 (46.7)

∘ 2 years and more –
n (%)

6 (23.1) 3 (30.0) 3 (20.0)

Preferred place of
death addressed

4 (8.3) 1 (10.0) 3 (30.0)

aMultiple answers possible.
bThe date of diagnosis was the date of the main diagnose. For children with congenital
conditions, the registration date to the general practice was used as date of diagnosis.

documented treatment and care preferences were: potential treat-
ment limitation (77%), symptom control or comfort-care (58%),
and Do-(Not-) Resuscitate (50%). Documentation of ACP conver-
sations could either refer to a personal conversation between the
GP and the child and family, or it could indicate that the agree-
ments had been made in the hospital and communicated with the
GP (Table 4).

The median time from diagnosis until the first ACP
conversation was 1 year and 25 days (IQR 13 days to 1.9 years). For
9 children (35%) the conversation took place in less than 4 weeks
after diagnosis. For 14 children (54%) the first time the topic was
discussed was over a year after diagnosis (Table 4).
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For only 4 out of 48 children their preferred place of death was
documented in the GP record and those 4 children died at their
preferred place of death (3 at home, 1 at the hospital).

Discussion

Summary

The two categories of patients (death at home or in hospital) in
our study are mainly distinguished by age and type of pathology.
The results of this study demonstrate that GPs are highly involved
in providing care for children at the end of life and their fami-
lies. Children hadmedian 7.0 GP consultations andmedian 0.5 GP
home visits in the last 3 months of their life. However, the pallia-
tive nature of these children and ACP discussions are not routinely
documented and/or performed by GPs. For more than two third of
the children it was documented that a pediatrician was involved,
but for only about one third of the children was it documented that
the pediatrician or specialist in palliative care and GP communi-
cated with each other. In cases where the GP was actively involved
by the pediatrician, they contacted each other regularly regarding
ongoing care issues.

Comparison with existing literature

GPs providing many GP consultations to relatively low numbers
of children in need of palliative care in their practice
The majority of pediatric deaths per year in the Netherlands occur
in children under the age of 1 (CBS StatLine 2024) and the number
of deaths rises again from the age of 15 onwards. Most of these
children under the age of 1 die from a congenital disease (CBS
StatLine 2024). The results of this study show that, probably due
to the rareness of these diseases, the most frequent main diagnosis
of children who died in hospital was a congenital disease.

It is known that most children with a life-limiting illness and
their parents prefer to stay at home during the palliative phase
(Vickers et al. 2007; Van der Geest et al. 2016). Advantages men-
tioned for the child and family are privacy, the presence of siblings,
and parents feeling in control (Hynson et al. 2003). In the home
setting GPs play an important role in providing palliative care for
both adult patients (Grant et al. 2024b) and children (Van derGeest
et al. 2016, 2017; Mitchell et al. 2021). However, studies show that
GPs are regularly confronted with palliative care for adult patients
(Rhee et al. 2020; Grant et al. 2024a, 2024b), but most GPs rarely
provide palliative care to children (Van der Geest et al. 2016).

The results of our study confirm that the number of children
that GPs provide palliative care for was relatively small, with 48
patients identified in a 10-year period for approximately 200 GPs.
Yet this care provision was intense, especially for children who died
at home, in the last 3 months of life the median GP consultations
andmedianGP visits were high compared to themedian 4GP con-
sultations (including GP visits) for adult cancer patients in the last
three months of life that was found by Grant et al. (2024a). For the
children who died at home, GPs were highly involved, with the
patients accessing GP care median 4.5 times in the last month of
life, and increasing contacts over the last 3months (including home
visits). Care provision also peaked in the last month of life, likely
a reflection of increasing care needs, and GPs possibly respond-
ing appropriately to these needs, although we do not know if there
were any care needs due to a lack of adequate care by the GP or
other healthcare professionals. It would not be surprising if pallia-
tive care provided by GPs for these children is not always optimal.

