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Abstract

Background Children with life-threatening and life-limiting conditions and their families are confronted with many
uncertainties, incremental losses, and difficult decisions. Attentiveness to psychosocial care, including psychological,
social, and spiritual concerns, is essential during the child’s life until end-of-life and during bereavement and deter-
mines quality of life and wellbeing of child and family. However, use and integration of psychosocial care is found

to be challenging. In this paper, we provide recommendations that aim to optimise psychosocial care includ-

ing preloss and bereavement care in paediatric palliative care.

Methods A multidisciplinary guideline development panel of 25 experts in paediatric palliative care and nine par-
ents was established to develop recommendations on psychosocial care including preloss and bereavement care.
We performed a systematic literature search to identify evidence focussing on effectivity of interventions described

in systematic reviews (SRs) of randomised controlled trials (RCTs) and RCTs. From the search, we also derived evidence
from SRs of observational, qualitative, or mixed-method studies on preloss and bereavement care. The GRADE meth-
odology was used for appraising evidence. We used existing guidelines to deal with lack of evidence. Recommenda-
tions were formulated based on evidence, existing guidelines, clinical expertise, and patient and family values.

Results We identified a total two SRs of RCTs and six RCTs that reported on the effect of psychological interven-
tions, spiritual support interventions, and bereavement care intervention. The evidence showed that only some

of the interventions improve certain psychosocial outcomes in children or parents. We were unable to draw conclu-
sions on which intervention is most effective, due to the high variability in interventions and measured outcomes.
The evidence from ten SRs of observational, qualitative, or mixed-method studies was used as a basis for preloss
and bereavement care recommendations. In total, we formulated 48 recommendations.
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RCTs.

Discussion With the provided recommendations, we aim to optimise psychosocial care for children with life-threat-
ening and life-limiting conditions and their families. Psychosocial care should be tailored to the child and family. We
found a lack of evidence on psychosocial care including preloss and bereavement care. Although very challenging,
we propose implementing strategies to improve research and thereby further optimise quality of paediatric palliative
care. These strategies include the development of a standard set of outcomes and to conduct well-designed multisite

Keywords Evidence-based guideline, Paediatric palliative care, Psychosocial care, Preloss and bereavement

Background

Children with life-threatening and life-limiting condi-
tions often receive high complex care which lasts for
months or years [1-5]. During the child’s disease tra-
jectory, children and their families are confronted with
many uncertainties, incremental losses, and difficult
decisions [1, 4]. These children and their families can
experience high levels of suffering and are at risk for poor
quality of life [6—8]. Paediatric palliative care focuses on
relieving physical, psychological, social, and spiritual suf-
fering and ensuring the best quality of life for these chil-
dren and their families from diagnosis until end-of-life
and during bereavement [4, 5, 9].

Multiple studies highlighted a need for improvement of
paediatric palliative care such as symptom management
to ease distressing symptoms and enhance quality of life
in both children and their families [6, 7, 10, 11]. Moreo-
ver, it is increasingly recognised that not only symptom
alleviation, but also attentiveness to psychological, social,
and spiritual concerns is essential in paediatric pallia-
tive care [12-15], as this determines quality of life and
experienced distress among children and their family
members. Furthermore, children and their families expe-
rience incremental losses from the moment of diagnosis,
throughout the palliative care trajectory, and even new
losses after the child’s death. Attentiveness to loss, grief,
and bereavement is crucial to support children and their
families in coping with these losses [16-18].

Psychosocial care, which includes the attentiveness to
psychological, social, and spiritual concerns, and preloss
and bereavement care, is an essential component of pae-
diatric palliative care and provides a meaningful oppor-
tunity to enhance the wellbeing of the child and the
whole family [12, 18, 19]. However, the use and integra-
tion of psychosocial care including preloss and bereave-
ment care has been found to be challenging [18, 19]. A
recent qualitative study among parents in the Nether-
lands reported that paediatric palliative care still focuses
too much on symptom management [20]. The study
highlights the importance to see the child as a person and
focus on the child and family as a whole, including psy-
chological, social, and spiritual aspects. Additionally, par-
ents experienced a lack of preloss and bereavement care

during the child’s palliative disease trajectory and after
the death of their child [20].

Psychosocial care including preloss and bereavement
care should be ensured for all children with life-threaten-
ing and life-limiting conditions and their families. Clini-
cal practice guidelines (CPGs) are found to be powerful
tools in which knowledge from scientific literature, clini-
cal expertise and patient experiences are combined to
provide recommendations for clinical practice [21-23].
Care delivered in line with these recommendations can
decrease variability in provided care, enhance quality
of care, and contribute to integration of care services
[21-23].

To achieve more optimal psychosocial paediatric pallia-
tive care, we aim to provide new evidence-based recom-
mendations focusing on interventions for psychosocial
care in which we distinguish psychological interventions,
practical and social support, cultural, spiritual, and reli-
gious support, and preloss and bereavement care. These
recommendations have been developed as part of the
revised Dutch CPG on paediatric palliative care [24]. In
this paper, we present an overview of the evidence, clini-
cal expertise, and recommendations on psychosocial
care.

Methods
The full methodology of the Dutch CPG for paediatric
palliative care is outlined in another publication [24].

Scope
This guideline aims to improve quality of palliative care
for all children aged 0 to 18 years with life-threatening
and life-limiting conditions and their caregivers and
siblings (hereafter referred to as families), with the ulti-
mate goal to improve quality of life of children and their
families. The guideline covers the entire palliative dis-
ease trajectory (from the beginning of the palliative dis-
ease trajectory till after the child’s death continuing in
bereavement) [24].

In this paper, we aim to provide recommendations for
psychosocial care including psychological interventions,



van Teunenbroek et al. BMC Palliative Care (2025) 24:147

practical and social support, cultural, spiritual, and reli-
gious support, and preloss and bereavement care.

Multidisciplinary guideline development panel

The guideline development panel included 25 paedi-
atric palliative care experts and a group of nine parents
of children with life-threatening and life-limiting condi-
tions (Appendix A). These experts, of which some had
specialised certified training in paediatric palliative care,
represented various disciplines such as paediatricians,
psychotherapists, psychologists, spiritual counsellors,
child life specialists, and paediatric nurses. To maintain
consistency throughout the guideline, a core group of 11
experts was formed within the panel. The remaining 14
experts were assigned to two working groups (WGs), one
dedicated to psychosocial care, and the other to preloss
and bereavement care. The psychosocial care WG tackled
three topics for which sub-WGs were established, namely
psychological interventions, practical and social support,
and cultural, spiritual, and religious support. All topics
and clinical questions addressed by the (sub)WGs were
prioritised based on input from experts and parents [24].
Appendices B and C provide an overview of the working
structure and guideline development process.

Representation of patients and their families

To ensure representation of patients and their families,
various methods were utilised [24]. First, we gave two
members of the core group the specific responsibility of
maintaining patient and family representation through-
out the guideline development process. Another method
involved forming a group of nine parents of children with
life-threatening or life-limiting conditions. This group
reviewed the initial drafts of all guideline texts and rec-
ommendations as well as the draft of the complete guide-
line. To capture a wide range of experiences, we included
parents of children with diverse palliative conditions,
ages, and stages of disease. Some of the children with
life-threatening or life-limiting conditions were actively
receiving palliative care, while others had passed away.

Formulation of clinical questions

The psychosocial care WG formulated four clinical
questions on the effect of psychological interventions,
practical and social support, and cultural, spiritual, and
religious support for children with life-threatening and
life-limiting conditions and their family members. The
WG that focused on preloss, and bereavement care for-
mulated four clinical questions on the effect of preloss
interventions for children with life-threatening and life-
limiting conditions and their family members and the
effect of bereavement care interventions for their fam-
ily members, components of preloss and bereavement
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care interventions, experiences and needs of parents
and health care providers, and communicative strategies
(Appendix D).

Identification of evidence

To answer clinical questions on the effect of psychosocial
care interventions including psychological interventions,
practical and social support, cultural, spiritual, and reli-
gious support, and preloss and bereavement care inter-
ventions, we updated the systematic literature search
conducted for the former CPG (2013) which focused on
quantitative studies on paediatric palliative care interven-
tions (last updated January 24, 2020) (Appendix E) [24].
Studies were selected based on specific inclusion criteria
related to study population (children aged 0 to 18 with
life-threatening or life-limiting conditions as defined by
the World Health Organisation [5]); study design (ran-
domised controlled trials (RCTs), controlled clinical trials
(CCTs), and systematic reviews (SRs) of RCTs and CCTs;
and study subject (paediatric palliative care psychosocial
care interventions including psychological interventions,
practical and social support, cultural, spiritual, and reli-
gious support, and preloss and bereavement care). Only
studies published in English or Dutch were included
(Appendix F) [24]. Included studies were summarised in
evidence tables and categorised by outcome measures in
summary of findings tables [24]. We formulated conclu-
sions of evidence for each outcome measure and assessed
the quality of the total body of evidence using the Grad-
ing of Recommendations Assessment, Development, and
Evaluation (GRADE) method [25]. The conclusions of
evidence were used as a basis for our recommendations
[24].

Furthermore, to answer clinical questions on compo-
nents of preloss and bereavement care interventions,
experiences and needs of parents and health care pro-
viders, and communicative strategies, we derived SRs
of observational, qualitative, or mixed-method studies
from the systematic literature search on paediatric pal-
liative care interventions and through referencing [24].
We synthesised the findings from these SRs in evidence
tables and translated these into conclusions of evidence.
Given the variety of study designs included in the SRs,
determining both individual study quality and quality
of the total body of evidence were not feasible [24]. The
conclusions derived from the SRs served as the basis for
our recommendations [24].

Identification of additional literature

As we expected that evidence would be limited or of low
quality, we conducted a search for existing evidence-
based paediatric palliative care guidelines that had per-
formed systematic literature searches on this topic. We
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found one evidence-based guideline, ‘End of life care for
infants, children and young people with life-limiting con-
ditions (2016)’ of the National Institute for Health and
Care Excellence (NICE) [26]. We used the conclusions of
evidence, considerations, and recommendations of the
NICE-guideline to inform and support our own recom-
mendations [24].

Translating evidence into recommendations

Multiple factors were considered in translating the evi-
dence into recommendations. First, the WG members
considered the quality of the evidence when formulat-
ing recommendations, in which a higher quality of evi-
dence was likely to support stronger recommendations.
If the evidence focused on one specific group of children
(e.g. children with cancer), the WG carefully assessed if
evidence could be extrapolated to children with other
life-threatening and life-limiting conditions before for-
mulating recommendations. Other factors that were con-
sidered to formulate recommendations were, additional
literature including existing evidence-based guidelines,
values and needs of patients and their family, clinical
expertise, acceptability (legal and ethical aspects), fea-
sibility (available time, knowledge and manpower), and
benefits versus harms of the interventions [24]. The
WG members outlined the relevant considerations for
each clinical question, and decisions were made through
group consensus [24].

The strength of each recommendation was graded
using established evidence-based methods [25, 27]
(Appendix G). Recommendations were classified as
strong to do (green), moderate to do (yellow), or strong
not to do (red) [24].

Results

Identification of evidence

The systematic search for quantitative studies on paediat-
ric palliative care interventions resulted in 5078 citations
of which 168 citations were subjected to full-text screen-
ing [24]. Ultimately, eight studies (two SRs of RCTs and
six RCTs) on interventions related to psychosocial care
including preloss and bereavement care were included
[28-35] (Appendix H). Additionally, ten SRs of observa-
tional, qualitative, or mixed-method studies on preloss
and bereavement care interventions components, and
communicative strategies were included [36—45] (Appen-
dix H).

Appendices ] and K present the evidence tables and
summary of findings tables. Tables 1, 2, and 3 provide
the conclusions of evidence. Figure 1 offers an overview
of the identified evidence and recommendations for each
WaG.
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Evidence on effect of psychological interventions

Three studies, two RCTs and one SR of RCTs, reported
on psychological interventions that were targeted at
improving a variety of psychosocial outcomes in children
and adolescents with life-threatening or life-limiting con-
ditions [28, 29, 31]. Two RCTs reported on the effects of
the Promoting Resilience In Stress Management (PRISM)
intervention which aimed to strengthen four resources
of resilience including stress-management, goal-setting,
cognitive reframing, and meaning-making in four 30-50
min sessions amongst children and adolescents with can-
cer [28, 29]. The studies showed that hope-finding was
significantly increased in children and adolescents with
cancer who received the PRISM intervention as com-
pared to the children and adolescents who received usual
psychosocial care provided by a social worker (very low
quality evidence) [28]. However, we found no significant
effect of benefit-finding (very low quality evidence) [28].
Additionally, no significant difference in percentage of
positive health-related quality of life (HR-QoL) trajec-
tories was found between children and adolescents with
cancer who participated in the PRISM intervention and
those who received usual care (very low quality evidence)
[29]. When looking more closely at cancer-specific sub-
domains of HR-QoL, the percentage of positive trajec-
tories in HR-QoL was only significantly increased in the
intervention group in two out of eight cancer-specific
subdomains, namely worry and nausea (very low quality
evidence) [29]. One SR of RCTs reported on the effects
of an educational problem-solving and social skills inter-
vention for children with cystic fibrosis [31]. This inter-
vention showed no significant difference in psychosocial
outcomes including perceived loneliness and social sup-
port at three, six, and nine month follow-up in children
that received the interventions as compared to usual care
(moderate quality evidence) [31].