It is well known that caring for these children is challenging for
many GPs. Reasons for this are specific aspects of pediatric pal-
liative care compared to adult palliative care as mentioned in the
literature: the developmental stage of the child has consequences
for GP communication about death and dying, and psychological
factors are different for children than for adult patients (Van der
Geest et al. 2016; Vallianatos et al. 2021). Another reason may be
that, in the Netherlands, palliative care is not a medical specialty,
and specialist community palliative care access is limited or not
available. This results in GPs being largely responsible for com-
munity palliative care provision, often with limited support, thus
emphasizing the need for support for GPs providing palliative care
to patients with complex care needs, such as pediatric patients. GPs
are also expected to provide bereavement care to the family after the
death of the child (Dutch Association for Pediatrics [NVK] 2022),
but our study did not provide any insight into the actually provided
bereavement care by the GP to the family. Our findings raise the
question if and if so, how GPs could be better supported in pro-
viding palliative care to children. Besides basic training a structure
of adequate resources for expert advice seems necessary (Van der
Geest et al. 2016; Mitchell et al. 2020).

Several studies on GP experiences with palliative pediatric care
have been conducted (Straatman and Miller 2013; Neilson et al.
2015; Van der Geest et al. 2017), but to our best knowledge there
are very few studies on documentation of actual palliative care
provision for children in GP practice. Jarvis et al. (2020) found
an association between GP attendance patterns and use of urgent
hospital care for children and youngpeoplewith a life-limiting con-
dition residing at home in England, with less regularGP attendance
associated with higher urgent hospital care (Jarvis et al. 2020).

No routinely documentation of advance care planning
information

We identified that information on ACP was not routinely docu-
mented. In the medical records, there was little information on
preferences for treatment and care, which may make it more com-
plicated for all involved care professionals in the GP clinic to
provide personalized palliative care to the children and their fam-
ilies. For children with life-limiting or life-threatening diseases,
parents aim for integrated care including both control of the dis-
ease and symptom management, as well as quality of life for their
seriously ill child and their family as a whole (Verberne et al. 2017).
Also in pediatric palliative care, ACP exploring the child and family
values, goals, andpreferences is essential (Rietjens et al. 2017).Most
professionals in pediatric palliative care acknowledge this impor-
tance of ACP, but many barriers for conducting ACP conversations
with parents and children still exist (Lotz et al. 2015; Sanderson
et al. 2016; Engel et al. 2024). In 2020, Fahner et al. found that ACP
documentation in pediatric palliative was insufficient according to
49%of 207 pediatricianswho responded to a survey asking for their
experiences with ACP (Fahner et al. 2020). In our study, for almost
three quarters of children a pediatrician or specialist in palliative
care was involved. It is possible that the pediatrician or specialist in
palliative care conducted ACP conversations, but that this was not
well documented in the GP record. However, the lack of ACP doc-
umentation may also be related to the fact that the child and family
did not have an ACP conversation at all, possibly due to the chal-
lenging nature of engaging with young children and their families
around death and dying or an unclear division of responsibilities
regarding ACP between specialists and GPs. This lack of ACP and
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ACP documentation was also found in other studies on the preva-
lence and characteristics of ACP (Meeussen et al. 2011; Durall et al.
2012; Fahner et al. 2020).

Strengths and limitations

A strength of this study is that it is one of the few studies in which
documentation of pediatric palliative care by GPs was studied in
routine primary care data from medical records of deceased chil-
dren. Another strength is that regarding place of death, over half of
the children who received GP care died in hospital and most other
children died at home. Therefore, we compared GP care between
the two groups, although we realize the methodological limitation
of comparing these two groups because we determined this inde-
pendent variable only after the dependent variable had appeared.
Limitations are that it was a very small group of children that
nonetheless represents actual pediatric care practice, and that we
had to do research in a dataset in which no hospital letters were
available. We may have missed information that was communi-
cated or transferred between the pediatrician or other healthcare
professionals and GP but not documented in the medical record.
Because of the small group of children, caution is advised in draw-
ing strong conclusions from the statistical differences. We expect
that our findings are representative for the Netherlands and possi-
bly for other countrieswithin andoutside Europe, although caution
is advised because of differences in health care systems and in the
role of the GP.