Three studies, one RCT and two SRs of RCTs, reported
on psychological interventions that were targeted at
improving several psychosocial outcomes in parents
of children with life-threatening or life-limiting condi-
tions [30-32]. One RCT investigated the effects of an
adapted version of the PRISM intervention directed at
parents (PRISM-P) comprising of four 30 to 60 min ses-
sions. The PRISM-P intervention increased resilience and
benefit-finding at six month follow-up among parents
who received one on one sessions as compared to usual
psychosocial care provided by a social worker (very low
quality evidence) [30]. No significant effect was found
on other outcomes including hope-finding, perceived
social support, HR-QoL, perceived stress and psychologi-
cal distress (very low quality evidence) [30]. When the
PRISM-P intervention was delivered in group sessions
of two to five parents, no significant effect was found in



van Teunenbroek et al. BMC Palliative Care (2025) 24:147

Page 5 of 16

Table 1 Conclusions of evidence on paediatric palliative psychosocial care interventions including preloss and bereavement

care interventions

Effect of psychosocial care interventions including preloss and bereavement care interventions in palliative care for children aged 0 to 18

years with life-threatening and life-limiting conditions, and their family
Psychosocial care

Quality of evidence

Psychological interventions

Promoting resilience in stress management (PRISM) vs. usual care in children and adolescents with cancer

N hope-finding at 6-month follow-up

DO OO VERY LOW

No significant effect on benefit-finding at 6-month follow-up

(1RCT) (26)

follow-up

No significant effect on the percentage of positive health-related quality of life trajectories at 6-month

worry at 6-month follow-up

N percentage of positive cancer specific quality of life trajectories regarding the subdomains nausea and

DO OO VERY LOW

pain at 6-month follow-up

No significant effect on the percentage of cancer specific quality of life trajectories regarding the
subdomains, treatment anxiety, procedural anxiety, cognitive, physical appearance, communication, and

(1RCT) (27)

month follow-up

Educational problem-solving and social skills interventions vs. usual care in children Cystic Fibrosis
No significant effect on loneliness and perceived social support of peers and classmates at 3-, 6- and 9-

DDPHO MODERATE
(1RCT) (29)

parents of children with cancer
N resilience and benefit-finding at 6-month follow-up

Promoting resilience in stress management, parent-directed (PRISM-P) one on one sessions vs. usual care in

DO O VERY LOW

psychological distress at 6-month follow-up

No significant effect on hope, perceived social support, health-related quality of life, perceived stress, and

(1RCT) (28)

parents of children with cancer

of life, perceived stress, and psychological distress at 6-month follow-up

Promoting resilience in stress management, parent-directed (PRISM-P) group sessions vs. usual care in

No significant effect on resilience, benefit-finding, hope, perceived social support, health-related quality

GO OO VERY LOW
(1 RCT) (28)

children with cystic fibrosis
No significant effect on anxiety at 12 month follow-up

Community-based support programme vs. control (contact with a telephone number) in mothers of

DOOO VERY LOW
(1RCT) (29)

cancer

months)

Psychological interventions (cognitive behavioural therapy, family therapy, problem-solving therapy, or
multi-systemic therapy) vs. treatment as usual, active control or wait-list control in parents of children with

N parenting behaviour post-treatment, No significant effect on parent behaviour at follow-up (2 to 12

SO0 Low
(5 RCTs) (30)

No significant effect on parent mental health post-treatment

N parent mental health at follow-up (2 to 12 months) intervention

DO OO VERY LOW
(9 RCTs) (30)
GO OO VERY LOW
(6 RCTs) (30)

Practical and social support

Unknown effect of practical and social support l No studies
Cultural, spiritual, and religious support
Spiritual training package for parents vs. wait-list control in mothers of children with cancer
J stress post-treatment after intervention and at 3-month follow-up (no significant difference as HOOO VERY LOW

compared to control group), anxiety post-treatment and at 3 month follow-up, and depression after
intervention and at 3-month follow-up (no significant difference as compared to control group)

(1RCT) (31)

{ burnout scores post-treatment and at 1 month follow-up

Educational spiritual intervention vs. control in parents of children with cancer

GO OO VERY LOW
(1 RCT) (32)

Preloss and bereavement care

Quality of evidence

anger, detachment, and disorganisation at 6-month follow-up

Bereavement intervention comprising of a support package, peer supporter’s contact and health care
personnel’s contact vs. usual care in mothers of children who died at age three or younger
No significant effect on grief reactions including despair, panic behaviour, personal growth, blame and

DO OO VERY LOW
(1RCT) (33)

any of the assessed outcomes (very low quality evidence)
[30]. Additionally, one SR of RCTs reported on the effect
of a community-based support programme for mothers
of children with cystic fibrosis in comparison to a con-
trol intervention consisting of contact with a telephone
number. No significant difference in anxiety at 12 month
follow-up was found among mothers who received the

intervention and those who were in the control group
(very low quality evidence) [31]. Finally, one SR of RCTs
reported on the effect of different psychological interven-
tions for parents of children with cancer including cogni-
tive behavioural therapy, family therapy, problem-solving
therapy and multi-systemic therapy in comparison to dif-
ferent control interventions including treatment as usual,
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Table 2 Conclusions of evidence on preloss and bereavement care intervention components

Preloss and bereavement care intervention components, speci

Main category

Specific actions per component

actions, and experiences and needs of parents and health care provide!
Experiences/needs regarding the intervention component as expressed or experienced by parents and health care
providers (HCPs)

]

Acknowledging the
child’s life and identity

Providing the child with a certificate of life (34)

Providing the child with a blessing ceremony (34)
Acknowledging child’s identity (35)

Acknowledging birthdays/holidays/ anniversaries (36, 37)

Not reported
Not reported
Learn the infant’s individual needs and routines (35)
Not reported

Acknowledging and
enabling parenthood

Maintaining relationship between parent and child (38)
Washing, holding, or dressing the child both during the
end of life and after death (34,35, 39, 40)

Giving parents privacy and input surrounding the death of
the child (34, 35, 39)

During the end of the child’s life, parents desired to maintain their relationship with their child (38)

See, touch, and hold the newborn during after life can enable parents to form important bonds and to create memories
that are helpful after their newborns’ death. Holding their child as he/she died, was valued by and helpful for most
parents, but also emotionally difficult. Support and reassurance from hospital staff can be needed. Parents’ failure to
spend time with, or contribute care for their newborn was associated with regrets (40)

Providing care for their newborns may help individuals develop their identities as parents. Being involved and
participating in bedside care was identified as helpful. Parents experienced frustration when staff did not welcome their
participation and felt regret when their involvement in care was limited (40)

Parents wanted to be actively involved in the child’s care and talk openly with the dying child (41)

Acknowledge the wishes of the parents, even when these wishes conflict with the recommendations of the healthcare
team (35)

Parents preferred to be given control over the how and where the child died (39, 41). Some parents preferred to stay
home (41)

Parents expressed the need to be with the child at the time of death. Parents preferred to be provided with intimacy
and privacy at the time of death, for example by being offered a private room with as little disturbances as possible (41).
Parents who were not given the opportunity for a private peaceful place and sufficient time to say goodbye found a
negative effect on grieving, accepting and coping (35)

Establishing
keepsakes

Safeguarding a lock of hair (34,40)

Hand, foot, or face print (34, 40)

Basket/memory box: (items that belonged to the child
such as toys, a blanket, ornaments, a memory stone,
clothes, a baby ring or bracelet, memory books, poems, or
other belongings) (34-36, 40)

Pictures (34,36,40)

Many parents appreciated the opportunity to create mementos with and of their dying child, which was described as
meaningful and an important need. Parents expressed a need to be actively supported and guided through all aspects of
memory making (38, 40, 42)

Photographs can help parents by confirming the newborn’s existence and may legitimize the parents’ loss. The images
can provide the basis for a continuing relationship between parents and child. Finally, they are important cues for
memory to help parents process their losses. Parents wanted health providers to offer education and encouragement to
ensure that photographs were taken. Although, parents often feel a range of barriers to bereavement photography,
most parents who did not receive photographs wished they had (40)

Establishing follow-up
contact with HCPs

Follow-up contact (calls, cards, visits, flowers, condolence
letters) (34, 36, 37, 39, 43)

Need for a continuity of care after the child’s death by the hospital staff that cared for their child. It was important that
the same members of the care team were involved from diagnoses throughout bereavement. The basis of care quality
was built on communication, honesty, respect and anticipation of needs (38)

Parents experienced a strong bond with the hospital staff and felt abandoned if the bond was broken (36, 37, 42)
Follow-up contact was experienced as supportive and appreciated (37-39, 42). Follow-up contact could provide parents
with closure, improved coping and facilitated personal growth (35, 36). Some parents felt unable to return to the
hospital or that the follow-up meeting left them with unanswered questions (39)

Providing peer
support

Facilitating contact with peers/support groups (34, 36, 37,
39,43)

Mindfulness based intervention, cognitive behavioural
therapy based and group retreat (43)

Parents value peer support and expressed a desire to have contact with other families that lost a child (36, 42). Peer
support reduced a sense of isolation, resulted in development of healing friendships, improved coping and allowed for
personal growth (36)

peer support did not result in a significant change in psychosocial functioning and grief reactions (36)

Mindfulness: showed no significant effect (43)

Cognitive behavioural therapy group: significant reduction in overall grief symptoms in the intervention group (43).
Group retreat: Participating parents showed a significant decrease in depressive symptoms, significant improvement in
perceived quality of life and no change in perceived social support (43)

Providing education
and information

Information(sessions), videos folders and booklets (34, 36,
37,43)

Financial advice (34, 36)

Educational support meetings for peers and relatives (34)
Seminars or workshops on coping and grief (34)

Being involved in developing training sessions and
research (37)

Parents appreciated being involved in the development and administrating of bereavement education programs and
interventions (37)
Parents expressed a need for more preparation for death and bereavement (42)

Providing
remembrance
activities

Memorial ceremonies or services (34, 36, 37)
HCPs attending the funeral (34, 37)

Having HCPs attend the funeral may enhance parents’ feelings of support from the hospital (35)

Offering therapies

Therapeutic intentional touch (43)
Expressive art therapy (43)
Referral for individual counselling (36)

Parents expressed a need for bereavement mental health support in addition to follow-up (37)

active control, or wait-list control [32]. The psychological
interventions showed significant improvement in parent-
ing behaviour post-treatment, this effect did not sustain
at follow-up (low quality evidence) [32]. Additionally,
psychological interventions did improve parent mental
health at follow-up, this effect was not seen directly after
treatment (very low quality evidence) [32].

Evidence on effect of cultural, spiritual, and religious support
Two RCTs described interventions directed at providing
spiritual support [33, 34]. Iranian mothers of children
with cancer received a spiritual training package com-
prising of seven 90-min group sessions and reported less
stress, anxiety, and depression post-treatment in com-
parison to the wait-list control group (very low quality

evidence) [33]. All outcomes remained decreased at three
month follow-up, but the effect was only found to remain
significant for anxiety (very low quality evidence) [33].
Additionally, an educational spiritual intervention con-
sisting of six 45-min educational sessions on cancer dis-
ease, diagnosis, treatment, side effects, diet, spirituality,
and meaning-making, decreased burn-out scores among
parents of children with cancer (very low quality evi-
dence) [34].

Evidence on preloss and bereavement care interventions

One RCT reported on a preloss and bereavement care
intervention comprising of three components including
a support package with information, peer supporter’s
contact via telephone, and contact with a health care
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Table 3 Conclusions of evidence on communicative strategies during the child’s end-of-life and after death

Strategy

Positively labeled

Negative labeled

Provision of communication/information

Honest and straightforward communication (38, 42)
Provision of complete information (38)

Provision of information in understandable language (35, 39)
Timely provision of information (35, 39)

Facilitating privacy (38)

Parents receiving inadequate and incomplete information about the child
(including autopsy results) (38)

Parents receiving conflicting information (39, 41) due to involvement of a
number of HCP (39)

Parents receiving emotional information in a public area (38)

Provision of emotional support

Support, expression of emotions, kindness and compassion by HCPs
who care for the child (35,39, 42)

Showing dignity and respect (42)

Comforting the parents with a hug, smile or beverage (35)
Delivering difficult news in a sensitive and caring manner (42)

Lack of sensitivity and empathy (38)

Lack of physical bereavement care (38)

Lack of emotional support and compassion: parents reported that nurses had
difficulties supporting them emotionally when care shifted from curing to
palliative care (38)

Provision of hope

Maintenance of hope while accepting their child’s prognosis (41, 42)
Not give up hope until it is clear that there is no other course (35)

Not reported

Provision of knowledge/expertise

HCPs have experience and show confidence in caring for the child (35)

Increased parental stress due to incompetence of HCPs, including HCPs not
being able to understand the diagnosis, treatment or complications and to
deal with required to care for the child (35)

Provision of consistency and continuity of care
(personnel)

Access to medical staff day/night (39, 41)

Coordination and continuity of care (41)

Establishing the relationship between HCP and child facilitated death
conversations (41)

Inconsistency in HCPs near end of life (41)
Sense of being abandoned by HCPs (41)

Provision of sense of control

Personal control and authority over the child’s death and life, helped
parents with keeping fear and uncertainty within limits of tolerability
(41). Provision of informational, emotional and instrumental support
enhanced sense of control (41). Control was seen as a mediating factor
in the oscillating passage from “preservation” towards becoming
prepared to “ let their child go” and a precondition for fulfilling

Feeling unprepared for child’s death (41)
Loss of control (39,41)

parental tasks (41)

#This table provides the conclusions of evidence described in the ten SRs of observational, mixed-method, or qualitative studies

Working groups Sub working groups and clinical questions

Psychological interventions

e What is the effect of psychological
interventions for children with life-
threatening and life-limiting conditions?

e What is the effect of psychological
interventions for family members?

Practical and social support
Psychosocial ¢ What forms of practical and social support are
care effective for children with life-threatening and
life-limiting conditions and their family
members?

Cultural, spiritual, and religious support

*  What forms of cultural, spiritual, and religious
support are effective for children with life-
threatening and life-limiting conditions and
their family members?

*  What is the effect of preloss interventions for
children with life-threatening and life-limiting
conditions and their family members and
bereavement care interventions for family
members?

¢ Which components are used in preloss and
bereavement care interventions?

Preloss &
bereavement
care *  What are the experiences and needs of
parents and health care providers with regards
to components of preloss and bereavement

care interventions?
*  Which communicative strategies can support

parents and family members during the end of
life and after the death of the child?