Need for good collaboration among involved healthcare
professionals and support from specialized professionals

GPs should have knowledge of providing (pediatric) palliative care
at home. Training of all GPs in complex and highly variable sit-
uations of pediatric palliative care seems not very efficient. Many
of the skills needed for pediatric palliative care are already part
of the GP toolkit (i.e. symptom management, ACP discussions,
care for the family, care in the home setting) (Dutch Association
for Pediatrics [NVK] 2022). Therefore, good collaboration among
healthcare professionals is essential to provide high-quality pal-
liative care. Support from specialized clinicians and consultation-
based contact with a (specialized) hospital-based palliative care
team that is also available during out-of-hours may be an efficient
approach (Van derGeest et al. 2016;Mitchell et al. 2020; Vallianatos
et al. 2021).

In countries such as the Netherlands, the health care system is
increasingly focused on providing care in the home setting. While
this focus is primarily driven by an aging population with increas-
ing rates of chronic diseases, it is a transition that will also impact
the delivery of pediatric care, particularly palliative care. The home
environment is ideally situated to provide end of life care for these
children, where they can be surrounded and supported by their
parents, siblings, and friends. Yet, the quality of this care is depen-
dent upon local general practice services, to provide appropriate,
accessible and timely care for the child and their family network
(Mitchell et al. 2020). Specialist pediatric palliative care services
may be an important element of this care, but will not always be
readily accessible (particularly in rural regions), may have limited
integration with local formal and informal care services, and are
limited to provide ongoing care for the family members through
the palliative trajectory and after the death of the child.

In conclusion, these data demonstrate that whileGPs rarely pro-
vide palliative care for pediatric patients, that when they do so, they

are intensely involved in this care, and are one of the key facilita-
tors, together with pediatricians, home care nurses, and palliative
care specialists, to support pediatric patients and their families in
the home environment. The palliative nature of these children and
ACP discussions are not routinely documented and/or performed
by GPs. Further insights into guidance that supports GPs, in col-
laboration with other healthcare professionals, in providing care
for children in need of palliative care at home and their families
are needed.

Supplementary material. The supplementary material for this article can
be found at https://doi.org/10.1017/S1478951526102077.

Acknowledgments. Theauthors would like to thankNicole Boekema, Senior
datamanager at JGPN, University Medical Center Utrecht, for her assistance
in developing the application for the JGPN data for this study and prepar-
ing the data extraction. The authors also want to thank Marloes van Beurden,
Senior datamanager at JGPN, University Medical Center Utrecht, for the initial
extractions and final extraction of the requested data from the JGPN data set.

Funding. This study was funded by the Academic Workplace Palliative Care
Utrecht, Center of Expertise in Palliative Care Utrecht, Department of General
Practice&Nursing Science, JuliusCenter forHealth Sciences andPrimaryCare,
University Medical Center Utrecht, Utrecht, The Netherlands.

OA funding statement. Open access funding provided by University
Medical Center Utrecht.

Competing interests. The authors declare none.

References
Abel J, Kellehear A and Karapliagou A (2018) Palliative care-the new essen-

tials. Annals of Palliative Medicine 7(Suppl 2), S3–s14. doi:10.21037/apm.
2018.03.04

Benchimol EI, Smeeth L, Guttmann A, et al. (2015) The reporting of studies
conducted using observational routinely-collected health data (RECORD)
statement. PLoS Medicine 12(10), e1001885. doi:10.1371/journal.pmed.
1001885.

Bomholt KB, Nebsbjerg MA, Burau V, et al. (2024) Task shifting from gen-
eral practitioners to other health professionals in out-of-hours primary care
- a systematic literature review on content and quality of task shifting.
European Journal of General Practice 30(1), 2351807. doi:10.1080/13814788.
2024.2351807.

Brunetta J, Fahner J, Legemaat M, et al. (2022) Age-appropriate advance care
planning in children diagnosed with a life-limiting condition: A systematic
review. Children (Basel) 9(6), 830. doi:10.3390/children9060830.

CBS StatLine (2024) “StatLine the deceased; Major causes of death (short list),
age, gender [in Dutch].” Retrieved 20 February 2024, from https://opendata.
cbs.nl/statline/#/CBS/nl/dataset/7052_95/table?ts=1566378924628
(accessed on 20 February 2024).

Durall A, Zurakowski D and Wolfe J (2012) Barriers to conducting advance
care discussions for children with life-threatening conditions. Pediatrics
129(4), e975–982. doi:10.1542/peds.2011-2695

Dutch Association for Pediatrics (NVK) (2022) “Dutch pediatric palliative
care guideline (In Dutch: Richtlijn palliatieve zorg voor kinderen).” https://
palliaweb.nl/richtlijnen-palliatieve-zorg/richtlijn/palliatieve-zorg-voor-
kinderen and https://palliaweb.nl/richtlijnen-palliatieve-zorg/guidelines/
dutch-guideline-for-paediatric-palliative-care, accessed on 1 May 2025.

Dutch Institute for Palliative Care (PZNL) (2023) Guideline for Care in
the Dying Phase (In Dutch: Richtlijn Zorg in de Stervensfase) Utrecht, The
Netherlands.

Engel M, Fahner JC, Hennus MP, et al. (2024) Experiences with a national
team-based learning program for advance care planning in pediatric
palliative care. BMC Palliative Care 23(1), 196. doi:10.1186/s12904-024-
01515-2.

https://doi.org/10.1017/S1478951526102077 Published online by Cambridge University Press

https://doi.org/10.1017/S1478951526102077
https://opendata.cbs.nl/statline/#/CBS/nl/dataset/7052_95/table?ts=1566378924628
https://opendata.cbs.nl/statline/#/CBS/nl/dataset/7052_95/table?ts=1566378924628
https://palliaweb.nl/richtlijnen-palliatieve-zorg/richtlijn/palliatieve-zorg-voor-kinderen
https://palliaweb.nl/richtlijnen-palliatieve-zorg/richtlijn/palliatieve-zorg-voor-kinderen
https://palliaweb.nl/richtlijnen-palliatieve-zorg/richtlijn/palliatieve-zorg-voor-kinderen
https://palliaweb.nl/richtlijnen-palliatieve-zorg/guidelines/dutch-guideline-for-paediatric-palliative-care
https://palliaweb.nl/richtlijnen-palliatieve-zorg/guidelines/dutch-guideline-for-paediatric-palliative-care
https://doi.org/10.1017/S1478951526102077


Palliative and Supportive Care 9

Engel M, Van der padt-pruijsten A, Huijben AMT, et al. (2022) Quality of
hospital discharge letters for patients at the end of life: A retrospective med-
ical record review. European Journal of Cancer Care (Engl) 31(1), e13524.
doi:10.1111/ecc.13524.

Fahner JC, Rietjens JAC, Van der heide A, et al. (2020) Survey of paediatri-
cians caring for children with life-limiting conditions found that they were
involved in advance care planning. Acta Paediatrica (Oslo, Norway: 1992)
109(5), 1011–1018. doi:10.1111/apa.15061.

Flierman I, Van seben R, Van rijnM, et al. (2020) Health care providers’ views
on the transition between hospital and primary care in patients in the pal-
liative phase: A qualitative description study. Journal of Pain and Symptom
Management 60(2), 372–380e371. doi:10.1016/j.jpainsymman.2020.02.018.

Fraser LK, Bluebond-Langner M and Ling J (2020) Advances and challenges
in European Paediatric Palliative Care. Medical Sciences (Basel) 8(2), 20.
doi:10.3390/medsci8020020

GrantM,McCarthyD, Kearney C, et al. (2024a) Primary care usage at the end
of life: A retrospective cohort study of cancer patients using linked primary
and hospital care data. Supportive Care in Cancer 32(5), 273. doi:10.1007/
s00520-024-08458-7.

Grant MP, McCarthy D, Kearney C, et al. (2024b) General practice utilisation
by Australian cancer patients in the last year of life. Family Practice 42(2),
cmae062. doi:10.1093/fampra/cmae062

Hynson JL, Gillis J, Collins JJ, et al. (2003) The dying child: How is care differ-
ent? The Medical Journal of Australia 179(S6), S20–22. doi:10.5694/j.1326-
5377.2003.tb05571.x.

Jarvis S, Parslow RC, Hewitt C, et al. (2020) GPs’ role in caring for chil-
dren and young people with life-limiting conditions: A retrospective cohort
study. British Journal of General Practice 70(693), e221–e229. doi:10.3399/
bjgp20X708233.