Identified evidence Recommendations

Psychological interventions
¢ 2RCTs, 1SR of RCTs Recommendations
on psychological
interventions

e 1RCT, 2 SRs of RCTs

Practical and social support
*  No studies Recommendations
on practical and

social support

Cultural, spiritual, and religious

Support Recommendations on

¢ 2RCTs cultural, spiritual, and
religious support

* 1RCT

Recommendations
on preloss and
bereavement care for
parents

¢ 10 SRs of observational,
mixed-method, or qualitative
studies

Recommendations
on preloss and
bereavement care for
children

O strong recommendations to do

Fig. 1 Identified evidence and recommendations per working group and clinical question
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provider two to six weeks after death of the child [35].
The preloss and bereavement care intervention had
no significant effect on grief reactions among mothers
whose children died at age three or younger.

Evidence on components of preloss and bereavement care
interventions, and communicative strategies
We included ten SRs of observational, qualitative, or
mixed-method studies that reported on preloss and
bereavement care intervention components for parents
during the child’s end-of-life and after the child’s death
[36—45]. We identified eight preloss and bereavement
care intervention components including 1) acknowledg-
ing the child’s life and identity 2) acknowledging and
enabling parenthood, 3) establishing keepsakes, 4) estab-
lishing follow-up contact with health care providers,
5) providing peer support, 6) providing education and
information, 7) providing remembrance activities, and
8) offering therapies. For each component, we described
the reported corresponding actions that could be taken.
For example, studies described the following actions to
acknowledge the child’s life and identity: providing the
child with a certificate of life, providing the child with a
blessing ceremony, acknowledging the child’s identity by
learning individual needs and routines, and acknowledg-
ing birthdays, holidays, and anniversaries. Furthermore,
we identified experiences and needs related to these com-
ponents that were expressed by parents and health care
providers. Generally, parents and health care providers
experienced the identified preloss and bereavement care
intervention components as desirable or helpful during
the end-of-life and after the child’s death. For example,
with regard to the component ‘acknowledging and ena-
bling parenthood; parents reported they desired to main-
tain a relationship with their child during the end-of-life
and wished to be actively involved in the child’s care
during this time. Moreover, most parents expressed that
washing, holding, or dressing the child during the end-
of-life and after the child’s death is helpful and valuable,
but also emotionally difficult. They expressed that sup-
port and reassurance from health care providers to spend
time with their child during the end-of-life and after the
child’s death is needed. Table 2 summarises the preloss
and bereavement care intervention components, spe-
cific actions, and corresponding experiences and needs
reported by parents and health care providers.
Furthermore, the studies reported on a number of
communicative strategies that provided support to par-
ents during the child’s end-of-life and after the child’s
death. We identified following strategies including provi-
sion of 1) communication, 2) emotional support, 3) hope,
4) knowledge, 5) consistency and continuity of care, and
6) sense of control. For each strategy we summarised
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positively and negatively labelled aspects that were
reported in the SRs. For example, with regards to pro-
vision of communication, honest and straightforward
communication was positively labelled, while the com-
munication of inadequate and incomplete information
about the child was labelled as negative. In Table 3, we
provide an overview of these strategies and the reported
positive and negative aspects.

Translating evidence into recommendations

The guideline development panel formulated 27 recom-
mendations on psychosocial care including psychologi-
cal interventions (n= 8), practical and social support (n=
8), and cultural, religious, and spiritual support (n= 11).
Furthermore, a total of 21 recommendations were for-
mulated on preloss and bereavement care. Recommen-
dations were based upon evidence, existing guidelines,
clinical expertise, and patient and family values. Table 4
provides an overview of all formulated recommenda-
tions. We indicated for each recommendation whether it
was supported by evidence.

Recommendations on psychological interventions

The evidence showed that some psychological interven-
tions can improve certain psychosocial outcomes in both
children with life-threatening and life-limiting conditions
and their parents [28—32]. In the identified evidence, we
found a large variability in intervention characteristics
and measured outcomes [28-32]. Additionally, the qual-
ity of evidence was often rated as very low. Therefore, the
guideline development panel was unable to recommend
specific psychological interventions. Nevertheless, the
panel recognised that psychological support could facili-
tate children with life-threatening and life-limiting condi-
tions and their families in processing their experiences,
concerns, and thoughts and formulated recommenda-
tions based on clinical expertise and patient values,
considering the principles of good clinical practice. To
facilitate appropriate psychological support, the panel
stated that the health care provider who has the ulti-
mate responsibility for the patients care (primary health
care provider), should be responsible for timely initia-
tion of psychosocial care in consultation with the family
(recommendation 1, 9, 28). Moreover, the panel empha-
sised that psychological support should be tailored to
the individual needs and preferences of child and family.
The panel recognised that in order to tailor psychologi-
cal support appropriately, attentiveness to the child’s age,
developmental stage, and changes in the child’s condition
is crucial. Furthermore, the panel highlighted the impor-
tance of providing clear information on emotional and
psychological consequences of the child’s disease trajec-
tory and monitoring the wellbeing of siblings and other
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Table 4 Recommendations on paediatric palliative psychosocial care interventions including preloss and bereavement
care interventions

Recommendations on psychosocial care interventions, including preloss and bereavement care interventions for children aged 0 to 18

years with life-threatening and life-limiting conditions, their families, and health care providers (n=48)
Psychosocial care

Psychological interventions

1 The primary health care provider is responsible for initiating psychosocial care, but other health care provider can also
identify and draw attention to the need for psychosocial care. The interpretation of psychosocial care takes place in
consultation with the child, family, and multidisciplinary team.

2 Provide clear information to child and family (including siblings) about the emotional consequences that may be
appropriate for the child’s condition.

3 Be alert that child and family (including siblings) may have problems in the areas of:

. Social emotional development.

. Cognitive development.

. Mental health.

4 Be aware that it is important for children to have the space and opportunities in activities and conversations to be able to
express themselves appropriate to their developmental stage about the experience of their illness and impending death.
Note that there may be developmental differences in emotional responses, experiences and understanding of death.

5 If emotional burden persists, refer child and family to expert psychosocial care services to help with the processing of
profound experiences and stress, and assist with coping and building resilience. Consider a child life specialist, medical
social worker, or a psychologist. To provide support for religious and spiritual suffering and answer questions on meaning,
a spiritual counsellor may be consulted.®®

6 Actively monitor the wellbeing of siblings and provide appropriate support including practical and social support,
educational, psychological, or cultural, spiritual, and religious support.

7 Keep in mind that other family members (e.g. grandparents) and loved ones (e.g. friends, boyfriends, or girlfriends) who
are important to the child and family may need support including practical and social support, educational, psychological,
or cultural, spiritual, and religious support. Be aware that emotions of other family members and loved ones may also
have a significant effect on child and family.

8 Respond promptly to rapid changes in the child's condition, as children may need rapid access to psychosocial support
including practical and social support, educational, psychological, or cultural, spiritual, and religious support.

Practical and social support

9 The primary health care provider is responsible for initiating psychosocial care, but other health care providers can also
identify and draw attention to the need for psychosocial care. The interpretation of psychosocial care is made in
consultation with the child, family, and multidisciplinary team.

10 Strive for as much continuity in care providers as possible. Keep in mind that this is important for confidence in the care
and provides peace of mind for children and their parents or health care providers.

11 When having conversations with child and parents, such as when changes in the course of iliness occur, it is important to:
. Allow time and space for emotions.

. Provide honest and open information appropriate for the child and family. Also provide space for those who do not
want to know

. Establish what the parents and child already know.