Johnson CE, McVey P, Rhee JJ, et al. (2018) General practice palliative care:
Patient and carer expectations, advance care plans and place of death-a
systematic review. BMJ Supportive & Palliative Care 0, 1-10. doi:10.1136/
bmjspcare-2018-001549

Joren CY, Kars MC, Kremer LCM, et al. (2023) Improvement and imple-
mentation of a national individual care plan in paediatric palliative care: A
study protocol. BMJ Paediatrics Open 7, e001677. doi:10.1136/bmjpo-2022-
001677.

Killackey T, Lovrics E, Saunders S, et al. (2020) Palliative care transitions from
acute care to community-based care: A qualitative systematic review of the
experiences and perspectives of health care providers. Palliative Medicine
34(10), 1316–1331. doi:10.1177/0269216320947601.

Lotz JD, JoxRJ, BorasioGD, et al. (2015) Pediatric advance care planning from
the perspective of health care professionals: A qualitative interview study.
Palliative Medicine 29(3), 212–222. doi:10.1177/0269216314552091.

Meeussen K, Van den Block L, Echteld M, et al. (2011) Advance care plan-
ning in Belgium and The Netherlands: A nationwide retrospective study
via sentinel networks of general practitioners. Journal of Pain and Symptom
Management. 42(4), 565–577. doi:10.1016/j.jpainsymman.2011.01.011.

MitchellG,AubinM,SeniorH, et al. (2020)General practice nurses andphysi-
cians and end of life: A systematic review of models of care. BMJ Supportive
& Palliative Care. doi:10.1136/bmjspcare-2019-002114

Mitchell S, Harding S, Samani M, et al. (2021) Experiences of general prac-
tice of children with complex and palliative care needs and their families:
A qualitative study. BMJ Open 11(1), e041476. doi:10.1136/bmjopen-2020-
041476.

Neilson SJ, Gibson F and Greenfield SM (2015) Pediatric oncology palliative
care: Experiences of general practitioners and bereaved parents. Journal of
Palliative Care & Medicine 5(2), 214. doi:10.4172/2165-7386.1000214

NICE Guideline (2019) End of Life Care for Infants, Children and Young People
with Life-limiting Conditions: Planning and Management. London: National
Institute for Health and Care Excellence (NICE).

Pereira CFR, Dijxhoorn AQ, Koekoek B, et al. (2024) Potentially inappropri-
ate end of life care and healthcare costs in the last 30 days of life in regions
providing integrated palliative care in the Netherlands: A registration-based
study. International Journal of Integrated Care 24(3), 6. doi:10.5334/ijic.7504.

Rabindran andMadanagopal D (2020) Piaget’s theory and stages of cognitive
development- An overview. Scholars Journal of AppliedMedical Sciences 8(9),
2152–2157. doi:10.36347/sjams.2020.v08i09.034

Rhee JJ, Grant M, Senior H, et al. (2020) Facilitators and barriers to gen-
eral practitioner and general practice nurse participation in end-of-life care:
Systematic review. BMJ Supportive & Palliative Care 0, 1–11. doi:10.1136/
bmjspcare-2019-002109

Rietjens JAC, SudoreRL,ConnollyM, et al. (2017)Definition and recommen-
dations for advance care planning: An international consensus supported
by the European Association for Palliative Care. The Lancet Oncology 18(9),
e543–e551. doi:10.1016/S1470-2045(17)30582-X.

Sanderson A, Hall AM and Wolfe J (2016) Advance care discussions:
Pediatric clinician preparedness and practices. Journal of Pain and Symptom
Management. 51(3), 520–528. doi:10.1016/j.jpainsymman.2015.10.014

Schröder J, Riiser K and Holmen H (2024) The needs of healthcare personnel
who provide home-based pediatric palliative care: A mixed method system-
atic review. BMC Health Services Research 24(1), 45. doi:10.1186/s12913-
023-10495-7

Skjærseth K, Preminger N and Hauken MA (2025) Important factors
in municipality-based pediatric palliation from healthcare professionals’
perspective: A qualitative study. Palliative Care and Social Practice 19,
26323524241312915. doi:10.1177/26323524241312915

SmeetsHM,KortekaasMF,Rutten FH, et al. (2018) Routine primary care data
for scientific research, quality of care programs and educational purposes:
The Julius General Practitioners’ Network (JGPN). BMC Health Services
Research 18(1), 735. doi:10.1186/s12913-018-3528-5.