12 With changes in the course of iliness, give parents the opportunity and space to reflect with health care providers on how
they will communicate with the child and siblings. Help parents by creating this space.

13 Inform parents about potentially confrontational questions that child or siblings may ask. Explain that parents do not have
to have ready answers and can use the questions to find out more about what is on the child’s or sibling's mind. Explain
that parents do not have to hide their emotions from their child(ren). Children are usually perceptive to the feelings of
their loved ones so hiding emotions can be confusing for a child. Explain to parents that they can explain to their children
that they can grief and remain available to them.

14 Be alert that children and parents have different needs regarding practical and social support and that these needs may
change during the course of the illness. This may include the following:

. Social support including attention to parenting, relationship with spouse or partner or sibling support. If necessary,
involve a (medical) social worker, a child life specialist, psychologist, or spiritual counsellor. Also refer to peer to peer
contact groups if necessary.

. Material support including housing, home modifications, aids for medication administration or mobility and
transportation.

. Practical support such as access to respite care, attention to the work situation of parents or attention to the wishes
of the child, family and loved ones. If necessary, engage wish foundations such as Make a Wish, Make a Memory,
Living Memories Foundation.

. Educational support including attention to educational facilities at home and in the hospital

. Financial support including attention to financial and organisational issues.

15 Be alert that health care providers may also need practical, social, and spiritual support

16 Discuss necessary practical arrangements with parents or health care providers after their child’s death and provide them
with written information. Emphasise that things may feel different after death and that arrangements can always be
adjusted. These may include arrangements regarding:

. care of the body.
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Table 4 (continued)

. funeral preparations.

. postmortem examination.

. relevant legal considerations, including:
o  theinvolvement of a 'child death overview panel'.
o mandatory notification of the coroner after death.
o determination of the death

Cultural, spiritual, and religious support

17 In discussions with children and their parents, investigate whether there are aspects of their religious or philosophical
beliefs that should be considered in care, especially in decision-making about treatment options. ?

18 Ask about the uniqueness and specialness of the child and the specific meaning-making of parents, especially with regard
to their child's quality of life and his or her place in the family.

19 Explore whether children and their parents would like to talk to someone about their beliefs and values (e.g., cultural,
spiritual, and religious). Refer to a spiritual counsellor for this purpose, if necessary.

20 Consider and enquire about what rituals are performed and what needs the children and parents may have, especially in
the terminal phase.

21 Be open to spiritual experiences that may play a role in children and families without being linked to religion or a
philosophical framework. Ask what is meaningful, and important to them at this time.

22 Be alert to the influence of culture and, if parents wish, include their family or other people in their network in
communication around decision making, as they may otherwise exert an unseen influence on the decision-making
process.

23 Be open to the fact that parents have the right to "consciously not want to know”. Also provide space when parents want
to know more.

24 Be aware that certain terminology can create misunderstandings. For example, "We are going to discontinue treatment"
suggests that treatment is available but is being withheld from this child.

25 Be aware that in many cultures the child's spiritual well-being takes precedence over the importance of hearing the truth
and that for religious reasons it may be difficult for parents to agree to discontinue treatment.

26 Keep in mind that if parents hold out hope for a good outcome until the end it does not mean that they have not heard or
understood the bad news.

27 Engage a spiritual counsellor when uncertain about the appropriate approach to people of a different culture or religion or
for information about performing rituals.

Preloss and bereavement care

Preloss and bereavement care for parents

28 The primary care provider is responsible for initiating preloss and bereavement care conversations. In consultation with
child, family and multidisciplinary team including primary care providers, it is ensured that the desired preloss and
bereavement care conversations take place.

29 Loss is what parents experience as loss; this can vary from person to person. Be alert to loss experiences from the time the
child is suspected of a serious condition until well after the child's death.

30 Be alert to parents' experiences of loss, even some interventions may feel like a step backwards to parents and thus a loss.
Provide support if parents need it.

31 During the end of life of their child and in crisis situations, parents usually try to remain strong to support their child and
to cope with the situation. During this period, parents may deeply suppress their own emotions. Assist and support
parents to cope at this time.

32 Explain to parents what normal grief reactions to expect from themselves and other people. Grief reactions are normal
reactions in an abnormal situation. ¢

33 Offer parents emotional peace of mind during the palliative phase. Designate one or two health care providers who will
talk with parents about their feelings of loss and grief if the parents have the capacity to do so. Be sensitive to what the
parents need, for example, is their coping more loss-oriented or recovery-oriented. Other health care providers can keep
the atmosphere lighter and less serious unless parents initiate a deeper conversation.

34 Be quick to recognise signals from parents, such as questions or comments, that parents want to talk about loss or deeper
concerns.

35 Whenever possible, discuss parents' wishes, the child's prognosis, and loss at arranged times. This ensures that parents
know when to prepare emotionally for such a conversation and when parents should not expect it.

36 Make parents feel safe and secure in their child's palliative journey by: seeing and acknowledging the child, approaching
parents as equal partners, not making decisions apart from parents, and keeping parents fully informed. ©

37 Actively offer initiatives or information to parents about possible support in terms of choices that can be made, making
memories, loss and grief, and support options for parent and family. ©

38 Discuss how parents want to say goodbye to their child. Consider cultural differences. Discuss whether there are religious
aspects that are important in dealing with loss and mourning and what health care providers can do/contribute to that
regard.

39 Prepare parents for winding down and stopping support from regular health care providers and transferring care. Ensure
that parents continue to feel supported immediately after the death and the ensuing bereavement period, and that
parents know how they can access additional support.©
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death process and the process of decision-making.

40 Provide space for parents to have multiple preloss and bereavement care conversations with health care providers who
were involved in their child's care before, during and after death. Because children receive care and treatment in different
settings, this may require multiple conversations with different health care providers. Ensure the presence of familiar
health care providers who can reflect on the child's life and identity, answer questions, and go through the iliness and

Preloss and bereavement care for children

death. ©

41 Explore with parents whether or not and how they want to talk to their children about the approaching end-of-life and

42 Explain to children in developmentally appropriate ways what is going on and what will happen.

43 Give the child the opportunity to express their emotions and feelings to a trusted adult outside the family.

responsibility.

44 Involve siblings at the time of death by giving them a meaningful task appropriate to their developmental age and level of

45 Help children regulate and normalise emotions by assigning words to behavioural expressions of emotions.

46 Help siblings find a way to adequately express their emotions.

47 Children grieve intermittently. At times they experience the loss and at other times the loss does not exist for a while.
Support children in this and also accept that children quickly turn their attention to other activities.

48 Children’s conceptualisation of death changes and develops as they mature. As a result, after several months or years, a
child may have to process new aspects of their grief and new questions may arise.

2 For this recommendation, very low to low quality evidence was identified
b For this recommendation, moderate quality evidence was identified

¢ For this recommendation, evidence from systematic reviews of observational, qualitative, or mixed-method studies was identified

family members actively (recommendation 2-7, 11, 12).
The panel realised that the considerations used are not
only essential in provision of psychological support but
are the basis for provision of practical and social support,
cultural, spiritual, and religious support, and preloss and
bereavement care as well.