Stegeman H, Alma MA, Vervoort HP, et al. (2025) Exploring considera-
tions for becoming a GP practice owner: A qualitative study. British Journal
of General Practice Open 9 (3), BJGPO.2024.0213. doi:10.3399/bjgpo.2024.
0213

Straatman L and Miller T (2013) Paediatric palliative care: A survey of pae-
diatricians and family practitioners. BMJ Supportive & Palliative Care 3(3),
366–371. doi:10.1136/bmjspcare-2011-000058

UMC Utrecht: Julius General Practitioners Network (JGPN).
“Julius Huisartsen Netwerk (JHN) Database.” from https://www.
juliushuisartsennetwerk.nl/en/.

Vallianatos S, Huizinga CSM, Schuiling-Otten MA, et al. 2021 Development
of the Dutch structure for integrated children’s palliative care. Children
(Basel) 8(9), 741. doi:10.3390/children8090741.

Van der Geest IM, Bindels PJ, Pluijm SM, et al. (2016) Palliative care in chil-
dren with cancer: Implications for general practice. British Journal of General
Practice 66(653), 599–600. doi:10.3399/bjgp16X688009.

Van der Geest IM, Bindels PJ, Pluijm SM, et al. (2017) Home-based pallia-
tive care for children with incurable cancer: Long-term perspectives of and
impact on general practitioners. Journal of Pain and Symptom Management.
53(3), 578–587. doi:10.1016/j.jpainsymman.2016.09.012.

Van der Plas AG, Pasman HRW, Schweitzer B, et al. (2018) Improving pallia-
tive care provision in primary care: A pre- and post-survey evaluation among
PaTz groups. British Journal of General Practice 68(670), e351–e359. doi:10.
3399/bjgp18X695753.

Verberne LM, Kars MC, Schouten-van Meeteren AY, et al. (2017) Aims and
tasks in parental caregiving for children receiving palliative care at home:
A qualitative study. European Journal of Pediatrics 176(3), 343–354. doi:10.
1007/s00431-016-2842-3.

Vickers J, Thompson A, Collins GS, et al. (2007) Place and provision
of palliative care for children with progressive cancer: A study by the
Paediatric Oncology Nurses’ Forum/United Kingdom Children’s Cancer
Study Group Palliative Care Working Group. Journal of Clinical Oncology
25(28), 4472–4476. doi:10.1200/jco.2007.12.0493.

WHO Collaborating Centre for Dug Statistics Methodology. “ATC/DDD
Index.” from https://atcddd.fhi.no/atc_ddd_index/.

WHO Collaborating Centre for the Family of International Classifications
(FIC) in the Netherlands. “ICPC-2: International Classification of Primary
Care – 2nd edition.” (accessed on 1 May 2025) from https://www.whofic.nl/
familie-van-internationale-classificaties/verwante-classificaties/icpc-2.

https://doi.org/10.1017/S1478951526102077 Published online by Cambridge University Press

https://www.juliushuisartsennetwerk.nl/en/
https://www.juliushuisartsennetwerk.nl/en/
https://atcddd.fhi.no/atc_ddd_index/
https://www.whofic.nl/familie-van-internationale-classificaties/verwante-classificaties/icpc-2
https://www.whofic.nl/familie-van-internationale-classificaties/verwante-classificaties/icpc-2
https://doi.org/10.1017/S1478951526102077

	Palliative care provision for children in general practice: A retrospective cohort study
	Introduction
	Methods
	Design and study population
	Database
	Main outcome
	Description of GP utilization
	Data collection
	Data analysis

	Ethics statement
	Results
	Selected children
	Missing data
	Children characteristics
	Number of GP consultations for children, GP home visits and unplanned hospital visits of children in the last three months of life
	Identification of palliative care needs and involvement of other healthcare professionals
	Advance care planning

	Discussion
	Summary
	Comparison with existing literature
	GPs providing many GP consultations to relatively low numbers of children in need of palliative care in their practice

	No routinely documentation of advance care planning information

	Strengths and limitations
	Need for good collaboration among involved healthcare professionals and support from specialized professionals

	Acknowledgments
	References