Recommendations on practical and social support

We found no evidence on the effects of practical and
social support for children with life-threatening and
life-limiting conditions and their family. Therefore, the
guideline development panel formulated recommenda-
tions based on the NICE-guideline, clinical expertise, and
patient and family values. With regards to practical and
social support, low to moderate quality evidence from the
NICE guideline showed that support for accessing care,
and support from family members and local communi-
ties is helpful, as reported by parents. The panel acknowl-
edged this and recommended that tailored practical and
social support should be offered to the child and family.
Additionally, the panel strongly recommended that when
having conversations with child and family, health care
providers should establish carefully what child and fam-
ily already know, allow space, and time for emotions, and
prepare parents on difficult questions children might ask
(recommendation 11, 13). Furthermore, very low to mod-
erate quality evidence from the NICE-guideline showed
that parents and other family members greatly benefited
from respite care but had difficulties to access it. Both
parents and health care providers indicated that aware-
ness and understanding of the benefits of respite care is

important. The panel recognised that child and family do
not always know what forms of practical support exist.
They recommended that the child and family should be
informed about existing and available practical support,
such as respite care, financial support, and support at
work (recommendation 14). Also, moderate quality evi-
dence from the NICE-guideline showed that parents
appreciated support that was provided before and after
their child’s death. Moreover, they appreciated conti-
nuity in care and staff during the end-of-life and after
their child’s death. Therefore, the panel recommended
to discuss arrangements that can be made prior to and
after the child’s death (recommendation 16). Moreover,
they highlighted the importance of providing continu-
ity in health care providers as much as possible to create
trust and peace of mind (recommendation 10). Finally,
the panel emphasised that not only child and family but
also health care providers might need practical and social
support (recommendation 15).

Recommendations on cultural, spiritual, and religious
support

We found very low quality evidence that (educational)
spiritual trainings can improve psychosocial outcomes
[33, 34]. The effectivity of these interventions was studied
in populations with cultural, religious, and spiritual back-
grounds that were different from the Dutch population
[33, 34]. Therefore, the guideline development panel was
unable to state whether these same interventions would
be effective for child and family in the Netherlands and
therefore could not recommend these specific spiritual
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interventions. Additionally, very low to moderate qual-
ity evidence in the NICE guideline showed that par-
ents reported a wide variety in their attitudes and needs
regarding cultural, spiritual, and religious support, and
experienced benefits and difficulties with regard to one’s
beliefs. Moreover, parents reported the use of different
aphorisms, rituals, and practices. As a result, the panel
could not give recommendations on specific needs and
preferences related to cultural, spiritual, and religious
support. Instead, the panel emphasised that health care
providers should consider and explore child and fami-
lies’ cultural, spiritual, and religious beliefs, needs, values
and wishes and that child and family should have access
to cultural, spiritual, and religious support (recommen-
dations 19, 21). The panel emphasises this is especially
essential during decision-making, communication of
bad news and meaning-making (recommendation 17, 18,
22-26). Spiritual counsellors can support child and fam-
ily, regardless of their background, when existential ques-
tions may arise. Therefore, the panel recommended to
engage a spiritual counsellor if necessary (recommenda-
tion 27).

Recommendations on preloss and bereavement care

We found very low quality evidence from one RCT, that
a preloss and bereavement care intervention, compris-
ing of a support package and health care provider or
peer contact, had no significant effect on grief reactions
among mothers [35]. From the evidence derived from ten
SRs, we identified multiple preloss and bereavement care
intervention components and communicative strategies
that were experienced as helpful or desirable by both
parents and health care providers (Tables 2 and 3) [36—
45]. Based on these results, the guideline development
panel emphasised the importance of offering preloss and
bereavement care to children with life-threatening and
life-limiting conditions and their family. Furthermore,
the panel highlighted the importance of understanding
the extent of losses that parents encounter. As parental
coping with loss and grief entails both containing feelings
of grief and experiencing them, losses may be more inter-
twined with daily experiences then health care provid-
ers may be aware of. Therefore, the panel recommended
health care providers to be alert to the losses that parents
experience, which vary per person (recommendation 29,
30). Moreover, the panel recognised that health care pro-
viders can have a great impact on how parents experience
the child’s end-of life and can support parents by engag-
ing in conversation with time and attention and seeing
the child as a person and family as a whole. It is recom-
mended for health care providers to inform parents on
grief reactions, attune their care to the parents’ coping,
to be sensitive to signals from parents, to discuss child
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and family wishes at arranged times, and to be attentive
to the impact of culture, spirituality and religion on loss
and grief (recommendation 31, 32). Furthermore, health
care providers should offer time and space to talk about
feelings of loss and grief. However, they should be care-
ful not to disrupt the parents’ coping by, for instance,
postponing the exploration of grief when parents are in
need of containing their grief. Therefore, the panel rec-
ommended to appoint a few health care providers that
explore the topic of loss and grief with parents so that
others may offer them some respite on the topic (rec-
ommendation 33). Based on the identified preloss and
bereavement care components and communicative strat-
egies that parents and health care providers perceived as
desirable, the panel recommended to make parents feel
safe and secure by seeing and acknowledging the child,
to actively offer information about possible support, and
to provide multiple preloss and bereavement care con-
versations over time (recommendation 34-38). Health
care providers play an important role in the continuity of
care and support after the child’s death. During follow-up
conversations, they can support parents to build a nar-
rative around their child’s (end-of-) life, by acknowledg-
ing the child’s identity, discussing the disease trajectory,
exploring future needs regarding bereavement care, and
facilitating the parents to provide feedback (recommen-
dation 39, 40).

Finally, the panel emphasised the importance of sup-
porting the sick child and sibling during experiences
of loss, grief, and bereavement. It is recommended to
explore with parents whether or not and how to talk to
their children about approaching end-of-life, to explain
to children what will happen in a developmentally appro-
priate way, to give the child the opportunity to express
emotions and feelings, to involve siblings at the time of
death by giving them a meaningful task, and to help chil-
dren and siblings regulate emotions by assigning words
to expressions or emotions (recommendation 41-46).
Furthermore, the panel highlighted that children often
grief intermittently and conceptualisation of death may
change as children mature and recommend health care
providers to consider this when providing support, which
may also include prolonging support over a longer period
of time as children grief new losses as they reach new
developmental stages (recommendation 47, 48).

Discussion

It is widely recognised that a child’s diagnosis with a life-
threatening or life-limiting condition impacts the psy-
chosocial functioning of the child and the entire family
[8]. This is not only relevant during the child’s life, but
also after the death of the child [19, 46]. Provision of
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psychosocial care including preloss and bereavement
care is essential for child and family, enhances quality
of life and is often mentioned as being a crucial part of
paediatric palliative care [7, 8, 15, 16]. However, studies
frequently report a lack of attention to psychosocial care
including preloss and bereavement care [8, 20]. In this
paper, we present the identified evidence and provide
recommendations to optimise psychosocial care includ-
ing psychological interventions, practical and social sup-
port, cultural, spiritual, and religious support, and preloss
and bereavement care in paediatric palliative care. Below,
we discuss the methods used, the identified evidence, and
the provided recommendations.

We formulated recommendations through an evi-
dence-based approach using different methods. First,
we systematically searched for quantitative evidence
on effectivity of paediatric palliative care interventions
in SRs of RCTs and CCTs, RCTs, and CCTs. We identi-
fied eight studies reporting on effectivity of psychologi-
cal interventions, spiritual training interventions, and a
bereavement care intervention [28-35]. The quality of
the total body of evidence was rated as very low to mod-
erate. We also included evidence from ten SRs of obser-
vational, qualitative, or mixed-method studies on preloss
and bereavement care [36—45]. Unfortunately, our clini-
cal questions could be only partly answered with the
identified evidence.

Second, since we identified limited evidence, we used
the conclusions of evidence, considerations, and rec-
ommendations on paediatric palliative care from the
NICE-guideline to refine considerations and inform our
recommendations [26]. Finally, we formulated all recom-
mendations in close collaboration with a national multi-
disciplinary guideline development panel consisting of
professionals from multiple disciplines and parents. If no
or limited evidence or no existing guidelines were avail-
able, the recommendations were based upon clinical
expertise and patient and family values only. By using dif-
ferent sources of knowledge, i.e. the identified evidence,
existing guidelines, clinical expertise, and patient and
family values, we were able to compile a comprehensive
set of strong recommendations that provide guidance on
psychosocial care including preloss and bereavement care.

The identified studies described the effects of a variety
of interventions related to psychosocial care, of which
only some interventions were found to significantly
improve certain psychosocial outcomes in children with
life-threatening and life-limiting conditions or their par-
ents. As a result, we identified multiple gaps of knowl-
edge. First, the majority of the studies reported on effects
of psychological, spiritual, and preloss and bereavement
care interventions among parents. Only three studies
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focused on the effectivity of psychological interventions
among children. The majority of conclusions of evidence
were rated as very low quality evidence. Additionally,
we found no evidence on practical and social support
among both children with life-threatening and life-lim-
iting conditions and their family. Finally, we have found
no evidence on the effectivity of any psychosocial care
interventions among siblings. Both social and practi-
cal support including respite care and psychosocial care
interventions for siblings have been well documented
knowledge gaps but are yet to be addressed [12, 16, 18,
46, 47]. We acknowledge that due to the small numbers
of children who need paediatric palliative care, diver-
sity of diseases, vulnerability of the population and ethi-
cal issues, conducting studies in this vulnerable patient
population is very challenging [48]. Therefore, we urge
for international collaboration to conduct well-designed
multisite parallel RCTs to address these knowledge gaps.

Moreover, we found a large variability in reported psy-
chosocial outcomes and outcome measurements, which
made it difficult to compare the effectivity of interven-
tions. As a result, we could not draw a definitive conclu-
sion on which intervention can best be used. This was in
line with the findings of a recent SR that reported signifi-
cant heterogeneity in used outcomes in paediatric pal-
liative care [49]. In this SR, 136 outcomes in 46 outcome
domains were used to measure the effect of specialised
paediatric palliative care interventions [49]. In order to
improve comparability between interventions, we sug-
gest developing a standard set of outcome indicators for
paediatric palliative care with harmonised outcome defi-
nitions and measurement tools [50]. To ensure that the
standard set of outcome indicators represents the values
and needs of patient, family, and health care providers, all
stakeholders should be involved in selecting the outcome
indicators [50]. Adopting this standard set of outcomes
for paediatric palliative care across organisations and
countries, could facilitate the identification of best prac-
tices and further improve quality of paediatric palliative
care worldwide.

With regard to the translation of evidence into rec-
ommendations, a few points should be addressed. First,
it should be noted that evidence published from 1970
to 2020 was included in this guideline. As a result, it is
possible that we missed some recently published studies.
However, given the limited and generally low-quality evi-
dence we found over this large time frame, it is likely that
only a small number of studies were missed. We expect
that this will not significantly change the recommenda-
tions. Nonetheless, there is a possibility that some recom-
mendations might become outdated when new evidence
emerges. Guideline development is a time-consuming
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process, making it challenging to respond to newly pub-
lished evidence rapidly. To address this, we propose the
development and use of automated tools for identify-
ing and appraising evidence for improving efficiency of
future guideline updates, allowing an update of a recom-
mendation as soon as new relevant evidence becomes
available [51, 52].

Furthermore, due to the lack of evidence, the majority
of the recommendations was based upon clinical exper-
tise and patient and family values only. Often, these
recommendations are viewed negatively and are con-
sidered less trustworthy [53]. However, the incorpora-
tion of clinical expertise and patient and family values
in clinical decision-making is one of the core principles
of evidence-based medicine [54, 55]. As a result, clini-
cal expertise and patient and family values are essential
components for interpreting evidence and formulating
recommendations. However, it is important to note that
recommendations based upon clinical expertise can be
prone to personal bias [56]. Therefore, we ensured that
the recommendations were developed through a careful
process in which only recommendations on which there
was group consensus were approved. Unfortunately, the
clinical expertise and patient values were not systemati-
cally collected. To further improve transparency of rec-
ommendations based on clinical expertise and to limit
personal bias, using surveys to systematically and inde-
pendently identify expert opinions and patient values
could be an opportunity [56].

Additionally, when translating evidence into recom-
mendations, it became very clear that psychosocial care
including psychological interventions, practical and
social support, cultural, spiritual, and religious support,
and preloss and bereavement care is considered benefi-
cial for all children with life-threatening and life-limiting
conditions and their families. Psychosocial care including
preloss and bereavement care should not only be offered
to every child and family but should also be tailored to
the child and family as a whole. We recognise that pro-
vision of tailored psychosocial care, requires adequate
staffing, time, funding, and education on the importance
of psychological, social, and spiritual needs assessment
and support [16, 57-59]. We emphasise that addressing
these issues is a precondition for application of recom-
mendations in clinical practice [59]. We believe a large
proportion of these recommendations will be applica-
ble in other countries and can be used to optimise psy-
chosocial care including preloss and bereavement care.
However, we recognise that country and culture specific
factors should be carefully considered before applying
any recommendations.

Furthermore, it is increasingly recognized that caring for
children who are suffering, and their families can lead to

Page 14 of 16

distress and burnout among health care providers [9, 16].
Health care providers who provide paediatric palliative
care should receive support to prevent distress, compas-
sion fatigue, and burnout. However, there remains a lack
of studies on the effectivity of interventions aiming to pre-
vent distress and burnout among health care providers [9,
16]. We strongly urge for more research on this topic to
formulate evidence-based recommendations.

In conclusion, with the provided recommendations, we
aim to optimise psychosocial care including preloss and
bereavement care for children with life-threatening and
life-limiting conditions and their families. We identified
that psychosocial care requires a personal approach tai-
lored to the child and family. We urge for more research
on effectiveness of psychosocial care, including psycho-
logical interventions, practical and social support, cul-
tural, spiritual, and religious support, and preloss and
bereavement care interventions among children with life-
threatening and life-limiting conditions and parents, but
also in siblings. Furthermore, although very challenging,
we propose implementing strategies to improve research
and thereby further optimise the quality of paediatric pal-
liative care. These strategies include the development of a
standard set of outcomes and international collaboration
to conduct well-designed multisite RCTs.
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